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Foreword

John Launer

Some years ago, a GP colleague of mine arranged an admission to
hospital for one of his patients and then visited her there a few days later,
to see how she was getting on. He happened to arrive during a ward round
and found the consultant and a group of junior doctors standing by her
bed. As soon as the patient recognised him approaching, she turned to
the other doctors, beamed at them and proudly announced, ‘And here’s
my own doctor, my real doctor!’

What she said spoke volumes. It reflected the distinction that people
often make between hospital specialists who deal in diseases and parts of
people, and GPs who look after illnesses and whole persons. But my col-
league believed — and I'm sure he was right — that it implied a far more
important difference than the one between primary and secondary care.
He thought it testified to a deep-seated and commonly held idea that a
real doctor offers certain dimensions of care that others do not. Among
other things, these include continuity of care, an understanding of
biography as well as biology, an interest in people’s stories and an aware-
ness of their social context.

If he was right, his patient was paying tribute to some of the key
features of what is now widely termed ‘generalism’. Other features of
generalism are set out in this groundbreaking and comprehensive book
on the subject. They include respect, the ability to use multiple forms of
knowledge, collaborative working, pragmatism and flexibility. As Sophie
Park, Kay Leedham-Green and Tanya Cohen point out in their opening
chapter, not every GP is a generalist but you do not have to be a GP to
become a generalist either. Generalism is a stance or an attitude of mind
to which every doctor should aspire.

For all sorts of reasons, the encounter that took place on the
hospital ward would be far less likely to happen nowadays. We are, by
common agreement, living through a crisis in medicine. The crisis is mul-
tidimensional. In many countries, it includes under-resourcing of health
services, or a gross imbalance between the financing of cost-effective
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services in the community and hyper-specialised technological ones. It
encompasses a prioritisation of the market and commodification of med-
ical treatment over population health and workforce planning. Along
with this — and with related pressures like the influence of pharmaceuti-
cal companies — there are ever-widening health inequalities between dif-
ferent social and ethnic groups, as well as over-exploitation of the natural
resources around us. Many of us who work within medicine and health,
not only in the United Kingdom but worldwide, share a general feeling
that ‘we cannot go on like this’.

If there is a silver lining to this cloud, it is our belief that there are
remedies for this situation. Among these, the promotion of generalism as
a key ingredient of any future enterprise is crucial. The different chapters
of this book describe in detail and with vivid examples what needs to
be done at every point in the system to infuse it with generalist values,
whether these are about interactions with individual patients, coopera-
tion in multiprofessional teams, or interventions at the organisational or
political level. Different authors in this book, whether clinicians, patients
or academics, cover clinical practice, education and assessment, research
and quality improvement. They write too about social accountability,
health justice, sustainability, wellbeing, personalised care and many
other topics that now preoccupy doctors, other health professionals and
the public.

Generalism will not solve all our problems, but as the different
contributions to this volume all illustrate, no project to turn around the
juggernaut of the medical-industrial complex is likely to succeed without
it. Any doctor of the future, this book suggests, may still want to remain
a specialist in their chosen field, whether this is family medicine or a
subspecialty of neurosurgery. But no doctor should practise without also
being capable of generalism. To be a generalist is to be a thinking and
feeling human being, a citizen of one’s community and a resident of this
planet, before being just a doctor. Or to put it another way, it is to claim
the right to call oneself a real doctor. Generalism in Clinical Practice and
Education points the way.
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About this book

This book is for a broad readership: you might be a practising clinician,
an educator, a clinical academic, a patient, a leader or a learner. It will
support you in practical and conceptual approaches to generalist clinical
encounters, education, and organisation of care. It has been co-produced
by over 40 expert clinicians, patients, educators and academics from the
UK, Europe, Australia and Canada. Generalism within these contexts has
arich history and an established academic knowledge base. We therefore
hope that exploring generalism within these contexts will be of interest
in the widest sense.

When done well, generalism has the potential to transform
patient and population outcomes in ways that are equitable, sustain-
able and responsive to evolving patient and population health needs.
Although generalism is rooted in primary care and family medicine,
it can be and is enacted both individually and collaboratively within
specialties and allied health professions: the knee surgeon who also
attends to dietary risks; the ward nurse who coordinates a personal-
ised discharge plan; the occupational therapist who focuses on what
matters to individuals; the geriatrician who works collaboratively
across multiple sectors; and the dentist who improves access for peo-
ple with special care needs. We use examples from multiple contexts
throughout this book; however, we are unapologetic that the major-
ity are from a primary care perspective. Primary care clinicians see all
types of patients holistically from cradle to grave and have developed
ways of working, organising and learning that appear in many other
professional contexts, but have been honed within this context. When
we use the term ‘generalist’, however, this is not synonymous with
general practitioner. Generalists can be people within any clinical
setting or group who instinctively adjust their remit in response to
patient and population needs.

This book not only contextualises the factors past and present that
have shaped what generalism is today; it is future-facing, proposing
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possibilities for expansion and enhancement. Generalism is inherently
practical and widely applicable and we hope that everyone who reads
this book will be able to implement some aspects. The clinical examples
throughout this book are either fictitious or shared with permission.
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Part I: Core concepts

Part I contains five chapters. These aim to provide the reader with a con-
ceptual understanding of what generalism is and why it is important.
Chapter 1 introduces an overarching philosophy of practice. Chapter 2
explores how generalism can manifest as a team process across multi-
professional contexts. Chapter 3 presents a critical patient perspective.
Chapters 4 and 5 describe how generalist knowledge is constructed and
used within clinical practice and research.






.

What is generalism and
why is it important?

Sophie Park, Kay Leedham-Green and Tanya Cohen

Introduction

Generalism is an inclusive and holistic form of clinical practice that, due
to its innate breadth, remains poorly defined or understood. The concept
of generalism, however, is increasing in prominence as healthcare sys-
tems worldwide respond to the rising complexity of population health
needs and other challenges, such as ensuring sustainable and equitable
access.

One of the core strengths of generalism is its adaptability: the abil-
ity to move flexibly to accommodate particular contexts or individual
patient needs. Although we provide examples of generalism in practice
throughout the book, these are not intended to describe one ‘right’ way
to do generalism. Rather, by providing you with a rich description of how
a problem might be negotiated, we hope you will think critically about
how you could use a similar approach (or not) in your own practice.
Throughout the book, we emphasise the importance of critical reflex-
ivity: the ability to question and be curious about yourself and others,
and to use this to inform how and when you choose to act in particu-
lar ways. When we describe a clinical example, there is almost always
more than one possible way to approach it. We invite you to consider
explicitly (for example, ‘thinking aloud’) what influences or shapes your
intention and preference for a particular option. How does this align or
differ from the preferences of a colleague, peer or patient, and why? This
process includes thinking about ways of knowing, doing, learning and
organising clinical practice. Also, the value systems that inform what
‘good’ looks like in relation to each of these. We celebrate a multiplicity
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of approaches, and throughout the book share ways of moving with agil-
ity between forms of knowledge and ways of doing. This critical curiosity
enables us to value not only biomedical excellence but also a wide range
of other important and valuable ways of knowing; to examine their rel-
evance to the current situation or challenge; and to select this knowledge
to inform practice and ways of doing.

The Health Foundation in 2011 highlighted generalism as a way of
thinking, a distinct paradigm of clinical practice (1) which is:

at root, a way of thinking and acting as a health professional and,
more than that, a way of looking at the world. It is possible to be a
generalist in any specialty or profession and, equally, it is possible
to work as a General Practitioner without being a true generalist.
The essential quality is that the generalist sees health and ill-health
in the context of people’s wider lives, recognising and accepting
wide variation in the way those lives are lived, and in the context of
the whole person.

The work of a generalist is dynamic, scoping their focus and attention,
accruing knowledge about a patient and their community over time, and
using this to inform decisions about how, when and why to implement
(or not) an element of healthcare at a particular moment in time. What is
clear is that, when done well, generalism is beneficial for patients, clini-
cians and broader healthcare ecosystems. The situated, conditional and
dynamic nature of generalist work, however, means that it is inherently
politically and ethically challenging, creating both rewards and frustra-
tions for patients and clinicians alike.

A reductive definition of generalism risks oversimplifying some-
thing that is innately complex; therefore, we begin by proposing an inte-
grative philosophy of practice and then discuss how generalism might
be enacted clinically through a set of guiding principles. This philosophy
was co-produced with our co-authors: patients, academics and practi-
tioners with international perspectives. It has arisen from our meetings
with them and their writing. We hope it will give you a framework on
which to hang your reading as you continue through the book.

A philosophy of generalism

We have constructed this philosophy as ways of being, knowing, judging
and doing (Figure 1.1). These categories reflect the philosophical domains
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Figure 1.1 A philosophy of generalism for clinical practice. © Sophie
Park and Kay Leedham-Green

of ontology, epistemology, axiology and praxis which are also discussed in
relation to research practices in Chapter 4. We have created an illustrative
example for each section. If you prefer starting with a tangible example
rather than theory, you might wish to read the examples first.

Rather than jump straight into this philosophy of generalism, we
invite you first to reflect for a moment on your own philosophy of prac-
tice. Do you identify with a particular professional group? How do you
perceive that profession in relation to others, and yourself in relation to
patients? What types of patients and patient problems fit within your
professional remit? From what perspective and by what means do you
judge the quality of the care that you provide? What do you look for when
updating and researching your practice, or teaching others? How do you
identify, prioritise and address patient and population health needs,
including future needs? What do you do if your patient or their problem
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is beyond your remit? How and when do you collaborate? How does the
organisation of health and social care in your context enhance or inhibit
your profession, and how will your profession respond to future chal-
lenges or be shaped by future contexts?

Ways of being

Generalists are inclusive and holistic practitioners who are able to work
with all types of patients and problems. They can support people at all
stages of life who may have undifferentiated symptoms, minor or major
illnesses, chronic conditions, and complex, situated and contextual
issues. They are sustainable clinicians attending to patient health as well
as disease and they work to address population health inequalities.

A generalist focuses on the person — ‘What does this person need
now?’ —rather than on their own area of expertise or preferred approach.
This may seem an obvious place to start a clinical interaction, but an
expansive clinical remit has implications. Seeing health needs from the
perspective of people rather than a clinician’s own specialised skill set
means that generalists work comfortably with symptoms and illnesses
that may pass without ever coalescing into a named disease. A general-
ist might be the first person to diagnose a major illness, but they also
treat people with everyday health needs that may not have an associated
specialty, but nonetheless matter to people. Generalists see symptoms,
illnesses and diseases as dynamically enmeshed with people’s life circum-
stances: the poorly nourished baby, the teenager with a sexually trans-
mitted disease, the arthritic carer. This is where generalists lean in and
engage rather than disengage. And, because a generalist sees a person
within their life context and life narrative, they attend to potential future
concerns and wellbeing rather than focusing solely on today’s ‘presenting
complaint’. This invites secondary questions within a consultation: ‘Why
have they come today?’ ‘Why has this person become unwell, and what
can be done about that?’ and, perhaps, ‘Why might this person become
unwell in the future and how can this be navigated?’ or even ‘What does
“well” look like from this person’s perspective?’

Example 1.1: Jay the trainee (identifying as a generalist)

Jay spent much of his undergraduate and early postgraduate train-
ing in urban hospitals, seeing a constantly revolving set of patients,
either acutely unwell in the emergency room, admitted to the
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wards, or in clinics being assessed for complex procedures and
treatments. Jay was always curious about the people he met and
often frustrated that they had not accessed help at an earlier stage,
or had underlying or additional issues addressed. Jay still remem-
bers a young homeless person on his cardiology rotation, admitted
for infective endocarditis after using an unclean needle, discharged
back on to the streets after a heart valve replacement without fur-
ther support. The operation itself was a success, but the impact on
the person less so. This is when Jay decided to become a generalist.

Ways of knowing

If a clinician is going to work with all types of patients and all types of
patient problems this requires a very special approach to knowledge.
Although most generalists would call themselves ‘lifelong learners’ with
a ‘can do’ attitude, they cannot know everything. Generalism therefore
requires clinicians to have an awareness of, and a humble and open atti-
tude to, not knowing. But how does a generalist know what to do, when
they do not know? Observing a generalist in action will quickly reveal
that they rely on what we term ‘distributed expertise’. This means they
acknowledge, construct and implement a wide range of knowledge
forms as needed and work with the knowledge and expertise of others.
For example, if a menopausal patient attends because their hormone
replacement therapy is not working as they had hoped, a generalist might
further explore the patient’s expectations and experiences; consult local
prescribing guidelines and spend some time looking up the benefits and
side effects of alternative combinations with the patient at their side; if
they feel unsure, ask a colleague with a special interest for their opin-
ion or make a referral; or, if they are unable to meet their patient’s need
today, share a reliable information resource and invite them back. This
approach to knowledge means that generalists are not only able to con-
sider all types of problems, but they can accommodate a particular per-
son’s situation and adapt to continuously evolving therapeutic guidelines
and population health needs.

Generalists adopt personalised approaches to complex problems.
This requires generalists to integrate and implement ‘situated knowl-
edge’ (knowledge that is unique to a person or place) with other forms
of knowledge. Examples of situated knowledge include what someone’s
home life is like, how their situation has changed over time, or what
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opportunities exist for teenage parents in a local area. Situated knowl-
edge is not written down in any textbook, and therefore takes time to
build and connect. Biomedical and other forms of clinical knowledge
need to be connected with situated knowledge for each to be effectively
implemented. Generalists, therefore, benefit from continuity with
people and with places, so that they can construct and use situated
knowledge.

Ways of knowing are dependent upon how we use language or
attribute meaning to particular terminology. For example, the word
‘complexity’ might be used by a specialist to mean an atypical or tech-
nically complicated condition or ‘patient case’. In contrast, ‘complexity’
might be used by a generalist to mean interconnected or situational fac-
tors, making a patient situation unique or challenging to manage using
monolithic or linear guidelines.

Finally, because generalists work with complex problems such as
multimorbidity in addition to diseases with established guidelines, they
embrace multiple knowledge forms and different types of evidence.
For example, a flare-up of chronic pain might require different lenses
(medical, anatomical, psychological, behavioural and/or sociological),
with the final approach negotiated through curiosity, listening and
relevance.

In summary, generalists reflect on what is not known as well as
what is; they embrace distributed expertise (acknowledging and imple-
menting the expertise and knowledge of others); they construct situated
knowledge through continuity with people and places; and they inte-
grate multiple knowledge forms, applying different lenses to complex
problems.

Example 1.2: Fiona the health visitor (using distributed
expertise)

Fiona originally trained as a midwife but decided to move across
to health visiting as she felt she could make more of a difference to
a child’s start in life by seeing families longitudinally at home. She
said that one of the things she learned is that you can never know
the answer to every question a new parent asks, from ‘Which is the
best type of nappy?’ to ‘How can I leave my abusive partner safely?’
For simple questions, she tries to help people find information and
supports them in reflecting on its relevance and quality. Where she
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identifies a potentially serious problem, she discusses it with her
team and/or refers onwards. Where there is no simple answer, she
explores the problem and its context with curiosity, sharing infor-
mation and resources as needed, and helps the person construct an
informed plan that fits their specific situation. With these strategies
for finding and using knowledge and expertise, Fiona feels able to
operate safely and effectively whatever the question.

Values

The ways of being and knowing outlined above are not separate from gener-
alist values; rather, they arise from their values. Focusing first and foremost
on what matters to people, rather than a clinician’s own field of expertise,
arises through a generalist value system. This does not mean that other
value systems are wrong; they are complementary. A generalist’s value sys-
tem not only defines their clinical approach, it also defines how they judge
what ‘good practice’ looks like, and how they position themselves in rela-
tion to others. For example, can the quality of generalist care be adequately
measured through biomedical markers of disease control? Is there a place
for more complex patient-defined and patient-reported measures? Is the
disease-based knowledge of a clinician more important than the knowledge
that a person brings about their own body, experience and context?

Exploring what someone values, how they judge what good is,
and how they position themselves in relation to others, gives clues as to
their value system. We argue that generalists value things like inclusivity,
curiosity, continuity, collaboration, adaptability and participation; they
invite multiple perspectives when judging what ‘good’ is, including the
perspectives of patients and communities alongside the perspectives of
clinicians and academics. They position themselves with colleagues and
patients: sharing knowledge, sharing decisions, asking for and integrat-
ing the perspectives of others.

Example 1.3: Participatory and person-centred approaches

Marta is a social worker and trainer. She is currently working with
her local library service which is being converted into a flexible
community space for people with complex needs. It will have a
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social space, a garden and a creative space in addition to the cur-
rent quiet reading and lending space. Marta has been asked to sup-
port the mixed team of librarians, administrators, social workers
and mental health professionals who will deliver the new service.
Her goal is to ensure that it is constructed around the needs of the
people who will use it. Her main challenge, she says, is working
with professionals who are often entrenched advice-givers. Marta
includes service users in her workshops to help the group develop
curiosity and respect for others and a shared sense of purpose.
Today Marta has invited representatives from a local community
group for people with learning disabilities. They will work with
her team to co-create a design brief and evaluation strategy for the
social space together with a team leader from a neighbouring area
where a similar service has already been set up.

Ways of doing

Generalism is enacted in ways that are rarely straightforward or proce-
dural. Of course, generalists need to be familiar with national consen-
sus guidelines and procedures, but they often need to adapt or select
approaches so that they are relevant to a particular situation. Generalism
isa mindful and skilled navigation of multiple points of possibility: explor-
ing broadly, connecting diverse types and sources of knowledge, involv-
ing people in clinical reasoning and decisions, and implementing those
decisions in ways that are dynamic and responsive.

We have distilled the ways of doing generalism into four over-
arching principles: expansive exploration, connecting knowledge, par-
ticipatory processes, and adaptive implementation (Figure 1.2). These
principles underpin the practices described throughout this book. Each
principle can be used equally within clinical encounters, educational and
academic activities, and within policy, innovation and improvement. In
this chapter, we present a brief overview of how these principles might be
applied within clinical practice (explored further in Part IV, Chapters 15—
18) and some wider implications.

Expansive exploration

Within generalist clinical practice there is a broad spectrum of legiti-
mate clinical attention within an encounter. Attention can be directed
to, for instance: a single disease; multiple diseases; symptoms of ill
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Figure 1.2 Principles of generalism. © Sophie Park and Kay
Leedham-Green

health with an absence of disease; prevention of ill health and well-
being support; management of long-term conditions; the interface
between health and social care; or historical and economic challenges
shaping a patient’s social determinants of health. Stott and Davies in
1979 examined over one hundred UK general practice consultations
(2) and identified four key categories of focus: management of pre-
senting problems, modification of help-seeking behaviours, manage-
ment of continuing problems, and opportunistic health promotion.
Iona Heath defines further subtle gradations of clinical focus: stress,
illness, disease (possible to manage locally), and disease requiring
referral to other services or teams (3). Clinicians have tended to focus
their clinical attention on confirming or excluding the presence of dis-
ease. It is, she argues, legitimate to give attention to any or all of stress,
illness and disease within a generalist clinical encounter, engaging at
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the boundaries and intersections between each. This can be explicit (‘I
am stressed, please help’), or implicit: a patient bringing something to
a consultation as a potential disease, which becomes re-problematised
within the clinical interaction as an illness, or stress, while remaining
a relevant and legitimate concern for both to recognise and attend to.
Part of the role of the generalist is to act as a gatekeeper, and indeed
gate-opener, to specialist and community services. The efficiencies and
effectiveness of a healthcare system are further amplified if generalist
interactions also involve discussing the boundaries and intersections
between stress, illness and disease. What needs to be classified as a dis-
ease at this point in time, and what requires a different lens? Explicitly
involving people in these decisions avoids over-medicalising or over-
investigating them; instead, treating them with respect and thereby
minimising harms and maximising benefits. This process is fluid and
dynamic and clinicians must think critically and explicitly about the
value and consequences of constraining the focus of a consultation
or broadening and collaboratively refocusing its scope. This broader
scope of practice and the fluid and real-time negotiation of issues ena-
ble a more balanced sharing of power (both clinician and patient bring
relevant elements of knowledge).

Scoping the potential focus or ‘spotlight’ of clinical attention is
complex and value-laden and has significant implications for resource
allocation. Sometimes investment in expansive exploration rather than
narrowing the focus of attention can mean longer-term efficiencies: for
example, signposting to community services for people experiencing
social isolation, or considering trauma and/or distress rather than
dismissing or overtreating idiopathic pain. Depending on the circum-
stances, available time and patient expectations, some wider consid-
erations might be explicitly discussed, while others might be implicit
but inform how a clinician focuses their questions or examination.

We are not suggesting that it is possible or necessary to broaden the
scope at every encounter. The generalist is, however, constantly selecting
with the patient what to focus on within an interaction: collaboratively
and creatively exploring, agreeing and formulating the problem or focus
together before seeking possible solutions or next steps. Instead of posi-
tioning the patient as bringing problems or ‘presenting complaints’, or
even as ‘being a problem’ if their complaint does not feel relevant to a
clinician’s field of expertise, generalists collaboratively negotiate where
to focus clinical attention with their patient.
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Example 1.4: Kamal and Dr Jay (a generalist
consultation)

Kamal has COPD and chronic knee pain following an operation a few
years ago. Kamal has come to see Dr Jay about a flare-up in chronic
knee pain which is keeping him up at night. Dr Jay asks Kamal about
himself while he examines the joint. Kamal explains that he has
retired early to care for his father who has dementia. Dr Jay asks
Kamal why he thinks his pain has flared up, and what he thinks
might help. Perhaps a medicines review is needed, or a behavioural
approach such as walking every day and keeping a pain diary, or
understanding today’s pain in the context of carer fatigue and apply-
ing for respite care, or a combination of all three. Kamal explains that
he hasn’t been taking his painkillers as he distrusts them. He agrees
that the pain isn’t helped by being cooped up all day with his father.
He thinks walking might help and this was suggested by his surgeon,
but he can’t leave his father alone. He doesn’t want respite care as
his dad would be too stressed, and in any case, he can’t afford to go
anywhere. Dr Jay explores Kamal’s concerns about analgesia and
deprescribes the strong painkillers his surgeon had given him. Kamal
agrees to try simple analgesia before bed every day for a week to see
whether that helps and to come back if it doesn’t. Dr Jay describes a
new service at the library which includes a dementia-friendly social
space and advice service for carers. Kamal agrees to take his dad
along and try it out. Dr Jay reflects and writes a note to check up on
Kamal’s mood the next time he visits. Dr Jay sees Kamal next at his
father’s care-planning appointment. Kamal’s mood appears brighter.
He has joined a network of carers via the library and both he and his
father have had their financial and social support reviewed. His knee
is still sore, but no longer wakes him at night.

Attending to what is not said, as well as what is, can help shape a clini-
cian’s understanding of where people locate their distress and broaden
the range of acceptable solutions considered. In the example above,
Kamal did not directly express distress about his role as a carer but this
was held by Dr Jay as potentially relevant and he ‘opened a gate’ to a
community service. Generalists not only attend to what people might
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explicitly expect from an encounter but also explore what is missing or
unmet. Thus, a generalist might just as readily suggest referral or access
to a resource for a patient in need (despite their not previously having
articulated or acknowledged this as a problem) as discuss with a patient
why an investigation might not be clinically informative.

Expansive exploration might feel like opening a Pandora’s box
of unsolvable problems, and proactive care might feel like more work
despite longer-term efficiencies. Broadening the scope of clinical atten-
tion does not mean that the generalist must deal with or action all prob-
lems at all times. Naming something as ‘a problem’ can in itself provide
therapeutic value or become a catalyst for change beyond the consult-
ing room. An example might be asking a patient what they could do
about a housing or relationship problem. There is extraordinary skill
inherent in this process, and when done well, it can open up a range of
contrasting, vivid opportunities to those actively involved. The focus
shifts from ‘What can I identify that I can solve?’ towards a more collab-
orative and inclusive approach to problem identification and acknowl-
edgement: ‘What will help this patient, and can I support them with
this?’ This requires both clinician and patient to accept that not all iden-
tified problems might have an immediately available solution, and not
all problems are solvable by the clinician or patient, but they can still
discuss issues that are beyond their own scope of direct action, and use
their interaction to establish what they can do together and what each
can work on independently or with others (for example, multidiscipli-
nary team, community resources, lawyer) supplementing what can be
achieved within the consultation.

Participatory processes

Navigating generalism’s broad clinical remit is challenging and
requires the participatory engagement of patients, carers and oth-
ers. Generalists work in a potentially infinite problem space and peo-
ple often come with undifferentiated or diffuse symptoms. There are
various hypothetic-deductive diagnostic strategies that aim to help
generalists work safely within this space. John Murtagh (4) proposes
systematically considering the most probable, dangerous and easily
missed diagnoses, and whether the patient is trying to communicate
a psychosocial problem. Norbert Donner-Banzhoff argues that includ-
ing or excluding every possibility through direct questioning and
hypothesis testing is unfeasible and actually unhelpful in generalist
contexts: the range of potential problems is too high and the frequency
of positive findings too low. He examined hundreds of consultations in
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the general practice setting in Germany (5) and found that there is a
practical reason why generalists work more collaboratively with their
patients. It is only by giving patients and carers the opportunity and
encouragement to describe everything they find worrisome, changed,
or both, that the generalist can hope to narrow this infinite problem
space to the point where hypothesis testing becomes productive. He
describes a process of inductive foraging (extended active listening)
and triggered routines (for example, to characterise a symptom or
check for ‘red flags’) which occur before a diagnosis is even consid-
ered. If hypothesis testing or triggered routines start too early in the
interaction, they become counterproductive as the clinician is forced
into deductive mode before the problem space is sufficiently nar-
rowed. In generalist contexts, more participatory and patient-centred
approaches result in better clinical reasoning.

This collaborative process of identification, appreciation and inte-
gration of why a patient has come can also strengthen a patient’s agree-
ment and use of the management plan and contribute to a stronger and
more trusting relationship, enhancing future continuity of care. In using
an explicit ‘think aloud’ approach to reasoning, the clinician is sharing
the boundaries of their decision-making rationale, enabling the patient
to be more confident about re-attending if something unexpected arises
and making visible areas of dissonance which might need further atten-
tion. If there is unaddressed dissonance, this can disrupt opportunities
for future care. For example, if a patient feels that a clinician offered inap-
propriate advice, ‘missed’ or ‘dismissed’ symptoms, it can reduce trust and
confidence and a patient’s willingness to seek help if symptoms persist or
to agree to suggested actions in the future. Understanding which lens(es)
the patient is using to make sense of their experiences, alongside critical
awareness by the clinician of their own preferred or familiar lenses, can
help map out a far wider range of potential sense-making opportunities
and approaches (Figure 1.3).

Participatory processes are not without challenges. There are
potential pitfalls in distributing power and decision-making respon-
sibilities between clinicians, patients, carers and others. For example,
if the balance is tipped heavily towards the patient’s experience, the
clinician may find it hard to move the conversation beyond emotional
suffering. Or, if decisions are transferred completely to the patient, they
may feel overwhelmed or burdened with the responsibility to make a
‘good decision’. Instead, the frame and focus of clinical interactions
need to remain agile, with the clinician holding a space in which both
patient and clinician can explore and develop. This requires mutual
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engagement, trust and curiosity in decision-making. A generalist may
need to help a patient balance short-term gains with longer-term
complications. For example, a patient might benefit from a refer-
ral for insomnia therapy but want sleeping tablets. This is commonly
described as the difference between needs and wants: the latter being
an easy or transactional short-term ‘win’, but unhelpful in the context
of a relationship which values continuity, trust and long-term care.
When done well, sharing knowledge and responsibility can be refresh-
ing to both patient and clinician, as both become actively engaged in
the decision-making process. Tim Rapley describes how the process of
sharing power, knowledge and decisions is not confined to a one-off
consultation event, but a distributed continuum over time beyond the
consultation (6). A patient might welcome the opportunity to pause a
decision so that they can read selected information and discuss sense-
making and options with others. Similarly, a clinician might benefit
from discussing a patient’s unmet needs with colleagues or engaging in
further reading themselves before suggesting a course of action.

Connecting knowledge

Patients and clinicians are human beings; however, both can lose sight
of one or other element of the ‘human’ and their ‘being’. Treating clini-
cians and patients as human beings involves an integration of lenses.
The ‘human’ lens focuses attention on the physical body, the disease
object, or the biomedical science relating to the disease pattern.
The additional focus on ‘being’ explores the situated nature of being
human: their experiences, their circumstances, their context, and
their relationships with others. In Chapter 15, Graham Easton writes
about the importance of storytelling within clinical interactions. In
the example above, Dr Jay invites Kamal’s story by simply asking him
about himself. Listening to, engaging with and navigating another’s
story is key to human empathy. Rebecca Solnit in her book The Faraway
Nearby describes how stories enable us to put ourselves into another’s
place: to put ourselves in another’s story, or to tell ourselves their story
(7). Enabling a space within a consultation to listen and exchange
knowledge as two human beings invites a broader range of ideas and
issues as relevant and/or interrelated.

Connecting disparate forms and sources of knowledge presents gen-
eralists with a problem: they are no longer focusing on a single type or set
of knowledge (for example, biomedical), but balancing a range of inter-
related knowledge forms. Knowledge is no longer fixed and boundaried
but dynamically constructed and ever-expanding. They must connect
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and navigate this wider knowledge space during a clinician—patient
interaction, with each participant shaping the nature of the dialogue and
the potential outcomes. Part of the expertise of the generalist is in recog-
nising which knowledge sets are relevant and where that knowledge is
incomplete. Acknowledging such gaps, knowing when to pause, or how
to connect with other resources and people to enhance a person’s care
requires humility and explicit vulnerability.

Adaptive implementation

Working with ongoing uncertainty requires adaptive approaches to
the implementation of potential ways forward, including revisiting
decisions if symptoms persist or change. Many people’s problems
never cross clear diagnostic or interventional thresholds but remain
in a zone of uncertainty. Generalists apply practical wisdom, balanc-
ing when to act with when to wait and see. The threshold or ‘cut-off’
shaping whether or when something is medicalised, held for future
review, or explored in other ways will vary, depending on how well
the clinician and patient know and trust each other, and their respec-
tive experiences, concerns and preferred approaches (8). The relation-
ship between patient and clinician becomes more important, requiring
mutual trust and openness to enable an effective exchange and co-
production of how to proceed.

Adaptive implementation presents challenges, particularly for rela-
tively inert clinical systems and educational curricula. Clinical education
has typically been about producing clinicians who implement evidence-
informed solutions to predetermined problems. Similarly, systems and
processes are often set up to constrain options to fixed guidelines. This
may be entirely appropriate for a simple infection or isolated problem.
Complex, real-world problems, however, seldom have a single best solu-
tion and choices may need to be revisited. Generalism is often imple-
mented in ways that are contextual and adapted to individual situations,
framed within a distributed web of knowledge production. There is crea-
tive potential arising within and from clinical encounters for combining
disease-based and procedural knowledge with more complex knowledge
forms about the person and their situation. The clinician no longer posi-
tions themself as all-knowing, although they are of course introducing,
connecting and filtering expert knowledge; rather, they are co-producing
relevant knowledge during an encounter, including inviting the expertise
of others. Generalists become positioned as part of a collective commu-
nity of professional and personal ways of knowing. The patient also shifts
from being a passive recipient of care at a single point in time to someone
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participating in multiple exchanges of information, knowledge and per-
sonal experience over time.

So, through interaction and negotiation, clinicians and patients
explore an expansive range of possibilities, collaboratively problem-set
and prioritise, then use their collective knowledge and expertise to for-
mulate a plan most fitting for that person at that moment in time, which
may be revisited or adapted according to need.

Wider implications

Generalism has profound implications for clinical education, explored in
Part IT (Chapters 6 and 7). It has an exceptionally broad and dynamic
knowledge base and requires learners to integrate multiple knowledge
paradigms: biomedical sciences, clinical guidelines, psychological, behav-
ioural and social sciences, communicative and procedural knowledge,
and situated knowledge. The pedagogies associated with the acquisition
of clearly defined ‘codified’ knowledge, such as anatomy and physiol-
ogy, therefore need to be supplemented with approaches that stimulate
criticality, curiosity, reflexivity and practical wisdom — learning from and
with patients and peers. The development of situated knowledge and
practical wisdom requires longitudinal connections between learners,
patients, practitioners and places. Generalist knowledge requires cur-
ricula to be dynamically connected with evolving practice and research,
and responsive to local patient and population health needs, rather than
fixed. Assessments need to examine how learners explore expansively,
work collaboratively, integrate knowledge and manage uncertainties.
Similarly, there are important implications for how services are
designed and organised, explored in Part III (Chapters 8-14). Generalism
as a way of working does not happen in a vacuum. A healthcare system
includes many interconnected elements, such as hospital-based ser-
vices, specialist services that operate in community settings, social care
services, pharmacists, dentists and general practitioners. Each element
relies on and contributes to the efficiency and effectiveness of the oth-
ers. Generalism as a way of working requires enabling systems, processes
and resources if it is to flourish within this wider health and social care
ecosystem. Generalists often find themselves addressing gaps in other
services — ‘holding work’ for people who cannot get a hip replacement,
‘listening work’ for people who cannot get a mental health referral,
emergency antibiotics for people who cannot get a dental appointment.
Generalists require a responsive functioning specialist healthcare system,
just as much as specialists need generalists. Generalism needs the various
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sectors within a healthcare system to be coordinated so that one cost cen-
tre is not incentivised to push people as problems into a neighbouring
cost centre, but instead to work collaboratively across sectors.

Generalists sometimes act as a pivot between specialist and inter-
sectoral services, signposting and helping people navigate between
them. As discussed above, generalists, particularly within primary care
and emergency services, are sometimes thought of as gatekeepers to the
wider healthcare system, triaging which diseases can be managed now
and which require referral (9,10). We also described how gatekeeping
is not merely limiting access to resources: there is also a simultaneous
responsibility to act as ‘gate-opener’. This is particularly important in
areas of social deprivation where the generalist attends to how health-
care is accessed and distributed. Generalists balance the needs and wants
of different individuals, assessing how these can be met equitably in rela-
tion to the resources and possibilities of a particular health or social care
system. Generalism therefore benefits from systems that prioritise people
who are vulnerable and/or frail or who have complex or enduring needs.
Examples include scheduling a weekly clinic in a hostel for homeless peo-
ple or a visiting system for people living with frailty, or inviting people
with multimorbidity or complex conditions for regular review.

Focusing holistically on patient and population health outcomes has
structural implications for how health and healthcare are organised and
resourced. Ill health is driven by social and environmental factors, such
as poverty, education, nutrition and housing. Sociopolitical inattention
to these factors adds compound pressures to generalist services as they
provide comprehensive, universal healthcare to people with undifferen-
tiated problems. Generalism therefore requires healthcare resources to
flow towards rather than away from areas of population need (to build
capacity) and for population health to be prioritised, including the
social, economic and environmental determinants of health (to reduce
demand). Investment in ever more technical solutions to disease without
addressing the determinants of health is neither efficient nor sustainable.
We argue that the values that a generalist brings to their practice should
be mirrored when making resource allocation decisions and designing
services. Patients and communities should be involved as partners with
academics and clinicians to co-produce service innovation and improve-
ment ideas. Doing generalism well therefore requires investment in
spaces (time and headspace as well as physical and online spaces) so that
patients, carers, communities, learners, specialists, generalists, academ-
ics and practitioners can connect and learn from each other in ways that
are responsive and dynamic.
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Healthcare data and monitoring systems also need to be optimised
for generalism. If monitoring is too loose, there is a risk of rogue or unpro-
fessional practices; however, if systems are too tight they risk stifling the
creative and adaptive approaches that generalists bring. Most health ser-
vice data are collected for single-hypothesis observational research (is
pathway A better than pathway B?). This mode of data use is often hard to
translate into generalist practice as decisions are negotiated and contex-
tualised rather than prescribed. We argue that generalism is supported
by more complex data-driven tools (such as Al, inductive approaches and
semantic technologies). Shared data can then be used to identify emerg-
ing areas of excellence; to encourage the diffusion of successful service
innovations and improvement ideas; to make visible areas of care that are
not working well; and to identify unmet population needs.

Example 1.5: Organising end-of-life care around
people’s needs

End-of-life care was not working well locally. Care homes were
understaffed at weekends and there was a tendency to call an
ambulance for people who were approaching end of life, rather
than employ extra staff to support them. The most vulnerable
people, those without families or friends to advocate for them,
were most likely to be admitted. Once in hospital, people were
often overtreated, hospitalised for weeks, or even admitted to
intensive care. Step-down care was also difficult as the care homes
sometimes refused to take people back if they were unstable. After
reading a particularly painful account of end-of-life care that had
been flagged on Care Opinion (an open data feedback platform),
the local clinical commissioning group decided to set up an inte-
grated system that was centred around the needs of people rather
than service needs. Patients and families were consulted about
their preferences and needs, the care homes had training and
support to provide high-quality end-of-life care, and community
advocates were employed for the most vulnerable. The service
was resourced through the cost savings associated with fewer
hospitalisations. The service was positively evaluated by patients
and families and was less resource-intensive overall. After sharing
the evaluation at a regional meeting, it was adopted or adapted by
neighbouring areas.
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Conclusion

Knowledge changes all the time and people and contexts are constantly
evolving and developing. Personalised approaches to care require a shift
in the organisations and systems which govern, prioritise and support
particular approaches to knowledge creation and use. We have made sig-
nificant steps over the last century towards a more balanced and inclu-
sive acceptance of approaches to science and practice; however, many of
our established clinical and education systems and institutions remain
focused exclusively on biomedical and disease-based knowledge.

Generalist practice is an exciting space, constantly operating at the
interface between different sets of knowledge, and boundaries between
what is and is not known. This might be the intersection between a bio-
medical and experiential lens to make sense of an interaction, or acknowl-
edging the interfaces between stress, illness and disease in formulating a
problem-set and plan, or acknowledging the limits of one form of knowl-
edge or indeed ‘not knowing’. Through critical reflexivity clinicians can
safely create an inclusive and expansive approach to clinical practice: one
that embraces a range of knowledge forms and ways of knowing; recog-
nises the value of relational expertise in supporting knowledge deduction
and induction; is able to interconnect forms of knowledge; and is able to
apply and implement this in a meaningful way in the individual context
and situation of a particular patient at one moment in time. As you con-
tinue through this book, we hope this philosophy will help you to recognise
and articulate generalist approaches, to engage in new ways of reasoning
and thinking, and even when a suitable option appears unavailable, to feel
confident to negotiate an adaptive and responsive way forward.
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Generalism across disciplines
Martina Kelly, Rupal Shah, Nicola Clarke and Jens Foell

Introduction

Conflicting conceptions of truth are not new, nor are the benefits of
mutual respect and collaboration. The parable of the blind men and
the elephant is shared across many cultures. A group of blind men meet
an elephant — an animal they have not encountered before. To describe
the elephant to other members of the group, each man reaches out and
feels a different part of the elephant — the fan-like ear, the spear-like tusk,
the tree-trunk-like leg and so on. Each then describes the elephant based
on their experience. Each account is different. They cannot agree on a
unified account of the elephant, each making ‘truth-claims’ as absolute,
ignoring other people’s limited accounts. In some accounts, conflicts
arise as the blind men discredit each other’s contributions. In others,
they start listening to each other, to appreciate the full elephant.

While interpretations of this story are manifold, in this chapter, we
use the parable to explore the notion of ‘generalism across disciplines’ —
work that can be collaborative but is often contested and rooted in disci-
plinary identity — ways of knowing, doing and being. In a way, the idea
of ‘generalism across disciplines’ is an oxymoron — how can disciplines
defined by their specialty knowledge ‘think and act’ in generalist ways?
Thus a challenge is posed. How do we collaborate across disciplines to
realise generalism while respecting disciplinary ways of knowing and
being, to avoid conflict, territorial tussles and ‘turf’ wars?

In this chapter, building on ideas from Chapter 1, we invite read-
ers to critically reflect on if, how and what generalism happens in their
specific discipline, to consider how aspects of generalism are enabled or
inhibited by cross-disciplinary factors within their context, and to articu-
late strategies for how generalism could be reinforced and enhanced to
benefit patient care. You may be reading this chapter as a manager of a
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ward or a team, or as a doctor, specialist nurse, physiotherapist or physi-
cian assistant. Questions to consider include:

* What does ‘thinking and acting’ as a generalist look like in your disci-
pline? Can you think of examples from your practice?

e What facilitates ‘doing generalism’ in your discipline?

* Are there barriers to generalism in your discipline?

* How might disciplines work together to realise generalism in your
context (a morning huddle, for example) or across different contexts
(a hospital-based palliative care team providing community support)?

To facilitate reflection, we provide examples from clinical and educa-
tional literature. Many of the examples come from clinical medicine,
reflecting the authors’ discipline. To critically appraise these examples,
we integrate ideas from social science on the structure of professional
knowledge, and how these influence interactions between disciplines.
However, we hope the examples used are relevant to all disciplines as
often the tensions, challenges and opportunities for inter- and intra-
professional work are mirrored across disciplines.

The chapter opens by exploring the nature of disciplines and the
commonly used terms interprofessional and intraprofessional, often
used to describe work ‘across disciplines’. To elucidate the ‘work’ of gen-
eralism across disciplines, the concept of ‘boundary work’ is introduced.
Boundaries provide a useful metaphor to play with possibilities of gen-
eralism across disciplines; on the one hand, boundaries can be defining,
rigid or official, but boundaries are also porous, existing as liminal spaces,
and can be expanded to reconceptualise taken-for-granted positions.
The idea of boundaries is increasingly used in social science research to
understand how professions work (or do not work) together (1,2). Before
applying the concept of ‘boundary work’ to professional practice, we first
pause to acknowledge some other ‘elephants in the room’, other bounda-
ries — epistemic, jurisdictional and institutional boundaries — that need
to be conceded for collaborative boundary work to flourish. To progress
generalism across disciplines, some hard sociohistorical truths need to be
identified and mapped. With this groundwork laid, we share examples of
boundary work, and work with these ideas to consider how generalism
can be enacted across disciplines in clinical practice. Finally, we conclude
by thinking about how ways of doing generalism across disciplines can
be advanced using ‘boundary working tools’ — exploring boundaries by
‘knowledge brokering’, and ‘trading zones’ — skills inherent to generalism.
These approaches, we propose, could progress imaginative conversations
to facilitate a thriving generalism that spans the workplace and workforce.
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Section 1: Definitions and delineations - what is
a ‘discipline’?

Disciplines are defined by the possession of a specific domain of knowl-
edge. Professional disciplines are characterised by the possession of a des-
ignated set of knowledge and skills, institutionalised in curriculum, ethics
and a community of practice. Membership is regulated by competencies,
certification and peer review. Sociological literature is rich with descrip-
tions of how different healthcare disciplines define, regulate and defend
their expertise (3-6). In general, negotiating expertise is fraught, imbued
with power differentials, such that challengers often need to appeal to
the discursive norms of the dominant profession (2). Professional territo-
rial tussles are informed by differences in professional identities and core
beliefs — what constitutes knowledge, safe practice, and quality in patient
care. Disciplines, however, are neither ‘static nor monolithic’ (7) — rela-
tionships in and across disciplines evolve and flux, in response to changing
knowledge, healthcare policies, public expectations and needs.

Cross-disciplinary practice: terminology

Interprofessional boundaries: refer to how professions work across
professions — for example, medical-nursing boundary, the bound-
ary between ophthalmologists and opticians (8), blurry boundaries
in ‘mental health work’.

Intraprofessional boundaries: refer to boundaries within occupa-
tions. Differentiation between medical specialties has a long his-
tory — for example, disparities between general practitioners and
specialists. Increasingly, delineation between specialties is also
contested — for example, is performing gastroscopy the remit of the
gastroenterologist or the surgeon (9)? What distinguishes the work
of specialist and ward nurses? Within professions, power differen-
tials also exist between different levels of seniority which impact
who gets heard, and when.

Interdisciplinary boundaries: demarcate between healthcare pro-
fessionals (doctors, nurses, physiotherapists, social workers and so
on) based on the discipline in which they specialise — for example,
cardiology or neurology. Interdisciplinary boundaries can be either
intraprofessional or interprofessional.
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Section 2: ‘Boundary work’

Boundary work is a term used to describe purposeful, individual and collec-
tive efforts to influence boundaries, demarcations and distinctions affecting
groups (Table 2.1) (2). While initially coined to distinguish between science
and ‘non-science’ (10), the term has since been used to explore boundaries
in a range of disciplines (2). Hinrichs, for example, advocates the concept of
boundaries as fundamental to researching interdisciplinarity (11). Langley,
in a recent review, outlined approaches to boundary work (2). Competitive
boundary work focuses on how people defend and contest boundaries,
while collaborative boundary work focuses on practices to develop and sus-
tain patterns of collaboration. The significance of the idea of boundary work
arises from its role in studying the dynamics of collaboration, inclusion and
exclusion that influence work practices and learning (12). Thinking about
boundaries places an analytical focus on hierarchies, social structures,
knowledge and knowledge production (13). Working across disciplines is
not merely about acquiring new areas of responsibility but also about rec-
ognising and finding ways to negotiate dynamics of resistance. Boundaries
‘can be crossed, confused, consolidated and collapsed — they can also be
reconceived, redesigned or replaced’ (14). Strategies of boundary work —
crossing, reasserting, replacing, reframing and expanding — have relevance
to help us consider how to progress generalism in cross-disciplinary con-
texts such as healthcare. The notion is also of relevance to generalism, as
inherently generalism is boundary work; it works at the interface of illness
and health, person and population (15).

A small caveat before progressing: first, to recognise that not all
boundaries are negative — they can be necessary to accomplish collabora-
tive work. Also, interdisciplinarity is not always better than disciplinarity,
nor are all disciplines ‘silos’— in fact, Albert and colleagues show that cross-
disciplinary communication is well-established in some communities (16).

Elephants in the room: epistemic and jurisdictional boundaries

The challenge of conceptualising ‘generalism across disciplines’ is fur-
ther reinforced by pervasive dyadic models of specialism and generalism,
often reported as competitive, defined by knowledge expertise (training)
or locale of work (primary, secondary, tertiary care). Take, for example,
some titles from the literature: ‘A comparison of outcomes resulting from
generalist versus specialist care for a single discrete medical condition’,
‘A comparison of the management of venous leg ulceration by specialist
and generalist community nurses: a judgment analysis’, or ‘Centralized
or decentralized perinatal surgical care for rural women: a realist review
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Table 2.1 Types of boundary work, with examples from health literature
(based on Langley, 2019)

Type of Purpose Practices Examples from health
boundary literature
work
Competitive Boundaries | Defending (17): examined how nurse
used to Contesting managers influenced
protect Creating boundaries between doctors,
territory Blurring nurses and assistant roles
and exclude in England, as a response
others to government policy
promoting role flexibility.
(18): studied how nurses
and healthcare assistants
advance their occupational
status. Low-status groups
focused on similarities
and high-status group on
distinctions (see p.30).
Collaborative | Boundaries | Negotiating (5): compared how doctors
realigned Downplaying | and nurses in different
to enable Blurring hospital wards negotiated
collaboration everyday work, identifying

3 approaches — separating,
replacing and intersecting.
This study shows the
complex interplay between
disciplines and context
(see p.37).

(19): ethnographic study of
various health professionals
implementing a new clinical
pathway, by downplaying
boundaries, as ‘we’, when
patients are the focus. This
study shows how boundary
work can be facilitated by
identifying a ‘boundary
object’, in this example,
patients, as the focus

for work.
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of the evidence on safety’. While the conclusions of these studies often
advocate for collaborative boundary work, the unintentional messaging
of this research perpetuates dualistic thinking to legitimise power dif-
ferentials between disciplinary groups. Let’s consider what we can learn
from social science to help us understand this some more.

Epistemic boundaries and hierarchies of knowing

Epistemic boundaries are boundaries based on knowledge claims. Let’s
take an example from medicine. The term ‘professional dominance’, for
example, harks back to the 1970s (3). The medical profession was domi-
nant in the division of labour, in which other professions were obliged
to work under ‘medical orders’ or ‘supervision’, gatekeeping access to
care, testing and treatment (interprofessional boundaries). While much
has changed since the 1970s, ‘knowledge-gatekeeping’ hierarchies con-
tinue to permeate interdisciplinary boundary work, often embedded
in biomedical expertise and technological competencies held as ‘gold
standards’ of evidence-based medicine. Expertise is also hierarchical, for
example, expressed in vertical rank ordering — for example, junior doc-
tor, senior nurse, terms such as ‘sub-specialist’ and ‘allied health profes-
sional’. Within professions ‘knowledge elites’, such as those involved in
academic research or devising clinical standards, maintain professional
control to establish, advance and communicate knowledge of a given
profession (intraprofessional boundaries) (4,17).

In contrast, generalism has struggled to find its place as a foundational
element of knowing. Generalism has often been described in clinical litera-
ture as an absence - for example, lack of further training. Generalists from
across disciplines have often been lumped together’ in US studies, with lit-
tle acknowledgement of differing disciplinary training — for example, inter-
nal medicine, general paediatrics or family medicine. In other contexts,
‘generalists’ refers to, for example, community workers or ward nurses,
contrasting with specialist nurse practitioners or professionals with focused
areas of practice in physiotherapy or pharmacy. Language also plays an
important role, where ‘generalist’ knowledge is claimed as ‘specialist’ (18).
Furthermore, as outlined in Chapter 1, generalist epistemology is often
more distributed and participatory, to reflect horizontal decision-making,
where different forms of knowing’ are variably considered in relation to
the presenting problem. Key to the craft of generalism is the ability to: (1)
recognise salient information, sometimes described as ‘inductive foraging’
(19); (2) prioritise, sort, rank what is most important; and (3) personalise
care, moving statistical generalities of evidence-based medicine to the nitty-
gritty of this person or family, in this context, at this time and moment (15).
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Collaborative boundary work values both vertical and horizontal ways
of knowing. Well-characterised disease-centred models of care advance
scientific discovery, new technologies and treatments. Horizontal ‘ways of
knowing’ are well-suited to multifactorial, complex and unexplained prob-
lems. Recognising, prioritising and personalising care values variability,
rather than trying to remove it as a confounder or source of bias.

Jurisdictional boundaries

Historically, ‘the physician and surgeon retained the hospital, but the gen-
eral practitioner retained the patient’ (20). Inter- and intraprofessional
work was clearly demarcated by context. Contemporary health policy
and support for the development of multidisciplinary teams eschew that
dichotomy — and even propose new disciplines and new roles. For exam-
ple, the USA, Canada and Japan increasingly train ‘hospitalists’ as physi-
cians, often trained in family medicine, but who work primarily in hospitals.
General Practitioners with an Extended Role (GPWER) comprise a variable
workforce in diverse settings in the UK. Nurse practitioners and physician
assistants are increasingly common in hospital and community settings. In
the UK, policy statements such as ‘HR in the NHS Plan: More Staff Working
Differently’ (21) or the recent NHS Long Term Workforce Plan (22) sup-
port and envision new models of working, ‘improving productivity by
working and training in different ways, building broader teams with flex-
ible skills’ and more ‘flexible deployment’. In Canada, the ‘Patient Medical
Home Model’ (Example 2.1) proposes a one-stop shop, available to patients
at the community level, with accessibility to team-based models of care that
seamlessly cross interdisciplinary boundaries (50). This simplistic, almost
evangelical aspiration to promote knowledge sharing and mitigate bounda-
ries fails to acknowledge a wide evidence base in clinical, sociological and
organisational literature that highlights the boundary work required to
facilitate this work (6,23-26). This literature has evolved since Friedson’s
work in the 1980s, moving away from an over-deterministic model of medi-
cal dominance, to recognise the ‘delicate ordering of healthcare work’ (27).
Jurisdictions may not be self-evident in the swampy lowlands of clinical
practice but are actively negotiated and claimed in day-to-day interactions.
This move is acknowledged through terms such as ‘negotiated order’, or
‘negotiated context’ (5). This approach acknowledges that boundary work
is harder for ‘newer’ disciplines, whose influence is constrained by the sub-
ordinate role in healthcare organisational hierarchies (28). Perhaps most
striking, is that despite decades of advocacy for ‘teamwork’, most profes-
sions continue to learn in disciplinary silos at undergraduate and postgrad-
uate levels (see Chapter 9 for further discussion).
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Example 2.1: Reshaping generalism in Canada through
the Patient’s Medical Home

Many of the concepts above are embedded in the Canadian
model of the ‘Patient’s Medical Home’. This team-based model
of care embeds core principles of generalism, modelled across
different healthcare professionals (such as nursing, social work,
pharmacy, nutritionists, mental health). Teams work together to
provide patient care that is accessible and local. Team composi-
tions vary, in accordance with local needs; for example, in areas
with high populations of ethnic diversity, this may include hav-
ing services available in different languages that are culturally
sensitive, in other areas this may involve tailoring services such
as home outreach teams for elderly patients or parenting classes
in newer communities.
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One last elephant

One final acknowledgement when considering generalism across dis-
ciplines is that often the ‘work on the ground’ is not determined by or
at the discretion of disciplines but imposed by institutional priori-
ties, funding structures, policymakers and politics. Healthcare is pre-
dominantly organised around well-characterised disease categories,
with outcome measures that are easy to measure and document (15).
Consequently, messy, multifactorial, poorly defined problems are either
unacknowledged, ignored or ‘passed around’ between disciplines, in an
endless cycle. Most of us are well aware of these structural barriers and
work to circumnavigate them, so for this chapter, while we recognise the
moral distress caused and the administrative burden of these systems, we
focus on what is/may be possible to individual readers within the scope
of their discipline.

Section 3: Generalism across disciplines, examples
of ‘’knowing and doing’

So, having dug into some foundational concepts, let’s apply ‘boundary
work’ across disciplines to exemplify and progress generalism in health-
care (Figure 2.1). To do this, we draw on some core ideas of generalism —
generalism as ‘holistic thinking’ and generalism as ‘adaptive expertise’.

Generalism as a way of knowing - ‘connecting” knowledge
across disciplines

Holistic thinking is the bedrock of generalist practice. It requires more
than ‘joining up all the dots’ but also the ability to step back and see ‘the
big picture’. It also imbues a sense of ‘being with’ when responding to a
patient presentation, where the clinician and patient work together to
‘figure things out’. Holistic thinking as valuable to patient care is recog-
nised across medicine (29), nursing (30,31), physiotherapy (32,33) and
other health professions to counter reductionism and an increasingly
fragmented experience of healthcare. While many models of ‘holistic
thinking’ exist, perhaps one of the most well-known is the ‘bio-psycho-
social’ (BPS) approach — with many ‘add-ons’ developed over the decades
(29). This approach emphasises the integration of biological, psychologi-
cal and social dimensions of care and is commonly taught in many medi-
cal schools across the world. While predominantly associated with family
medicine, it is widely used in disciplines such as obstetrics and gynae-
cology, paediatrics, psychiatry and other professions such as dentistry
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and social work (29,34-38). Since its original publication in 1977, the
BPS approach has evolved and is recognised as a central tenet of person-
centred medicine and relationship-centred care. BPS can be used as a
tool for collaborative boundary work, and as a problem-solving approach
to articulate and promote holistic thinking, thereby promoting general-
ism as a way of thinking and acting, in and across disciplines. A word
of caution, however, as terms are not always interpreted similarly across
disciplines — for example, when studying how nurses and healthcare
assistants manage their occupational status (Example 2.3), the author
demonstrated how claims of ‘ownership’ vis-a-vis ‘holistic thinking’ were
used to defend disciplinary boundaries. Nurses denied the contribution
of healthcare assistants to holistic care, designating their role as ‘helpers’.
In contrast, healthcare assistants emphasised ‘teamwork’, to blur bound-
aries between the two groups.

Pause and reflect

* How might a BPS approach promote collaborative boundary work in
your discipline? Or across disciplines?

* How can the BPS model facilitate holistic thinking that
a) crosses generalist and specialist physician disciplines?
b) crosses health profession disciplines?

e If running an educational session (intra- or interprofessional) how
could the BPS model be used to support generalism across disciplines?

In clinical practice and education, the BPS approach is often given lip-
service, used to neatly ‘divide’ the patient up (39), where different dis-
ciplines (inter- or intraprofessional) ‘chop up’ care, and therapies are
selected and applied accordingly. Each discipline ’owns’ a particular
dimension of care — the social worker, nurse, dietician and physician
‘collaborate’ but in a synchronous and distributed fashion. While some
could argue that this is ‘multidisciplinary’ teamwork — does it achieve the
integration of disciplinary ways of knowing that treat the whole person?
For teamwork to be effective, work in and across disciplines is required.
This is often illustrated through the use of participatory processes such
as partnered care, collaborative problematisation and shared decision-
making, representing more horizontal approaches to care. Ironically,
these approaches are often embedded through the relational continu-
ity of team members — something rarely planned for, or accredited, but
which often supports generalism as key to success in praxis.

KELLY, SHAH, CLARKE AND FOELL



Pause and reflect

* Based on your experience of teamwork, what barriers and facilitators
exist within your workplace to hinder or support collaborative bound-
ary work on generalism?

e How can you, as an individual, support collaborative boundary work
on generalism?

e What structural changes are required to develop collaborative bound-
ary work on generalism?

Generalism as doing - generalism adapts to context

One of the biggest challenges and strengths when discussing generalism
is its variability. There is no neat definition, nor one-size-fits-all model.
Its secret superpower is its adaptability. Generalism is shaped by and
responds to context, which is also where generalism across disciplines
is considered and interrogated. All too often, context, or healthcare set-
tings, become contested competitive spaces of ownership, as disciplines
define and defend ‘who knows best’ or which discipline ‘owns’ expertise.
This is particularly prevalent in literature following a) the introduction
of new technology or b) the implementation of new policies (2). In the
clinical literature, this tension is also prevalent where generalists adapt
skills and services to resource deficits — for example, when working with
structurally vulnerable populations with limited access to care, such as
cultural minorities or rural and remote communities (40,41).

However, in the spirit of thinking forward, we present two exam-
ples of collaborative boundary work which demonstrate generalism
across disciplines:

1. Macro-level generalism: participatory approaches to integrate mental
healthcare into an HIV programme of care in Ethiopia (Example 2.2).

2. Meso-level generalism (or not): examining doctor-nurse interaction
in Italian hospital wards (Example 2.3).

Example 2.2: Collaboratively reframing mental health for
integration of HIV care in Ethiopia

In this example (42,43), a group of psychiatrists from the USA and
Ethiopia collaboratively worked with generalist healthcare providers
to introduce mental health services for patients with HIV. Generalist
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clinicians in Ethiopia spanned physicians, nurses and mental health
workers and worked in a range of settings, from community hospitals
to outreach community work [diverse professional knowledge and
contexts]. The study outlines how different disciplines, including
expert patients, collaborated to introduce training and programme
development tailored to the cultural context, that worked across a
range of disciplines [adapting to local needs]. Specialists recognised
the need to adapt mainstream diagnostic criteria, which tended to
focus on single disorders, to make mental health issues more acces-
sible to generalist clinicians [adapting to context; moving from
single-disease models to working with multimorbidity], and worked
[facilitated focus groups] with several stakeholders including doc-
tors, nurses, administrators and expert patients [participatory prac-
tices, inclusion of patients as part of the team].

While programme administrators preferred standardised ques-
tionnaires to help justify funding decisions, the stigmatised nature
of mental health issues made them unsuitable for community use.
The team, using a participatory approach, therefore devised ques-
tions to open up discussion of mental health-related topics [from
disease models to symptom clusters]. To offset single-disease mod-
els, the team devised ‘clinical clusters’ (in contrast to the use of
DSM criteria), each mapped to some brief interventions. Idealised
treatments were modified [adapting to local resources], following
best evidence, to support patients — for example, offering ‘pulsed’
treatments over having to commit to prolonged treatment in the
absence of trained staff [integrating evidence-based knowing with
local knowing of what will work, for whom]. Working with stake-
holder disciplines new forms were developed, using patient-based
language [collaboratively creating new knowledge]. With patient
input, barriers to care which included financial access to medica-
tions led to collaboration between funded HIV programmes and
mental health services so patients could access services and treat-
ments [flexible approaches to care; sharing knowledge across
disciplines; mutual learning]. Knowledge exchange between ser-
vices led to mental health workers learning about the diagnosis
of HIV, facilitating greater access to government-funded services.
Community-based approaches such as empathic interaction and
cognitive reframing were acknowledged and integrated into the
programme [adapting to local team strengths and approaches].
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The study highlights the thoughtfulness and time it takes to
work across disciplines, including a recognition of how special-
ist and generalist knowledge can be integrated and adapted to
resource availability. The study also showcases how commitment
from different stakeholders — from government, administration, cli-
nicians and patients — supported engagement with the project for
patient benefit.

Example 2.3: Separating, replacing, intersecting:
the influence of context on the construction of
the medical-nursing boundary

In this ethnographic study (5), interactions between nurses and
physicians in a hospital were examined in three wards: a neurology
ward, a surgical ward and an intensive care unit (ICU). While the
focus was not on ‘generalism’ per se, the data shown exemplify how
the principles of generalism can be leveraged across disciplinary
boundaries. The author uses three ‘ways of doing’ to show how
different levels of negotiation of work were impacted by the con-
text. In the neurology ward, doctors and nurses worked separately;
each had their own jurisdiction of knowledge and labour, and no
attempts were made to cross disciplinary boundaries. In the surgi-
cal ward, as surgeons were predominantly in the operating thea-
tre, nursing staff ‘replaced’ doctors on the ward, managing many
day-to-day issues. Knowledge was shared, however, during ward
rounds, when doctors asked for nursing input and expertise; this
was reflected through the use of open-ended questions, or nurses
put forward ideas and concerns, where both disciplines negoti-
ated decision-making — for example, about the need for a referral.
Generalist ‘knowing’ in the discipline of surgical care was acknowl-
edged and exchanged [working together across ‘ways of knowing’,
‘specialist’ and ‘holistic’]. In intensive care, nurses and physicians
‘intersected’ to collaborate on patient care, whereas a physician
quote showed ‘reciprocal feedback is crucial, we need to listen care-
fully’ [integrated care, respectful listening]. The author concludes
that one of the reasons for different ways of ‘doing’ was related to
differences between holistic and specialised ways of thinking. In
the neurology ward, clinical medicine was ‘specialised’ and nurses’
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‘holistic thinking’ was separated out; the doctors focused on specific
symptoms (‘a narrow clinical approach’), while nurses cared for the
patient in their broader social context. In contrast, in ICU, the shar-
ing of a holistic approach between doctors and nurses obscured
their disciplinary boundaries, noted by the author to become an
‘identity marker’ that distinguished intensivists from other doctors.

Section 4: Next steps - boundaries as continually
becoming

In this section, we consider ‘next steps’ for integrating generalism across
disciplines, proposing ‘thinking and doing generalism’ to ‘thinking and
doing boundary work’ as complementary and synergistic approaches to
cross-disciplinary work. We draw on two ideas that originated in anthro-
pology — ‘knowledge brokering’ and ‘trading zones’, as a set of boundary-
spanning tools.

Generalism as knowledge brokering

Generalism is inherently a form of knowledge brokering — it involves
crossing, interpreting and negotiating different forms of knowledge.
The term ‘knowledge brokering’ has become prevalent in scientific
literature, an activity that connects and disseminates knowledge
and influences policy (44,45). The term originates in anthropology,
describing someone who promoted interactions of different cultures.
Later the term ‘boundary spanner’ was used to describe someone who
spanned two social groups - it is notable that generalism itself has
been described as ‘boundary-spanning’ (15). Knowledge brokers con-
nect knowledge to stakeholders by building networks and fostering
opportunities between knowledge users, forming and sustaining part-
nerships, facilitating knowledge application and creating new knowl-
edge. Changing epistemic culture does not happen overnight. These
approaches require a ‘team science’ to create convergence across disci-
plines — for example, different disciplines may use different words for
the same thing, or use the same word to mean different things (46).
There may also be differences in the way each discipline measures,
evaluates or values different concepts and outcomes. Across differ-
ent disciplines there are opportunities for all healthcare professionals
to pause, take stock and reflect on commonly used ideas or terms, to
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listen to each other mindfully, broker knowledge and promote trust-
building. Mutual engagement, building around the patients’ best
interests, sharing joint enterprise and building common resources are
features of communities of practice (47).

Pause and reflect

* Who, if anyone, plays or could play the role of ‘knowledge broker’ in
your context? In some teams, working across several disciplinary ‘ter-
ritories’, there can be a role for a specific facilitator, to act as knowl-
edge broker. Alternatively, seeking to ‘flatten’ hierarchy and embrace
horizontal models of care, it may be possible for multiple and conflict-
ing logics to co-exist with creative outcomes.

* Are any core concepts assumed and are there any that could be
explored or 'brokered’ more thoughtfully? For example, what does
‘teamwork’ mean in your discipline?

* How might ‘broad’ ways of thinking, or participatory approaches,
be integrated into team discussions or individual interactions across
disciplines? For example, might different members of the team out-
line their disciplinary approach to patient care, each listening and
responding, before planning?

* How might boundary work (blurring, negotiating, downplaying) be
justified to promote sustainable practices in your team?

e What structural barriers facilitate or mitigate knowledge brokering in
your context? How might these be fostered or overcome?

Generalism and ‘trading zones’

Boundaries may be considered limiting and enclosing, or expansive —
places to meet, connect and exchange ideas. Trading zones is a term orig-
inally used to describe how different cultures establish common ground.
Trading zones afford opportunities to understand values, ‘what counts’
and why. Examples in clinical education could, for example, span cur-
riculum development, assessment practices and teaching — consider,
for example, inter- or intraprofessional co-teaching as opportunities to
unbundle and disperse disciplinary stereotypes. Interdisciplinary work
on entrustable professional activities (EPAs) — that is, EPAs that may be
useful in different specialties — offers some exciting possibilities in this
regard to counter fragmentation and create a collaborative health profes-
sions education (48).
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Attention to ‘how’ trading occurs can shift the focus from structures
and products to examine social relations, networks and movement across
them; turning boundary work into ‘do-ing’ — negotiating, trading, coalesc-
ing, blurring — a lexicon of action to support cross-disciplinary engage-
ment. Treating interdisciplinary work as a verb rather than a noun moves
us beyond ‘land ownership’ to see the river that flows across boundaries
complete with eddies, tributaries and confluences (49), generating new
ideas and ‘ways of seeing’. This is at the heart of generalism — seeing not
just the ‘map’ but seeing it in its sociohistorical economic and political
history, four-dimensional thinking that integrates the long view, to fore-
ground how relational continuity across and between disciplines can cre-
ate fertile ground for new ventures and adventures. Many opportunities
currently exist — opportunities to move beyond physical boundaries with
the advent of distributed care, increasing use of technology and digitally
embedded work.

Pause and reflect

* Can you identify a generalism competency that spans disciplines?

* How might trading zones in ‘virtual care’ support the integration of
generalism across disciplines?

* How might new technologies create novel trading zones for general-
ism in hospital or community contexts?

Conclusion: when elephants fight, it is the grass
that suffers

From our opening parable, we know that insisting on one’s interpre-
tation of ‘what is true’ can lead to conflict and suffering. In the case of
healthcare, it is the patient who ultimately loses out. Similarly, it is the
patient who inspires and makes all of us in healthcare want to do better.
Ideas such as boundary work, knowledge brokering and trading zones
offer theoretical and linguistic tools to collaboratively negotiate histori-
cal structures across disciplines, inter- and intraprofessionally, while wel-
coming newer disciplines and building (or rebuilding) a whole-person
medicine, by integrating the parts. Perhaps it is an aspirational elephant
dream to envision a workplace where different disciplines can integrate
generalist approaches across seemingly insurmountable boundaries, but
it surely seems worth the effort.
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Patient priorities and perspectives

Anya de longh and Fiona McKenzie

Introduction

This chapter explores some of the perspectives and priorities of people,
patients and public who receive clinical care and engage in clinical learn-
ing. Efforts to understand ‘patient perspectives’ often start with a patient
story. To truly understand patient perspectives, we need to hear what
the person is saying in the context of who they are, and what matters to

them. Our chapter begins with a story of sharing our patient stories.

The story of a patient’s story (synthesised from personal
and peer network experiences)

I feel the weight of expectation as I prepare. [ am expected to make
people feel something, to help them connect the personal and
factual. Why does it feel like my experience is valued more in this
storytelling than it is in the day-to-day clinical interactions?

As I enter the space, I can feel the [students] trying to guess my
diagnosis. I feel a moment of guilt — these are busy people with pre-
cious space in their crammed curriculum. What can I add within the
next few minutes that will stay with them through their career? Is
my story enough to change behaviour, and if it isn’t, is that because
this stuff is hard to change, or because my story isn’t ‘good enough’?

The trainer who invited me into their lecture covers science and
theory. I can’t help but feel stupid ... not clever enough to talk about
the ‘proper’ stuff, and left with the ‘soft fluffy’ story stuff. At the
end, a few people say it was ‘inspiring’ or I was ‘brave’. I resist the
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gut instinct to cry. It feels like, in artificially separating the storytell-
ing from the science, they have missed the point. Others say it was
thought-provoking, and I wonder what happens to those thoughts ...
I might have been able to sow a seed in the minds of those listen-
ing, but I'm also exhausted, physically and emotionally, by the process
of reliving the details of the hardest days. To have been vulnerable in
a room of strangers, to have hope at the insightful questions but also
despair at the narrow medically minded thinking in others’ questions.
I may spend the next day in bed, recovering. The irony of discussing
the ‘future of healthcare’ only to spend the following day battling
through current services increases the rhetoric versus reality chasm.

Stories can introduce patient perspectives and priorities but they can-
not, on their own, transform clinical education and care. They root the
conversation in the real world and can concentrate the audience’s mind
on a key point, tapping into emotionally driven motivation. These are
potential advantages; they are not guaranteed every time a story is told.
Sometimes listening to a story can be seen as implicit permission to make
decisions and refer to them as ‘person-centred’.

In this way, stories are a currency, adding legitimacy, and could be
considered both tokenism and virtue signalling. David Gilbert describes
how the emotional labour of personal narratives can be heavy for patients,
weighed down with no further meaningful opportunities to influence
behaviour and the frustration of no tangible actions (1). Often a person
and a life are distilled down to a single story, selected by professionals,
who set the agenda and give the patient permission to talk. In distilling
a life into the limited minutes of an appointment, we miss the chance to
see the whole person and end up talking more about illness than health.

Defining a patient

In this chapter, the term ‘patients’ refers to people who have accessed
health or care services. Other terms are used in different settings and
countries. While highlighting the common humanity of all with a stake
in healthcare, we bring particular attention to the perspectives of people
who access services. We also use the first person plural, actively labelling
where we speak as patients ourselves. We both, however, have other roles
within healthcare.
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Healthcare systems are centred around patients, but we are not a
homogenous group. While patients may have use of services in common,
we also have other identities, related and unrelated to our health. These
lives beyond healthcare mean our perspectives, priorities and decisions
will be different, shaped by different beliefs, backgrounds and commu-
nities, among other variables. It is fundamentally important that those
working in health and care see patients as fully realised humans who can
have the potential and capacity to make decisions. Those providing care
need to see us holistically, with whole lives, not just illness, with fami-
lies and communities, with communication and behavioural needs that
affect individual interactions.

We are, or have been, people with the unenviable task of manag-
ing the ‘work’ of being a patient. The invisible work this entails has been
impactfully illustrated by Tran and colleagues (2) who researched the
burden of treatment. The concept of a patient is inherently individual-
ist, yet ‘no man is an island’. The journey that patients, and those close
to them, tread means they interact with many different people — with a
spectrum of priorities and approaches, including generalists and special-
ists. This ecosystem that exists around each patient might include staff,
families, carers, friends and others. There is no one-size-fits-all composi-
tion of those ecosystems which grow and shrink at different stages along
our journey, but we as the patient remain present. There is emerging
work from Ageing Well Without Children to address how we value all
these different roles equally, avoiding stigmatising those without chil-
dren or non-blood next of kin (3,4). Systems often assume that there are
family members who can take on the burden of care in our bubble, but
with rising levels of isolation in society, we must normalise other types of
ecosystems. The importance of this ecosystem is evident in those heart-
breaking stories of isolation and loneliness when it is missing.

Isolation on the ward (Fiona’s story)

I don’t remember her arrival but her presence is one of the lingering
memories of that inpatient stay. She was older, much more frail,
and in urgent need of surgery. The surgeons wanted her to be a lit-
tle more well before they operated. There might have been an infec-
tion, and there was a general need for nourishment and hydration.
The ward staff were stretched thin and there seemed to be no one
to give her the care she so clearly needed. She would ring the call
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bell to be helped on to the commode but help rarely came in time.
Her water glass was left unfilled, her meals largely uneaten. Over
my week opposite her, she was declared not well enough for sur-
gery. Her only visitor was a social worker, who came in once, maybe
twice, that week for what felt like a few minutes.

Patients in the context of the professionals around them

As described in Chapter 2, an African proverb says that, when elephants
fight, it is the grass that gets trampled (5). Commonly, within systems
of care, there is a clinical triad at play: patient, specialist and generalist.
When what lies within the remit of a generalist or a specialist is debated
and tension emerges, it is often patients who can feel trampled. Perhaps
this is most evident in the significance given to clinical consultations, as
either the pressured pinnacle of a year-long wait or another 20-minute
slot in a busy day (6).

We also need to recognise how these relationships are impacted,
particularly for generalists, when people have multiple conditions (or
comorbidities). The generalist—specialist dyad implies a one-to-one ratio,
whereas, in reality, a patient may have several specialists and only one
generalist who needs to integrate disparate treatment plans and resolve
any contradictions. The generalist needs to see the medical ‘whole’ of
these different conditions, and also the person as a whole.

Moreover, the role of generalists is not solely fulfilled by healthcare
professionals. Indeed, patients often fulfil the role of a generalist and
specialist themselves in the way they self-care, self-manage and navigate
symptoms, services and support. Some tasks of self-care might be seen
as the patient acting as a generalist, while self-management of a specific
long-term condition might reflect the patient as a specialist. Given the
inevitable juggling act for patients between tasks that span generalist
and specialist roles, the emerging concept of ‘versatilist’ becomes helpful,
because it breaks down this binary distinction and introduces blended
roles that reflect our lived experience of care (7).

The shape of the evidence

Some have suggested that person-centred approaches lack robust evi-
dence (8). There remain concerns that subjective individual patient
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experiences cannot be extrapolated from (9). One of the main criticisms
of stories is their anecdotal nature and the limitations of n=1 (10). This
is justified through the universality of stories, which accounts for the het-
erogeneity of patients.

The scope of what constitutes evidence has narrowed due to the
commonly held perception of the evidence hierarchy (11). This is fur-
ther explored in Chapter 5. Even though some subtle changes have
been made (12), this nuanced theory of evidence hierarchies has not
yet fully translated into practice. Guidelines and funding decisions are
often still oriented towards randomised controlled trials. In their paper
on evidence-based medicine, Greenhalgh and colleagues reflect on the
benefits of mixed-method narrative review over meta-analyses of ran-
domised controlled trials particularly in complex or rapidly changing
environments, quoting Ogilvie and colleagues’ analogy of the need for
dry stone walling rather than brick walls when building on mountain-
ous terrain (13,14). Whereas bricks are the same size and shape, stones
come in different sizes and shapes. This emphasis on different kinds of
evidence promotes the inclusion of patient perspectives and priorities.

Throughout this chapter, we use the principles of evidence-based
practice to explore the topic of patient perspectives and priorities, bring-
ing together our own experiences and the full spectrum of evidence from
patients’ stories to formal research. We argue that it is the integration of
these aspects that should underpin evidence-based practice.

This chapter explores three elements of care that we believe could
be improved in generalist clinical practice and education: the intentions
behind care (pseudo-person-centredness); behaviours (delving beyond
‘just’ communication skills); and power (of who judges if we achieve
quality care, and the risks inherent with marking our own homework).
Instead of exacerbating the differences between the patients, generalists
and specialists, this chapter explores our shared common humanity and
what matters to patients.

Intentional person-centred care

Approaches to person-centred care can be implemented for a wide
variety of reasons. At the heart of these reasons is intention. In explor-
ing the intentionality of person-centredness, we need to consider what
we mean by person-centredness (Figure 3.1). In referring to person-
centred care, instead of patient-centred care, we are not losing sight of
the patients, but rather also including staff perspectives. Michael West
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"We put patients at the centre”

Figure 3.1 Pseudo-patient-centred care. © National Voices. Drawn by
Sandra Howgate, reproduced with permission

reminds us that the asset-based coaching approaches that are core to
person-centred care are also considered best practices within clinical
teams (15).

Simplicity and complexity

Atits simplest, person-centred approaches are about human interactions,
and as such, include all interactions between and amongst those provid-
ing and accessing services. Navigating the complexities of human inter-
actions, however, requires a depth of skills, knowledge and judgement
that continues to be learned through experience. Misaligned expecta-
tions, unfounded assumptions, limited time, resources and experience
can all change the nature of the interaction.

The tension between this simultaneous simplicity and complexity
is partly how pseudo-person-centredness can arise. If we make person-
centred care too simple, by distilling it down to checklists, hashtags and
buzzwords, we lose the depth of understanding required. If we make it
too complex, we discourage professionals from routinely engaging in
it. There is no one-size-fits-all rulebook for person-centred care. It is,
instead, about applying values and principles to human interactions to
help people feel seen, heard and respected. This chapter focuses on those
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individual conversations so that we engage more closely with patients’
perspectives and priorities.

There are simplistic approaches to person-centred care. When these
are done without the underpinning values, they risk losing intentional-
ity and becoming pseudo-person-centred performative actions. We share
some examples:

e Starting a clinical interaction with ‘Hello, my name is ...” but then bar-
relling on to the clinical content of the conversation without making
space for the other person, continuing the conversation as you would
have before. Through this, the underlying inherently lopsided power
relationship is reinforced, ignoring the emphasis on shared power in
a clinical encounter, as Kate Granger recognised and which motivated
her to establish her campaign (16).

e Asking ‘What matters to you?’ without then acting on that information
or using it to inform the ongoing conversation.

* Giving patients ‘choice’ about their care, but limiting this to a choice
of treatment provider, rather than a range of interventions or a more
nuanced shared decision to choose other options.

What matters to you ...? (Fiona’s story)

It was only day surgery but I was still scared. As the anaesthetic reg-
istrar walked me down to theatre, she suddenly said ‘I forgot to ask,
what matters to you?’ At that moment all I could answer was ‘not
dying’. It wasn’t why I was there, it wasn’t the outcome I wanted
or even the things in life that matter to me most. The answer was
a product of the timing and environment, and, in that way, in that
instance, it was meaningless.

Intentional person-centred approaches are based on principles and
behaviours rather than a prescriptive methodology. It is worth noting
that many of the system-prescribed measures for evaluating personalised
care are system-centric, counting activities, rather than oriented towards
patient priorities. This is perhaps one reason why we feel stuck in imple-
mentation. Don Berwick describes how we are sometimes guilty of ‘hit-
ting the target but missing the point’ (17).
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Hitting the target, but completely missing the point
(abridged from Sanders 2012 (18))

A colleague approached me on the ward asking: ‘This protected
mealtimes thing for patients — does it cover requests for radiol-
ogy? Waiting for the end of meals is making it difficult to achieve
our scanning targets’ ... My colleague understood the rationale for
protected meal times, but radiology departments face a logistical
nightmare every day — slotting outpatients and inpatients into their
busy schedules. To her, waiting for meals to end seems insignificant
compared to the patient’s need for a scan, X-ray or investigation to
inform the diagnosis and plan of care ... This is why it is so impor-
tant that the people who run hospitals carefully think through, and
articulate to themselves and their staff, what the hospital is for and
whose needs and priorities matter most.

Person-centred care is deeply complex and judgement is required for it
to feel intentional rather than performative. Specific examples using cur-
rent ‘buzzwords’ help to illustrate this:

* Social prescribing
Providing a leaflet about a community group to ‘do’ ‘social prescrib-
ing’, without consideration of what the person’s goals are, how they
prefer to receive information, their health literacy, or confidence to act
on the information provided in the leaflet. This also ignores the signifi-
cance of behaviour change and suggests a simplified understanding of
‘Thave said, therefore you shall do’.

* Goal-setting
Setting goals for patients based on clinician or system priorities rather
than what matters to patients, such as getting a clinical biomarker to
within target in contrast to a more functional goal such as being able
to play with grandchildren. By not establishing a patient’s confidence
to achieve the goal, we risk setting them up to fail when they perceive
something as unachievable or unrealistic.

* Self-management
Framing self-management as a reason for withdrawing support,
penalising those patients who have developed knowledge, confi-
dence and skills with reduced care, or encouraging it as a way to pri-
marily reduce service utilisation rather than to improve a person’s
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quality of life (which might have secondary impacts on service
utilisation).
e Shared decision-making

Using shared decision-making to encourage less invasive options pri-
marily to reduce service demands rather than support quality of life
as the primary outcome (19); or limiting a person’s choices to nar-
row medically defined options rather than applying the principles of
Realistic Medicine which include the option of doing nothing (20).

What do you want to happen? (Fiona’s story)

The consultant asked two questions: ‘Why do you think you’re
here? What do you want to happen?’ Over the following hour, this
disarming simplicity let us (myself, my partner and the consultant)
explore our hopes, fears and experience of living with the disease,
and his clinical knowledge and experience. He talked us through
treatment options, including ‘do nothing’, and made a recommen-
dation based on what he had heard. He gave us time to decide what
was the least worst option for us. At a difficult time, he gave us back
some power and control over our circumstances.

Compassion fatigue versus work-related stress

In critiquing pseudo-person-centredness, there is an implicit assump-
tion that intentional person-centred care is the ‘right’ way to deliver care.
Although there are clear advantages, it is important to recognise some
perceived disadvantages which include the time and resources required,
and the personal demands on staff who might suffer from compassion
fatigue (21). Empirical research, however, suggests that compassion
fatigue is not caused by too much compassion; rather, it is an indication
that a system is not taking adequate care of its staff (22). Notwithstanding
time and money, more can be achieved through training and support for
staff, including reflective practice, awareness, and acknowledgement of
emotional labour through specific initiatives like Schwartz Rounds (23).
Campaigns for more person-centred workforce initiatives such as flexible
working for staff may help reduce burnout (24). As David Oliver says, it
is difficult to ask staff to develop resilience without also increasing the
resilience of the system within which they work (25). This multifactorial
issue requires multifactorial solutions.
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Value-based approaches

Some of these pseudo-person-centred actions could be seen as performa-
tive, with the impact lost. A common theme is how they are driven by
service, rather than patient, needs. The intention is to meet service needs.
So, part of pseudo-person-centred care lies in the difference between
task-based and value-based approaches to care. While value-based
recruitment is an excellent starting point, training post-recruitment
should develop those values and equip staff or learners with the neces-
sary behaviours. Similarly, within generalism, the role is by definition
too broad to be task-focused, so a value-based approach gains additional
importance.

What does a value-based approach look like? Similar to the pseudo-
person-centred buzzwords listed above, ‘value-based’ is often used, with-
out the depth of understanding required. The values and principles of
person-centred care are well-established. From the extensive literature,
there are four under-explored aspects that resonate with our own experi-
ence and we believe should be given more attention:

e Curiosity (26)
Resisting the temptation to immediately give answers and taking the
time to ask more, checking if there ‘is something else?’, showing an
active interest, asking ‘tell me more ..., avoiding assumptions and
relying on pattern recognition of ‘I've seen this before ...’

* Individuality and diversity
Adapting to the person in front of you rather than following your own
script or auto-pilot, recognising individual needs and preferences.

* Hearing what is being said
Listening to understand rather than listening to respond, using what
you hear to genuinely inform your care, creating the rapport and envi-
ronment for the person to share what they really want to say.

* Taking shared responsibility
Committing to what you say you will do, recognising the capabilities
of everyone involved to take action, following up and taking a man-
aged response, to help but not disesmpower: see NESTA guidance on
good and bad help (27).

These distil person-centred care into something simple yet com-
plex. They go beyond the rhetoric and semantics of dignity, and can-
not be reduced to a checklist (which, we feel, is an indication itself of
pseudo-person-centredness).
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More than ‘just’ soft communication skills

Person-centred care has often been framed as a communication skill or
a ‘soft’ skill (28,29). Studies exploring improvements in person-centred
care consistently mention better communication, yet there is more to
being person-centred than communicating better (30). Remaining
person-centred in a clinical interaction is far more complex than asking
rote-learned questions in an artificial setting with actors playing patients.

Before we unpick what is wrong with conflating person-centredness
with good communication, we would like to be clear that communication
does matter. In the UK in 2020-21, 13.5 per cent of reported written com-
plaints about primary care focused on communication (31). An analysis
of these complaints provides a detailed overview of how communication
is linked to professionalism (32). Instead, we want to focus on what is
needed to turn person-centred communication into person-centred care.

Framing person-centred care as more than ‘just’ soft communica-
tion skills highlights the following three assumptions and biases within
healthcare and training cultures:

First, there is an assumption that clinicians will become person-
centred if they are trained to be so. Although good communication skills
are important, they are clearly not sufficient to ensure patient-centred
care. If we frame person-centred care as a behaviour, the COM-B model
(33) helps illustrate why there are recurrent themes of poor communica-
tion in patient experience surveys. The COM-B model (explored further
in Chapter 17) states that a behaviour is based on motivation, capabili-
ties and opportunities. Staff often come into healthcare with the motiva-
tion to be person-centred, although this may vary, and training can equip
them with the capabilities (knowledge and skills). However, if they lack
the opportunity to enact person-centred approaches amidst daily pres-
sures and competing priorities, then this becomes a failure of the system,
and not of training or willingness.

Secondly, where patient experiences are used to research percep-
tions of interactions and processes, some professionals critique or even
dismiss the findings as subjective and unrelated to ‘hard’ outcomes.
However, studies have shown that poor communication between staff,
patients and their caregivers can also affect treatment outcomes (34).
Moreover, subjective measures are often considered ‘hard’ outcomes in
many forms of care, not least of all pain. Few would question the subjec-
tive relief of pain as a valid outcome of care.

Thirdly, we question the inherently dismissive way in which ‘soft’
non-technical skills are described in contrast to ‘hard’ technical skills,
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particularly within education and training. It is important to recognise
that the way fixed diagnostic or treatment protocols are learned requires
a relatively fixed educational approach, which will be different from
that required for more complex person-centred behaviours. The differ-
ence should not imply a hierarchy — both are important. Indeed, person-
centred skills can act as the oil to ensure our clinical tools work effectively
(35). We also need to challenge the use of the word ‘soft’ — there is noth-
ing soft about training for person-centred care.

We find ourselves returning to the balance of simple and complex,
where good communication requires simple intentional approaches as
well as complex judgements in response to individual needs. The range of
situations and interactions encountered means personalised approaches
become essential.

Describing person-centred behaviours

When engaging clinicians in training for person-centred care, we often
need to start by rejecting the assumption of ‘Oh, but we do it already’; and
one of the joys of facilitating is hearing post-session that participants can
now see the difference between what they did before and what might be
considered truly person-centred.

One way of distilling person-centred behaviours is the model com-
missioned by Health Education England in 2017 (36). This describes
onion layers of enablers for person-centred approaches: starting with
values; then core communication and relationship-building skills; then
learning outcomes and behaviours relating to engagement, enablement
and collaborative approaches to complexity; all nested within supportive
organisations, systems and workforce development.

In 2020, a coalition of UK health and care charities launched an
updated set of ‘I Statements’ (37) that aimed to outline what matters to
people for health and care. These statements reflected on people’s expe-
riences of health and care services, as well as the pandemic-impacted
circumstances of the time, but are relevant in thinking about what more
than ‘just’ communication skills looks like:

1. I am listened to and what I say is acted on.

2. I make decisions that are respected, and I have rights that are
protected.

3. I am given information that is relevant to me, in a way I understand.

4. I am supported to understand risks and uncertainties in my life.
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5. I know how to talk to the person or team in charge of my care when
I need to.

6. I know what to expect and that I am safe when I have treatment or care.

7. I am supported and kept informed while I wait for treatment or care.

8. I am not forgotten.

Some of these are fundamental to how we teach effective communica-
tion, while others feel more tangential. Some emphasise that it is not
just about what happens in the interactions, but about the spaces in-
between where people may feel poorly supported. To be meaningfully
person-centred is to orient care around the patient; it is both the com-
munication within individual interactions and the support and pro-
gress between interactions. This latter point is also provided through
communication but it is complex, relationship-oriented communica-
tion that plays out in values, behaviour, and attitudes as much as the
words spoken or written.

Developing person-centred behaviours

In asking how we learn person-centred behaviours, we need to recog-
nise that formal teaching and training are not the only influences. There
are also powerful ‘informal’ and ‘hidden’ curricula which, depending
on the prevailing culture in the local service setting, might reinforce
or contradict formalised training (38). The time trainees spend in for-
mal training versus their exposure to the hidden curriculum is often
skewed. Until person-centred care is fully embedded around learners,
formal training sessions are likely to feel like a drop in the ocean. More
subtly, other aspects of the formal curriculum might not be taught in a
person-centred way, further increasing the difficulty for our colleagues in
training to integrate person-centred approaches into their daily clinical
practice. Training on person-centred approaches, however, can be cumu-
lative over a career, but we need to manage our expectations of how a
lifetime of professional habits can be broken in a 30-minute ‘lunch and
learn’ session.

Not all professionals have such a gap, but we need to recognise the
individual journey from where people are now to where they could be,
and the time and development required for change. Within all this, there
is the important involvement of patients and carers in designing, devel-
oping, contributing to, and leading training that develops these skills. We
will unpick this further in the rest of this chapter.
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Shared power and partnerships versus marking our
own homework

This section focuses on the fundamental question of who judges whether
care (or education/training) is person-centred. This is intrinsically linked
to who our systems deem to have power, and who that power is shared
with. We argue that a full spectrum of patient involvement is required.
There is a risk of clinicians marking their own homework, whereby fellow
professionals and colleagues give feedback and congratulate others on
the nature of care provided, without knowing whether it felt genuinely
person-centred to the recipient.

The spectrum of patient involvement

Patient feedback is necessary but not sufficient. The perspectives of
patients are likely to differ from colleagues. While insights from col-
leagues may be helpful and learner-centred, we risk missing fundamen-
tal insights if we do not gather detailed feedback or facilitate meaningful
involvement of patients in clinical practice and education.

There are a number of spectrums of involvement, including Health
Canada’s Public Involvement Continuum (39) and the International
Association for Public Participation Spectrum (40). Elements of these
have been combined to create Figure 3.2. This provides a framework for
thinking about how insightful patient or carer feedback can be brought
into training through genuine involvement. Collected feedback (lis-
ten) through surveys or complaints/compliments provides insight to
make sense of specific issues affecting a particular service. Discussions
with patients and carers, through meetings, focus groups or workshops
can offer deeper clarity on themes arising from feedback surveys, and
offer suggestions for improvements. In collaboration, patients and car-
ers can be part of the team of trainers, developing and leading training.
Crucially, involvement provides the opportunity for more dialogue than
unidirectional feedback. The greater the opportunity for depth of insight,
the greater the quality of teaching and learning opportunities.

Why shouldn’t patients or carers be involved in training for person-
centred care? We recognise the challenges inherent within this: how to
do this well as trainers; psychological safety for participants; educational
knowledge, skills and experience of patients or carers; and the time or
resource cost — but we know these are not insurmountable. We all have
our own lens and biases through which we see interactions; no one in
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the triad of patient, generalist or specialist will have the universal truth,
but missing one of these is like a three-legged stool losing a leg — it will
fall over.

Involving patients in training for person-centred care

Patient and carer involvement in healthcare service delivery and
quality improvement is well documented and the core set of princi-
ples is transferable, although related actions are context-specific (for
additional discussion, see Chapter 12). The UK’s Healthcare Quality
Improvement Partnership (HQIP) have suggested the following seven
principles of involvement: representation; inclusivity; early and con-
tinuous; transparency; clarity of purpose; cost-effectiveness; and
feedback (41). David Gilbert articulates seven benefits: richer
insights; potential solutions; changing relationships; individual ben-
efits; better-quality decisions; changing practice; benefits beyond the
project (42).

It is necessary to explicitly reference the impact of patients’ involve-
ment to meaningfully appraise the behaviours central to person-centred
care. Patients should be the ones setting the grades when marking clini-
cians’ work.

The involvement of patients and carers may provide richer insights
through:

* The opportunity for more critical feedback;
* Greater moral weight and value for staff who are motivated to work in
healthcare by patients.

If we only value encouraging or positive feedback, we may lose our abil-
ity to critique and improve. Training in a person-centred way for our col-
leagues means supporting growth through holistic appraisal.

In order to do this well, trainers need to be able to critically analyse
communication skills. Our own experiences as humans are necessary
but not sufficient. The ability to observe others’ interactions and critique
them is useful beyond clinical settings. Observers of interactions need to
notice:

1. Elements of communication (verbal and non-verbal).

2. Specific communicative content, such as confidence-scaling, shared
decision-making and shared agenda-setting.
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The Jewel Merchants (from ‘A Parable for Healthcare’ by
David Gilbert (43))

Maybe we had found something secret that we needed to share.
Could the jewels be precious to others, and not just us? If only the
market dwellers in the citadels would see what we had to bring,
then everything might change.

How we train and teach for person-centred
approaches/care

In order to work in a person-centred way, we need to think differently
about how we train for this. Here, we share our thinking about content,
structure and approaches.

The content

Person-centred and personalised care content has been well articulated
in a national curriculum that was co-developed with patients from the
Personalised Care Institute (44). Professional regulators in the UK such
as the General Medical Council and the Health and Care Professions
Council (45,46) have also stipulated person-centred requirements in the
fulfilment of professional duties. For true validity, these curricula and
standards need to be co-developed with patients and carers.

Much training for generalists will focus on the what we talk about
in clinical interactions. There also needs to be the opportunity to focus on
the how. We need to bring these two aspects together, to practise person-
centred behaviours in conversations about referrals, prescriptions and
symptoms. In the context of current developments in healthcare, the
ability to master these skills in virtual consultations is essential, so any
training should include practice in this (47). Furthermore, the clinical
content and resources themselves can benefit from patient involvement,
as evidenced in the BMJ Education series (48).

The structure

The content informs the structure, needing to reflect both the impor-
tance of person-centred approaches and its integration within all other
aspects of clinical education. As in this book, it warrants its own chapter,
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while also being a thread woven throughout. The established practice of
having person-centred approaches as a separate module might be part of
the issue — compartmentalisation is necessary to some degree, but can
one do quality improvement without underpinning core behaviours to
build relationships and develop projects, for example? Being a partner in
a general practice surgery or service manager requires all of this as well,
so its relevance is not limited to clinical training but concerns any profes-
sional development. The structure of training should allow for:

* Time for learners to critically reflect before, during and after the train-
ing session, to develop the depth of learning required.

 Practice in day-to-day working life, essentially with the opportunity to
follow up on the experience to further develop the skills.

* Sufficient intensity to keep the skills at the forefront of learners’
minds when back in clinical practice between sessions, but spread out
enough to allow sufficient breadth of experiences and opportunities to
put the skills into practice.

* Going beyond ‘classroom’ experiences, to include initiatives such as
paired mentorship across a joint shared learning environment (49).

* Including patients beyond clinical topics — for example, in debates
around system issues of consumerism, access and choice to provide
nuanced perspectives.

* Meaningful reflection on stories, using questions like:

o When was the last time you heard a patient story in a training
session?

o How did it make you feel?

o What difference did it make to your practice?

o What could be done differently in training to maximise the poten-
tial of a patient story?

The approaches

The approaches we use need to reflect that behaviours are more than
just transactional tasks — we need to give people time and opportunities
in a value-based environment. This list is not exhaustive, but provides
some examples:

e Teaching through modelling behaviours as facilitators, avoiding
lecturing-style hierarchical dynamics, and building on what experi-
ences and knowledge trainees might already have, both professionally
and personally.
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e Varied dynamics with different groups in the room (including patients
and carers) to explore interactions and reflect one-to-one, and in pairs
or groups.

* Observations, to provide specific feedback, when the observers have
the skills and confidence to spot and articulate best practice and areas
for improvement. The value of patients as observers in training set-
tings is also significant.

* A flipped classroom, when time together is limited, so used for struc-
tured or facilitated reflection and discussion rather than delivery of
information. This shift towards a more coaching approach mirrors
person-centred approaches.

* Role play, as a way for facilitators/trainers to objectively analyse
where people are at, and to create evidence to develop insight into
practice. We recognise that role play can feel uncomfortable and unre-
alistic (50), and the clinical aspects of scenarios can distract but these
approaches still serve a purpose within teaching.

* To develop role play, real play can be used, when participants use
examples from their own lives, so they experience first-hand the ben-
efits of this approach as often used when teaching coaching (51). One
advantage is that it removes the medical context, orientating the con-
versation towards more of a human than clinical focus.

* Listen first. One way to reflect on how much this has been achieved
is to think of the balance of who did the most talking in the conversa-
tion, and in particular how that balance played out at the start. How
much do you think you let a patient talk before asking your own ques-
tions? Would you be surprised to hear that, on average, patients are
interrupted within 11 seconds of their stories (52)? And why are you
surprised? Is it because your practice feels very different from that? Do
your patients ‘feel’ that difference?

To summarise, we need to train our colleagues to manage themselves as
human beings interacting with other human beings, and not to lose that
perspective when managing the clinical demands of being a generalist
during interactions.

Conclusion

Simplified, this chapter comes down to the art of healthcare. Many other
aspects of professional training predominantly consider the science. Once
integrated, the art and science can interweave to create opportunities
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that are maximally focused and relevant to a person at that point in time.
The art of healthcare is challenging, because of its subjectivity in con-
trast to the perceived objectivity of the science. However these challenges
manifest, we should embrace this art of healthcare, in all its simplicity
and complexity. This does, however, highlight an important difference
in the way we train, and the learning preferences of our colleagues will
naturally be suited to one way more than the other. Generally, because of
the science-dominated approach, colleagues’ learning preferences might
often feel better suited to the science than the arts approach, so addi-
tional consideration should be given to supporting a new way of learning
and knowing.

However important and well-done clinical practice and education
are, we should recognise that behaviours take time to change, and it is
the accumulation of training and experiences throughout a career that
creates a clinician. How much feedback, in addition to other drivers, is
needed to change a professional’s behaviour? Although it might be the
opening line of a TED talk, one bit of feedback is rarely pivotal to clinical
or professional behaviours.

Person-centred care emphasises the perspective and role of peo-
ple. Through their insights, stories, surveys, interactions and involve-
ment, we have both lightbulb moments and ongoing opportunities for
learning. As important as those lightbulb moments are, it is as much
about what is slowly evolving. To sustain our motivation as educators,
we need to be realistic. While we are turning on a lightbulb, there are
multiple other circuits in professionals’ hard-wiring that we can sub-
tly influence. In modelling the principles of person-centred care, we
also recognise that, as authors of this chapter, we do not have all the
answers, but hope our approach to asking questions can help profes-
sionals generate their own solutions and answers with the people and
communities they work with.

Further reading

From individuals

David Gilbert, The Patient Revolution: How We Can Heal the Healthcare System (Jessica Kingsley
Publishers, 2019)

Havi Carell, Iliness: The Cry of the Flesh (Routledge, 2018)

John Oldham (patient representative) What do patients want? Generalists versus specialists and
the importance of continuity www.ncbi.nlm.nih.gov/pmc/articles/PMC6465842/

The Patient Patient blog (http://thepatientpatient2011.blogspot.com/)

My Heart Sisters https://myheartsisters.org/

Which me am I today? https://whichmeamitoday.wordpress.com/
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From organisations

What Your Patient is Thinking series (BMJ)

National Voices

Patient Perspectives, BMJ Opinion series https://blogs.bmj.com/bmj/category/patient-perspectives/
The Richmond Group

Care Opinion

Schwartz Rounds

Point of Care Foundation

Personalised Care Institute

Peer Leadership Academy — NHS England

Personalised Care Group at NHS England and NHS Improvement
Alliance Scotland
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4
Researching generalism

Lindsey Pope, Helen Reid, Nigel Hart, Kay Leedham-
Green, Emily Owen and Sophie Park

Introduction

This chapter examines a range of research approaches that maximise
how we make visible generalist knowledge in healthcare and education
research. We critically explore some of the dominant research para-
digms in healthcare and use an example to advocate for the validity of
a more expansive research base that is particular to clinical generalism.
We include a range of practices to help prospective scholars enhance and
reshape their research and consider ways this might inform exploration
of generalist practice, teaching and learning.

How and what we research limits what it is possible to know.
Perceptions vary about what evidence is useful and relevant to produce,
access and utilise. These are conditional upon how we conceptualise pro-
fessional practice (for example, as something fixed and standardised, or
as something distributed and flexible) and the sorts of knowledge and
interactions which become framed as legitimate or acceptable. Research is
often assumed to ‘uncover’ existing truths or facts. This positions research
as a detached process, free of influence from a researcher’s values. Most
research is in fact more complicated. It is a careful and lengthy negotiated
process, constructing how and why we can claim ‘to know’ certain things,
and the values that underpin what we choose to research. How we think
about the ‘thing’ we want to research shapes how and what we can pro-
duce as a ‘result’ or ‘knowledge claim’. Familiar research approaches used
in clinical practice (for example, randomised controlled trials), tend to
shape (and limit) the ways in which knowledge is formalised, codified and
made explicit. These tend to compartmentalise and objectify knowledge
and researchers, often positioning teaching, learning and clinical care as
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‘interventions’ and research as measurement or comparison of their effec-
tiveness. These approaches have focused, but inevitably constrained, what
we are able to make visible, claim or ‘know’ about clinical practice and
learning. These research preferences shape what and how it is possible to
examine generalism at any one time and to what extent characteristic ele-
ments are made visible through the research process.

Let us consider how we can think about professional practice. One
commonly held ideal for professional practice, espoused by the Australian
Council of Professions, is that it is based upon a body of knowledge, agreed,
codified, made explicit and practised by a ‘disciplined group of individuals
... who are prepared to apply this knowledge and exercise these skills in the
interest of others’ (1). This suggests a discrete and fixed set of knowledge,
which can then be implemented in predetermined ways. This lends itself
well to methods which compartmentalise and measure professional prac-
tice as something separate or discrete from the context in which it is done.

If we think about generalist professional practice differently, then
relevant professional knowledge changes: utilising additional knowledge
of people, places, context and use of ever-evolving theories of behaviour,
cognition, values, psychology or social interactions. These would not be
made visible using, for example, a randomised controlled trial, where
context and human volition is perceived as a ‘contaminator’ (2). Wide-
ranging knowledge forms are often more challenging to codify, particu-
larly if applied in a variety of ways to adjust to local needs and contexts.
These more expansive and distributed knowledge forms require a broad
range of research methodologies. While it is desirable that a body of
knowledge underpinning health professional practice should itself be
built upon a credible and applicable evidence base, how an evidence base
is built and curated matters. The evidence we produce to make the rich
and detailed knowledge of generalism visible and explicit needs to reflect
its complexity; be varied in nature; and attend to the breadth of possibili-
ties for clinical practice and learning. Before continuing, we invite you to
read the Example 4.1 and to use it to frame some of the abstract concepts
that we introduce.

Example 4.1: Dr Ali (becoming a generalist researcher)

Medical school had taught Dr Ali to use evidence-based approaches
to clinical decision-making and to make ‘conscientious, explicit, and
judicious use of the best evidence in making decisions about the
care of individual patients’. On entering academic GP training, she
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joined a unit researching gender-based violence. Dr Ali wanted her
research to provide evidence to help GPs in identifying people at risk
of domestic violence during clinical consultations. Her initial plan
was to conduct a robust randomised controlled trial, comparing
two approaches to see which identified more cases: explicitly asking
everyone in an ‘at risk’ category versus current practice (unknown).

Dr Ali’s supervisors explored with her some of the potential
pitfalls of this approach. What were its underlying assumptions,
might there be unintended consequences, and how would any find-
ings change future clinical practice or improve patient outcomes?
They explored with her whether other types of knowledge, ways
of knowing and methodological approaches might help her to take
forward her research interests and address the knowledge gaps for
approaches in clinical practice.

At her next supervisory meeting, Dr Ali discussed a recent patient
encounter. The patient had initially brought symptoms of anxiety
but on further exploration disclosed that they were experiencing
domestic violence. Dr Ali was able to provide access to a crisis centre
which provided emergency support and accommodation. Reflecting
on this, she wondered how she, as a GP, could develop her skills to
identify and support people better. Her supervisor suggested she
go to this crisis centre and spend some time attentively listening
and engaging with the staff and residents there to gain access to a
diversity of views and perspectives. Dr Ali heard many heartbreak-
ing narratives of attempted disclosures that had been ignored, but
also inspirational stories where clinicians had spotted subtle signs
and gone out of their way to help. She worked with them to create
a research question that mattered to them, relating to barriers and
facilitators to disclosure in primary care settings. After receiving the
necessary approvals, she conducted a series of workshops for people
with lived experience of domestic violence to articulate and reflect
on stories of disclosure, and to collaboratively co-create future-
oriented implications for practitioners. She shared and honed their
recommendations at a local best practice meeting and worked with
her clinical colleagues to implement and evaluate their recommen-
dations in practice. She shared her findings at a national conference
and was invited to create a training and evaluation pack to enhance
anational safeguarding course. This wider evaluation demonstrated
that GPs were indeed picking up more cases, and perhaps more
importantly, that patients felt safe and heard when they disclosed.
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Sharing and producing generalist knowledge

Dr Ali’s final project involved making visible the tacit knowledge of peo-
ple with lived experience of domestic violence. By aggregating, interpret-
ing and sharing their knowledge, and combining it with the knowledge
of practitioners, Dr Ali was able to create, evaluate and disseminate theo-
retically informed new practices that were adopted or adapted by other
practitioners. We invite you to consider this as an example of how gener-
alist knowledge is shared and produced more generally.

In real-world clinical practice, knowledge is often tacit or implicit
(unspoken or indirectly implied). It may be that generalist clinical
practice embodies knowledge and ways of doing that are more implicit
than explicit. While tacit or implicit knowledge is not without value in
an applied professional context, it requires the profession to embrace a
broader range of knowledge approaches to enhance understanding of
practice. The Nonaka-Takeuchi model (Figure 4.1) from the world of
business provides an insight into how tacit knowledge can be converted to
explicit knowledge, or vice versa, and how cycles of sharing and transfer-
ring knowledge help to create new knowledge (3). The Nonaka-Takeuchi
model postulates four different modes of knowledge conversion:

* from tacit knowledge to tacit knowledge, through socialisation;

* from tacit knowledge to explicit knowledge, through externalisation;

 from explicit knowledge to explicit knowledge, by combination or syn-
thesis; and

* from explicit knowledge to tacit knowledge, through internalisation.

This model illustrates the two-way links between tacit and explicit knowl-
edge. Aligning with sociocultural learning theories, recognising that pro-
fessional practice and learning does not occur in a vacuum, it proposes
that knowledge can be enhanced and expanded through spaces for shar-
ing, converting and creating knowledge (both explicit and tacit). Rather
than knowledge being handed down from researchers to practitioners, it
acknowledges that professional knowledge is often exchanged in more
complex and sophisticated ways.

In generalist practice, dialogue between colleagues or between a
teacher and learner might, for example, share ‘how I did this and why’.
This is the exchange of tacit knowledge through interaction (socialisa-
tion). This conversation might lead to the production of a case report
or a practice standard operating procedure (SOP) which makes explicit
how something is done (externalisation). A team, perhaps from a clini-
cal or academic organisation, might then work to combine case studies
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Figure 4.1 Exchange of tacit and explicit organisational knowledge.

© Sophie Park and Kay Leedham-Green, adapted from the SECI model
of knowledge dimensions (Nonaka and Takeuchi 1995)

and reports to form a collective document or consensus statement about
how something can or even should be done (combination). This docu-
ment is then shared, used and adapted to inform new tacit practices
(internalisation).

Research about generalism therefore becomes more interesting,
inclusive and expansive if it not only examines exchange of explicit
knowledge, but also attends to how knowledge is shared, exchanged and
implemented in the workplace.

Paradigms of research

There is a wide range of approaches to research, summarised in Table 4.1.
Each ‘paradigm’ has different assumptions about reality (ontology, what
is knowable), knowledge (epistemology, how knowledge is created)
and values (axiology, what ‘good’ research is). We are not positioning
one paradigm over another, as each has advantages and challenges in
different contexts and for different types of research questions. We do,
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Table 4.1 Research paradigms

Positivism

* Nature exists

* Knowledge is objective, testable and generalisable

* Experimental research, data tests hypotheses

* Quality = p values, confidence intervals, reliability, validity

Is learning to wash hands by e-learning as effective as face-to-face learning?’

Realism - post-positivism / constructivism

* Areal world exists, independent of how an individual perceives or
constructs it (mind-independent reality)

* Knowledge of a phenomenon will always remain partial, fallible and
incomplete

* An ongoing process of theory-building and testing is crucial for extending
existing knowledge and advancing scientific research

* Mixed methods (methodological eclecticism)

* Quality = multiple perspectives, ontological depth, generative causation,
explanatory insight, rigour, trustworthiness, transferability

‘The use of e-learning in handwashing training: what works; for whom; and in

what contexts?’

Pragmatism

* It does not really matter whether nature exists or not

* Knowledge is what you need to make an informed decision, context
dependent

* Action research, real-world imperfections in data
* Quality = try and see if it works

If1switch to e-learning handwashing training, do infection rates go up or down
on my ward?’

Social constructivism / interpretivism

* Nature exists through our perception, and is influenced by our
sociocultural perspective

* Knowledge is socially constructed (e.g. through interactions) and dynamic
* Interpretive, qualitative methodologies, data is theory-generating
* Quality = rigour, trustworthiness, resonance

‘What are the factors influencing healthcare professionals’ handwashing
decisions?’

(continued)
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Table 4.1 (Cont.)

Critical theory

* Nature exists through our perception, and is influenced by our
sociocultural perspective

* Knowledge construction is dominated by powerful elites at the expense of
workers / women / minorities / environment, etc.

¢ Research is about disrupting and challenging the status quo
¢ Quality = impact, change

‘The move from face-to-face to e-learning in handwashing training: in whose

interests is this? managers, practitioners or patients?’

however, invite the reader to move beyond simple experimental designs
when considering how to research complex social phenomena such as
generalist education, interactions, systems and outcomes.

Positivist approaches assume a single reality that is objectively meas-
urable, and researchers tend to adopt quasi-experimental designs. The legit-
imacy of the researcher is established through evidencing their detachment
from the research process. Claims about rigour are made in relation to a
researcher’s objectivity, or absence of impact on data or analysis. This might
be appropriate when comparing the impact of two drugs on a measurable
outcome such as blood pressure. Within this approach, we assume that the
outcomes that matter are objectively and reliably measurable. Measuring
more complex constructs (anything that is shaped by human subjectivity,
volition, reasoning and choice), however, is less straightforward. For exam-
ple, if Dr Ali wanted to compare case findings in the two arms of her study,
how might the research environment, the words that researchers use, their
identity or subjective interpretations of ‘violence’ affect the results?

Realist approaches acknowledge imperfections in the objectivity
of data. Within realist research, findings in one context are unlikely to
be generalisable to all contexts (4). Realists ask research questions such
as ‘what is it about X that leads to Y?’ and ‘how does an intervention
work, for whom, and in which circumstances?’ (generative causation).
Realists tend to combine data collection methods from qualitative and
quantitative research approaches to explore a phenomenon across
diverse contexts and from different perspectives (5). Transferability
(rather than generalisability) is advocated in realism as this acknowl-
edges the highly complex, dynamic and diverse influences of context.
Although theories and findings may be relevant now, they may not be
applicable (to interventions) in the future. Realist knowledge will need
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to be retested in different social, political and economic contexts and
modified accordingly. An example of a realist approach might be com-
paring different types of domestic violence records for the same area
(for example, clinical, police and crisis centre) to identify how differ-
ent demographic groups disclose, followed by interviews to explore the
underlying reasons why.

Social constructivism is a type of interpretivist discourse. This
suggests that knowledge is constructed through social interactions and
is therefore inherently subjective. Different constructions of the world
might therefore elicit different responses and behaviours. Differences
might emerge, for example, with research participants in different con-
texts, or in the ways researcher and participant interact. An example of a
constructivist approach might be Dr Ali inviting residents at crisis centres
to discuss their experiences of disclosing domestic violence as a group
and to collectively make sense of their experiences and construct poten-
tial ways forward.

When using an interpretivist approach, ‘critical reflexivity’ becomes a
core part of the research process and related knowledge claims. Reflexivity
has been described by Gouldner (cited in (6)) as the ‘analytic attention to
the researcher’s role in qualitative research’. It is both a process and a con-
cept, embracing the positionality of the researcher and their ways of under-
standing the world. A helpful starting point, but also a false binary, is the
concept of ‘insider’ versus ‘outsider’ research. A naive assumption might
be that to enhance rigour we simply ensure that an outsider is conducting
the proposed study. This assumption suggests that positionality is simply
defined by virtue of having (or not) a particular characteristic — e.g. being
a GP or not being a GP. As a researcher, we may share some features with
our participants, but be quite different in other ways. Both insiders and
outsiders bring different values to the research being conducted. While an
‘outsider’ may bring a fresh curiosity and insights, an ‘insider’ may bring a
more nuanced understanding or be more readily trusted by participants.
Reflexivity, through its aforementioned ‘analytical attention’, requires the
researcher to question and reflect on the inevitable relationship between
them and their research. The rigour of the research is not established
through the researcher’s disconnectedness, but rather through their abil-
ity to reflect on and share insights about how their position shaped the pro-
duction of the research findings.

If we are explicit and open about the range of possibilities for doing
research, it becomes much easier to exchange conversations about the
opportunities and challenges of using particular methods. Rather than
these being hidden from view, they become part of a critical conversation
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about what particular studies are able to ‘make visible’, and how additional
research might complement this to examine a topic or process from a dif-
ferent perspective, or in a different context. This moves our expectations of
research from production of definitive ‘facts’, towards a more dialogic and
iterative process of knowledge production and exchange, conditional upon
the constraints of production and context of research implementation. In
the words of Hafferty, such academic endeavours are often dynamic and
contested, coming and going in ‘windless waves of understanding’ (7).

Cribb and Bignold argue that positivist discourses frame and jus-
tify research that tends to objectify, whereas interpretivist discourses
focus more on humanising (8). Neither is right or wrong, but they fore-
front and limit how and what we can research in different ways. Clinical
medicine and much of clinical education have tended to draw upon the
same objectifying discourses that are helpful when researching biomedi-
cal sciences. This may cause dissonance when they are used to research
what are essentially social practices: generalist practice and learning.
Positivism positions elements of practice and learning as objects, mini-
mising the ways in which we can understand or appreciate these as
part of a vital, dynamic or interactive system. Interpretivist approaches,
in contrast, focus much more on human and social aspects of practice,
or the nature and value of interactions between people. In positivist
research, counting or measuring is important to support research claims.
In other paradigms, one instance of a story can form the central basis of
an analysis. Here, it is not important to represent the views of all par-
ticipants. Rather, analysis seeks to produce a new or contrasting idea,
concept or perspective.

We are not asking readers to value one approach over another.
Rather, we invite you to consider the limitations of every research
approach and the need for multiple perspectives in research to under-
stand and improve clinical practice and education.

Historically, we have a very limited empirical base for generalist prac-
tice, because of the dominance to date of positivist methods in this field.
Increasingly, a wider range of methodologies has helped to make visible
new insights and knowledge about how generalism is done and learned.
Deciding on what to research, and how to research it, is a values-based pro-
cess. In Chapter 5 our colleagues assert that how we research, limits what
itis possible to know — that is, research can only answer the question(s) the
study is designed to answer. In what may appear to be a paradox, it works
both ways. We need also to consider ‘what is knowable?’ as that can con-
strain, or open, opportunities around what and how we research. A broader
research paradigm opens up research avenues that may not be discretely
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packageable, but are nonetheless important to people and impact on their
ability to participate in society. This might include researching the quality
and experience of care for marginalised groups, health promotion, patient
and carer engagement, strategies for self-care, collaborative working, and
personalised and sustainable approaches to care.

Knowledge hierarchies and the challenge for generalism

The ‘hierarchy of evidence’ has become a heuristic that is embedded in
the narrative underpinning decision-making for clinical practice. In 1995,
Guyatt and colleagues wrote a paper in which they provided a ‘method
for grading health care recommendations’ (9). The principle of apprais-
ing, ranking and applying evidence to clinical practice became well known
through the 1990s and was soon embedded in clinical curricula and policy.
This ranking of evidence led to descriptions of hierarchies and, through the
work of organisations such as the Cochrane Collaboration, meta-analyses
of randomised controlled trials found their way to the top of the hierarchy.
Along the way, case reports, in-depth case studies and other forms of evi-
dence lost currency and became devalued by the medical community.

In their influential 1996 editorial (10), Sackett and colleagues set
out to describe evidence-based medicine — ‘what it is and what it isn’t’.
They wrote that ‘Evidence-based medicine is the conscientious, explicit,
and judicious use of current best evidence in making decisions about the
care of individual patients.” Helpfully, they expanded on this to say that
‘The practice of evidence-based medicine means integrating individual
clinical expertise with the best available external clinical evidence from
systematic research.” However, the integration of individual clinical
expertise has often been neglected along the way, alongside the recogni-
tion of the value of researching personalised patient-centred care.

This hierarchy of evidence became further enshrined through
the establishment of guideline organisations. Around the turn of the
millennium the GRADE (Grading of Recommendations Assessment,
Development and Evaluation) approach was established by Guyatt and
colleagues (11) and international guideline organisations started to
evaluate and report on the quality and strength of evidence underpin-
ning recommendations for healthcare interventions. GRADE would rate
papers for their assessed validity of ‘effect’. High-quality studies were
those where there was ‘a lot of confidence that the true effect lies close to
that of the estimated effect’. Building on this, economic evaluations were
added by some organisations further refining what was defined as best
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practice. This produces, however, a narrow view about both evidence
and quality (see also Chapter 5).

The evidence hierarchy paradigm and the resultant guidelines,
under the banner of evidence-based medicine (EBM), became the domi-
nant arbiter of clinical practice, later referred to as evidence-based clini-
cal practice (EBCP). ‘Effect size’, ‘cost’ and ‘quality’ (by virtue of position
on the hierarchy) relating to a limited set of clinical conditions meant that
other forms of evidence had limited legitimacy. Regrettably, the value of
the integration of ‘individual clinical expertise’ heralded by Sackett and
colleagues appeared to become mostly lost along the way. However, there
was something of a departure from this dogma of guidelines being the ulti-
mate arbiter of unquestionable best practice with the maxim ‘Guidelines
are guidelines not tramlines’, a quote attributed to Sir Michael Rawlins,
the first Chair of the UK’s guideline organisation, NICE (as cited in (12)).

The development of EBCP and clinical guidelines (discussed fur-
ther in Chapter 5) is not in itself problematic for generalism. Guidelines
provide useful reference points for discussing a differential diagnosis or
management action plan. The problem relates to the devaluing and, at
worst, dismissal of research findings that do not find their way to the top
of the hierarchy. Generalism, with its integrative, situated and holistic
approach, risks losing connection with an evidence base that is relevant
to its practices. A re-reading of the 1996 editorial of Sackett and col-
leagues (10) would suggest that the EBM movement led to an unintended
consequence. As they state, ‘Evidence based medicine is not restricted to
randomised trials and meta-analyses. It involves tracking down the best
external evidence with which to answer our clinical questions.’

As a result of the narrow range of research approaches dominating
EBM, generalism has been relatively under-researched. Although many
clinical decisions benefit from randomised controlled trials, there is an
increasing acknowledgement that a broader range of methods is also nec-
essary to inform the evidence base underpinning clinical practice. The
increasing complexity of healthcare delivery requires multiple ways of
knowing. Qualitative methods such as interviews, focus groups and obser-
vation, and methods that combine qualitative and quantitative approaches
are therefore growing in popularity (13).

Quality considerations for generalist research

We argue that some widely held beliefs about research quality are sit-
uated in a positivist paradigm of knowledge and are not suited to the
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situated complexity of generalism. When these criteria are applied to
generalist forms of research, dissonances can arise. For example, the
concept of generalisability, or the extent to which findings of a study
can be applied to other situations, is often mentioned when critiquing
research findings. This term assumes that rigorous research findings
reflect a universal truth — for example, claiming that findings from a
study are rigorous if the results are replicable across different cultural
and healthcare contexts, or that large studies must be conducted to root
out contextual factors. Recently, our understanding of generalisabil-
ity has become more nuanced, with consideration being given to how
situated knowledge might be relevant to others beyond the particular
circumstances researched (14). This could be through production of
reusable insights or concepts, rather than specific or repeatable ele-
ments of practice. If the researcher provides sufficient contextual detail,
the reader can select elements or concepts that might apply to their own
contextualised practice. As a result, research can make visible situated
ways of thinking or doing, enabling readers to engage in a critical and
reflexive exploration of how things are, and how their own practice
might shift or change.

There are many established quality criteria for clinical research,
some of which depend on the researcher’s paradigm and methodologi-
cal approach. Such criteria include reliability, validity, trustworthiness,
rigour and applicability. There are also ethical considerations relating to
intentions, confidentiality, informed choice, minimisation of harms and
maximisation of benefits. In addition to these, we argue that generalist
research efforts aim to be:

* participatory: designed and conducted in collaboration with the
intended beneficiaries and other stakeholders;

* equitable and socially just: paying active attention to whose voices
are heard and ensuring decisions are made in ways that are fair
and open;

* reflexive: so that external research agendas and the impacts of the
researcher’s identity, beliefs and positionality are made visible;

* congruent: so that the ways of thinking about research (methodolo-
gies) and the methods for collecting and analysing data are appropri-
ate for the situational complexity of generalism and the knowledge
claims being made;

* oriented to generalism: addressing an important generalist problem
or unknown;

* impactful: insights produced have the potential to enhance generalist
forms of care.
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Research for generalism

Rather than explain every type of clinical research, we propose a set of
research practices that are particularly suited to generalism. Unsurprisingly,
these build on the philosophy and practices of generalism articulated in
Chapter 1. Generalism is a complex and situated practice that connects
multiple sources and types of knowledge, that values and needs partici-
patory and collaborative approaches, and that implements knowledge in
ways that are adaptive. These underlying principles invite approaches to
research that are responsive to context, that are participatory and directed
towards patient and public agendas, that give holistic attention to patient
and population outcomes, and that pay attention to how new knowledge
is integrated and adapted for future practice. We propose a set of research
approaches that builds on these principles (Figure 4.2).

~
(what problems and solutions exist? Why do these problems and solutions
* Expansive exploration, big data, happen?
feedback analysis, surveillance, * Participatory focus groups, interviews,
abservation, community engagement narratives, auto-ethnography,
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others address this problem? solution-informed
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and adapting new knowledge, * Connecting processes with outcomes,
educational and organisational mixed methods research, illuminative
scholarship and real-world evaluations

. >y

Figure 4.2 Generalist research approaches. © Sophie Park and Kay
Leedham-Green
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Exploratory and descriptive studies

Exploratory and descriptive studies help to ensure relevance to patient
and population needs and are sometimes used to justify more focused
explanatory or interventional studies. Exploratory approaches include
exploring public health datasets to identify geographical or demographic
clustering of risk factors or diseases, or archives of patient feedback to
identify areas of practice that are working well or less well. Descriptive
approaches might include describing a care pathway or system from the
perspective of service users, or describing a phenomenon such as postna-
tal depression from the perspectives of the people it affects.

Within exploratory research, descriptive approaches are sometimes
used as a precursor to quantitative methods — for example, to describe
a phenomenon in depth before creating an instrument to explore its
prevalence across different groups. An in-depth qualitative description
of the characteristics of postnatal depression, for example, might be used
to create and validate an instrument to identify and categorise cases.
This instrument can then be used to explore regional and demographic
variations.

The quantitative methodologies associated with this type of
research include cross-sectional or cohort studies — for example, to deter-
mine the uptake of vaccines in an at-risk group, or regional variations in
prescribing practices. Qualitative methodologies include ethnographic
and phenomenographic studies — for example, to explore the culture
and practices of a multidisciplinary healthcare team, or to characterise
‘a good consultation’ from the perspective of patients and carers. Survey,
case study and narrative methods might be used to identify potential
areas of excellence or concern — for example, through interviews or
patient feedback. More statistical approaches might include using a vali-
dated measure to explore the association of a construct, such as ‘feeling
heard’, with an outcome, such as adherence to treatment plans.

Explanatory research

Explanatory research might be conducted to explain the findings from a
previous exploratory study — for example, to explain why certain demo-
graphics have different vaccine uptake rates, or to explain why higher lev-
els of patient activation are associated with fewer hospitalisations. It can
also be used to explain anomalous findings such as unusual or outlying
results. Explanatory studies might also be conducted in conjunction with
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an interventional study, either beforehand to ensure the intervention is
grounded in theoretical understanding, or afterwards to explain why the
intervention did or did not provide value to its intended beneficiaries.

Theory generation through interpretation is a core aspect of
explanatory research, and this is what makes it distinct from descrip-
tive research. Explanatory research tries to answer questions such as
‘why?’” or ‘how?’ and therefore tends to have an interpretive emphasis.
It is through a theoretical understanding of why or how something hap-
pens that interventions can be specifically targeted to address associated
factors. Higgins and Moore describe how theory can be generated at mul-
tiple levels (15). Micro theory might explain why something happened
during a specific instance — for example, identifying causal factors in a
critical incident review and using these to theorise about wider implica-
tions. Meso theory integrates findings on a broader level to generate the-
ory around a specific phenomenon — for example, why people who have
survived a heart attack do not always take preventive medicines. This
might involve, for example, interpreting from a thematic analysis across
multiple case studies, documents, narratives, interviews or focus groups.
Grand theory aims to build understanding that can be abstracted beyond
a specific area of practice and that can be applied more generally — for
example, behaviour-change theory or illness-perception theory — and
often employs literature-based methodologies such as narrative synthe-
sis and meta-ethnography. Charmaz describes approaches for building
from data (16).

Evaluative research

Generalist approaches to interventional research are not only about
‘proving the efficacy’ of a particular medicine or intervention. Although
quasi-experimental approaches are important, they are not included
here as they are not specific to generalism. Because generalism is
grounded in holistic approaches to patient and population outcomes
and the complex link between approaches to care and those outcomes,
generalist approaches to evaluative research tend to be more com-
plex and to include ‘real-world’ and ‘illuminative’ approaches (17,18).
A real-world evaluation of an intervention might include factors such
as patient preference and the feasibility and acceptability of an inter-
vention. An example of a real-world study might be evaluating the
impacts of a diabetes intervention by looking at longitudinal data from
wearable devices and comparing this to self-reported adherence to
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the intervention. Illuminative approaches focus on making processes
as well as outcomes visible — for example, evaluating the factors that
impact on engagement with the intervention. Illuminative approaches
also aim to identify unintended consequences as well as intended out-
comes. Such an approach might pick up the additional burden of an
intervention, or indeed of benefits beyond the intended outcomes — for
example, feelings of validation and belonging experienced by people
attending a group intervention. Generalist evaluations are often mixed-
methods, partly because not all outcomes that matter to people are
countable, but also as a form of additional or complementary explora-
tion or explanation. Are the identified outcomes related to the interven-
tion or to some other factor?

Generalism invites participatory approaches to evaluation that
take into consideration structural inequalities. Focusing on the out-
comes that matter to people is important. For example, an evaluation
of an intervention supporting engagement with people’s families and
communities. Or an evaluation focusing on sustainability, comparing
the human, carbon and economic resource implications of two effec-
tive clinical pathways.

Translational research

The focus of generalism on holistic patient and population outcomes
means that the creation of new knowledge is not the end point of
research: research impact is enhanced through efforts to translate
findings into tangible improvements to people’s lives. Generalism is
not a static practice, but constantly evolving in response to patient
and population needs; therefore, practitioners need opportunities to
absorb and learn from research efforts. Efforts to disseminate knowl-
edge and translate knowledge into action might be written up into pro-
ject reports and shared at conferences or in journals, and these reports
are used to create meta-knowledge about how knowledge is effectively
shared and translated. Translational research is closely related to
organisational and educational scholarship, and includes innovation
and improvement methodologies, implementation science, behav-
ioural and cognitive science, and theories of leadership, teamworking,
change and action. These are discussed further in Chapter 5 (imple-
menting generalist knowledge), Chapter 6 (educational approaches),
Chapter 13 (sustainable healthcare) and Chapter 14 (quality improve-
ment and innovation).
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Strengthening the generalist evidence base

The previous sections have set out perspectives on ways of knowing and
of producing knowledge and the dominance associated with particular
lenses and knowledge hierarchies informing and directing clinical prac-
tice. Example 4.1 (Dr Ali) shows how the dominant hierarchy of EBM
might not maximise the visibility of generalist knowledge. Reflecting
on the knowledge and perspectives needed to meet the challenges of
a day’s caseload in clinical generalism offers up many insights into the
tacit and implicit knowledge being called upon and the inadequacies of
the dominant hierarchies in providing or exchanging this. How should
a clinical generalist approach meeting the needs of a grieving mother
whose son has died by suicide, or school refusal in a 13-year-old male
with an autistic spectrum diagnosis who is navigating the emotional
turbulence of puberty, or how to identify those at risk of homelessness
to facilitate a morbidity-reducing harm prevention, or a clinical consul-
tation about symptoms that are likely to originate from poly-substance
use in managing pain? While many of these examples may, at face value,
appear isolated and unique, it is likely that many clinical generalists can
relate to these clinical dilemmas, and empirical examination (for exam-
ple, through ethnography or mixed-methods approaches) could iden-
tify some useful principles or insights to inform practice elsewhere, or
enhance generalist learning.

Many clinical generalists may have, through experience, arrived
at a bespoke and personal tacit knowledge base that orientates their
approach with such clinical dilemmas, but this knowledge may not
have been made explicit for the benefit of other clinicians or learners.
Arguably, this knowledge can and should be made explicit, shared and
built upon in order to contribute to evidence gaps that characterise a gen-
eralist approach. Selecting the tools to do this well, however, requires
careful and expansive thought. For the generalist base to strengthen,
structural factors around funding and ethics also need to be addressed
so that interpretivist discourses are included in addition to hypothetic-
deductive research approaches.

Acknowledging the constraints and limitations of
generalist research

Earlier in this chapter, and in Chapter 5, we refer to the situated com-
plexity of generalist approaches to care and, in turn, the evidence base

RESEARCHING GENERALISM

83



84

that is needed to underpin such approaches. Generalist research, how-
ever, also has limitations in being able to provide a concrete evidence
base for many granular questions important in clinical practice — for
example, which dose of drug A resolves the presence of condition B?
The integrative complexity of the evidence base it would seek to
establish constrains its suitability for synopsis into explicit guidelines,
certainly of the style and form that is typical in the current EBM guide-
line paradigm. However, it is perhaps because such an evidence base
is absent that guidelines fail to embrace the affordances of general-
ist knowledge. It will perhaps only be when generalist approaches to
evidence generation gain greater recognition that the affordances are
seen as equal in measure to the constraints and limitations. Learners
and clinicians can then integrate and move between these knowledge
forms to support practice.

Conclusion

It is hoped that, through reading this chapter, you have been challenged
to think expansively and creatively when considering how to produce
knowledge that is relevant to generalist practice. We have presented
our view that to explore generalist practice we need to recognise and
embrace a broad range of methods as legitimate. In so doing, we aim not
for reproducibility but for useful insights about how and why we might
choose to work with a patient or a system in a particular way.

Research paradigms such as realism, constructivism and critical
theory can provide new ‘entry points’ to examining generalist practice,
producing evidence to support learners’ reading, use and creation of
generalist knowledge. This chapter has included a range of examples
to enhance and reshape future research about generalist teaching and
learning. It is equally important to consider how study design and
research questions constrain what can be known as a result of a par-
ticular study. With research recognised as production of new knowl-
edge or insights, it is beholden on every researcher to consider both
the strengths and limitations of their work and how their knowledge
might impact on clinical practice. Furthermore, to meet future popula-
tion needs, we need further investment in the academic discipline of
generalism alongside research funding aligned with generalist prac-
tice and priorities.
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5
Implementing generalist knowledge
Sophie Park, Claire Duddy and Kamal Mahtani

Introduction

Clinicians are familiar with — and often comforted by — the concept of
evidence-based or evidence-informed practice. It suggests that, where
clinical dilemmas exist, we can reach for the experience and wisdom of
others to locate an answer. This process gives us a sense that, although
potentially alone in the consultation room or clinic, we are part of an
interconnected network of professionals: that what we plan to do and
action is within the norms and boundaries of what is considered to be
good and acceptable. In reality, this process is more complex: sometimes
the connections between available evidence and other important factors
are unclear; often evidence is not directly relevant to a particular patient
context; perhaps a patient has multiple conditions with potentially con-
flicting guidance; or the questions we need addressed have yet to be
answered in ways we find useful.

We sometimes refer to these possibilities for selection and use of
evidence as ‘clinical judgement’. Most clinicians can describe situations
where there was no available ‘right’ answer or linear pathway. These
dilemma-moments can feel like personal failure or deficiency. They are
often hidden from explicit public and professional conversations, yet
they are a routine and normal part of generalist clinical practice. The
problem is not that these moments exist, but that we have not yet found
a common language to share these experiences and elements of work,
nor ways to feedback our learning and expertise about how to integrate
these into more collective professional bodies of knowledge. This chap-
ter acknowledges, explores and celebrates situations where we face the
unknown, why they can be so unsettling, but also how we can negotiate
them so that clinician and patient can not only act, but flourish.
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To do this, we need to acknowledge how we are making sense of
the world around us. We all have a familiar or favourite lens through
which we perceive the world. It governs how we prefer to notice,
value and attend to certain things (such as resources or institutions)
as important or valuable; why we think in particular ways; and how
we speak, act and produce. Sometimes this lens becomes so familiar
and normal to us that we fail to recognise that it is only one (partial
and limited) way in which to perceive and make sense of the world. We
therefore select approaches which align with our lens, and regard oth-
ers as wrong or less worthwhile.

This lens-partiality can affect clinical practice by informing our
decision-making and range of possible judgements. For example, if we
prefer a biomedical lens, we might focus on locating or excluding dis-
ease; utilising research which examines objects as separate from their
context; measuring items we can reduce or compartmentalise in order
to count; valuing progress, action and development in relation to change
in those measures. Our rationale for a legitimate path is then created by
bringing together pieces of evidence or artefacts which fit within this
lens, disregarding everything else as irrelevant.

What if you could change your preferred lens and view things
differently? — the range of evidence you are able to draw upon as legiti-
mate or valuable shifts. You can build your scaffolding and rationale
for action differently. An experiential lens, for example, allows you
to notice elements of your patient—clinician interaction, perhaps an
expression of emotion, or a story about an experience (see Chapter 15).
This scaffolding is just as limited and constrained as the biomedical
one, but different. Connect these different perspectives together, utilis-
ing the strengths and weaknesses of each, and you broaden the range
of ‘relevant evidence’, rationale and possibilities for action. This also
enables a more informed and varied dialogue between clinician and
patient or colleague about what matters most at this moment, inform-
ing what to do next.

Before reading on, consider the kind of evidence and knowledge
you regularly observe or use in clinical practice. Perhaps you see guide-
lines, professional or expert panel consensus statements, qualitative and
quantitative research, or patient surveys. Think about the relative value
you attribute to each, their perceived strengths and weaknesses, and how
they inform your clinical practice. How might you prioritise one piece of
evidence above another? When does use of evidence feel straightforward
to you, your patient or both? And how might you deal with potentially
contrasting or conflicting pieces of evidence?
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What do we mean by evidence?

As outlined in Chapter 4, the evidence-based medicine (EFBM) movement
arose in the early 1990s and has heavily influenced how clinicians value
the relevance of certain information and knowledge as legitimate to inform
clinical practice, and what comprises ‘good practice’ (1). EBM includes a
triad of factors informing clinical care: evidence, judgement and values.
Many, however, only associate EBM with what Guyatt, Sackett and col-
leagues proposed as a hierarchy of evidence (2). This idea that some evidence
is better than others still strongly influences how clinicians often perceive,
value, use and dismiss certain forms of evidence and ways of knowing. This
positions different methodologies as more or less reliable and valuable.
Research questions, for example, that examine intervention effectiveness
(for example, randomised controlled trials (RCTs), meta-analyses, system-
atic reviews) are situated as the pinnacle of knowing, a gold standard (3).
How we value each type of evidence (and whether we even con-
sider it as evidence) is conditional upon the lens(es) we choose to use.
RCTs, for example, work extremely well to assess effectiveness where an
intervention or object is relatively discrete (see Figure 5.1). However,
the premise of this approach is that an element of practice (for example,
an object or intervention) can be isolated so that its effectiveness can be
tested against a placebo or control group. This is not always possible —
there can be ethical limitations on control groups, or perhaps the circum-
stances in which an intervention is used are key to its success — meaning

. Is it effective?
e.g. RCT
How does it work?
-
e.g. Ethnography
- % User satisfaction?
e.g. Questionnaire

Knowledge Claims
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Figure 5.1 How research approaches shape knowledge claims.
© Sophie Park
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that RCT-derived evidence may be limited, absent or inappropriate.
Depending on your lens, this might lead you to conclude that something
does not work, or to dismiss it as ‘not evidence-based’, simply because it
has not been possible to demonstrate comparative effectiveness through
RCT methodology. In other words, the lens you have adopted makes it
easier for you to assume limitations in the practice or therapy, and harder
for you to acknowledge the limitations of the methods used to evaluate it.
Figure 5.1 shows how evidence is focused (and limited) by: (1) particular
ways of framing something as ‘a problem’ to (2) address certain research
questions and (3) produce particular knowledge claims.

A lens focused on this hierarchy (with RCTs and meta-analyses at
the pinnacle) views generalist clinical practice as something of a ‘wicked
problem’: one that is difficult or impossible to explain because of incom-
plete, contradictory and changing characteristics. Generalist practice
becomes positioned as ‘not evidence-based’ and so minimal attention
is given to studies on generalism, which often employ methods ‘low’ on
Guyatt, Sackett and colleagues’ hierarchy of evidence.

Generalism is about the situated implementation of care, the
nuance of context and circumstance being key to its application and
excellence. Generalists must identify and select suitable evidence where
needed, to address a particular problem or question (4). How we do so is
shaped by reflexive use of judgement and values.

Implementing knowledge in generalist practice requires us to use a
range of evidence. This includes experiential ‘bottom up’ extrapolation
of learning (from patients, our own practice, or others) about applica-
tion and implementation of evidence in particular patient circumstances
(sometimes referred to as ‘clinical expertise’). Application of this evi-
dence in future or elsewhere then draws upon this expertise and ability
to use evidence. Our knowledge might need to be adapted; connected
with a different set of knowledge; reframed; or re-chunked to make it rel-
evant and useful to a different situation or patient. Evidence which pro-
duces theoretical insights about detailed and rich descriptive research,
for example, can inform how we think and approach other situations.
Similarly, case studies can equip us with a suite of evidence and possi-
bilities from which to select and adapt practical ‘know how’. We might
integrate evidence with other knowledge about a particular patient and
their preferences, shaping which evidence we select and how we use it to
inform practice. This process is more than reproduction or ‘knowledge
retelling’ and involves an active process of knowledge transformation
or reconfiguration, to select, adapt and use evidence elsewhere. Rather
than simple replication or reproduction, this requires active participation
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by the evidence user to critically engage in decision-making about which
evidence to use, how and when (see also Figure 4.2).

Choosing evidence

We tend to think of evidence as unambiguous and definitive facts that
inform good practice, national guidelines and patient pathways. However,
whether or not a particular piece of evidence is useful right now depends
on two things: the nature of the evidence and its ‘internal validity’ (how
was this evidence constructed? — for example, the quality, research ques-
tion scope, rigour with respect to methodological boundaries, funder)
and its relevance or ‘external validity’: is it right for this patient today?
(including patient population (mis)match, and provenance — for exam-
ple, clinic setting).

Internal validity (how well was this study conducted?)

The nature of evidence concerns how and why it was produced. Ask your-
self: were the methods used fitting for the questions being asked? Were
the methods performed rigorously (within the methodological rules or
norms of the approach used)? Are the knowledge claims a sensible fit for
the approach taken (for example, effectiveness claims using a compara-
tor)? Who produced the evidence and what were their motivating fac-
tors (for example, who funded the work)? What is the provenance of the
evidence? Much the same as asking in a restaurant where the ingredients
were sourced: does the provenance meet the practical, moral and ethical
needs for this situation? So, for example, was the evidence sponsored
or supported by a pharmaceutical company with a particular interest in
promoting a certain condition as ‘a problem’, or in promoting their medi-
cation as a suitable ‘solution’ (5,6)? This may be declared in the ‘conflicts
of interest’ or ‘funder’ sections of papers, but not always. How have the
authors chosen to present the results to communicate a conservative or
dramatic message, for example, have potential effects of treatment been
amplified through presentation as ‘relative risk’, rather than ‘absolute
risk’ figures (7,8)? ‘Quality appraisal’ assessments are typically built into
decisions about inclusion in systematic reviews and practice guidelines.
However, it is important to examine how such decisions were made.
Many inclusion decisions are method-driven, reflecting Guyatt, Sackett
and colleagues’ hierarchy of what counts as ‘legitimate’ evidence to make
effectiveness claims. Were they inclusive enough to inform your practice-
based decision?
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External validity (how applicable is this evidence to my patient
Or scenario)?

The second factor to consider is situational relevance. We often think of
evidence as providing us with objective truth. However, its relevance and
importance to your decision-making within clinical care is dependent
upon how (or not) the evidence aligns with your particular clinical situa-
tion or question. To whom do the results of this trial apply (9)? Ask your-
self about the relevance of the patient context to your situation. Is this
evidence, for example, based upon the super-selection of a niche set of
patients in tertiary care, or has the study been done within a population
or primary care setting? How might the outcomes or recommendations
be different depending on these factors and do the outcomes measured
matter to the person in front of you?

Decisions about relevance can be quite complex. For example, a
patient describes symptoms to you as a clinician which could represent
a common, mild and self-limiting condition, but could represent a life-
threatening event. You are likely to share with the patient the potential risks
of investigation for the life-threatening event, but frame these as potentially
worthwhile, given the risk of not detecting this condition (for example,
chest pain being possible indigestion or myocardial infarction). If, however,
the patient characteristics align only loosely with the available evidence
about the prevalence of the life-threatening condition (for example, in
a young non-smoker), a clinician may feel more reluctant to recommend
exposure to potentially inconvenient or harmful medical intervention.
These sorts of decisions involve inherent risk (what if I miss x?), but also
potentially reduce risk for a patient through minimising exposure to inva-
sive tests (complications, side effects, impact on missing work and so on).

Limiting scope: navigating overdiagnosis and over-investigation

Some conditions can present with vague or undifferentiated symptoms.
Most patients presenting with such symptoms in a primary care set-
ting are unlikely to have a particular disease. In the context of a tertiary
clinic, this prevalence shifts — more patients are likely to have the disease.
Retrospectively, it can seem obvious to the clinician and patient in tertiary
care that earlier ‘screening’ or ‘investigation’ might have identified this con-
dition sooner. The relevance of the evidence here is crucial, as the nature
of the population in these two clinical settings is different. The side effects
of screening an entire primary care patient population with similar vague
symptoms are often collectively not worthwhile for the patients involved.
This decision is based not only on resource allocation but also concerns
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about over-medicalisation and its short- and longer-term effects (for exam-
ple, patients who have been investigated for one set of ‘vague symptoms’
are more likely to feel anxious about and present for investigation of subse-
quent similar symptoms (10)). Embarking on multiple sets of investigations
without clinical imperative is unlikely to benefit the patient concerned (11).

There are multiple examples of an imperfect application of medi-
cine to a population who might have a disease. Ductal carcinoma in situ
(DCIS) of the breast is a common outcome detected during breast screen-
ing (12). The benefits of ‘treating’ this condition are contested, and ten-
sion arises here between individual and population-based decisions. At
an individual level, a patient may feel that DCIS having been detected,
should be removed (given the very small but potential risk of malig-
nancy). A clinician, similarly, may have personal experience of seeing
DCIS develop and so recommend lumpectomy to a patient. At a popula-
tion level, however, the available evidence has been interpreted in differ-
ent ways to justify or refute collective action for detected DCIS (13,14).
Screening programmes can have both potential advantages and disad-
vantages. Evidence informing how something is done (or not), when,
where and with whom, might vary depending upon how claims about
‘effectiveness’, ‘success’ or ‘cancer’ (for example, whether DCIS should be
considered cancer in all sub-populations) are all defined and positioned
within the research. Each might produce different thresholds for medi-
calising or treating certain patients with particular clinical features.

Interpretation of evidence involves value judgements. For exam-
ple, lowering the diagnostic threshold for hypertension, chronic kidney
disease (CKD) or diabetes. While there might be some potential benefits
if examined through a particular set of circumstances (e.g. context of a
stroke clinic), the benefits may be less clear-cut in a primary care context.
Here, the patient might present more readily with short-term side effects
and avoidance of medication due to polypharmacy, or falls and faints
due to hypotensive episodes, or depression triggered by anxieties around
mortality and being a burden to carers. The ‘fact’ becomes conditional in
relation to its relevance to the particular circumstance of this patient at
this point in time.

Working between the known and the unknown

Some clinicians (and patients) become very attached to the existence of
evidence. In essence, if the evidence to support something does not exist
(or is not available in a form familiar and accepted by them) then they
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do not wish to acknowledge the problem (or potential solutions) (15). It
is important for clinicians to be critically reflexive about this ambiguous
space. This space is dependent upon time and the nature of evidence the
research community has thus far chosen or been able to gather (depending
for example, on limitations of funding, feasibility or acceptability of meth-
ods). If ‘no evidence’ is said to currently exist to support particular claims,
the clinician and patient are faced with decisions: could this be pattern
x, which has been reported elsewhere but is not currently recognised by
some, as no RCTs exist for this as a ‘disease’ (for example, chronic fatigue
syndrome); might evidence in future suggest that this is a disease, or sup-
port particular management; or might this pattern of symptoms remain
a set of symptoms with no identifiable cause (nevertheless causing dis-
comfort or distress to the patient involved)? In order to work productively
with patients in this space, clinicians need to be critically reflexive (16),
have open discussions with patients about the limitations of the available
evidence, and be willing to think creatively with patients about ways to
tackle situations where little or no evidence is available, without dismiss-
ing the existence of a patient’s symptoms (‘because there is no evidence’).
This conversation needs to be balanced to avoid over-medicalisation, but
recognise the potential of a clinician to ‘hold’ symptoms with a patient and
attempt to address these wherever possible, regardless of cause.

Using familiar evidence versus finding new evidence

Some evidence is used repeatedly as part of a clinician’s regular reper-
toire of clinical practice, perhaps to inform a conversation about the pros
and cons of statins, or the impact of diet on reducing diabetes. Other evi-
dence might feel less embedded in the clinicians’ tacit knowledge, and
require clarification or checking each time it is used or encountered.
For both, it can be useful to re-check or confirm that no new relevant
or contrasting evidence exists. This requires us to see evidence produc-
tion and engagement as an ongoing and routine part of clinical practice.
Searching for evidence can be a useful tool to integrate into discussions
with some patients (or to share as a resource after a discussion).

The nature of evidence used may vary between clinicians or patient/
carer audiences. Selecting something to inform a discussion which is
accessible, rigorous and reliable can be challenging. Often secondary
sources of evidence might be used which summarise information, rather
than sharing or using primary sources. This process of summarising
involves interpretation, and it is important to ensure you are happy with
the way in which this has been done, before sharing a link with others.
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This process might require some background work to become familiar
with certain narratives about the value of a particular piece of evidence
to inform practice, but also with a range of ways and resources to share
this information (17).

Navigating uncertainty

Uncertainty is an important part of clinical practice and learning.
Uncertainty can be positioned as a knowledge deficit (for example, as men-
tioned earlier in relation to missing or incomplete evidence) and therefore
experienced as discomfort, inadequacy or tension. Uncertainty can, how-
ever, be a productive and creative space. Within EBM, this is where clinical
expertise, patient values and good humanistic judgement come in. A cli-
nician can navigate and implement knowledge to adapt to the particular
situation in front of them: a particular patient, situation or unanticipated
challenge. This requires individual-level, real-time adaptations and adjust-
ments within practice in the face of partial, incomplete or multiple forms of
knowledge. It involves recognising, appreciating and balancing available
knowledge; recognising the existence of gaps; and maximising opportuni-
ties to make suitable connections between what is known and the current
situation. This process is situated and therefore not fixed, and not possible
to predict in advance. It can, however, be informed by particular sets of
prepared values or moral accountability (18): a commitment, for example,
to work towards achieving what appears at that time to be in the best inter-
ests of a patient, within the bounds of current possibilities.

While there has been much research on and many analytic mod-
els of how learners experience uncertainty (e.g. 19,20,21,22,23,24), a
central theme has been the shift from individual defeatism or ‘lackism’
of the novice learner towards a position of expertise where the indi-
vidual is part of a connected network or web of knowledge. The cli-
nician can begin to decipher what they do not know; has confidence
to focus where in the network to explore; then shares possibilities for
action with the patient, based on the (potentially incomplete) knowl-
edge they are able to ascertain. There is therefore expertise related to
not only knowing (or not) about a particular knowledge topic or con-
tent, but also in knowing how to position oneself within wider networks
and communities of knowledge, keeping connected and up to date with
new developments and changes.

The generalist is at the intersection between their professional web
of knowledge and a web of knowledge about this patient, acquired per-
haps through continuity and care of their family and community. This
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familiarity with the personal situation and experiences of the individual
patient shapes, for example, the clinician’s confidence in their account
and a nuanced application of professional knowledge to this patient’s sit-
uation. Both professional and patient webs of knowledge have limits, and
the clinician requires trust and self-compassion to have the confidence
to acknowledge something is unknown (by self or the community); to
distinguish between self and community uncertainties; and to recognise,
accept and act in the face of uncertainty.

One important tool to tackle this challenge is curiosity. An openness
within clinical practice enables clinicians to actively listen to patients, to
recognise and utilise the knowledge(s) they bring, and to collectively act
together with what available knowledge(s) they have. A second tool is
critical reflexivity, encouraging the clinician to sustain and use a ques-
tioning approach in their practice: to avoid assumptions, or at least to be
aware when they are making assumptions, and to use this same criticality
in their engagement with others (peers, patients and so on). Thirdly, the
clinician can actively embrace a range of knowledge forms, moving flu-
idly and dynamically between different knowledge lenses or paradigms.
So, while an area may remain an ‘unknown unknown’ using one particu-
lar lens (for example, biomedical), it is possible to identify, explore and
address it using a different lens or approach.

Applying evidence in practice

Integrating different forms of knowledge (for example, biomedical and
biographical) extends from the initial problem-setting with a patient
(see Chapter 1) into the implementation stage of the clinical interac-
tion: selecting what is relevant to this situation, for this patient, at this
point in time. Here we find that the problem to solve (and hence the
solution to it) are not predefined but often enmeshed, complex, incom-
plete or unknown. There is considerable intellectual movement and work
done within the patient—clinician interaction to draw upon and integrate
a range of potential knowledge. This includes how problems have been
constructed or deconstructed; the overlap or conflict between identified
problems; differing thresholds for naming something as a problem; iden-
tified priorities; and alignment (or dissonance) between experiential
values and biomedical or standardised guideline approaches. While this
complex intellectual activity can be invisible to the observer, it becomes
vividly available to those actively involved in and adopting responsibility
within clinical interactions (25).
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To illustrate this, let’s take an assumption of linear healthcare: that,
provided a clinician can identify the relevant evidence or guideline, it
will tell them exactly what to do for this patient. Predetermined health-
care pathways are relevant in their entirety in some circumstances. We
will use an example (see also Example 18.1).

Example 5.1: Mrs Joper

Mrs Joper attends a follow-up appointment to discuss her X-ray
report. It shows no evidence of fracture, but mentions osteopenic
(bone-thinning) changes and recommends further investigation
for possible osteoporosis. Mrs Joper is a carer for her husband and
doesn’t drive, so is reluctant to travel to the hospital for appoint-
ments. She knows her mother had osteoporosis and is keen to
minimise her future risk of fracture (primary prevention). The
clinician can see two available UK-based guidelines written by
NICE (English National Institute for Health and Care Excellence)
and SIGN (Scottish Intercollegiate Guidelines Network). Their
recommendations for how to identify osteoporosis (for exam-
ple, using a fracture online risk assessment tool, or DEXA — dual
energy X-ray absorption — bone scan) differ. So too do the rec-
ommended thresholds for treatment and length of treatment.
Mrs Joper and the clinician reflect upon the values shaping each
guideline: NICE is using a measure of cost-effectiveness to deter-
mine what to prioritise and the recommended action, whereas
SIGN is prioritising patient outcomes. Mrs Joper is not keen to
attend hospital for a bone scan. They use the Qfracture online
risk tool as this definitely has her ethnic group included in the
data. Her risk score is 10 per cent, which puts her into the NICE
risk category. Mrs Joper decides that, based on their discussions,
she will try medication (bisphosphonates), but if she experiences
side effects (for example, heartburn) then she will stop the tab-
lets and opt for a DEXA scan to inform next steps.

Why wasn’t there one outcome or answer? NICE or SIGN make their rec-
ommendations using different value systems, in this case cost-effectiveness
versus patient outcomes. These value judgements are based on serving
‘populations’ rather than individuals, often as a way of rationing or allo-
cating finite resources within a healthcare system. At the time of writing,
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the research community has yet to conduct a perfect study to inform
practice and, indeed, such a study may not even be possible: Mrs Joper
is not a ‘textbook’ case (if such a case exists) where rules are clear and
straightforward. Instead, clinicians must be able to judge and adapt avail-
able evidence to meet the particular needs of the patient in front of them,
bringing together areas of relevant knowledge, while also acknowledg-
ing gaps and uncertainty.

The collective claims of a research study can never be comprehensive
or universally relevant: researchers must focus on specific questions and
outcomes, and select only certain members of the population to take part.
For example, a study might limit the inclusion of patients to those with a
single known clinical condition (avoiding those with multiple diseases), or
only recruit patient groups who speak and read one language. The result
is that the people included in the studies are not necessarily representa-
tive of wider groups; they are often younger and healthier, and participa-
tion is limited for patients from particular ethnic and cultural groups or
those with learning difficulties or disabilities. The evidence is inevitably
conditional, but often gives an illusion of collective truth: ‘we know x
about patients who have condition y’. Similarly, it might not be clear how
to resolve a tension or contradiction between guidance about how to man-
age two co-existing conditions experienced by the same patient.

In generalist practice, we are constantly responding to the identi-
fied needs of each patient so that we can apply available knowledge in
an acceptable, relevant way. This means that we must dispel the idea of
‘standardised practice’, because it omits much of the complex decision-
making of how and when we apply appropriate rules and knowledge. One
result of this is a paradox whereby the patient (and society more generally)
expects all patients should have access to the same care, while individu-
ally wanting their care to be adapted to their context and needs. In other
words, there is an expectation of equality (same care for all) but, in fact,
most want equity — that is, equal opportunity to reach the same outcome
by different means, or to reach a different, but more suitable outcome.

Informing collective practice through sharing
situated knowledge

Guidelines and standards are not wrong (26) and can be extremely help-
ful in informing clinical practice, as a starting point, a reference or an
aide-mémoire. However, recognising their limitations is crucial to sus-
tainable, person-centred clinical care. To share the dilemmas clinicians
encounter when faced with incomplete knowledge requires a safe space
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where they can express a vulnerability with trusted individuals who will
judge these elements of practice within a broader frame of the accept-
able limits of clinical practice and learning. To articulate these dilemmas,
clinicians need a language that is regarded by the community as legiti-
mate within professional boundaries. They require professionals to act
with moral principles which prioritise the flourishing of patients, self and
society. These cannot be standardised as they will differ for every patient
a clinician meets. To use this moral compass to inform practice requires
individuals and society to place trust in clinicians. We cannot remove this
need for trust through attempts at standardising practice. Rather, gov-
ernance approaches can either attempt to make these dilemmas invis-
ible, or produce spaces to make them explicitly visible and explore them
creatively and collectively (Table 5.1).

Table 5.1 Approaches to clinical practice and learning where use of evidence is

ambiguous

Generalist Capability

Example

Curiosity and Open Mindset
Being inclusive about different
lenses (e.g. biomedical,
experiential) which hold value
at particular times as most
relevant and important. This
lens preference informs what
evidence options appear good
or legitimate.

If a clinician approaches a clinical dilemma
using a lens of person-centredness to
approach care, they will likely use factors
most important to the person to inform
their decision. In contrast, if the clinician
uses a biomedical lens, they will utilise
disease-based facts and knowledge to judge
what appears to be the best possible course
of action. These are often not mutually
exclusive, but might require discussion if
there are potential contradictions or tensions.

Critical Reflexivity

Noticing what forms of
knowledge and evidence

we are particularly drawn
towards or attached to. Are

we preferencing one above
another, and if so why? Can we
move between these flexibly

to adjust to the needs of the
patient in front of us?

Put 10 clinicians in a consultation with a
patient and all would likely do something
slightly different. This is fine, but we need
to safety net this flexibility with an ongoing
self-critique about how and why we draw
upon certain evidence or knowledge in
particular ways. This ‘second head’ (27)
helps question how we feel and think, and
how this informs and shapes what we do.
Once we are able to articulate these for
ourselves, we can become curious about and
appreciate how others think, feel or make
sense of a situation.

(continued)
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Table 5.1 (Cont.)

Generalist Capability

Example

This process is essential if we are moving
between and using a variety of evidence and
knowledge forms. While each is different
(i.e. cannot be directly compared), we need
each time to consider its suitability and
relevance to inform decision-making. How
and why are we doing this? How might this
impact patient care? How is this informing
or limiting the ways in which we and others
make sense of a situation? Might additional
forms of knowledge or evidence strengthen
our approach?

Agile movement

between knowledge and
evidence forms

We move between, across and
configure different forms of
evidence, akin to making a
jigsaw (28). This helps produce
new insights, questions or
reframing of problems. A gap
or ‘wicked problem’ through
one lens might appear different
through another. This agility
can help us find and agree a
management plan now, while
agreeing safety nets and future
review.

If something feels unsolvable or unknown
(at least in part) using one approach, we
might reframe the issue through a different
lens. This makes visible new opportunities
or challenges and makes available different
evidence or knowledge to help us to

unpick or reframe problems in different

or complementary ways. Each time, we
evaluate the relevance of the evidence or
knowledge to the current situation and
select a way forward, drawing upon what
appears to be most rigorous in its relevance
and applicability to this interaction at this
point in time.

This requires us to explore and consider
different forms of evidence which are not
comparable, but potentially important

in different ways (e.g. RCT and patient
experience). We need to consider both,
appraise the value and limitations of each,
and use what is helpful in relation to the
present situation or dilemma. This ability
supports consideration of more than one
form of evidence at one point in time,
including review of its utility and relevance
over time.
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Rather than using a single (for example, biomedical) lens, governance
groups could discuss a range of lenses, perhaps explaining why they
might do things differently in different circumstances. They could still
produce a document on good practice, but it would no longer be a hier-
archy; instead you would see a selection of case studies which articulate
different ways in which a problem might be approached, with contextual
factors describing how and when to utilise each.

You can now imagine a practitioner is reaching for some guidance on
how to tackle a particular clinical problem. There are no explicit guidelines,
but there is a consensus document. It may take longer to read through and
digest case studies than it does the bullet list of generalised recommenda-
tions for a given condition. However, case studies can allow patient and
clinician to discuss the range of options the experts share, selecting those
elements which appear most relevant to this patient and present situation.
This can build trust and confidence to both recognise gaps and implement
the available evidence. The outcome achieved might be similar to a gener-
alised recommendation, but could be very different. Either way, the process
and experience of patient and clinician will differ: one approach reinforcing
a clinician’s deficiencies, and another their capabilities.

Conclusion

In this chapter we have talked about what knowledge is, and how certain
types of that knowledge are regularly valued over others. This hegem-
ony contributes to making many important aspects of generalist practice
invisible in standards and/or governance documents. As a result, the
clinical community has tended to limit its focus towards research which
objectifies and reduces practice, seeking to make generalisable or com-
parative claims. While these studies have a role, they do not represent
the full array of clinical judgement regularly required to adapt evidence
to the individual context of patients in practice. This creates a dissonance
for clinicians seeking to fulfil standardised aspirations of care, while hav-
ing to limit application and use of these forms of knowledge in practice.
Similarly, it produces challenges for clinicians and patients attempting to
integrate a range of knowledge to inform clinical care.

If we can be more inclusive in our appreciation of knowledge rel-
evant to clinical practice, embracing some of the more agile, flexible and
elastic aspects of knowledge application in practice, this will support clini-
cians to legitimise and develop ways to adapt evidence for local contexts.
Furthermore, an inclusive approach to knowledge might also encourage
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production of evidence which examines a fuller range and breadth of clini-
cal practice to include some of the more situated aspects of care. If we can
learn to feed this knowledge about how situated care is done back into col-
lective professional knowledge systems, then we can further develop gen-
eralist practice. This could utilise a broader, relevant field of evidence and
create more agile, responsive learning systems to inform clinical practice.
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Part Il: Educational approaches

The second part of this book (Chapters 6 and 7) explores generalist
approaches to clinical education. The clinical knowledge of a general-
ist is, by its very nature, dynamic and responsive. In this part, therefore,
we consider how the principles of generalism articulated in Chapter 1
can be taught, learned and assessed, and how these principles inform
approaches to education.






6
Education for clinical generalism

Sophie Park, Kay Leedham-Green and Ben Jackson

Introduction

In Chapter 1, we looked at generalism as a philosophy of practice. We
began to explore how generalist knowledge is not fixed, but alive and
dynamic: responsive and adaptive to current identified needs. We
described in Chapter 2 how generalists work successfully within this
unboundaried knowledge space to address all types of problems at all
stages of life, working collaboratively and drawing on external expertise
as needed. In Chapters 4 and 5 we explored how the implementation of
generalist knowledge within clinical practice is often not a linear process,
but one with multiple possible pathways, co-constructed between the
patient and their healthcare professional according to individual needs
and preferences.

There are of course parallels between approaches in generalist
practice and the approaches that support learning about generalism, as
these are underpinned by the same philosophy. Generalist principles to
education apply at all educational stages of a clinician’s career arc as the
emphasis gradually shifts from full-time learning, to service provision, to
leadership and teaching.

We argue that generalist learning is optimally facilitated through
holistic clinical workplace-based experiences and patient-based learning.
Clinical debrief and ‘critical reflexivity’ are employed to explore unmet
patient needs and co-construct learners’ educational needs (1). Learning
through practice is supplemented by responsive study and adaptive strat-
egies for addressing personal learning goals so that the relevant knowl-
edge necessary to optimise clinical outcomes is connected with dynamic
patient and population needs. Learners are engaged as partners in, rather
than as recipients of, education.
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We begin by thinking about the nature of generalist knowledge
(what is being learned) and how educational systems enable or inhibit
how that knowledge is shared, communicated or exchanged (the pro-
cess of learning). Although we touch on assessment, this is covered in
more detail in Chapter 7. Whether you are a teacher, learner or clinician
(or perhaps all three), we hope this chapter will enable you to consider
opportunities for sharing and building generalist knowledge and suggest
strategies to mitigate and overcome any challenges.

Learning is sometimes thought to be a unidirectional and didactic
transfer of pre-existing knowledge from teacher to learner (‘telling’).
Similarly, knowledge is sometimes presented as a ‘universal truth’, to be
learned. These perspectives create discrete power dynamics between ‘the
knower’ and ‘the receiver’ of knowledge. This can disempower the learner
as a passive observer or recipient, rather than as an active contributor to
the production of knowledge. Similarly, we tend to think about appren-
ticeship learning as a linear progression, with novices at one end and
experts at the other. These ‘pre-set’, hierarchical perspectives on learning
often suggest that there is one right way to acquire knowledge and a pre-
defined, ideal outcome at the end of the learning process.

We invite you to think differently: to imagine knowledge and learn-
ing as dynamic and flexible. First, knowledge is often ‘situated’; either
adapted, or unique to a particular social or physical setting. Second,
knowledge is ‘interactional’; co-produced locally through exchanges
between people. These perspectives open up a whole set of possibilities
for thinking about what knowledge is; where it is located; how it is pro-
duced; and how it is shared and developed. It also moves our view of
learners from being positioned within pre-set levels towards a more fluid
appreciation of expertise dependent on the situation and individual and
system requirements.

Within this dynamic view of learning, knowledge becomes ‘distrib-
uted’ between those involved in its co-production. Learning becomes par-
ticipatory and dependent upon the learner, their teacher, the patient and
the environment in which they are interacting (2,3).

Knowledge content: what is to be learned?

Some forms of knowledge are explicit and easy to categorise. As dis-
cussed in Chapter 4, these are sometimes referred to as ‘codified’ knowl-
edge (4). An example of codified knowledge might be which childhood
vaccinations are recommended for which ages? This knowledge is clearly
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defined by current guidelines and relatively easy to describe and assess.
In clinical practice, however, knowledge is often broader, more complex
and conditional upon the circumstances in which it is used. It therefore
needs to be adapted to meet those particular circumstances. For exam-
ple, negotiating childhood vaccinations with hesitant parents. Here,
required knowledge might include knowing which health visitor is best
to ask for advice (situated), what approaches work best when engaging
in conversation about previous experiences of side effects (experiential
and narrative), approaches to negotiation and inclusion (interactional),
and how health beliefs might be understood or challenged (theoreti-
cal). Generalist solutions to problems are therefore seldom fully codified
because every person and situation is different, and there are likely to
be competing theoretical understandings. Generalist expertise involves
implementing codified (e.g. biomedical) knowledge alongside other
expertise.

Roger Kneebone, in his essay on crossing knowledge paradigms
(5), talks about some of the difficulties learners (and indeed educators)
may encounter when moving from a fixed idea of knowledge to a more
unboundaried concept of what needs to be learned. This disorientation
happens when learners and educators begin to recognise the ‘complex
amalgam of factual knowledge, personal experience, anecdote and
empathy, played out against a background of professionalism and under-
pinned by a sense of care and compassion’ that is involved in clinical prac-
tice. It also involves recognising that many so-called testable ‘facts’ and
indeed ‘competencies’ are not fixed but socially constructed: for example,
competing clinical guidelines based on different social or economic val-
ues (6), or competency-based assessments that do not reflect the com-
plexities of practice (7).

Generalist knowledge and ways of knowing and practising are
expansive. There are multiple available forms of knowledge (for exam-
ple, biomedical, experiential, relational, experimental, procedural,
social, behavioural, political, narrative) for the clinician to recognise or
use. The process of implementing knowledge is interpretative and adap-
tive, informed by theories, values and frameworks, and there is therefore
not ‘one truth’. A patient rarely comes with a predefined condition and
leaves with a quick-fix solution to that problem. Rather, their symptoms
and concerns are interpreted in relation to causal factors, their environ-
ment and concurrent concerns and conditions, as well as future potential
concerns. Attending to the psychosocial does not mean ignoring bio-
medical aspects of the presentation, nor does attending to the biomedi-
cal mean rejecting the psychosocial. Rather, the generalist considers
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additional and complementary approaches and interprets each in the
light of the other.

Once we acknowledge that knowledge comes in multiple shapes
and sizes, we can embrace the idea that valuable knowledge will be
located across different settings and individuals. For example, patients or
carers might become recognised as educators, able to share their exper-
tise about living with a condition or their experience of care. A learning
conversation moves from ‘delivery of information’ to an exchange which
recognises the pre-existing knowledge of the learner, as well as the fal-
libility and ongoing learning needs of the teacher. Knowledge becomes
ever-developing, rather than an end point. The process of learning moves
from acquisition of ‘the right answer’ to inviting a dialogue or exchange
of mutual learning that acknowledges different perspectives. This shifts
the desired or expected outcome of a clinical learning event from memo-
rising guidelines towards achieving an appropriate solution for unique
conditions, priorities and circumstances.

The work of generalists involves integrating biomedical knowledge
with other complex ways of knowing. These include negotiation of:

* What might work for this person in this context (for example, particu-
lar circumstance or situation, consideration of gaps)?

* What has worked for similar people in similar contexts (for example,
previous experience of self or other)?

* What frameworks might inform our approach to their problem (for
example, how we value or position one thing as more important over
another)?

After exploring challenges to generalist learning, we discuss potential
opportunities and strategies.

Challenges to generalist learning

The elevation of biomedical knowledge

Medicine has a long-established and persistent division between ‘pre-
clinical’ (scientific) and ‘clinical’ (practical) knowledge. This shapes
dominant and persisting approaches to medical education, including
the ways institutions locate certain knowledge in particular settings
and people (for example, university or clinical placement). This divi-
sion is attributed to Flexner (8), who in the early 1900s proposed a
model for medical training, comprising two years ‘pre-clinical’ training
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in biomedical sciences such as anatomy and physiology, followed by at
least two years of clinical experiences. This divide of university-based
and clinic-based knowledge has permeated medical curricula inter-
nationally for over a century. This maintains that learners must become
sufficiently familiar with biomedical knowledge, before they can learn
how to apply this in practice with patients. This perspective suggests that
relevant knowledge is learned separately from patients, and then applied
(or done) to them. We argue that this is a counterproductive source of
polarisation and separation that perpetuates the Cartesian split between
mind and body. We propose a more collaborative, integrative approach
between places of knowledge production, places of learning and places
of clinical practice.

Compartmentalised learning

Within clinical education, the ‘pre-clinical years’ tend to be compartmen-
talised around body (dys)functions (for example, physiology, pharma-
cology, pathology) or body systems (for example, cardiology, neurology).
Similarly, clinical experiences tend to rotate through a series of discrete
specialty placements, with sequential assessment about each discipline
at the end of each placement or year. Almost exclusively, these rotations
have tended to focus on hospital-based experiences (and their exper-
tise around diseases or body parts) rather than community or primary
care (and their expertise in universal and comprehensive patient care).
Annemarie Mol argues that, from an early stage, learners are taught to
see patients through the lens of compartmentalised disciplines, organs
or diseases (9). Other knowledge becomes less visible to the learner: for
example, learning about a patient’s journey across health and illness,
the interactions between diseases they experience, or their movement
between clinical services. Isabel Menzies Lyth describes the dissonance
this creates for staff in caring for an individual as a holistic whole. She
argues that compartmentalisation of patients and practices into compo-
nents or tasks can be construed as a mitigation against the potential anxi-
ety arising from, or emotional work related to, personal and subjective
connections between practitioner and patient (10).

The relegation of experiential knowledge of illness

This compartmentalisation within learning and practice raises questions.
If learners become familiar with a set of predefined knowledge before,
rather than alongside, their interactions with patients, this can shape
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their long-term use and preference for certain forms of knowledge over
others. Some associate this separation with paternalistic, protocolised
approaches to clinical practice, policy and research with the delegitimi-
sation of more person-centred approaches (11). For example, teaching
learners to focus exclusively on anatomy, physiology, pathology and phar-
macology at the beginning of their studies can make it harder for them
to notice, acknowledge and respond to other forms of knowledge, which
might be equally, if not more, important to the patient. If the biomedical
lens is only part of the potentially relevant knowledge that informs clini-
cal practice, then it is perhaps counterproductive to forefront this incom-
plete knowledge in isolation so early in a clinical learner’s education.

Combine this focus on disease-based knowledge with assessments
that encourage early learners to preference fixed notions of knowledge —
for example, through single-best-answer questions — and we create the
conditions for learners to develop a very limited, deductive engagement
with patients. The developing clinician focuses on knowledge they have
been told is most legitimate (pharmacology, pathology, protocols and
so on) and uses this to frame their attention during their patient inter-
actions. Forms of knowledge that do not fit their assessment paradigm,
such as the humanities, communication and social sciences, become
deprioritised. Elevating biomedical ways of knowing can produce a
power discrepancy between clinicians and their patients, dismissing
other knowledge — for example, the knowledge brought by the patient,
the knowledge that is co-constructed during the encounter, and the theo-
ries that might inform the interaction — as less important.

Insulating learners from the hidden work of generalists

There is an educational tension between the delivery of discrete codi-
fied, accessible ‘pots’ of knowledge and the need to integrate, connect,
transform and implement knowledge in practice. An assumption within
the Flexnerian model is that learners can develop a series of knowledge
‘pots’, and then work out how to connect and apply them: which pot to
use when, and how the pots might relate to one another. This produces
challenges when a patient brings undifferentiated symptoms such as
‘tired all the time’ or ‘out of sorts’, or when people have multiple com-
plex conditions or enduring symptoms or disabilities (see Chapter 18 on
multimorbidity). Sometimes clinical educators attempt to protect learn-
ers from these complex and potentially overwhelming ‘presentations’ by
preselecting or limiting the focus of a learner—patient interaction - for
example, by triaging less complex patients for learners, or focusing on a
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specific curriculum topic, or detaching the learner from the clinical man-
agement process.

These attempts to predefine the learning encounter position the
clinical teacher as ‘the knower’ in relation to the learner, and the patients’
symptoms become a puzzle to be correctly solved through some advance
preparation. While these more concrete and discrete ways of teaching
can provide a sense of incremental growth and control, they can also pro-
duce a counterproductive illusion of simplicity, or devalue the situated
nature of illness and disease, effectively hiding the complexity of gener-
alism: ‘T have already seen a case of COPD, so don’t need to see another’,
or ‘that patient isn’t relevant to my learning, as they don’t have a for-
mal disease diagnosis’. At worst it can promote a situation where people
presenting with real suffering that is difficult to codify are dismissed as
irrelevant or peripheral to clinical education priorities, perpetuating the
problem for future patient interactions. Similarly, separating diagnosis
from management can insulate learners from complex challenges around
the suitability and clinical need for treatment and referral beyond simple
guidelines and referral pathways.

Before proposing generalist solutions to some of these challenges,
we share an example of a generalist community of learning based in pri-
mary care.

Example 6.1: The Village Practice (an educational
community of practice in primary care)

The Village Practice has four general practitioners, two practice
nurses, a link worker, an apprentice healthcare assistant, a prac-
tice manager and several administrators. The local university sends
four undergraduate medical students who come every Tuesday
for a year, and two graduate doctors in training who rotate every
six months. The university provides teacher development and an
annual educational conference.

The four undergraduate medical students have broad learning
outcomes specified by their university, as well as project work and
‘sign-offs’, but the university is flexible as to how these outcomes
are achieved. Each pair of medical students sees two or three
patients from that day’s list who have agreed to longer ‘teaching
appointments’ at booking. The students spend up to 40 minutes
with each patient before inviting their GP supervisor to debrief
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with the patient and check any clinical decisions. At the end of the
session, they reflect together and agree on personal learning goals.
For the rest of the day, they work in pairs on a ‘community action
project’, or see one of their ‘longitudinal patients’. These patients
are people with multimorbidity who have agreed to share their
experiences with students. The students visit them at home several
times over the year, helping them identify an achievable change
that might make a difference, and supporting them in making it
happen. Students debrief with their supervisor after each visit and
sometimes act as the patient’s advocate with the social prescribing
link worker. Their community action projects are adapted from a
list of university suggestions: one pair is evaluating a local walking
group; the other is doing an inhaler recycling project. Their project
posters will be assessed at the university’s annual teacher confer-
ence and presented at the practice learning group.

The two graduate doctors have seven clinics and three educa-
tion sessions each week. Each clinic is three hours long and they
see around 12 patients followed by a GP-led debrief where they
collaboratively review decisions, discuss any unmet patient needs,
and identify knowledge gaps and learning goals. Evidence of
engagement and progress towards learning goals is stored in their
e-portfolio. One of their education sessions is at the local university
with other trainees; the other two are self-directed. They are cur-
rently practising for an upcoming ‘simulated consultation assess-
ment’ (see Chapter 7) so they analyse their most interesting or
challenging consultations together.

The apprentice healthcare assistant is being trained by the prac-
tice nurse in phlebotomy, vaccination, ECGs, spirometry, antico-
agulation and routine monitoring. They are currently learning how
to support the chronic condition reviews that happen before per-
sonalised care-planning appointments (see Chapter 18). Once their
18-month apprenticeship period is over, they intend to stay on at
the practice.

The practice manager organises a fortnightly practice learning
group over an extended lunch break. Everyone attends, including
their patient participation group. Anyone can suggest a topic for
learning or improvement and upvote the topics that interest them.
Recent topics have included: continuity of care, trauma-informed
care, the appointment booking system, shared decision-making,
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responding to feedback, social prescribing, advances in smok-
ing cessation, and responding to mental health crises. After each
meeting, everyone commits to an action which is reviewed at sub-
sequent meetings. They finish by agreeing on the next topic and an
educational strategy: perhaps an article or video for discussion, a
learner-led workshop, or inviting patients and carers to share their
experiences and co-design improvements.

Reflective questions

We invite you to reflect on how the principles of generalism are
enacted in this example. What diverse knowledge forms are
included? How is new knowledge co-created in ways that are respon-
sive and agile to clinical needs? How are collaborative practices and
distributed expertise reflected? How are research, practice, patients
and learning connected? From an educational perspective, what
structures support effortful learning, meaningful feedback and per-
sonalised approaches to learning? How are teachers and learners
developing together?

Opportunities and strategies for generalist learning

We now discuss some of the potential strategies for enabling learn-
ing that support authentic generalist approaches to clinical practice.
Generalism is a situated practice, informed by and connected with schol-
arly resources and evidence. This includes knowledge about people,
places and local systems as well as the biomedical, social and behavioural
sciences. It is key, therefore, that learning about generalism includes a
close and integrated connection between clinical practice (service deliv-
ery) and learning.

Assessments that support generalist learning

John Biggs reminds us that educators often start by defining what is to be
learned, then design associated teaching strategies, and last of all, create
assessments to check what has been learned (12). Learners, on the other
hand, tend to focus on what is to be assessed. They see their assessments
as the curriculum, and focus their learning activities accordingly. The
trick, then, is to create assessments that align with the knowledge and
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competencies that patients, experts and other stakeholders need learn-
ers to acquire and use (3): assessment for learning, rather than simply
of learning.

Nowhere is the divide between expansive generalist knowledge and
boundaried biomedical teaching made more obvious than within assess-
ment practices. When assessing clinical learning, written papers for high-
stakes examinations are increasingly machine-marked formats such as
multiple-choice, or single-best-answer (13), implying an objective single-
best approach to patient problems. Practical examinations test isolated
procedures, such as examining an abdomen, with objective structured
mark sheets, implying a right or wrong (rather than responsive) way of
practising. High-stakes examinations, such as the UK Medical Licensing
Assessment (MLA), specify the types of patient problems and procedures
that might appear in the assessment (14), implying a finite amount of
knowledge that means one is ‘prepared for practice’. What does this
assessment paradigm say about how we value critical thinking about dif-
ferent approaches to clinical practice? Or adaptive approaches to meet
patient needs or context? Or working safely when the answer is uncer-
tain? Or team-based practice? Or relationship-based care? These assess-
ment challenges are further explored in Chapter 7.

Positivistic approaches to assessment can convey dissonant mes-
sages to learners and teachers about the value of ‘top-down’ knowledge
standards (for example, being able to recall management guidelines)
versus ‘bottom-up’ experiential learning through patient encounters (for
example, being able to implement guidelines with a patient where the
diagnosis is currently uncertain, or where the patient has other complex
needs). There is a risk that assessments drive learners to focus on rote
memorisation and repetitive practising of decontextualised skills where,
for example, the abdominal examination becomes a performance rather
than a genuine diagnostic tool. Brian Hodges reminds us to be critically
aware of the dominant discourses that frame our approaches to assess-
ment. Poorly aligned assessments might create the illusion of compe-
tence but may risk inadvertently driving incompetence (7). The purpose
of assessment is not just to assess simple description or reproduction of
learning. Rather, assessment can drive meaningful learning through
stimulating knowledge transformation or consolidation.

Immersive workplace-based learning

Generalism invites an authentic approach to learning through clinical
interactions so that learning is responsive to patient needs. Paul Atkinson
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describes the distinction between learner—patient encounters which are
filtered (which he calls ‘cold’) and encounters which are contemporane-
ous with a patient’s clinical care and healthcare journey (which he calls
‘hot’) (15) —see Figure 6.1. Cold learning is predetermined, producing an
impression of certainty or ‘the right answer’ to be uncovered. Hot learn-
ing, for us, is workplace-based learning at its best. A learner meets with
a patient early in their clinical care, rather than ‘clerking’ them after they
have been ‘processed’. This maximises opportunities for active engage-
ment in the clinical process and learner contributions to care (supported
according to their capabilities). A learner can explore diagnostic pos-
sibilities and uncertainties, while considering a wider range of diverse
patient needs.

Facilitated debrief and reflection about the patient encounter
can stimulate further self-directed learning. The learner can become
familiar with a broad range of reasons for attendance, not all of which
fit the ‘diagnose, treat, cure’ paradigm of textbooks. Such interactions
with patients may address disease-oriented needs, but are also likely to
include consideration of social and psychological complexities, symp-
toms that never reach a point of diagnosis, living with chronic condi-
tions, and even complaints or requests for second opinions. This affords
opportunities for learners to implement their current knowledge (how
to elicit, filter, prioritise, select and focus), to construct new knowledge
through social interactions, and to purposefully expand their knowledge

Present Diagnose Manage

Patient

Student

Hot learning - with the patient

Diagnose Manage

Patient

Student

g
1]
-3+

“So, what happened?”
Cold learning - after diagnosis

Figure 6.1 Hot and cold clinical learning. © Sophie Park, based on
description in Atkinson, 1975
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around identified gaps. The disease label or absence/presence of disease
no longer becomes the sole learning focus or end point, as learning has
arisen through the process of patient engagement. Learners also learn
to manage uncertainty from the outset, and how to navigate the ethical
and social dilemmas encountered within clinical care. Learning becomes
shaped towards both topic-based knowledge and the capabilities to
implement and adapt that knowledge content to situated patient care.

Learning in partnership with patients

Generalist learning happens in participation with patients, who need to
be recognised as a legitimate and expected part of learning conversa-
tions (see also Chapter 2). This means sharing the learning process with
patients, including whether the learner wants feedback on a specific
aspect of the encounter so that they can contribute fully to the learner’s
development. It also means checking in with the patient during the learn-
ing encounter or inviting them to debrief or provide feedback afterwards,
so that patient experiences inform the future organisation and delivery
of clinical learning.

Patients may need support and guidance on how they can con-
tribute to a learning encounter (16-18). This can be done through
some basic groundwork, which can be negotiated by the supervisor on
behalf of the learner, or by the learner during the encounter. Service
and teaching are often integrated within clinical organisations. It is,
however, important wherever possible to ensure that people contribut-
ing to service-based learning are comfortable. This includes consent
(ideally before entering a clinical space) and iterative checkpoints as
the interaction evolves (17). This helps to orientate and set expecta-
tions. This includes sharing:

* Information about the learner and their course or placement (for
example, Tam Rehan, training to be an Advanced Clinical Practitioner;
I have a background as a paramedic’).

e What the learner is currently working on, and how this interaction
fits in (for example, ‘I am working on exploring people’s concerns. My
supervisor will join us after our conversation, and help plan next steps
together ...).

* Explicit confidentiality assurance and repeated iterative consent at
different stages of the interaction for discussion, examination, delib-
eration with a colleague and so on (for example, ‘First, can we have a
conversation? Now, is it OK if I examine you?’).
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e Nature of the planned patient-student interaction and feedback
opportunities (for example, ‘I will try to summarise our discussion to
my supervisor — would you mind letting me know how my summary
sounds?’).

* What the student knows and would like to learn, and any additional
learning established through the encounter (for example, ‘I haven’t
met many people with x yet; could you tell me about how you were
first diagnosed and what you've found helpful since then?’).

* How the patient-learner interaction will contribute to the patient’s
care (for example, ‘Let’s try to come up with a plan together, but this
will need to be checked by my supervisor before you go’).

* Any ground rules such as mutual respect and time out if either feels
discomfort.

Learning through practice provides opportunities for learner—patient
interactions that actually contribute to the care process rather than
simply being a ‘dummy’ parallel process. Establishing safe ways in
which this might happen can give the learner a sense of responsibility
and provide recognition that the knowledge they acquire and imple-
ment is ‘live’. Feedback from a patient that their story and concerns
have been accurately summarised, for example, can provide encour-
agement for even the earliest learners that they are developing useful
skills for generalist care.

Supporting learners to work safely with uncertainty

An important part of establishing a sense of safety before patient inter-
actions is for both the learner and teacher to discuss how uncertainty
should be managed: not if it occurs, but when and how. Should uncer-
tainty be explored with the patient present as an observer or partner
in the conversation, or should this be discussed in the next room? Is
it safe to wait until after the patient has left? The teacher may also
want to clarify whether, when and how the learner is expected to try to
address their own uncertainties. Should this be done with the patient?
Should this be done immediately, or noted for later discussion? How
might the learner develop independent strategies for addressing their
own knowledge gaps (for example, by consulting online guidelines, or
discussing with peers)? Or should they ask their teacher first? How and
when will the teacher respond to the learner’s uncertainties, and will
they share their own uncertainties and model their own strategies for
dealing with them?
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Supporting learners to engage in deliberate and scholarly work

Although immersion in the clinical workplace is important, it is not
enough in itself. We need to develop expert practitioners who engage
with generalism’s research-informed practices and complex evidence
base. Anders Ericsson talked about the concept of ‘deliberate practice’
in the development of expertise (19,20). He observed that the most
effective learners were constantly pushing the boundaries of what they
could do, guided by experts, studying the practices of others, identifying
their own weaknesses and purposefully practising around them. Social
engagement (‘being immersed’) is not enough. Learners also need to be
cognitively engaged: identifying gaps in their knowledge through expert
guidance, reflection and feedback, and effortfully and purposefully
addressing those gaps.

Scholarly engagement with the diverse knowledge that underpins
generalism may be straightforward if innate curiosity motivates learn-
ers to explore. This intellectual engagement is, however, hard work. This
therefore needs encouragement, guidance and structural support. It is
important to build expectations and opportunities for learning into the
clinical learning environment; and to align activities, assignments and
assessments so that they drive engagement with generalist knowledge
forms. Learners can then begin to access and experience the connection
between clinical practice and learning approaches, and their scholarly
or intellectual underpinnings. Helping learners to develop their own
approaches to developing and sustaining scholarly informed practice
is key.

Engaging learners in a connected curriculum for generalism

Dilly Fung, in her book A Connected Curriculum for Higher Education,
argues that attempts to standardise clinical education have led to it
becoming disconnected from the evolving needs of patients and society,
as well as from research and innovation (21). Fung argues for a more
dynamic curriculum that is built on two-way connections and the con-
struction of new knowledge between all the stakeholders: learners, clini-
cal teachers, academic faculty, leadership, administration, patients and
communities. In this form of connected curriculum, learners require reg-
ular points of dialogue to help frame, bound or expand understanding
about a particular clinical experience from other sources.

Examples of connections from the primary care-based Example 6.1
include responsive learning goals identified through debrief after clinical
encounters; the postgraduate trainees bringing research-informed ways
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of practising from the university to the team; the students’ community-
based projects being shared with both the team and the university via
the teaching conference; and the practice learning group which has a
dynamic rather than fixed curriculum that is multiprofessional, involves
patients, and brings historically separated areas of knowledge together.
In this way, service-based learning activities and the needs of patients
and learners inform and are informed by curricular goals or outcomes,
which also inform and are informed by, for example, research and pol-
icy (21). These two-way connections allow learners and teachers to
attend not only to what is known and experienced, but also to what is
not (22): enabling them to articulate and address the unmet needs of
patients and society and their own unmet educational goals, as well as
ensuring learning is research-informed.

There is a multitude of ways to create and use curricula in more
dynamic and connected ways. The key to supporting generalist learning
is to ensure that the process supports ‘hot’ or ‘bottom-up’ learning: from
and through practice. The temptation to predefine topics and areas for
learning is huge, shifting autonomy and control towards the governing
institution rather than the learner. Trust and agility are required, but
so are structures that enable inclusive points of connection, such as the
practice learning group in Example 6.1. Curriculum space and learn-
ing effort then become more agile and responsive to learner and patient
needs and to new research.

Creating a supportive learning environment

Participating in new communities of practice is not easy for learners and
must be dynamically negotiated (23). Most professional groups or com-
munities will, over time, develop unique words, rituals and meanings
which they attribute to particular ideas, processes or objects (2). These
might be simple things like whether to ‘wear’ a stethoscope, whether to
use first names, or who sits where around a meeting table. Communities
of practice that use complex knowledge also tend to develop a particular
language as theories and ideas are given shorthand labels: for example,
‘concordance’ or ‘functional’. Language, artefacts, rituals and attributed
meanings, however, can feel impenetrable to a novice and produce a bar-
rier between a learner’s position as ‘outsider’ and their desired position
as ‘insider’ or ‘knower’. If a learner is used to being in a hospital clinical
setting, they might feel very unsettled if their position shifts from insider
and ‘knower’ to peripheral member and ‘partial knower’ within an unfa-
miliar primary care context, or vice versa.
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The positioning of a learner within a new community of practice
needs to be carefully managed. Learners need to feel welcomed and
invited, and trust their seniors and near-peers not to humiliate or ostra-
cise them for ‘not knowing’, but rather celebrate their curiosity. This
‘insider—outsider’ tension can present at any transition between clinical
learning environments (24), and even after a period of absence when
terminology and associated meanings might have shifted. If novices feel
welcomed and invited to share their curiosity, this has broader advan-
tages for that community. Their ‘fresh eyes’ can invoke critical curiosity
about what words mean, and how and why things are done in certain
ways. This can help clinical teams to recognise the value (and occasion-
ally the absurdity) of established ways of working (25).

It is also important from a patient-safety perspective for learners to
feel safe to discuss their ideas, questions and concerns, and to say when
they are unsure and to focus with curiosity and openness on what they
do not know, rather than retreat to what they do. This requires an envi-
ronment that fosters a growth mindset (26) and a sense of psychological
safety (27). A learner-led multiprofessional exploration of psychological
safety in generalist learning environments (28) found a sense of safety
was inhibited by hierarchical and boundaried working and fear of ridi-
cule for ‘not knowing’. Conversely, safety was engendered through a vari-
ety of modifiable mechanisms: educational supervisors and team leaders
who created a safe and inclusive learning culture; strong interpersonal
relationships supported through extended or longitudinal placements;
peer-to-peer support through small-group learning (hence in our exam-
ple undergraduate learners worked in pairs); and opportunities for open
and inclusive dialogue across hierarchies and silos, often supported by a
‘boundary spanner’ who creates spaces for conversations that might not
otherwise happen (in our example, the ‘boundary spanner’ was the prac-
tice manager who convened the practice learning group).

Learners require a safe place to think (often aloud), to listen and
challenge, to explore and try things out, and a trusting dialogue with
those providing support and guidance. A sense of safety and trust sup-
ports the learner to stretch themselves further towards the limits of their
capability and maximises the extent to which a teacher or organisation
will position a learner as an active participant in the clinical environment.

Personalising educational approaches

Dewey and, more recently, Freire have challenged the idea dominating
many educational models where learning has become a standardised and
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industrial process to produce ‘outputs’ on exiting a course with repro-
ducible and replicable traits and behaviours (29,30). In contrast, they
propose a model of education which enables each learner to be treated as
an individual. Learning therefore becomes more focused on professional
development needs, with each individual having their own trajectory,
dependent on their evolving role, patient and societal needs, and contex-
tual constraints. Forefronting the aim of learning as personal growth and
engagement in clinical practice (in addition to reaching a standardised
or pre-set competency) positions learners in the driving seat and allows
them greater agency over their own learning journey.

Conceptualising a more dynamic approach to clinical learning
requires a dynamic curricular map. E-portfolios are an important and
potentially dynamic tool in highly distributed learning environments such
asthe clinical workplace, where learners might be attached to different clin-
ical teachers across many different sites, or rotate between sites. A dynamic
e-portfolio can enable educational institutions to share their desired ‘top-
down’ outcomes with teachers and learners, but with flexible personalisa-
tion as to how and when those outcomes are achieved. Administrators and
accrediting bodies can connect with learners and their supervisors via the
e-portfolio so that all are clear on progress towards accreditation stand-
ards and any additional evidence needed. A dynamic portfolio of learn-
ing can also help learners and their educational supervisors to keep track
of ‘bottom-up’ personal learning goals, generated in response to clinical
encounters, which can be handed forward to new supervisors or mentors,
providing a purposeful focus for learning effort. Learners and supervisors
can see what has been learned, so, rather than duplicate prior learning,
effort can be focused on areas for improvement. As learners progress from
novice to practising professional, personalised education becomes increas-
ingly important as learners bring more and more prior professional knowl-
edge and develop increasingly unique professional journeys. Learners can
also showcase additional projects or learning that they have undertaken in
areas of personal or professional interest.

If clinical learning changes from a top-down curriculum to a more
connected ‘real-world’ curriculum that reflects both regulatory priorities
and clinical care ‘as practised’, students are likely to find themselves moving
into the spaces where care actually happens. Training might follow actual
patient pathways, thereby embracing a wider range of health and social
care knowledge and producing graduates who are genuinely prepared
for practice. Of course, clinical learners need to function within a certain
agreed range of norms and regulatory standards. Personalised approaches,
however, acknowledge that norms and standards are constantly changing
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(sometimes slowly, sometimes — as in the case of the COVID-19 pandemic —
rapidly). Equipping clinicians with the ability not just to follow pre-set rules
and rehearse pre-set routines, but to question how and when they might
need to be applied or adjusted, enables clinicians to adapt their knowledge
to the ever-changing demands of patient care. It also enables learners to
develop a professional identity that feels personally congruent rather than
imposed, supporting their future wellbeing (31).

Promoting clinical reasoning and critical reflexivity through debrief

Feedback can take many forms. It might be corrective — for example, if a
learner has prescribed an incorrect dose. It can be directive — for example,
if alearner has failed to follow guidelines or consider important possibili-
ties. Feedback can also help a learner judge whether something was good
or bad from a particular perspective — for example, whether the patient
felt listened to. Generalist learning, however, requires feedback to both
embrace and move beyond corrective, directive or judgemental forms,
towards connecting what was done with outcomes, so that it not only sup-
ports safe effective consultation outcomes, but also stimulates collabora-
tive meaning-making, critical reflexivity and transferable learning about
how those outcomes were met. If debrief is purely corrective — attending
only to ‘right or wrong’ outcomes, or even the ‘teacher’ effectively doing
the learner’s consultations again for them — then limited transferable
learning happens. If, however, it attends to processes (for example, ‘what
were your thoughts at this stage?’, ‘at what point did you realise you were
uncertain?’, ‘how else could you have managed that uncertainty?’) then
feed-forward learning is more likely to happen. As Suzanne Kurtz and
colleagues remind us, there is no ‘right or wrong’ form of communica-
tion, only whether it served its intended purpose (32). We use the term
‘debrief’ for this richer form of feedback.

Debrief after a clinical encounter is an opportunity to develop
shared meaning-making and to highlight areas and potential strategies
for personal development. Debrief can happen between learner and
teacher, peer-to-peer, or in small groups but should happen as soon as
possible after the learning encounter (hence, in our Example 6.1, after
each session for graduate doctors, and after each patient for under-
graduate learners). Teachers can also model their learning processes
by debriefing their own consultations with learners. A debrief need not
start with what was done right or wrong — rather, with a rich description
of what happened (explicit), what participants were trying to achieve
(implicit), followed by collaborative meaning-making and co-creation
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(and sometimes rehearsal) of alternative solutions. Where a learner is
unsure whether they had missed something, attention and connections
can be drawn to relevant models, theory or knowledge sources.

Debrief can also help to make explicit the implicit steps within
a generalist clinical interaction (Table 6.1), thereby enabling learn-
ers to critique their own consultation processes, clinical reasoning
and approach to uncertainty over time. With continuity, the process of
debrief (Table 6.2) can support learners in developing a reflexive reper-
toire of internally available processes, questions and safety nets so that
they become able to question their own clinical reasoning processes (for
example, what is this likely to be, what does my patient think is going
on, what else is possible or easily missed, what do I need to exclude now,

what can wait, what might be unsaid? (33)).

Table 6.1 A generalist model of clinical interactions

Steps (not | Clinical focus Associated Potential debrief

always (implicit aim) practices questions (open,

linear) (how it might be probing or direct)
achieved)

Connect Bringing prior Checking notes. How did/could you
information Welcoming, prepare? How have
forward. connecting, they been since last
Ensuring people | listening, observing, | reviewed? How did
feel welcomed attending to they seem when
and accepted. emotions. Noting they first came in?
Eliciting their cues, clues, What was their
story and metaphors, concerns | main concern?
concerns. and gaps. Do you feel you

gave them enough
time to talk? What
emotions were
expressed?

Forage Building a picture. | Dialogue to What were you most

(inductive) | Not trying to probe, clarify and curious about? How
‘diagnose’—aiming | explore contextual did you explore
to approach information. that? What else
a shared might be relevant?
understanding of (e.g. abuse,
the issue(s). poverty, preventive

measures, chronic
care needs, etc.)
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Table 6.1 (Cont.)

negotiate how
to frame and
prioritise the
current focus,

lenses (is this

part of a wider
issue, ongoing
problem, contextual

Steps (not | Clinical focus Associated Potential debrief

always (implicit aim) practices questions (open,

linear) (how it might be probing or direct)
achieved)

Problem-set | Together, Trying different Taking all this into

consideration, what
are the potential
issues? How did
you agree where to

noting anything factors?), framing, start?
important but negotiating.
not urgent to
return to.
Sort and Clinical Sorting knowledge | Talk me through
seek reasoning. gained from patient. | the possibilities.
(deductive- | Exploring Sharing own What is likely/
inductive together the likely | thinking. Seeking urgent/important/
loops) possibilities, new knowledge easily missed?
causal factors, where needed What would
potential impacts. | (e.g. focused help you to sort
Testing ideas. questioning, focused | them? What other
Exploring red examination, information did
flags, potential external sources of | you need? What did
implications. knowledge). you find? Was that
Considering what sufficient? Where
might be unsaid. else could you
look/ask?
Integrate Collaboratively Sharing and inviting | How did you bring
configuring understanding. all this together?
jigsaw pieces, Agreeing how What was your
acknowledging this shared patient’s analysis?
gaps, and understanding might | How did you resolve
negotiating next inform next steps. any differences /
steps. agree unknowns?
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Table 6.1 (Cont.)

Steps (not | Clinical focus Associated Potential debrief

always (implicit aim) practices questions (open,

linear) (how it might be probing or direct)
achieved)

Plan Together, Exploring ideas What guidelines
agreeing a for what might might be useful
personalised plan | help. Agreeing here? What ideas or
based on joint and reviewing the preferences did your
understanding, plan. Creating a patient have? How
safety net, and mitigation and did you agree on
confirming if/ review plan (what to | next steps / resolve
when to connect | doif...). differences? How
together and/or did you confirm
with others. understanding and

safety net? How did
you hand over to the
patient / another
professional / the
next consultation?

Review Active and critical | Writing in the notes. | Talk me through
reflection. Noting areas for your record-keeping
Record-keeping. reflection or debrief. | / prescribing /
Self-care and Taking a ‘breath’ referrals. How
preparation for before the next do you feel that
next patient. patient. encounter went?

Why? Were there
any unmet patient

needs? Is there
need for additional
follow-up, referral
or ongoing
conversation?
What do you need
to work on?
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Table 6.2 A clinical debrief for generalist learning

Check in: acknowledge feelings, attend to immediate wellbeing

Agree expectations: time constraints, priorities for feedback, privacy, etc.

In parallel ...

Learner summarises ...

Teacher (or colleague) opens notes
and considers ...

* Clinical summary:

o Summary of the patient’s
concerns and symptoms

o What the learner explored, any
examination findings

o What the learner thinks might
be going on, and why

o What next steps were agreed
with patient/carer, and
reasoning.

* Consultation processes:

o What happened in the
consultation including any
consultation difficulties

o What did not happen but
should have (‘what I knew but
didn’t do’).

* Problem-framing: How was
the problem framed? Might a
different lens be helpful? How did
the learner integrate future/past
considerations and contextual
information?

* Patient perspective: In what ways
were the patient’s perspectives
and priorities integrated, and how
were differences resolved?

e Gaps: What (if any) are the gaps?
e.g. additional potential diagnoses
or factors that need considering

* Uncertainty and safety: How
were serious causes considered
(red flags)? How was uncertainty
navigated (safety netting)? How
were clinical guidelines used?

* Housekeeping: How were the
notes written and coded, and
referrals/prescriptions done?

Collaboratively, and with critical reflexivity:

* Discussion on why the consultation went as it did, including areas of

excellence and missed opportunities

* Plan for addressing any unmet patient needs

o Isthere a need for additional follow-up, referral or ongoing

conversation?

e Plan to address learners’ educational needs

o Strategies, frameworks, guidelines, theories, areas of understanding,

consultation areas to work on

o Agreed and recorded for follow-up (e.g. in e-portfolio)
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Conclusion

There are strong parallels between generalist approaches to educa-
tion and clinical practice. Characteristics include being learner-centred,
relationship-based, expansive and adaptive, positioning learners as
active partners and participants in a learning ecosystem, and drawing
dynamically upon different forms of knowledge to address what learn-
ing is needed for a particular situation or circumstance. Learning moves
from something finite to something infinite: an incremental process that
informs meaningful ways by which professionals enhance their clinical
practice. In order to integrate clinical practice and learning, we need to
articulate and make explicit the knowledge we use, and how we use it.
Because the nature of generalist knowledge is complex and distributed, so
too are the approaches to teach, learn and assess this knowledge. The con-
tent and approaches of generalist clinical practice and learning are both
experiential and scholarly, and it is the ongoing connection between these
which enables clinicians and clinical learners to adapt, re-form and apply
their knowledge in previously unknown or unencountered circumstances.
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Generalism and assessment

Eleanor Hothersall and Eliot Rees

Introduction

In this chapter we focus on assessment, building upon Chapter 6 which
describes the ways that generalism can be taught and learned. We draw
on examples from medicine, but there are many relevant parallels across
clinical education. Inevitably, in order to demonstrate that learning has
been achieved, some form of assessment must follow. In this chapter
we explore how assessment is traditionally viewed, highlighting how
the standard approaches to assessment have developed, with a particu-
lar emphasis on summative assessment — where information is used to
determine whether a learner has reached a sufficient standard to pro-
gress (or to maintain current status, as with processes like revalidation).
We discuss how the generalist perspective and the associated values of
holism and embracing uncertainty bring particular challenges to assess-
ment, and look at some attempts to address this which are currently in
use. Finally, we pose some challenges which are in urgent need of being
addressed.

Somewhere in the journey from early schooling to working as a pro-
fessional our perspective on assessment shifts. In part, this comes from
the acceptance that assessment in some format is needed to demonstrate
understanding and capability (often referred to as competence, as dis-
cussed below) and in part realisation that assessment is more than just
dreaded exams.

Consequently, here we discuss assessment in its widest sense,
described by Fenton (1) as ‘the collection of relevant information that
may be relied on for making decisions’. We can think of this as any pro-
cess for determining the learning, understanding, ability and/or skill of
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a learner. Assessment in the context of education for healthcare profes-
sionals can be carried out to:

* Determine whether a learner is ready to progress to the next level of
training, or to finish training (for example, exit exams).

¢ Determine whether candidates meet a minimum standard (for exam-
ple, licensure exams).

* Distinguish between candidates, and predict future performance (for
example, determining Honours, or guiding selection decisions).

* Diagnose gaps in learning or teaching (for example, an end-of-module
quiz to assess understanding).

* Compare institutions or training programmes (for example, national
exit exams).

This chapter outlines the essential role of assessment in ensuring learn-
ers are competent and safe to provide healthcare to patients. We high-
light the challenges posed as the elements valued in clinical education,
particularly for doctors, are brought into contrast with the paradigms of
the generalist perspective, including the ways of teaching and learning
outlined in Chapter 6. We demonstrate that current assessment practices
are not always well aligned with a generalist approach, concluding with
an exploration of ways in which educators can employ assessment prac-
tices that value generalism, and highlighting the challenges which still
need to be addressed.

Purposes of assessment

It is often thought that assessment and exams are synonyms, but there
are many purposes of assessment beyond the exam. Assessments have
many functions, which may be the sole purpose of the assessment, or
may have additional roles which can be intentional or have unintended
consequences (this can be part of the hidden curriculum as described by
Hafferty (2)). Examples of these are:

* Quality assurance or benchmarking — for example, ensuring that all
learners have had sufficient time and opportunity to learn what has
been deemed key (an additional function) or, in the case of primary
school assessments in England and Scotland, measuring the perfor-
mance of the cohort not the individual (main function).
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* Feedbacktolearners on progress —this can be structured through prac-
tice tests or ‘mocks’, or can provide wider-ranging feedback, for exam-
ple through simulation exercises or workplace-based assessment.

* Ensuring patient safety — for example, assessing learner prescribing or
behaviour in a simulated setting. It is argued below, however, that this
is a somewhat reductionist view of safety.

* Driving the learning behaviours that we seek — where, for example,
an assessment emphasises biomedical knowledge over empathy, we
encourage learners to spend more time with books, and less time with
patients. Norcini and colleagues (3) describe assessment as having a
‘catalytic effect’, and Harden warns that changes to assessment can
bring about significant changes to whole curricula, while students
may change their entire approach to learning (4).

Assessments are commonly divided into two broad categories, referred to
as ‘summative’ and formative’. Summative assessments are those where
a decision is made about progression or success — exams are the most
obvious example. This is often referred to as ‘assessment of learning’.
Formative assessment in contrast is ‘assessment for learning’. Formative
assessments can be less structured, and less obvious. As an example, when
learning to drive, each lesson contains elements of formative assessment
as your instructor looks at your technique performing manoeuvres, and
provides feedback on how to improve. When you are deemed ready, you
then sit the summative assessment of the driving test, and if you pass
that, you are ready to progress to being an independent driver.

Standards

In Chapter 6, the power dynamic was highlighted which can put the
learner in a disadvantaged position. This is most evident in the case of
assessment, where the learner is ‘judged’ either by themself or another
(or others). All assessments include some form of ‘standard’. The most
common and obvious example of this is the ‘pass mark’, but reflect for
a moment on other assessments you may have experienced in the
past: whether a portfolio assessment or revalidation, assessments include
within them some notion of ‘good enough’. This returns us to the con-
cept of assessment as gathering evidence for decision-making referred to
above. In the case of these unscored assessments, the portfolio submitted
must reach a certain standard to be judged sufficient, and if insufficient
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there are consequences, such as requiring extra work or an extension to
training. Even self-assessment requires that the learner have an opportu-
nity to consider correct or model answers to be effective. It is the process
of validation or judgement which defines assessment.

With formative assessment, the application of a standard can be
less obvious, but will still ultimately link back to the concept of ‘good
enough’. However, where that concept is not clearly articulated it can be
difficult to provide appropriate feedback, and confusion may arise. As an
example, if during a ward round a supervisor wishes to provide a doctor
in training with formative feedback relating to their approach to patient-
centred care, they will need to have a clear understanding of what are
the most important elements to emphasise. Using structured debriefing
tools can be a helpful way of ensuring that the feedback given is tailored
to meet the learner’s needs (5,6).

Pass marks are probably the most commonly understood standards
(commonly a percentage score). The application and interpretation of
standards is highly context-specific, and care needs to be taken to ensure
standards are set and used appropriately. This is particularly relevant
where different perspectives of the same assessment may be taken (for
example, a national licensing exam which is also used as an institution’s
assessment). In contrast, in formative assessment, pass marks may be
wholly inappropriate. Indeed, in this setting, they may reinforce a posi-
tivist perception of a pass/fail outcome, when in fact the important ele-
ment will be to identify areas of strength and weakness to target future
learning and teaching.

Where numeric standards, or ‘cut scores’ are used, these should also
vary according to purpose (for a good summary of this, see Ben-David
(7)) and the value placed on passing the assessment, either by the insti-
tution or more widely. Commonly used standard-setting methods usually
make an attempt to adjust the cut score for each iteration of an assess-
ment to take into account the (usually small) differences between exams,
but standard-setting methods are not particularly consistent across insti-
tutions (8), and as discussed later, may be an area where the generalist
perspective could bring some changes in the future.

Assessment data can also be used for quality assurance and moni-
toring within training programmes (undergraduate and postgradu-
ate): where a question or subject area performs poorly this can be an
early signal of changes to teaching or experience making previously core
topics harder to access. The challenge then is that, since learning and
assessment are intertwined, it can be difficult to identify the source of
the difficulty.
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Drivers of assessment

The different possible drivers of assessment mean that no single assess-
ment, or indeed assessment method, can meet all the requirements for
either learner or assessor. For example, formative assessment to identify
gaps in learning should allow learners access to model answers (as high-
lighted in previous chapters, and discussed below, the idea of a single
correct answer is in itself worthy of challenge), and also offer opportu-
nities for feedback. In contrast, in summative assessments learners are
effectively penalised for gaps in knowledge, and feedback often comes in
a limited format, if at all. It is thus helpful to understand the driver of a
given assessment or assessments, in order to determine which functions
and qualities should be emphasised. Without this clarity, conflicts can
arise. Assessment can be a positive trigger for learning, facilitating trans-
formation, development or implementation of knowledge rather than
simple recall. For example, an essay question which stimulates learners
to reframe and apply their understanding of the literature, and select,
consider and appraise relevant evidence to inform their critically reflex-
ive arguments.

Stakeholders in assessment

Institutional priorities dominate current assessment approaches, mak-
ing them exam- rather than education- or practice-focused. A generalist
approach requires us to consider the perspectives of additional stake-
holders (such as patients and learners) and integrate them more mean-
ingfully into our assessments. For example, integrating person-centred
language, or even engaging students in assessment question-writing to
highlight to them the constraints of knowledge possible to assess within
particular assessment approaches. Norcini and colleagues (9) identi-
fied a number of stakeholders who influence the purpose and design of
assessments. These include:

¢ learners;

¢ teachers and institutions;

* patients; and

* healthcare systems and regulators (and by extension, governments).

Involving patients in the design of assessment may be a way to mitigate
concerns of bias expressed when patients are directly involved with
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exams (see below), but at present, this happens rarely (10,11) and there
are significant concerns about the introduction of bias. This could be a
very fruitful area for development, to increase the holistic perspective
and social accountability of assessments in the future.

Where assessments can include regulators and institutions among
their stakeholders, these are likely to be an additional complication
within the design of an assessment, as such organisations must be able
to demonstrate fairness across assessments, in order to be able to defend
themselves against appeals. As such, the use of ‘objective’ measures such
as checklists and rigid scoring systems tends to proliferate. This is of
course to the detriment of any consideration of nuance or context that
might be valued in a generalist view of assessment.

The tension between standardisation and authenticity

As members of the public, we want to be reassured that our healthcare
practitioners are ‘safe’, and that our regulators are fulfilling their function
to ensure that this is the case. Meanwhile, as healthcare practitioners, we
want an assessment of our ability (and thus safety) that is as close to our
real-life experience as possible. Furthermore, the very concept of safety
may be challenging: a skilled practitioner should be able to identify when
following a guideline is not the most appropriate course of action, for
example, although an assessment may be guideline-based. This section
outlines how the different purposes of assessment emphasise very differ-
ent values, and thus bring the paradigms into conflict.

Validity

Core to this conflict is the concept of ‘validity’. For most people, this term
is reasonably self-explanatory, and relates to an understanding of how
well an assessment feels like a fair reflection of the material taught (or
learned) and the purpose of the assessment. As an example, an exam to
determine progression into the next year of study which covers a wide
range of topics covered in a teaching programme and has an achiev-
able pass mark might be considered ‘fair’, and thus valid, while an exam
which only covers a small amount of the taught curriculum, with a high
pass mark might seem unfair. However, in assessment ‘validity’ is a tech-
nical term, used to describe a number of different ways in which assess-
ment performance and design can be analysed to determine different
more specialised ways of considering assessments. Kane in 2006 (12)
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described these as scoring, generalisation, extrapolation and implica-
tions, and these have been applied to the requirements of assessment in
medical education by Cook and colleagues in 2015 (13). Institutions in
general tend to concentrate their efforts on demonstrating the first three
dimensions of validity of assessment, while the learner being assessed
tends to be far more concerned with the implications. Furthermore, it is
important to note that assessment methods are highly context-specific,
meaning that all have limitations, and should be revalidated if used in a
different context.

Quality of assessment

It goes without saying that all participants in assessment wish for high
quality. However, Norcini and colleagues, when describing both indi-
vidual assessments and programmes of assessment, emphasised that
the assessments need to be valid in order to be considered high quality
(3,9). Given that validity varies according to the beholder, this again cre-
ates a challenge. Moreover, this entire perspective of assessment brings
with it the implication that assessments can only be ‘pass or fail’, empha-
sising the positivist, even binary, approach, and leaving little room for
formative or iterative assessments. Furthermore, this summary does not
capture the complexity of equating or balancing different assessment
methods, which may all be useful but have different levels of acceptability
or trust. In particular, where pass/fail or progression decisions are made,
assessments which could be considered subject to bias (such as vivas)
can be subject to numerous appeals and challenges. Combining several
assessment modalities into one summary mark or grade can also be prob-
lematic, as they inevitably include value judgements: if a portfolio makes
equal contribution to the final mark as a large exam, that says something
very different from a situation where a portfolio contributes 10 per cent
of the final mark. This corresponds with the observation made by Apple
that we use the curriculum, including assessment, to demonstrate what
knowledge is ‘of most worth’ (14, p. vii).

The needs of institutions

Schools for undergraduate clinical programmes (for example, medical
schools), postgraduate training providers and regulators all have an
important role to play as gatekeepers of clinical education. They need
to be able to demonstrate that they have created assessments which will
ensure that the learner has proved that they have learned whatever has
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been deemed necessary for that point in training. Here we encounter
something of a potential conflict of interest, as progression is determined
by institutions, who also (usually) set the standards. To counter this,
the concept of ‘minimum competency’ has been introduced (although
the term is unpopular). While this is rarely explicitly expressed, it has a
significant impact on standard setting in summative assessment (as, for
example, is the commonly used phrase ‘what percentage of just passing
students would get this question right?’, which is used in the Angoff or
modified Angoff method of standard setting, common in medical school
assessments (15)).

In turn, the idea that all learners must demonstrate attainment of a
minimum standard within healthcare means there is a push for standard-
ised, national exams (such as the new Medical Licensing Assessment or
‘MLA’ in the UK, or the Medical Licensing Examination in the USA). If all
learners sit the same exam, with the pass mark derived in the same way
each time, there should be confidence that whatever route the learner
took to get to the assessment, if they manage to pass, they have reached
the same desired outcome.

However, introducing such exams is highly controversial, as in such
assessments there is a significant challenge in balancing the needs and
perception of validity by the public (future and current patients), and
the regulator, compared with the profession and the learner. At the same
time, it is often thought that having a national, standardised exam makes
it easier to compare performance across institutions, although the data
are far more nuanced than is obvious to the casual observer. In particular,
differences in admissions processes mean there are justifiable and indeed
desirable differences between learners in different medical schools (16).
It does, however, mean that there is pressure on the institution and
learner to perform as well as possible, even ‘gaming’ the system. This
can have a dramatic effect on curricula, meaning any aspect which is not
included in the national assessment blueprint is deemed less important,
and thus squeezed out (4,14), pushing schools to increase standardisa-
tion of content and lose the ability to respond to local needs: a significant
form of top-down control.

Creating national exams can also mean that standardisation comes
ahead of what is termed ‘content validity’, which is to say whether the
material being assessed truly reflects what should be the priorities of
an assessment at that time. It is common for assessments to cover what
can be assessed easily, rather than what might be truly important. As an
example, the new UK MLA blueprint covers a wide range of clinical top-
ics, but a very small percentage of questions cover ethics, psychology,
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sociology, population health, and research methods, even though these
topics are highly emphasised within the national required learning
outcomes for newly qualified doctors (17). That is both because of the
relative ‘value’ placed on those topics by assessors (compared with, for
example, the ability to differentiate a Gram negative from a Gram posi-
tive cause of meningitis), but also because questions in those topics are
difficult to fit into the standard format of the exam (18).

It is vital that, when considering the form and content of an assess-
ment, it reinforces the desired behaviours and outcomes. As an exam-
ple, where an assessment focuses heavily on book learning, the learner
may then focus on this over clinical teaching (19). Newble commented
in 1998 (20) that ‘[i]n many institutions assessment practices misdirect
student learning activities in ways that may seriously undermine the
aims of the curriculum’. The requirements for acceptably standardised
assessments thus undermine attempts to introduce flexible, responsive
and generalist curricula.

The needs of learners

In contrast with institutions’ need to create standardisation and repro-
ducibility, learners need assessment methods that support and reinforce
the teaching that they experience, a process known as constructive align-
ment (21). This is achieved by ensuring that the assessment content
matches the taught content. If the learner is seeking a generalist, holistic
education, then the assessment should mirror this. However, as men-
tioned above, if the assessment is to be tightly controlled and mapped to
predefined content, then the learner will also seek taught content which
matches this.

Assuming, however, that a compromise between intended outcomes
and taught content can be found, authenticity is also important to a learn-
er’s perception of validity. By this, we mean that an assessment must feel
like both the content and the format are a close match to the real-world
applications where the assessed material might be used. As an example,
multiple-choice questions (MCQs), discussed in more detail below, are
thought of as fairly inauthentic, as patients do not offer a range of options
for their diagnosis or management. In contrast, although there are time
limits and the environment can be artificial, the OSCE is generally consid-
ered by learners to be a more authentic type of assessment (22) — presum-
ably because they can see the direct applicability of the format.

Finally, learners also need feedback from all assessments, includ-
ing summative (23). This is particularly true for those who have not met
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the standard, in order to help the learner identify weaknesses to prepare
for a repeat attempt, but is also valuable for those who have passed.
As an example, structured feedback formats that encourage discursive
meaning-making, such as the Diamond debrief tool (5), can help to
develop a culture of feedback, creating environments which offer learn-
ers more opportunities to reflect on their learning.

State of play

The present approach to assessment in clinical education is to require
learners to undergo a series of different types of assessment during their
education. This is an attempt to address the problem already described
above, that no one assessment can cover all relevant areas of learning,
and meet all requirements of stakeholders. These assessments conse-
quently tend to be somewhat siloed, with a range of assessments across
programmes aimed at assessing discrete domains or capabilities which
are considered important within individual areas or specialties. These
tend to be simplified relative to the broad scope of learning outlined in
Chapter 6. For example, when assessing knowledge, assessments focus
on codified knowledge (usually exclusively biomedical): facts learned,
and application of those facts, rather than the wider sense outlined pre-
viously. For summative assessments in particular, the components (or
competencies) assessed tend to be compartmentalised into domains
of knowledge, clinical skills, or professional values and behaviours (as
outlined, for example, in the UK General Medical Council’s Outcomes
for Graduates (17)), with different assessment formats usually chosen
depending on the domain intended to be assessed. This is in itself an
extension of the framework for clinical assessment outlined by Miller in
1990 (24), adapted in Figure 7.1. As with learning and teaching, this has
the effect of legitimising one aspect or domain, often to the detriment
of others. Often these assessments are ‘pass/fail’, which reflects a very
positivist, even absolutist, lens of assessment.

We will outline some of the common assessment modalities in
use currently and highlight some of the threats to generalist practice
that they pose. We have divided these into modalities that are pre-
dominantly used for summative assessments (high stakes, assessments
of learning) and those predominantly used for formative assessment
(low stakes, assessments for learning). We recognise this dichotomy is
not perfect and that some of these modalities are used for both in dif-
ferent circumstances.
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Performance integrated into practice
w.g. through direct observation, workplace

based assessmaont

Demanstration of Learning

.g. via simulations, OSCEs Shows how

Interpretation f Application
e.g. through case presentations, essays, Knows hOW
extended matching type MCQs

Fact gathering
w.g. traditional treefalse MCQOs

Figure 7.1 Miller’s triangle with its alignment to common current
assessment domains. © Eleanor Hothersall, adapted from Miller’s
Triangle

Summative assessments

Knowledge assessments

Despite the challenges posed in Chapter 6 to the very concept of what it
means to ‘know’ something, when assessments are constructed they tend
to be based on the premise that there are facts to be learned and applied,
and there are consequently answers which can be construed as either
‘right’ or ‘wrong’ (or possibly ‘partially right’).

Current assessments of knowledge usually take the form of writ-
ten assessments, although oral exams or ‘vivas’ are still used in some
areas. Written assessments can either be free text (short answer or
essay questions) or fixed response (multiple-choice questions, MCQs).
Each of these has strengths and limitations. Essay questions are consid-
ered better for providing evidence of the construction of an argument
and demonstrating reason. Timed, closed-book essays allow learn-
ers to demonstrate recall and related topics, while open-book essays
or assignments can give learners the opportunity to demonstrate a
wide range of skills including literature searching in addition to core
knowledge. It is comparatively quick and simple to write an essay-
based assessment. However, they are resource-intensive to mark, have
challenges regarding content validity (you can only sample a limited
number of content areas using essays, so too few questions mean not
enough content is assessed, too many and the exam is unreasonably
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long) and inter-rater reliability (markers do not always agree). Beyond
a simple re-statement of facts, essay-type assignments are inherently
subjective in their marking, which can lead to accusations of unfair-
ness and inconsistency.

In order to achieve acceptable levels of reliability and content
validity, written assessments require many items sampled from across
the full range of topics in the curriculum. Using multiple-choice ques-
tions (MCQs) enables this. Common multiple-choice formats include
true or false, single best answer (SBA), or extended matching ques-
tions. They are also able to be computer-marked which makes them less
resource-intensive. Consequently, MCQs now account for the majority
of so-called written assessments (25). Well-designed MCQs will test
both knowledge and application to a clinical scenario. However, cre-
ating such questions is highly challenging and labour-intensive, and
many questions are not of such a high standard. Many MCQs are limited
to testing discrete items of knowledge (26). This is a challenge to both
authenticity and generalism. It is also difficult not to ‘cue’ the answer
within multiple-choice questions — for example, by having distractors
which are all related to managing the same condition, or from the same
class of drugs. Equally, such scenarios can lead to oversimplification
of complex scenarios, such as a patient with headache, who may need
support for a change in lifestyle to reduce his blood pressure, screening
for risk of stroke, and pharmacological management of his headache.
Best practice in writing MCQs is to have the options as homogenous
as possible, meaning that the options in this case might be five dif-
ferent analgesics, thereby obscuring the need for the other interven-
tions. Fundamentally, MCQs do not generally permit the assessment
of nuance. A ‘single best answer’ MCQ, by definition, has one correct
answer. By extension, this means that the other answers are wrong. In
contrast, personalised care invites practitioners to co-construct ways
forward with their patients, meaning that the true correct answer to
many questions is ‘it depends’.

Another aspect worth noting is that the breadth of questions
included in this type of exam means that a detailed form of ‘blueprint-
ing’ is needed, to demonstrate the content validity of the assessment.
This again leads to excessive compartmentalisation — for example, a
question on unexplained backache may not fit neatly enough into any
category, and so be omitted. Such blueprints can be subject to consider-
able scrutiny, both from worried learners who wish to ensure they have
covered the appropriate learning points, and from subject experts keen
to ensure their particular interests are represented. Given the risk to the
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institutions carrying out the assessments in the event of appeals or chal-
lenges to decisions, it is perhaps understandable that the process tends to
favour the clearly defined over the nuanced.

A recent innovation is the development of very short answer ques-
tions (VSAQs) (27). This format asks similar questions to single-best-
answer items but without giving fixed response options. Candidates are
instructed to give short answers (typically one or two words). Responses
can be mostly computer-marked. Despite this form of assessment being
more challenging, candidates felt they were more authentic (28),
although it could be countered that the fundamental flaw of the MCQ —
that of oversimplification — persists. From a generalist perspective, the
key limitation of these assessments of knowledge is that, as we increas-
ingly ask learners to ‘manage uncertainty’ (17,29), it seems counterpro-
ductive to have such reliance on a system of assessment which forces the
selection of one single correct answer.

Another significant challenge to generalism is how standards are
derived in knowledge-based assessments. The most common form of
standard setting for such assessments is currently the modified Angoff
process (30), although this is variably applied in different institutions
(8). Although standard setters view themselves as objective, their own
experience has a profound influence on their concept of question diffi-
culty (8). Where learners are more able, standards tend to be higher (15).
Furthermore, such methods tend to require subject experts and curricu-
lum experts to provide a cut score based on their expectations of a just
passing’ candidate, which are then averaged together. It is far from clear
whether the average score of a number of subject specialists is equivalent
to the scores that might be provided by a generalist, and indeed there is evi-
dence to suggest that, where raters are unfamiliar with a topic, they tend
to consider it artificially difficult, thus lowering the overall cut score (31).
This may also bias the generalist, who may be less familiar with unusual
presentations or rare phenomena, even though they may be commonly
taught. Moving to statistical definitions of cut scores, using item response
theory (32) to identify and measure performance at the borderline may
bring greater precision as the subjective element can be removed, but is
complex, and lacks the transparency of the current methods. Ultimately
a pass/fail decision can only be as good as the assessment it is based on.

Clinical skills assessments

Several different forms of clinical skills assessments exist. These
include long case examinations, Objective Long Case Examination
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Records (OSLERs), Objective Structured Clinical Examinations
(OSCEs) and Objective Structured Assessments of Technical Skills
(OSATS). Long case examinations were historically used in both
undergraduate and postgraduate assessment of medical students and
doctors. They involve a candidate performing a history and examina-
tion (unobserved) on a real patient before presenting their findings
to an examiner(s) and being questioned. These have high face valid-
ity (in other words, they feel authentic and realistic to both examin-
ers and learners), but raise concerns about inter-rater reliability and
context specificity: what seems like a ‘pass’ to one examiner might not
do so to another, and doing well in one exam (for example, a surgi-
cal long case) might not translate to equivalent ability elsewhere (33).
If a candidate’s outcome is dependent on only one or two examiners
and only one or two clinical cases, then the effects of strong opinions
of examiners can become significant and content areas are insuffi-
ciently sampled. Equally, the assessment of communication skills and
shared decision-making is based on the outcome of a process that was
unobserved.

A more structured version of the long case, the OSLER has been
implemented in some medical schools to try to reduce the variability out-
lined, through the introduction of direct observation of the clinical inter-
actions, and using a structured rating scale. However, the issue of context
specificity remains and at least ten separate encounters are required in
order to achieve reliable measurements (34).

Currently, the predominantly used clinical skills assessment is the
OSCE which consists of a timed circuit of objectively marked clinical and
professional skills stations. Developed by Harden and colleagues in 1975
(35), OSCEs have been demonstrated to have higher reliability due to
having multiple independent judgements and wider case sampling; and
they assess discrete aspects of consultations (for example, history tak-
ing, examination, breaking bad news, information giving). The OSATS is
similar but restricted to technical skills (36). These types of assessment
are thus intended to provide a holistic assessment of a range of clinical
skills but are still limited to a small range of acceptable actions within
the time constraints of the station. Many clinical skills assessments still
rely on checklists, with the implication that there is a specific path to
follow, and asking a patient more questions gains more points, regard-
less of how much use the candidate makes of the answers given. Moving
from a checklist approach to a domain-based assessment (for example,
including patient-centredness and confidence as domains to be scored) is
an increasingly common way to allow examiners to score learners more
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holistically, but this comes at the expense of the objectivity afforded by
a checklist. From a generalist perspective, this is no bad thing, but insti-
tutions need to guard against accusations of bias, and so the pendulum
continues to swing.

Clinical skills assessments tend to be extremely expensive for insti-
tutions to run but are valued for their high quality and authenticity (22).
However, Hodges (37) argues that clinical skills assessments, particu-
larly the OSCE, cannot genuinely demonstrate reliability because ‘the
test itself creates the reality it is designed to assess’. As he explains, given
that the format of the exam has been explicitly used by institutions to
change the nature of professional behaviour, it is then disingenuous to
use performance in the same exam to measure those behaviours: ‘[Aln
examination result may be considered valid if it reflects accurately per-
formance in “real life” outside the exam. But if the exam itself contributes
to changes in the external performance then it is no longer a truly objec-
tive measure of it’ (37, p. 252).

That said, it is an enormous challenge in clinical education to dem-
onstrate safety and competence in vital clinical areas, with minimal risk
to patients or the public, and so some variant of clinical skills assessment
is likely to remain for the foreseeable future. Setting aside the issues of
objectivity, it could be argued that the specifics of the clinical skills assess-
ment are less important than the fact that the assessment takes place,
with our own experience being that learners who have gained extensive
experience in the genuine clinical setting (thus developing procedural
and experiential knowledge as outlined in Chapter 6) perform better in
these types of assessments, regardless of precise marking format. A use-
ful development in this area would be to increase the use of clinical skills
assessment in a formative setting, such as ward or clinic simulation exer-
cises, or the Safe and Effective Clinical Outcomes (SECO) clinics (38),
discussed below.

Professional values and behaviours

Professional values and behaviours are arguably the most challenging
domain to assess summatively, and historically less time and effort has
been put into assessing this domain (39). Some would, in fact, argue
that assessment of values or elements of ‘professional identity’ are rather
problematic, constraining or even suppressing the potential range of
‘being human’ as a clinician. To some extent, professional values and
behaviours are observed in other assessments — for example, observing
interactions with patients in clinical assessments (where behaviours
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can be included in domain-based marking or specific behaviours can be
included in a checklist), or essays can offer learners the opportunity to
demonstrate ethical reasoning. However, there is also a range of assess-
ment modalities designed specifically for these competencies. These pri-
marily include multisource feedback (MSF), patient and carer feedback,
portfolio assessments (which can include components from any other
format) and situational judgement tests (SJTs), which are scored and
thus can be given a ‘cut score’.

Multisource feedback assessments involve inviting a number
(usually 10-15) of multidisciplinary colleagues to provide anonymous
feedback on a learner’s professional behaviours (see for example (40)).
These responses are then collated and normally fed back by a supervi-
sor or appraiser. They can provide valid assessments of teamworking and
other professional behaviours, but depending on the setting are unlikely
to reflect a clinician’s interactions with patients. For example, in a gen-
eral practice or hospital outpatient clinic, the doctor—patient interaction
is unlikely to be observed by colleagues. The MSF can also be manipu-
lated - for example, by only including colleagues with whom one has a
good working relationship. Finally, although normally anonymised, it is
difficult to provide feedback to the learner in a way which is meaningful
without also being identifiable.

Patient satisfaction surveys may overcome this challenge, and
provide unique insights into healthcare professional behaviour. These
can also be combined with other measures to derive wider process
measures of quality of interaction (see for example the CQI-2 tool
(41)). It is, however, important to note that patient expectations may
not be well aligned with current understandings of good practice (for
example, appropriate prescribing of antibiotics) so will always have
some distortion. Moreover, the question of whether experience can be
reduced to a numerical value or metric remains challenging, despite
these tools, but some compromise between ease of use and quality of
content is probably inevitable.

Situational judgement tests (SJTs) are intended to assess profes-
sional behaviours, typically for the purposes of selection. They present
hypothetical role-relevant scenarios and assess candidates’ responses.
They can be either fixed response or essay style. The fixed response
formats, unlike knowledge assessments, do not ask for a single
best answer. Rather, they require the selection of appropriate
responses or ranking of the appropriateness of response options (see
Example 7.1).
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Example 7.1: SJT from the UK Foundation Programme
practice paper (42)

Note: items marked with * have definitions provided at the begin-
ning of the exam.

At your morning handover/briefing you are reminded by
Infection Control* that all hospital staff should wear shirts with
short sleeves. When wearing long sleeves, they must be rolled up
and secured, particularly when having clinical interaction with
patients. During your shift, you notice that your FY1 colleague
always has her long sleeves down.

Rank in order the appropriateness of the following actions
in response to this situation (1= Most appropriate; 5= Least
appropriate).

A. Tell Infection Control that your colleague is not complying with
their policy

B. Speak directly to your FY1 colleague about your observation

C. Raise your observation with the nurse in charge of the ward

D. Do not say anything immediately but monitor the situation over
the course of the next few days

E. Discuss the situation with your specialty trainee*
Answer: BCEDA

Rationale: This question is looking at your communication with
team members and patient focus. All doctors have a duty to raise
concerns where they believe that patient safety is being compro-
mised by the practice of colleagues. However, doctors strive to pro-
vide the best care possible to their patients and this situation may
have arisen out of some misunderstanding. It is best therefore to
speak directly to your colleague to explore the issue (B). Infection
control is the responsibility not just of doctors but of the whole
team of staff and indeed the organisation. The nurse in charge of
the ward, although not a direct line manager, will have a key role
in ensuring standards are met and so would be a sensible person
to alert (C). Your specialty trainee may be able to help address this
situation, though this option is less likely to explain directly the rea-
son for your colleague keeping her sleeves down (E). Monitoring
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the situation (D) is less appropriate as it does not immediately
address the problem. However, it is more appropriate than involv-
ing Infection Control at this stage (A) as this would risk damaging
your professional relationship with your colleague and does not
explore the cause of the problem.

SJTs are not without controversy. While they have been demonstrated to
be a moderate predictor of subsequent measures of interpersonal skills
(43), in the UK a national retrospective cohort study of administrative
data found no association between SJT score and later disciplinary action
by the General Medical Council (44). In other words, they may not even
detect the lack of professionalism for which they purport to be designed.
The standard-setting process for SJTs is also difficult, as even experienced
clinicians can disagree about the most appropriate course of action in
some situations (45). Similarly, scoring can seem discriminatory to both
ethnicity and country of origin (45,46). Recent controversy surrounding
the use of the SJT for allocation of choice of first posts immediately fol-
lowing qualification in the UK has led to the proposal that the assessment
be abandoned for this purpose (47,48).

A commonly used form of assessment of professional values and
behaviours is the professional portfolio. Here a number of different types
of work can be presented, perhaps with a narrative or cross-referencing
system, to allow an assessor to consider a body of work and deter-
mine whether it meets the standard needed to demonstrate sufficient
understanding of, or engagement with, the topics. This is commonly
used in postgraduate assessment, for example in the Annual Review
of Competency Progression of UK medical trainee doctors (49), and in
revalidation of senior doctors. Portfolio assessments can be highly sub-
jective, depending on how much autonomy is granted to the assessor.
Cook et al. argued in 2016 that methodology from qualitative research
could be applied to written work, particularly portfolios, to make assess-
ment methods more defensible, but as yet there is little evidence of this
having been applied (50). Generally, there is an element of ‘checklist’ to
a portfolio, with the first barrier to success being determining whether all
the required items have been included, prior to making a judgement on
the quality of the contents. A well-designed portfolio assessment, how-
ever, can allow a personalised and contextualised understanding of a
learner’s progress, and with good feedback can permit useful discussion
about progression and development.
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Systems of summative assessment

Historically, medical schools and postgraduate training programmes would
assess learners using a selection of different assessments, aimed at these dif-
ferent domains. If learners performed satisfactorily on each of the individ-
ual assessments then they could progress in their training. This approach,
however, inadequately accounts for the importance of integration of these
individual skills and capabilities. If we return to the example of learning
to drive, in many countries there is a knowledge-based assessment relating
to the legislation and safety when driving. Some countries have an assess-
ment of mechanical skills, such as changing a tyre or checking oil pressure.
There may be a simulated element, where the learner can demonstrate that
they know how to operate a car technically, using the controls in an artifi-
cial environment. However, without an assessment of how a learner driver
integrates these competencies and applies them in practice, would this feel
like an adequate assessment of a learner’s ability to actually drive? Yet many
programmes of assessment fall into just this pattern, in the expectation that
the sum of the parts of the assessment is somehow greater than the whole.
Furthermore, these assessments need to reflect authentic clinical practice,
striving for the ‘does’ of Miller’s pyramid (24).

This approach, using multiple assessments to assess different
domains in a programme of assessment, is currently considered to be
‘best practice’ in assessment. The current move to programmatic assess-
ment (where many assessments are combined to make progression deci-
sions, with no one assessment determining the outcome (51)) makes
considerable progress towards eliminating the binary element of the
pass/fail decision, but without review of assessment content and pur-
pose, it will not make further progress towards a generalist perspec-
tive. While this produces a multidimensional sum of assessments, it is a
considerable leap to argue that this is equivalent to the holistic level of
assessment that is needed for a truly generalist approach. The inclusion
of MSF, patient feedback and workplace-based assessments (see below)
may help to redress this, but for assessment to be truly holistic, more
development is needed.

Formative assessments

Formative assessment takes a variety of formats, although there can be a
significant difference between the educators’ meaning of formative assess-
ment (which can be wide-ranging and include verbal feedback in any edu-
cational setting) and the learners’ meaning, which tends to focus more on
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practice exams and indicative marks (52). Any of the assessment types
described can be used in a formative format if they are not used to make
progression decisions and are primarily aimed at providing feedback for
learners to improve their future performance. However, workplace-based
assessments are designed specifically for feedback on performance. While
summative decisions may be made on the basis of a range of workplace-
based assessments, each individual assessment should be low-stakes. This
section also explores developments in simulation which may help to create
safe assessment spaces for feedback and development and finally considers
ways in which self-assessment can be used to direct learning.

Workplace-based assessments

Assessments of authentic, integrated, workplace performance attempt
to overcome the limitations of the aforementioned siloed assessments.
Common workplace-based assessments currently used in the UK include
case-based discussions (CBDs), mini-clinical evaluation exercises (mini-
CEX), directly observed procedural skills (DOPS) and the acute care
assessment tool (ACAT).

Workplace-based assessments provide a real opportunity for assess-
ment of generalist practice. However, they too have their challenges, per-
haps the most troublesome of which is the phenomenon of ‘failure to fail’.
Here assessors give passing grades to learners who are insufficiently com-
petent. This arises either through a lack of recognition (that is, due to
insufficient direct observation) or through an unwillingness to report for
fear of repercussions (53,54). This is a pervasive issue in clinical educa-
tion and one which requires significant investment in staff development
to address, as it is, in essence, a failure to provide sufficient feedback to
allow the learner to develop appropriately.

Simulation

Simulation is used in a formative setting to allow learners the chance to
explore authentic work-like settings but with no risk to patient safety.
This can be in the format of a ward or clinical simulation (for exam-
ple, for final-year medical students to give them a taste of ‘real life’
after graduation). One format that has shown promise is the Safe and
Effective Clinical Outcomes (SECO) clinic (39). These provide learners
with the opportunity to run a simulated clinic, undertaking authentic
whole consultations with simulated patients which are assessed based
on whether the outcomes of the consultation are safe and effective.
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Learners are provided with feedback based on the notes they document
from the consultations, the management plans generated, and their
communication skills by the simulated patients (55).

Interestingly, although there is plenty of published evidence dem-
onstrating the validity and utility of examinations for the assessment
of knowledge, synthesis and judgement, and of OSCEs for the assess-
ment of clinical skills, there is less evidence in support of simulations
and workplace-based assessment (9). Simulation is well-used (56), but
hard to produce consistently, is resource-intensive and not tested across
arange of areas, but is well evaluated when it is used.

Self-assessment

Self-assessment tools are often not considered with other assessments,
presumably because by definition they do not include an external
assessor. The challenge, though, is that there is some mistrust of self-
assessment, with a number of weaknesses identified (57):

e Learners may not understand what is expected of them.

e Self-deception — learners may over- or under-estimate their compe-
tence, or score potential or ideal (rather than actual) performance.

* Learners may score for effort rather than achievement.

However, the information provided from the self-assessment process
can provide very valuable information for the learner, and enable them
through reflection to determine which areas of their learning or prac-
tice need further work, and which are satisfactory. Indeed, elements
such as patient feedback outlined above can play a significant role in the
learner’s self-assessment, although it may not always be articulated in
such a way. Conscious self-assessment is a valuable part of lifelong learn-
ing (57). Future developments of well-designed self-assessment tools,
prompting reflection and clear guidance towards next steps, could permit
genuine integration of codified knowledge (‘do I know the pathophysiol-
ogy of this condition?’) and broader contextual knowledge (‘how might
this condition impact aspects of a patient’s life?’, ‘what might influence a
patient’s decision to consider radical or conservative management of this
condition?’, ‘where might this patient get extra support?’). Another area
which is worth exploring is the possibility of developing ‘self-monitoring’
tools, which are intended to be quicker and easier to use, allowing micro-
reflections ‘in the moment’ (58).
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Assessing with a generalist lens

Given the drive towards developing more generalist clinicians, we need
to move towards assessing with a more generalist lens. Accepting that it
is unlikely that summative assessment will be abolished any time soon,
it is vital to consider whether current assessments are able to adapt
to a generalist perspective, or whether some problems are insoluble
without designing entirely new formats of assessment. Some positive
changes have already been highlighted, and will not be rehearsed here
(see Table 7.1 where changes that have been made, or could be made,
are summarised). Instead this section will highlight additional devel-
opments and finally lay down the gauntlet for developing assessment
in the future. The focus will be on summative assessment, but with an
expectation that formative assessments will be easier to develop along
similar lines since challenges such as defensibility are less prominent
(see Figure 7.2).

Table 7.1 Current and developing assessments, current issues, and how to
bring a more generalist perspective

Modality Issues How to make it more
generalist
Assessing knowledge
Multiple- Question selection and Include generalists in
choice standard setting tends blueprinting, question
questions to come from specialist selection and standard setting
(MCQ) and perspective by generalists (as experts in
very short Difficult to capture nuance, | eneralism)
answer e.g. patient perspective Patient involvement in writing
questions questions
(VSAQ) VSAQ may permit wider range
of questions
Structured Short structure and time Increase integrated and cross-
essay pressures can mean disciplinary knowledge in
questions emphasis on facts over questions
broader perspectives Involve generalists in question
Generalism may be design
restricted to a single
question, suggesting it is
peripheral
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Table 7.1 (Cont.)

Essays Risk of superficiality Range of markers and/or tasks
and case Restricting to one subject Integration of reflective
discussions (e.g. General Practice) element to emphasise
may imply it is optional applicability
elsewhere
Assessing skills
Clinical skills | Checklists may give Domain-based marking can
exams (e.g. artificial weighting to increase value placed on key
OSCE) inappropriate elements attributes, e.g. shared decision-
Students may game making and communication
the system Include generalists in
Risk of superficiality blueprinting, station design
and examination
Include patients in station
design and marking
Clinical/ward | Expensive and difficult to Consider community-based
simulation standardise simulations
Include patients in design
Include post-hoc reflection
Entrustable Potential to be Write EPAs from generalist
professional over-prescriptive perspective
activities Risk of bias Emphasise core skills and
(EPAs) capabilities
Emphasise role of context for
learner and patient
Involve patients in writing
Workplace- ‘Failure to fail’ Emphasise need for feedback
based Insufficient direct for learning
assessments | ghservation of clinical work | Emphasise role of context for
Potentially time-consuming learner and assessors
Include patients in design and
delivery
Assessing reasoning
Situational ‘Black box’ standard setting | Emphasise context and
Judgement Allegations of cultural bias communication in questions
Tests
Viva/Long Subjective/bias common Include reactive and contextual
case elements
Involve patient as assessor
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Knowledge growth

Novice

ASSESSMENT TYPES

® Observation
Does ® Workplace-based Assessments
® Patient feedback etc.

® Simulation
Shows how ® OSCE
® Role-play etc.

® Applied knowledge tests
Knows how ® Sjtuational judgement tests
® Single Best Answers Qs etc.

* Context-free knowledge tests
Knows * Multiple choice questions
® Short answer tests etc.

Figure 7.2 Towards an integrated generalist assessment. © Sophie
Park and Kay Leedham-Green

Developing existing assessments

Asoutlined above, current summative assessments are constructed mostly
from panels of experts each creating their own items. These assessments,
therefore, end up testing a broad range of specialist areas, rather than
those which are interconnected or interdependent. Knowledge of indi-
vidual conditions is typically assessed in separate items, and the highly
complex or nuanced is generally overlooked in favour of the concrete.
However, as clinical curricula include more complex learning outcomes,

154 HOTHERSALL AND REES



the onus is on assessors to develop ways to assess. One example is the
inclusion of topics such as leadership and patient-centred decision-
making into the UK undergraduate medical curriculum (29), which has
then necessitated the creation of assessment items to include in the new
national licensing exam (59). However, past experience is that some top-
ics are not easily included in this assessment framework, despite the best
efforts of question writers (18).

Redefining what needs to be assessed: the problem with
‘competencies’

Both individual assessments and systems of assessment must strive to
ensure they reflect authentic clinical practice. This involves taking a
holistic approach to patients’ wellbeing, adopting a biopsychosocial
model of care, and considering the interplay of comorbidities. Within
clinical education, these now tend to be referred to as ‘competencies’.
The concept of competencies was introduced in medical education
in the early twenty-first century, and was something of a revolution
(60,61): remember that previously most educational milestones in med-
icine were defined by ‘time served’, with little objective measurement of
the process. In contrast, this new approach outlined first the desired final
outcomes of the educational process; then competencies which make up
that final outcome (for example, to have new doctors graduate who are
competent in clinical skills); then the process is repeated to define the
outcomes for each step of the process of learning. The concept has never
been universally welcomed, with complaints that it is inherently reduc-
tionist, and that ‘competency’ implies a ‘lowest common denominator’
approach to training (62). However, there is value in defining what clini-
cal education should aim for, and in naming the various components
that are required to get there. Ten Cate and Schumacher describe com-
petencies as ‘by their nature, need[ing] a context to make them visible’
(63). They use the example of a pianist — without a piano nearby, you
have no way of knowing how competent they are at playing. Moreover,
they may be fluent in Arabic, and a fast sprinter, but you would not know
that even if they are playing the piano. The other criticism of the word
‘competency’ is the implication of a threshold which once reached is
definitive — as with some current descriptions of ‘cultural competency’
(64). However, it seems likely that any alternative adopted (for example,
ability, capability) could ultimately end up subject to the same drift in
meaning and understanding. Consequently, we have in general retained
the term ‘competency’ here.
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Well-described competencies are (a) specific, (b) comprehensive
(that is, include knowledge, attitude and skill), (c) durable, (d) trainable,
(e) measurable, (f) related to professional activities and (g) connected to
other competencies (61). We are observing a shift in how competencies
are articulated and emphasised, moving from a previously quite mecha-
nistic description of the tasks and roles of a doctor to emphasise a more
generalist perspective, which must necessarily be followed with appropri-
ate changes to assessment (9) (Figures 7.3 and 7.4). It should be noted,
however, that these wider, more holistic competencies (or overarching
meta-competencies) come in addition to the requirements to demonstrate
codified knowledge. Thus clinical education continues to be codified and
subdivided, with assessment required for each component, then inte-
grated into a final decision about the learner’s competence or otherwise
(Table 7.2).

PROFESSIONAL
KNOWLEDGE

APEWIE PROFESSIONAL

promotion and | Gl Research and
illness Scholarship
behaviour

PROFESSIOMNAL
VALUES AND
BEHAVIOURS

Education and
training

Leadership and
team working

Patient safety
and quality

improvement

Safeguarding
vulnerable
groups

Figure 7.3 Clinical competencies, then and now: The UK General
Medical Council’s Generic Clinical Capabilities Framework 2017.

© General Medical Council, reproduced with permission, not for
adaptation and revision or for reproduction in condensed versions or
excerpts of this book
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DES MEDECING ET CHIRURGIENS DU CANADA

CANMEDS

Figure 7.4 Clinical competencies, then and now: The Royal College of
Physicians and Surgeons of Canada’s CanMEDs framework 2015

Table 7.2 Clinical competencies, then and now: The Association of American
Medical Colleges Medical School Objectives Project (AAMC MSOP) 1999 (72)

Altruistic Knowledgeable Skillful Dutiful
e Ethical e Knowledge e Obtain * Know the
decision- of normal accurate importance of
making structure and medical non-biological
¢ Compassionate function of the history determinants
treatment of body and the * Carryout of health
patients organs complete and | ¢ Know
Knowledge organ-specific epidemiology
of molecular, examinations and prevent
biomedical including common
and cellular mental state maladies
mechanisms of
homeostasis
(continued)
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Table 7.2 (Cont.)

Altruistic Knowledgeable Skillful Dutiful
* Honesty and * Knowledge e Perform e Identify
integrity of causes of routine individual
Understand maladies, and technical risk factors
other pathogenesis procedures e Retrieve
healthcare Knowledge of e Interpret and manage
professionals pathology and common medical
Advocate for pathophysiology diagnostic information
the patient Understand procedures * Know about
Understand aetiology and * Knowledge of organisation,
the conflicts of treatment, manifestations management
interest including and common and
Recognise and traditional / maladies financing of
accept own non-traditional | ¢ Reason healthcare
limitations Understand deductively e Commit
need for lifelong | * Construct to provide
learning appropriate healthcare for
management people and
strategy communities
e Recognise and who are
manage life- unable to pay
threatening
conditions
* Recognise
and manage
serious
conditions
¢ Relieve pain
e Communicate
effectively

Redefining how we assess

We have demonstrated how the changing emphasis in clinical educa-
tion has changed some of the competencies which should be assessed,
but have so far only seen ways in which current assessment modalities
are adjusted to attempt to accommodate some of these. This somewhat
tokenistic approach to changing emphasis reflects the as-yet unre-
solved tension between the needs of institutions to provide assessments
which are robust and defensible and generalism’s experiential approach
(Figure 7.5).
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Figure 7.5 The fundamental conflict between traditional institutional
approaches to assessment and generalism. © Eleanor Hothersall

Programmes of assessment (and their formal version, programmatic
assessment), discussed above, offer one way of negotiating this con-
flict: accumulating enough data points of assessment that the sum
demonstrates the achievements of the learner, while not needing any
individual assessment to stand up to excessive positivist scrutiny (51).
Another area currently under development is ‘entrustable professional
activities’ (EPAs) (61,65). This is an intuitively appealing extension of
competency-based learning, formalising the process whereby a trainer
can decide when a learner may be trusted to bear responsibility to per-
form a professional activity, given the level of competence they have
reached (61). The examples offered are often quite mechanistic (for
example, venepuncture), but actually they can apply just as well to gener-
alist approaches. As an example, one requirement of the GMC'’s General
Professional Competencies Framework is ‘sharing decision-making by
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informing the patient, prioritising the patient’s wishes, and respecting
the patient’s concerns and expectations’ (65, p.11). We can imagine a
learner might be trusted to have discussions about decision-making under
supervision, whereas around qualification they might be trusted to have
the discussions and then share them with a supervisor. Then, once they
were more experienced they could be trusted to have those conversations
entirely unsupervised and simply relay or document the outcomes. The
concept of ‘trust’ is key here: applied appropriately it changes the nature
of the learner’s relationship to their trainers, and may simultaneously
reduce the risk of ‘failing to fail’ discussed earlier. Using an EPA structure
may be one way to allow assessors to emphasise key values from gener-
alism, such as integrating and co-constructing and decision-making in
each individual patient’s context.

The challenge for the future

As outlined above, the challenge for assessment of healthcare profession-
als is to achieve a programme of assessment that is at once authentic,
holistic and achievable. Initial steps are to include patient and learner
users alongside academic stakeholders in the production of assessment
modalities. As outlined in Table 7.1, many assessments could increase
their authenticity by increasing the input from patients or the public.
There is a growing body of research outlining the ways that patients
and patient groups can contribute to undergraduate (10,66) and post-
graduate clinical education (11), including curriculum design and con-
tributing to formative and summative assessment through clinical skills
exams such as OSCEs, but there has been little reference to involvement
in design of assessment (67). This is surely an important area for future
development, reducing the risk of potential bias that is a concern when
patients act as examiners (68,69). With learners, a critical discussion
about the constraints of existing assessment approaches can begin by
asking them to write a question (e.g. SBA) about a recent clinical expe-
rience. This makes visible to the learner the small subsection of knowl-
edge possible to assess through this modality, in relation to the wider
knowledge they have used to tackle complex decision-making in prac-
tice. Learners can then become partners in the production of alternative
assessment approaches which make visible a broader range of generalist
expertise and drive generalist learning.

While we have outlined many areas where improvements can
already be made, some challenges remain unmet. Some of these are
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dimensions of a generalist approach which are not captured currently,
such as curiosity, and moving more generally from an emphasis on
‘knowing’ to ‘implementing knowledge’. Similarly, could we envisage
an assessment of clinical reasoning in the future which evaluates a
learner’s ‘inductive foraging’ (70)? It is difficult to imagine an assess-
ment which brings core values and beliefs of learners to light, but
unless and until such an assessment is created, we will not be able to
determine properly whether our learner ‘gets it’, or is just acting the
role until they qualify.

We finish with a call to stakeholders (learners and educationalists)
to focus their energies on moving to a system of assessment in which
they are no longer focusing on a single form or set of knowledge, but bal-
ancing a range of interrelated knowledge forms (see Chapter 1). For as
long as it remains true that assessment is the engine that drives learning
(Cowan quoted in (71)), it remains vital to drive it in the right direction.
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Part Ill: Systems approaches

In Part I, we described the foundational principles and academic prac-
tices of generalism. In Part II, we explored generalist approaches to edu-
cation. Part III looks at generalism at a systems level: how the structure of
health and social care systems can enable or inhibit generalism, how and
why generalism contributes to efficient, effective and sustainable health-
care, and generalist strategies for systems innovation and improvement.
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Organisation and design of healthcare
for generalism

Stewart Mercer, John Gillies and Clare MacRae

Introduction

This chapter examines how traditional, existing and future healthcare
systems can support or undermine generalism in practice. We discuss
current issues within UK general practice, although our reflections and
suggestions on the crucial contribution of generalism to healthcare sys-
tems are by no means limited to this context. The relevance of general-
ism within all healthcare systems is emphasised. We provide historical
examples from medicine with relevance to generalist clinical learning
and practice today and beyond.

Drawing on Don Berwick’s seminal paper published in 2016 ‘Era
3 for Medicine and Health Care’ (1), we describe how the ‘epic collision
of two eras with incompatible beliefs’ has undermined generalism, and
emphasise the achievable changes required in the organisation and deliv-
ery of care to make ‘Era 3’ a reality with generalism at its core. We high-
light the importance of generalism and Era 3 approaches now and in the
future, as healthcare systems worldwide face the increasing challenges
posed by mobile and ageing populations, isolation, multimorbidity and
frailty. We describe how and why the organisation and design of health-
care systems, and their surrounding social, political and physical envi-
ronments, are crucial to enabling effective and efficient generalist care.

Generalism is not a panacea for poverty, poor housing, unemploy-
ment, insecurity, abuse or injustice and will never fully mitigate health
inequalities. However, generalism can help work towards ensuring
health services work best where they are needed most. We highlight the
key partnerships required — between health and social care providers and

ORGANISATION AND DESIGN OF HEALTHCARE

167



168

between care providers, care users and the general public — for general-
ism to flourish in the interests of the people that need it, now and in the
future.

The value of generalism

Man is the measure of all things.
Protagoras the Sophist (¢.490-c.420 BCE)

Protagoras’s epigram suggests that, in much of what we (‘man’) do and
decide to do, there are few truly objective truths. We have the freedom
and the responsibility to decide what we measure and therefore what we
regard as important. This is relevant because, for the organisation and
design of healthcare to reflect generalist principles, it must embrace and
balance different ways of seeing, knowing and understanding the world
by integrating statistical evidence with a deep understanding of patient,
community and population perspectives. For generalism to be valued,
research should therefore reflect the science of qualities as well as the sci-
ence of quantities. It should also include what has been described as the
‘tacit knowledge’ that experienced clinicians and patients acquire over
years of engagement with individual patients, including their knowledge
and understanding of what has worked well and less well in the organisa-
tion and delivery of healthcare (see Chapters 4 and 5).
Joanne Reeve has defined generalism as:

a philosophy of practice which is person, not disease centred; con-
tinuous, not episodic; integrates biotechnical and biographical per-
spectives; and views health as a resource for living and not an end
in itself.

Reeve 2010 (2)

This ‘way of looking at the world’ is similarly reflected in what Launer
describes as ‘attentiveness’ or paying close attention to every aspect of
the patient’s story (see Chapter 10). This attentiveness relies on the per-
ceptual capacity of the clinician (3). Perceptual capacity is founded on
phronesis: the ability to read or assess a situation correctly, in depth and
breadth. Wiggins called this ‘aisthesis’ or ‘situational appreciation’ (4),
and Nussbaum ‘some sort of complex responsiveness to the salient fea-
tures of one’s situation’ (5). It is based on sound clinical knowledge, the
exercise of empathy and compassion and the judicious use of imagination
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and finely tuned emotional responses. To achieve this, health profession-
als should aim while consulting to become ‘a person on whom nothing is
lost’ (Henry James as paraphrased in 6,7).

This perceptual capacity or situational appreciation also applies to
the organisation, structure and delivery of healthcare. This must reflect a
broader understanding, contained within the above definitions, of indi-
vidual health and ill health in the context of families, communities and
cultures, how these constrain or enhance physical and mental health
from both biographical and biotechnical perspectives.

An economic argument for generalism

All countries are eager to contain the costs of healthcare, and this has
become especially important with the growing costs associated with age-
ing, mobile and multimorbid societies. Indeed, the challenge of ageing
has been defined as one of the grand challenges facing modern society.
Secondary care consumes most healthcare costs, relating largely to hos-
pital admission and length of stay. As specialists become increasingly
super-specialised, the complexity of care increases and costs escalate
further. Delivery of generalist care is a key method of mitigating these
spiralling costs, as well as reducing fragmentation of care which leads
to treatment burden for the patient as well as harmful effects from poly-
pharmacy. Thus, developing generalism across healthcare systems will
be an important way to make care more rational and sustainable, to
reduce waste and duplication, and to reduce harm to the patient.

At the population level, a strong primary care system based on gen-
eralism is key to cost containment and the provision of high-quality care.
The groundbreaking work of Barbara Starfield (8) showed clearly that
countries with strong primary care systems deliver higher quality care
and are more cost-effective than countries without strong primary care
(Figure 8.1).

Generalism: past, present and future

Effective healthcare is one of the huge successes of the post-Enlightenment
age. The evolution of healthcare, however, has been a long journey with
periods of stasis punctuated by episodic rapid advances. Aseptic surgical
techniques, anaesthetics, immunisation against infectious disease, joint
replacements and antibiotics, are only some of these advances. However,
not all progress has been based on ‘medical’ advances. In addition, public
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Figure 8.1 Relationship between strength of primary care and
outcomes. Barbara Starfield (8), reproduced under the Creative
Commons licence CC BY-NC-ND 4.0

health measures, such as housing and sanitation, have arguably made a
much greater contribution to people’s health than any of the previous
examples. Florence Nightingale’s ‘proper use of fresh air, light, warmth,
cleanliness, quiet and proper diet’ in 1854 dramatically reduced deaths
among casualties during the Crimean War. Infectious diseases, such as
tuberculosis, scarlet fever, diphtheria, pertussis and measles, were com-
mon and led to the building of hundreds of isolation hospitals usually
with a focus on Nightingale’s principles, as no specific treatments were
generally available.

In the UK, the National Health Service (NHS) was established
in 1948 on the principles that it should be comprehensive (meet the
needs of everyone); that it should be universal (free to all at the point
of delivery to access GP consultations or hospital treatment); and that
it be based on clinical need, not ability to pay (9). The establishment
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and functioning of the NHS were dependent on medical cadres adopt-
ing a generalist approach. The surgical techniques and therapeutic
advances that have subsequently led to increased specialisation and
super-specialisation were not yet developed. So, most doctors had, by
necessity, to be clinical generalists managing the widest range of clini-
cal problems and presentations with a limited range of equipment and
therapies. The founding of the Royal College of General Practitioners
(RCGP) in the UK in 1952 included a commitment to an approach to
generalism that embraced science and compassion as ‘cum scientia cari-
tas’. That broad approach to the care of patients is at heart a generalist
one and necessitates a way of looking at the organisation and delivery
of care that goes far beyond the immediate clinical problem. Although
central to the philosophy of good general practice, it is not necessarily
unique to general practice (2,10).

Berwick describes Era 1 as the establishment and ascendancy of the
power of the medical profession (dating back to the time of Hippocrates)
in which the doctor is regarded as noble, beneficent, with knowledge that
is inaccessible to everyday people (and patients), and thus all-powerful.
Many of the advances described above occurred during this Era 1, an era
of professional autonomy. The ‘doctor as God’ construct led to the pro-
fession being exempt from external scrutiny, and able to judge the qual-
ity of its own work and to self-regulate. This model of medicine, based
on prerogative and blind trust, continued well after the establishment
of the NHS in 1948, and only began to be challenged when researchers
studying healthcare systems uncovered issues such as enormous unex-
plained variation in practices, high rates of clinical errors, and inequities
in care relating to sex, race and social class, together with evidence that
the soaring costs of healthcare were not always related to better patient
outcomes.

This heralded the birth of Era 2 medicine, characterised by account-
ability, governance, scrutiny, measurement, targets, incentives and (in
many countries) marketisation. In the UK, the evolution of Era 2 can be
traced back to the rising influence and power of managerialism within
the NHS, including the separation of health and social care, and the intro-
duction of the provider—purchaser split by the UK’s Thatcher government
in 1998. Berwick contends that the inherent tensions between these two
eras continue to play out. In his own words, ‘this conflict impedes the pur-
suit of the social goals of fundamentally better care, better health, and
lower cost’ (1).

One of the developments of Era 2 healthcare has been the enor-
mous growth of specialist and super-specialist care and the single-disease
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paradigm that has come to dominate clinical care and evidence-based
medicine (discussed also in Chapters 2 and 5). However, recent concerns
around the wastes and harms of overdiagnosis and overtreatment have
led to an increased focus on a generalist approach which uses a much
wider view of the patient and their life as part of a community to comple-
ment a disease-focused approach (11). A related development has been
a vision of clinical care in the future being delivered through ‘realistic
medicine’. Championed by the Chief Medical Officer (CMO) in Scotland
in 2015, this concept aims to reduce the burdens of overdiagnosis and
overtreatment, reduce waste and harm, increase patient involvement
in decision-making, and encourage innovation (12). Arguably this is
only possible by adopting a generalist approach to the organisation and
delivery of care (11) and can be seen as part of a broader move to Era 3
medicine.

Era 3 medicine is guided by reduced measurement, improvement
science, transparency, and co-production with patients. Achieving
this requires a paradigm shift to an approach to medicine that has
realistic and proportionate, high-quality, high-value care as its aim
and collaboration at its core.

Smith et al. 2017 (13) referencing Berwick 2016 (1)

Both the philosophy of generalism described in Chapter 1, and the day-
to-day practices of health professionals, support a shift from Era 2 to
Era 3: reduced mandatory measurement and incentivisation; complete
transparency; shifting the business model from forefronting revenue
to quality; embracing improvement science; replacing individual pro-
fessional prerogative with a team identity; working collaboratively in
the interests of patients and populations through co-production, co-
design and person-centred approaches; protecting civility; and reject-
ing greed.

A common question, given that an Era 3 approach is inherently
responsive to local needs, is how the success or otherwise of local
approaches should be assessed or assured; and given reduced incen-
tivisation, how healthcare systems can be organised to encourage excel-
lence. Letting go of Era 2 thinking and embracing Era 3 requires moving
from a culture of measurement and incentivised targets (that are often
poorly, or at best crudely, aligned to people’s needs) towards a culture
of transparency and collaborative engagement in continuous improve-
ment. We argue that Era 3 approaches are necessary to realise the key
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advantages of generalism as outlined by the Essence of General Practice
group (14):

e Trustin both professional intentions and competence.

¢ Coordination between people, community and hospital services.

e Continuity of care with attention to both current and future needs.
¢ Flexibility of thinking and approach.

* Coverage for all, including disadvantaged and marginalised people.
* Leadership based on situated and multidisciplinary knowledge.

General practice and generalism

Generalism, as explored in Chapters 1 and 2, is applicable in all aspects
of healthcare. General practice, however, is where the philosophy of
generalism, its practical application and evolution are currently most
clearly reflected. General practice is underpinned by a holistic, biopsy-
chosocial approach to care that combines the biomedical with the
biographical. This is one of the reasons why the consultation between
clinician and patient is such a key feature of general practice train-
ing and research. The rise of specialism and super-specialism has to
some extent endangered generalist learning by focusing on narrowly
biomedical rather than more holistic approaches, a trend that must be
reversed if the needs of patients and populations are to be met in ways
that are both person-centred and future-proof. The role of general
practice in the delivery of generalism remains central to the function-
ing of universal healthcare systems. The WHO estimates that effective
public health and primary care could prevent up to 70 per cent of the
disease burden through primary prevention, supported self-care, and
health in all policies (15).

General practice plays a key role in the enactment of generalism
within healthcare systems for the reasons set out in Figure 8.2. General
practice is the central hub of effective healthcare systems, providing people
with contact (the average person in the UK consults a GP approximately
six times a year), coverage (almost the entire population is registered with
a single GP practice in the UK), continuity (both informational and rela-
tional), comprehensive (there is no condition or population group that GPs
will not consult with or manage as an initial presentation), coordinated
care (GPs are the gatekeepers of the NHS, and refer fewer than 10 per cent
of the patients who consult them to secondary care services) built on his-
torically good relationships and high levels of trust.
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Figure 8.2 General practice as the hub of generalist healthcare.
Reproduced with permission from Graham Watt

Example 8.1: Current threats to UK general practice

In 2008, Don Berwick described UK general practice as the ‘jewel
in the crown’ of the NHS (16). However, there is, at the time of
writing, a crippling workforce crisis in UK general practice. This
is driven by rising patient demand and complexity, insufficient
numbers of general practitioners, unsustainable workloads, insuffi-
cient resources, political scapegoating and outdated infrastructure
(17). A focus on Era 2 approaches has increased the compartmen-
talisation and commodification of general practice work, reducing
opportunities for relational expertise and continuity (18). General
practice delivers approximately 90 per cent of healthcare activity
in the UK, using only approximately 10 per cent of NHS funding —
which has only returned to this level recently after falling as low as
8 per cent in 2013 (19,20). Between 2008 and 2018, there was a
rapid rise in new hospital NHS consultants compared with either
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Figure 8.3 Rise in hospital consultants versus GPs in the UK.
Data Source: Anderson et al. (26)

very small increases, or actual decreases, in GP numbers across the
four nations of the UK (Figure 8.3).

The delivery of generalist care to the population is only pos-
sible through a strong general practice foundation that provides
continuous cradle-to-grave care for all citizens. Precisely the
opposite has been encouraged under successive UK governments.
An ideological belief in market forces has neither improved effi-
ciency nor increased capacity. Instead, it has created a frag-
mented, supply-driven system that has catastrophically failed
to address the demand side of healthcare (21). Resource alloca-
tion towards hospitals rather than primary care has increased
costs without reducing demand (22) and financial cuts to pub-
lic health and social care may actually be increasing demand
(23). Accompanying this is the influence of industry and phar-
maceutical companies, and the ‘industrialisation’ of medicine —
which thrives on demand and treats advanced healthcare as a
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commodity to be bought and sold, irrespective of the detrimental
implications for patients and populations (24).

Secondary care, with its focus on super-specialism and biomedi-
cine, thus continues to dominate the UK’s healthcare system, and,
largely, clinical education. Unfortunately, part of this culture is to
denigrate general practice as a career (‘just a GP”) — the so-called
‘hidden agenda’ or ‘hidden curriculum’, which, for many young
doctors in training, is not so hidden. So, although generalism is still
present in UK general practice, it is clearly under threat (25,26).

Improving access to generalist healthcare

Ensuring that people who need care have access to it is one of the foun-
dational principles of an equitable healthcare system. Generalism is
central to universal health coverage and equitable access to healthcare
internationally. As part of the United Nations’ Sustainable Development
Goals, member states have agreed to work toward worldwide universal
health coverage by 2030, and the WHO has specified that good primary
care is fundamental to universal health coverage (15,27). ‘Healthcare as
a universal human right’ is also an important aspect of Era 3 medicine.
Universal health coverage is defined by the World Health Organization
(WHO) as follows:

Universal health coverage is defined as ensuring that all people have
access to needed health services (including prevention, promotion,
treatment, rehabilitation, and palliation) of sufficient quality to be
effective while also ensuring that the use of these services does not
expose the user to financial hardship. Universal health coverage has
therefore become a major goal for health reform in many countries
and a priority objective of WHO.

World Health Organization 2022 (28)

Gulliford and colleagues conceptualise improving access to healthcare
across four domains (29): increasing supply (building capacity), remov-
ing barriers (personal, financial and systems-based), optimising utility
(the right service at the right time and place) and ensuring equity (prior-
ity access for those with the greatest need). Each domain will have dif-
ferent impacts on health service availability, utilisation and outcomes,
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and each domain indirectly impacts the others. For example, reducing
barriers through online booking systems may reduce equitable access for
those without online access, and increasing supply without attention to
quality might reduce utility. No single strategy is likely to be effective,
rather a judicious combination of all four.

Attention to authenticity when building capacity

The role of generalism internationally varies widely due to variations
in the structure of healthcare systems. The World Health Organization
(WHO) describes how, in developed countries, future emphasis is likely
to be on quality and sustainability, whereas in developing countries, pri-
orities include building capacity and improving access (15). The WHO
warns against fragmentation, unregulated commercialisation and hos-
pital centrism, and argues instead for systems that are based on health
equity, that put the care of people first, that secure the health of both
communities and individuals, that invite participation and that provide
reliable, responsive care.

The WHO also warns against oversimplification of generalism when
building capacity in developing countries. Generalism is not one-way
delivery of a small range of priority health interventions, nor is it isolated
community health workers, nor community clinics for common ailments,
nor cheap, low-tech, non-professional care for the rural poor who cannot
afford any better. Instead, they argue for attention to the core attributes
of generalism: comprehensive care for all people and all health problems;
collaborative care, referring and guiding people through a range of ser-
vices; relationship-based care that involves people, families and commu-
nities in the decisions that affect them; care that opens opportunities for
health promotion, disease prevention and early detection of disease; and
care that combines sophisticated biomedical and social skills through
adequate resources and investment in education and training. Countries
with developed general practice have generalism as a core tenet within
postgraduate training, and qualifications that are specific to this role.

Many developed countries are also seeking to extend existing
models of working with allied healthcare professionals and creating
additional roles to address challenges with primary care capacity. Such
expansion may well be warranted, given the key role of primary care in
healthcare systems, and the global shortage of GPs. It is not, however,
clear to what extent allied health professionals are trained in, or indeed
practise, generalism. If the expansion of allied health professionals into
the primary care team is to be effective, then all practitioners need to
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understand the vital role of generalism, their role in it, and how to best
putitinto practice. The implications for generalism of expanding capacity
in this way are not yet clear. Simply co-locating healthcare professionals
who are specialists in a specific area of healthcare, such as physiothera-
pists, pharmacists, mental health nurses and so on, will not in itself lead
to the integration of care (see Chapters 2 and 9) and may indeed simply
replicate the fragmentation of care that is seen in specialist services in
secondary care.

Good primary care requires GPs and other healthcare staff to be
trained to a high standard in the core aspects of holistic care, and hence
generalism (30). True integration of the multidisciplinary team into
primary care will therefore require training and education in general-
ist approaches. This is likely to require mentorship and leadership from
experienced generalists, potentially adding to the workload of already
overstretched general practitioners (31). In Scotland, the new GP con-
tract aims to engage generalists in training allied health professions, but
recent evaluation suggests problems exist with its implementation (32)
most of which were predicted (33) but not acted upon. Internationally,
barriers to effective transformation of primary care identified poor lead-
ership, resistance to change, inadequate resources, and a lack of clear
targets or outcomes as key themes (32). Challenges integrating multi-
disciplinary health workers into primary care are likely to be similar to
those encountered when integrating teams across health and social care
(see below).

Influences on the quality of generalism

Funding models

Funding and payment mechanisms have important impacts on both
patients and clinicians. Relying on out-of-pocket payments at the point
of service can lead to catastrophic expenditure that pushes people into
poverty or bankruptcy (34). Point-of-care payments are also a barrier
for people on low to medium incomes where they do not qualify for free
care, further exacerbating health inequalities (35). These inequalities
can also be driven at a national level, for example the affordability of can-
cer treatments in low- to middle-income countries driving global health
inequalities (36). Incentivisation systems have consistent impacts on
physician behaviour, but mixed or limited impacts on patient outcomes
(37). Incentives can subvert the intrinsic motivations of clinicians to pro-
vide personalised holistic care and influence decision-making through
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micro-incentives to over- or under-treat people (38). They can also cause
a focus on the incentive (for example, waiting time) to the detriment of
overall quality (39). Fee-for-service, for example, incentivises clinicians
to provide as many (short) consultations as possible and may disadvan-
tage people with more complex problems requiring longer consultations
compared to capitation-based funding systems (40). A US study com-
paring fee-for-service to managed care found preventive screening was
lower, hospital admission rates higher, and health outcomes virtually
identical (41).

Consultation length

Studies have shown wide variations in consultation length in general
practice (where longer consultation times are assumed to correlate to a
more generalist approach), ranging from a mean of under one minute in
Bangladesh to 23 minutes in Sweden (42). It is inconceivable that a gen-
eralist approach, that combines the biomedical with the biographical, and
includes shared decision-making, collaborative planning and opportunis-
tic health promotion, can take place in a very short consultation. Indeed,
a study in a general outpatient clinic in the public healthcare sector in
Hong Kong, in which three-quarters of consultations were shorter than
five minutes in duration, found that 99 per cent of patients were consult-
ing about physical problems, mostly about one problem (despite being a
largely elderly multimorbid population), with reported low rates of conti-
nuity of care, GP empathy, and patient enablement (43,44). As discussed
in Chapter 11, using interactional knowledge well, may make for a more
efficient use of time within consultations and thus the ‘ideal’ consultation
length will depend on multiple factors including continuity of care and
the therapeutic relationship (45). There is some evidence that longer con-
sultations result in more patient enablement, lower GP stress and better
patient outcomes, as well as being highly cost-effective (46). Increasing
the duration of generalist consultations might also reduce the use of
unnecessary investigations and downstream referrals, thereby improving
care, avoiding iatrogenic harm and improving the patient experience.

Continuity of care

Continuity of care has been threatened by incentives to operate in larger
practices, increases in remote healthcare, and systems that do not give
people the choice of a named doctor. Other threats include mobile popu-
lations, multidisciplinary working, part-time working, portfolio careers,
shift-working and the commoditisation of patient needs into discrete
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components. Many people, however, still prefer to see a known, regular
GP, and evidence suggests that older people, those with multimorbidity
and those with mental health conditions are most likely to benefit from
continuity of care (18). Continuity of care could be prioritised for people
most likely to benefit (18); however, identifying those most likely to ben-
efit in advance of an appointment is challenging, and patients may pre-
fer to prioritise speed over continuity for different problems. Patient-led
strategies include giving people clear information about how and when
to get an appointment with their chosen doctor, how to request a longer
appointment, and how and when to contact their chosen doctor between
face-to-face appointments (47).

Empathy and compassion

Regardless of financial resource constraints, care providers must be able to
interact with compassion and empathy alongside technical clinical exper-
tise, because a care provider must first understand the situation from the
person’s perspective to effectively propose suitable solutions (48). Empathy
is the ability to understand and share someone else’s feelings or experi-
ences by imagining what it would be like to be them, and includes three
domains: emotional; cognitive; and behavioural (49). Empathy in the con-
sultation is beneficial for both the care user, in terms of improved satisfac-
tion and treatment adherence, and for the care provider, where empathy
can protect against stress (48). Nevertheless, it is challenging for individual
care providers to engage cognitively and emotionally or to behave with
empathy when they are not supported by the systems in which they work.
Policymakers need to be aware of structural aspects such as relational conti-
nuity that affect how clinicians empathise with patients’ needs (48).

Integrated care

Fragmented healthcare systems tend to focus clinicians’ attention on
small and local ‘savings’, rather than focusing on the bigger ecosystem
and ultimate cost-effective strategies for patients across the health and
social care system. People with complex problems can find themselves
pushed from service to service. Strengthening the delivery of general-
ist care needs to combine integrative approaches (where there is effec-
tive coordination both between primary and secondary care, and across
multidisciplinary teams) and interpretive approaches (where clinical
decision-making involves careful consideration of the needs of the indi-
vidual in addition to guidelines) (50). The United Model of Generalism,
devised by Reeve et al. in 2017 (Figure 8.4), describes types of care
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provision suitable for meeting the needs of the whole person (50). The
goals of integrating health and social care include the reduction of this
fragmentation and the improvement of health and wellbeing of the peo-
ple who require these services (51). Another driver for integrating across
sectors is to reduce cost and improve efficiencies. Although integration in
the UK does not appear to have reduced emergency hospital use, there is
some evidence that it has improved user outcomes and experience (51).

Commodification and marketisation

Julian Tudor Hart, in his essay on the inverse care law (52) over half a
century ago, warned of the negative impacts of market forces on disad-
vantaged groups:

This inverse care law operates more completely where medical care
is most exposed to market forces, and less so where such exposure
is reduced. The market distribution of medical care is a primitive
and historically outdated social form, and any return to it would
further exaggerate the maldistribution of medical resources.

Hart 1971 (52)

Since then, there has been a steady move towards privatisation of the NHS,
especially in England, under consecutive governments. One way in which
this has been done is to ‘commodify’ care by cutting comprehensive gener-
alist services into individual bits that can be delivered by the private sector.
Such segmentation of care damages possibilities for generalism and often
increases rather than decreases costs. Furthermore, it often allows ‘cherry-
picking’ by the private sector of ‘easier’ patients and problems, leaving pub-
lic services to support people with complex needs (53).

Where generalism is needed most

Ageing populations

People are living longer, and the world’s population is ageing. It is antici-
pated that one in six people globally will be aged 60 years or over by
the year 2030 (54). There will be a substantial increase in people with
complex care needs, including higher levels of dementia, multimorbid-
ity and frailty, with associated dependence on health and social care ser-
vices (55). When the process of ageing and the experience of longevity
are accompanied by good health this brings opportunities for people to
contribute to their families and communities. However, multimorbidity
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increases with age and brings many health and care challenges, and this
stage of life can also be associated with social life transitions such as the
death of a partner, with associated loss of support (54). Application of
generalism to clinical practice, using approaches such as more widespread
training in geriatric medicine for hospital-based clinicians, could improve
generalist care for such patients within secondary care (56). However, if
future healthcare needs of ageing populations with complex needs are to
be met holistically and cost-effectively, countries must invest in growing
general practice as well as supporting generalism in hospital specialties.

Complex needs

As discussed in Chapter 1, the term ‘complex’ can be used to mean ‘atypi-
cal’ or ‘technically difficult’. Here, however, we use the term to mean multi-
ple and potentially interrelated factors where the outcome can be unclear
and/or the process continuous or ongoing. People with complex needs,
such as those with learning disabilities and long-term health problems, or
people with complex childhood trauma combined with substance misuse,
have additional health- and social-care requirements while also experi-
encing illness and treatment burden (57). They also have additional chal-
lenges negotiating the complexities of a fragmented health- and social
care system (58). Inadequate social support and poverty further contrib-
ute to ill health (see Chapter 10). The co-existence of mental and physical
multimorbidity is more common and occurs up to 40-45 years younger
in people living in areas of high deprivation compared with those living
in affluent areas in the UK (57). This adds to the existing challenges fac-
ing both the people living in, and the clinicians working in, areas of dep-
rivation (59,60). Generalism is of crucial importance in the delivery of
integrated health and social care, particularly for a population with rising
needs and where inequalities are marked (51). Multimorbidity and per-
sonalised approaches to care are discussed further in Chapter 18.

Marginalised communities

Special attention to marginalised groups is central to Era 3 medicine.
With generalism at the core of organisational structures and culture,
healthcare systems can maximise their inclusivity and adaptability to
meet the needs of people in need. There are many marginalised com-
munities requiring expert generalist care. Perhaps the largest and most
pressing relates to people affected by conflict, famine, trafficking, per-
secution and environmental threats. The United Nations estimates that
1 in 74 people on earth has been forced to flee (61). The UK’s Equality
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and Human Rights Commission points out that forced migrants may have
fled traumatic circumstances, had traumatic journeys, and arrived with
little or no resources or support, leaving them at risk of further exploi-
tation (62). Dispersal on arrival may further disrupt supportive social
networks, and people often fall outside formal asylum systems. These
traumas are compounded by barriers to accessing health and social care.
These include language barriers, discrimination, being unaware of their
rights or entitlements, fear of arrest or detainment, as well as structural
barriers such as the need to provide an address, or pay for services and
medicines. Rights-based interventions are discussed in Chapter 10.

Health and social inequalities

Inequalities exist in the organisation and quality of care for people living
in areas of high deprivation. These groups are less likely, for example, to
receive good quality end-of-life care where they are less commonly con-
sulted about advance care planning and decisions about their care (56).
Patients living in areas of higher deprivation often have more problems to
address during a single consultation, and these problems are often more
complex (mental, physical and social) than for those people living in
more affluent areas. However, due to the inequitable distribution of GPs
relating to the allocation of funding, the consultations they receive are
often shorter and less patient-centred than in affluent areas, and result
in higher stress levels in the GPs, less patient enablement and poorer out-
comes following clinical encounters (59,62). Patients in deprived areas
have lower patient satisfaction and GPs have lower job satisfaction com-
pared with affluent areas (63). Structural approaches to address social
inequalities (housing, education, employment, social security) are also
needed in parallel to approaches that address health inequalities (64).

Addressing the ‘inverse care law’

Throughout this book it is argued that generalism is central to high qual-
ity, person-centred care. This is particularly important for patients with
the largest burden of health and social care needs, who in practice often
have the least access to good quality generalist care. Such inequity in care
provision stems from the organisation of healthcare. Over 50 years ago,
this mismatch between need and supply was coined the ‘inverse care law’
by GP and epidemiologist, Julian Tudor Hart, in a seminal essay in the
Lancet (52). Tudor Hart explained the inverse care law as follows: ‘The
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Figure 8.5 The inverse care law at the population level. Reproduced
from McLean et al. 2015 (65) with permission

availability of good medical care tends to vary inversely with the need
for it in the population served.’ A series of papers from Scotland over the
last 20 years have shown how the inverse care law still operates within
the NHS. The fundamental problem is a historical mismatch of need and
supply — as Figure 8.5 shows, increasing levels of need in more deprived
areas of Scotland (as reflected by higher levels of premature mortality,
multimorbidity, and poor general health compared with more affluent
areas) are not matched by the funding or distribution of GPs (65).

Recent research by the Health Foundation has confirmed the ongo-
ing existence of the inverse care law in the English NHS (66). Ongoing
research in Scotland on the new GP contract, which outlines how GP ser-
vices are funded, also suggests that there has been little emphasis on the
needs of older patients or those exposed to health inequalities (32).

The effect of the inverse care law is most apparent in patients
with multimorbidity. In affluent areas, multimorbid patients get sub-
stantially longer consultations than non-multimorbid patients (on
average 40 per cent longer), perceive their GPs as more empathic, and
the GPs deliver more patient-centred care when measured objectively
using video recorded consultations. In deprived areas, no such differ-
ences between multimorbid and non-multimorbid patients exist (67)
(Table 8.1).
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Table 8.1 Issues affecting communities and consultations in deprived areas.
Based on data from Mercer and Watt 2007 (59) and Mercer et al. 2012 (68),
reproduced with permission from Graham Watt

Issues affecting communities Issues affecting clinical encounters
Unemployment Multiple morbidity

Benefits sanctions Social complexity

Cuts to services Shortage of time

Drugs and alcohol Reduced expectations

Child protection Lower enablement

Migrant health Health literacy

Vulnerable adults Practitioner stress

Bereavement Weak interfaces

Future policy must address the inverse care law. Generalism must be at
the centre of care systems that support all patients, particularly for vulner-
able groups such as those with multimorbidity who live in deprived areas.
A holistic approach is needed, with continuity, integration of services and a
patient-centred balance of approaches and priorities. Providing services for
people with complex clinical and care needs requires them to be designed
around people and populations rather than single diseases, and for there
to be intelligent and adequate funding for health and social care that is
targeted towards the most vulnerable so that care is responsive and per-
sonalised. High-quality generalist care for such patients requires several
components: time, continuity, an empathic patient-centred approach, and
(at least initially) support for practitioners in managing such complexity.
The feasibility, effectiveness, and cost-effectiveness of such an approach
has been demonstrated through the CARE Plus Study (69,70) meaning in
the future it could be implemented at scale. However, this will require re-
investment in primary care in deprived areas with sufficient staff, training
and funding to make it a reality, together with a shift in how generalist work
is understood and valued by society and populations.

Major opportunities exist to effectively harness scientific and tech-
nological advances while maintaining the basic principles of generalism,
and such innovations need to be rapidly developed, evaluated and imple-
mented equitably and at scale within primary care. Future strategies in
the UK include enhancing the use of digital infrastructure, integrated
care records and responsive data tools such as risk-based screening, digi-
tal health checks, access to online peer support, virtual consultations,
and at-home diagnostics to deliver ‘flexible, tailored services that pro-
mote people’s health, wellbeing, and independence’ (71).
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Tomeet these increasing needs, systems and processes must become
responsive to the needs of individuals and populations. Additionally,
systemic participatory approaches such as engendering a culture that
invites and welcomes feedback from people using services, involvement
of people and carers in service design, and providing appropriate train-
ing for people who provide health and social care, could be used to make
real-time changes to services and improve the generalist approach (56).

For changes of this nature to occur, the organisers of a healthcare
system and the individuals working within it must share a common
holistic view of healthcare provision (69). For people with complex care
needs, effective provision of generalist care requires that clinicians work-
ing in all disciplines understand the specific needs of individuals, pro-
mote shared decision-making, and collaborate skilfully across teams of
professions (50). For this to occur, healthcare systems at the population
level must enable generalist systems to thrive.

A vision for the future: making generalism a reality

Quoting from the Health Foundation document on modern medical gen-
eralism: ‘the essential quality is that the generalist sees health and ill
health in the context of people’s wider lives, recognising and accepting
wide variation in the way those lives are lived, and in the context of the
whole person’ (10). Implementing generalism at scale throughout the
healthcare system must therefore overcome current barriers.

The well-known saying ‘culture eats strategy for breakfast’ has been
attributed to the management expert Peter Drucker but is often quoted in
healthcare management circles in relation to quality improvement. Thus,
in the ambition to expand and enhance generalism, as argued for in this
book, we must be mindful that any strategies will need to understand and
address issues of culture within healthcare. Healthcare systems around
the world remain dominated by the biomedical, reductionist model of
disease and treatment, and the supremacy of secondary care specialties.
It is also reflected in the single-disease paradigm that still dominates
healthcare practice, education and systems. Implementing generalism,
especially in secondary care, will require a change in culture amongst
specialists, so that generalism is seen as everyone’s job and not just that of
the geriatrician and the GP (see also Chapter 2). Delivering expert gener-
alism at scale, as discussed earlier, will undoubtedly require a substantial
investment in general practice, since hospital care is episodic and most
care for most patients (especially those with multimorbidity) is, across
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their life course, delivered in general practice (72). This is a political
and practical challenge as there is a global shortage of trained GPs. Bold
actions are required by governments to boost GP numbers by encourag-
ing more trainee doctors to become GPs, help retain experienced GPs,
and, above all, ensure the work of GPs is meaningful and sustainable for
both professionals and patients.

The WHO suggests focusing on the following drivers of reform to
ensure the future of generalism (15):

* Mobilising the production of knowledge: ensuring policy reviews
stimulate organisational imagination, intelligence and ingenuity;
address the technical and political obstacles to the advancement of
generalist knowledge; and ensure that new knowledge is effectively
shared and implemented.

* Mobilising the commitment of the workforce: ensuring generalist
careers are more stimulating and gratifying, and more socially and
economically rewarding than past models, and that generalist clini-
cians are attracted to the areas that need them most.

* Mobilising the participation of people: harnessing the dynamics of
civil society so that the perspectives of people are included within pol-
icy debate; so that all people have reliable protection against health
threats and equitable access to quality healthcare without fear of
financial exploitation.

The facilitators to integrating generalism into the organisation and design
of healthcare systems are summarised in Table 8.2. Because the quality
of care is a combination of technical and interpersonal effectiveness, gen-
eralism — with its integration of the biomedical and the biographical - is
important in all aspects of healthcare. Yet, as clinical care has become
more specialised and super-specialised, the balance has inexorably
shifted towards the biomedical. Generalism is the key to delivery of effec-
tive, sustainable and compassionate care. However, generalist services,
especially UK general practice, currently suffer from financial under-
investment, chronic workforce shortages and compartmentalisation.
Healthcare challenges, including an ageing population, rising complex-
ity, marginalised groups and health inequalities, mean that adoption of
generalist approaches will become even more necessary. Organisational
structures must support and encourage generalist ways of working,
generalism must be a key theme in clinical and postgraduate training,
together with a culture change within the clinical professions that chal-
lenges the dominant reductionist, overtly biomedical model to one that
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Table 8.2 Facilitators of generalism in healthcare systems

Universal coverage: a healthcare system free at the point of care, with a
strong general practice-led primary care base

A healthcare system that adequately responds to the needs of all patients,
including those suffering health inequalities

Widespread training in generalism for all medical students and doctors in
training

Putting generalism at the heart of the integration of health and social care
Organisational support for the factors that enable generalism to

flourish such as appropriate leadership training, supporting effective
communication within and between teams and system interfaces,

flexibility, continuity of care, relationship-centred care.

prioritises and rewards generalism. Politically, there is an urgent impera-
tive to halt commodification and profit-based approaches to organising
clinical care systems, in order to deliver the most cost-effective and clini-
cally appropriate care to all members of society.

From the seminal publication on generalism by the Health

Foundation in 2011 (10) to Berwick’s moral prescription in 2016 (1) and
since, the philosophical and empirical case for situating generalism at
the heart of healthcare systems and their organisation and delivery has
grown and developed. Urgent action is now required.
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Collaborative and integrated working

Emily Owen, Charles Coombs and Sophie Park

Introduction

There have been significant changes in recent years that aim to promote
collaborative and integrated working across clinical systems, disciplines
and institutional organisations. These strategies have often evolved as
organisations, including their workforce and client base, become larger
in size. Effective collaborative and integrated working may facilitate co-
creative learning communities, the cross-pollination of knowledge and
ideas, increase accessibility to services, and reduce costs in the health-
care system (1,2,3). Healthcare professionals have also described how
collaborative and integrated working practices may foster greater job
satisfaction, self-awareness and professional growth, through providing
opportunities to develop mutual respect and appreciation for one anoth-
er’s competencies and contributions (3,4,5). Despite the many benefits,
there remains limited evidence on how collaboration and integration can
be achieved in practice and how specific regulatory, organisational and
systemic barriers may be overcome. For instance, existing research has
found that limited time and financial remuneration models, geographi-
cal separation, concerns about patient confidentiality, imbalances of
authority, turbulent political and organisational contexts, and incompat-
ible information systems are challenges that should be considered when
designing collaborative and integrated working practices (5,6).
Collaboration and integration can happen at multiple levels — from
the individual patient consultation, through to how care is organised
within a clinical institution, through to coordination of care across dif-
ferent organisations and disciplinary boundaries. Many of the principles,
opportunities and challenges are comparable across these levels. As you
progress through this chapter; we invite you to reflect upon your own
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experiences of collaborative and integrated working. For instance, what
are the opportunities and challenges you have personally encountered?
Think about who you collaborate with routinely in your practice, what
works well about this? What do you (or they) find challenging? And how
does (or might) this impact on patient care?

Throughout this chapter, we will explore how collaboration and
integration may support a generalist philosophy of care through com-
bining and capitalising on the perspectives, knowledge and skills of
diverse professionals to provide comprehensive, whole-person care that
is responsive to the needs of individuals, families and communities (7)
(see also Chapter 2). We argue that the intention to work collaboratively
and in integrated ways needs to be made explicit, and related strategies
and policies developed to support this. We will present examples within
primary healthcare settings, across community organisations and at the
interfaces between primary, secondary and social care. We recognise
that not all readers are based within the UK, but we believe the key con-
cepts, ideas and examples shared can be generalised or transferred to
other geographical settings and countries.

We begin our chapter by first defining the concepts of collabora-
tion and integration within the context of healthcare. An overview and
critique of practices that support or undermine collaborative and inte-
grated working is then presented. Finally, interventions, strategies and
recommendations will be provided for overcoming barriers to collabora-
tive and integrated working despite challenging sociopolitical structures
and organisational contexts.

The concepts of collaboration and integration

Collaboration and integration are both complex phenomena, with vari-
ous definitions and meanings attached to them (8,9). Some of the defini-
tions within the literature indicate that collaboration is the synergistic
combination of skills, knowledge, and resources from different sectors
and organisational contexts (10). It has been frequently equated with
shared goals and responsibility, mutual respect and understanding,
open communication and dialogue (11). Integration has been described
as subsuming healthcare professionals under a shared identity, com-
mon policy and regulatory framework, and organisation (for example,
joint commissioning initiatives, common information systems, defined
referral mechanisms, and formal contractual arrangements) (9,12).
Specifically, there are two main types of integration described within
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the literature: horizontal and vertical. Horizontal integration takes place
between organisations that provide similar services (at the same hierar-
chical level), and might comprise, for instance, collaboration between
primary care, social care and community sectors (13). Vertical integra-
tion takes place between organisations offering different services or func-
tions (at different levels of the hierarchical structure), and might involve,
for example, primary care, secondary and tertiary services (10,13).
Successful integration may require collaboration between different pro-
fessionals as a precondition to achieve high-quality healthcare (9,10). As
such, collaboration has been recognised as a key element for improving
integration of care (9).

The focus and aims of collaborative and integrated working are
to improve alignment and continuity of care for patients as they access,
engage with, and navigate different parts of the healthcare system (14).
Although many definitions of continuity exist, it may be characterised as
care delivered over time that is consistent, person-centred and holistic
(15,16). Importantly, continuity consists of multiple dimensions (14,15).
Examples of these dimensions include:

* Informational continuity
This arises when there is an awareness of the patient’s clinical and
psychosocial history and use of previous services.

* Longitudinal continuity
This occurs when patients receive most of their care from a team of
healthcare professionals who work together and share collective
responsibility for coordinating services.

* Relational continuity
This refers to an ongoing personal relationship characterised by trust,
care and a sense of responsibility.

What factors support or undermine collaboration and
integration between healthcare professionals?

In the face of an increasingly changing healthcare environment, collabo-
rative and integrated ways of working inherently require professionals to
respond to complexity and uncertainty, while acting collectively as one
unit maintaining the best interests of the patient. In healthcare, this can
take abundant forms. For instance, in day-to-day practice, clinicians will
often collaborate with patients, across specialties, and beyond their own
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practices to hospital and community services. Importantly, collaboration
and integration refer not only to the interrelations between healthcare
professionals but also involve the interactions and relationships between
professionals and patients. Collaborative and integrated working have
become essential to the way healthcare is delivered. While this often
means that expertise is outsourced and shared across specialties, a gen-
eralist philosophy of care (see Chapter 1) may help to maintain a holistic,
integrative and comprehensive picture (17). To enhance this fundamen-
tal pillar of modern clinical practice, the challenges involved in collabo-
ration and integration need to be recognised and addressed. Drawing
upon the findings of two reviews (18,19), and knowledge and informa-
tion in the existing literature, we discuss the factors which can support or
undermine collaborative and integrated ways of working. These factors
range from macro-level (structure), meso-level (institution) and micro-
level (practice). We highlight some of these challenges through empirical
examples and consider ways in which they may be either overcome or
mitigated. As you read, consider how they may relate to your own prac-
tice and working environment. Are there specific changes you can make
to how you work with others, encourage others (for example, in your
role modelling and leadership), or questions you can ask of those who
coordinate particular elements of the organisation? How may this shape
opportunities for patient care?

Macro-level challenges

At the macro level, economic, systemic and regulatory factors support
or undermine collaborative and integrated working. While collaboration
and integration may seem ‘common sense’, there are often significant ten-
sions between these ambitions and other structural, organisational ‘rules’,
and governance frameworks. As one example, policy might encourage
‘competition’ between organisations to bid for the same or similar work.
Consequently, this might not only affect the potential income of employ-
ers and employees and related possible investment in services, but also
the range and location of patient services and resources. This, in turn,
might impact on how patients navigate access to care. For example, by
offering the same services or functions in different settings, or by expect-
ing patients to be able to self-select or navigate ‘appropriate’ access to
each service, depending on how they may perceive their problems.
Limited structural funding and financial remuneration models for
healthcare professionals may also limit their contributions and involve-
ment in collaborative and integrated ways of working (20). For instance,
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because collaboration and integration require establishing, developing,
and maintaining trusting and mutually respectful relationships, pro-
fessionals have described the process as exceedingly time consuming,
resource-intensive and emotionally exhausting (5,21,22). As such, opti-
mal financial arrangements including remuneration for healthcare pro-
fessionals’ time and effort may be needed to promote collaboration and
ensure effective and sustainable integration of services (5,22,23).

Alongside financial reimbursement models, government and man-
agerial support has been shown to act as both facilitators and barriers to
collaborative and integrated ways of working (23). Despite varied health-
care settings, previous studies have shown that when government and
management are in favour of collaborative and integrated working, they
are more likely to establish an organisational context and culture where
collaboration and integration is supported and encouraged for all health-
care professionals (21,23). This support may be demonstrated through
creating and rewarding spaces for dialogue, encouraging exploration of
differences, diversity of opinion, possibilities for mutual gain, and organ-
ising multidisciplinary training initiatives and professional development
opportunities (21). In contrast, when an organisational culture is estab-
lished where collaboration and integration is not valued or promoted,
this may result in professionals feeling discouraged and reluctant to work
with others on collaborative tasks (23). Interestingly, government and
managerial support may be influenced by the perceived benefits of col-
laboration and subsequent costs in relation to human resources, insti-
tutional and technological infrastructure (23). The perception that the
National Health Service does not contract or incentivise professionals
to create and maintain well-functioning collaborative relationships has
also been identified as a barrier (23,24). Macro-level factors can have a
direct or indirect influence on meso-level factors and may be inextricably
linked with one another. Think about an organisation you learn or work
within. How is it structured? How does competition, financial remunera-
tion, government/managerial support, and the issue of contracting and
incentivising impact how you learn, work and communicate with others,
and the opportunities for patient interaction?

Meso-level challenges

Meso-level challenges comprise organisational, technical, ethical and
cultural barriers. One example is the organisational challenges facing
general practice and the potential implications for continuity of care. For
instance, in the UK, Australia and many other countries, the number of
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general practices continues to decline steadily, while the population is
expanding exponentially (25,26). As such, there is an international trend
towards rising patient numbers and an increasing list size of patients reg-
istered at general practices (27,28). In such contexts, this has resulted
in many general practices merging to form larger group practices. It is
argued that, through exposure to a diverse interdisciplinary team of pro-
fessionals, access to more resources and comprehensive care options,
larger practices may result in more equitable service access, improved
patient safety, and the delivery of more cost-effective healthcare (29).
Yet, the benefits of larger practice sizes are ambiguous given the lack of
strong scientific evidence that patient experience or clinical outcomes
can improve (30,31,32). Preliminary evidence has in fact identified an
association between larger practice sizes and decreased patient percep-
tions of access and satisfaction with care (27). Shifting expectations from
individual to team, or organisational rather than personal continuity, has
many important implications for patient relationships, trust and expe-
rience of healthcare. There is concern that the continuity of care tradi-
tionally experienced in primary care may be compromised if larger teams
result in patients engaging with a greater number of unfamiliar profes-
sionals (30,33).

The rationale behind continuity is that healthcare professionals can
accumulate knowledge of a patient’s values, clinical and personal cir-
cumstances over time and tailor healthcare provision based on their indi-
vidualised needs (34,35). This relational continuity may be established
through repeated consultations and interactions between the same care
provider or team of providers and patient (35). Through an ongoing ther-
apeutic and collaborative relationship, patients may develop and main-
tain trust, perceptions of psychological safety, and interpersonal ties
with a small number of healthcare providers (36). Relational continuity
implies mutual commitment and association between patient and clini-
cians. This commitment, in turn, may reduce a ‘collusion of anonymity’,
whereby decisions regarding a patient’s care are passed from one clini-
cian to another (that is, passing the buck) (37). Patients with multimor-
bidities and complex healthcare needs often benefit from continuity most
(see Chapter 18); especially when their care needs can be addressed early
and comprehensively (38).

A fundamental requirement for effective collaborative and inte-
grated working is the sharing of information between healthcare profes-
sionals. The implementation of electronic information systems and tools
may facilitate informational continuity by ensuring patient records and
previous encounters can be preserved among professionals. Healthcare
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professionals may rely upon informational continuity to reduce medi-
cal errors, improve decision-making, and efficiency when manag-
ing or assuming care for patients they are unfamiliar with (39,40,41).
Unfortunately, different disciplines and professions may use incompat-
ible systems, making it increasingly difficult to communicate, access, and
interpret information (42). Simple as it may seem to address this, many of
these systems individually reflect the focus and attention of that discipli-
nary approach to patient care — the knowledge a particular professional
might find most important to record, and the way in which they do this,
might therefore differ across professional groups in different organisa-
tional settings. The narrative elements of the patient story being ‘heard’
subsequently differ. As such, attempts to standardise IT systems across
disciplines need to be mindful of these distinctions to ensure that the
records remain useful and feasible to use within busy clinical situations.
Additionally, concerns about the logistics and suitability of sharing infor-
mation through electronic systems as well as limited computer literacy
skills may act as barriers to collaborative and integrated ways of working
(43,44,45,46). Consequently, improving electronic information systems
and tools at the group and organisational levels, by making them easier
to navigate, more secure and interoperable may be critical to facilitate
informational continuity. Although the benefits of informational conti-
nuity are not tantamount to relational continuity. There is a further risk
that substituting relational with informational continuity may lose asso-
ciated benefits to patient experience and outcomes. As practices expand
and patients see increasing numbers of different healthcare professionals
patients see increases, practices may come to depend more heavily on
informational rather than relational continuity.

Micro-level challenges

Micro-level factors include the skills, capacity and previous experi-
ences of healthcare professionals. The ability to effectively communicate
with a wide range of healthcare workers and a diversity of patients is
considered a generalist skill. These types of skills include knowing how
to speak well and listen well, how to display compassion and empathy,
and how to work together as a team to prevent and solve problems (47).
Unfortunately, many healthcare professionals have described limited
confidence in their ability to collaborate with other professional disci-
plines and organisations. One possible explanation for this is that edu-
cation, training and development opportunities have occurred largely
within discipline-specific ‘silos’ (48). Consequently, the introduction of
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more collaborative and integrated ways of working has contributed to
role confusion and ambiguity among professionals. A lack of definition,
awareness, and understanding of other professionals’ roles and respon-
sibilities have been shown to contribute to role overlap, protectionism,
accountability confusion, and the blurring of professional boundaries
(5,45,46,49,50). This can be particularly challenging within the context
of unselected comprehensive, universal care (although readers working
in other disciplines may feel the same), where healthcare professionals
may require flexibility and adaptation in roles to respond to identified
patient needs and problems. Once the problem has been ‘set’, then it may
be easier to refer on to different disciplinary roles and areas (51). As one
example, in a specialist clinic, a patient may bring symptoms relevant to
that specialist but might also mention other symptoms which may or may
not be relevant to the structural boundaries of that clinic appointment.
Chapter 2 presents an additional discussion of these types of challenges.

Before you continue reading, take a few minutes to reflect upon your
experience learning or working within a group of multidisciplinary pro-
fessionals. This may, for example, have been in a workplace-based setting,
or a formal institutional-based session, or you may have been expected to
learn with and from another disciplinary expert. How did such experi-
ences feel? What supported or challenged learning opportunities?

To enhance role clarity, the provision of, and opportunities for,
interprofessional education and multidisciplinary training have been
identified as strategies to create opportunities for dialogue and enable
professionals to interactively learn with, from and about each other to
build mutual trust, facilitate collaboration, and the delivery of safe and
efficient care (52,53). Over the past few decades, initiatives designed to
enhance interprofessional education have included: case-based interpro-
fessional discussions; shared seminars and lectures; community-based
projects; simulation training; online learning and reflective activities;
interprofessional student teamwork in clinical placements; and inter-
professional living-learning accommodations (54,55). In line with adult
learning theory and contact hypothesis (56), such opportunities may
affect cultural change, by enabling learners to develop an understand-
ing of the roles of other professions, promote shared values, reconcile
any differences, and reduce prejudice (54). Empirical evidence supports
the efficacy of early exposure to interprofessional education as negative
attitudes towards other professionals may become more entrenched with
time and can act as a powerful barrier to effective collaboration (57,58).
Although progress has been made to promote interprofessional educa-
tion at the undergraduate level, it is critical that professionals consider
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interprofessional learning to be an ongoing, lifelong process. As such,
qualified professionals should have opportunities available to engage in
regular multidisciplinary training and learning activities (53).

Example 9.1: Multidisciplinary training

One example of a multidisciplinary training scheme is ‘Walk in my
Shoes’. In 2015, Lewisham Clinical Commissioning Group (CCG)
commissioned an interprofessional exchange project between general
practices and community pharmacies in South London, UK. In total,
93 exchange visits took place comprising 42 general practitioners and
45 community pharmacists. Throughout the exchange visits, general
practitioners and community pharmacists were provided the oppor-
tunity to ‘experience life in primary care from a different perspective’,
to learn from each other, to enhance feelings of trust, improve health
systems, and work together to solve local problems (59).

Interventions/strategies to improve collaborative and
integrated working

There are many factors that may act as either facilitators or barriers to
effective collaborative and integrated working between healthcare pro-
fessionals. There is no single, one-size-fits-all solution to addressing such
barriers; multi-pronged, multifactorial and multidisciplinary solutions
may need to be designed that consider barriers which operate at the
macro, meso and micro levels. Here we discuss potential interventions
and strategies that may overcome these barriers across all three levels
to help improve collaborative and integrated working practices and the
quality of patient care. You may already be implementing some of the
strategies we discuss, or as a learner, you may have already experienced
these during placements. Some strategies may be more suitable for you
than others. We hope you can use the information in this section to reflect
on your own practice and how you may develop and nurture more effec-
tive collaborative relationships with those around you.

Micro teams

To overcome the barriers at the meso level, micro teams have been pro-
posed. They are a structural intervention to organise the workforce of
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a practice. In particular, micro teams may address challenges initiated
by practice expansion, including maintaining continuity of care. Micro
teams are mini multidisciplinary teams embedded within the wider prac-
tice workforce. They aim to establish continuity with the flexibility of
part-time staff and absences. In conjunction with a named general prac-
titioner, patients can establish long-term relationships with several mem-
bers of a multidisciplinary team (60). As such, micro teams are thought
to address a loss of continuity, by providing continuity through teams,
not just an individual practitioner. When a patient is unable to book a
consultation with their preferred doctor or clinician, they can be seen
by a member of the micro team responsible for their care. By employing
the continuity that several individuals can offer by operating collectively,
micro teams aim to address the documented loss of continuity in the UK.

The novelty of micro teams has meant flexibility in how they are
defined, and which roles are incorporated into the team. In addition to
established roles such as nursing and pharmacy, the team may comprise
emerging roles including, but not limited to, physician associates, physio-
therapists, dietitians, and health coaches (61,62). The Royal College of
General Practitioners (RCGP) has advocated building well-established
trusting relationships between patients and their named general practi-
tioner, a requirement set out in the UK General Medical Services contract
within 20 days of registration (60). The importance of responsibility
and accountability for patient care is also raised. In addition to a named
general practitioner, patients can establish long-term relationships with
other members of the team whom they might see more regularly or who
deliver augmented continuity.

Collaborative and integrated ways of working raise the question
of who is responsible and ultimately accountable for a patient’s care.
There is a potential risk with micro teams that patients slip through the
net and are not cared for by an allocated team. To address this, micro
teams should have clearly defined expectations in roles and responsibili-
ties. Frequent communication and discussion of care plans may help to
develop collective responsibility, but also act as a safety net to ensure
care plans for all patients are optimised (63). Additionally, there must
be a straightforward pathway to allocate patients to teams on a recur-
ring basis.

Micro teams can be resource-intensive and may require an increased
number of staff for each consultation. This implies potential fiscal con-
sequences; yet no research has directly addressed these outcomes to
date. The resources required can be considerable and a potential barrier
to successful implementation (64). Prior planning and preparation for
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the application of resources are required to mitigate challenges which
might arise following implementation. In the long term, it is hoped a
micro-team approach may decrease the overall number of consulta-
tions a patient requires, thus, making a positive step towards sustain-
able healthcare goals and systems. Fewer consultations may be achieved
by dealing with a wider range of issues more effectively within a single
visit. In practice, this could mean spending longer with a member of the
team or incorporating multiple members into a single visit (65). This may
involve, for example, a health coach enabling patients’ engagement in
self-management, thereby addressing a micro-level factor of healthcare
professional—patient interaction.

The organisation of primary care has the potential to impact the
nature and quality of patient care. Primary care today builds its foun-
dations upon collaborative and integrated systems to deliver efficient
and effective care to patients and their families. Micro teams are a struc-
tural intervention at the meso level of practice. They are established
from a team of healthcare professionals who promote generalist care by
responding to patients’ needs holistically to address the biological, social,
relational and psychological aspects of an individual’s life.

Huddles

Huddles are structured, brief, routine, face-to-face communication of
the team’s full membership (63,66). As practices expand in the range of
roles and numbers employed, huddles aim to address the complexities
that arise as communication becomes more and more difficult. Huddles
may be used as an adjunct or independently to a micro-team structure.
They provide a structured opportunity for team members to commu-
nicate and collectively strategise daily practice. This may, for instance,
include managing workflow, addressing patients’ needs and prefer-
ences, and improving the provision of preventive services through pre-
consultation planning. Huddles address micro-level factors of primary
care (63,66). They can facilitate social interaction across disciplinary and
organisational boundaries to promote collaborative and integrated ways
of working.

Huddles can help align continuity which might be offered in micro
teams (63). Through discussion of a team’s full membership, patient-
specific issues can be clarified, and care plans scrutinised. Regular
discussion of patients under the team’s care increases familiarity and
knowledge of each patient by all members of the team (62). Using hud-
dles enables an additional level of safety netting to be applied, drawing
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on distributed expertise to cross-check and minimise important aspects
being neglected or missed.

Huddles may facilitate timely communication and ensure consen-
sus is promptly established. Information can then be shared directly with
patients. They are designed to be brief (lasting approximately 10 min-
utes), to enable a team to develop a care plan for patients and anticipate
potential needs and/or special circumstances so that team members can
support each other throughout the day. Importantly, protected time slots
should be adopted to ensure all members can attend and participate in
huddles, limiting their flexibility (67). Over time, huddles may promote
job satisfaction and once routinely embedded in daily practice, should
become more efficient, curbing the impact on time limitations. A pre-
determined template or framework to standardise the structure of dis-
cussions may further streamline huddles.

Huddles have been adapted to secondary care to improve patient
safety and set expectations for daily practice. An example of this includes
surgical teams embracing huddles to start their day (68,69). The teams
follow a pre-operative huddle template which comprises discussing each
planned case (69). Huddles provide the surgical team with the oppor-
tunity to scrutinise the day’s operation list, pre-identify risk factors and
address foreseen demands for each operation. In addition, the World
Health Organization (WHO) Surgical Safety Checklist is then completed
before and after each operation (70). A limitation of the surgical com-
ponent of the WHO Surgical Safety Checklist is that it is typically com-
pleted once the patient has been anaesthetised. This is often too late to
identify and correct critical demands to proceed with the operation due
to inadequate time. For example, routine safety items on the checklist
include the availability of specialist equipment. The pre-operative hud-
dle can anticipate the need for missing equipment. That day’s surgical
procedures can then be restructured to allow time to obtain equipment,
thereby optimising workflow through the list. The WHO Surgical Safety
Checklist’s improvement in mortality and operation-related complica-
tions should not be underestimated (71). Huddles can, however, com-
plement the use of the checklist to address foreseen requirements at the
start of the day before these demands delay workflow. The use of huddles
to supplement current surgical work systems highlights opportunities for
their implementation in secondary care.

Huddles provide an opportunity to promote team debate, cohesion
and communication transparency (63,66). They have been reported to
raise awareness of the interdependence of team members and individual
responsibilities. Those who have applied huddles (72) to daily practice
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have reported improved overall work satisfaction, team cohesion and
practice climate. Importantly, team members have become more attuned
to other members’ troubles and seek solutions and knowledge as a team.
Huddles provide a structure to support and encourage collaboration and
integration at the micro level of practice. Before you continue reading, con-
sider whether you think huddles could influence your practice. If so, how?

Example 9.2: Show me your meds, please

Shared by Dr Deborah Gompertz (GP and Complex Care / Frailty
Clinical Lead in South Somerset).

A new model of care asking a simple screening question, during
routine home visits, by community staff, provides the potential for
reduction in medicines waste with subsequent environmental and
cost saving benefits, along with improved individualised patient
care (72).

The problem

The role of the complex care general practitioner in South Somerset is
to perform holistic assessments of patients’ needs within their homes.
These patients may have recently been discharged from hospital,
had frequent admissions to hospital, and/or may be involved with
multiple services. During assessments, patients were identified who
were not adhering to their medication as prescribed and subsequent
wastage of large amounts of medication. This was only apparent from
asking to see a patient’s medication and would not have been identi-
fied otherwise. Viewing medication is not part of a normal medica-
tion review (in Chapter 16, medication reviews are discussed in more
detail), yet, if this simple task is performed, we can identify a cohort
of the population that are at increased risk from adverse events from
erratically taking medication, poor optimisation of long-term condi-
tions, and missed diagnosis (for example, dementia).

The solution

The solution was a simple screening question asked on routine vis-
its by community staff:
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‘Show me your meds, please’

The staff reported after viewing the patient’s medications, if they
had any concerns that the medications were not being taken prop-
erly. This included the complex care team, health coaches, district
nurses, community physiotherapists and adult social care. The
information was then fed back to primary care and the patients
were discussed in huddles to decide which staff member was most
appropriate to follow up with the patient. Follow-up could range
from a phone call to a comprehensive assessment aligned with
patient needs and goals. The Primary Care Network (PCN) phar-
macist, pharmacy technician, complex care team (which includes
general practitioner, nurse and support worker), and primary care
team all played a vital role.

The challenges

There needs to be sensitivity to the psychological impact of remov-

ing or stopping medication in case patients feel their medical care is

being withdrawn. There is a potential challenge of increased clini-
cal workload, which was addressed through the involvement of the

PCN pharmacist and pharmacy technician who were invaluable in

helping with assessments and liaising with community pharmacists

around communication and altering medication regimes.
Two potential methods of addressing the workload involved in
this intervention are to:

1. Fund extra pharmacy support required through financial savings
(initial impact assessment has suggested this would significantly
exceed the costs).

2. Reallocation of resources away from an emphasis on routine,
high volume but low impact medication reviews.

The results

The first pilot over a 3-month period identified 40 patients not

adhering to their medication as prescribed:

* 1,049 individual months of unused prescription items were
identified.
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* Wasted medication was valued at £10,866 (see Chapter 13 for a
discussion on sustainable healthcare).

e It is estimated that every pound spent on pharmaceuticals gen-
erates greenhouse gas emissions of 0.1558 kg CO, per pound
(£), representing avoidable CO, emissions of 1,693 kg.

* 39 medications were stopped providing predicted cost saving
over the next 12 months of £3,529 and 549 kg CO, emissions
prevented.

e Medication regimes were simplified in more than 50 per cent
of cases.

* Social prescribing was initiated in 30 per cent of cases.

* New cognitive impairment was identified in 35 per cent of cases.

Co-location

A powerful facilitator of collaborative and integrated working is co-
location. By co-locating healthcare professionals within the same or
adjacent physical space, opportunities are created for informal social
interaction, knowledge dissemination, and the sharing of ideas and
information within and across different disciplines and professional
boundaries (24,73,74). Realistic patient access and travel arrange-
ments are, however, paramount to consider. In primary care, the
co-location of multiple disciplines, including general practitioners,
clinical pharmacists, dieticians, dentists, opticians, social workers,
physiotherapists, and paramedics in a ‘one-stop-shop’ format, has been
shown to facilitate access and communication, reduce fragmentation
of services as well as provide more equipment, resources and financial
capital (46,75,76). Yet, although there are benefits to be gained from
sharing a common space, co-location may not be enough on its own
to foster collaborative and integrated working between healthcare
professionals. For instance, differences in relation to status, authority,
culture, ideological values and working practices may serve as barriers
to effective collaboration (46,74). Within some contexts, co-location
could also translate into unrealistic expectations and greater infor-
mality, which may undermine professional practice and preparedness
(46). Interestingly, there is some evidence to suggest that the benefits
of co-location may also be achieved through frequent and regular face-
to-face interaction and planned multidisciplinary meetings (24).
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Example 9.3: General Practitioner & Consultant Forum
evenings

Shared by Dr Hannah Cowling (GP at Bridgewater Surgeries and
Education Committee member for Watford and West Herts Medical
Society).

The problem

Significant changes in the day-to-day working patterns of general
practitioners and hospital-based consultants have led to limited
opportunities to listen and learn from one another. Previously,
there had been regular lunchtime meetings involving general prac-
titioners and consultants along with other team members. These
meetings provided meaningful opportunities to discuss patient
cases and new guidelines.

The solution

A local consultant and general practitioner met through the
Medical Society — which has a well-established history having been
in existence for 160 years as a forum for local doctors to meet with
an educational and social purpose. They decided to restart these
opportunities for learning and networking between consultants
and general practitioners. To do this, they began by inviting new
consultants who had recently joined the trust to speak on their area
of specialty, while focusing this for a general practitioner audience.
This then moved on to inviting a range of speakers (for example,
general practitioners and consultants to talk about relevant topics
such as respiratory and cardiology evenings, or sessions focused on
managing the ‘dizzy patient’).

The challenges

A main challenge was ensuring the whole general practitioner
and consultant / hospital doctor community were cognisant of the
meetings. They used the Medical Society mailing list, but this did
not cover all general practitioners. As such, general practitioner
trainers’ networks and word of mouth were helpful to reach out to
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trainees. Challenges were experienced when inviting consultants
from other trusts to talk as they had different expertise. This led to
some discussion around local and trust politics.

The results

The meetings have stimulated critical reflection and dialogue
between the clinical interface of the hospital trust and primary
care, increasing understanding and awareness of a range of general
practitioner and consultant priorities. These are interactive even-
ings with lively debates and opportunities to ask open questions.
A recent ‘Women’s Health’ evening was a great success, covering
the hotly debated topic of hormone replacement therapy (HRT) in
addition to cardiovascular health and inequalities in research and
treatment.

Conclusion

Collaboration and integration have become increasingly important for
healthcare professionals as they strive to provide the highest quality
care to their patients. Collaborative and integrated ways of working can
take abundant forms, but many potential barriers exist due to different
and incompatible systems, competition between professionals, limited
structural funding, role overlap and accountability confusion. This chap-
ter has provided an overview and critique of practices that may support
or undermine collaborative and integrated working. We hope that the
contents of our chapter can stimulate critical reflection and discussion,
and that the recommendations suggested can be considered by health-
care professionals and decision-makers when designing and implement-
ing collaborative and integrated working practices within their own
organisation.
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Supporting generalism through
health justice partnerships

Hazel Genn and Sophie Park

Introduction

This chapter explains the positive opportunities presented by partner-
ship between health services and social welfare rights services in promot-
ing health and wellbeing. It provides a practical guide to incorporating
a health justice approach in generalism, particularly providing effec-
tive support for challenges. Rooted in an understanding of the impact
of social determinants on health, health justice partnerships (HJPs) are
practitioner-led collaborations that integrate free social welfare rights
services and healthcare services to address the health-harming social
needs of patients. They address social and economic drivers of poor
health such as debt, income, housing and employment issues. Such part-
nerships have been in existence around the world for at least three dec-
ades. While the examples in this chapter are drawn from experience in
England, the development of HJPs is an international phenomenon. In
Scotland, integrating advice services into general practice has become
well-established over the last two decades (1) and there has been growth
in what are called ‘welfare advice and health partnerships’ (WAHPs)
across Scotland, supported by funding from the Scottish government,
in which advice workers, with consensual access to medical records, are
embedded within health settings (2). In the USA, medical legal partner-
ships, which frequently involve lawyers fully integrated into healthcare
teams, have been developing for over 40 years and have a national rep-
resentative body, the National Center for Medical-Legal Partnership (3).
There is also a rapidly developing network of HJPs in Australia. Their
growth has been accelerated by the activities of the Australian national
centre of excellence for HJPs, Health Justice Australia (4).
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Social determinants of health and social welfare legal issues

Historically, the conceptualisation of illness and health and the organisa-
tion of healthcare has been based on a biomedical model that focuses
on physical and biological aspects of specific diseases and conditions
(5). Since at least the middle of the twentieth century, however, there
has been an increasing appreciation and understanding that health and
wellbeing are affected by a broad range of factors besides individual biol-
ogy, genetic endowment and access to good quality healthcare services.
Social and environmental factors such as income and social status, living
conditions, education and literacy, employment and working conditions
are now understood to exert a powerful influence over health and wellbe-
ing. The impact of social determinants on health is well-researched and
documented (6). Estimates of the impact of social and environmental
determinants on health status range between around 45 to 60 per cent
(7) and in health discourse, the connection between social disadvantage
and health, leading to significant health inequalities, has become widely
accepted. The Health Foundation has put a great deal of effort into pro-
moting greater emphasis on the social determinants of health. They have
commented that the UK health system has focused disproportionately on
treating disease and that more emphasis should be placed on action that
promotes the conditions for good health (8).

While the links between poverty and health are complex, it is clear
that unmet basic needs are strongly associated with poor health outcomes
and that people with fewer resources are likely to experience complex
health challenges (9). The legal system, through social welfare law, pro-
vides a basic level of protective and ‘safety net’ rights and entitlements to
shield low income and vulnerable groups from many of the social factors
(‘social pathogens’) known to harm health and wellbeing. These rights
and entitlements to critical services and support run across a wide range
of social determinants of health. Essentially the law ‘prescribes’ measures
to ameliorate inequality and social exclusion (10). Social welfare law
provides people with rights in relation to matters such as state benefits
and social housing, fair treatment in employment, access to education
and community care. But these legal protections often fail to benefit the
most disadvantaged groups experiencing the greatest burden of ill health
because people do not receive or access the benefits, goods and services
to which they are entitled (11,12). Many of the health issues experienced
by patients result from unenforced laws or incorrect denial of critical ser-
vices, leading to preventable poor health outcomes. For these individuals
and families, the provision of advice and support by free social welfare
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rights services can have preventive and remedial impact in crisis situa-
tions such as potential eviction, loss of income, or threatened termina-
tion of employment (13). The inability to access critical services and
benefits to which people are legally entitled is often referred to as ‘unmet
legal need’ or ‘lack of access to justice’. Research on the health impact
of health-harming unmet legal needs highlights the very clear overlap
between underserved groups experiencing health challenges and those
needing the support of free social welfare advice services (14).

There is a bidirectional link between health and social welfare law.
Social issues with a legal dimension can create or exacerbate ill health
and, conversely, ill health can create legal problems (15). We know from
two decades of research (12,16) that social welfare legal problems are
not evenly distributed in the population, but occur more commonly
among certain groups and tend to occur in ‘clusters’ creating complex
challenges for individuals and families. People experiencing poor mental
or physical health, those on low incomes and those with other vulner-
abilities disproportionately experience difficulties relating to obtaining
appropriate welfare benefits (17), long-term indebtedness, and adverse
housing circumstances (18). They are also more likely to have difficulty
accessing professional support and advice for such issues giving rise to
‘health harming legal needs’. Without resolution, such problems can lead
to a cascade of consequences that may push people into poverty or other
challenges. They are also accompanied by stressful living and working
conditions that are associated with high blood pressure, development of
diabetes, and heart disease (19). People in lower socioeconomic groups
experience greater chronic stress exposure than more materially advan-
taged groups and these differences in stress exposure may result in dif-
fering biologic risk for diseases. In simple terms, being ‘stressed’ makes
people ill through direct impact on health and ageing as well as telomere
shortening, plus indirectly through influencing health behaviour such as
smoking, diet and exercise (20,21).

This relationship highlights how legal problems contribute to cycles
of deprivation and poor health, adding to the entrenchment of health
inequalities (15). Legal problems can also increase health service work-
loads (22) through people seeking help from healthcare professionals in
the absence of knowing where else to go for help (16). Social welfare
advice services, providing support for basic needs, can improve the socio-
economic circumstances of patients, address underlying problems that
are causing or exacerbating ill health, and mitigate the financial and
social costs of illness (23).
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Patients frequently bring a complex mix of health and social chal-
lenges into generalist healthcare encounters. In this respect generalist
clinicians are in the position of ‘critical noticers’ of situations that require
abroad approach to improving the health and wellbeing of their patients.
They are in a unique position to identify, possibly at an early stage, prob-
lems affecting health that would benefit from non-clinical services or
interventions. Biomedical training and mindset naturally focus attention
on addressing a patient’s medical symptoms, even though the underly-
ing cause of presenting complaints may be susceptible — and indeed
require — an additional or alternative approach. Healthcare profession-
als, recognising the need for non-clinical intervention and support with
social welfare issues, often struggle to know how best to assist patients
having been trained in disease mechanisms rather than health mecha-
nisms (24,25). They cannot be expected to resolve such underlying
problems, but the opportunity for them to identify problems and con-
nect patients with assistance such as welfare advice services can make a
crucial difference.

A case in point is that of an infant death in England caused by long-
term exposure to mould in social housing, which created something of a
media storm following the Coroner’s public comments at the conclusion
of the inquest. The case illustrated the vital role that health professionals
sometimes occupy in navigating patients experiencing health-harming
legal needs toward positive outcomes. In 2020, toddler Awaab Ishak
died eight days after his second birthday, following ‘chronic exposure’
to mould in the flat in which he lived (26). Despite concerns expressed
repeatedly by his parents in the two years leading up to Awaab’s death,
the landlord failed to fix the mould or improve ventilation. At the inquest
into Awaab’s death in November 2022 the Coroner described this as a
‘defining moment’. Awaab’s parents said: ‘We cannot tell you how many
health professionals we have cried in front of and Rochdale borough
housing staff we have pleaded to expressing concern ... We shouted out
as loudly as we could.

For individuals and families facing multiple health, social and eco-
nomic challenges, the provision of social welfare advice services through
what are known as health justice partnerships (HJPs) can offer preven-
tive and remedial impact in challenging situations. In HJPs, patients are
linked in with welfare rights advice services via their healthcare provider
so that welfare rights advice is integrated with patient care. The aim is to
support health and maximise recovery by tackling social and economic
circumstances that are harmful to health and wellbeing. There is a sig-
nificant overlap between patients with the greatest need for legal services
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and those dealing with complex health challenges — and in both cases
often dealing with significant social disadvantage. ‘Because the same
low-income and marginalised populations experiencing poor health also
experience poor access to justice, formal partnerships among service pro-
viders working with these populations can facilitate both justice and bet-
ter health equity’ (27). The logic seems plain and is supported by research
evidence, to better integrate health services with those that secure rights
and entitlements that would alleviate health-harming social needs.

Health justice partnerships as an integrated health intervention

Health justice partnerships are practitioner-led collaborations between
free social welfare legal services and healthcare services to better address
the health-harming unmet legal needs of patients. The provision of free
legal advice has long been understood, within the legal sector at least,
to have value for the health and wellbeing of low income and vulnerable
groups where legal support can make the difference between stable hous-
ing, money, and employment or crisis (10). Poverty, substandard living
conditions, insecure employment and debt all directly impact health and
wellbeing and have indirect impacts in denying citizens the capacity to
make healthy lifestyle choices.

Protecting housing security, improving living conditions, or increas-
ing benefitincome can reduce anxiety and stress and result in longer-term
improvements in mental and physical health and health behaviours (28).
This can diminish the impact of adverse events that are harming health
and support the work of health services. Put simply, legal practitioners
have the knowledge, training and skills to address legal needs that arise
from or are caused by the social determinants of health. Welfare rights
advice can be seen as a critical tool in supporting health and wellbeing,
tackling the underlying causes of illness that predominantly affect peo-
ple living on low incomes or underserved communities. Left unresolved,
welfare rights issues can perpetuate or exacerbate poor living conditions,
poverty and other stressful life situations. This directly impacts on mental
health through anxiety and distress but can also influence physical health
through lack of adequate food and warmth.

Integration of health and social welfare advice services is not a novel
proposition. In the UK, social welfare legal services have been working
in partnership with healthcare providers through different models since
the late 1980s to better serve the needs of patients (29,30). Historically,
such partnerships have developed as a result of local initiatives between
healthcare practitioners and providers of free legal services. Grassroots
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practitioner experience, together with research, including the Marmot
Review into health inequalities, noting the value of providing free legal
advice services in primary care (6) have supported the development of
HJPs in the UK, USA, Australia and Canada (27). The spread internation-
ally of HJPs is evidence in itself of their effectiveness, as service innovations
are more likely to spread if they work (31). Their value lies in reaching
vulnerable patient groups — who might not otherwise obtain help — at a
time and place of need (32). This is because health settings are accessible
and the professionals with whom patients interact are trusted. This creates
the conditions in which patients may discuss difficult matters about which
they feel anxious or embarrassed, although as discussed below, such inter-
actions require skilful handling. In the short and medium term, ensuring
that low income and vulnerable groups benefit from existing legal safety
net entitlements, such as income maintenance, secure employment and
healthy housing, is important for mitigating the worst effects of depriva-
tion and disadvantage for individuals and populations more broadly.

In the UK there is a wide spectrum of health justice collaborations
ranging from welfare rights advisers embedded in multidisciplinary
teams, to co-located services, ‘pop-up’ services, clinician direct referrals,
and navigation referrals via social prescribing link workers (30). There
is no single model for HJPs and multiple examples exist in a wide range
of health settings, both in the UK and abroad, delivering dedicated and
specialist advice services in GP practices, hospitals, maternity services,
mental health services and so on (27,30,33).

Examples of partnerships include those defined by a particular
health condition (such as cancer, mental health, HIV) or in particular
circumstances (such as pregnancy or life limiting conditions); those tar-
geted at particular demographic characteristics (such as age, gender,
ethnicity); or people living in a particular geographical region. Other
partnerships might target particular types of legal need (such as housing,
benefits, education, employment, domestic abuse, immigration status).

Example 10.1: A health justice partnership in
primary care

In 2016, UCL Centre for Access to Justice established an HJP
(Integrated Legal Advice Clinic [iLAC]) with a GP surgery at a
Health and Wellbeing Centre in an area of East London with histori-
cally high levels of deprivation (Newham). The Guttmann Health
Centre, intended to be a model for healthcare delivery in the local
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area, offered a range of healthcare services under one roof. iLAC
operated within the health centre for two years, providing assis-
tance for practice patients and local residents. Patients would be
referred by the practice clinicians or self-refer to the service. The
service provided free face-to-face social welfare advice, casework
and representation by qualified lawyers and specialist welfare
advisers supported by students from UCL Faculty of Laws. During
the two years of co-location, services were provided to ethnically
diverse clients on low or very low incomes. The most common issues
dealt with were welfare benefits and housing. Consistent with legal
needs research, many clients were experiencing clusters of social
welfare legal problems. Research evaluation of the HJP, tracking
clients’ health and wellbeing scores over time, revealed statistically
significant improvements in mobility, self-care, usual activities,
pain/discomfort, and anxiety/depression (EQ5D) as well as global
assessment of health. Mental wellbeing scores also showed an
upward trend over time (34). Thave improved mentally due to hav-
ing some peace after help to deal with my claims. I had nowhere to
turn to and felt very vulnerable and afraid.” [Respondent, Female,
50-64 years]

Example 10.2: A hospital-based health justice
partnership

Camden Citizens Advice Bureau in partnership with Great Ormond
Street Hospital (GOSH) provides a specialist welfare rights service
on site. The service is situated within GOSH in recognition of the
overwhelming evidence linking poverty and inequality to poorer
health. The service specialises in social security law and welfare
rights and advises families at GOSH on a range of issues, including
welfare benefits; employment; housing and homelessness; landlord
and tenant problems; debt and money management; community
care, including Children Act assessments; immigration and asylum.
The service provides advice face-to-face, by telephone and by email
as well as carrying out casework. The work of the service is free,
impartial, independent and confidential. The service is delivered by
a group of paid staff and volunteer advisers.
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Interest in HJPs has been growing steadily in recent years and has accel-
erated since the COVID-19 pandemic. This reflects concern about the
specific association between deprivation and mortality and the broader
issue of tenacious social and geographical health inequalities (35,36).
The emphasis on addressing health inequalities within the UK Health
and Care Act 2022 via greater integration of health with non-medical
services, has accelerated thinking around the potential and practicali-
ties of developing HJPs. The 42 English integrated care systems (ICSs)
that have been established bring together a variety of medical and non-
medical organisations and services to provide more joined-up health and
care for patients. There is now, apparently, a more determined focus on
prevention and early intervention, especially among high risk groups, to
reduce ill health and care needs. At the same time, the UK’s Ministry of
Justice is concentrating more closely on the value of early intervention in
preventing the downstream costs to both the health and justice systems
of unmet legal needs, and is currently supporting the development and
evaluation of welfare rights services co-located in health settings (37).

The health justice approach offers important opportunities for
legal and health services to work together to ameliorate health inequali-
ties and HJPs can be a vehicle through which social welfare law becomes
part and parcel of the approach to improving the health of citizens.
Research evaluations of HJPs show strong evidence of effectiveness
in improving the socioeconomic circumstances of individuals; reach-
ing patient groups most likely to be affected by health-harming legal
needs who would otherwise not seek help for social welfare issues; and
improvements in stress, depression, anxiety and wellbeing, occurring as
a direct result of the legal interventions. There is also good research evi-
dence for improvements in social determinants, including access to food,
heating and healthcare, and increased social participation, self-care and
self-confidence. Studies of the impact of HJPs on health services show
benefits in freeing up beds in hospitals, support for healthcare profes-
sionals to manage patients’ non-medical needs and improving both prac-
titioner and patient experience (38).

Incorporating an integrated partnership approach in generalism

The [HJP] approach focuses on prevention by addressing upstream
structural and systemic social and legal problems that affect popu-
lation health. It leverages medical and legal resources through an
interprofessional model of care delivery.

Elizabeth Tobin-Tyler 2017 (39)
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Chapter 1 outlined how generalist clinical practice and education requires
multiple lenses and points of engagement with patients. Sometimes, this
might require clinicians to address a range of discrete and different prob-
lems shared by a patient. At other times, problems may be enmeshed
and interwoven. In these situations, while clinicians are not able to solve
underlying health-harming unmet legal needs, they are nonetheless in
the position of ‘critical noticers’ who may have significant impact on
health through providing a gateway to non-medical services and inter-
ventions. Part of the task is working out together the key issues that need
to be addressed and for the clinician to make a judgement about the
most effective approach. This requires a clinician to elicit, through care-
ful and sensitive questioning, what matters most to the patient at that
point in time, and to determine what is most likely to make a meaning-
ful difference to the patient’s health and wellbeing. Very often this is not
simply about looking for the presence or absence of disease, but rather
requires an exploration of the broader context in which the patient func-
tions or survives, and identification of ongoing health-harming events or
problems. Whether a problem is framed as ‘clinical’, ‘social’, ‘legal’, or a
combination of all, depends on the patient, clinician and the resources
available to them. Problem identification and framing is complicated
not merely by the particular lens through which it is viewed, but also by
the lack of common understanding and vocabulary. A threat of eviction
causing anxiety and/or depression may be seen by the patient simply as
a nightmare from which they want to escape, but feel helpless. They may
have no idea of the existence of any legal rights or remedies or how to
pursue them if available. The clinician may see this as a medical prob-
lem requiring medication and understandably focus on dealing with the
presenting mental health issue without further exploring the underlying
cause. However, a social welfare lawyer will see this as a legal need that
requires rapid protective action via available justice system remedies.

A generalist, integrated health justice partnership approach there-
fore requires a number of steps. These steps may not occur in a linear
fashion and could happen over a relatively brief or longer period, involv-
ing a series of appointments or conversations.

e Step 1 requires the professional’s mindset to have an appreciation of
the interconnectedness between a patient’s health and disease, with
additional factors such as stress; the impact of material wellbeing
on how a patient can experience and / or manage their illness; the
support a patient might need or expect (and whether this is available
and / or feasible to achieve).
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* Step 2 involves an exchange between patient and professional that
leads to some shared understanding of the range of factors shaping the
patient’s current experiences or problems and their priorities. This is
likely to be led initially by professional, patient or both and could possi-
bly include another individual (such as a social prescribing link worker).

* Step 3 involves patient and professional agreeing a problem-set (for
example, depression which needs treating, but also identifying factors
contributing to this such as relationship breakdown, financial strug-
gles, housing difficulties, employment problems).

* Step 4 involves an honest and realistic discussion about the feasibility
and likely scope and timelines to expect if accessing or approaching
other organisations for support.

» Step 5 involves a cross-disciplinary connection — enabling a patient to
benefit directly from welfare rights advice and support that would ide-
ally lead to an improvement in the patient’s situation, reducing stress
and leading to an overall improvement in health and wellbeing (38)
as well as an increase in confidence about how to manage ongoing and
future challenges.

* Step 6ideally involves continuity and a sustained relationship between
patient and professional — to ensure that a plan (as it evolves) can be
reviewed and assessed by both patient and clinician.

* Step 7 involves an ongoing and critical discussion about how service
provision and systems can evolve and learn from each collaborative
case. Ideally, this includes space to reflect on and address any ways
involvement in a case has impacted on professionals, before they move
on to attend to another patient.

Tables 10.1 and 10.2 illustrate the different approaches and outcomes
for example clinical conditions. This compares the traditional biomedical
model with a service model that integrates social welfare legal advice and
support in order to address underlying ‘social pathogens’ in a way that
may more effectively alleviate poor health for the longer term (Tables
10.1 and 10.2).

The health justice approach in practice

Both medical and legal professionals are trained to obtain and rely
on information provided by the patient or client to define, clarify
and craft a solution to a problem ... both professions rely on ques-
tioning and listening skills to obtain accurate, relevant and com-
plete stories from patients and clients.

Bliss and colleagues 2011 (40)
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Table 10.1 Traditional biomedical model of health

Clinical condition

Clinical intervention

Chronic asthma

Increase asthma medication dose and frequency,
refer to specialist clinic, advise stop smoking

Insomnia in pregnant
woman

Sleep hygiene advice, hypnotic medications,
investigate for medical causes of sleeplessness
e.g. thyroid function, breathing, pain, referral to
psychological therapies

Suicidal ideation or
deliberate self-harm

Mental health support or referral, safeguarding,
emergency assessment, psychotropic medications

Lower back pain

Analgesia, imaging investigations, physiotherapy,
surgical referral

Malnutrition, anaemia,
iron deficiency

Investigation of bowel health, supplemental
nutrition milkshakes, iron supplements, vitamin B12

and folate, alcohol history

Table 10.2 Integrating interrelated (upstream) social pathogens and using
legal interventions to achieve long-term solutions
Social pathogen | Clinical Clinical Legal remedy
condition intervention
Poor quality Chronic Increase asthma | Compel landlord
damp housing asthma medication dose | to comply with
and frequency. legal duty to
Support smoking | provide healthy
cessation. Refer safe housing.
to specialist clinic | Check income
if needed entitlements.
Increase income
to enable
move to better
accommodation
Employer illegally | Insomnia Sleep hygiene Compel employer
threatening with | in pregnant advice, hypnotic | to comply with
redundancy woman medications, legal duty to protect
referral to employment of
psychological pregnant employees
therapies
(continued)
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Table 10.2 (Cont.)

Social pathogen | Clinical Clinical Legal remedy
condition intervention
Landlord Suicidal Mental health Prevent eviction
threatening ideation or referral, and or compel local
eviction deliberate safeguarding, authority to provide
self-harm emergency housing assistance
assessment,
psychotropic
medications
Unsafe working Lower back Analgesia, Compel employer
conditions pain imaging to modify working
investigations, conditions or
surgical referral | provide reasonable
adjustments to
accommodate
Insufficient Malnutrition, | Supplemental Check income
income for anaemia, iron | nutrition entitlements.
healthy diet deficiency milkshakes, iron | Increase income
supplements, by applying for
vitamin B12 unclaimed benefit.
and folate. Food | Appeal decision to
vouchers deny or withdraw
benefits

If we acknowledge that health is considerably more than the absence of
disease, then the boundaries and overlaps between stress, illness and dis-
ease become vital to acknowledge and explore. As discussed in Chapter 1,
generalists are not a ‘catch all’ for dealing with issues that others decline
to touch, nor are generalists looking after the ‘basics’ while others focus
on specialist problems. Generalists’ expertise lies in the application of
dynamic and agile capabilities required to examine the potential range,
breadth and depth of issues experienced by patients affecting their health
and wellbeing. They must then skilfully navigate a variety of options in
order to direct attention in a way that most effectively achieves the out-
comes that matter most to a patient. This requires exploration of long-
and short-term preferences and needs within the boundaries of service
possibilities and the constraints imposed by the patient’s other condi-
tions and context. In some cases this could be relatively straightforward,
for example a patient expressing extreme anxiety and possibly suicidal
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thoughts as a result of pending eviction and potential homelessness. In
other, more complex cases, there is a ‘risk’ that the generalist will identify
such a broad range of challenges to tackle, that both patient and profes-
sional feel overwhelmed and unable to cope or act.

The generalist needs to mitigate this risk by focusing on the problem-
set, enabling each participant to review and discuss what is named and
recognised within the problem-set at that moment in time, and review how
this is framed in relation to possible trajectories or outcomes. The value
of integrating the expertise and understanding of the generalist clinician
with the specialist knowledge and skills of the welfare adviser is the ability
to address interlocked social welfare issues as a set rather than attempting
to ‘unbundle’ and address issues individually. Building a sustained relation-
ship between patient and clinician can help to identify priorities, triggers
and possibilities for interventions that would deliver effective improve-
ment in the patient’s health and broader wellbeing in the longer term.

A generalist cannot always be inclusive, comprehensively attending
to all identified problems. They may, however, be one of the only profes-
sionals a member of the public has ready access to, bringing a range of
distress, suffering and potential needs. While their suffering or distress
may initially therefore appear difficult to unpack, we have noted earlier
that while the generalist cannot deal with everything, their role as criti-
cal noticer is crucial in signposting to additional services where needed
(for example, a link worker). It is necessary to be able and willing to shift
perspective and perhaps let go of some issues as a patient’s story evolves.
Hearing, for example, how a patient’s experience has changed through a
set of interactions with another (for example, carer, family member, profes-
sional) is key to ensuring that healthcare remains responsive to a patient’s
needs and relevant to the priorities of that time. This might involve both
tackling short-term challenges, as well as periodically revisiting longer-
term threads about more entrenched difficulties. This critical noticing
approach therefore requires a balance of active planning with the patient,
connecting to and with colleagues, and agreement to hold or monitor some
problems, where no immediate solution or activity is possible.

How can we implement a health justice partnership
approach into clinical care?

The health justice partnership approach offers the possibility of effec-
tive holistic care that addresses health issues and ameliorates underlying
social and economic circumstances that are causing or exacerbating ill
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health. In this approach to healthcare, the clinician plays a catalytic role,
mobilising other services and resources that will impact health in a way
that medicine alone cannot.

Implementing a health justice approach in generalism requires the
professional to be ready to adopt a broad approach in dealing with the
issues brought by the patient. It requires insightful questioning, listening
and discussion skills to disentangle the issues that are most important
to the patient and most likely to achieve a positive impact on health and
wellbeing. A health justice approach also requires the generalist to have
knowledge of the range of relevant non-clinical services that might be
mobilised to assist the patient and preferably to establish strong links
between the practice and those services. Local service provision is highly
diverse and fluid depending on resources. Effective learning systems
within organisations are both an essential precursor to developing a
health justice approach and an important method of remaining updated
on developments in the health justice field and the provision of welfare
rights services local to a practice. This includes learning with and along-
side patients as they move through and navigate a particular system or
process. Learning might range from very practical elements (for example,
knowledge about a single point of contact for referral via a link worker,
or changes to service arrangements over time), through to more detailed
knowledge about the approaches or limits of available service provision.

The overlap and integrated nature of legal and health problems is
messy and often blurred. A generalist clinician who delves into ‘causal’
level discussions for every attending patient might encounter challenges
in terms of time, energy and ability to complete other competing tasks.
However, part of the skill and expertise of a generalist will be to listen
with curiosity and select with the patient how and when to pick up on
particular cues and clues. These may help to invite a conversation about
issues beyond (but in addition to) a traditional disease-focused discus-
sion. This more inclusive approach is a key part of generalist clinical prac-
tice. Key elements include:

* Active listening to note ‘cues’ and ‘clues’ which hint at additional
elements of a patient’s stories or contributory factors needing to be
explored.

* Curiosity to probe and explore where gaps or ambiguities arise (for
example, about causal contributors or triggers).

* Decision-making in partnership with patients, to recognise the lim-
itations of time and resources at particular moments; acknowledging
there is more to discuss; and selecting whether to focus on this now or
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at another time; once a problem is clarified, considering whether to
own the problem and its exploration together, whether to delegate, or
move a discussion to another setting or set of individuals.

Familiarity with what others can achieve. Clinical encounters need
to be able to address both what is explicitly expressed as a problem
within the clinical encounter or directly possible to address, and
beyond. Each professional (and patient) needs not only to have an
awareness of what each other can readily achieve, but also know
how other services or individuals might relate to or support identified
needs. For example, co-working within a building (if enabling regu-
lar informal discussions) might support professionals to share stories
about how and what they do in work, helping generalists to identify
relevant elements of a patient interaction which might be relevant to
share or distribute with others.

System-level ‘health checks’ about how healthcare professionals and
patients work together. This process and the ability to act on broader,
shared information requires regular attention and calibration to the
system in which healthcare professionals work. So, for example, is a
generalist able to share, distribute or shift identified problems with
colleagues to explore and address ‘gaps’? This might be within a
healthcare organisation (for example, a lawyer situated for a certain
number of hours per week, within a clinical setting), or through move-
ment or communication with another organisation (for example, sign-
posting a patient to contact a Women’s Centre for support following
domestic violence).

Advocacy. Politics can feel overwhelming and dissonant with the
identified needs of patients (for example, hunger, homelessness, con-
flict). However, there are many levels at which healthcare profession-
als can interact and work with the public (as a collective) and patients
(as individuals) to tackle such challenges — and regain a sense of con-
trol to either or both. An example from the UK is the commissioning of
services through integrated care boards (ICBs).

Recognition and response to social determinants of health. No
healthcare system is sustainable if it does not attend to social deter-
minants of health. Moving from a focus on equal provision of care
(providing the same for all), to equity (providing what each individ-
ual needs to enable fair access and opportunity) enables a system
to adapt to the individual identified needs of patients, maximising
their ability to meet particular outcomes. Often these do not involve
getting rid of disease, but living well with it, or enabling its impact
to be minimised.
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What is needed to develop and implement a health
justice approach?

A partnership is an alliance between organisations, brought together
around common goals, shared values and commitments. By joining
forces, the partners can tackle complex issues they could not address
alone. Genuine collaboration and good working relationships can be a
major strength of Health Justice Partnerships and ideally this interdis-
ciplinary teamwork becomes a part of everyday practice that is routine,
accepted and widely utilised. As well as working together to assist indi-
vidual patients/clients, partnerships can be strengthened by mutual
training, support and consultation between professionals (32).

Ways to support learning

Education and training are essential for clinicians and legal providers
to work effectively in partnership. As with any innovative or reformist
approach, learners may encounter teaching about certain priorities or
services, before or alongside their being developed in practice. Learners
may therefore need support to make sense of potential dissonance or ten-
sions encountered (between teaching and service experience). Learners
can, however, still feel empowered within boundaries, to shape their
own clinical practice to meet particular moral imperatives and account-
abilities. An understanding of how determinants of health may manifest
as ‘legal needs’ is fundamental if clinicians are to be effective partners
in addressing health-harming unmet legal needs. The lack of a well-
developed shared vocabulary between clinicians and social welfare law-
yers can lead to a limited interpretation of the issues patients bring to the
clinical conversations and a consequent failure to see the ‘legal’ in what
may appear to be merely ‘social’ or ‘economic’.

This presents a challenge for clinical and legal education. Breaking
down disciplinary silos in education can reveal shared professional
values, such as respect for the individual, professional judgement and
experience, as well as mutual concern for patient/client safety (27).
Interprofessional learning, dialogue and contact during training also
offers the opportunity to develop the interests, skills and cultural aware-
ness referred to earlier that are necessary for taking a HJP approach in
generalism.
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Clinical example: Mother and baby

A mother repeatedly takes her baby to the GP with concerns
about breathing, asthma and skin problems. They live in social
housing with mould, insect infestations and rodents. The mother
had tried to contact her local authority by telephone and email
to discuss conditions in her home and the possibility of reme-
dial works or rehousing but without success. On one visit to the
surgery, the GP advised her to visit the free legal advice clinic,
located in the health centre on the floor above the surgery. She
did so. The adviser discussed her situation with her and then
wrote to the local authority requesting a review of her situa-
tion for which they had a legal obligation. The local authority
responded, undertook the review as required, assessed the hous-
ing to be inappropriate to the family’s needs and provided alter-
native more suitable housing. The critical steps in this process are
shown in Figure 10.1.

Education is essential
for identifying
eligible parents

Baby presents with
asthma and skin
problems

Family re-housed and GP addresses

baby's asthma
Y Cycle of care for symptoms and refers
symptoms stop or baby's asthma with to advice service
improve legal intervention

Sacial welfare legal advice
Local authority reviews — service recognises legal
and determines need impacting health
housing inappropriate and legal remedy and
contacts local authority

Figure 10.1 A health justice approach to the social determinants
of health. © Hazel Genn
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Educational example: Embedding health-justice learning
into the core undergraduate medical curriculum at UCL

At UCL, all medical students learn about health justice in their
penultimate year of study. This is positioned within the students’
general practice clinical placement. The session is co-designed
and co-delivered by the Faculty of Laws and Medical School team.
Each contributes their insights and experience drawing on each
other’s disciplinary expertise, and building knowledge about the
interface between the two. Students are encouraged to bring some
anonymised examples of patient encounters from their placement
relevant to the session. These discussions are supplemented with
case vignettes and videos of clinical encounters. Following the ses-
sion, students are encouraged to use the frameworks and questions
from the session to inform their subsequent patient discussions, in
addition to seeking out additional community resources local to
their clinical placement. The teaching is assessed in written and
OSCE end-of-year exams. Some students also use learning from the
session to inform their patient with multimorbidity and carer essay
assignment.

Key messages and discussion points

Key messages and discussion points are highlighted in this next section. The
firstis to explain that laws, regulations and policies are established to protect
low-income families to reduce the negative impacts of poverty and health
on wellbeing. The policies are designed to address the adverse social condi-
tions that negatively impact health and livelihood and improve quality of
life for those in need. However, rights and protections do not automatically
happen. The process of identifying, communicating and claiming ‘need’ is
complex. Social needs become framed as legal needs in order to access ben-
efits, entitlements and rights protection prescribed by law. Health may be
undermined at individual and population level, when people do not receive
the benefits or protections that law provides (Figure 10.2).

Social welfare legal rights and potentially health-harming unmet
legal needs can be diverse and/or multiple. So, for example, an individ-
ual might be eligible for benefits (for example, disability, income security
or housing benefit); housing support (for example, tenant’s rights, safe
housing, or support if homeless); employment (for example, dismissal/
redundancy, equal pay, bullying/harassment, discrimination); mental
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Figure 10.2 Three levels at which law influences health.
© Hazel Genn

capacity (for example, lasting power of attorney); family (for example,
breakdown, residence/contact with children, child safety); immigration
(for example, right to remain/work/benefits/asylum, deportation); vio-
lence (partner, relative); community care (right to support/services);
education (exclusion, special needs); and discrimination (for example,
protected characteristics such as age, sex, race, religion, sexual prefer-
ence). At least in the UK, criminal and civil law are separate. The latter
focuses on everyday life, often providing safety net protections for people
on the lowest incomes prone to experiencing difficulties and less able to
manage (Figure 10.3).

Some people with unmet social welfare legal needs experience
considerable impact on their health and wellbeing. This is likely to result
in recurrent health service use (for example, repeated Accident and
Emergency or general practice visits). These presentations may appear
(through a solely biomedical lens) as seemingly minor or irremediable
health problems. Rather than framing their attendance as ‘inappropri-
ate’, a health justice approach can potentially release people from this
‘revolving door’ of unmet needs (Figure 10.4).

Working together, it is possible to address problems and their sever-
ity through earlier action. Rather than a lawyer meeting with a person
after a crisis has emerged, they can work with them earlier in the pro-
cess, to avoid problems from arising or minimise the impact of difficulties
faced. This can be achieved through HJPs that embed welfare advisers
within multidisciplinary teams; combining health and legal tools to
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Figure 10.3 Protections and entitlements requiring potential legal
assistance. © Hazel Genn

support outcomes; integrating health-justice learning into clinical curric-
ula; maximising opportunities to reach people early, to improve material,
mental and physical wellbeing; alongside support and transformation of
community health services. In England, the latest integrated care systems
(ICS) model offers a range of opportunities for potential collaboration,
including at system level, to support provider collaboratives. Next, place-
based partnerships or health and wellbeing boards. And finally, locally at
neighbourhood level through primary care networks (or PCNs) (see The
King’s Fund (41) for more details). Potential changes for patients result-
ing from these services are highlighted in Figure 10.5.

GENN AND PARK



Common Social Impact on Health Potential Legal

Problems and Healthcare

i

Intervention

Eviction protection;

Unstable, unsafe or Creates poor health; rehousing; benefit
chaotic living » makes hospital » review; enforcement
conditions discharge difficult of regulations; child
protection
—
———
Review employment
Unemployment due Limits incomf.-, righ?s; review benefit
to physical or mental » threatens housing, * entitlement; appeal
disability nutrition, health, child . benefits; recover
welfare incomes and nutrition

benefits

Figure 10.4 Heavy health service use as an indicator of unmet social welfare needs. Adapted from E. Tobyn Tiler’s
presentation ‘Addressing the social determinants of health through Medical-Legal Partnership’, 15 July 2016
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Pause and reflect

Consider your own ‘advocacy barometer’. What influences the scope and
limitations of how and when you feel able to a) notice and b) support
others with the broader challenges related to a patient’s health and social
care needs? Many clinicians report a sense of dissmpowerment or lack
of confidence to know how to act on problems beyond the biomedical
lens. Have you found ways to enable or legitimise attention to a patient’s
broader social context (for example their housing or employment prob-
lems) when a patient or carer attends for help? Can you see the value
of noticing and making explicit factors which might help a patient to
improve? For example, not only attending to their low mood, but also
signposting to social welfare advice services which could help with hous-
ing change. If these do not feel possible or valuable, why not? Do you
feel a lack of know-how about who and how to access resources? Or
maybe hopelessness that even if you do reach out, resources or timelines
may not make a difference in practice? Or have you, in fact, seen posi-
tive change and impact through supporting patients in this multifaceted
way? (see Table 10.3).

Table 10.3 Key learning action points

Learning challenge How to do this

Knowledge and confidence | Find out about your local range of services
(e.g. welfare legal support) and / or ‘connectors’
(e.g. link workers or social prescribers)

Maximise familiarity, trust | Consider informal and formal connections
and collaboration between | e.g. co-location, regular dialogue or learning

you and local services systems, feedback.

Consider how you might Might this be informal curiosity in patient
identify social and legal interactions, or a more formal questionnaire
unmet need in your clinical | approach?

practice

Patient advocacy Clinicians’ capacity and ability to advocate

for patients will of course vary. But at the

very least, become a critical noticer: model
legitimising social and legal needs as a relevant
dimension of patient care, and know who to

approach where these needs are shared.
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Overcoming challenges

We see a high proportion of social problems ... I'd say there’s a social
element to at least a third of the consultations that I deal with ... It’s
a lot easier to medicalise problems than to address social determi-
nants ... We have 10 minutes. We often have multiple problems to
deal with ... and sometimes it’s easier to ignore a problem than to
try to take it on.

GP in practice in HJP

A common criticism against clinicians noticing and supporting elements
of social determinants of health, is workload. This broader range of focus
with patients becomes positioned as overwhelming and just another
addition to the list of jobs to do each day. Most clinicians who are work-
ing with patients who experience this broad range of challenges (impact-
ing on both their health and social wellbeing) do notice these elements
of allostatic load; they see how social stressors or challenges impact on
patients’ health and their ability to engage with and access healthcare.
The key distinction is this: clinicians cannot be expected to include or
achieve solutions to all the social determinant and legal challenges a
patient might experience. However, they can notice with the patient, and
ensure that a negotiated problem-set includes not only the biomedical
elements in their management plan, but also acceptance that other fac-
tors are important to attend to. That process of acknowledgement in itself
can be enough to help reframe and shift a patient’s action plan for help-
seeking approaches. But it might also include a clinician signposting or
encouraging a patient to contact local relevant services who have more
specialist expertise and knowledge of resources (for example, social
prescribing or social welfare advice services) which offer a possibility of
hope and / or change.

In the short term, ‘noticing’ might take another few minutes of a
clinician’s time, extending the intended scope of an appointment about
pain, insomnia or low mood. Longer term, however, this noticing is likely
to represent an overall time-saving and can make a significant difference
to both patient and clinician. A burgeoning field of research around clini-
cian burnout, particularly in areas of social deprivation (see deep end
movements in Chapter 8), shows how permission to notice is key. It is not
that clinicians would not otherwise notice patient suffering due to social
deprivation. They might, however, develop ways to ignore this, position
it as irrelevant, or accept a sense of disempowerment to effect change.
Rather, if clinicians are given permission to notice and attend to these
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issues with patients, and make connections with others who do the same,
patterns, systems and collective solutions become possible. Individuals
can feel part of a broader collective movement as a social advocate,
increasing their knowledge about how and when to signpost and access
help for patients who need help.

It is important to nurture a sense of hope and agency, to sustain
the energies and commitment many patients and carers require. Many
of the challenges described in this chapter are directly related to broad
national and international aspects of policy and economic challenge. For
example, allocation of funds to social care systems; conflict necessitating
populations to move (and therefore become ‘migrants’ in need of help
and support); economic milieu impacting on the range and availability
of possibilities for suitable employment. Clinicians, however motivated,
cannot change all of this. However, in recognising these broader societal
challenges, and how they impact on particular patients and local popu-
lations, clinicians work with patients and carers to help formulate and
make explicit connections between elements of suffering and open up
access to and ways of problematising issues in different ways, that might
enable new ways of supporting and helping others. There will always
be limits to a clinician’s remit or scope for facilitating change: there will
always be a limit to resources. However, without a sense of curiosity and
ability to imagine things differently, these conversations might never
happen.

Might this do more harm than good? Some prefer to think of clini-
cal work as apolitical, but most will recognise that patient advocacy is
inherently political. Clinicians might worry that reframing a problem as
legal might in fact harm their patient. Might it raise their hopes and not
in fact result in long-term change? Of course, this is a risk. But if we are
honest with our patients, and prepared to advocate where we can, this
partnership can improve capability to support patients with social chal-
lenges (42). A biomedical dominance to clinical practice has tended to
draw clinicians’ attention to problematise things which have an obvious
solution. Thus ‘medically unexplained symptoms’ or ‘social determinants
of health’ become irrelevant or unimportant, as no obvious or direct solu-
tion is visible to the patient or clinician. Communication, shared prac-
tice of examples where action has effected change, or feedback through
local or national learning systems can, therefore, be really important
in helping clinicians to recognise the value and potential benefit for
patients of noticing and acknowledging broader elements of distress.
Acknowledging this distress with patients can be a powerful act in itself,
and possibilities exist for effecting change for some, if not all.
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Conclusion

In conclusion, social determinants of health have long been recognised
as impacting on health and wellbeing. However, clinicians often feel
disempowered at local level to notice, name and act upon broader
social and potentially legal and welfare unmet need. Health justice
partnerships are one example of collaborative ways in which clinicians
and lawyers can exchange knowledge and expertise locally, maximis-
ing the opportunities for patients to access support at the earliest pos-
sible opportunity. Modelling cross-faculty collaborations within clinical
education curricula and workplaces is one way to enable clinicians to
feel able and equipped to support patients: helping clinicians to see
these aspects of patients’ suffering and distress as relevant to notice,
alongside familiarity with available services to signpost. So, can you
be a curious and critical noticer? Can you observe when you are able to
advocate for a patient? What will enable you to feel more empowered
to support a patient with these challenges? And how can this empower-
ment become shared (or not) with your patient and shift their sense of
possibility, agency or hope?
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Generalist approaches to community
health needs

Jane Myat, Jane Riddiford, Sadie Lawes-Wickwar and
Henry Aughterson

Introduction

Clinical practice is often only thought about only in relation to an individ-
ual one-to-one interaction between patient and clinician. There are, how-
ever, many forms of generalism which engage more broadly with aspects
of the community and the health of local populations. This might require
clinicians to assess and monitor local health needs as well as advocate for
services to meet those needs. There is a growing shift towards patient sup-
port that aims not only to focus on direct disease management, but also
to address underlying causes of poor health and/or wellbeing. The refer-
ral by generalist practitioners to these community-based interventions
has come to be known by some as ‘social prescribing’ or ‘health creation’.
These initiatives have benefits in enabling clinicians to support patients in
making changes to their lifestyle or health-related behaviours. There are
competing and different definitions of social prescribing, but one impor-
tant and common aspect is mutually respectful relationships. By patients
and healthcare practitioners working in partnership this in turn can nur-
ture social connectedness. This chapter focuses on a broad movement of
social prescribing or health creation which is a key example of general-
ist principles. Recent developments in this area highlight the importance
of the clinician knowing the community, the community knowing the
clinician (continuity), and clinicians working with the community to
promote opportunities for health and wellbeing. This community engage-
ment work as a form of social prescribing is now well-established in some
areas, and has been implemented using a range of important principles
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including flattening of hierarchies between clinician and patient; utilising
community spaces for interactions outside of the clinical consulting room;
and enabling public and patients to become local advocates and leaders
of community groups (for example, sewing and textile groups, practice
green spaces or gardens, connection cafes, story exchanges, cooking
groups). Through these groups, a sense of belonging and engagement can
be generated, enabling both patients and practitioners to develop insight,
engage in dialogue and gain confidence to recognise their strengths, share
dilemmas, problem-solve and listen to others.

This chapter reflects on the process of generalists supporting individ-
ual and community health needs, which can in turn support clinical prac-
tice to flourish. Chapters 3 and 15 explore how the generalist can work to
understand and prioritise patient and carer needs during clinical encoun-
ters. Building on this, we focus in this chapter on the process of generalists
and patients working together to uncover individual needs, and then to
identify local community activities that might be appropriate to support
physical health and/or wellbeing. The example of social prescribing is used
in this chapter to highlight many of the principles, potential challenges and
facilitators, for supporting community health and health creation within
generalist clinical practice. We may think about social prescribing as an
activity, intervention or service to which a clinician might refer — that is, a
separate entity or resource. In this chapter, however, we share how clini-
cians can work together with their patients in close collaboration, and how
the process of socially connecting patients and practitioners with new or
existing community initiatives can inform and complement clinical care.
For this to happen, we need to attend to the importance of relationships —
not as something separate to clinical care — but as integral to its practice.
Through this attention to relational expertise we can begin to understand
how the often sporadic, intermittent or episodic nature of clinical interac-
tions forms part of a connected continuum. In the context of generalism,
public health and community care are not necessarily distinct from what
is achieved through clinical encounters, but part of the same endeavour to
support clinical practice, and maximise the appropriate use of interven-
tions and treatments as and when they are needed.

Social prescribing: current evidence and practice

Social prescribing has fast evolved in the UK as an interface or con-
duit between clinical care and community activities to support health
and wellbeing. While there is no universally agreed definition of social
prescribing (1), it is generally understood to involve healthcare staff
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making referrals to non-medical interventions by linking individu-
als with activities and/or support services based in the community
(2). Social prescribing happens within clinical contexts (for example,
in the UK social prescribing generally sits within primary care), and
aims to address social, emotional and/or practical challenges such as
social isolation, financial issues, poor housing, low mood, and health
behaviour change (3). Consistent with these aims, there is growing evi-
dence about the efficacy of social prescribing activities for promoting
biological and psychosocial benefits (4). For example, recent research
reported that social prescribing can lead to improvements in anxiety,
depression and social isolation (5-8). One recent ethnographic study
(9) described some of the ‘active ingredients’ facilitating social prescrib-
ing which included interpersonal facilitator expertise, high regularity
of activities, creation of a safe space, high affordability and accessibil-
ity and shared lived experiences. Ways in which this provided benefit
(or ‘mechanisms of action’) included increased purpose and mean-
ing, experience of pleasure or joy, increased social support, increased
structure and routine, formation of friendships and reduced loneliness
and an enhanced sense of community and belonging (9). The degree
to which individuals benefit from this combination of active ingredi-
ents and engage with such spaces will be mediated through someone’s
ethnicity, age, socioeconomic status, geography, and other character-
istics (4). These all make up the ‘complex system’ of social prescribing
engagement (10). The practice of social prescribing, should, arguably,
take this complexity into account.

One key aspect supporting the success of social prescribing efforts
is the relationship between the individual and their practitioner, distin-
guishing the practice of ‘prescribing’ from simply picking up a flyer or
leaflet about a local activity. A good relationship or rapport involves
meaningful shared decision-making that identifies a need, empowers
patients and assesses any barriers that may hinder the uptake of onward
support. Recent research aligns with this, indicating that patients are
more likely to accept a referral to a support service if the referral is pre-
sented in an acceptable way, is tailored to their individual needs, and they
are able to discuss and have their concerns addressed (11). The integral
position of the generalist clinician (for example, a GP in the UK) enables
them to tailor their advice to the needs of the individual in front of them.
A clinician might engage in active curiosity about a patient’s wellbeing,
spotting opportunities to invite a patient to participate in local activities;
relate their clinical conversations periodically to these experiences; or
even engage directly in social prescribing activities. However the local
opportunities are structured, managed and accessed, a person-centred
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consultation is one of the key elements in supporting and integrating the
value of social prescribing activities within clinical care.

Social prescribing models can be seen as ‘multidirectional’. This is
because the process involves looking at the community to understand what,
how and when to offer the support available, as well as knowing individ-
ual patients to support a personalised, individual approach. This requires
a capacity for considering multiple perspectives and inclusive, adapt-
able, relational generalism. In this context it may be helpful to consider
a broader conceptualisation of social prescribing, as serving not just the
individual but the community, and in the process connecting the individ-
ual with their local community. Social prescribing has the capacity to sup-
port one-to-one relationship-centred care, but also strengthen connections
between patients, clinicians and the community. This can help clinicians
to move beyond traditional tensions balancing advocacy for ‘the patient in
front of you’ and the broader ‘public’ (see Chapter 8). Rather, this process
of connecting individuals with their local communities can in turn further
embed the patient and clinician within their community. Movements like
Transition (which originally aimed to address community concerns about
climate change) reshape local communities to benefit residents in their
health and wellbeing (12). For example, by repurposing farms to provide
activities for people with health issues and community cafes that use food
that would otherwise be wasted by local businesses (12). Efforts made by
healthcare systems to nurture and celebrate this community engagement,
could have benefits to patients, communities and clinicians alike (13), as
demonstrated through the experiences described in the letters in the fol-
lowing section, and the examples presented elsewhere in this book.

Social prescribing as community engagement in action

In the following letter exchange, Jane M (GP) and Jane R (patient), share
examples of integrated social prescribing models whereby relationships
and community engagement are key.

Dear Jane

We spoke this morning after you had had your appointment with David,
the thoughtful, supportive, kind and knowledgeable oncologist you have
been seeing in Wellington. Iwas sorry to hear that you are again thrown
into the storm and the turbulence of uncertainty and decision making.
I am glad though, that David allows you sanctuary, a real thinking
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space. Isn’t this where care-ful and kind care begins and happens? I think
that is the insight which is rising in significance for me, through our con-
versations, our inquiry together and the work we have both been doing.
I have certainly paid lip-service whilst trying to pay real service to this
notion but it has been a hazy vision, like a mirage on the horizon. I feel
more certain now that the work we have both been doing toward heal-
ing ourselves, each other and the land we come from starts with creating
places of sanctuary. We need paths of return with a destination to settle
into, to rest and mend, to free our minds from the assumptions we make
and a place from which health can flow.

We spoke together at the Royal College of General Practice (RCGP)
last December, a talk we called, A River Runs Through Us. We both told
our personal stories and how like two tributaries they had intersected.
We journeyed together in real time and space when we joined the com-
munity gardens we were both involved in founding through an adven-
ture we called Story Walks. We realised we were walking the path of the
buried Fleet river and you told a story of times gone by when dragons
flew over the land. What tears would our dragon shed if she flew over
the concretised landscape, grieving for all that had been forgotten? Our
walks were a response to the pandemic and recognising isolation in our
communities. Noticing fear in those stuck in flats without access to green
space and the healing power of the earth. We walked weekly on our days
off, inviting others from our community to join us. We made connections
between spaces and between people. You and Rod told mythical stories,
Ishared poems. Sometimes we practised Qi Gong and our group became
one moving, breathing organism. Over time others would bring their
own stories, music, art and their writing. The Hardy Tree in St Pancras’
churchyard became Yggdrasil, the sacred Norse tree connecting all things
and our anchor during turbulent times. We learnt more about ourselves,
each other and the repair to be found in settling, in noticing, in being
quiet and the creativity that comes from this journey. People, place and
prayer as Paul Kingsnorth says (14).

We were travelling on another journey together too. You needed a
doctor when you found a lump in your breast and so before you moved
back to New Zealand, we were in a doctor and patient relationship
again. We imagined being in a village together, taking up different roles
at different times. With your action research background, we negotiated
our way through the complexities of working together in various ways.
We agreed to write together. We have asked ourselves questions. What is
health? How do you gently shift hierarchies from power-over to power-
with? How do we navigate professional boundaries, moving between
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doctor and patient, working as co-conspirators, leading and being led?
How do we support each other as humans and how do we manage to
live positively when you do not know what the outcome will be? And this
seems to be a key question in a time of pandemics, climate change and
political turmoil. I wondered if I could do this but with your encourage-
ment, I have found a voice I did not know I had. I am not an academic.
I am a grounded clinician, who is in the third decade of practice and
sitting with her community. Although the industrialised institution of
medicine trades increasingly in metrics, data and numbers, my world in
general practice is still centred around stories.

And we both believe in the power of stories. As doctors we are
encouraged to keep our own story to ourselves but at the same time
we are taught that history is all. That from your first days at medical
school, certainly in the clinical setting, that context is all. You need to
find out about your patient’s experience, what matters to them, where
they come from, what they think, what they believe and what their
hopes and fears are if you are to make a diagnosis, come to a formu-
lation and have any chance of making a realistic and mutually agree-
able plan together. I chose to tell my story in our talk together as I have
done in other settings because it has been only by going back to what has
shaped me and what matters to me that I have a deeper understanding
about health and about what it is to be human. This work has continued
with your support and through the action research group you set up of
which I continue to be a part. And I am grateful for this in enabling me to
take this wisdom into my work. I have come to understand what did not
make sense in the medical world I was inhabiting. A drive to narrow our
focus on disease, what is wrong rather than what remains strong and
all the wider determinants of good health and human flourishing. And
I'want to participate and contribute to creating the conditions for health
for myself, my patients and the wider world.

Working with many others, I helped to create our Listening Space
garden in the middle of our busy urban general practice. I call it my lit-
tle patch of conscientious objection. A green, growing and wild protest
against the roaring, fast, crushing machine that the modern world can
be. The machine which seems to have run roughshod over the world,
taking us all prisoner, switching off our thinking, uprooting us, cutting
us off, leaving us feeling powerless, confused and lost. We resort to all
sorts of ‘medicine’, trying to soothe ourselves. Comfort food, alcohol,
smoking, drugs — prescribed and not-prescribed, switching off, tuning
out whilst tuning into anything that will distract us from the pain of
all this. And we’re getting sick. And we are often told that if we just try
a little harder, make better choices, that things will be OK. But what
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if it is not individual issues but a wider malaise, a problem with our
culture and the story we’ve been inhabiting that is sick?

We recognised a kinship in each other through our belief that
it is possible to live in a different story. This is a story where life is a
little quieter, where you can grow, where you can learn the extraordi-
nary lessons provided by gardens, green spaces and being in and with
nature. This is where real beauty lies and where grace, kindness and
compassion can flourish. And in these spaces, when we quieten, we can
learn to be a little less harsh with ourselves and others. You provided
sanctuary spaces for young people and their communities within the
concrete developments of the inner city. Gardens like the Skip Garden,
the Paper Garden and the aptly named Story Garden.

Some of my most joyful times have been spent in the Story
Garden. Respite and repair on my days off. A fugitive space, where you
could breathe out, be with others, sit around a fire, listen and tell sto-
ries, cook and eat together. A place of ease and appreciation.

The other day, I was ‘doom scrolling’. I think that is the term.
Going through my news feed and feeling hopeless, lost and confused.
What on earth have I been doing trying to introduce gardening, craft,
sewing, singing and cooking at the practice? What is the point? But
as I talked it through, with listening partners such as you, I realised
that is the whole point. To provide places of sanctuary, to hold listen-
ing and thinking space for each other. A place to ground and settle. To
find what is inside that’s still strong in the midst of lots that is wrong.
I know that’s what I need when I feel alone and abandoned, fearful
of what the future might hold. A warm space where possibility might
come alive again, for me as a clinician as well as for my patients.
A place where we might kindle hope together. Perhaps these are the
places we might start a journey back to health again?

So now we are on the other sides of the planet but still connected.
Yggdrasil’s roots weave around the world and continue to hold us like
all good stories of old. You are beginning to rewild the wetlands on your
family land. We have been thinking together and with others about
themes of regeneration. Your cells are regenerating and healing after
the storm that the cancer cells brought. My regeneration as a tired and
often overwhelmed clinician and the regeneration that might be possi-
ble in our communities, our society and the wider world if we quieten,
soften and learn to listen.

In solidarity,

Jane
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Dear Jane,

Thave been doing my own doom scrolling, the awful compulsion to just see
how bad things in the world can get. Not swallowing my own medicine,
feeling caught in the great addictive swirl of it all. I put away my phone
and take a few moments to find silence. Writing of the many layers of our
relationship and our work together deserves that ... the roots between us
sit within the great restorative well of silence. I bring to mind the many
times we have walked and talked and explored the ground between us.
Inyour letter to me you wrote of sanctuary. I felt sanctuary when
we first sat together over the breakfast you gave me in the Listening
Space garden. It was the beginning of stepping into the enchantments
and the challenges of your world and all the work you and others like
your social prescriber Jo and your patients have done in and around
the garden. There is a Maori phrase for how I felt when I first came into
the garden, Te wahi hei hokinga atu; the place to return to. For what
we did later it was important for both of us to find sanctuary in the
wilder parts of Hampstead Heath. It was a time when all was so uncer-
tain in the rising chaos; for you the health pressures of the pandemic
and for me the challenges of adapting Global Generation (15) a com-
munity organisation to the social justice needs of the pandemic and
also the lurking worry that my cancer might return again. There was
solidarity in being together and in going slow, one leading and then
the other, folding forward and back and round again. Towering trees,
great gnarled roots, shoes off in the wet grass and sharp cold stones,
fingers of aliveness reaching up through the soles of our feet ... a whole
world going on there, free of the hurly burly anxieties of our worlds.
Time spent like that brought an anchor of trust which we brought into
the Story Walks with your patients, other medical professionals along
with people connected to Global Generation’s Story Garden. We had a
kind of plan, but because of the ‘nothing to prove’ trust we had estab-
lished, it was able to be a very fluid plan, held between you and I and
those who came ... some silence, some movement, some conversation,
a story and a poem or two and something creative for everyone to do.
Each time we met, we saw familiar faces and walked familiar paths.
We visited the same trees, a chestnut in Camden Square and of course
the ash that is known as the Hardy Tree in St Pancras Gardens, and in
the gentle, slower way of being there, we found newness and beauty.
We bathed in a feast of, as you wrote, quoting Paul Kingsnorth, peo-
ple, place and prayer. Prayers came in the many poems you shared
and the old stories that gained new meanings as we felt our way with
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the earth. The ways we would gently move beneath the trees or stop
and enjoy the silence. The fact that our little WhatsApp group has con-
tinued over several years is testimony to the power of all that.

We ducked the formulaic evaluation forms that came from the
local authority that provided some funding for us. You even more vocif-
erously than me said ... ‘those forms will make people unwell’. That
being said, we often asked ourselves about the benefit of what we were
doing, and what it had to do with health and healing. You described
how our mornings included things people need to do to live a healthy
life. We found our own qualitative ways to support others to write
about their experience and we received such encouraging and insight-
ful letters. Val, one of your patients, wrote, ‘none of us in this group
is hiding or wearing their “title”. We come as human beings reaching
out —mixed ages, genders, background experiences.” It was great to see
a friendship between Val and Pamela as neighbours who had never met
develop and the way they worked together to engage with the council
to take on the seating and the garden beds in Montpelier Gardens, a
local Park. In a similar vein I loved the fact that different members
of the Lewis family got involved with Global Generation. Fatma and
Tania in the Voices of the Earth (VoE) work (15) and the photography
that went with that. Eben encouraged Rod to play the piano again and
worked on the VoE Sound Recordings with Theatre Complicité (16). It
was the time of the Black Lives Matter protests and as a teenager with
a Jamaican heritage, Eben asked me if we could grow sugar cane as a
way of telling the story of slavery associated with many plants. It made
me think about how the Story Garden could become a contemporary
kind of botanic garden, promoting discussion amongst our staff team
and the young people we worked with about the darker side of our
history. You re-connected TJ and her son Dontae, who live next to the
Story Garden, to their family doctor when you invited us to lunch in the
Listening Space. Little did we know that Dontae, another young black
teenager, would regularly join our Story Walks and that he would gift
us the story of Yggdrasil, the world tree with healing roots that reach
the whole way around the earth. He grew his own version of that story
(16). We associated Yggdrasil and her Noons, the cosmic weaving
witches, with the Hardy Tree in St Pancras Church yard; the ash that
is dying of chalara dieback disease. Following her roots down deep we
began to hear the running of the buried waters of the River Fleet and
learnt that it was once known as the Holy River of Wells. A tiny frag-
ment of an epic story that inspired more linking of community work
with degraded waterways. For Global Generation the link became the
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Heritage Lottery Funded Voices of the Water project. You used what
you had to reach out to others, organising a great plant give-away;
calling forth a Rising River of Hope. Later I brought the story to New
Zealand as part of our work of restoring a Wairarapa Wetland.

We have had several action research style inquiries that we have
lightly held between us. The questions came in many forms ‘what are the
conditions for health and healing?’, ‘what is the role of sanctuary and
how do we find it?’, ‘how do we stand hopefully without knowing what
the outcome will be?’ ... ‘how do we grow connection and community
between different people and between all of us and the natural world?’,
another way of saying how do we find our way back into a woven uni-
verse. In one way or another writing was a way of exploring these ques-
tions. This happened at first with the Story Walk participants, then
the Fellows (young graduates of Global Generation’s programmes)
and then between you and I. After seeing the photography exhibition
curated by Silvia and the Fellows, it was a brave, generous and for me
quite unexpected move you took in suggesting that Cassie, Maedeh and
Lucy come and do a mini action research style film documentary about
you and your work in the Listening Space. I clearly remember sitting in
the Story Garden Yurt with staff from UCL partners who also provided
funding. I was happy and proud as Maedeh and Cassie shared their
writing and invited the UCL team in to do their own writing. These two
young women went on to be Youth Representatives for UCL partners.
Then just before I left London a next step you joined our little online
action research group that was just forming. It was another opportu-
nity for me to benefit from your ‘gentle presence’ way of being. Through
the immediacy of your writing I learned about other aspects of your
world. For me you radically shifted my ideas about the prevailing hier-
archy of the medical paradigm i.e. arms length, being above the frail-
ties of humanity, 1 am meant to be the expert’. Bravely worming your
way into your own story, potently and vulnerably sharing the cracks
and crevices of the back story that has shaped you and your contribu-
tions in the world. Over the weeks and months I also heard more about
your experiences at work, the unfolding narratives that illuminated
parts of your own story, the healing you found through the practice of
deep, side-by-side listening. Alongside the accounts of your back story,
were the stories of you treating patients mostly not in your consulting
room. However, I also know, because I have experienced it, that behind
the closed door click of that room, there is trust and intimacy there too.
As I write this, I think of you buying tulips in readiness for a home visit
and wondering if the rules and regulations of the NHS would endorse
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this simple act of kindness. The stories were full of navigating porous
boundaries, where human meets human. I am thinking of the shuf-
fling story, you covered in pus as you washed and dressed the feet of
your down-and-out patient, in her desolate and dirty flat, you arriv-
ing home with the smell of tobacco in your hair. You wrote of finding
intimacy between the two of you there. Again a levelling of hierarchy.

Then of course there has been my own health story and my rela-
tionship with you as my doctor, and whilst you are no longer officially
my GP you are still my primary guide in how to navigate my feelings
and prepare myself for all the many choices that being a cancer patient
brings. The ongoing dialogue with you has given me a macro view,
and a curiosity about my experience which has made the inevitable
fear manageable. Our conversations have given me time and ways to
bring out the best in myself and the doctors here that are enabling us
to engage in genuine shared decision making. I think your strength in
this is a combination of being there on the same level, deeply and intui-
tively listening, mostly supporting what I as a patient felt drawn to do
and also not holding back on giving opinions when needed. Sometimes
this includes additional research on your part and technical interpre-
tation for my benefit. Overall, to use your phrase, you have enabled me
to focus on ‘what’s strong rather than what’s wrong’.

When I embarked on chemotherapy, you encouraged me to
think about the hedgerow and hillside origins of modern drugs and
I felt better about the taxol I was taking, contemplating the capac-
ity of the yew (Taxus baccata); they can regenerate themselves and
live for thousands of years. In one of your recent messages to me you
quoted Ursula Le Guin, which spoke exactly to how I was feeling at
the time: ‘Science describes accurately from outside, poetry describes
accurately from inside (and) both celebrate what they describe.” We
have, I think, with our eyes open, entered into and managed to swim in
sometimes tricky and always rich ground. It is a professional relation-
ship that has evolved into a friendship and an endlessly creative col-
laboration. Riffing off the American physician Victoria Sweet, I think
of it as a ‘glasses on and glasses off’ marriage of pre-modern and mod-
ern medicine ... the mythic and the scientific. It seems just yesterday
the precision and care you took in sharing with me my histology, this
last time we found out that the breast cancer had returned. It was the
height of the COVID-19 pandemic and I was in the Auckland managed
isolation hotel and so we were on Zoom. The early morning call that
followed a thoughtful preparatory text, the wall of unstoppable tears
that came. The moment when you stopped, took your glasses off and
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we just sat together for a few moments, in the overwhelm of it all. Then
just before I had the surgery for my mastectomy, you sent me a mes-
sage; ‘the scar will be another tributary of the river that runs through
us; an outer marking of an inner journey’. Since then, I have felt fine
about the changed shape of my body and I have a beautiful scar.

In this back and forth swing between being a collaborator and
afriend, a doctor and a patient there has been lots of moving between
spaces, hierarchies and ways of being between us and managing all
the different expectations that go with that. A memorable example
of this is that busy London day just before I left London, we met with
Saul and Dani Klein (local philanthropists who have subsequently
funded both of us to work beyond our usual day jobs). We then met
with other GPs Asiya and Clair from the RCGP. At the end of it all
you said that you would push your bike home with me and in the
darkness we shifted gear and spoke about the cancer that was ris-
ing in me again. You gave me all and everything I needed and it was
also helpful, thanks to your openness that I knew my story sat within
many other even more intense stories you were dealing with in a ‘go
the extra mile’ kind of way. That evening at the end of our walk,
you were going to certify as dead one of your patients, a wife and a
mother, that you had been supporting.

There are more stories that I can’t do justice to in this letter. We
carry the lines and characters forward, in Noon-like fashion reweav-
ing words into new contexts; the dragon’s tears and the dragon’s
breath, the great bog of a coat, the bell jar, Rilke and Brother John
O’Donnohue, the wild red twin Tatterhood, the rivers that run through
our lives, creating as you said on the call the other day, a safety net of
meaning making. A net, now woven with strong rope that stretches
across both hemispheres.

Now I am on this side of the planet navigating the rewilding of
a wetland and the cancer journey again. Each time I come away from
an appointment with one of my doctors, I feel gratitude to you for pre-
paring me for those meetings. You have given me the language and the
presence of mind for shared decision making. You have helped me find
the questions and the strength in myself and you have also shown me
how very human doctors are ... something it is all too easy to overlook.
I have learnt that in that humanity it is possible to find points of con-
nection and trust in which a space of mystery opens up that is beyond
time and instrumentals and all the decisions that need to be made. It
is the sacred space in which I think healing happens; I like to think not
only for me but in some small way also for the clinician. I know I am

MYAT, RIDDIFORD, LAWES-WICKWAR AND AUGHTERSON



one in a long line of people they are seeing that day, and I still wonder,
where do the feelings of clinicians go?

So yes it is a tapestry of light and dark, of making meaning of
life and death, and of finding new ways to be a patient, a friend and a
collaborator that meeting you has brought about and I will always be
deeply grateful for that.

In solidarity and love,

Jane xx

Reflections on social prescribing as community
engagement

Exploring stories, experiences and meaning-making within social
prescribing are crucial, or we risk over-medicalising its scope and
expectations, by merely focusing on clinical outcomes. By exchang-
ing letters between them, Jane and Jane have demonstrated how gen-
eralist approaches can be used to benefit and enhance the health and
wellbeing of local communities. These are examples of how the partici-
pants and co-creators of social prescribing activities achieve integration
through: relational care; having a (physical) community space to attend
to relationships and wellbeing through regular activities; building knowl-
edge of other networks and resources through participation; and shared
storytelling, levelling power relations between clinicians and patients
and appreciating how and when participation might be fruitful.

Some clinicians may feel reservations about their potential to
engage in this work. Some have reported very little formal training in
community engagement, health creation and social prescribing, and
cite ‘lack of evidence’ (formal and informal) as being barriers to their
engagement (17). As mentioned in Chapter 17, discussing patients’ life-
styles and suggesting behavioural changes (for example, physical activ-
ity) have been found challenging for many clinicians for reasons such
as feeling they lack the skills, knowledge or resources to offer support
(18). Another recent study exploring the barriers and enablers to clini-
cians engaging in social prescribing for individuals with mental health
problems, highlighted the need for formal support to enable clinicians to
engage with social prescribing effectively (17). Support from colleagues,
having access to appropriate resources, and the availability of on-site ser-
vices and activities have been identified as facilitators for these important
healthy lifestyle conversations with patients (18).
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Of course these activities require energy, commitment and time, but
they are not a replacement or competing demand for clinical care. Where
valued and done well, they support a collaboration between patient, cli-
nician and community, and complement disease management, preven-
tion and proactive support of wellbeing. This of course requires resource
(for example, investment in time, materials, or staff), but these do not
have to be overwhelming or large, and work best when connected to
and integrated with the regular rhythm, vulnerabilities and provision of
clinical care. This might be a shared space enhancing visibility of those
attending, or simply a shared awareness and appreciation of the value
and existence of social prescribing activities enabling access and partici-
pation. Active involvement and learning about this might therefore take
place in a range of ways and spaces, but can inform the routine and ordi-
nary delivery of clinical care simply through curiosity (and even compas-
sion) about the human nature of self and other in any or every interaction
as a clinician and citizen.

Conclusion

This chapter explores how clinicians can support their local community
(individuals as well as the community as a whole) in understanding and
managing their health and wellbeing. Positioning this chapter from the
view of relationships and the interpersonal factors involved in social
prescribing highlights the importance of ‘lived experience’, distributed
expertise and connections, and the contextual, situated nature of social
prescribing as a practice embedded within a community. The experiences
of Jane (GP), and Jane (patient), demonstrate how clinical hierarchies
and priorities can be shifted. While there may be reservations for some,
clinicians, patients and communities alike have embraced the relational
aspects of supporting one another, and actively identified opportunities
to reshape and transform local community offerings, be it green spaces in
clinical practices, or community cafes, making use of otherwise ignored
valuable local assets. This chapter highlights the fluid and intermittent
nature of interactions between patients, clinicians and the wider com-
munity, and how these relationships can interlink and complement each
other well. This ‘fluidity’ (in terms of time, people, spaces, and so on) is a
central pillar (and potential paradox) of generalism.

Challenges for the generalist clinician include being inclusive in
their engagement with patients who are underserved by local health-
care systems and who may otherwise struggle to access local services.
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This chapter also highlights the challenge of participation and manag-
ing boundaries, and how we might address the tension between cli-
nicians being authentic and ‘human’ versus role playing a clinician
without engaging the ‘self’ (see Chapter 1). This could, fundamentally,
be addressed through institutions taking care of staff as well as patients,
and how efforts to support patient wellbeing while simultaneously sup-
porting staff wellbeing, complement one another. Supporting spaces for
interactions between individuals as people, maximises opportunities
to value and exchange each other’s expertise; and can empower clini-
cians, patients and public to collaborate across traditional hierarchies
and barriers. We are experiencing health crises nationally and globally
that challenge the stability of our futures (for example, COVID-19, the
climate crisis), requiring a re-evaluation of our approach to healthcare
delivery and design. Now is the time for healthcare systems and provid-
ers to work in partnership with healthcare users, particularly historically
underserved groups, and share decisions not just with individual patients
about their health, but with the wider community about engaging, cost-
effective and impactful ways to support their wellbeing. This may be fun-
damental to promote the next phase in our society’s process of recovery
from a global pandemic, and looking towards achieving environmental
sustainability.
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Making clinical practice and
education socially accountable

Sadie Lawes-Wickwar and Jane Hopkins

Introduction

‘Social accountability’ is the bedrock of clinical practice and the
guiding principle which informs clinical care, funding and health-
care organisation. This social contract underpins a relationship with
the public. Person-centred care is one central element of socially
accountable clinical practice. A central tenet of generalism is a par-
ticipatory and collaborative approach to clinical practice, learning and
research: learning with and from patients and communities. In this
chapter we draw on examples from the UK National Health Service
(NHS) and particularly policy and practice across England, to show-
case examples of social accountability across clinical and educational
practice. The NHS England Long Term Plan (1) details a move away
from traditional paternalistic models of healthcare delivery towards a
more equal and mutually respectful partnership between clinicians and
patients. Person-centred care recognises that the majority of health-
care users desire meaningful participation and to be well-informed
to make decisions about their health (2). Clinical practitioners are
not only expected to deliver diagnostic and therapeutic services but
practise, ideally in partnership with patients, in a way that is ‘socially
accountable’. This means delivering quality healthcare that is equally
accessible to all and responsive to the needs of the individual patient
and the wider population. In our chapter, we are referring to ‘social
accountability’ in its widest sense as ‘citizens’ efforts at ongoing mean-
ingful collective engagement with public institutions for accountabil-
ity in the provision of public goods’ (3).
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Theoretically, patients should be at the heart of decisions about how
healthcare services are designed and delivered ‘“what matters to some-
one” is not just “what’s the matter with someone”’ (NHS Long Term Plan,
p-24 (1)). Patients can contribute to clinical practice and generalist edu-
cation, provided there is genuine buy-in from clinicians and educators.
UK organisations, such as National Voices and The Patients Association,
have long lobbied for change and a move towards services ‘with’ and ‘by’
patients rather than ‘to’ or ‘for’ and ‘No decision about me, without me’
(4). NHS England’s 2014 Five-Year Forward View recommended the
transfer of greater power to patients and the public in recognition of the
added value they bring: ‘One of the great strengths of this country is that
we have an NHS that — at its best — is ‘of the people, by the people and for
the people ... we need to engage with communities and citizens in new
ways, involving them directly in decisions about the future of health and
care services’ (Next Steps on The NHS Five Year Forward View, p.32 (5)).
Despite these recommendations, many agencies must accept that the ‘old
ways’ of doing things are no longer valid, and that patients and the public
need to be empowered to contribute to service design and delivery.

Buchman and colleagues argue that social accountability is defined
by health and social justice (6). In this chapter, we use the context of
family practice as an example of generalist clinical practice, to illustrate
the value patients and the public can bring. Family practitioners (GPs) in
the UK provide over 300 million medical consultations per year (5) and
are often the only ‘gateway’ to some services such as an initial assessment
with dementia services, referral to a Falls Team, or referral to a hospital-
based specialist. The work of the family practitioner includes many ele-
ments of generalism, contrasting with some other clinical specialists who
more narrowly focus on a particular disease pattern or technical skills.
Family practitioners have a unique position within the heart of the com-
munity. They are viewed as key players in terms of health-related issues,
often with an expectation on them to assume a pivotal leadership and
informed advocacy role, speaking out on behalf of marginalised com-
munities that historically register poorer access to and uptake of existing
services, poorer health outcomes and premature mortality rates.

To achieve a shared understanding of terminology and key issues,
we have adopted the term ‘patient’ throughout this chapter with the
caveat that it carries different meanings and reactions to its use. As dis-
cussed in Chapter 3, the term ‘patient’ may be viewed by some as a dis-
empowering word, promoting an image of passive recipients rather than
active members within a health partnership. While ‘patient’ may be a
familiar term to healthcare professionals and, on the whole, acceptable
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to individuals, it will depend on the context. For example, ‘client’ is more
commonly used in social care services and ‘patient’ was preferred only to
the use of ‘victim’ in the context of cancer survivorship (7). As we move
in the UK towards a more integrated health and social care system, use of
more inclusive words such as ‘citizen’ or ‘service user’ are becoming more
accepted. Elsewhere, in countries such as the USA, healthcare users may
consider themselves as ‘consumers’ where healthcare is not free at the
point of use.

Social accountability may be partly achieved through the vari-
ous activities of the patient liaison volunteers, for example a ‘Patient
Participation Group’ (PPG) in the UK. In the context of medical education,
social accountability has been defined by the World Health Organization
(WHO) as ‘the obligation [of medical schools] to direct their education,
research and service activities towards addressing the priority health con-
cerns of the community, region and/or nation they have a mandate to serve’
(8). In practice, this might look like inviting patients to share their ‘lived
experiences’ with clinical students, or by co-producing clinical curricula
with patients as equal partners in students’ learning (9).

The public contributes valuable knowledge, skills and unique expe-
riences to clinical practice and education. In training future practition-
ers and improving the delivery of services, healthcare should be open to
new ideas and innovative approaches, incorporating patient perspectives
in the design of services and teaching undergraduate and postgraduate
learners. By ensuring that the clinical setting remains a constant ‘learn-
ing environment’, this will not only sustain and improve the clinical skills
of practitioners and community of learners, but also contribute to the
way the service or provider is viewed by the local community.

Social accountability in generalist healthcare services

To explore ideas about social accountability and generalist healthcare
services, we use here the example of UK general practice. In the UK, the
family practitioner is often the first point of contact for any clinical con-
cern. They are not merely a gatekeeper to medical and social care ser-
vices but also play a pivotal role in the life of the community they serve
in terms of signposting, advice, support and guidance. This means the
statutory, professional and legal duties of family practitioners are wide-
ranging and in the UK this includes key areas such as safeguarding vul-
nerable adults and children, mental health assessments and registering
domestic violence. The Public Sector Equality Duty (PSED) under the
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Equality Act 2010 holds practices accountable for prioritising services for
those patients with protected characteristics. In some regions, such as
isolated rural areas or urban areas with high levels of social deprivation,
the local GP practice may be only one of a few community assets and as
such, a key player in building and maintaining resilient and sustainable
communities.

The social accountability of any general practice is judged on the
quality of its relationship with the local community. Traditionally, the
UK-based GP was more likely to live locally to their general practice, or
cottage hospital in rural areas, and were aware of their patients’ per-
sonal circumstances and the social constraints they encountered on a
daily basis. The working practices of today tend to be of a different order.
Changes to the NHS and the centralisation of some hospital services have
separated the GP from local hospital settings (10). Many GPs now live
outside the community where they practise or might not be present in
the same practice each weekday due to working patterns (e.g. working
longer days or working across sites), family or teaching commitments
(11), research interests, or job-related burnout (12). Consequently, they
may lack granular knowledge of the community they operate within and
there may be fewer opportunities to build trusting and confiding relation-
ships with patients. Learning about the daily social pressures that might
negatively impact on their patients’ health and wellbeing may become
overlooked. It is important, therefore, that explicit attention is given to
consider ways to enable social accountability. Patient representatives,
who often enjoy established links with trusted community leaders and
networks, can help bridge that gap in knowledge and open up vital com-
munication channels between the GP practice and community. This may
be necessary if we are to address the inequalities and uptake of health
provision amongst underserved communities (13).

Patients can suggest improvements in, and the streamlining of, ser-
vice delivery through more constructive channels rather than through
a complaints procedure. The Patient Participation Group (PPG) in the
UK is one formal channel which consists of volunteer patients and their
caregivers, an allocated GP and other practice staff, who meet on a quar-
terly basis (14). The lived experience of coping with chronic illness as a
patient or caregiver can provide authentic feedback on what treatments
or services are working well, where the gaps are, and how quality of life
could be improved. However, the engagement must be meaningful to all
participants for the partnership to work effectively. It is vital that pro-
tected time is built in for staff to dedicate to the task. Ideally, participants
would reflect the diversity of local patient populations with respect to
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age, ethnicity and socioeconomic status so that the views of patients
are varied and include diverse perspectives. Patients can provide a fresh
perspective and alternative solutions to intractable problems, gained
from their own lived experience and professional backgrounds, such as
financial, legal, or information technology (IT). Provided with the right
level of support and matched with a task that fits their capabilities and
skill set, patient volunteers can undertake a variety of practical roles and
deliver the extra layer of informal services that a practice would offer in
an ideal world given sufficient time and resources.

In the research field, patient and public contributors are com-
monly involved in translating scientific materials and summaries into
user-friendly and accessible language. At a clinical delivery level, patient
volunteers can undertake a similar role reviewing the accessibility of
printed documents for distribution and the navigability of the website.
Different platforms for circulating information will suit different cohorts
and it is important to remember that ‘one size does not fit all’. According
to the National Literacy Trust, 16.4 per cent of adults in England have
poor literacy skills (15), a figure that might impact on the ability of cer-
tain patient groups to read and absorb health communications and cam-
paigns delivered by the practice. This may be of particular importance to
communities for whom English may not be their first spoken or written
language. Involving patients in the design and delivery of key informa-
tion in culturally appropriate and age-friendly language might ultimately
help raise their overall level of health literacy and empower them to make
more informed choices (16).

Patient volunteers could support or host events as extra capacity
where this would otherwise be a challenge for a busy staff team. For exam-
ple, patients can partner practice staff to co-produce health promotion
events and presentations at the surgery itself or within other local com-
munity hubs. Patient leaders may possess well-established links and an in-
depth knowledge of formal and informal grassroots resources to promote
engagement among historically underserved communities. Close collabora-
tion with respected local community leaders may help build trust and dispel
suspicion within patient groups who have traditionally seen doctors, with
their considerable legislative powers, as representatives of the ‘authorities’.
By close collaboration with community leaders, who can effectively target
health messages, the uptake of preventive treatments such as immunisation
amongst vaccine-hesitant groups could be vastly improved (17,18). Other
initiatives that improve patient experience could be achieved through inno-
vative use of the space the clinic inhabits, such as improving a garden area
for the community to enjoy (see Example 12.1 and Chapter 11).
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Patients can provide invaluable and unvarnished user-feedback as
‘critical friends’ within patient and staff liaison groups that might, for
example, explore the impact of proposed changes in practice procedures
or new initiatives coming on stream. A healthy exchange of views can
potentially prevent the implementation of ideas or plans that may prove
undeliverable, to avoid wastage of scarce and expensive resources, such
as unnecessary clinic appointments, missed appointments or failure
to adhere to treatment. Patients may also partner physicians, practice
nurses or occupational or physiotherapists to host support groups, or to
facilitate walking or weight management groups that tackle common
chronic health conditions such as hypertension, type 2 diabetes and obe-
sity (See Chapter 17 and Chapter 13).

Example 12.1: Melbourne Grove Practice
(a community hub)

Dr Love envisaged Melbourne Grove Practice as part of a commu-
nity hub which patients could rely on to meet not just their medi-
cal issues but to some extent their social needs thereby improving
their overall general health and wellbeing. The initiative was
launched in January 2016 by ‘Potted History’, a charitable offshoot
of the Wildlife Trust (33). It consisted of the loan of an experienced
organiser to set up and run an arts and crafts cum gardening initia-
tive for a group of over-65s patients over eight weekly sessions. Its
primary aim was to design and revitalise a somewhat overgrown
patch of wasteland bordering the practice and transform it into
a beautiful tranquil space for patients to sit and enjoy. However,
the underlying purpose of the group was to offer socially isolated
older people living with mild clinical depression and anxiety the
opportunity to engage in a productive activity along with others in
a similar situation.

Dr Love selected suitable recruits during his surgery sessions
who he felt might benefit from the activity and referred them to the
group’s waiting list. Most had either always lived alone, lost a part-
ner or had close family who had since moved far away. They were
all now in retirement and many missed the structure and comrade-
ship that work had previously supplied.

As the sessions progressed, mutual trust grew and they all
seemed to relish the chance to forge new relationships and
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friendship networks. When the ‘Potted Histories’ eight-week
involvement drew to a close, the by-now flourishing group carried
on meeting with the support of a volunteer ‘Patient Ambassador’.
The group membership remained relatively stable, consisting of
six to eight people all drawn from the diverse local community of
East Dulwich. Its profile reflected the practice patient base in terms
of faith, gender, class and ethnicity. Their new friendships bridged
traditional barriers of class and ethnicity nurtured over their com-
munal lunches comprising dishes brought in by individual mem-
bers, shared histories and memories, and the exchange of plants
and seeds.

Lack of time and staff resources are often cited as an excuse for
not actively promoting patient engagement but this group required
minimal funding or staff input other than the weekly use of one of
the larger consultation rooms and access to the practice’s phone, an
allocated pigeon hole, free postage and use of their printer.

As the group’s confidence grew and the garden delivered to
everyone’s satisfaction, they branched out into new activities both
based within the practice itself but also further afield within their
local community, including setting up a local telephone support
network, trips to local venues, developing links to other local sur-
geries including educational and governance activities, and charity
and volunteering work.

The clinical outcomes of this self-directed user group of older
people were positive with a noticeable improvement in mood for
most, increasing levels of both social- and self-confidence, a trusted
network of peer support and a greater sense of wellbeing in general.

Social accountability in clinical education

Social accountability is key to the training of the future clinical work-
force. This commitment extends far beyond predictive calculations of
workforce number requirements. Medical schools, for example, globally
are socially accountable to healthcare patients and their caregivers. In
the UK, involving patients and carers in medical training is a require-
ment of the General Medical Council (GMC) (19). The GMC recognises
the valuable role patients can play in clinical learning and advises medi-
cal schools to ensure learners are exposed to real-life situations where
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patients are diverse, autonomous and unscripted (19). This is a move
away from the early days of patient involvement which reflected the tra-
ditional biomedical approach where patients were the subject of clini-
cal observation to illustrate a condition of interest (9). The possibilities,
however, reach far beyond passive patient involvement. In the context of
generalism, this means asking patients not to simply represent disease-
based knowledge, but to share in a broader sense their knowledge of dis-
ease and illness, and the impact of these issues and treatments on their
lives (see Chapter 3).

There are numerous frameworks describing the ways educators
can work in partnership with patients and the public as active partici-
pants in clinical education. Helpfully, Towle and colleagues developed
a taxonomy (adapted at Table 12.1) encompassing these various frame-
works. This describes not only the type of involvement but also the
degree involvement may be active and autonomous (9). ‘Higher’ lev-
els of involvement include patients teaching students, contributing to
medical school interviews, assessing students and providing them with
feedback, co-designing curricula and assessments for clinical courses,
quality assurance, and, at the highest level, involvement in institutional
decision-making.

Recent research has identified the types and levels of involvement
typically employed in clinical education settings. Patients shared their
experiences with learners (that is, Level 3 in Towle’s taxonomy) more
often than being ‘teachers’ (in a traditional sense with presentation
slides, and so on) or assessors (Level 4) (9,20). In very few instances
the institution is committed to patient involvement at the highest level.
For example, the systematic review mentioned above found only two
studies reporting patients as education partners involved in curricu-
lum development — that is, Level 5 (20). This suggests that the high-
est levels of strategic involvement are not frequently implemented by
medical schools, or at least not reported in the empirical literature,
although there are good examples from across the UK. For example, a
‘Primary Care Experts by Experience Group’ at UCL oversees the insti-
tutional strategy for enhancing the role of patient and public involve-
ment (PPI) in medical education (see Educational example: ‘Experts
by Experience Group at UCL). Also, the Doubleday Centre for Patient
Experience at the Manchester Medical School coordinates a collabo-
ration of academics and patient leads at medical schools across the
UK known as the Doubleday Medical Schools Patient Partnership
Collaborative.

LAWES-WICKWAR AND HOPKINS



Table 12.1 Taxonomy of patient and public involvement in clinical education. Adapted from Towle et al. 2010

addition to patient-teacher(s) in education,
evaluation and curriculum development

Degree of active patient involvement in the Duration Opportunities | Education Patient Institutional
learning encounter of contact for patient for the involvement commitment
with agency patient in planning to patient
learner during the the encounter | involvement
encounter and in education
curriculum
1. Patient case/ scenario None N/A N/A None Low
2. Patient in a clinical setting Encounter-based | None None None Low
3. Patient shares his or her experience Encounter-based | None- Low Brief, simple | None Low
4. Patients are involved in teaching/ evaluating | Variable Moderate Structured, | Low-moderate | Low-moderate
students intensive
5. Patients as equal partners in learner education, | Moderate- High Extensive Moderate- Moderate
evaluation & curriculum development extensive extensive
6. Patients involved at the institutional level in Extensive High Extensive High High
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Educational example: Experts by Experience Group at UCL

The Primary Care Medical Education team in the Research
Department for Primary Care and Population Health (PCPH) at
UCL hosts an Experts by Experience (EbE) group focused on pri-
mary care and community teaching. This group inputs into the
primary care teaching strategy, reviews teaching content and pro-
cesses, and supports some teaching sessions for example through
sharing their experiences or assessing students. The group dis-
cusses how future learning can be shaped by patient and public
priorities and identifies a range of opportunities for educational
research to support this.

COVID-19 posed challenges for medical schools globally. In
April 2020 there was an urgent need to redesign modules for teach-
ing to take place remotely. For UCL’s MBBS degree this meant mov-
ing community and primary care placements in Year 1 and 2 online
(via video conferencing software, such as Zoom), while maintain-
ing patient and carer input and involvement. The Primary Care
EbE Group reviewed our plans for virtual teaching sessions where
patients and carers were planned to be involved. In practice, this
included the group contributing content for, and reviewing invita-
tions sent to patients for involvement in remote teaching sessions
and how patients might want to connect to sessions. We updated
our guidance for placement providers and students based on advice
from EbE contributors. There was also a suggestion to offer training
in the relevant technology (such as Zoom) to address some of the
accessibility needs of people from diverse backgrounds (for exam-
ple, those less familiar with technology). This consultative process
ensured the continued involvement of patients and carers in shar-
ing their experiences with medical students in this era of remote
learning.

The positive impact of patient involvement on learners has been well
documented. Listening to patients sharing their ‘lived experiences’ can
increase empathy, improve communication and learners’ appreciation
of person-centred care (20). Patients and caregivers themselves report
increased personal satisfaction and a sense of reward in contributing to
the education of future clinicians (9,21-23). There is limited evidence
available, however, of the benefits of PPI at higher levels, and the impact
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of learning from patients on later practice or patient outcomes: an impor-
tant direction for future research.

Enabling a shared understanding of terminology and practice
in relation to PPI in clinical education is crucial to enable meaningful
involvement and engagement among local communities. For example,
‘simulated’ or ‘virtual’ are arguably ambiguous terms that can have dif-
ferent meanings depending on the context. They may be used to describe
educational activities where actors or others follow scripts to depict
patient clinical issues; clinical computer systems; or, in the era of remote
learning, situations where patients join the teaching sessions online (for
example, over video conferencing) (24,25). However, the use of the term
‘patient’ attached to these phrases could be potentially misleading, par-
ticularly where nobody with lived experience of the condition(s) por-
trayed is involved in developing the teaching session. These terms are
often poorly described in the literature, meaning studies can lack quality
and in-depth findings. The lack of consensus over terms to describe PPI in
clinical education can also serve as a barrier to driving forward the field
of clinical education research (25).

When involving the public in clinical education, it is important to
consider the participants’ preferences and information needs. Fortunately,
there is a growing body of research reporting patient perspectives in
respect to their involvement in clinical learning. These highlight the impor-
tance of ensuring consent is informed and repeatedly checked through-
out the encounter and to establish confidentiality and privacy agreements
(22,26,27). For online teaching activities involving patients and carers the
approaches are less clear, students can join remote clinical consultations,
or experts by experience participate in a virtual institutional meeting. It
is only by identifying a patient’s needs beforehand, that we can establish
whether technology serves as a barrier to their involvement during this era
of digital learning and area worthy of further exploration to ensure clinical
education remains socially accountable to the people it aims to serve.

Resources required for socially accountable practice

Some level of pump-priming resourcing, albeit minimal, may be necessary
on the road towards demonstrating social accountability within clinical
practice and education. Within an institution such as a medical school set-
ting, the need for protected staff time should be recognised and set aside
to coordinate Patient and Public Involvement (PPI) activities. In a clinical
setting, the chair or coordinator of a patient liaison group should be granted
reasonable access to administrative facilities such as a dedicated email
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address, use of a telephone and, if available, of space(s) to hold public meet-
ings or group activities. A dedicated PPI space in a clinic newsletter or on its
website could advertise forthcoming meetings of interest, complete feed-
back surveys, post PPG meeting minutes and opportunities to participate in
research studies or even a teaching or specialist help role. For example, it is
recommended in the UK that GP practices hosting medical students high-
light how and at what stage patients may be approached for involvement in
clinical learning (27).

Funding for PPI contributors undertaking an active role within a
clinical setting or teaching clinical learners is important to consider. In
the UK, the cost of patient liaison groups was historically built into a GP’s
contract but is now incorporated into their contractual obligations (28)
although not necessarily ring fenced for that very purpose. Public con-
tributors undertake a variety of roles within clinical research, teaching
and across the NHS in general with each task requiring a different skill
set, depth of expertise and level of experience. The complexity of the task
tends to be ‘rewarded’ on a sliding scale in line with guidance published by
various bodies. In the case of research, PPI is now a condition of research
funding by the National Institute of Health Research (NIHR): ‘Payment
guidance for researchers and professionals’ (v.3, 31.8.22) identifies five
different levels of financial recognition, cover for caregivers, travel and
subsistence expenses. ‘Working with our Patient and Public Voice (PPV)
Partners — Reimbursing expenses and paying involvement payments’ (v.2)
suggests NHS recommended rates for PPI activity within secondary care
settings, but the representatives’ time and effort is at the time of writing
not universally recognised within the primary care sector.

Rewarding patient input with money or shop vouchers may also
encourage a greater degree of involvement on the part of those on low
incomes or benefits, but pecuniary motives are not always the primary
driver. Cash payments may be declined because they interfere with ben-
efit entitlement or tax thresholds. Many may volunteer for purely altru-
istic and philanthropic reasons, for example to ‘give something back’ to
the NHS. Others, particularly the over-65s, have discovered the tangible
physical and mental health benefits of volunteering and the sense of self-
worth and validation engendered (29). It is worth bearing in mind that
while there are national standard rates for involvement in research in the
UK, guidance for other types of involvement (for example, teaching) and
at a primary care level is largely absent.

To achieve the desired level of social responsibilities, healthcare
leaders and service users alike need to commit themselves to a shared set
of values and principles (see Table 12.2).
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Table 12.2 Facilitators of PPI in clinical service and education co-design

No Facilitators of PPI and Co-design in Generalism

1 The entire organisation (e.g. GP practice, university) is committed to
a partnership of equals with mutual respect, trust and appreciation of
the value each stakeholder, including patients and caregivers, brings
to the delivery of healthcare services and education.

2 Willingness to undertake meaningful co-design and co-production
between clinicians, educators, learners and patients.

3 The organisation views patients not as passive recipients of healthcare
provision but active agents in the management of their own health
and wellbeing given appropriate help and information.

4 The generalist clinical organisation (e.g. GP practice) is an agent for
change and one of the key actors in building resilience within the
local community it serves.

5 The whole healthcare community, including staff, patients, caregivers
and clinical learners, work towards becoming a constantly evolving
learning environment that draws on each other’s skills, knowledge
and expertise.

6 Willingness of the clinical community and educational institutions to
actively listen and be open to new ideas and change.

7 Acknowledgement that ownership of the clinical and educational
institutions is shared not just between the clinicians, federations and
workforce but also by patients and the public who invest in the service
as taxpayers and consumers of its end product.

8 A shared vision of health and its delivery, agreed by all stakeholders of
clinical practice.

9 Recognition that patients bring a valuable hinterland of expertise,
knowledge, useful skill sets, lived experience of ill health or disability
and are welcomed as ‘assets’ and listened to in the spirit of ‘critical
friends’.

10 All stakeholders are united in their determination to tackle healthcare
inequalities within their locality.

Challenges to active patient and public engagement

Listed below are a few common barriers that prove a hindrance to the full
participation of underserved groups and interfere with achieving social
accountability (Table 12.3).
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Table 12.3 Barriers to PPI in co-designing clinical practice and education

No. | Barriers to PPI and Co-design in Generalism

1 Available funding streams to reward and reimburse PPI contributors
for their time and incurred expenses.

2 The availability of key staff to coordinate PPI activities or provide
resources to support PPI leads to host activities within the practice or
institution.

3 Access to and confident skills in using appropriate technology to take

part in remote meetings and to be able to communicate, interact and
access information online.

Lack of guidance to support the delivery of PPI activities.

5 Use of terminology that effectively excludes PPI contributors and
the wider public such as shorthand technical terms, language and

acronyms.

Where’s the guidance for involving patients in clinical services
and education?

Rules can constrain meaningful involvement. Guidance, however, can
highlight the rights and imperatives to support PPI participation, invit-
ing conversations for change and reifying its importance, while enabling
local adaptability to meet local needs. Guidance about PPI activity in the
research field is widely available. There are fewer texts describing the
range of ways in which patients and caregivers might be integrated into
generalist practice and education. Much of this guidance derives from
statutory bodies such as Healthwatch and the Care Quality Commission
(CQC) working on behalf of the public to scrutinise and monitor commu-
nity and secondary health provision. However, this does not necessarily
relate to public and patient activity in health and education, and moni-
toring and scrutiny do not in themselves support meaningful change.
Inclusive, adaptive and creative approaches are therefore required to
support future expansion of PPI in clinical education spaces.

Diverse representation

In the UK, family practice sits firmly within the context of the local com-
munity it serves, be that predominantly an affluent suburb, a remote
rural area or an area with high levels of social deprivation. Family prac-
tice priorities and working practices are shaped to respond to the par-
ticular health needs of that community. The recruitment of a patient
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liaison group whose membership closely mirrors the profile of the local
population in the task of guiding the organisation, must be a key prior-
ity. In the UK, patient volunteers tend to be invariably white, from higher
social classes and older (28), this over-representation possibly the result
of free time, resources and the social confidence to devote to the task. If
patient volunteers are to truly represent the ‘voice’ of the wider patient
base, then closer attention needs to be paid when recruiting individuals.
A range of characteristics needs to be included, namely age, race, gender,
faith, disability, lower educational attainment, worklessness, depriva-
tion, or lack of fluency in spoken or written English, in order to capture
differing points of views and avoid any creeping bias or misrepresenta-
tion. Exposure to the wider social determinants of health and social care
within a diverse community is essential for learners on placement to help
develop their communication and personal skills as future clinical prac-
titioners. But how can representatives of historically underserved groups
be supported to take advantage of opportunities to participate in the co-
design of services and education of future generalist clinicians? It is cru-
cial in order to be socially accountable, that clinical practitioners need to
actively listen to and take into account the views and feedback of ‘under-
represented’ communities from trusted patient advocates. Only then
can accessible and welcoming services be best targeted and delivered in
user-friendly and culturally appropriate language. One solution to secure
higher levels of engagement might be hosting mobile workshops at com-
munity hubs (30), alternating the times and days of the week of patient
participation group (PPG) meetings to better suit the employed or those
with childcare or caregiver responsibilities, or else holding virtual meet-
ings online.

Resources

Limited staff, funding and resources are invariably cited as reasons for
failing to actively promote or embed patient engagement, although this
need not be the case. The sole exception might be a PPG quarterly meet-
ing attended by the representative clinical practitioner, manager and
patients. It acts as the ‘official’ forum where views can be exchanged and
collaborative thinking and planning can take place. The physical space
afforded by the clinic in respect to its flexible use, floor size and facilities
will also dictate the degree to which it can support the growth of its pro-
gramme of patient engagement. As mentioned earlier, if available, the
innovative repurposing of a clinic’s underused spaces, such as its bound-
ary curtilage, can provide opportunities for local community groups.
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The investment of just a small amount of initial time and resources could
arguably pay dividends over the long term in meeting social accountabil-
ity commitments.

Digital inclusion

We are living in an era of rapidly increasing digital and technology-based
healthcare delivery. Remote technology has the potential to enhance PPI
in clinical practice and teaching, but we know from research assessing
remote primary care in the UK that online meetings and consultations
may prove a barrier for certain groups. In the UK, remote consultations
with a GP are predominantly accessed by younger working adults (31)
while older patients prefer telephone or face-to-face consultations.
However, it is important to keep in mind that ‘one size does not fit all’
(32). Social media may be suitable to reach younger patients and some
may prefer meeting remotely if given the choice, while others may always
choose a face-to-face encounter. Consequently, the particular preference
of an individual wishing to be involved needs to first be established and
alternative choices offered. This also applies to preferences about the
effective dissemination of important information in a ‘hard copy’ format
for those not online or unable to access websites, online newsletters or
use a smartphone.

Conclusion

The values and qualities that patients’ and caregivers’ lived experiences
and expertise can bring to healthcare service design and education is
invaluable. Social accountability is about social justice (6), empowering
patients, caregivers and the public to engage in the accessibility of ser-
vices and the education of the future clinical workforce. In spite of the
paucity of central guidance and evaluation, there are excellent examples
of local and national initiatives across the UK, like those described in this
chapter. To ensure clinical practice and education are socially account-
able there may be structural, technological and organisational chal-
lenges to overcome. Ensuring patient groups are reflective of the wider
patient population must be a priority, offering a voice to seldom-heard,
historically poor and often overlooked communities, which might be
more difficult in an era of digital healthcare for certain cohorts function-
ally excluded by lack of access to technical equipment or digital skills.
Available resources are also crucial to the long-term success of patient
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liaison groups, as is the commitment of healthcare and academic staff.
Identifying potential barriers and taking practical steps to overcome
them could increase the level and depth of involvement and partner-
ship. This will ensure the best experience for all stakeholders concerned
with raising the quality of healthcare and education provision and to
maximise inclusion of those groups whose health outcomes need to be
addressed.
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Sustainability, health and healthcare

Alice Clack, Frances Mortimer and Kay Leedham-Green

Introduction

We do not inherit the Earth from our ancestors; we borrow it from
our children.
Origin unknown (1)

More sustainable approaches to health and healthcare are essential if we
are to continue to provide universal healthcare now and into the future.
What does it mean, however, to create a sustainable healthcare system?
And what does this have to do with generalism? Sustainability requires
envisioning the future and thus requires an honest and careful assessment
of the environmental, workforce, financial, technological and resource
challenges that the future will bring. The principles of generalism articu-
lated in Chapter 1 invite us to explore these challenges from different
perspectives: to identify root causes, to draw on distributed expertise to
innovate and improve, to work collaboratively with colleagues and across
sectors, to involve patients and communities, and to take a strategic view
on what can be changed now with the most impact.

There are strong parallels between the generalist principles that
inform interactions between patients and clinicians and the ways
in which people connect with their local community and environ-
ment: working in partnership, offering curiosity and respect, exploring
how different people make meaning or understand particular events,
appreciating diversity and complexity, and negotiating adaptive ways
forward. These are all common and important strategies across clini-
cal and global generalism. Shifting our expectations and habitual
tendencies to objectify people (for example, patients) and nature
(for example, the earth, animals, plants) towards a more subjective
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exchange, opens spaces for dialogue about ways in which people and
places might be more connected and exist together in mutually benefi-
cial ways. There are wide-ranging social, economic and environmental
challenges to the future of healthcare. This chapter focuses on envi-
ronmental sustainability as a key element of clinical care; however,
truly sustainable healthcare, and the principles articulated here, are,
by definition, sustainable across all future challenges: workforce, eco-
nomic and environmental.

In this book so far, we have outlined a generalist philosophy of clini-
cal practice (Chapter 1) and described how generalism can support health
(salutogenesis) as well as address illness, for example through Health
Justice Partnerships (Chapter 10), social prescribing (Chapter 11),
health coaching (Chapter 17), or personalised care (Chapter 18). In
this chapter, we discuss how interpersonal and systems-based clinical
approaches can enhance planetary health, and indeed how planetary
health enhances human health and wellbeing. Through a variety of clini-
cal examples, we show how generalism, at its best, can be one of the most
sustainable forms of healthcare and how, through acute sector examples,
generalist approaches to complex problems can drive sustainable change
more widely.

More broadly, however, we invite you to expand and apply our gen-
eralist philosophy to your engagement with the planetary circumstances
around you. We are living through one of healthcare’s greatest chal-
lenges: the degradation of the environment on which all health depends.
Developing an understanding of how climate and ecological change
impact health, and conversely, how healthcare impacts the environment,
is like putting on a new pair of glasses that inextricably alters the way
you see the world around you. Each new area of learning is likely to fur-
ther alter this perspective, and inform the ways in which you integrate
planetary health into your personal and professional life. We encourage
you to engage with this journey, to access as many routes to change as
possible, and to join the growing community of clinicians incorporating
sustainability into their work.

Why is sustainable healthcare important?

Climate change is the greatest global health threat facing the world
in the 21st Century, but it is also the greatest opportunity to rede-
fine the social and environmental determinants of health.

The Lancet Countdown on Health and Climate Change (2)
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The importance of addressing the social determinants of health has been
ably articulated by Marmot and colleagues (3). Poverty, low literacy,
poor housing and wage insecurity are all known to drive up the health-
care needs of populations and challenge the ongoing sustainability of the
services that we provide. The social determinants of health, however,
are overshadowed, and indeed compounded, by the projected nega-
tive impacts of the climate and ecological crises, which are set to define
the future environment in which we provide healthcare and will impact
every area of clinical practice (4).

Impacts are already understood to be manifold and include direct
effects such as those resulting from air pollution, rising sea levels and
extreme weather, and indirect effects such as those resulting from crop fail-
ure, population displacement and increased zoonotic infections (4,5). The
Lancet Countdown on Health and Climate Change was launched in 2009,
and its annual report tracks the impacts of the climate and ecological crisis
on health and provides a sobering read (2). The world has already warmed
by 1.2 degrees since pre-industrial levels, and the World Meteorological
Organization gives a 66 per cent probability of passing 1.5 degrees by 2027
(6). This will destabilise the natural and human ecosystems on which health
depends and put additional pressure on health systems worldwide (7).

What is arguably less well articulated is that healthcare itself is one
of the key drivers of this crisis, contributing 5 per cent to global green-
house gas emissions (8). This is equivalent to the footprint of a major
country such as Russia or Japan. Thus, to achieve the carbon reduction
necessary to limit global heating and avoid triggering irreversible tip-
ping points, healthcare itself must engage in global mitigation efforts to
reduce its environmental impact and avoid a vicious cycle. In addition
to mitigation, The Intergovernmental Panel on Climate Change (IPCC)
2022 report, ‘Impacts, Adaptation and Vulnerability’, provides a thor-
ough assessment of the currently observed, and likely future impacts of
climate change, and makes it clear that widespread resilience and adap-
tation will also be required (4) (Figure 13.1).

In addition to its carbon footprint, the health sector has numer-
ous other environmental impacts, which include chemical pollution (9),
plastic pollution (10), and air pollution (8). Moreover, unethical supply
chain practices, which include the use of child labour, modern slavery
and unhealthy working conditions, contribute to a significant health and
environmental burden (11). The damage caused is particularly sobering
when we consider the dubious value of a significant proportion of this
activity such as the suboptimal, single-use PPE distributed during the
COVID-19 pandemic (12).
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Climate change impacts

Effect on exposures

* Rising sea levels
* Rising CQ, Health im
+ Rising temperatures | « Extrerne weather
* Oceanic and * Disease vector ecology | ¢ Injuries, effects of heat
environmental * Water and food supply |  and cold
degradations * Air and water quality | » Vector-born diseases
* Biodiversity loss + Conflict and insecurity |« Malnutrition and
= Displacement diarrhoeal disease
* Access to healthcare * Communicable and non-
communicable diseases

+ Poor mental health
* Preventable mortality

Figure 13.1 Climate change impacts on health. Data source: Centres
for Disease Control (76)

Table 13.1 (derived from Tennison and colleagues (13)) gives a break-
down of NHS England’s carbon emissions and the distribution of emis-
sions according to service area. Other developed healthcare systems are
likely to have similar distributions. This illustrates the resource intensity
of acute care compared to other types of activity such as primary care,
with the notable exception of primary care prescribing (which arguably
averts acute care admissions). The majority of these emissions are indi-
rect emissions as they are not released from within healthcare facilities
but are embedded in the production of the materials and medicines con-
sumed. It is therefore the type and quantity of healthcare that we provide
that is driving up carbon emissions.

This environmental context creates a clear imperative to adapt our
treatment-focused, resource-intensive models of care. The challenge is to
develop more resilient and regenerative forms of clinical practice that are
environmentally, economically and socially sustainable, while support-
ing patient and population health outcomes.

Conceptualising a sustainable healthcare system

Sustainable healthcare has been defined and conceptualised in various
ways (14). The WHO suggests it is a ‘health system that improves, main-
tains or restores health, while minimising negative impacts on the envi-
ronment and leveraging opportunities to restore and improve it, to the
benefit of the health and wellbeing of current and future generations’ (13).

CLACK, MORTIMER AND LEEDHAM-GREEN



Table 13.1 NHS England greenhouse gas emissions by category, in kt CO,e, 2019

Ambulance | Community | Mental health | Acute | Primary care | Non-clinical Total
support activities
Delivery of care
Building energy 21 150 164 1,900 250 31 2,520
Anaesthetic gases and metered 84 0 0 435 767 0 1,290
dose inhalers
Water and waste 16 85 95 883 137 88 1,300
Business travel and fleet 200 100 120 410 60 110 1,000
Supply chain
Pharmaceuticals and chemicals 5 120 66 2,095 2,750 26 5,060
Medical equipment 16 147 55 1,930 248 128 2,520
Non-medical equipment 38 156 170 1,040 420 137 1,960
Other procurement 100 384 465 2,850 610 1,620 6,030
Commissioned services 3 15 26 90 0 826 960
Personal travel 27 120 350 1,326 536 43 2,400
Total 510 1,280 1,510 12,960 5,780 3,009 25,050
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To achieve maximum benefit within the resources available, healthcare
needs to achieve what Porter calls ‘healthcare value’, which he suggests
should be considered in relation to patient and population health outcomes,
and not simply per unit of healthcare activity, as increased investment in
some services can reduce the need for others (15). Mortimer reminds us
that financial costs are not the only resources used; environmental and
social resources (for example, staff time, community assets, patients and
their families) are also relied upon (16). Together, these social, financial
and environmental costs constitute the ‘triple bottom line’ (Figure 13.2 —
derived from Mortimer and Elkington (17,18)). Lombardi and colleagues
further argue that the social, environmental and financial resources of the
triple bottom line have a hierarchy: a sustainable economy is dependent on a
sustainable society which is dependent on a sustainable environment (19).

NHS Scotland was the world’s first health service to set a strategy
for net zero carbon emissions (20) followed by NHS England which has a
stated aim of achieving net zero for direct emissions by 2040 and to include
indirect procurement emissions by 2045 (21). It is now a requirement for
every NHS organisation to develop and act on an individualised Green Plan
to achieve these aims. There is an increasingly critical debate, however, that
acknowledges a past failure to translate rhetoric on sustainable healthcare
into action (22). Policies that have historically focused on financial sustain-
ability alone have failed to acknowledge that social and environmental sus-
tainability also need to be addressed as they drive up healthcare needs and
contribute to workforce challenges (23). Financial cuts to health and social
care have driven neither efficiency nor sustainability, and may in fact have
increased demand (24). It is essential that we take a holistic and strategic
approach, and address the integrated drivers of healthcare sustainability
which provide co-benefits to people and planet, in addition to affordability.

The UK Centre for Sustainable Healthcare emphasises the need to
place patients and health workers at the centre of efforts to create a sus-
tainable health system and to broaden our conceptualisation of environ-
mental sustainability from non-clinical areas such as energy, transport
and waste. Mortimer proposes the drivers of sustainable clinical practice,
illustrated in Figure 13.3 derived from Mortimer (18)), which offer a holis-
tic approach to improving patient and population outcomes in ways that

Patient and population outcomes

Healthcare value =
Social, environmental and financial costs

Figure 13.2 Healthcare value and the triple bottom line. Adapted
from Mortimer 2010 (18)
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POTENTIAL ACTIONS

PRIMARY DRIVERS FIVE PRINCIPLES OF
SUSTAINABLE HEALTHCARE

Public health,
health eduction,
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Reduce the need for
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y improvement, SusQl

Do healthcare with '
less carbon intensity

Medicines, gases,

Sustainable swaps inhalers, PPE

Sustainable clinical
spaces

Energy, travel, waste,
food

Figure 13.3 The principles of sustainable healthcare. Adapted from Mortimer 2010 (18)
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are sustainable. Firstly, and most importantly, by reducing the amount of
healthcare that is needed through public health, health promotion and
supported self-management, and then secondly, by reducing the resource
intensity of the healthcare that is necessary through more efficient clinical
pathways, sustainable clinical swaps and estates management (18).

Below, we outline practical examples of how these five principles can
support a holistic approach to sustainable clinical practice without compro-
mising the quality of patient care or population health. The intention is not
to provide a comprehensive list of what needs to change, but rather, to intro-
duce a range of challenges, while providing a framework to understand and
develop solutions. Chapter 14 gives more details on how to embed sustain-
ability into quality improvement ‘SusQI’ (pronounced Sus-Q-I) as a way of
empowering and engaging clinicians in change work.

Principles of sustainable healthcare in practice

Health inequalities and the social determinants of health are not
a footnote to the determinants of health. They are the main issue.
Sir Michael Marmot (25)

Principle 1: Health promotion and disease prevention

‘Prevention is better than cure’ is a truism embodied in the great public
health successes of human history. Despite many examples of progress,
however, the challenges of maximising health and preventing disease have
often been sidelined by short-term considerations, including corporate
interests (26). At a national policy level, climate mitigation has massive
potential public health co-benefits and prioritising prevention strategies
in clinical pathway design is also key to driving down carbon emissions.
Low-carbon healthcare is therefore exemplified by interventions that aim
to maximise health and prevent disease, including public health measures
such as vaccination; social measures such as housing and education; and
health promotion within a clinical consultation such as smoking cessation.

Example 13.1: Prevention of diabetes complications
through lifestyle interventions

There is now good evidence that interventions that encourage
exercise and low carbohydrate diets in patients with type 2 diabetes
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are associated with significant reductions in HbAlc blood levels,
a reduction in body fat, increased insulin sensitivity and even the
remission of diabetes altogether (27,28). Even marginally improved
diabetic control through medicines adherence is associated with
dramatic long-term reductions in the need for future healthcare
services and in the carbon footprint of care (29). This is mediated
through the prevention of diabetic complications such as renal
failure, cardiovascular disease and diabetic retinopathy. Exercise
interventions for diabetes also have other co-benefits including
improved cardiovascular fitness and mental health (30).

Despite some criticisms (31), ‘lifestyle medicine’ is a developing
discipline, with an emerging evidence base and academic ground-
ing (see Chapter 17). The British Society of Lifestyle Medicine (32)
describes six pillars: healthy eating, mental wellbeing, healthy rela-
tionships, physical activity, sleep, and minimising harmful substances
and signposts to research and education in the field. It is important,
however, to remember that ‘lifestyle’ is often not a choice, or at least
the scope is limited by an individual’s circumstances, and to avoid
creating value judgements about people whose health is impacted
by these factors. Social inequalities, levels of empowerment, public
health policy and environmental factors all have profound influences
on human behaviour (3). The UK’s strategy on food, for example, has
the potential to improve health outcomes, social inequalities and the
environment, but has yet to be translated into policy (33). The aim,
rather, is to engage and inform at both individual and policy levels,
so that people become actively involved in decisions and factors that
affect their own and others’ health.

Principle 2: Patient engagement

Healthcare has historically been framed as something that is done to
patients by clinicians; however, the day-to-day work of healthcare, par-
ticularly in chronic care, is done by patients and carers who manage
their health with only episodic input from professionals. We use the term
‘patient engagement’ to describe an approach that prioritises the dis-
tribution of knowledge and power between patients, practitioners and
communities, and which legitimises, enables and encourages patients
and carers as active partners. This principle of sustainable healthcare
invites engagement not only with healthcare decisions and therapeutic
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self-management, but also with day-to-day health-related activities.
Engagement might be about making meaning differently in a local com-
munity setting thus enabling greater involvement with their environ-
ment: community gardens, for example, which provide opportunities
to grow fruit and vegetables, meet people, and share meals (34). This
same dimension of care has been variously described as patient enable-
ment, patient empowerment, patient activation and patient partnership
and is associated with reduced needs for acute clinical care, particularly
for people living with multimorbidities (35). It is a dimension of gen-
eralist care which has the potential to reduce wasted healthcare activ-
ity by ensuring services are designed around people’s needs, and more
importantly, to engage and enable people to maximise their own health
through effective self-care. The UK’s Personalised Care Institute describes
six components: shared decision-making, personalised care and support
planning, social prescribing and community-based support, supported
self-management, enabling choice, and personal health budgets (36).
Personalised care and its core communicative approaches are outlined
in Chapter 18.

Example 13.2: Supported self-management and agency
in asthma care

Table 13.1 shows how metered dose inhalers contribute 21.8 per
cent to total prescribing-relating carbon emissions in UK primary
care, or approximately 767 ktCO, per year. Using the EPA carbon
equivalencies calculator (37) this is equivalent to approximately
2 billion car miles per year. This disproportionately large carbon
footprint is due to the HFC (hydrofluorocarbon) propellant in
some inhalers, not the active medicine. Much emphasis has been
placed on encouraging swaps to non-HFC inhalers, or to inhalers
with less HFC per puff, through informed choice and the develop-
ment of guidelines. Inhaler review clinics are also an opportunity
to engage patients with their asthma care more generally: do they
have the right diagnosis, are they using the right drugs, and are
they using their inhaler devices correctly? In the UK, 70 per cent of
all inhaler prescriptions are for short-acting reliever inhalers, and
around half of UK asthma patients are overusing them (38). This
contrasts with Italy where only 46 per cent of inhalers prescribed
are short-acting reliever inhalers. Italy’s asthma mortality rates in
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2019 were less than half of the UK’s (39). Sweden has similarly
excellent asthma outcomes (39). In 2017, 90 per cent of Sweden’s
short-acting reliever inhalers were HFC-free, compared to only 6
per cent in the UK (40). Supporting people to switch to dry powder
inhalers, which contain no HFCs, can improve asthma control and
carbon emissions (41). Even without a switch, optimising inhaler
use can significantly improve control and reduce acute admissions
(41). Given that poor asthma control in the UK is driving the use of
HFC inhalers and acute admissions, it is easy to see how informing
people and engaging them in choosing and using their inhalers well
has important health and sustainability co-benefits.

Principle 3: Lean systems

Although it is important to ensure that the focus remains on prevention
and patient engagement, a sustainable healthcare system also requires
attention to how we provide the care that is needed. Much of the scholar-
ship around lean systems comes from industry, where methods have been
developed to help businesses identify defects and waste within a process
and to implement quality improvement cycles (42). These approaches
have increasingly been applied to healthcare in an attempt to improve
safety and quality in ways that are more efficient and effective. There are
criticisms of top-down quality improvement efforts (22); however, we
invite you to imagine the concept of lean’ differently. Lean process theory
was originally rooted in Buddhist philosophy and included respect for
people, teamwork, noticing, orderliness and challenge (42). Importantly,
‘lean’ was not about greater productivity (for example, doing things
faster or more intensively); rather, it was about efficiency: encouraging
the workforce to notice the way outcomes were achieved and support-
ing them to continuously improve. A narrow focus on target outcomes
tends to generate solutions such as more checking, more protocols and
more training. The concept of ‘lean’, however, focuses on processes and
therefore encourages solutions such as making the safe choice the easy
choice, stopping low-value patient activities such as unnecessary inter-
ventions and tests, and using people’s skills to their best effect. Lean phi-
losophy involves defining value from the user’s perspective (patients and
populations) and changes are collaboratively designed and evaluated by
the workers (clinicians). Steps include value chain analysis (studying the
system and removing steps that do not add value to patients); finding
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ways to reduce different types of waste (errors, materials, transport,
waiting, space, motion, activities, skills and so on); streamlining pro-
cesses to reduce variation, improve flow and match demand; and embed-
ding a culture of continuous improvement. Although viewing healthcare
through an industrial process lens has been criticised, the application
of the principles of lean can draw attention to minimising wasted time,
effort and physical resources while simultaneously improving outcomes.

Example 13.3: Reducing wasted activity and enhancing
diabetes outcomes

A practice manager noticed that patients at their practice had poor
diabetic outcomes compared to national benchmarks, and only 40
per cent of newly diagnosed patients were being referred for self-
management education. They invited a trainee to do a SusQI pro-
ject. The trainee studied the system and found that GPs needed to
fill out six pieces of paperwork for each new diagnosis taking up to
30 minutes. They collaboratively designed an improvement which
involved a hotkey to automatically complete all six forms. On re-
auditing, more patients were getting the right referrals but locum
GPs were not aware of the hotkey. This was solved with an auto-
mated prompt. Now, 100 per cent of newly diagnosed people get
the correct referrals, GPs have less paperwork and patient engage-
ment and outcomes have improved.

Principle 4: Sustainable swaps and low-carbon alternatives

Instinctively, when we consider a low-carbon future, our attention tends
to turn towards lower-carbon alternatives to existing practices such as
electric cars and wind turbines, rather than the solutions that would
drive down carbon requirements, such as active transport and insulation.
It is therefore important when considering low-carbon alternatives, that
we remember that prevention and supported self-care will usually be
more effective and sustainable.

When considering low-carbon alternatives, it is necessary to
develop a degree of carbon literacy so that we recognise and focus on key
hotspots of carbon emissions (see Table 13.1 above). It is also important
to be able to locate and share high-quality evidence on whether a change,
for example from disposable to reusable equipment, is an improvement.
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Note: it almost invariably is, but the size of the impact varies according to
category (43). A simple look-up table for measuring the carbon impacts
of various swaps is available in the SusQI Toolkit (44).

Example 13.4: Comparative impacts of two
sustainable swaps

If a clinician in the UK supports a dozen people to swap to HFC-free
inhalers (saving 422 kg CO,e per person/year (40)), that would
offset an average person’s entire annual carbon footprint (5,200 kg
CO,e per person/year (45)). If a clinician swapped from using dis-
posable vaginal specula (88 kg CO,e per 100 examinations) to reus-
able (23 kg CO,e per 100 examinations) (46) they would need to
do around 8,000 examinations for a similar effect.

HFC-containing propellant inhalers and anaesthetic gases are
key contributors to healthcare’s carbon footprint and are therefore
considered priority areas for climate mitigation. Reusable equip-
ment has other co-benefits including plastic waste reduction.

Principle 5: Sustainable clinical sites

Although we have focused on the clinical contributions to achieving a sus-
tainable health service, sustainable clinical sites (estate management, gen-
eral purchasing, energy, travel, food, water, waste management and so on)
are also core to achieving carbon reduction targets. Table 13.1 shows how
energy use alone represents 10 per cent of the NHS’s emissions. In prac-
tice, operational resource use often intersects with clinical pathway design
and clinical procurement. For example, addressing the environmental hot-
spots of renal dialysis often involves clinicians working alongside the estates
team. Green nephrology has shown that environmentally responsible care
is also more cost-effective through reduced waste and power (47).

Example 13.5: Nitrous oxide leaks versus prescribing
practices

Anaesthetic gases contribute a staggering 2 per cent to the UK
healthcare sector’s carbon footprint, the bulk of which is due to
nitrous oxide which contributed around 253 kt CO,e in England
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in 2019/20 (48). This is equivalent to 650 million car miles
per year (37). Alifia Chakera, a clinical pharmacist working in
Scotland, decided to audit the use of nitrous oxide and found
that clinical usage was not the main problem. Over 90 per cent
was lost through poor system design, poor stock management
and system leaks (48). Stopping the leaks, for example, by using
point-of-care cylinders rather than piped supply, could have sig-
nificant environmental and economic co-benefits without reduc-
ing the availability of nitrous oxide to patients.

This example is a reminder of the importance of taking a holistic
approach to emissions reduction and change management, as often
the most significant gains are recognised by taking a step away from
the problem and considering the change and its solutions within their
broader context.

Achieving change

It is easy to feel hopeless with news of climate change. SusQI is
invaluable as it gives concrete ways in which we can make a differ-
ence rather than just learning about the problem.

SusQI learner (49)

In the introduction, we discussed how an understanding of sustainability
can alter the way you see the world around you. In the words of one medi-
cal student ‘It’s made me more aware in my understanding that everything’s
interlinked ... patient care, my own health, you know, education, treatment,
it’s all interlinked with sustainability rather than sustainability being this
separate thing’ (50). Transformative perspective shifts (such as the link
between planetary health, human health and healthcare) can sometimes
feel uncomfortable and potentially overwhelming without a roadmap for
achieving change (51). Conversely, developing a plan is empowering.

We now invite you on another voyage: to explore your spheres
of control and influence (Figure 13.4 — derived from Covey (52)), to
appraise the routes to change, and to consider joining the growing com-
munity of health practitioners working towards a more sustainable
healthcare system: one that has a less objectifying relationship with our
human and natural resources.
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Figure 13.4 Covey’s spheres of control, influence and concern.

Adapted from Covey 1989 (52)

Personal changes

I think it just really took me aback, like ‘wow, the health service
plays such a big role in environmental destruction’. I always think
that I'm quite a sustainable person generally ... I need to do some-

thing to balance out.

SusQI learner (50)

The things that are fully within your sphere of control include your per-
sonal actions, decisions and words. Hugh Montgomery OBE, professor of
intensive care medicine and co-chair of the Lancet Countdown on Health
and Climate Change, ends his climate updates by urging the audience to
undertake the following seven personal actions, and to encourage seven

others to do the same:

1. Use renewable and sustainable sources of electricity and heating.
2. Travel less and, when you do, use active and mass transport.

3. Buy local, seasonal and plant-based foods.

4. Bank with an ethical bank and do not believe the greenwash.
5. Buy less and buy from low environmental impact ethical producers.
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6. Vote with climate as your priority and write to your MP to tell them
that is what you are doing.

7. Contribute to the development of solutions in your work and in your
community.

The logic behind individual action is clear. If large numbers of individuals
take these steps, then the resulting political and economic impact is mag-
nified and the chances of shaping policy and practice rise. Furthermore,
living in a manner that is consistent with your values, reduces the cog-
nitive dissonance between beliefs and actions, and increases one’s
authenticity as a climate advocate. Successful movements require mass
mobilisation, and in practical terms, Prof Montgomery is using his influ-
ence to create a movement for change and to engage us in recruiting to it.

Although it is clear that mass engagement and the action of indi-
viduals can effect change, there are accepted limitations to this approach.
The first is a recognition that although individuals have an important role
in successful movements, it is their role as part of a group that is power-
ful. Acting alone risks a sense of futility, isolation and disillusionment,
and can be negatively viewed as virtue signalling. Furthermore, simple
lists of actions can overlook the multiple barriers that can frustrate and
restrict engagement. For example, it may be costly to convert to renew-
able energy if you are reliant on a gas boiler and difficult to buy locally if
this produce is not available where you shop.

Importantly, the failure to be a model environmentalist must not
prevent individuals from participating in environmental work, or become
abat to beat them with when they do. Likewise, the responsibility of each
of us to act individually should not distract from a government’s respon-
sibility to create a low-carbon and sustainable society in which environ-
mentally aligned decisions are structurally encouraged.

Changes to individual clinical practice

Everyone can do something, even if it is a little change. Every patient
encounter is a chance to change something.
SusQI learner (49)

It can be difficult to integrate the principles of sustainability into a health
service that has been designed without considering environmental
impacts. It can also feel uncomfortable raising climate concerns in a work-
place that is already struggling to cope with multiple other pressures.

CLACK, MORTIMER AND LEEDHAM-GREEN



How does someone who wants to practise sustainably continue without
frustration or moral injury?

Part of this process is simply to apply the principles of sustainable
healthcare to your own practice and to share what you are doing with
colleagues. The principles are all considered good clinical practice: hav-
ing health-promoting conversations, engaging people in effective self-
management, sharing knowledge and decisions, critically considering
the tests and treatments we recommend, noticing and stopping wasted
or low-value activities that do not contribute to patient or population out-
comes, choosing less environmentally damaging options wherever pos-
sible, and advocating for sustainable clinical spaces.

The potential for spreading change and, importantly, the support
one receives to sustain change work can be enhanced by joining a com-
munity of practice, such as the growing network of clinical environmen-
tal groups on the Centre for Sustainable Healthcare’s clinical networks
hub (53). Personal change is always possible and your own actions might
just tip the balance to shift norms through role modelling away from
commercial and compartmentalised interests, to more holistic and inte-
grated efforts and approaches.

Changes to local services and systems

You've got that ‘QI head’ on your shoulders, asking ‘What can I do?
What can I improve? Why is this the way it is?’
SusQI learner (54)

SusQI integrates the triple bottom line into quality improvement efforts
through stakeholder engagement, value chain analysis, and environ-
mental and human resource stewardship. Changes are evaluated to see if
they provide health benefits as well as triple bottom-line benefits (social,
economic, environmental). It has been validated in multiple UK health
settings and is now embedded and spreading internationally (49). The
freely available SusQI Toolkit (55) offers resources for supervising and
undertaking projects and ready-made workshop materials for educators.
Examples of successful SusQI projects are growing rapidly, and sustain-
ability has been shown to be a motivating factor when engaging teams
with change (49).

Generalism invites different lenses on complex problems: think-
ing about what you are trying to achieve as well as how to do it. This
‘double loop’ reflection (56) can change the focus of a service and
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drive service innovation. The WHO defines health service innovation
as ‘a novel set of behaviours, routines, and ways of working that are
discontinuous with previous practice, are directed at improving health
outcomes, administrative efficiency, cost-effectiveness, or users’ expe-
rience and that are implemented by planned and coordinated actions’
(57). Numerous innovations, including GP telephone triaging systems
and ‘See and Treat’ Clinics, reflect a drive towards efficiency with a
reduction in the environmental impact as a co-benefit, for example
through reduced travel. It is, however, essential that improvement and
innovation are not completed in silos, and that organisations work to
maximise the success factors that are critical to the spread of the most
impactful work (58).

The following example is from secondary care and illustrates how a
generalist lens on a complex problem can have dramatic impacts.

Example 13.6: Early mobilisation in cardiac intensive care

The University Hospital Southampton NHS Foundation Trust,
as part of a hospital-based SusQI initiative, employed a therapy
technician to facilitate a twice-daily exercise programme for post-
operative patients, including motorised passive movement therapy
for those who were intubated (59). 238 patients were recruited
into the programme over 24 months, with significant reductions
in length of ventilation (—3.54 days/patient), length of CICU stay
(=5.5 days/patient) and total length of hospital stay (=7.79 days/
patient). Carbon savings, based on the reduced intensity of care,
were calculated at 48.5 tCO,e. Cost savings were estimated at
£1.26m ($1.69m). Additional social and health benefits arose
through the reduction in length of stay and the prevention of mus-
cle wastage.

Changes to clinical and institutional governance

We came up with a 12-point [sustainability] plan that we would
like the university to integrate into the curriculum, expecting them
to say ‘Yes, we will look at integrating three or five over maybe a
five-year period, but ...” After that meeting, they agreed to integrate
all 12 points, which is fantastic.

SusQI educator
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In addition to individual improvement and innovation projects, insti-
tutional and clinical governance needs to support a culture of sustain-
ability and expectation for action. This means engaging with regulatory
bodies and institutional leadership so that they formally recognise
climate-related threats, and articulate their roles and responsibilities in
environmental mitigation, adaptation and advocacy.

Progress has been made, much of it initiated by small groups of indi-
viduals. Examples include the Planetary Health Report Card (60) and the
climate change and health scorecard (61) which put pressure on organi-
sations by publicly evaluating them. Institutions are also using their col-
lective influence by publicly and jointly declaring a health emergency — for
example, through the Sdo Paulo Declaration on Planetary Health (62) or
the Academic Health Institutions’ Declaration on Planetary Health (63).
There are also many groups that work at a national and international
level to lobby, educate and produce guidance on carbon mitigation.

Bringing these scorecards and declarations to the attention of
institutional leaders is a potential strategy for individuals and groups to
advocate for policy change, and has, in the case of the Planetary Health
Report Card, been associated with improved year-on-year sustainability
content in the UK as measured by the scorecard (64).

Changing society

And so it’s almost like trying to help my future self — if I can make a
difference to these problems now, then I'm going to not have to deal
with that as much in the future.

SusQI learner (49)

Healthcare has a strong history of campaigning and health advocacy
(see Chapter 10). This has helped to create institutions such as the World
Health Organization, and frameworks such as the UN’s Sustainable
Development Goals that seek to maintain and improve the health of
the societies we live in. However, institutions and frameworks are often
products of conflicting conceptions of good health and healthcare, finan-
cial constraints, competing interests and political pressure.

Health advocacy, including campaigning for policy change, has his-
torically achieved major public health improvements, from mandatory
advertising on the harms of smoking, through laws banning female genital
mutilation, to the implementation of drink driving laws, seat belts and safe
alcohol limits. Each area of gain has, however, required a shift in public
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perception to create what are now culturally accepted norms. Creating a
sustainable healthcare system requires a similar cultural shift, such that
health workers, their patients and leaders, develop a perspective in which
environmental sustainability is understood to be fundamental to human
survival. The good news, as discussed above, is that many environmental
solutions mirror public health goals, for example, healthier plant-based
food, home insulation and a reduction in air pollution.

Health professionals and their organisations must support and

learn from the schoolchildren’s [non-violent direct] action, find-

ing more effective ways to help people and politicians understand

that climate change is by far the biggest threat human health has
ever faced.

Robin Stott, UK Climate & Health Council;

Richard Smith, former editor BMJ;

Rowan Williams, former Archbishop of Canterbury;

Fiona Godlee, editor-in-chief BMJ

2019 (65).

Although there has been some progress in highlighting the impacts of the
climate and ecological emergency, the reality remains that global green-
house gas emissions continue to rise at an alarming rate (Figure 13.5)
and, thus far, competing economic and political interests have sidelined
environmental concerns (66). There have been many national and inter-
national promises on climate mitigation: the Rio Declaration in 1992,
the Kyoto Protocol in 1997, the Paris Accord in 2015, and no fewer than
27 UN Framework Conventions on Climate Change (COP-27 in 2022).
Commitments have historically fallen short of what is necessary to limit
global warming to 1.5 degrees, and action has lagged behind the prom-
ises made (67). Communities globally are already suffering, yet despite
this reality, the actions taken by governments and the attention of the
media are insignificant compared to shorter-term threats such as the
COVID-19 pandemic.

Driven by this inaction in the face of the escalating pace of climate
breakdown, protest movements are understandably demanding a more
urgent response. Many health workers have joined climate-related pro-
test movements, and as consultant psychiatrist Dr Juliette Brown stated,
following a direct action during a record heatwave: ‘This week may see
the hottest day on record in the UK, putting my patients, people with
dementia and serious mental illness, at very high risk from heat stress.
It’s absolutely my professional duty to sound the alarm’ (70). Non-violent
civil resistance has a long history with many notable successes (71);

CLACK, MORTIMER AND LEEDHAM-GREEN



T T T T T T T T

400 | Lastupdated May 31,2023

CO; Concentration (ppm)

rrer s lbove el vral o

1000
Years (C.E.)

Figure 13.5 The Keeling Curve global atmospheric carbon dioxide
concentrations. Scripps Institution of Oceanography at UC San Diego.
Available at https://bit.ly/3R79TwJ, CC BY 4.0 (68,69)

however, it should be acknowledged that the safe space for climate activ-
ism is narrowing or even non-existent in many countries, and activists
frequently face arrest, imprisonment and violence (72).

Amitav Ghosh (73) links our current environmental crisis with colo-
nial perspectives which perceive land and people as resources and com-
modities to be utilised, owned (and even abused), rather than respected
and collaborated with. These latter perspectives view human beings not
as dominating over and controlling their environment, but as being part
of their environment. This interrelation between place and people is more
prevalent in ancient cultures. For example, in Aboriginal culture, mean-
ing is attributed to nature, enhancing connections and a sense of respon-
sibility to work with and care for local and broader ecosystems. Previously
positioned by colonial narratives as ‘primitive’, we are increasingly learn-
ing about the power and importance of stories (see Chapter 11), relational
continuity with nature and respect for diverse ways of knowing.

Educational approaches

Education is the most powerful weapon we can use to change the
world.
Nelson Mandela (74)

Increasingly, national and international health-education associations

and governing bodies have recognised the need for climate-literate
health workers who can engage in creating a sustainable health system
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that is fit for the future. For example, the Association for Medical
Education in Europe (AMEE) has issued a consensus statement (14)
which sets out a ‘vision for educating an interprofessional healthcare
workforce that can deliver sustainable healthcare and promote plan-
etary health’.

Clinical education has historically focused on apprenticeship-
style learning: senior clinicians mentoring their trainees towards pre-
set accreditation standards. Education for sustainable healthcare,
however, is different: junior learners, who arguably have the greatest
stake in a sustainable future, are driving educational change; seniors
are learning alongside juniors; and learners are engaging not because
they have to pass examinations, but because they want to see change
(49). Learning is not the end point of education, but rather, an ongo-
ing and continual process for the betterment of health and healthcare.
Education for sustainable healthcare is inherently practical, requir-
ing a focus on identifying and measuring environmental impacts and
developing and implementing strategies to improve them. Assessments
that support this type of learning involve practical project work rather
than tests of abstract knowledge.

Example 13.7: Near-peer SusQl education at Bristol
Medical School

Philippa Clery, a foundation-year trainee, learned about the prin-
ciples of sustainable healthcare and quality improvement as an
undergraduate. On entering clinical practice in Bristol, she wanted
to introduce SusQI to medical students there. She teamed up with
the Centre for Sustainable Healthcare who provided resources (55),
and help with the evaluation. SusQI was the highest-rated session
within the clinical practice learning hub. Learners appreciated the
opportunity to discuss their values and to learn from near-peer
project examples. Challenges included needing time for project
work, and strategies to mitigate clinical hierarchies when initiat-
ing change. There are now opportunities for student-led projects
within the curriculum, and sustainability champions to support in-
practice projects. Philippa won the JASME Foundation Innovation
Prize for medical education in 2021 (75).
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Conclusion

We have shown that the principles of generalism are ideally suited to
working with complex problems that are situated in a specific context,
and therefore can be used to inform approaches to change. Generalism
invites us to bring multiple lenses to a problem; to work holistically; to
explore root causes as well as immediate threats; to work collaboratively
with patients, experts and colleagues to create potential solutions; and
to continuously notice, evaluate and improve in ways that are agile and
responsive to contextual constraints and resources.

Finally, as you reflect on the rest of this book, we invite you to con-
sider how generalism, at its best, is potentially one of the most sustain-
able forms of clinical practice: preventive, proactive, participatory, agile,
collaborative and holistic. These are important ways in which we can
apply generalism not only in the clinical workplace but also beyond: with
our patients, our communities, and across our environments and spaces
for living and working.
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Generalist approaches to quality
improvement

Rebecca Mackenzie and Nitisha Nahata

Introduction

This chapter highlights the limitations of traditional reductionist
approaches in improving healthcare quality and advocates for the adop-
tion of socially and complexity-informed approaches. It emphasises the
complex and socially determined nature of healthcare systems and the
need for qualitative, sociological and mixed-methods approaches to
gain a deeper understanding of improvement processes. In doing so,
it emphasises the importance of collaborative change processes, local
tailoring of interventions, and flexible research methods. It also calls for
future research to focus on refining these approaches, building a stronger
knowledge base, and disseminating social and complexity-informed
approaches to improve both outcomes and sustainability in healthcare
improvement.

A healthcare system is an organisation of people and resources (for
example, training, buildings, equipment and technology), which work
alongside other systems to deliver care which meets the health needs of a
specific population (1). Quality healthcare systems are those which iden-
tify and strive to increase the chance of achieving patients’ and popu-
lations’ desired health goals, as well as minimise the chance of adverse
outcomes. They also optimise care to maximise patient and population
outcomes in relation to available resources (2).

Healthcare quality is important because avoidable patient harm
unfolds without it (3,4). Examples include the palliative care patient who
is overtreated and denied quality of life in their last days because services
failed to understand their wishes; or the cancer patient whose disease
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turns from curable to untreatable because of poor access and delays in
diagnosis and treatment. Some commercial priorities can position qual-
ity healthcare as technologically complex, or high-cost. However, most
accept quality healthcare to be safe, sustainable, person-centred, effec-
tive, accessible, continuous, timely, efficient and equitable (2).

In the UK, pressure to increase healthcare quality has grown
because the gap between actual and ideal standards of care has widened.
On one side, scientific advancement continues to broaden diagnostic and
treatment horizons while, on the other side, there are real and perceived
reductions in standards of care, such as recurrent high-profile scandals,
longer waiting times, rising health inequalities, poor access, lack of con-
tinuity and worse patient outcomes (3,5,6). Adding to this pressure is the
need for services to modernise and become more sustainable given the
scarcity of economic, environmental and social resources (3).

The healthcare quality crisis in the UK and elsewhere is multifacto-
rial, although largely driven by demand outstripping capacity. A growing,
ageing, multimorbid population has increased the size and complexity of
demand, while capacity has been unable to keep up due to inadequate
investment in key infrastructure including workforce, buildings, equip-
ment and technology (4,5,7,8).

Yet, in addition to the amount of people and resources contained
by the system, how they are facilitated, organised and utilised also
impacts the quality of care. Determining how best to do this and improv-
ing processes, through the development of evidence-based policies and
practices, has been the objective across various research fields, including
healthcare services research, implementation science, quality improve-
ment (QI) and improvement science (Figure 14.1) (4,7,9).

Health services research is a multidisciplinary field that examines
quality of care by assessing access to, and the use, costs, organisation,
financing and outcomes of healthcare services to produce new knowl-
edge about the structure, processes, and effects of health services for
individuals and populations (9). Health services research draws contri-
butions from multiple fields with the same aim of improving the quality
of healthcare, including implementation science, improvement science
and QI; each using different techniques and methods. Implementation
science seeks to find a systematic approach to getting evidence-based
practice embedded into routine practice through identifying and over-
coming barriers and facilitators, in addition to using QI techniques (10).
Accordingly, QI techniques are a set of iterative and structured methods
to identify and tackle specific quality problems within healthcare sys-
tems, and originate from methods used to improve quality in industry,
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Figure 14.1 Relationships between research fields for improving
healthcare. © Rebecca Mackenzie

the military and aviation (10,11). Improvement science is an emerging
field focusing on systematically and rigorously exploring how best to
improve the quality of care through evidence and, in many ways, encom-
passes the latter two fields (11).

Historically, such practices have promised straightforward solu-
tions through reductionist approaches, which are based on mechanis-
tic models. For example, by distilling systems down to their component
parts to find linear causal relationships; or assuming component parts of
the system are rational, predictable and interchangeable (3,12,13). By
analogy, these approaches are the equivalent of a mechanic who disman-
tles a car to find and replace a faulty part.

Such practices also conclude that improvement approaches are
generalisable and can be applied to other systems. In the analogy, a span-
ner used to fix one car can easily be used to fix another. In doing so, the
context in which care is provided is not recognised, alongside the com-
plex reality of healthcare system behaviour and the potential effects on
quality outcomes. As such, many improvement efforts are ineffective,
inefficient and, sometimes, counterproductive; especially in more com-
plex circumstances (3,12,14).
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In reality, healthcare systems are highly unique, similar to ‘bio-
logical’ entities or ‘ecosystems’. They are composed of self-organising,
interdependent components which act in accordance with their own set
of deeply ingrained internalised rules. This means components can be
unpredictable and difficult to influence, as well as resilient and adaptable
(3,12,14). Unlike a car part, an experienced healthcare professional with
years of experience cannot be interchanged for another without having a
significant impact on the functioning of the system. Moreover, care out-
comes are the sum of the dynamic relationships between components
across the system as a whole. Therefore, reducing systems to individual
components fails to capture the nature and extent of actionable variables
(3,12,14).

While reductionist methods might work in more controlled, sim-
ple environments, an individualised, socially minded and complexity-
informed approach is needed for more complex healthcare settings. In
response, researchers have been turning to social and complexity science
which - originating jointly from systems theory and cybernetics in the
twentieth century — studies the properties and behaviour of complex
adaptive systems (CAS) (12,15).

CAS are systems composed of individual ‘biological’ agents with
the freedom to act in ways that are not always predictable, and whose
actions are interconnected. They evolve over time, adapt through self-
organisation in response to feedback loops and various stimuli, and
are characterised by uncertainty, unpredictability and emergence.
Examples of CAS include the economy, the immune system and even a
colony of termites (14,16). Healthcare systems share these character-
istics and can also be described as CAS, which offers a more realistic
model for the study of healthcare quality improvement (Figure 14.2)
(12,17,18).

While the development of complexity-informed practices is in its
infancy, there are several existing approaches which naturally align with
the CAS model, as well as many suggestions for how complexity and
social science might inform future improvement practices. In this chap-
ter, we will examine these in relation to the stages of an improvement
project, with the assumption that readers have some pre-existing QI
knowledge and experience. For readers who are at the beginning of their
QI journey, we have listed some introductory material in the resources
section. We will begin with the process of identifying an improvement
goal and assessing quality, followed by priming healthcare systems for
improvement and, finally, designing interventions, implementation and
evaluation.
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Figure 14.2 Complex adaptive systems (CAS) versus traditional
mechanistic systems. © Rebecca Mackenzie

Identifying improvement goals and assessing quality

The first step in any QI project is to identify an area for improvement and
review current performance. Traditionally, healthcare professionals and
policymakers have focused on defining ‘good quality’ by what is easily
measurable and more certain, such as biomedical markers of disease
(17). However, it is now recognised that the values which inform qual-
ity can differ within a population. Since the ultimate goal is to provide
insights that can inform decision-making and improve patient outcomes,
evaluation methods and questions that help decision-makers find a truly
meaningful improvement goal need to be prioritised, as well as ethical
and political issues that heavily influence the quality of healthcare (19).
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Finding the quality outcomes which matter most to people
is important because improvement goals can then be prioritised,
thereby increasing care value and reducing improvement waste. This
is paramount given the scarcity of social, economic and environmen-
tal resources, and in the pursuit of healthcare sustainability (20).
Improving QI practices also increases the sustainability of healthcare
by maximising the efficiency and effectiveness of care, reducing the
need for care, and by optimising the implementation of interventions
which reduce resource consumption (20,21). To help improvement
teams consider sustainability throughout the improvement process,
the ‘SusQI’ framework was developed (Table 14.1) (20). More infor-
mation on healthcare sustainability and the SusQI framework can be
found in Chapter 13.

Qualitative data

In order to find a meaningful improvement goal, people’s ‘stories’ which
illustrate how they experience healthcare need to be taken into account,
alongside their perspective of trust and attitudes within the healthcare
system. The intention is to uncover ‘hidden’ and tacit intelligence on
patients’ and populations’ desired health goals, and understand what
quality means to them (Example 14.1). Only then can potential barri-
ers to achieving this be identified and overcome (19). Narratives of care
experience can also help to identify multiple contingent factors, which in
combination, have led to an adverse outcome.

Table 14.1 The SusQI framework — how to incorporate sustainability into the

QI process

QI project stage Sustainability consideration

Setting goals Maximise value whilst minimising resource
consumption and environmental impact during
goal setting

Studying the system Study entire systems and scan for social,
environmental and economic resource use

Designing the Design interventions which, firstly, minimise the

improvement effort need for healthcare activity and, secondly, the
environmental impact of residual activity

Measuring impact/ Capture social, environmental and economic

return on investment impacts, value added and overall outcomes through
measurement
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Example 14.1: Exploring patient perspectives on
healthcare quality

Kelly et al. describe a community art project in East London involv-
ing academics, health professionals, and women from the local
Bangladeshi community. Through textile workshops, the research-
ers created a safe environment for sharing of participants’ narra-
tives and experiences of key health issues. By creating time and
space for storytelling, important and detailed information on care
quality was shared, something which cannot be captured through
quantitative means (22).

Equally, recording narratives from the professional perspective is piv-
otal, as staff values and professional norms influence staff attitudes and
approach to co-design of services. This information can be gathered
through traditional qualitative interviews (Example 14.2), or more
creatively through means of ‘narrative clinical supervision’. The latter
involves ‘retelling’ of the patient’s story through the professional lens,
whereby the clinician challenges the patient’s underlying beliefs and
interpretations by asking targeted clarifying questions (19).

Example 14.2: Exploring how clinicians understand and
assess healthcare quality

Farr and Cressey used grounded theory qualitative, in-depth inter-
views with 21 members of staff (including clinical and non-clinical
members) from a Primary Care Trust (PCT) to explore how they
understood and assessed quality in everyday practice. Instead of
quantitative and biometric markers, they found that staff assess
quality through a myriad of qualitative, social, emotional and rela-
tional aspects of care such as professional experience, tacit clinical
knowledge, personal standards and values, and conversations with
patients and families (23).

The importance of gathering more nuanced, qualitative data also comes
to light when examining the day-to-day practices of maintaining and
improving quality in healthcare settings. For example, the concept of
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‘trust’ was found to be built on more than just the doctor-patient rela-
tionship and included assurances of consistency and predictability in
all aspects of patient care. Similarly, the act of ‘coding’ of medical notes
in primary care surgeries was discovered to not only consist of record-
ing specific data, but was shaped by staff interpretation and judgement.
These findings were only identified by analysing the ethnographic data in
a context-specific manner, to provide richer and more relevant insights.

Employing socially informed approaches to collecting data could
lead to more ‘illuminative’, multi-perspective outcomes and measures
that may be unintended. This clears the stage for a process where col-
lected care quality information is not merely used to derive a conclusion,
but instead instigates discussion. We explore the uses and types of socio-
logical evaluation methods in more detail in the final subsection of the
chapter (19).

Real-time data

For collected data to have maximum impact, it should be provided in
a timely fashion and to the appropriate people, such as those who can
impact change based on the results. Moreover, the information needs to
be measured, acknowledged and actioned in ‘real time’, in contrast to
the traditional linear, time sequential approach. Complexity science is
valuable in this area as it can be used to investigate the reverberating
interactions amongst the components in a health-based CAS. As a result,
information is constantly evolving and measurement methods need to
mirror this. One possible approach is emulating feedback loops, where
change in one part of the system is transmitted to the rest (12).

Imperfect data

The challenge in using real-world data sets is that they are often impre-
cise, unpredictable and broad due to their inherent nature. Employing
standard data analysis methods to analyse them could produce flawed
and suboptimal results, potentially risking the data being either over-
interpreted, or dismissed entirely. Instead, it would be more valuable to
adopt an emergent approach that recognises the imperfection of the data
and strives to incorporate it productively into QI efforts (7).

For example, Wolpert and Rutter examine how the legal system
approaches imperfect data. The UK courts require different standards
of evidence depending on the severity of the consequence of a decision
made using the evidence, ranging from ‘beyond reasonable doubt’ (used
for criminal cases) to ‘on the balance of probabilities’ (for civil cases)
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(24). Further research applying these techniques in healthcare settings is
necessary, as well as exploring effective methods of leveraging pluralistic
data sets to drive meaningful and impactful QI initiatives (7).

Viewing variation differently

Traditional QI practices, based on mechanical models, view variation in
how healthcare systems perform and operate ‘negatively’. This approach
hopes to minimise poor performance and encourage the uptake of prac-
tices associated with quality of care. However, while this applies to prac-
tices which are widely agreed and contain a level of certainty, such as the
use of hand hygiene in clinical settings, such a negative approach may be
less applicable to more uncertain practices. Given the idiosyncratic nature
of healthcare systems, eliminating variation for less certain practices can
be difficult to implement and suffocate emerging, locally devised practices
which have the potential to exceed quality expectations. For instance,
nationally mandated service frameworks or detailed guidelines.

Instead, complexity-informed approaches will have a more nuanced
view of variation, and equal attention will be paid to areas of high and
low performance. This will enable the spread of learning from successful
practices, for example, by studying the practices of surgical teams with
low post-operative infection rates as well as those with high rates (25).

Priming healthcare systems for change

An important common attribute of successful health improvement ini-
tiatives is the readiness and capacity of the healthcare system to absorb
and integrate changes. Priming an organisation for innovation and trans-
formation requires assessment, followed by a multi-level approach at
both the individual and leadership level. We can think about this as the
various ingredients needed to build a ‘learning health system’, defined as
one in which ‘science, informatics, incentives, and culture are aligned for
continuous improvement and innovation, with best practices seamlessly
embedded in the delivery process and new knowledge captured as an
integral by-product of the delivery experience’ (14).

Assessing readiness for change

Healthcare systems, similar to homeostatic systems, are primed to main-
tain the status quo. This can manifest as organisational resilience to
external stimuli, but may also be characterised as inertia and resistance
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to change. On the other hand, when a homeostatic system is far from
equilibrium, a cascade of actions are triggered which return the system
to its steady state. In this regard, events which displace healthcare sys-
tems from their equilibrium point can act as tipping points for change,
where small influences can have a great impact (16,26). For example, the
COVID-19 pandemic resulted in the largest uptake of telemedicine that
has ever been seen before, overcoming years of resistance to its wide-
spread uptake (27). Assessing a system’s point of equilibrium, and timing
improvement efforts accordingly can, therefore, be useful in harnessing
the homeostatic and adaptive capability of healthcare systems (26).

Another important aspect in recognising a system’s readiness for
change is identifying local restraints which can hinder progress. For
instance, through studying 22 evidence translation projects, Reed et al.
found that significant energy was often required to overcome dependent
issues relating to people, processes or structures, or to resolve existing
problems with ‘usual care’, before the original project focus could be real-
ised (3). Furthermore, by analysing surveys from 56 innovation projects,
Leedham-Green et al. demonstrated that a highly significant factor in
projects achieving their intended value was having the right number of
staff with the relevant expertise, time and energy (28). As such, invest-
ing time in analysing systemic issues before improvement efforts can
increase the chance of success.

Participatory culture, adaptive capability and use of information
and technology

Participatory culture involves organisational efforts to motivate its
members to proactively engage in change efforts. It also requires a cul-
ture where members are encouraged to intuitively tailor the suggested
change to their local organisational context (14).

In order to skilfully undertake this task of customising the change
design, the workforce needs to be educated in adaptive capability (as
opposed to just competence), where they are trained to react flexibly
to change, develop new theories and continually build their perfor-
mance. These skills are best learned through non-linear, process-driven
techniques, in which the syllabus is dynamic, based on learning needs,
includes allocated time for reflective study, and may also involve group-
based exercises such as facilitated case discussions or role play (7).
Moreover, this requires the creative use of technologies, both for learn-
ing capability and for applying those skills to change initiatives. These
should, therefore, be made widely available and easily accessible (7,14).
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Distributed leadership

Distributed leadership is about enabling leaders to cultivate a way of
thinking within healthcare systems which acknowledges the evolving
connections and interactions between various components of the system,
as well as their collective strength to be greater than the individual com-
ponents. The most effective way for these different parts to work in syn-
chrony towards a common goal is through sharing the responsibility of
management and leadership (14). This can be done by transparent shar-
ing of outcomes, as well as pre-agreed ‘minimum specifications’ which
provide direction, boundaries, resources and permissions for a particular
performance aim instead of top-down, complicated and rigid plans. As
such, minimum specifications permit innovation and creative thinking
where various stakeholders can make their own judgements. They also
allow stakeholders to modify changes to their local context while main-
taining the targets of the whole system, and to optimise the use of local
resources (14,25).

Designing interventions, implementation
and evaluation

Once an improvement goal has been identified and evaluated, and the
system primed for change, the next phase can begin. An improvement
project then involves designing an intervention, implementation and,
finally, evaluation.

Designing interventions

An intervention is an action taken which aims to improve a particular
outcome. This can take the form of a new policy, practice, service, path-
way, procedure or treatment. Interventions can be simple or complex
depending on the number of components, people affected and behav-
ioural changes required. Moreover, interventions can be identified and
selected from existing policy or practice, or be developed based on knowl-
edge of the problem in relation to the context and available evidence.
Regardless, the degree to which interventions are successful strongly
relies upon their characteristics (17).

Firstly, interventions must have a plausible mechanism of action.
Interventions used or developed elsewhere might be supported by evi-
dence of their effectiveness; however, advances in QI research have
shown that context matters, and transferability of effectiveness across
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different contexts cannot be assumed. As a result, the National Institute
for Health Research (NIHR) and Medical Research Council’s (MRC)
framework for developing and evaluating complex interventions refers
to interventions containing an underpinning programme theory. This
describes how an intervention is expected to work, and under what
conditions. Not only is a programme theory important for describing
an intervention’s active ingredients, but it helps to demonstrate how
the intervention can be refined and adapted to the local context with-
out hindering its fidelity (17). Interventions which are more adapt-
able, while maintaining their fidelity, will have an increased chance of
being widely adopted (12,17).

The programme theory can be illustrated through the use of
diagrams, such as a driver diagram, which is a visual representation
of an intervention’s cause and effect. For instance, in North West
London, a large regional project aiming to investigate the impact and
application of QI methods demonstrated how programme theory can
be shown through use of driver diagrams, or ‘action effect diagrams’
as they prefer to call them, using an example from a project imple-
menting a chronic obstructive pulmonary disease (COPD) care bundle
(Figure 14.3 (29)). The diagram was useful in guiding implementation
and evaluation efforts. The authors, however, highlight the importance
of revising the diagram throughout the development of an inter-
vention, as new information becomes available about strengths and
weaknesses of theorised causal relationships. Co-production was also
vital, involving all relevant stakeholders (e.g. staff, patients, senior
management and academics) to reduce conflict, align motivations
and aid communication and understanding between stakeholder
groups (29).

In addition to effectiveness, interventions must also be feasible.
This is determined by ease of intervention implementation and evalua-
tion, and cost. Feasibility trials and evaluation assessments are increas-
ingly done to establish if an intervention can or should be done, how it
can be done, and how an intervention’s cost and impact can be meas-
ured (12,17,30). Since feasibility is context dependent, it is impor-
tant these assessments are performed within the intended healthcare
system. Once feasibility of an intervention has been determined, its
true value can be estimated. This can help stakeholders calculate the
acceptability and sustainability of an intervention (Example 14.3)
(17,28,29).
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Figure 14.3 Example driver diagram for a COPD improvement initiative implementing a new care bundle. CNS, Clinical Nurse
Specialist; GP, general practitioner; PR, pulmonary rehabilitation. Reproduced from Reed et al. 2014 (29) with permission from
BMJ Publishing Group Ltd.
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Example 14.3: A feasibility study

Researchers in Canada utilised feasibility assessment to test a new
evidence-based pulmonary embolism (PE) diagnostic protocol to
increase rates of diagnosis and reduce use of unnecessary imaging
in three emergency departments (EDs). They uncovered a major
measurement barrier which they were able to overcome, which
was finding an electronic database able to provide timely data.
However, they were unable to overcome this barrier at one of the
three ED sites, making implementation unfeasible (31). The exer-
cise, therefore, was critical in identifying local restraints and in pre-
venting a huge waste of time and resources.

Designing an intervention which is both effective and feasible within
healthcare systems can be challenging, and increases with the complex-
ity of the intervention, quality problem and healthcare system. This is
because they involve more components which are intricately interwoven
and behave unpredictably (17,29). For example, the NASSS framework
(Non-adoption, or Abandonment of technology by individuals and dif-
ficulties achieving Scale-Up, Spread and Sustainability), which provides
a systematic means of analysing the adaptability and scalability of medi-
cal technologies, predicts that successful implementation is dependent
upon the complexity of the condition, the technology and the adopter
system, in addition to other factors such as the technology’s value and
wider organisational and contextual setting (18).

Complexity science and sociological approaches advocate tech-
niques which embrace these complexities, instead of attempting
to eradicate or control them (7). For instance, by using collabora-
tive, participatory and bottom-up models for the selection, design or
adaptation of interventions. These include participatory adaptation,
facilitated evolution, 3S scale-up infrastructure, breakthrough collab-
oratives and evidence-based co-design (Table 14.2 (14)). Such models
enable emergence of successful interventions, self-organisation and
adaptation at the local level, and are broad approaches which help
manage complexity and conflict in a productive, creative and reflex-
ive manner. In other words, they overcome unsurmountable or hidden
barriers to effectiveness and feasibility by encouraging those who form
the system (and know it best) to take a leading role in designing inter-
ventions (12,13,14).
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Table 14.2 Complex and socially informed models for designing interventions

Name of model
(author, year)

Key components

Comment

redesign the service in a way
that centres on improving the
patient experience.

Participatory In the context of Proposed as a flexible
adaptation international health, use way of achieving
(@vretveit, of decentralised planning, standardisation,

2010) pragmatic modification and replication and
improvement facilitators to accountability while also
adapt the operational details respecting emergence
of an intervention to local and adaptation at the
circumstances. local level.

Facilitated Local sites are supported to More radical approach

adaptation develop the capacity to find, than participatory

(Dvretveit, adapt and develop practice and adaptation. In one

2010) models of care that tackle the example, the goal of
challenges they face, with no preventing HIV/AIDS
external expectation placed on in a low-income African
how problems are framed or community was achieved
which solutions are to be adopted. | through a community
Draws on the concept of resilience | development initiative,
(defined as a system’s capability | which provided women
to recover from internal tensions | with an independent
and external shocks). income.

3S scale-up A combination of strategic These should not be

infrastructure leadership, innovation culture, viewed as mechanical

(Dvretveit, high-quality data capture systems, | tools to be applied

2011) and adaptive facilitation. deterministically to ‘solve’

Breakthrough Provision of resources, complexity (though

collaboratives infrastructure and impetus for formulaic versions

(Dvretveit, inter-organisational exchange of the breakthrough

2011) of resources, stories and ideas collaborative model exist).
oriented to achieving an Rather, they are broad
improvement goal — typically approaches that might
through periodic collaborative be used creatively and
workshops. reflexively to manage

complexity.

Experience- In collaborative workshops Not explicitly focused on

based co-design | and in preparatory and follow- | complexity, but follows

(Bate and up work together with staff to many of the principles

Rober, 2006) identify emotional ‘touch points’ | of effective change
in the patient journey and in complex systems —

notably self-organisation,
collective sense-making,
and harnessing conflict
productively.




318

Implementation

After an intervention has been designed and its feasibility tested, it needs
to be implemented and embedded into routine practice. Previously, it
was assumed that interventions would travel from ‘bench to bedside’ in a
linear, stepwise manner, and those backed by evidence of their effective-
ness would be automatically adopted by front-line staff. In this regard, a
mechanical ‘pipeline’ model to implementation was taken for granted.
However, it is now starkly apparent that implementation is far more com-
plex, with many evidence-based practices experiencing tortuous, unpre-
dictable and paradoxical journeys (12).

As a result, implementation science has begun using the social and
complexity science lenses, including the CAS model, to build more effec-
tive implementation methods. These models accept the complex and
socially determined nature of embedding interventions into practice,
and view implementation as an ecological process (14,17). For instance,
implementation tends to occur over a long period of time in an iterative
and recursive manner, not dissimilar to evolution (Example 14.4) (7,12).

Example 14.4: Agile, adaptive implementation

Braithwaite et al. describe the implementation of a graded warn-
ing system to prompt rapid review of deteriorating inpatients.
This case study demonstrates the iterative, recursive and long-
term nature of quality improvement efforts. Previous attempts to
introduce rapid response systems had failed but a tipping point
was reached after the tragic preventable death of a teenager. The
ultimately successful implementation was the result of years of
momentum-building, and agile adaptation in response to feed-
back. This resulted in a system that worked and was successfully
spread across 225 hospitals in New South Wales, Australia. Each
step, however, required extensive preparatory work and con-
tinual revision in response to feedback as the implementation
unfolded (12).

In this regard, it is important to factor in the necessary time and resources
required for implementation and relax expectations accordingly. Long
et al. promote the importance of embracing emergent outcomes and
being flexible in adherence to predetermined implementation plans.
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They go on to recommend adaptive use of implementation methods
and reflexive mixed methods to match ever-changing research contexts
(13,17).

For example, during a research project implementing a simulation
model to aid decision-making for a senior leadership group overseeing
a large public mental health service in Australia, researchers altered the
focus of their simulation modelling in response to the state government
changing its strategic priorities towards planning for population growth.
Subsequently, greater modelling outputs in this direction resulted in a
successful lobbying bid for increased mental health funding released by
the state government (13). This case illustrates the unpredictable course
of implementation processes shaped by both wider contextual factors
and the unique characteristics of the adopter system. Each implemen-
tation effort, therefore, requires an individualistic approach instead of
aiming towards universal formulae (7).

Implementation approaches also need to be socially informed,
given all interventions require behavioural change of some sort in order
to become incorporated into routine practice. Such approaches seek to
understand and influence the social factors which affect stakeholder
adoption. For example, how and why people perceive an intervention in
particular ways, or how internalised rules, mental models, motivations
and agency alter behaviour (13,14).

Considering the degree to which social factors influence outcomes
in human CAS, some researchers posit that a delineation should exist
between the theory underlying CAS containing humans, and those con-
taining other types of biological entity (for example, animals or cells);
with the former being the realm of social complexity theory, and the lat-
ter of classical complexity theory. For example, while agents contained
within classical CAS are solely motivated by survival, humans within
CAS are motivated by their particular end-goal, which is often emotion-
ally and cognitively influenced. This adds an additional layer of complex-
ity to CAS involving humans, warranting the incorporation of socially
informed approaches over ecological ones alone (13).

Social factors are predicted to differ depending on the level of
abstraction on which they occur, with varying rules for individuals
(micro), organisations (meso) and society as a whole (macro) (13,14).
While the individual is governed by local rules and regulations, as well
as informal practices and traditions, organisations are governed by
wider societal forces such as public expectation, politics, laws, poli-
cies and commercial and other interests (13). Taking this into account,
in order for an intervention to be adopted into routine practice and
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‘normalised’, it either needs to align with existing individual, organi-
sational and societal rules, or disrupt these and make the case for new
ones (25).

Aligning an intervention with existing social rules or behavioural
‘attractor patterns’ contained by healthcare systems can be helpful
in avoiding resistance to change (25). For example, Greenhalgh and
Papoutsi discuss the social factors behind successful implementation
of a technical checklist for the insertion of central venous catheters.
The implementation effort was led by respected university leaders
and aligned with what a ‘good’ intensive care unit was deemed to be.
As a result, the checklist was adopted in over 100 intensive care units
in America, resulting in huge reductions in the rates of catheter associ-
ated infection (14). However, determining a system’s social rules can be
challenging and requires robust interviewing strategies alongside stake-
holder candour (13).

On the other hand, disrupting existing social rules during the
implementation phase requires individuals to adapt (14). One way of
easing this process is to allow individuals the space to self-determine how
interventions can be incorporated and encourage collaborative working.
This can be done by setting ‘minimum specifications’, as discussed in the
previous section of the chapter (25).

Additionally, certain frameworks have been developed which aim
to analyse the necessary social processes for adoption of interventions.
For instance, normalisation process theory outlines four steps which
individuals and teams do in order to integrate new behaviours and nor-
malise them, including coherence (or sense-making), cognitive par-
ticipation (or engagement), collective action (work done to enable the
intervention to happen) and reflexive monitoring (formal and informal
appraisal of the intervention’s value) (14,32). The framework has been
used to explore reasons for non-adoption and alter implementation pro-
cesses accordingly, or to abandon them altogether (32).

Evaluation

While evaluation of an intervention is the final phase of an improve-
ment project, its consideration and planning occur throughout (see
Chapter 4 re: planning research; also Chapter 17: evaluating complex
interventions), and any measures are ideally embedded at the plan-
ning stage. In the first section of this chapter, we explored assessment
of the primary outcome, or improvement goal, and much of what was
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discussed there also applies here. However, evaluation of interventions
in complex healthcare systems needs to consider more than the primary
outcome and effectiveness of the intervention alone. Analysis also needs
to focus on how the intervention leads to improvement, as well as under
what circumstances, its impact on the rest of the system, and its resource
consumption. Only then will information be gained about an interven-
tion’s active ingredients, necessary conditions, value and sustainability
(13,14,17).

Process measures capture the quality of the implementation pro-
cess and whether or not the intervention is being implemented as
expected. They are, therefore, useful in explaining observable outcomes,
in addition to other dependent and contextual variables (17). To select
process measures, it is important to have a strong understanding of an
intervention’s mechanism of action and, as mentioned previously, a
driver diagram can be helpful for this purpose (17,28). For example, in
the driver diagram used in a project implementing a COPD care bundle
(Figure 14.3), they were able to demonstrate the percentage of initial
and completed patients. In addition, they were able to evaluate upstream
effects through measuring the number of smoking cessation referrals,
inhaler technique observations and number of pulmonary rehabilitation
attendances (29).

Balance measures have typically been used to measure the impact
of an intervention elsewhere in the system. Traditionally, these have
been restricted to measuring predictable, linear (usually negative)
outcomes in isolated parts of the system. However, given the social
and complex nature of healthcare systems, balance measures also need
to capture how the intervention alters the functions, relationships,
behaviours, social rules and emergent outcomes of the system as a
whole (14,17). To capture this type of often nuanced information, bet-
ter use needs to be made of sociological, qualitative and mixed evalua-
tion methods, such as ethnography, case studies, times-series analysis,
social network analysis and social surveys (Table 14.3) (Example 14.5)
(13,14,17).

Finally, changes to complex systems are likely to generate unin-
tended as well as intended outcomes. Some of these may be beneficial,
such as feelings of belonging through improved teamwork. Others may be
less beneficial, such as additional burdens on patients or staff. Illuminative
approaches to evaluation invite the evaluator to assess both processes and
outcomes through a fresh lens, identifying work ‘as done’, rather than ‘as
imagined’, and outcomes ‘as experienced’ rather than ‘as intended’ (38,39).
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Table 14.3 Socially informed evaluation methods and their descriptions

Method Description

Ethnography Ethnography is a qualitative research method in
which a researcher — an ethnographer - studies a
particular social/cultural group with the aim to better
understand it. An ethnographer actively participates
in the group in order to gain an insider’s perspective of
the group and to have experiences similar to the group
member. In writing an ethnography, an ethnographer
creates an account of the group based on this
participation, interviews with group members, and an
analysis of group documents and artefacts.[33]

Case study A case study is an intensive, systematic investigation of
a single individual, group, community or some other
unit in which the researcher examines in-depth data
relating to several variables.[34]

Actor-network Actor-network theory (ANT) focuses on the

theory connections that are being made and remade between
human and non-human entities that are part of the
issues at stake. It goes beyond boundaries that are
usually set: ANT does not stop the investigation

when it enters contexts or so-called underlying
structures. Tracing back connections can be done by
(participatory) observation, document analysis, or in-
depth interviews.[35]

Social network Social network analysis (SNA) is a collection

analysis of methods and tools that can be used to study
relationships, interactions and communications
through visualisation and mathematical analysis. SNA
visualisation renders relationships between actors in
social networks by graphs known as sociograms. SNA
mathematical analysis quantifies network parameters
on individual actor levels, as well as group levels, using
graph theory concepts such as actor distance and the
number of interactions.[36]

Social survey Social surveys collect mainly quantitative but also
qualitative data from (usually representative)
samples of people, by means of their verbal responses
to uniform sets of systematic structured questions
presented either by interviewers or in self-completion
questionnaires.[37]
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Example 14.5: Participatory processes and expansive
exploration

Auto-ethnography was used to analyse evidence translation in com-
plex systems via 22 QI projects, which were carried out in North
West London over a five-year period. By using auto-ethnography,
the researchers were able to gain proximity to the system and build
long-term relationships with participants. In turn, this facilitated
detailed observation of the system over an extended period of
time. This enabled more candid accounts of how the system oper-
ated, what unfolded, and the reasons why. As such, they developed
a deeper understanding of the complex and socially depend-
ent factors for change, and were able to generate an explanatory
and predictive framework for approaching evidence translation
and improvement in healthcare (3). Similar methods include
the ‘researcher-in-residence’ model, which sees health service
researchers embedded within service-based teams attempting to
improve the quality of care (40).

Conclusion

The improvement of healthcare quality can be a slow and challenging
process because of the complex and social nature of healthcare sys-
tems. In this chapter, we have explored how traditional, reductionist
approaches, built on mechanistic models, have fallen short in provid-
ing realistic insights into how healthcare systems behave. To date, this
has limited our ability to build more effective improvement methods,
and harness some of the resilient and adaptable properties of health-
care systems.

However, a paradigm shift is happening and researchers are start-
ing to embrace social and complexity-informed approaches, which have
been built on learning gained from the fields of social and complexity sci-
ence. These approaches include greater use of qualitative, sociological,
reflexive and mixed-methods approaches to identifying improvement
goals, assessing quality, designing and implementing interventions, and
evaluating their impact (see also Chapter 4).
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Social and complexity-informed approaches also recognise that
improvement occurs as a result of the unique dance between the adopter
system, intervention, wider context and improvement process, and that
an individualistic approach to improvement is required. Furthermore,
they recognise that change happens in a recursive, iterative and long-
term manner. Therefore, it is important to prime healthcare systems for
continual improvement; adopt collaborative and co-productive change
processes to gain expert insights and stakeholder buy-in; embrace local
tailoring of interventions and use of feasibility assessment; allow neces-
sary time and resources for improvement; and embrace flexible research
methods and emergent outcomes.

Future research needs to focus on refining these techniques and
building a stronger knowledge base on which improvement method-
ologies are appropriate in particular circumstances, such as population
characteristics, context (primary versus secondary care), resource avail-
ability, potential impact and intervention type. Additionally, given sys-
tems are composed of people, future research must examine how best to
connect, utilise and facilitate the people within systems, build capability,
and embrace the concept of learning health systems. There also needs to
be greater dissemination of social and complexity-informed approaches
and training within mainstream QI curricula and practices. This should
help healthcare teams increase the sustainability of changes and reduce
improvement waste, which is particularly important given the current
healthcare climate. Finally, we must continue to develop better data col-
lection techniques, technologies and system-based models, given their
associated workload benefits, and ability to both catalyse improvement
and help teams understand systems.

Further resources

Introductory QI material:

e Institute for Healthcare Improvement’s (IHI) Open School
Improvement Capability course (41).

* NHS England’s Quality, Service Improvement and Redesign (QSIR)
College program and resources (42,43).

e NHS England Improvement Fundamentals Course (44).

* A Trainee’s Guide to a Quality Improvement Project (45).

e The Health Foundation Quality Improvement Made Simple (46).

* Sustainability through Quality Improvement (SusQI) Toolkit (47).
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Part IV: Generalist interactions

In the previous three parts of this book, we have discussed the academic,
structural and educational approaches that underpin clinical general-
ism. We conclude with perhaps the most important part: interactional
approaches. Building on the generalist clinical consultation described
in Chapter 1, we introduce narrative medicine (Chapter 15), prescrib-
ing and deprescribing (Chapter 16), salutogenic medicine (Chapter 17)
and personalised approaches to multimorbidity (Chapter 18). These
bring the concepts of generalism to life alongside practical suggestions
for ways in which effective learning might be operationalised.






15
Interactional knowledge

Graham Easton

Introduction

This chapter explores the role of interactional knowledge in generalist
practice and education. Interactional knowledge refers to the knowledge
and skills needed to communicate and interact effectively with patients,
carers, families, colleagues and teams. This chapter focuses on the gen-
eralist consultation.

The prominence of evidence-based medicine, protocolised care and
management guidelines are pointers to the historical dominance of sci-
entific over interactional knowledge in modern medicine. This chapter
argues that interactional knowledge is in fact the glue that holds health-
care together; and that generalists in particular must be able to integrate
both these types of knowledge within the consultation to make effective
diagnoses and provide meaningful person-centred care. It also highlights
the importance of authentic collaboration between clinician and patient
in personalising and democratising generalist healthcare. It argues that a
narrative understanding of interactions between patient and clinician is
central to the interpretive model of generalism — the co-creation between
clinician and patient of a personalised account of the patient’s experi-
ence of illness and a plan for action (1). It explores some of the key nar-
rative capabilities that generalists need in order to navigate uncertain
and complex consultations, including feeling and showing empathy for
the patient, how to identify and listen to stories, and acknowledge their
own personal journeys through clinical practice (2). Using examples
from consultation interactions, it shows how tuning into the subtleties
of language and non-verbal communication in the consultation is cen-
tral to holistic generalist care, and touches on some key barriers to effec-
tive communication including language, culture and hearing or vision
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impairment. Finally, the chapter suggests how generalists might adapt
these approaches and skills to the new digital remote consulting land-
scape of phone, video and e-consultations.

Interpretation in generalist consultations

Many problems in generalist healthcare respond well to a simple biomed-
ical approach — for example removing ear wax, a prescription for the oral
contraceptive pill, or steroid cream for a stubborn patch of eczema. But
one of the prominent features of generalist consultations is that patients
often do not present with a single problem, easily definable within a bio-
medical model of disease. Instead, problems are often undifferentiated
and contextual, and they have not been pre-sorted by pathology, organ
or system. Generalists are used to grappling with multiple problems,
complexity and uncertainty — the so-called ‘swampy lowlands’ of clinical
practice (3) — and when there is no clear diagnosis or treatment (some-
times the case with, for example, ‘I feel tired all the time’, or ‘I just don’t
seem my normal self’), healthcare professionals still need to support
patients in living their lives. How we understand and make sense of our
illnesses affects how well we flourish, whether or not healthcare can offer
cure or palliation (4), and helping people make sense of their illnesses is
a fundamental role of the generalist approach.

The expert generalist, navigating the grey and swampy areas of
clinical practice, often needs to integrate the biomedical and the bio-
graphical to construct, with the patient, a joint account of illness that
meets the needs of both. Reeve has crystallised this facet of generalism in
her Interpretive Medicine model (1): for her, generalism is about inter-
pretation of illness, not so much identification of disease. She draws on
the ideas of Kvale (5) to characterise generalism in terms of a clinician
‘travelling with’ the patient to co-create meaning in illness. Attention to
this interactional dimension of the consultation, and its integration with
the biomedical, goes to the heart of the generalist consultation.

Two voices in harmony in the generalist consultation

In this interpretive role, the generalist clinician needs to ‘travel with’ the
patient, paying close attention to the patient’s experiences and interpre-
tations of their illness, while also acknowledging the influence of their
own experiences, and not forgetting the essential biomedical aspects of
the task. Sometimes this can be a struggle, like rubbing your stomach
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and patting your head at the same time. Mishler (6) refers to this strug-
gle as a conflict between the ‘voice of medicine’ (the more technical, bio-
medical frame of reference), and the ‘voice of the lifeworld’, reflecting
the patient’s personal, ‘contextually-grounded experiences of events and
problems’ (p. 104). Too often, suggests Mishler, the voice of medicine
dominates the discourse; what the generalist aims for is the two voices in
harmony. Both are vital to both patient and professional.

The central role of stories

At the heart of the generalist consultation, then, is this interpretive role,
aiming for an account of illness and a plan of action that works for both
patient and clinician (7). In order to achieve this complex task, general-
ists need to be comfortable dealing in stories — the patient’s stories, their
own professional and personal stories, and the co-created account (or
story) that has real meaning for the patient.

As generalists, we are immersed in stories: from the patient’s tell-
ing of early symptoms, through experiences of treatments and effects
on daily life. Every episode of care is interpreted in story form, whether
in patient records, letters or chats between professionals, or storytell-
ing in the consultation. The stories in consultations may be brief (‘my
asthma is worse’), fragmented, or even ‘untrue’ — but they are still sto-
ries, relating events and meanings through the conscious and uncon-
scious choice of words and phrases. Whether seen through the lens
of the literary world, psychology or communication, narrative (I will
use the term synonymously with story here) is understood as a way for
people to organise and interpret their world. Stories are how we try
to make sense from the chaos of life. If we accept that the goal of the
generalist clinician—patient encounter is to organise and interpret the
patient’s illness with them, then this narrative perspective is critical to
the generalist consultation (8).

More specifically, the generalist needs to have what New York phy-
sician and pioneer of narrative medicine Rita Charon has described as
‘narrative competence’: ‘the ability to acknowledge, absorb, interpret,
and act on the stories and plights of others’ (2, p.1897). This narrative
approach represents a fundamental shift from the healthcare profession-
al’s more traditional stance of ‘needing to solve the problem’, to ‘need-
ing to understand’. It pays full attention to the wider, socially determined
elements of a patient’s illness, may be therapeutic in itself (in the telling
and in being heard), provides alternatives to over-medicalising and over-
prescribing, and can offer the possibility for positive change (9).
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In practical terms, for the practitioner this co-creation between
the narrator and the listener means listening closely, exploring fears,
feelings and emotions with compassionate curiosity; and developing a
deeper understanding, not only of the illness experience but also of the
patient and of the self. It also means involving the patient in meaningful
decision-making, negotiating shared management plans and often re-
balancing the power dynamics in the consultation. The example below
shows how a narrative approach, underpinned by appropriate commu-
nication skills, can achieve a much deeper understanding of the patient
and his or her illness, offering a holistic assessment and a plan that has
real meaning for the patient. The patient and the doctor work together
where possible, to co-create a meaningful account, with the patient fully
involved in developing a realistic plan. The patient’s worries and con-
cerns have been addressed, they have built rapport through empathy and
working together, and the key biomedical aspects have been attended to.
This narrative approach may take longer, and is not always warranted
or appropriate, for example in an emergency; but on the whole evidence
and experience suggests it is time well spent in addressing the patient’s
problems (1).

Example 15.1: A narrative approach to the consultation

Raj Patel is a 45-year-old headteacher at a primary school who has
come to see the clinician about some pain in his chest which he has
been getting for the last few weeks.

Clinician (Cn): Mr Patel? Hello ... how can I help you today?

Patient (Pt): Well, I don’t know if it’s anything I should be wor-
ried about, it’s been a hectic time, but I've been
getting these pains in my chest ... [he is looking
intently at the clinician, as if gauging the clinician’s
reaction]

Cn: OK...can you tell me more about them?

Pt: Well theyre usually right here [he points to a specific area on
his chest wall, above the left nipple. He keeps pressing it]. It’s
very sharp, quite severe actually. And I'll see if I can make it
happen now — sometimes if I move my shoulder in a certain
way it seems to set it off ... no I can’t now, but when it comes it
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can be pretty terrifying to be honest. D’you think I need some
tests or a scan, maybe an ECG?

Cn: Well, let me ask you some more questions so I can get a clear
idea of your symptoms, and then we can take it from there
perhaps?

The clinician and the patient now need to address the urgent bio-
medical aspects of the patient’s problem; chest pain is potentially
serious and there are important symptoms and signs to explore in
order to establish a possible diagnosis and next steps in manage-
ment. Together, guided by the clinician’s open questions and then
more specific closed questions about the nature of the pain, what
brings it on, what makes it worse or better, any relevant medical
history and so on, they quickly rule out pain coming from the heart.
To the clinician the story sounds much more like costochondritis —
inflammation of the joint between a rib and the breastbone, a
much more benign condition. But the clinician feels the patient is
on edge; he also noticed the patient’s anxious look earlier, and his
comment ‘T don’t know if it’s anything to worry about’, and that he
describes the pain as ‘terrifying’. He decides to explore this aspect
of the patient’s story a bit more.

Cn: Earlier, you said you wondered if this was anything to worry
about, and you mentioned the pain can be terrifying when it
comes. Chest pain and worry do often go together — do you
have any particular worries about this — it really helps me
to know?

Pt:  Well not really, no. I mean obviously I'm worried it might be a
heart attack or something like that? Is it a heart attack?

Cn: No, Idon’t think it’s a heart attack — it doesn’t sound at all like
the sort of pain that comes from the heart. Hopefully that’s
reassuring?

Pt: Yes absolutely, that’s great to hear. [For a few seconds the
patient gazes thoughtfully into the mid-distance. The clinician
deliberately stays silent, giving him space to think.] My father
died, actually, from a heart attack. He was only a bit older
than me, in his 50s. He seemed fit and healthy [like me], but
he did have a very stressful job running a garage. So obvi-
ously I want to make sure it’s not my heart ...

INTERACTIONAL KNOWLEDGE

333



334

Cn: Yes of course, I'm sorry to hear about your father. You mention
he had a very stressful job ... can I ask if you have any stress in
your life at the moment? You said it’s been a hectic time?

The clinician has chosen to pick up on the stressful job and the hec-
tic time, sensing that this may be significant. The patient then tells
the clinician all about the upcoming visit from the school regula-
tor, and how this is causing a great deal of stress to him and his
staff, and how he is concerned that the school’s recent performance
has not been as good as in previous years and he worries about
the school’s rating being downgraded. The clinician empathises
and explores the wider effects on his family life, his sleep and his
mood. They discuss how the recent workload to prepare for the
visit means he has also neglected exercise and diet, and he is start-
ing to drink more alcohol. The clinician doesn’t try to solve any of
these problems, or pass judgement on them, but helps the patient
to draw connections between his health and recent stress, and how
a benign musculoskeletal problem like costochondritis might cause
further anxiety given his experiences with his father and the visit
from the regulator.

The clinician then examines the patient, focusing particularly on
the cardiovascular system to provide focused reassurance; and to
confirm the diagnosis of costochondritis.

Cn: Well, the examination confirms what I was thinking — this is
something called costochondritis [he explains this and answers
the patient’s questions about it]. And also there is nothing here
that worries me about your heart. So, shall we think about
next steps now?

The clinician now invites the patient to work together with him on a
plan. They discuss his cardiovascular risk score, and agree that the
patient needs to focus on his own health again — especially diet and
exercise — and the patient suggests he will cut down on the alco-
hol. Although they agree that an ECG is not called for today, they
also decide that it would be sensible to re-check some basic car-
diovascular blood tests like cholesterol and blood glucose given his
family history. They agree to meet again after these tests to review
how lifestyle changes are going, and how the inspection turned out.
They agree a safety net plan; what symptoms to look out for, and
when to seek medical help more urgently.
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Identifying and analysing stories

If dealing in stories is so central to generalist consultations, it follows that
generalists should be able to identify stories and their elements in order
to make sense of them. This section will help you to listen more closely for
stories and to recognise key story elements and structures.

Any young child can spot a story when they see one. Classical sto-
ries often come with familiar signifiers (‘Once upon a time ...”) and fol-
low recognisable structures; for example, the three-act structure with a
set-up (introducing the main character and their challenge or goal), the
confrontation (telling how the main character struggles to overcome this
challenge), and finally the resolution (which resolves the story some-
how). This sort of traditional character-based story structure works very
well for Hollywood script writers, or novelists, and seems well-designed
to engage an audience emotionally, yet very few of our patients tend to
tell stories in this way in consultations.

What is needed is a model of the sort of personal, informal, story-
telling that patients tend to use in clinical encounters. One such model is
that developed by William Labov, which has been widely used and refined
in the fields of sociolinguistics, communication and narrative analysis. It
is a useful starting point from which to explore the stories patients tell
(although it is important to acknowledge its limitations for this purpose,
such as its focus on the telling of stories rather than their co-construction,
and how it ignores some crucial aspects of narrative interaction such as
non-verbal communication, including the significance of what is left
unsaid). William Labov is an American sociolinguist who studied hun-
dreds of natural conversations in New York in the 1960s and 1970s (10)
and concluded that fully formed natural personal narratives have six
key ingredients (see Figure 15.1 adapted (10)). These include: (1) an
abstract, which tells what the story is about through a short summary;
(2) orientation, identifying the time, place and people; (3) complicating
action, in which the clauses relate the temporal sequence of the event
(this happened, then that happened); (4) evaluation, in which the nar-
rator describes the significance of the event or point of the story; (5) res-
olution, which concludes the story; and (6) a coda, which brings the
perspective back to the present moment (11,12).

The strengths of Labov’s model lie in providing a clear narrative
structure and method for analysis, and its wide acceptance across multi-
ple disciplines. Of course, patients do not always tell fully formed stories,
and the elements are not always in this neat order. But it offers learners
and educators a common language with which to discuss and analyse the
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ABSTRACT ORIENTATION COMPLICATING RESOLUTION EVALUATION
ACTION
The setting The main
What's the details events: How does it What does it That's it -
story about? Who, what, And then what end? all mean? back to you
where etc happened?

Figure 15.1 Labov’s sociolinguistic model of personal narratives. Adapted from Labov, 1967 (10), © Graham Easton




narrative elements of consultations. For example, Labov has described
evaluation as ‘perhaps the most important element in addition to the
basic narrative clause’ (11) and Riessman calls it the ‘soul of the narra-
tive’, telling us what the point of the story is, as well as showing us how
the narrator wants to be understood (13). This is a crucial part of the
patient’s story, it can appear at any point (or even throughout) the story,
and is often the element that health professionals have to tease out if it is

not forthcoming.

Example 15.2: A consultation analysis using Labov’s
approach

Clinician [Cn]: Hello. Nice to see you. How can I help today?
Patient [Pt]: Thank you. Well, I've been getting these head-

Cn:

Pt:

Cn:

Pt:

Cn:

Pt:

aches recently and they just don’t seem to be set-
tling down like they normally do. Ijust can’t get rid
of them, no matter what I try, so I thought I ought
to come and tell you about them. [ABSTRACT]
OK, well I'm sorry to hear that ... and 'm glad you've come.
Roughly how long has it been going on?
Yes. It’s been about a week now — no, it must be more than
a week. I think it started around last Monday because that’s
when I took Jerry to his rehab class. I thought it might have
been the long drive that started it off. [ORIENTATION]
Right. And can you tell me a bit more about these headaches,
what they’re like and how they’re affecting you?
Well, they’re all over here [points generally to her scalp]. I can’t
work out if anything particularly sets them off — sometimes
they come during the morning, and sometimes in the after-
noon, but they are there, on and off, most of the day. It’s not
so bad that I can’t do anything [COMPLICATING ACTION] —
but I do feel exhausted by them,; it’s just taking it out of me
you know? [EVALUATION]
Yes, I can imagine.
I do sometimes get headaches — but I've not had them like
this before. And not lasting so long — what’s that, nearly
10 days now? [COMPLICATING ACTION] It’s just that
the paracetamol isn’t touching it — I can’t get rid of them.
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[RESOLUTION] So I thought I'd better come and talk to you
about it in case there’s something we can do about it you
know. [EVALUATION] I'm really hoping you’ve got a magic
potion! [CODA]

However, Labov’s model has attracted criticism for its focus on the rela-
tionship between narrative clauses rather than the interaction amongst
people (12). It also neglects the social and cultural context of storytell-
ing, and prioritises the what over the how of storytelling. Polanyi and
others have expanded the Labov model to include the crucial elements
of co-creation between teller and listener, acknowledging that they both
have a key role in shaping the shared story (14). For example, the task
of problem-setting at the start of a consultation hinges on effective co-
creation of a shared narrative between health professional and patient.
Eggly used this adapted model to identify three further specific narrative
types told in clinician—patient consultations, where narratives emerge
through the co-constructed chronology of key events, the co-constructed
repetition and elaboration of key events, and the co-constructed inter-
pretation of the meaning of key events (8). These co-constructions offer a
useful focus for training healthcare professionals in narrative communi-
cation skills; for example, checking and clarifying timelines, identifying
and elaborating on key events in the story, and exploring and agreeing
the meaning patients attach to those key events.

Developing narrative capabilities

Having introduced the basic concepts and value of interactional knowl-
edge for generalists, and the central role of the narrative approach in
interactions between patients and clinicians, we will now explore in more
detail some of the capabilities generalists need in order to integrate it
into their care.

The art of listening

Perhaps the number one capability for generalists is the ability to listen
to the patient’s story or stories, without judgement, and with compassion
and genuine curiosity. GP and family therapist John Launer uses the term
‘attentiveness’ (15). In clinical communication training we often talk about
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‘active listening’: listening designed to encourage the patient to tell their
story, elaborate on it, or develop important aspects. This may also include
the use of open questions rather than closed questions, non-verbal encour-
agement such as head-nodding and eye contact, and the use of ‘continuers’
such as ‘uh huh’ and ‘go on ...". In one observational study of the effects of
doctors’ non-verbal behaviour on their patients, researchers found that eye
contact and the posture of the doctor were influential in determining what
the patient revealed in the consultation (16).

In my own teaching, I often try to persuade medical students and
trainee GPs that the key to effective communication lies in being in
‘receive’ mode more than being in ‘transmit’ mode. This may sound self-
evident, but research suggests that although things may have improved
a little in recent decades, doctors still often interrupt patients’ initial sto-
ries before they have finished telling them (17-19). There are several
potential consequences of early interruptions, including denying the
patient a chance to offer personal context to their chief complaint, hin-
dering the development of an empathic relationship (20), and increas-
ing the chances of patients only mentioning key problems at the end of
the consultation (so-called ‘Oh, by the way ...” concerns) (18). Clark and
Mishler’s narrative analysis of two different clinician—patient encounters
suggested that interruptions by the clinician throughout the consulta-
tion can influence the framing of clinical decisions, and the maintenance
of co-operative patient—clinician relationships (21). They also make the
point that when clinicians interrupt patients’ stories, rather than work-
ing together to facilitate storytelling, they are exercising their authority,
taking control of what should be a collaborative process. Storytelling in
conversation is an interactional accomplishment, requiring finely coordi-
nated activity by both participants (22,23). It is like a dance, where both
partners need to be in step with each other, and the generalist should
know when to lead and when to follow.

It is true that sometimes constructive interruption may be justified
in order to help the patient tell their story when time is running out, or
when clarification is needed. And faced with the challenge of dealing
with multimorbidity and complexity under time constraints, many gen-
eralists may reasonably fear letting — or even encouraging — patients to
tell their initial stories in full. There is evidence, however, that with col-
laborative upfront agenda-setting, consultations do not have to be longer,
nor is there an increase in number of problems addressed per visit, and
there may be a reduction in the likelihood of ‘oh, by the way’ concerns
surfacing late in the encounter (24). The biomedical knowledge and the
interactional knowledge here are interdependent and integrated.
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Figure 15.2 The Listening Staircase. Adapted from Prideaux,
2017 (25)

Training for active listening mostly focuses on teachable behaviours such
as nodding, making eye contact and using continuers like ‘Uh huh’ and
‘go on’. These are important, but perhaps more important is the listener’s
mindset, and the quality of the listening when we are with patients. The
idea of a listening staircase (25) [see Figure 15.2 adapted from (25)] can
be a useful way to think about these aspects; learners seem to identify
with it as storytellers. We are often acutely aware of which ‘step’ on the
staircase our listener is standing on. At the lower end, we are not feeling
properly listened to, and might decide to close down our storytelling. It
is likely we might feel less connected with someone who seems just to be
pretending to listen. The higher our listener climbs on the staircase, the
more listened to and connected we feel; and the more likely we are to
open up.

What we are aiming for in the listening staircase is empathic lis-
tening; this demands both attentive listening and empathy as twin
approaches.

Empathy as emotional resonance

Clinicians and patients both place a high value on empathic care (26).
There is also growing evidence that empathy is associated with improved
patient satisfaction, better diagnostic and clinical outcomes, and
enhanced patient enablement [defined as the patient’s ability to under-
stand and cope with illness and life after a consultation (27)] (26,28).
Empathy is a basic component of the therapeutic relationship, and a key
facet of the generalist’s interactional knowledge.

Empathy is a complex construct, and although it has often been
conceptualised solely as a personal attribute, there is increasing focus on
its relational, or interactional aspects. Mercer and Reynolds’ definition of
physician empathy is one of the most frequently used (29). They see it as
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having three elements: the ability to understand the patient’s situation,
perspective and feelings; to communicate back that understanding; and
to act on that understanding in a helpful and therapeutic way (29). In
essence, it involves being able to ‘put oneself in another’s shoes’, and to
do this authentically requires what Jodi Halpern, Professor of Bioethics
and Medical Humanities at UC Berkeley, calls ‘emotional attunement’;
a kind of emotional resonance which helps to shape how a clinician
imagines another’s experience (30).

As the clinician listens to the patient, following the narrative thread
of the story, he or she imagines the teller’s perspective, and in some way
enters into and is moved by the patient’s narrative world. Rita Charon
suggests that by entering into the patient’s world in this way, the clinician
has a chance of addressing the common narrative questions that patients
often ask, such as: ‘What’s wrong with me?’, ‘Why did this happen to me?’
and ‘What can we do about it?’ (2). She goes on to say that although there
may not be clear answers to these narrative questions, with narrative
competence and courage, the empathic witnessing of patients’ stories
and co-creating of meaning from them, allows the clinician to attend to
other more recognisably clinical tasks such as formulating a differential
diagnosis, interpreting tests and physical findings, and ultimately work-
ing with the patient to provide effective care (2).

How, though, is empathy a particularly generalist capability?
Halpern puts her finger on three crucial reasons, all clearly related to the
generalist narrative approach we have discussed (30) (see also patient
perspectives on pseudo-person-centred care in Chapter 3). Firstly, emo-
tional attunement helps clinicians to appreciate the personal meanings
that patients attach to specific words or phrases; it is an additional tool
for noticing which parts of a patient’s story are particularly important.
This supports meaningful co-creation with the patient, exploring rich
story snippets, or encouraging elaboration of others.

This example from John Launer illustrates the point (15):

Among the skills for attentiveness that I find most useful to teach
are ‘noticing the words we usually ignore’ ... I'm always inter-
ested in statements such as, ‘My headaches are driving me to
despair.” Ninety-nine times in 100 we ask about the headaches
and never inquire about the ‘driving to despair.’ Why did that per-
son, consciously or unconsciously, select that exact phrase — and
what more will we learn about their life, and possibly even the
cause of the headaches, if we’re curious about this and ask them
to unpack it?
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Secondly, non-verbal attunement helps the clinician to focus on aspects
of the story that have particular emotional significance for the patient.
A change in gaze or body language become powerful signposts of mean-
ing, particularly within a complex or non-fluent story. Interestingly, this
works both ways: the clinician’s non-verbal behaviour is also considered
the most important medium for expressing empathy; in particular, the doc-
tor’s direction of gaze and body orientation (31). Thirdly, Halpern suggests
that emotional attunement facilitates patient trust and disclosure (30).
Clinicians who are emotionally attuned are more likely to match their non-
verbal behaviours authentically with patients, and this is vital in encourag-
ing patients to tell their stories in full, to disclose concerns or symptoms,
and can even be therapeutic in itself, for example by reducing anxiety.

It is possible of course to ‘fake’, or act out, mirroring of a patient’s
body language or words — but patients recognise inauthentic empathy, and
authenticity is underpinned by this emotional resonance (32). This has
important implications for how educators help learners to feel and show
empathy with patients: it is much easier to teach the behavioural aspects
of clinical empathy — what to say, appropriate body language or touch for
example — than to promote the affective aspects; the emotional resonance
that brings authenticity. The risk of focusing too much on behaviours is
promoting what is sometimes called ‘tick-box empathy’, where learners
may say and do empathic things, but in an inauthentic way. For example:

Clinician: (delivered in an inexpressive monotone, and little eye con-
tact): ‘I am sorry to hear that your wife died recently, that must
be very difficult for you. Have you had any bleeding from your
back passage?’

Inauthentic, tick-box empathy like this can destroy trust, break rapport
and close down patients’ stories. Some suggested approaches to develop-
ing the more affective aspects of empathy include authentic interactions
with patients [dialogue with patients can reinforce the relational aspects
of empathy, and as patients reciprocate this can encourage learners to
express compassion]; longitudinal interactions with patients over time;
role modelling by professionals; and narrative medicine training includ-
ing creative writing, guided reflection, film and patient stories (33).
There are two further important points to make about empathy in
the context of generalism. The first is Roger Neighbour’s suggestion that
for clinicians, the crucial capability is probably not so much being able to
empathise with patients (as opposed to not being able to empathise), butis
the ability to switch our empathy on and off as the situation requires (34).
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He calls this Crichton’s Switch (after the author and former medical stu-
dent Michael Crichton) (35). In generalist practice, ‘there are some clini-
cal situations where hard-nosed clinical skill is all that is required, and
others where the very best we can offer is our ability to understand and
to empathise’ (34).

The second important point is how we measure and assess empa-
thy. Historically, much of the research into clinical empathy has relied on
clinician self-report questionnaires, or objective measures by observers.
If we accept that empathy is essentially a relational construct, rooted in
the interaction between patient and clinician, then it seems self-evident
that we should be drawing much more on the patient perspective when
measuring it and assessing it. Although potentially reductionist, there is
an argument for using validated measures (such as the CARE measure
(36), a tool for assessing the patient’s perceptions of relational empathy
in the consultation) which do take account of the patient’s viewpoint
when assessing and measuring empathy in learners and clinicians.

Specialised narrative approaches

Close listening and empathy are core dimensions of the narrative
approach to consultations, but there is more to it than that. Narrative
consulting champion John Launer describes a useful conceptual frame-
work for thinking about a narrative-based approach, called the seven Cs
(9), outlined below:

Launer’s seven Cs of narrative consulting (9)

Conversations: Conversations do not just describe reality — they
can create it. You can think of conversations as interventions in
their own right. Launer and his team teach skills for ‘conversa-
tions inviting change’ — exploring connections, differences, new
options and new realities.

Curiosity: With curiosity you can invite patients to reframe/recon-
struct their stories. Curiosity is neutral — to people, blame, inter-
pretations, facts.

Contexts: This is where your curiosity should be focused — families,
history, beliefs, values. What is your context — what do patients
expect of you?
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Circularity: The idea here is to get away from the linear concept of
cause and effect, and unchangeable problems, and instead help
the patient to focus on meanings and connections. Circularity
conveys the sense that anything in a system is connected with
everything else in a non-linear way. Adopting circularity as an
approach might involve using circular questions (in other words,
based on the words that patients use, and using questions which
promote a descriptive rather than explanatory world view).

Co-construction: What you are trying to do with the patient is to
create a story that makes better sense for people of what they are
going through; a better reality than the present one.

Caution: Do not be unrealistic about your own resources or cover
up for the lack of others. Do not upset patients or get scared. Not
all consultations are all about stories.

Care: For Launer, this is central to the whole process — without it,
nothing else works.

It is worth highlighting two additional approaches at the heart of narra-
tive consulting, which also form part of Launer’s seven Cs (37). These are
neutrality and hypothesising (38).

Neutrality is about focusing on the task in hand, being mindful and
in the moment, and keeping an open mind rather than fixating on specific
outcomes or judging particular viewpoints. It represents a counterpoint
to active problem-solving (37). Hypothesising is an approach which
challenges assumptions: both the patient’s and the clinician’s, asking
questions such as ‘How do you explain ...?", ‘What if ...?” and ‘Suppose
.... Along with circular questioning, these probes are designed to help
patients consider realistic possibilities for positive change, and how they
could be achieved (38).

Reflection

Donald Schon (39), Rita Charon (2), John Launer (9) and Michael
Balint (40) all highlight the importance of clinicians reflecting on them-
selves, their patients and the clinician—patient interaction, and effective
reflection is so often underpinned by competence in narrative skills.
Practitioners who can use a narrative approach to reflect on themselves
can better identify and understand their emotional responses to patients,
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and make sense of their own life journeys and clinical practice: both of
which Charon argues allows them to bring what is needed to the car-
ing for sick and dying patients. Self-reflection on personal illness expe-
riences, for example, can promote greater empathy for the experiences
of patients. It may also bring greater self-awareness and focus on self-
care: increasingly important for today’s generalist practitioners.

The power of language

Using words wisely

There are many definitions of generalism, but common to all of them are
the principles of legitimising multiple perspectives and priorities, and
the concept of distributed power and shared decision-making. These
principles are foregrounded in the generalist consultation, where the cli-
nician’s interactional knowledge can have huge influence over the power
dynamics between patient and practitioner, whether closing down the
patient’s perspective or actively inviting collaboration. This could be
through not listening attentively to the patient, or through non-verbal
statements of power (for example avoiding eye contact or through the
positioning of chairs); but is often most apparent in our use of language.

Caitriona Cox and Zoé Fritz, researchers from The Healthcare
Improvement Studies Institute at the University of Cambridge writing in
the BMJ, make a compelling case for paying much closer attention to our
choice of words and phrases when talking with, or about our patients
(41). Of course generalist clinicians should always tread very carefully
when using medical jargon with patients (see Chapter 3). But Cox and
Fritz argue that language is about much more than the transfer of infor-
mation; it has the power to shape therapeutic relationships, influence
clinical care, and affect how patients think of their health and illnesses.
They conclude that outdated language that belittles, casts doubt, or
blames patients is still being used today in written and spoken communi-
cation with and about patients, and needs to change (41).

For example, they remind us how the term ‘presenting complaint’ is
so ingrained in clinical training that it is rarely questioned; yet ‘complain’
has negative connotations and although some have suggested ‘problem’
or ‘concern’ as an alternative, many patients do not have either, and simply
want to understand more about what is going on. Cox and Fritz suggest
using a more neutral term such as ‘reason for attendance’ which avoids
imposing value judgements on the patient (41). Another example they
highlight is the use of ‘deny’ in formal reports of a patient’s account — as
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in ‘the patient denies any chest pain’, which can hint at untrustworthi-
ness and is often simply inaccurate reporting of the patient’s narrative. As
one patient states in another research paper: ‘I did not deny these things.
I said I didn’t feel them. Completely different. Language matters’ (42).
Cox and Fritz go on to describe other examples which can seem to blame
patients, such as people being described as ‘poorly controlled diabetics’,
or language which infantilises patients such as ‘taking a history’ or ‘send-
ing the patient home’ (41). As modern generalist healthcare emphasises
collaboration between health provider and patient, and its rhetoric high-
lights the importance of partnership, it is surely now time to question
many of these outdated words and phrases, and Cox and Fritz suggest
some alternatives and a focus for future research on the effectiveness of
interventions to change how we use language, and how that might affect
health outcomes (41).

Metaphor

Another aspect of language that can play an important part in the inter-
pretive role of the generalist is metaphor. An illuminating study by
Skelton et al. attempted to explore how patients and clinicians construct
and shape their worlds through metaphoric language: a figure of speech
in which a word or phrase is applied to an object or action to which it is
not literally applicable — for example, ‘the body is a container for the self’
or ‘he is thick-skinned’ (43). They analysed transcripts of 373 UK gen-
eral practice consultations with 40 GPs to explore how patients and doc-
tors used metaphors. What they discovered was that patients often used
very vivid or even dramatic metaphors (for example, ‘it feels as if there
is something crawling up me like a maggot’) perhaps in an attempt to
legitimise their presence, or to articulate difficult nebulous thoughts and
feelings. Clinicians on the other hand tended to use more literal meta-
phors (referring to pain in terms of severity rather than as ‘burning’), or
to describe the body as if it were a machine. Clinicians also tended to use
metaphors that see themselves as solvers of problems, and controllers
of illness. As well as pointing out the clear implications here for power
balance within the consultation, the researchers propose that clinicians
may be trying to interpret patients’ more vivid and personal metaphors,
re-packaging them as emotionally neutral and depersonalised accounts
(43). They suggest this might be reassuring for patients, giving them
validity and categorising them into manageable states (43). Equally, it
could be seen as another subconscious attempt to exert medical power
and strip the patient’s lifeworld from their illness experience. Whatever
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the interpretation, it is a salient lesson for generalist clinicians striving
for authentic collaboration and patient-centredness — to pay close atten-
tion to the metaphors they and their patients choose to use. There may
be opportunities, for example, to mirror the patient’s metaphors to legiti-
mate the patient’s story, improve understanding and perhaps even pro-
mote an empathic connection. Equally, it may be helpful to work with a
patient to question or develop their metaphor for illness, to explore impli-
cations for understanding and lived experience.

Diversity and interactional knowledge

It is impossible to consider interactions from a generalist point of view
without also considering the contexts in which they take place, includ-
ing the cultural and technological ones. Acknowledging and embracing
the diversity of the patients we serve is central to effective interactions.
The expert generalist needs to be sensitive to cultural influences on com-
munication, for example differences in interpretation of symptoms or
health-seeking behaviours, attitudes to patient autonomy, or non-verbal
communication. In some cultures for example, eye contact which is too
direct or long-lived can be seen as aggressive, and interpersonal space
preferences and attitudes to touch can be very different from one cul-
ture to the next. To offer person-centred care, generalists also need to be
able to adapt to patients whose preferred language is different from their
own. This often means being able and willing to work with interpreters
to support patient care, either in person or on the telephone. In addition,
generalists need to adjust their communication approach to suit patients
with specific communication needs, for example a learning disability or
hearing or visual impairment, whether through enhanced communica-
tion skills or technologies (44).

Interactional knowledge in the new digital landscape

The landscape in which healthcare is delivered has changed dramatically
in recent years. Digital remote consulting has long been on the agenda for
health services around the world. In England for example, even before the
COVID-19 pandemic, the 2019 NHS Long Term Plan stated that by 2023—
24 every patient in England will be able to access ‘digital first’ NHS primary
care consultations from either their own GP or a digital GP provider (45),
and there was already much political excitement about a new model of

INTERACTIONAL KNOWLEDGE

347



348

digital care delivered by digital health company Babylon Health (46). But
driven by the urgent need to reduce face-to-face contact during the COVID-
19 pandemic, there was a rapid shift to various forms of remote consulta-
tion (defined here as consultations where clinician and patient are not in
the same room) — either by telephone, video or by some form of electronic
consultation such as text messaging, email or the use of electronic forms,
often used for initial triage. Although the dramatic increase in remote con-
sulting during the pandemic has started to level out, remote consulting
remains much more prevalent and is likely to remain so (47). Currently
most clinical practice around the world involves a blend of remote con-
sulting (by video, phone or text/email) and face-to-face consulting. Much
of the existing evidence about clinical interactions has been established in
face-to-face settings. So, what does this recent shift towards remote con-
sulting mean for the interactional dimension of generalist care?

It is important to acknowledge the many possible benefits of digital
remote consulting, for example in remote or rural settings, where clini-
cians or patients try to minimise travel (such as time or mobility con-
straints), have caring responsibilities (48), or for some patients with
anxiety or other mental health problems for whom the chance to engage
with a clinician without coming into the clinic is a major bonus (49). For
many patients [and clinicians], simply being able to consult from home
is the greatest benefit. But it is vital that any potential risks and unin-
tended consequences of this ‘new normal’ consulting landscape are taken
fully into account. There is evidence, for example, that professionals and
patients have a sense that remote consultations of all sorts have a more
transactional nature than face-to-face consultations — a ‘call-centre’ feel;
and this risks losing the interpretive, personalised and collaborative
interactions at the heart of generalism (49). So how can we realise the
potential benefits of remote consulting while maintaining the benefits of
a narrative approach as described above? And how do we avoid under-
mining spaces for meaningful encounters, by forcing patients to tell bio-
medical stories of their experience on template proformas, via episodic
and asynchronous monologues? Inequity is another major concern, with
some patients [often those already disadvantaged by existing health
inequalities] lacking the technological confidence, equipment, or con-
nections to access remote consultations (50).

The challenges of remote consulting for interactional knowledge

Although consulting in person and consulting remotely share many simi-
larities (particularly video consulting), remote consulting is not simply
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a face-to-face consultation with technology bolted on. There are key
judgements to make (for example, about consent and confidentiality, and
whether remote consulting is appropriate for the specific context (51)),

and specific communication approaches to develop.
Here are some practical tips.

Tips on enhancing interactional aspects of remote
consultations

General tips for both video and telephone consulting:

Clear introductions are crucial: introduce yourself, ask the
patient how they would like to be addressed.

Early rapport-building is extra important in remote consulta-
tions; think how you might make a personal connection early on.
Check technology is working. ‘Can you hear me? Can you see
me OK?’

Reassure patient about how consultation will work (including
what will happen if physical examination is needed), what if
technology fails, and probable duration.

Check if anyone is with the patient and where they are; impor-
tant for confidentiality but also may affect patient disclosure.
Similarly, share if you are with a colleague or learner.

Ask people with visual or hearing impairment or learning dis-
ability or other special communication needs whether this works
for them; how would they prefer to consult, what might help?
Establish early why the patient has organised the consultation
at this time, what they may be hoping to get from it, and any
concerns they may have — for example, about the technology.
Summarise: this is a particularly important skill in telephone and
video consulting. It allows you to check you have understood the
patient’s story, and offers a chance for a patient to correct any
misunderstandings or mis-hearings.

Chunking and checking information: if giving information, it is
especially important to avoid jargon, and provide small chunks
at a time and check that the patient has understood.
Signposting: video or telephone consultations may be unfamil-
iar to patients and they are likely to wonder how they will flow.
So it is very important to guide the patient clearly throughout

INTERACTIONAL KNOWLEDGE

349



350

by explaining what you are going to do next. For example ‘Now
I'd like to ask you more about your past medical history’, or ‘So
thanks for describing that for me, that’s very helpful. I'd like to
now check that I've understood you correctly ...’

* Towards the end, summarise again, inviting patient to add or
correct.

» Safety net; anticipate the unexpected and give specific instruc-
tions on when to return or seek medical help.

e Clear plan: for example what can the patient expect now, will
the clinician see them or phone them? Ideally this should be con-
structed together with the patient.

* Check if the patient has any questions they want to ask. This is
very important in both phone and video consultations in case
issues have been missed, or not heard.

e Do you think you have been able to safely assess this patient?
What bits of the story are missing? What might make you want
to bring the patient in for a face-to-face meeting?

Video consulting tips:

e Make sure the lighting is appropriate and that you have a clear
view of each other’s faces; facial expressions can provide impor-
tant communication cues.

* Consider your background; and theirs if appropriate. (You might
want to make a [sensitive] comment about a painting or their
decor or a pet, to build rapport as you might on a home visit.)

e Eye contact: looking at camera provides eye contact with a
patient, whereas looking at a screen allows you to see patient
non-verbal cues. You may need to alternate between the two.

* Explain to the patient if you look away on video to write notes for
example, or have another screen you need to look at sometimes.

e Show your interest and attentiveness by eye contact (look into
webcam) and facial expression.

* If you need to interrupt the patient, try a visual signal such as
raising your hand.

* Speak clearly and include regular breaks in speech.

e Taking turns: try hard to avoid talking over each other due to lag/
delay. If this happens, address the problem openly and suggest
waiting a while after the other person has finished before speaking.
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Telephone consulting tips:

* Consider making an early empathic statement — you may need to
be more proactive than in a face-to-face meeting due to lack of
non-verbal signals.

e Check patient understanding explicitly throughout.

* Be alert for paraverbal cues rather than visual cues (rate and
speed of speech, volume and tone, expression, hesitation).

 If appropriate it can help to reflect back to the patient what you
have noticed: ‘I noticed you sounded very worried when you ...’

* Leave space for the patient, for example if you think they might
be doing some internal reflection.

e Explain any silences on your part — I am just checking your
records for a moment ...’

Adapted from: Easton, 2020 (59); Neighbour, 2020 (60);
NHS England and NHS Improvement, 2020 (61); Neighbour and
Stockley, 2020 (62); Greenhalgh et al., 2020 (63).

One of the main challenges of remote consulting lies in the co-
construction of a shared narrative: a core task for many generalist con-
sultations. The consultation is a dynamic interaction between two or
more people, each giving the other extended turns in the discourse. The
shared story is shaped together, through the sorts of prompts, responses
and non-verbal communication described earlier. While video consulta-
tions allow for some of this nuanced interaction, telephone provides no
non-verbal signals, and written consultations offer none at all. To some
degree, all forms of remote consulting therefore block many of the vital
signals in storytelling — for example, whether someone is really inter-
ested in what you are saying, and therefore how much you are willing
to reveal, or the subtle visual cues of synchronous face-to-face consulta-
tions. One observational study also established some of the significant
obstacles to turn-taking during online video consultations (52), which
impacted on telling and hearing stories in both directions. The research-
ers highlighted the importance of joint attention that involves getting
camera angles and body position just right and working hard at main-
taining appropriate gaze. They observed the need for increased verbali-
sation in turn-taking to compensate for the reduction of verbal cues on
screen. Without the usual verbal [or non-verbal] cues, interruptions are
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more likely and clinicians have raised concerns about an increase in last
minute ‘oh, by the way’ consultations (48). One study comparing con-
sultation quality in 150 follow-up consultations in UK primary care by
telephone, video or face to face, found that both telephone and video
consultations were less information-rich than face-to-face consultations,
and they also both scored lower than face-to-face consultations across
a string of consultation quality indicators such as seeking the patient’s
own understanding of their illness, shared decision-making and explor-
ing patient concerns (53).

E-consultations using a written template proforma pose a unique
threat to the collaborative narrative approach. They are usually asyn-
chronous, and therefore entirely one-sided. Patients have reported that
when faced with a free-text box, it can be hard to know how to describe
their symptoms without any guidance or help (54). The crucial co-
construction of story, including the negotiation of an agenda and shared
planning, is missing. Template forms are tempting to help guide patients
to tell their story; however, if the templates are designed by clinicians,
the risk is that this shoehorns the patient’s narrative into a biomedical
structure — favouring the voice of medicine over the voice of the patient’s
lifeworld, as Clark and Mishler might put it (21). More likely to maintain
parity in the clinician/patient power balance will be co-design of such
templates and processes with clinicians working with patients to design
systems that suit both needs.

Remote consulting also challenges the central task of rapport-
building and feeling and demonstrating empathy. If generalist care is to
be truly personalised and collaborative, it depends on a trusting relation-
ship, developed in large part through an empathic resonance. As we have
seen, empathy depends heavily on non-verbal communication in both
directions, especially eye contact or gaze. While written e-consultations
only permit written expressions of empathy, telephone consultations can
allow for picking up on verbal cues and silences, and empathic phrases
or noises. Although video consultations do offer the visual element, they
pose a challenge here too — the clinician can maintain eye contact by
looking directly into the camera, but then risks missing picking up on
non-verbal cues from the patient. Experience suggests that flipping from
looking at the camera to looking at the patient on screen may be the best
approach, but it is not as easy to do both as it is in a face-to-face setting.

A great deal of the research and guidance on remote consulting
in UK primary care focuses on practitioner and patient concerns about
patient safety. The concern is that without the full range of sensory
means of assessment that is available in face-to-face consultations, subtle
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symptoms or clues might be missed. As an example, when GPs have a
‘gut feeling’ that a patient might have cancer, they are much more likely
to be correct, and those gut feelings seem to depend largely on the non-
verbal cues they pick up from the patient (55). To compensate, safety
netting is a standard part of remote consultation, including triage (49).
Likewise, using interim summaries to check that the patient is happy
with any plans, and that the clinician has understood the patient’s issues
correctly, is vital in remote consultations where there is increased scope
for miscommunication. Despite these mitigations, there is evidence that
telephone triage and e-consultations can increase rather than decrease
practitioner workloads (56), perhaps because clinicians do not feel fully
confident that they have interpreted the patient’s story effectively, and
often because of the inability to perform a reliable physical examina-
tion (57).

Finally, the rapid move to remote consulting has the potential to
reduce continuity of care, and consequently the sort of personalised care
we advocate for generalist medicine (4). One systematic review of mixed
studies concluded that there is a ‘disturbing lack of empirical research in
this area’ and emphasised the ‘need for real world studies looking at the
links between the shift to remote care, continuity and equity’ (58). Several
studies in the review highlighted the potential for remote approaches to
exacerbate inequities of care by reducing relational or episodic continu-
ity for patients, especially for those with complex or chronic conditions
(58). Without reliable systems in place to support continuity of care in
remote consulting, and individual commitment from clinicians, patients
will have to repeat their stories again and again in different forms or on
different platforms, and clinicians will have to start afresh each time and
work hard to build rapport from scratch.

Ultimately, as with much of generalist medicine, there is no ‘one
size fits all’ answer when it comes to the use of remote consulting. As
Greenhalgh says: ‘the decision as to whether remote consultation is best
for the patient, the practice staff, and the wider community is an ethical,
case-based judgement that cannot be over-protocolised’ (48). Clinical care
will need to ensure practitioners can adapt their narrative competency to
the new digital landscape (for example, learning new communication
approaches for remote consulting — see the box on p. 349 for practical
tips), organisations will need to adjust systems to ensure patients have
meaningful choice over how they access clinicians, and patients will need
support to get the most from the great potential of remote consulting in all
its guises. Patients should have a clear voice in the co-design of processes
and proformas designed to support them tell their stories.
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Conclusion

In summary, this chapter has explored the central role of interactional
knowledge in the consultation between the generalist clinician and the
patient. This knowledge is informed by interpretivist and narrative per-
spectives; especially the co-creation by clinician and patient, of meaning-
ful stories which take account of the patient’s experiences of illness as
well as the more biomedical aspects. It has outlined some of the narrative
approaches and specific communication techniques which generalists
can use to make the most of the potential in the consultation for effective,
person-centred care. It touches on some of the barriers to effective com-
munication, and ends by exploring the challenges and hopes for remote
consulting in terms of its effects on interactional knowledge.
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Prescribing and deprescribing:
the generalist’s script

Deborah Swinglehurst and Nina Fudge

Introduction

Prescribing is an important part of clinical care. In this chapter we
explore how and why prescribing in the generalist context is particularly
challenging. It stands to reason that keeping up to date with the techni-
cal knowledge required to prescribe safely across the whole spectrum of
clinical conditions is difficult. New drugs reach the market all the time.
Prescribing guidelines are updated at a dizzying pace. Our computer
alerts remind us of the alarming potential for adverse drug reactions
(ADRs) and interactions. Prescribing is a risky business!

But the generalist’s challenge goes much deeper. Generalists pri-
oritise care of the person over the care of a person’s diseases and this
brings unique responsibilities. Generalists must attend closely to the par-
ticular context of the patient within an institutional context that tends
to privilege ‘single disease’ guidelines and standardised approaches to
care. Clinicians may be ‘generalists’ in the sense that their remit encom-
passes the full range of clinical concerns, but also ‘particularists’ in the
sense that their unique obligation in each consultation is to the particular
patient in front of them. It turns out that general rules often fall short. It
also turns out that where medicines are concerned, less is often more.

We begin by setting out the role of the generalist in prescribing in
more detail. We then focus on polypharmacy (the use of multiple medicine
by one patient) as a way of encouraging you to grapple with some of the
complexities of prescribing in generalist practice. Throughout the chapter
we invite you to consider what a person-centred approach to prescrib-
ing may look like, and seek to equip you with some conceptual tools that
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will enable you to practise person-centred prescribing. Our examples are
situated in general practice; however, the principles are widely applicable
across secondary care, particularly geriatrics where the art of ‘deprescrib-
ing’ is acknowledged. We refer specifically to ‘doctors’ at the start of this
chapter, as prescribing is an established part of their professional identity;
however, the principles are also important for prescribing clinical practi-
tioners and clinical pharmacists from the wider healthcare team. As more
team members become involved in prescribing, the wisdom of knowing
when not to prescribe, as well as when to, becomes increasingly important.

Prescribing in general practice: an example of generalist
work with medicines

Doctors begin their clinical careers as students of medicine. Have you ever
considered how interesting it is that the word ‘medicine’ encapsulates
both a foundational discipline and the drugs prescribed? Prescribing is
a core medical activity, written into the heart of a doctor’s professional
identity, right at the start of their professional careers.

The power of medicines lies primarily in a shared belief of efficacy —
that is, a shared belief that a medicine may ‘work’ to achieve a desirable
outcome. Without this underpinning assumption of efficacy a medicine
would not qualify as a medicine at all (1). But the question of whether
and to what extent a medicine ‘works’ (or might work) for a particular
patient is remarkably tricky to answer. Medicines are also capable of
causing harm (2). We use the word ‘side effect’ to describe this poten-
tial. This notion reinforces the framing of medicines as fundamentally
good. The desirable effect is ‘the’ effect, but one must accept — on the
side — the possibility of different unintended, undesirable effects. Every
act of prescribing is therefore an occasion when clinicians must weigh in
the balance the serious possibilities of both benefits and harms. To this
end, prescribing shares common ground with many of the other practices
described in this book, such as ordering investigations, making diagnoses
or referrals, and — perhaps most importantly — the communicative contri-
butions through which all of these practices are negotiated. Importantly,
a clinician cannot know with certainty that any drug they prescribe will
benefit the particular patient for whom they prescribe it. Prescribers
practise under conditions of inevitable and inescapable uncertainty.

Prescribing is a complex practice. It brings together the technical
(the science, or ‘evidence’), the moral (broadly, an intent to ensure that
the good outweighs the harm), a quest for meaning on behalf of both
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patient and practitioner, and a considerable degree of ‘know-how’ which
accrues through a combination of experience and reflection-on-experi-
ence. Inevitably it involves dialogue between patient and clinician, with-
out which it is impossible to navigate all these dimensions in a way that
enables both parties to agree on a course of action. Achieving the balance
then, between ‘just enough’ and ‘too much’ prescribing, is no mean feat.
Modern medicines, wisely prescribed, can do immense good. But prescrib-
ing a drug for a patient that may bring little or no meaningful benefit to
them is to expose patients to unnecessary risk of harm. The crux of the
matter is how we understand meaningful benefit, and how we go about
discerning it. We will unpack this further in the remainder of this chapter.

Prescribing is on the rise. In the UK, most prescribing activity takes
place in general practice and approximately 70 per cent is the result of
repeat prescribing, when drugs are made available to patients for an
authorised period of time without the need for a consultation. A recent
UK government report estimated that 10 per cent of drugs prescribed in
general practice are ‘overprescribed’ (3). The evidence supporting this
estimate is unclear, but the twin problems of underprescribing (where
patients might stand to benefit from drugs which are not prescribed),
and overprescribing (where patients may do better with a ‘no drug’ alter-
native or are prescribed drugs they do not want or need), are common.
The overall direction of travel marches steadily towards ever burgeoning
prescribing.

This escalation of prescribing is not a singular problem but goes
hand-in-hand with sharp rises in requests for investigations (a staggering
8.5 per cent annually between 2000 and 2015) (4) and the increasing
encroachment of market ideology in health care (5). Many systemic fac-
tors coalesce including:

* changing demographics (as the population ages, so does the accumu-
lation of chronic conditions);

* policy (for example, financial incentives for prescribing);

* societal trends (for example, decreasing tolerance of risk); (6)

* medicalisation of older age; (7) and

* a thriving pharmaceutical industry with interests in widening indica-
tions for products and investing in the potential for profit that lies in
‘risk reduction’ in the context that risk can never be completely elimi-
nated (however seductive this may be).

This is not an exhaustive list. The key point is that prescribers are only
one part of a complex system that includes a wide range of actors.
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Prescribing practices and policy can also drive health inequalities, par-
ticularly in low- and middle-income countries and for marginalised
groups where the availability and affordability of medicine becomes a
factor (see Chapter 8).

Generalists face some particularly knotty challenges in their pre-
scribing role. First, the scientific evidence upon which the pervasive logic
of ‘evidence-based medicine’ (EBM) rests is derived from population
level studies in idealised trial situations which have poor external valid-
ity (the results are difficult to apply in the real world) (7). Many clinical
guidelines are based on evidence generated from settings and patient
populations that do not resemble most of the patients we see in our clin-
ics. For example, patients in ‘gold standard’ randomised controlled trials
are typically younger and less complex. Patients with multiple long-term
conditions, racially minoritised individuals, and patients who are unable
to consent to taking part in such trials are often excluded (8,9). This
means that guidelines, while incredibly useful, can never offer us any
more than a ‘general rule’. The application of general rules to particular
cases (that is, our patients) demands not only clinical judgement (see
Chapter 5) but moral awareness. The moral gravity of the prescribing
decision is even more salient when adherence to guidelines brings addi-
tional financial incentives, often under the guise of ‘quality’ (10). Our
evidence-based toolkit equips us with useful concepts such as ‘Absolute
Risk Reduction’ (ARR), ‘Numbers Needed to Treat’ (NNT) and ‘Numbers
Needed to Harm’ (NNH) (although the less useful indicator ‘Relative Risk
Reduction’ continuesto predominate in publications) (see also Chapter5).
But even these tools reach the limits of their usefulness when the next
patient in a morning clinic has four co-existing clinical conditions, a trou-
bling set of financial and social circumstances, and an already long list of
medications. We quickly find ourselves in an evidence desert, with shift-
ing sands beneath our feet and little in the way of signposting.

In the remainder of this chapter we will focus specifically on gener-
alism and polypharmacy. We have selected this focus for three reasons:

e polypharmacy is a common contemporary prescribing challenge,
often the result of some of the contextual challenges we have out-
lined above;

» generalists are regarded as well placed to manage polypharmacy; and

* polypharmacy illustrates very well the complexities that generalists
face in their everyday work as prescribers.

Before we turn to polypharmacy, let us introduce you to Dawn.
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Example 16.1: Dawn

Dawn, 68, lives alone in a small council flat, her front door open-
ing onto a noisy main road in the inner city. Sometimes she likes to
stand there in her dressing gown, watching the world rushing by. But
standing for any length of time has become difficult, with her arthri-
tis and COPD competing for her attention. Mostly she sits indoors by
her table in semi-darkness, curtains closed, her diary and important
papers by her side. Dawn sleeps on her sofa these days as moving
between bedroom and living room first thing in the morning when
she is stiff is such hard work. She jokes that her flat is full of chairs
with nobody sitting on them. Every time the occupational therapist
visits she seems to acquire another chair. They are placed strategi-
cally around the flat to help her get from room to room in stages.

Dawn has so many medical appointments to keep track of: it
seems to be one thing after another. It does get her down some-
times; life can feel like hard work. Hospital, GP, pharmacy, hos-
pital, blood tests, GP. Sometimes she feels she is going round in
circles. The singing group is the one thing that really helps. That is
where she meets other people like her who are struggling with their
breathing and picks up tips on how to manage. I still can’t sing, you
know, but I love it and it gets me out.

Dawn gets out a couple of times a week, but even crossing the
main road is enough to make her breathless. It is stressful when the
‘little green man’ at the pedestrian crossing does not stay ‘green’
for long enough to see her over to the other side. Sometimes her
neighbour pops out to help if he sees her struggling, but Dawn does
not like to be a bother to her neighbours. She leans on her shop-
ping trolley which helps her along. There has been talk of a mobility
scooter but where would she put one of those with such a tiny flat
and no outdoor space to call her own? Dawn’s daughter, Sue, visits
most days to check she is OK and help with shopping. Sometimes
Dawn meets a friend at the local café, but she has very little appetite
and feels embarrassed when she has to leave things on her plate.
Sue thinks it’s something to do with all the medicines her mother
takes. Dawn isn’t sure, but she is sceptical of her medicines none-
theless, though she does her best to take them. She wonders if her
eating problems may be due to the surgery she had a few years ago?
Or maybe it is old age? It is so hard to tell what’s what with so many
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conditions and so many pills. If only Jack her little grandson was
still around. Life was good. She has definitely not felt herself since
he died four years ago.

Dawn’s GP invites her to a medication review. The letter asks
her to bring her medicines to the appointment. When the day
approaches she feels anxious. What if she struggles to get there with
her joints playing up the way they are? What if she sleeps in as she
sometimes does? She doesn’t usually book anything before 10.30
and this appointment is at 10 o’clock. What if she forgets what each
medicine is for when the doctor asks? She has lots of questions
but doesn’t feel she ever gets the answers she is looking for. She
thinks one medicine in particular is too strong and doesn’t always
take it. But she can’t imagine the doctor stopping any medicines
now. However, she is looking forward to some time with the GP as
she worries about the large number of medicines. You can take one
thing and it interacts with another. Sometimes I wonder if they are
paid to prescribe all this lot! It doesn’t seem right. I don’t know.

She gathers her medicines together. Most of them are on the cof-
fee table within reach of the sofa where she sleeps at night. She has
a pharmacy-prepared dosette box, another home-made dosette box,
a black sack containing several inhalers and a spacer. Her aspirin is
separate; it has to be dissolved in water so she keeps it by the bath-
room sink. Her rescue pack of steroids and antibiotics for her chest is
in the kitchen cupboard. She sets her alarm for seven o’clock so that
she has time to pack them all in her shopping trolley and catch the
bus. On her way out she remembers to take a letter which arrived
recently from one of her hospital consultants. It was buried under
a pile of bills on the kitchen table. She wishes they wouldn’t use so
much jargon, but maybe the medication review will be a good chance
to ask what it’s all about without needing to make another trip.

She takes her medicines one by one from her bag and lays them
on the GP’s desk. First the pharmacy-prepared dosette, then all of
the others in turn. It’s slow work with her arthritic hands. She walks
painfully to her trolley to find her inhalers. She sits and catches her
breath. Five minutes in and they have barely begun, but at least the
GP’s attention is with her and her medicines and not on the computer
screen as so often happens with doctors these days! And at least both
Dawn and her GP can see what’s what as they work through them
together.

SWINGLEHURST AND FUDGE



Polypharmacy: What it is and why it matters

There is no consensus definition of polypharmacy (one review estimates
there are 138 definitions!) but everyone agrees that it involves the pre-
scription of multiple medicines to a single patient (11). Polypharmacy is
escalating. Older people’s use of medication, both prescribed medication
and those available for purchase over-the-counter, has increased dramat-
ically over the last 20 years. The number of older people (aged 65+) tak-
ing five or more items increased from 12 to 49 per cent. The proportion
who do not take any medication has decreased significantly from around
1in5to1in 13 (12).

Sometimes polypharmacy can be problematic. The risks of polyphar-
macy to individuals are well documented and include: medicine errors;
adverse drug reactions; cognitive decline; falls; frailty; hospitalisations
with increased length of stay; and premature death (13,14). The risks
increase as the number of medications increases, with 10 or more items
regarded as a pragmatic marker of ‘higher risk’ polypharmacy (15,16).
Wider societal harms of polypharmacy include the environmental and
economic impacts of medicine waste through unnecessary prescribing or
unused medicines (17-20). Given the risks of polypharmacy to individu-
als and society, polypharmacy has become a global health safety concern
taken up by national and international organisations (3,21,22).

At best polypharmacy may be a necessary response to shifting
demographics and a growing, ageing population of patients with multi-
morbidities; above the age of 65 multimorbidity is the norm. At worst,
polypharmacy is an example of clinical overactivity and iatrogenic harm
(23,24). Generalists can find themselves caught in a ‘polypharmacy para-
dox’ juggling not only many medicines but also conflicting demands on
their professional selves (25). They may be encouraged (and financially
incentivised) to follow single-disease guidelines in the service of ‘quality’
while at the same time being encouraged to address the harms of prob-
lematic polypharmacy which may emerge directly from their efforts at
‘quality’ (25).

The complex systemic, cultural and social context in which poly-
pharmacy has emerged as a global safety concern suggests that address-
ing it will inevitably require system-wide collaboration and innovation.
Clinicians are an important part of this system and it may be useful to
reflect on what part you can play in addressing this. In the next section
we invite you to think about polypharmacy through the lens of patients’
experiences. We hope that this will equip you with additional concepts to
‘think with’ in your prescribing role.
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Living with polypharmacy: the treatment burden

When we prescribe medicines we prescribe not only pills, creams, inhal-
ers and so on; we also prescribe work (26). With each additional medi-
cation we contribute to the overall workload that we are demanding of
patients, sometimes known as the ‘burden of treatment’ (27-29).

There is not one burden, but multiple burdens and they take several
forms. Thinking about prescribing in this way encourages clinicians to
shift away from a predominantly ‘disease-centred’ perspective (and its
focus on indications, contra-indications, side effects), towards a perspec-
tive that accommodates the person with their many conditions in their
social context. It is within this broader social context, and not within the
consultation, that patients do most of their decision-making about their
medicines (26). Clinicians ignore this at their peril, especially since these
burdens often remain hidden from practitioners (27). It is only by remem-
bering to think deliberately about these burdens that they are likely to
be discovered. As Carl May and colleagues remind us ‘we must respect
patients for what they do as well as for who they are’ (28).

We list some examples of the kinds of burden your patient may expe-
rience in the box ‘Burden of treatment’.

Burden of treatment

Concealment burden. This arises when clinicians fail to provide
information in ways that are personalised, meaningful, consist-
ent and enabling of patients and their carers. This is burdensome
in that it does not support understanding and may also result in
patients and carers seeking information elsewhere (which may or
may not be reliable, but always involves effort).

Exclusion burden. This arises when professionals do not fully
recognise or acknowledge the expertise and experience that
patients and carers bring to managing their own health and medi-
cines. Investing time and effort (the professional work) to ensure
meaningful involvement lessens the burden for patients (and is,
after all, our job!).

Discursive burden. This refers to the complex interactional
work that patients engage in to present themselves as morally
good (that is, ‘adherent’) patients to avoid inviting judgement from
their clinicians. The discourse of medicines adherence as a moral
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‘good’ is powerful; patients may feel an imperative to perform as
adherent (regardless of the extent to which this is so). This burden
can be mitigated if clinicians can engage patients in more candid
conversations.

Fragmentation burden. This occurs when patients are seen
across a wide range of services. Patients and carers may experi-
ence a burden of work (and responsibility) as they try to ‘glue’ the
contributions of different professionals and services together. This
burden can be lessened if one professional (such as the GP) has
oversight and takes overall responsibility, and if services strive for
coordination and collaboration. As primary care delivery involves a
widening range of prescribing professionals (for example, nurses,
clinical pharmacists) the potential for this kind of burden exists
even within a single service.

A key consideration for clinicians is whether, how and to what extent
a patient (with the support of their social network, such as family and
friends) has the capacity to manage the work that is demanded of them.
By capacity, we refer not only to cognitive capacity (although this is
important) but all the resources patients may draw on to take the actions
necessary to manage their medicines into their daily lives. This includes
cognitive, practical and social action; it also includes the resources
needed to coordinate and appraise these different forms of work (28).
Organising polypharmacy is time consuming. It involves devising rou-
tines, surveillance of self and supplies, managing priorities and a certain
amount of creative experimentation with prescribed regimens. What
emerges is often a compromise. Even when patients strive to adhere,
their organisational efforts privilege ‘living with medicines’ over taking
medicines ‘as prescribed’ (26).

As generalists we must therefore be curious about the daily lives
of patients, their priorities for their lives, and how their medicines fit
into this (or not as the case may be!). It is also important to appreciate
that the balance between the work demanded of patients/families and
their capacity to address the work does not remain static but changes
over time. This means that every occasion of reviewing or reconciling a
patient’s medication is an(other) opportunity to revisit this balance and
seek to mitigate, where possible, the burden of treatment your patient
faces. If the balance tips, such that our demands outstrip capacity, then
it is likely that patients will be unable to adhere to their medicines. Your
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prescribing — however well intended or ‘evidence-based’ — may then con-
tribute to the overall burden of suffering, rather than relieving it, result-
ing in undesirable outcomes, poorer health and wasted resources.

The medication review

Medication reviews are often promoted as the solution to addressing the
problems that being on too many medicines can bring. In the UK, a num-
ber of organisations have highlighted medication reviews as the means to
address problematic polypharmacy. NICE, the National Institute for Health
and Care Excellence, defines the medication review as a ‘critical examina-
tion of a person’s medicines with the objective of reaching an agreement
with the person about treatment, optimising the impact of medicines,
minimising the number of medication-related problems and reducing
waste’ (30).

Other professional organisations adopt similar definitions,
although they vary in how they position the patient within this encoun-
ter and by being more or less prescriptive about what this should
entail. In Wales, for example, guidance for delivering high-quality
medication reviews suggests five criteria need to be met: involving
patients and carers; considering medicines safety; reviewing all pre-
scribed and non-prescribed medicines; reducing waste; and updat-
ing patient records and completing documentation (31). In England,
a new (2021) contractual arrangement for general practice specifies
that patients who are on 10 or more medicines should be identified
and invited for a structured medication review (SMR) (32). Patients
with fewer than 10 medicines, but whose repeat prescriptions include
medicines that are prone to errors or known to contribute to frailty and
addiction, are also encouraged to attend for a SMR.

This contractual obligation places considerable expectations on,
for example, clinicians in primary care to deliver a review that satisfies
policymakers’ ambitions for:

* optimising medicines to make best use of medicines and reduce
unwanted or inappropriate medications;

* reducing financial waste and environmental harm as a result of
unnecessary or unwanted medicines; and

* listening to and addressing patients’ concerns, needs and goals in rela-
tion to their health and their medicines.
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This ‘new’, structured medication review builds on previous experi-
ence of medication reviews delivered within UK general practice set-
tings (both as part of ‘best practice’ around repeat prescriptions and
as part of previous iterations of incentivisation structures for conduct-
ing reviews). In the new specification, a longer consultation is rec-
ommended (30 minutes instead of the more standard 10 minutes),
clinicians are advised to offer a ‘personalised and holistic review’ of
medicines that incorporates patient-defined outcomes, and recog-
nition is given that the person best placed to conduct such a review
may include professionals such as clinical pharmacists and prescribing
nurses as well as GPs. Their implementation follows the abandonment
of incentivised Medicines Use Reviews (MURs) which were delivered
in community pharmacy settings but which came under criticism for
being delivered inconsistently, lacking personalisation and failing to
reach the patients who may most benefit from them (33).

As the name suggests, medication reviews are primarily concerned
with medicines. But as generalists, you will know that it is impossible
to isolate medicines from a patient’s wider needs and concerns. This is
particularly the situation when a patient has multiple conditions and is
prescribed many medicines. For example, a clinician may invite a patient
to consider whether a particular medicine is causing a side effect. But
when that medicine is just one of a collection of ten medicines it may be
impossible for the patient to discern one side effect from another, or even
to discern whether a side effect is a side effect at all, or rather a symptom
of long-term ill health. Understandably, patients may use the medication
review as an opportunity to discuss any or many of their health concerns
(a phenomenon that is not limited to medication reviews). Where mul-
timorbidity and polypharmacy are concerned this may be inevitable,
and any effort on the part of the clinician to focus specifically on medi-
cines may be quickly thwarted. While this may leave clinicians wonder-
ing What will I (or should I) be dealing with today? or feeling frustrated
at the difficulty of ‘getting through’ the medication review, we suggest
that reconceptualising the medication review in ways that bring the key
concern(s) of patients to the fore (that is, considering what matters most
to them within this review) may be helpful. Patients gain from this, and
in the end, medication reviews are best thought of as an ongoing process
rather than as a task to complete today; they do not have a clear begin-
ning and end (25).
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Organising medication reviews

Given the challenges we have started to outline, how then might clinicians
seek to organise the medication review? As with many clinical consulta-
tions, the computerised medical record tends to play a significant role. It is
usual for clinicians to work their way down a patient’s list of medications
as they appear on the screen. This can be a limiting way to structure a med-
ication review as the list of medicines on the patient’s record is unlikely
to align with the patient’s priorities or concerns for their medicines (they
may simply be alphabetical, for example). One simple way to overcome
this constraint is to ask patients to bring their medicines with them to the
review (see also Example 9.2: ‘Show me your meds, please’).
Bringing medicines to the review has three key benefits:

1. Ensures clinicians and patients are talking about the same medicine
Patients and clinicians often have different ways of knowing and talking
about medicines (25). Patients often know their medicines by the colour,
shape or size of the pill (‘the blue one’; ‘the big one’), the time of day
they take the pill (‘the morning one’), and the part of the body or system
the medicine relates to (‘the one for my knees’; ‘the one for cholesterol’).
This contrasts to clinicians who know medicines by their generic (chemi-
cal) or brand name (the latter vulnerable to frequent change, depending
on what the pharmacist dispenses) and who have little contact with the
material properties of medicines. Clinicians and patients can spend a lot
of time in medication reviews doing nothing other than trying to work
out which medicine they are each talking about. Having the medicines
on the desk, between you and your patient, reduces the need for transla-
tion and minimises the scope for misunderstanding and confusion.

2. Patients can focus on the medicines they are most concerned about
With the medicines immediately visible and to-hand it is much easier
for patients to quickly identify those they wish to discuss with you.
The medicines (and their boxes) act in several ways to support this.
For example, they may remind the patient of specific concerns (‘this
one is terrible to swallow and always sticks in my throat’) or prompt a
patient to theorise (‘I've been wondering if this medicine may be ...?”)
or to make a request to change their medicines (‘do you think I might
be able to cut this one out?’).

3. Provides a tangible experience for the clinician of what being on a
lot of medicines involves
We all know that polypharmacy can be problematic but having the vol-
ume of medicines in the room with the patient can really bring home
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what being on lots of medicines is like. Seeing the patient interact with
their medicines and their packaging, and witnessing their efforts at
organising their concerns within the consultation can offer a window
into the burden that so many medicines may create. It invites empa-
thy for the very concrete, everyday practice of medicines-taking that
is difficult to grasp from a neatly organised list of technical names on
a computer screen. In particular, it may open up conversations regard-
ing whether and how the patient has the capacity to manage — within
their particular social context — the treatment regimen you have pre-
scribed, and all the work that you are demanding of them.

Deprescribing - the expertise is in the room

Deprescribing is a challenge for clinicians. There is a lot of guidance
advising when to start medicines. But decisions around not prescribing or
stopping treatments are more complex and the evidence to support these
practices is often missing (34). Although some progress is being made
in targeted areas in the UK (the 2022 NICE guideline on the withdrawal
of medicines associated with dependence is an example) the context of
older people affected by polypharmacy is particularly difficult terrain to
navigate (35). However, willingness to engage in such decision-making
is a necessary contribution to addressing patients’ treatment burden.
Recent UK multimorbidity guidelines produced by NICE illustrate well
the predicament that clinicians face: specific recommendations regard-
ing stopping medicines were only possible for one group of preventive
drugs, the bisphosphonates (24,36).

One challenge that deprescribing presents is the question of who
is responsible (that is, who has a legitimate warrant) to stop a medicine.
The term ‘deprescribing’ is somewhat unhelpful as it implies an ‘un-
doing’ of something important, a withdrawal. Given the close alignment
of ‘medicine’ with medical professional identity (introduced at the begin-
ning of this chapter) it is not difficult to see that this is a delicate manoeu-
vre if it is not to be interpreted as abandonment or withdrawal of ‘care’
itself. Generalists are regarded as well placed to tackle polypharmacy
(37), but may feel reluctant to stop a medicine they did not start, or may
feel the need to discuss the matter with a specialist. This may of course be
helpful, but as a generalist working in a community setting, the GP may
well be the clinician who knows the patient, their social networks and
context best, especially if they have had the privilege of being involved
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in their healthcare over time. The GP might have recurring opportuni-
ties to discuss with a patient their goals and priorities, and to understand
how one condition relates to another and how all of their conditions and
treatments shape their daily lives. This knowledge is crucial to help the
clinician and patient make decisions about starting or stopping a medi-
cine. In this sense, the generalist is the appropriate specialist for support-
ing patients through this process. Usually this will be a process of small,
incremental changes over time.

A dialogue with the patient — rather than a discussion about the
patient — is likely to be key to enabling responsible decision-making
under conditions of uncertainty. This means appreciating each person
as a unique being situated within a context, and requires what has been
called an ‘ethical affective’ — a situated mode of decision-making based
on being for the other, arising from the quality of the interpersonal rela-
tionship (25,38).

Conclusion

In this chapter we have introduced some of the complexities of gener-
alist prescribing, drawn your attention to the social contexts within
which professionals’ and patients’ medicines practices take place, and
used the concept of ‘burden of treatment’ as a way of conceptualising
the full reach of prescribing decisions into patients’ lives. We hope that
introducing you to Dawn has helped to bring to life the daily reality of
medicines-taking for older people with multiple conditions. By putting
yourself into the shoes of patients like Dawn you may be able to identify
some different ways of approaching your medication reviews, which take
careful account of whether patients are able, willing and likely to benefit
from doing what you are asking them to do when you prescribe a(nother)
medicine. Sometimes less is more.
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Further reading

Time to talk differently about medicines

A useful public engagement resource designed primarily for patients, including a collection of

illustrated fictional stories available to read or listen to, each with discussion points.

www.medicinestalk.co.uk

If you wish to extend your learning about polypharmacy in general practice we invite you to

try these interactive RCGP e-learning resources (39). You can register for an e-learning account

free of charge. The course invites you to think differently about multimorbidity and polypharmacy.

There are two introductory screencasts (5-minute presentations with audio) and three 30-minute

modules.

¢ Screencast 1 - Polypharmacy: it’s time to think differently

*  Screencast 2 — Polypharmacy: thinking differently about the medication review

¢ Module 1 - Polypharmacy, multimorbidity and the treatment burden
This module introduces the concept of ‘burden of treatment’ with a particular focus on
how it impacts patients affected by multimorbidity and polypharmacy. You are invited to
reflect on how the burden of treatment plays out in the lives of patients and their social
networks and to consider how you might apply this concept to improve patient care.

*  Module 2 - Polypharmacy, multimorbidity and the medication review
This module asks you to reflect on how you go about doing a medication review. You will
reflect on the purpose of medication reviews, what makes a good medication review and
how to approach conversations about medicines with patients. You will consider some of
the factors which influence how a medication review proceeds.

¢ Module 3 - Medicines: whose knowledge counts?
This module introduces the concept of epistemic injustice — a form of prejudice that arises
from a wrong done to someone in their capacity as a ‘knower’. Using polypharmacy as a
case example, you will learn how the circulation of epistemic injustice within the health
care system disempowers people and can lead to inertia. You will also learn some ways to
help challenge epistemic injustice in the context of polypharmacy.
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Embedding health and wellbeing
into clinical practice and education

Jessica Ying-Yi Xie, Kay Leedham-Green and
Sara Thompson

Introduction

The promotion of health and wellbeing in clinical education and prac-
tice is complex, and yet it is fundamental to generalist forms of health-
care. When done well, it has the potential to address many of the risk
factors for common non-communicable diseases driving a more equit-
able, regenerative and sustainable healthcare system. It is intrinsically
participatory as patients must be active partners in addressing their own
risk factors for disease and strategies for wellbeing. It requires multiple
lenses on complex real-world problems as well as collaborative intersec-
toral working, and it benefits from longitudinal, relationship-based care.

Much of a healthcare student’s early clinical education is likely to
centre on learning about how to support people who are unwell. Generalist
education, however, also invites learners to engage across a person’s life
narrative: exploring current and past contextual factors, and imagining
and planning for a future centred on what matters to that person.

Chapter 11 articulates how generalists interact with community
wellbeing resources such as dementia cafes, park runs, creative arts and
community canteens. Chapter 18 discusses the principles of personal-
ised care: working collaboratively with patients and carers to identify
and address what matters to them and supporting them in effective self-
management. This chapter focuses on how health and wellbeing can
be promoted within a clinical encounter, either opportunistically or as
part of a personalised care-planning appointment. We also explore some
of the educational challenges and strategies for supporting learners in
developing the associated capabilities and using them to good effect.
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Conceptualising health and wellbeing

There are multiple and sometimes conflicting definitions of health and
wellbeing. Although the two concepts overlap, they are not the same.
Health has been described variously as (1) an absence of disease or
impairment; (2) a state of fitness or an ability to cope with one’s activities
of daily living; (3) a state of internal and external equilibrium; and (4)
a state of complete physical, mental and social wellbeing. Health can be
measured both subjectively (‘do you consider yourself to be healthy?’)
and, depending on which definition is used, objectively through metrics
such as blood pressure, cholesterol, body mass index or other physiologi-
cal indicators. Wellbeing, on the other hand, tends to be framed more
positively and in more complex ways, encompassing hard-to-measure
factors such as happiness, life satisfaction, quality of life and self-esteem.
A person in a state of good wellbeing is said to be able to enjoy and con-
tribute to society with a sense of meaning and purpose (5). While health
can impact on wellbeing, it is not the only influence. Someone who is
objectively unhealthy can also experience a sense of subjective wellbeing
which might be influenced by factors such as autonomy, good relation-
ships, a sense of purpose, and social support (6).

In this chapter, wellbeing will be considered through multiple per-
spectives: those of the patient, the clinician and the learner. Our aim is to
demonstrate that wellbeing is relevant to all, yet has a unique meaning
to the individual. Worked examples of how wellbeing can be taught and
supported in clinical and educational practice are integrated into this
chapter to demonstrate the multiple scenarios in which wellbeing can be
opportunistically addressed. We will also touch on the role of the health-
care sector in supporting the wellbeing of people with long-term health
conditions, as well as the wellbeing of healthcare workers themselves
through a culinary medicine educational example.

The consultation: a window of opportunity

The consultation is the ideal setting for healthcare professionals to engage
patients in opportunistic or planned discussions about their wellbeing,
and ideas, concerns and expectations around this. This is especially the
case where relational continuity with people exists, such as in general
practice. GPs are therefore in a good position to identify people whose
health and wellbeing could be improved with lifestyle changes, optimi-
sation of clinical management and social care, and/or support through
any other means, such as community groups or rights and benefits advice
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(see Chapters 10 and 11). We will explore how the art of generalism can
be applied to transform these brief patient encounters into pivotal oppor-
tunities to inspire both patients and ourselves as clinicians, and to change
our mindset and behaviour to improve wellbeing.

The determinants of health

Health inequalities are unfair, avoidable and systematic differences in
health between different groups of people (7). These inequalities can be
broadly categorised into intrinsic and extrinsic factors (see Figure 17.1).
Intrinsic factors may be considered modifiable determinants of health, as
they tend to be behavioural: for example, smoking, diet, alcohol, obesity,
taking medicines regularly, exercise and so forth. Rather than being a sim-
ple ‘personal choice’, these ‘behaviours’ tend to be influenced upstream by
extrinsic, wider commercial and socioeconomic determinants. Multiple
factors and stakeholders shape possible behavioural ‘choices’ and oppor-
tunities for care. This affects access to (and then quality and experience of)
healthcare. Factors include poverty, poor housing, literacy, education, envi-
ronmental degradation, social isolation and trauma (see also Chapter 11).
Treating healthy living merely as a lifestyle choice is therefore likely to
meet with limited success. The principles of generalism, however, invite
the practitioner to view a patient’s health needs through multiple lenses —
the biomedical and the behavioural as well as the upstream social, com-
mercial and environmental determinants — and to work collaboratively
with people to identify what matters and what might make a difference.
There are, of course, evidence-based guidelines for the manage-
ment of many of the direct challenges to health such as smoking, alcohol

WIDER DETERMINANTS HEALTH MORBIDITY AND
OF HEALTH BEHAVIOURS MORTALITY

* Discrimination and * Smoking * Dementia
abuse *  Alechol « COPD

* Poverty and housing * Drugs » T2DM

*  Unemployment and # &« Poor diet # *  Arsthritis
eduction * Inactivity » Cancer

* Secial isolation and * Unprotected sex + CHD
sup!:lorf * Self-management of * Stroke
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Figure 17.1 The modifiable determinants of health and disease.
© Kay Leedham-Green
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dependence, substance misuse, unprotected sex, exercise and dietary
inadequacies. There are also wider health-related components to the
management guidelines for many long-term conditions such as diabetes
and COPD. These guidelines may include specific tests, screening, thera-
pies, referrals and lifestyle advice. Specific health promotion guidelines
will change over time and vary between organisations and healthcare
systems, and are therefore beyond the scope of this chapter, but they
should also inform consultation approaches.

The negative health behaviours in Figure 17.1 can be inverted to
become the positive drivers of health and potentially wellbeing: stopping
smoking, starting to exercise, taking antihypertensives more regularly,
changing dietary habits, stopping substance misuse, starting a hobby,
meeting up with friends more frequently, learning to self-manage and so
forth. There is an action verb to each of these positive drivers, suggesting
a behavioural lens might be important.

Health and behaviour

So long as the upstream determinants of health are not forgotten, nor a
patient’s immediate biomedical needs, it can be helpful to explore health
and wellbeing through a behaviour change lens. Michie’s theoretical
domains framework (Figure 17.2), also known as the COM-B model
(capability, opportunity, motivation => behaviour change), is a well-
established theory that integrates all the potential drivers of a change in
behaviour (8). All components of the model can impact on each other,
for example, motivation may be increased when a new skill or knowledge
is acquired which means the person now has the capability to initiate a
behaviour. Importantly, the model includes attending to a person’s exter-
nal social and physical environment (their opportunities), their intrin-
sic and extrinsic motivations, as well as their physical and psychological
ability to undertake the new behaviour. The COM-B model can be used to
understand why an intended behaviour, for example stopping smoking,
is or is not happening. Perhaps they live with a smoker? Perhaps they are
using smoking as a psychological crutch? Perhaps they do not feel the
risks are relevant to them? Perhaps they need help managing physical
cravings? Perhaps they simply do not want to quit?

The COM-B model can inform a behavioural understanding or diag-
nosis, which can then be used to personalise an intervention according
to its function. Michie’s theoretical domains framework also provides a
comprehensive taxonomy of intervention functions: education, training,
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Figure 17.2 Exploring the drivers of a health behaviour (smoking)
using the COM-B model. Based on Michie and colleagues’ COM-B
framework. © Kay Leedham-Green based on Michie et al. 2011 (8)

modelling, environmental restructuring, restriction, enablement, incen-
tivisation, persuasion and coercion. Not all of these are appropriate
within a person-centred consultation, but the principle remains: a behav-
ioural diagnosis is needed to inform the intervention function. There is no
point in educating someone about the dangers of smoking if they already
understand, and are willing to accept the risks; if their main problem is
a social trigger rather than physical cravings then nicotine replacement
therapy is unlikely to be helpful; if they are using tobacco as an emotional
crutch, then that may need to be addressed first.

A complex evidence base

Producing a quantitative evidence base for health and wellbeing inter-
ventions within a personalised clinical consultation, as opposed to wider
public health and policy, is challenging. Quasi-experimental research
might involve randomising patients to one pathway and comparing their
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outcomes to another. But how feasible is it to randomise consultation
approaches? How ethical is it? How can one ensure the control group
is effectively controlled? How reproducible is an intervention, particu-
larly if it is based on longitudinal relationship-based care? Instead, the
evidence base for health and wellbeing interventions tends to be built
on larger cohort studies of clearly defined or system-level interventions,
rather than personalised consultation-based approaches. Meta-analyses
are also challenging as each study might have a different target popu-
lation and different outcome measures. Over time, however, it becomes
possible to estimate what typical health and wellbeing interventions are
achieving, and to make pragmatic adjustments for what might be achiev-
able within a personalised consultation. It is important to remember
that the lack of ‘hard’ quasi-experimental data for health and wellbeing
interventions within a clinical consultation reflects the characteristics of
personalised care and should not be confused with ineffectiveness: the
evidence base is just more complex. Table 17.1 provides example out-
comes from health and wellbeing interventions, with contextual notes.

Table 17.1 Example outcomes from health and wellbeing interventions
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Intervention | Outcomes Contextual notes
Smoking 54% of those setting a quit date National UK
cessation remain successful 4 weeks later. statistics[9].

Obesity 46% of those starting a group Australian, German
weight-loss programme lost >5% of | and UK study
their body weight a year later (60% | exploring free referrals
of completers) to a commercial
23% lost >10% (31% of weight-loss support
completers). group[10].

Alcohol 38% of alcohol abuse-affected North American data
individuals and 30% of alcohol based on a national
dependent individuals who try to epidemiological
quit were successful. survey[11].

Exercise A pedometer and 12-week walking UK-based cohort
diary intervention was associated study[12].
with significant decreases in both
new cardiovascular events and
fractures at 4 years. Number needed
to treat (NNT) to avoid an event was
approximately 60 for a cardiovascular
event and 28 for a fracture.

(continued)



Table 17.1 (Cont.)

Intervention | Outcomes Contextual notes
Wellbeing Of the 136 participants, 62% were Social prescribing in
through depressed, based on the Hospital Scotland: meditation
social Anxiety and Depression Scale before | and creative arts
prescribing the intervention and 45% after. courses[13].

93% suffered from anxiety before
the intervention, 77% after. Also,
significant improvements in validated

self-efficacy and wellbeing scales.

Structuring a conversation about health and wellbeing

Although the COM-B model is a helpful way of conceptualising the driv-
ers of behaviour change, it is not a consultation model. How does one
start a conversation about health and wellbeing? How does one ensure
a patient’s autonomy and preferences are respected, while still inviting
conversations about difficult topics such as obesity, alcohol or loneliness?
How does one elicit ‘change talk’, or tap into people’s existing strengths,
building on previous successes? How does one maintain forward momen-
tum within a time-limited clinical encounter? How does one generate a
plan that is sensitive to a patient’s needs, context and wishes? How does
one negotiate uncertain engagement or outcomes?

There are a variety of consultation models and communication tool-
kits to choose from with an array of acronyms such as MI (motivational
interviewing), SBIRT (screening, brief intervention and referral), StACC
(structured agenda-free coaching conversations), T-GROW (topic, goal,
reality check, options, way forward), CIC (conversations inviting change),
the 2Es (every patient, every visit), the 5As (ask, assess, advise, assist,
arrange) and others (14-19). Some frameworks are more directive than
others; for example, a very brief intervention might involve simply advis-
ing the person to quit a negative behaviour or adopt a positive one. Others
involve more psychologically informed approaches: engaging the patient
in reflecting on their own needs and context, asking them to articulate an
achievable goal that is important to them, a realistic plan for achieving it,
and supporting them through problem-solving, resources and follow-up.

Directive versus coaching approaches

Table 17.2 contrasts a relatively directive 6As approach (20) with a
more patient-centred ‘coaching’ approach (described in more detail
in Chapter 18). For this example, we have moved away from a health
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Table 17.2 The 6 As, comparing a directive and coaching approach. Adapted
from Glasgow et al. 5As (14) and Leedham-Green et al. 6As (20)

The 6 As A directive approach | A coaching approach

Ask Are you socially Would you like to talk about your
isolated? loneliness? What are your concerns?

Assess How often do you Can you take me through a typical
interact with others? day? What do you think the issues

are? What do you think might help?
[barriers and facilitators to change,
COM-B diagnosis]

Advise Social isolation It sounds as though some of the
puts you at risk of issues are ... Some potential
depression, anxiety, resources/evidenced strategies
heart disease and include ...
dementia

Agree You should aim to What is an achievable goal/action
interact with others at | that might make a difference to you?
least once per day What other options are there? Which

option sounds best? How and when
can you make that happen?

Assist Here is a diary to track | How confident are you in making
your progress that change? What might improve

your confidence? Would a [resource/
referral] help?

Arrange I will see you again in 6 | Would you find follow-up helpful?
weeks to review When would you like to come back?

behaviour to a more complex wellbeing problem: addressing the needs

of an adult experiencing loneliness.

Example 17.1a: Johan needs more than medicine

Johan is a refugee who has presented with clinical depression which
he associates with the loneliness of living in a foreign country and
the working restrictions placed on him while awaiting his resettle-
ment papers. After attending to local guidelines on depression, his
GP broaches his loneliness through a health coaching approach

(see Table 17.2).
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Johan says that he is keen to socialise with other refugees as
he feels they would understand him. He also misses meaning-
ful work, which he thinks would provide him with opportunities
to meet people. Unfortunately, while he waits for his resettlement
papers, paid work is unavailable to him. They agree on a referral to
their local social prescribing link worker who is familiar with local
opportunities.

To be continued ...

The stages of a coaching consultation, from information-sharing to goal-
setting, action-planning, problem-solving and follow-up, are reasonably
generic across consultation models, as are the core communicative strat-
egies articulated by Miller and Rollnick: open questions, affirmations,
reflections and summaries, expressing empathy, rolling with resistance,
developing discrepancies and supporting self-efficacy (17). Learning to
find the right words at the right time, however, takes time and practice to
perfect. Most health coaching courses, for example, take a couple of days
to complete, followed by supervised practice; this chapter is intended as
an introduction rather than as a replacement for a course.

Promoting change one step at a time

Truly transformative change may need to address deeply ingrained
beliefs, motivations, behaviours and contextual barriers. Although prac-
titioners can initiate and stimulate conversations inviting change, the
real work of change is done by the patient with the support of their social
network outside the consulting room in their own time. One of the fea-
tures of generalism is the focus on longitudinal approaches to patient
needs through relationship-based care, which can be used to advantage
in the promotion of health and wellbeing. Follow-up is, after all, a driver
in itself of sustained behaviour change (21).

The transtheoretical model (Figure 17.3), also known as the stages
of change model, articulates the phases that a person might go through,
from realising that change is necessary, to planning and initiating change,
through to sustaining change and managing relapses (22). This frame-
work allows the practitioner to identify where a person is on their change
journey. It can also be used to ‘chunk’ health-promoting conversations into
smaller achievable steps. Focusing on one stage at a time may feel more
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achievable within a time-constrained consultation. A single consultation
might, for example, help to move someone from pre-contemplation to
contemplation with the words ‘Have you thought of (health or wellbeing
topic)? When you last (did x), what worked? How would (change) make
you feel?” and inviting them back to discuss it another day. Aiming for a
single step at a time allows the patient time to process each step, to do their
own research, to discuss with others, and even to attempt change before
returning for follow-up. It is key that follow-up is supportive and encour-
aging rather than directive or admonishing. The latter approach is likely to
elicit defensive behaviour and there are always reasons (capability, oppor-
tunity, motivation or competing interests) why a behaviour did not occur.

Permanent
change
Action
Preparation Maintenance
Contemplation Relapse

4

contemplation

Figure 17.3 Stages of change (transtheoretical) model. © Kay
Leedham-Green based on Prochaska et al. 1992 (22)
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Broaching complex or sensitive topics

One of our chapter authors ran a training day for 60 general practi-
tioners and practice nurses on person-centred approaches for address-
ing obesity within a clinical consultation. Their pre-course survey
asked participants what they were struggling with, and their post-
course survey asked what they found most helpful. The pre-course
survey highlighted the level of complexity that these generalists were
encountering. Specifically, the association of morbid obesity with fac-
tors such as complex childhood trauma, poverty, mobility impairment,
binge eating disorder, or ongoing abuse. A large observational study in
California found that two-thirds of respondents with morbid obesity
were survivors of complex childhood trauma (23). The pre-course sur-
vey also highlighted concerns about causing offence or further trauma
by raising sensitive issues. The post-training survey identified learning
to broach sensitive topics in person-centred ways as the most helpful
learning point of the day; the second being how to use coaching rather
than directive approaches.

These practitioners expressed differing views on how and when
conversations about weight should be brought up within a consul-
tation. Is it ethical to only raise the issue of obesity after pathology
such as hypertension, arthritis or diabetes has set in? Is it ethical to
raise the issue proactively if it has the potential to offend? Is it ethi-
cal to ignore it, given the strong association with eating disorders and
abuse? We asked our invited patient advocates and course participants
with lived experience of obesity for their views. Can the topic be raised
proactively without causing offence? One participant said that they
did not like being told they were overweight (‘You’re not breaking bad
news, I do know!’), but that it was a relief to be invited to talk about
their concerns as they themselves sometimes found it difficult to start
the conversation. Their consensus was that it was appropriate to offer
the conversation proactively, but not to impose it: effectively ‘asking
to ask’. Table 17.3 summarises workshop comments on some of the
approaches commonly used to broach obesity.

Working collaboratively

Another feature of generalism is the emphasis on collaborative working.
Generalists approach all types of health problems at all stages in life, not
because they know everything, but because they work collaboratively
and know when (and when not) to draw on evidence-based guidelines
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Table 17.3 Critiquing strategies for broaching obesity in a consultation

would you mind
stepping on to the scales
... 'm sorry to tell

you that you have an
unhealthy BMI (body
mass index) ...

bad news’.

Strategy Comments from Impression given by
patient advocates strategy
While you're here, Sounds like ‘breaking Practitioner’s agenda.

We need to have a
conversation about your
weight ...

Sounds like a ‘telling
off’.

Practitioner’s agenda.

Can I ask you about
your weight? Is this
something you would
like to talk about

Offering, not imposing,
the conversation. Asking
to ask. Focusing first on
the patient’s agenda.

Patient-centred.
Mutually engaged.

today? What are your
concerns?

(see also Chapter 5). This way of working creates a form of dynamic,
distributed expertise: patients have a single point of contact, but access
to a much wider network of information and healthcare professionals
who may be experts in exercise, diet, self-management and other health-
related issues.

Example 17.1b: Mukta and Joe work together

Mukta is a busy practice nurse who runs a weekly personalised
care-planning clinic for patients with multimorbidities. Each
patient gets two appointments, the first is for tests such as mental
health screening, blood pressure, blood tests, foot checks, BMI
and inhaler checks. After the results have been shared with her
patients, they come back for their second appointment, which is
where the conversation about what would make a difference hap-
pens. Mukta used to avoid asking about wider social issues, even
though she knew how important they were, because she didn’t
know how to help. That was until she met Joe, their local social
prescribing link worker.
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Joe is an experienced health coach and met Mukta on a course
he was running. Mukta is now happy to invite conversations about
anything including housing, poverty, heating, nutrition, social care
and loneliness. If Mukta can’t help her patients resolve something
that is affecting their health and wellbeing within her care-planning
consultation, if appropriate, she offers a referral to Joe. Joe doesn’t
solve his patients’ problems for them. Instead, he supports them to
look together at what it is possible to solve, supported through his
knowledge of local and online resources. Joe explains how, if he
can’t find a resource to suggest, he will offer to link patients with
someone who might be able to help. He describes a repair and recy-
cle club for refugees that was set up by Johan (see Example 17.1a)
at his local community centre, with the help of a social enterprise
grant they applied for together.

To be continued ...

Evaluating health and wellbeing interventions

Although evaluative data can be used in research, the purpose of evalu-
ation is to understand, monitor, or improve a contextualised interven-
tion rather than produce transferable knowledge (24). A very simple
outcomes evaluation might ask whether an intervention achieved its
stated goals. A more complex ‘realist’ evaluation might look at who the
intervention worked for, to what extent, in which contexts, and why.
An economic evaluation might look at the social, financial and environ-
mental inputs in relation to outcomes to determine what value was cre-
ated for different stakeholders. A participatory action research model
might invite patients and carers to work with those delivering the
intervention to evaluate its processes and improve it. Evaluation plans
should ideally be built into the intervention from the start, involve
stakeholders, specifically patients and communities, and follow legal
and ethical guidelines for consent, confidentiality, data protection and
minimisation of harms. Formal ethical oversight may be required if the
results are to be disseminated, for example through publication or con-
ference presentation.

Direct measures of evaluation can be relatively straightforward.
For example, frequency of use of a weight-loss or smoking cessation app.
However, exploring how, why and when a wellbeing intervention is used
(or not) may be more complex. For simple health-related interventions,
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it may be possible to track physiological markers of morbidity over time
such as blood pressure, cholesterol, glycemic control or BMI, or to use
self-reported behavioural outcomes such as smoking cessation rates,
exercise diaries or medication adherence. Many wellbeing interventions,
however, tend to have harder-to-measure outcomes, such as reducing
loneliness, increasing someone’s sense of purpose, or reducing feelings
of overwhelm. An understanding of how an intervention is supposed to
achieve the desired wellbeing outcomes (its theory of change) may allow
proxy interim measures to be usefully proposed.

Example 17.1c: Johan and Joe evaluate their work

Joe recognises the importance of evaluating the wellbeing inter-
ventions he recommends, both at an individual and collective
level. He encourages providers of local community groups to do
their own evaluation, but he also asks his patients to complete
the WHO-5 wellbeing index before and after the intervention
(25), with a few qualitative questions before (What are you hop-
ing to achieve? Do you need any special adjustments to help you
engage?) and afterwards (What difference did this intervention
make to you? What was most helpful about it? How could it be
improved for others?). With consent, Joe shares anonymised
quarterly data with both the referrer and provider. This, he says,
encourages the referrers to refer again, and the providers to con-
tinually improve and develop. The quantitative evaluation helps
Joe to compare interventions and he combines this with demo-
graphic data to monitor inclusion.

Johan designed the evaluation of his repair and recycle club
for refugees with his club members, supported by Joe. Many
refugees arrived with language barriers. Some were suspicious
of authority. Many, like Johan, were looking for friendship, a
shared sense of purpose and belonging, as well as new skills.
They agreed on a visual record of all the repaired items that have
been returned to their community, and an informal attendance
register, with a record of why people left the club (relocation,
employment, or other).

In this case, the physical outputs of the repair and recycling pro-
ject are a proxy interim measure for one of their intended wellbeing
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outcomes: a sense of purpose. Their attendance register is another
useful interim measure as social participation in the group is likely
to be a precursor of reduced loneliness. Seeing whether people
have moved on to employment might also be an indicator of lan-
guage and skills development, and can be compared with local
benchmarks.

Interim proxy measures are useful as they can often be charted over time
with minimal burden on participants. There are also a variety of validated
questionnaires that can be used to measure complex constructs such as
quality of life, happiness and wellbeing; for example, the WHO-5 wellbe-
ing index (26) or the Warwick-Edinburgh Mental Wellbeing Scale (27).
Validated questionnaires can often be used as ‘before and after’ meas-
ures to see whether the intervention had an impact, and combined with
demographic and qualitative data to understand for whom it worked,
and why. Many validated questionnaires also have benchmark data so
that practitioners can compare their intervention population with a
population mean. This enables providers to check, for example, that the
intervention is being used by the people that need it. As a note of cau-
tion, validated measures are only as useful and relevant as their underly-
ing constructs. A quality of life index that is based on physical constructs
such as chronic pain and mobility is unlikely to pick up changes in social
or psychological wellbeing. Evaluation measures should be chosen care-
fully and collaboratively.

Developing health promotion competencies

The cognitive apprenticeship model (Figure 17.4) is a useful framework
for describing the tacit steps from novice to expert in the acquisition of
complex skills such as coaching for health and wellbeing (28). Learners
typically start by learning about the practice including its theoretical and
evidential grounding, for example through pre-reading, a presentation
or e-learning. Next, they might observe application of theory, modelled
by an expert, then try it themselves under direct observation in a safe
environment, for example through simulation, expert patients, or role
play, and receive personalised feedback. Next, they apply their newly
acquired skills with clinical patients, aided by prompts, guidelines and
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Figure 17.4 Developing health promotion competencies through a
cognitive apprenticeship. Derived from Wylie & Leedham-Green (29)

other scaffolding support, ideally with near-hand debrief support from
an expert. Support is gradually withdrawn as the learner gains confi-
dence. Finally, once the learner can articulate what excellence looks
like, and critique and reflect on their performance in relation to others,
they develop as experts who can independently innovate, improve and
educate. Figure 17.4 illustrates how these steps were integrated into an
undergraduate health promotion course component at King’s College
London (29).

There are additional factors that may need to be addressed if a
learner is going to integrate discussions around health and wellbeing
into their evolving clinical practice. It may not be enough for them to
simply develop the right professional competencies, for example, by
completing a health coaching course. They also need time and the
appropriate environment in which to engage their patients in discus-
sion; to believe that health promotion is an effective use of that time
and in their patients’ best interests; and that wellbeing and health pro-
motion are part of their professional identity. Mukta’s example, above,
also illustrates that learners are more likely to act if they are famil-
iar with any available resources, such as link workers, self-help apps
and referral options. These requirements for effective clinical practice
have been described as role competency, role legitimacy and resource
adequacy (20). These are illustrated in Table 17.4, alongside potential
educational interventions.
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Table 17.4 Challenges and strategies for health promotion in clinical practice

Facilitator Challenges Strategies
Role legitimacy Lack of senior role | Training seniors in parallel
e Seeing health modelling with juniors to enhance role
promotion as modelling
. Judgemental
part of their ] .
. attitudes Expert patients who are
professional . .
. . willing to share their story
identity Fear of offence
e Believing health Learning patient-centred
B Despondency
promotion is in approaches
their patients’ . . .
interests Exploring positive evaluations

Role competency

¢ Knowledge of the
evidence base

¢ Ability to use
clinical guidelines
effectively

¢ Health coaching
skills

Knowing what to do

Knowing how
todoit

Knowledge of
resources

Knowing
how to work
interprofessionally

E-learning and pre-reading
Practical skills workshops

Opportunities for practice with
feedback

Scaffolding tools (see above)
Assignments and assessments

Interprofessional projects &
seminars

Resource adequacy

¢ Opportunities,
resources, support

¢ Ease of access to
resources

Finding time and
headspace

Local referral
options and
protocols

Effective therapies

Appointments with protected
time for forward planning

Chunking: one change-step per
consultation

Health navigators / link workers

Responsive commissioning of
local services

Educational example: Integrating culinary medicine
education into the core undergraduate medical

curriculum at UCL

Culinary medicine at UCL (30), which was introduced into the
core undergraduate medical curriculum in September 2019, is a
worked example of supporting learners in applying knowledge to
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clinical practice using elements of the cognitive apprenticeship
model (29).

Let food be thy medicine and medicine be thy food.
Hippocrates

It is well-known that food can be used to navigate the interface
between wellbeing and health or illness by preventing, inform-
ing, mitigating or supporting management of diseases. This
involves healthcare professionals working with patients in part-
nership to embrace this element of their life as relevant to discuss
during a clinical encounter; and to be curious about the patient’s
story to focus and negotiate areas for potential change. However,
healthcare professionals may find it challenging to discuss, or
even raise, the subject, given that food can be a sensitive topic.
Healthy eating has marketised associations with physical appear-
ance, mental health and self-esteem; it has significance in diverse
cultural practices, which may be poorly understood; and there
are complex associations with food poverty, insecurity and eating
disorders.

Culinary medicine is the art of teaching healthcare profession-
als about evidence-based scientific principles of nutrition and its
application to clinical practice. A bespoke course developed with
UCL medical school was designed to focus on general practice-
based conversations with patients and is delivered by a multidisci-
plinary team of healthcare professionals (GPs, dietitians, chefs and
patients). The course is delivered to penultimate-year medical stu-
dents and aims to provide clinically relevant nutrition training on
dietary management of chronic disease, such as type two diabetes
mellitus (31). Students are encouraged to draw upon experiences
of patient encounters during their clinical GP placements to help
maximise the relevance and potential connections between theory
and practice. The course teaches the role of food and dietary con-
versations in disease prevention and management, and the inter-
play of cultural and socioeconomic factors in food availability and
diet. Students first complete a session of e-learning before attend-
ing a hands-on day of consultation workshops (motivational inter-
viewing, role play and active learning through speaking to expert
patients), case-based group discussions and practical culinary skills
training in a teaching kitchen. Students are then encouraged to
apply their newly acquired knowledge and skills to future patient
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encounters in general practice, by identifying a patient during their
general practice placement, with whom they can talk about food
and diet (e.g. a young woman with polycystic ovarian syndrome).
The intended learning outcomes are to equip students with the
skills to provide holistic, patient-centred care to empower patients
to embrace healthier eating. Iterative adaptations to the course
were made to address changing clinical need: for example, the
SARS-CoV-2 pandemic of 2019 and food insecurities exacerbated
by the cost of living. This topic was introduced into the course to
highlight the challenges of accessing affordable, healthy and nutri-
tious meals for a greater number of people and the available sup-
port services.

This worked example demonstrates the role that generalists play
in discussing food with patients, working with patients on a personal
level at the interface between the individual and wider society. In the
UK, despite the evidence base for improving health and wellbeing
through a healthy diet, and the public’s support for public health ini-
tiatives, the national food strategy has yet to be translated into policy,
for example the sugar tax and banning advertising of junk food.

It is also important to note that teaching medical students these
skills does not serve to replace the work of dietitians, who are trained
professionals. Instead, the aim is to emphasise that recognising ill
health as a result of poor nutrition and co-negotiating simple, appro-
priate dietary strategies is in the scope of practice for all healthcare
professionals, and a competency required of UK medical school gradu-
ates whatever their chosen career (32). The ability to notice a relevant
opportunity for a conversation with a patient about food is a crucial
element of the way in which clinicians problem-set. This involves
attending not only to issues explicitly brought by a patient, but also
related opportunities for health promotion or management of chronic
conditions (see also Chapter 1). Equipping healthcare professionals
with these skills can only strengthen collaboration between the dif-
ferent members of the multidisciplinary team, with further increased
shared understanding and goal setting for improving patient health
and wellbeing through dietary changes.

A further reason to support clinically relevant nutrition training
for healthcare trainees is the evidence base for health benefits for
medical students who learn about healthy eating themselves (30,
33-36). Many students report a positive impact on their own food
preparation and use. Thus, through learning how to help patients
lead healthier lives, there are mutual benefits for learners.

EMBEDDING HEALTH AND WELLBEING

393



394

Conclusion

In summary, embedding wellbeing into education and clinical practice
requires fostering a collaborative working relationship between the
patient, clinician and learner to establish and achieve mutually agreed
goals for improving and/or maintaining a good state of wellbeing. Goal
setting should take place in a supportive environment, with access to the
wider multidisciplinary team and services as necessary. In this chapter,
we have explored examples of how wellbeing can be taught, how col-
laboration can be supported through various frameworks, and how
clinical consultations can be structured using models to inspire change.
Ultimately, each individual will bring their own interpretations and val-
ues about what good wellbeing looks like. It is the responsibility of the
clinician working with that patient to acknowledge and explore this fur-
ther, and to offer them appropriate and personalised support.
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Addressing multimorbidity
through personalised care

Danielle Nimmons, Emma Hyde and
Kay Leedham-Green

Introduction

Multimorbidity is a term often used as a ‘call to arms’: to justify more gener-
alist approaches to organisation and practice of clinical care, and similarly
the need to support more generalist approaches to learning and workforce
development. The terms multimorbidity and generalism, however, should
not be conflated and are not synonymous. In this final chapter, we come
full circle, showcasing elements of the generalist principles we describe
in Chapter 1; illustrating some of the challenges and opportunities for
production and use of research and evidence described in Chapters 4 and
5; ways to support learning and assessment described in Chapters 6 and
7; and implementation opportunities and challenges in how we organise
care (see Chapter 8), prescribe (see Chapter 16) and embed patient part-
nership in clinical approaches (see Chapters 3, 11, 12 and 15). Done well,
clinical care of patients with multimorbidity provides key examples of col-
laborative (see Chapter 13) healthcare.

Multimorbidity as a term is often challenged during patient and carer
discussions within clinical encounters or research. Multimorbidity and
related challenges have conversely been a persuasive and influential tool
for change: introducing to a wide audience many of the important concepts
outlined in this book. For example, strengthening person-centred health-
care priorities; lean’ and sustainable systems to minimalise medicalisation
and treatment burden for patients; and highlighting the tensions created
by linear and compartmentalised approaches to care, which forefront and
prioritise disease-specific notions of ‘good practice’. Patients’ dislike and the
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medical ‘success’ of this term are connected. We have talked throughout
this book about the privilege and preferences attributed to disease-based
knowledge: often at the expense of attention to additional knowledge forms
(such as experiential knowledge of patient, carer or practitioner). There are
myriad definitions for multimorbidity, but all embrace the existence of one
or more disease(s). Some, in addition, use the term to mean broader (and
often co-existent) issues such as social determinants of health (for example,
homelessness, relationship breakdown, debt, loneliness) as discussed par-
ticularly in Chapters 8, 10 and 11. But the presence of disease is still the key
factor to inclusion (or not) in this umbrella of attention (and potential care)
within current clinical practice, research and education.

This chapter, then, examines a subset or instance of generalism. It is
not, however, synonymous with, or the totality of, generalist possibilities for
practice and learning. The current burgeoning of political attention to mul-
timorbidity is by no means a bad thing. But we urge you as interested read-
ers and participants in generalist approaches to be mindful not to limit your
gaze to this disease-focused element of generalism, at the risk of forgetting
the myriad additional lenses, knowledge forms and legitimate concerns a
generalist encounter might require. Our key tenets of generalism (outlined
in Chapter 1) include connecting knowledge; expansive exploration; adap-
tive implementation; and participatory approaches forefronting partner-
ship and collaborative approaches to working with patients and colleagues.
These can apply to patient problems attributable to a disease diagnosis, but
also illness or problems with no formal disease label. This chapter show-
cases, then, ways in which these generalist principles might be examined,
learned and implemented for patients labelled with multimorbidity.

A key area of current international interest relates to how general-
ists care for people with multimorbidity. Multimorbidity, or the presence
of more than one long-term health condition, has been called the ‘defin-
ing challenge’ of our era (1) and is important for healthcare systems world-
wide. How can rising multimorbidity be managed equitably and sustainably
for current and future generations within a resource-constrained environ-
ment? How can we support people and carers who live with multimorbidity
to live well to the best of their abilities? This chapter focuses principally on
how generalism is enacted within a care-planning consultation for patients
with multimorbidity to deliver what is known in the UK as ‘personalised
care’. It also touches on the healthcare systems and community-based
resources that support people and carers who live with multimorbidity;
however, these are covered in more depth in Chapters 8 and 11.

We invite you to consider how the core principles of generalism
afford a different perspective on multimorbidity to the disease-centred
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approaches around which most healthcare, clinical research and clinical
education are configured. Although patients are likely to need episodic
input from specialists, this chapter argues that generalism needs to thread
and weave through these intermittent encounters with specialists, as
well as being complemented by primary care clinicians offering compre-
hensive, longitudinal, personalised approaches and coordination of care.
Throughout the chapter, we will refer to a UK national workforce develop-
ment programme led by the Personalised Care Institute, describing how
it is transforming multimorbidity care through personalised approaches.

Background

Definitions

Multimorbidity has been defined in a number of ways, although the pres-
ence of two or more long-term health conditions is commonly used (1).
This definition has come under scrutiny for many reasons, not least of
which is its relevance to patients. How should comorbidities related to
a patient’s principal diagnosis be labelled? For example, complications
of diabetes? At what point does an acute problem that may or may not
resolve, such as pain or depression, become classified as long-term or
chronic? The definition uses a simple count of conditions without a focus
on one condition over and above the others, despite different conditions
impacting people differently. For example, high blood pressure is usu-
ally asymptomatic and has little impact on people’s lives, while a single
diagnosis of dementia or stroke will have a much greater impact lead-
ing to greater care use, treatment burden and reduced quality of life.
Further terminology and definitions include the use of predefined lists,
the term ‘complex multimorbidity’ (2), ‘condition clusters’ and ‘weighted
indexes’ where conditions are graded according to severity or impact (3).
However, it is unclear if weighted indexes are superior to a simple count
of conditions — for instance, when predicting population outcomes (4).
While limited data shows certain condition clusters are associated with
poorer health and higher healthcare needs, in particular those includ-
ing mental health (5-7), further research is needed to explore multi-
morbidity clusters and their effects across different sociodemographic
groups (8,9). There are likely to be multiple evolving interpretations of
what constitutes a long-term condition. Ultimately, the best way to define
what s (or isn’t) a long-term condition, and so make decisions about care
requirements, is through a conversation between an individual and their
healthcare professional.
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Prevalence

The prevalence of multimorbidity is complicated by competing defini-
tions, imprecise boundaries between health and illness, fluid disease
definitions, and factors that impact on the accuracy of disease surveil-
lance such as access to healthcare, socioeconomic status and study meth-
odology (10). Some studies that include risk factors such as obesity and
excess alcohol, estimate prevalence as high as 95 per cent (11), while
more commonly used definitions place it at around 23-27 per cent in
the UK (12,13). Despite various attempts, a precise unifying definition
or monitoring strategy remains elusive (14). A unifying definition is also
perhaps unhelpful, given the un-unified nature of people’s needs and pri-
orities — including young people with disabilities, tri-morbid survivors
of complex trauma, and those with age-related frailty. Whichever defini-
tion one takes, the prevalence of multimorbidity appears to be increas-
ing worldwide, driven by ageing populations as well as social, economic
and environmental factors (15), although there are criticisms that some
of this might be diagnostic creep as ageing, poverty, pain and distress
become labelled, pathologised and marketised (14).

Causes and associations

The determinants of multimorbidity include genetics, ageing and the
risks associated with clinical treatment. They also include potentially
modifiable environmental and social factors such as poverty and poor
housing, and ‘behavioural’ factors such as smoking, obesity, nutrition
and alcohol which are all associated with and compounded by low soci-
oeconomic status (4,16). The clustering of certain conditions, such as
diabetes with heart failure and kidney disease, suggests that morbidity
itself is a risk factor for further morbidity, either related to a common
underlying cause, such as poor diet, or one disease causing the next,
such as poorly controlled diabetes leading to cardiovascular and oph-
thalmic complications. Multimorbidity is also a risk factor for reduced
mobility and socioeconomic participation, which can lead to frailty,
depression and anxiety (17) and increased risk of mortality (18). Those
with more than one long-term condition often experience more fre-
quent hospital admissions with longer length of stay compared to those
without multimorbidity (19,20). There is evidence to suggest quality
of life can be impacted by the severity of conditions (21) and certain
combinations of conditions can have larger negative effects on quality
of life than expected compared to the sum of each condition considered
independently (22).
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Mental health conditions also play an important role in multimor-
bidity. Not only is there evidence that the risk of mental health conditions
increases as the number of long-term conditions increases, but also that
mental health conditions can increase the risk of further multimorbidity
(23). Moreover, symptoms of depression are thought to be predictive of
multimorbidity in older people (24). Having physical and mental health
conditions can lead to poorer quality of life, worse clinical outcomes and
early mortality, compared to those who have physical conditions alone (25).

There is a clear association between increasing age and multimor-
bidity (12,26), although it is important to note that many young people
are also affected (27), and in absolute numbers, there are more people
with multimorbidity below the age of 65 years than above (12). The
diagnosis is also more common in women (11) and those from low socio-
economic groups, where those in the most deprived areas experience
higher levels of multimorbidity compared to wealthy areas, and develop
it at a younger age (12). Self-management of many long-term conditions
requires time, effort and skills, including literacy (28) and studies suggest
low health literacy is associated with the presence of multimorbidity (6).

[Health literacy] is linked to literacy and entails people’s knowl-
edge, motivation and competences to access, understand, appraise,
and apply health information in order to make judgments and take
decisions in everyday life concerning healthcare, disease preven-
tion and health promotion to maintain or improve quality of life
during the life course. (29)

Impacts

Recognised complications of multimorbidity include reduced quality of
life, which may be further reduced by increased condition severity (21)
or by having certain combinations of conditions (22,30). Fragmentation
of care is also potentially increased (31) as is the burden of treatment for
patients and potentially their carers, as people may need to self-manage
multiple conditions, attending multiple appointments, managing
many drugs and engaging with many different healthcare profession-
als (32,33). Multimorbidity is associated with reduced life expectancy
(34,35) and increased use of health services, including primary care and
emergency care (19,36,37).

Multimorbidity is associated with polypharmacy and high healthcare
utilisation, which leads to higher treatment burden for those affected and
potentially increased costs to themselves and/or the healthcare system
(37). Few single-condition guidelines explicitly address treatment burden
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or details on how to prioritise competing recommendations. These are cru-
cial to consider in patients with multimorbidity, in whom treatment bur-
den may become overwhelming (38,39). Multiple long-term conditions
tend to result in multiple GP or hospital outpatient appointments, and it
can be challenging to navigate healthcare services that are fragmented and
designed for people with singular conditions.

Healthcare professionals can experience challenges managing the
needs of patients with multimorbidity. This may include having to follow
multiple clinical guidelines for one patient, managing conditions outside of
their areas of expertise, as well as prescribing complexities (40). The com-
plexity and volume of work and number of patients can also make it diffi-
cult, particularly for generalists who tend to provide continuity of care (41).

Researching multimorbidity

The case for a new research lens

Clinical research tends to focus on single diseases and/or clearly defined
interventions (42): randomising one set of patients to one clinical path-
way and comparing their outcomes to another. Guidelines are then
developed based on a synthesis of these quasi-experimental studies. The
development of evidence-based management guidelines for multimor-
bidity, however, is challenging.

Most research evidence focuses on single diseases. While some peo-
ple with mutlimorbidity might be included in studies, this is rarely explicit.
Often, people with multimorbidity are deliberately excluded: they may
be too frail, ill or complex. This raises questions about the applicability
of research findings to this population (43). Patients may also find them-
selves excluded from or dropping out of care pathways if services are not
designed to address their ‘entanglement of physical, mental, and social
vulnerabilities’ (14). When randomising patients to one arm or another,
for example personalised versus non-personalised care, it may not be pos-
sible to blind either the patient or the clinician, raising questions of bias.
How ethical is it to refuse personalised care in the non-intervention arm?
And what is ‘usual care’ in the control arm? Humans are social creatures,
and clinicians are likely to improve their practice based on what they see
and hear others doing, so is the control arm ever effectively controlled?
Effective multimorbidity interventions are likely to be complex rather than
unifactorial, so it may be unclear whether all parts of the intervention are
needed. Interventions often require adaptation to meet local or contextual
needs, and these adjustments and necessary agility are important to ena-
ble and capture in research and evaluation.
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How relevant are predefined interventions, or indeed outcome
measures, to personalised care? High-level outcome measures, such
as ‘quality of life’ indexes, are necessarily based on proxy indicators.
These indicators might well be associated with greater or lesser qual-
ity of life, for example chronic pain or reduced mobility, but are these
proxy indicators fixed or remediable in patients with multimorbid-
ity, and how accurate are these indices if quality of life improves in
other ways or if people have multimorbidity without chronic pain or
impaired mobility? Countable outcomes such as death or emergency
admission may require very large sample sizes to confidently differen-
tiate between the two arms of a study as the effect size may be small,
the frequency of countable events low, inter-person variability high,
not to mention problems with the accuracy of reporting or adherence
to intervention. Individual confounding factors abound, but so, too, do
regional and temporal ones such as the availability or quality of a ser-
vice in a particular area, pandemics, recessions, geo-political conflicts
and environmental changes. Even if confounding factors such as socio-
economic deprivation have been adjusted for, how is a clinician sup-
posed to interpret the evidence if their patient or service is situated in
an area of socioeconomic deprivation (4)? Although there have been
some notable attempts to conduct high-quality trials based on complex
interventions for multimorbidity (1), the use of multiple definitions,
terminologies and indexes of multimorbidity make it difficult to com-
pare and synthesise evidence across interventions (43).

These research challenges, which are bound within a positivistic
deductive philosophy of science, have arguably led to a division within
multimorbidity care and a mismatch between the needs of people living
with multiple conditions and the resources offered by health systems
focused on evidence-based care (44). The lack of evidence for more
complex, personalised interventions does not mean that they do not
work, just that they are harder to research within the prevailing clinical
research paradigm (see also Chapters 4 and 5).

Embracing agility and subjectivity in multimorbidity research

The lack of evidence for multimorbidity interventions has often led to
calls for ‘more research’ without addressing the above epistemological
challenges. We argue that multimorbidity requires a different research
lens. Instead of researching predefined and marketable interventions,
perhaps we should be embracing local differences, allowing for agile evo-
lution of services, and simply researching and optimising impacts locally
instead? In addition to clinical trials that use objective measures, such
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as biomedical markers of disease control or countable events, perhaps
we should also focus on more subjective patient-reported outcomes?
These could be qualitative descriptions of what worked and why, or
well-constructed quantitative patient-reported experience and outcome
measures (‘PREMs’ and ‘PROMS’) (45).

PREMs, or patient-reported experience measures, have had a bad
press (46). Simple ratings such as ‘customer satisfaction’ or ‘would you
recommend this service to friends and family’ can be skewed by anything
from the availability of car-parking to racial discrimination. Goodhart’s
Law also reminds us that ‘When a measure becomes a target, it ceases
to be a good measure’ as incentivised ratings are easily manipulated by
selecting who is asked to provide feedback (47). And fundamentally,
there is little point in collecting un-actionable data: how can a global sat-
isfaction rating inform what needs to change?

Although harder to create and use, more carefully constructed
measures can pinpoint important areas of excellence or areas to improve.
If aggregated over many patients, a validated index such as the 12-point
Consultation Quality Index (48) can allow practitioners to monitor how
a specific aspect of their practice is evolving over time or in relation to
peers, for example shared decision-making, listening skills, or explain-
ing. If combined with qualitative data, carefully constructed and vali-
dated PREMs can provide actionable information on how to improve,
and whether a change is an improvement. If patient experiences are to be
used effectively within research and evaluation, then practitioners may
also need support learning to embrace and grow from feedback, which
might otherwise feel critical (49).

Whereas PREMs (experience measures) tend to be reported at a
single point in time, PROMs, or patient-reported outcome measures, are
usually reported before and after an intervention to see if there has been
an improvement. Validated outcome measures might be very targeted,
for example pain, depression or exercise scales. There are also indices
that aim to measure higher-level generic attributes that may be relevant
to multimorbidity such as quality of life (50), wellbeing (WHO-5), health
literacy (51) and illness perception (52). Patient activation (an individ-
ual’s knowledge, skills and confidence for managing his/her health and
health care) is associated with improved multimorbidity outcomes and
is a potential outcome measure for health coaching interventions (53).
The PACIC (Patient Assessment of Chronic Care) is a validated measure
that integrates PREMS and PROMS to reflect the quality of care experi-
enced by people living with one or more chronic conditions, and has been
shown to be highly specific for multimorbidity interventions (54).
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The Personalised Care Institute invited patients and carers with
experience of multimorbidity from the NHS Peer Leadership Academy
for their input on how to evaluate personalised care (55). Participants
from diverse socioeconomic backgrounds and with a wide range of
conditions and disabilities were interviewed in depth about their best
experiences and outcomes of care planning. The resulting themes
were honed at a co-creation event involving 40 patients and carers.
Their responses are thematically summarised in Table 18.1. Their ideal
experiences are very similar to the Consultation Quality Index (48)
with the added construct ‘feeling supported’, which further validates
that measure. Their desired outcomes included learning to understand
their conditions and treatments, strategies for reducing acute crises,
adapting their care to their specific needs, engaging with supportive
resources for health and wellbeing, and regaining or retaining some
control so that they could engage with living rather than just coping.

Table 18.1 What do people with lived experience of multimorbidity want from
their care-planning appointments?

How patients would like to What patients hoped to gain from

experience personalised care personalised care

* Feeling welcomed and respected * Understanding of their conditions
by healthcare staff and/or treatments

¢ Being invited to talk about what * Ability to reduce or prevent
matters to them problems

¢ Feeling listened to and understood | * Ability to problem-solve if

¢ Being treated as a whole person, challenges arise
not just a case * Engagement with health and

* Feeling cared for, preferably by wellbeing
someone that knows them * Access to helpful resources and

* Having their concerns taken support
seriously * Ability to adapt to their personal

¢ Having things explained clearly circumstances and needs

¢ Being involved in discussions +/— | ¢ Ability to act on their own ideas
with their family/carer(s) and preferences

¢ Feeling in control of their * To feel more in control and less
decisions and plan overwhelmed

¢ Feeling supported * Ability to focus on what matters

to them rather than just coping
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Generalist approaches to multimorbidity

Replacing someone’s knee is a complex process. Titrating someone’s
pain medication is a complex process. Even arranging a meeting can be
a complex process. These processes, however, all have clearly defined
outcomes. Everyone involved can see whether you have got it right or
wrong. Addressing multimorbidity, however, can be considered a ‘super-
complex’ problem. Not only are the processes complex, but the outcome
is also not clearly defined. What is a priority from one perspective, may
be different from another. Even for the same problem, the healthcare
practitioner, the patient and their family/carer may have different per-
spectives on what is a good outcome.

We articulated the core concepts of generalism in Chapter 1. These
include:

» Participatory values and practices: respecting and inviting the views
and strengths of patients and carers.

* Embracing and integrating multiple ways of thinking and paradigms
of knowledge.

* Leveraging distributed expertise by working collaboratively.

* Agile and responsive systems and processes.

* Working pragmatically and sustainably to address what matters to
people and what is necessary for population health.

These principles have led generalists to design integrated services that
are centred around people rather than diseases; to respect patients
and carers as experts in their own needs and priorities, with their own
strengths and problem-solving abilities; to work collaboratively with
patients and carers to identify and address what matters to them; to
work collaboratively across sectors, consulting specialists and guidelines
as needed; and to focus sustainably on the determinants of health as well
as disease. In Chapter 5, we looked at the different ways in which evi-
dence informing decision-making about management and prevention of
osteoporosis is framed and produced, focusing for example differently on
cost-effectiveness, or patient outcomes. Here we use a similar decision
about osteoporosis prevention to explore participation and engagement
within decision-making (see Example 5.1).
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Example 18.1: Funmi

Funmi (she/her) is a 79-year-old retired administrator. She is frail,
mobilises with a frame, falls regularly, and was recently admitted
to hospital with a wrist fracture. She has urinary incontinence and
occasional faecal incontinence following adjuvant chemotherapy for
breast cancer five years ago and gets angry and distressed if she is
unable to get to the bathroom on time. She has a history of self-harm,
drinks alcohol to excess, has moderate hearing loss and mild memory
loss. She has always lived alone and wants this to continue. She has
weekly visits from her brother who has anxiety, a specialist continence
nurse, and a daily carer who makes her lunch and does her laundry.
Her carer says Funmi often refuses her medicines and lunch.

Funmi’s brother phones the practice social worker who coordi-
nates her care. He says Funmi has received an appointment for a
bone density scan from the local hospital following her recent fall.
He is concerned that the letter says she should come alone using
hospital transport, but he doesn’t think she will attend unless he
goes with her. After a brief discussion, he agrees to bring Funmi to
the practice so that they can go through the options together.

Her brother says that Funmi would be confused and distressed
without him and explains the risk of incontinence if she is left wait-
ing without easy access to facilities. Funmi is a bit annoyed about
the scan as no one discussed it with her. The social worker calls the
GP in for advice on the risks and benefits of the bone scan. The GP
calculates Funmi’s fracture risk and explains that she meets the
NICE intervention guidelines for bone protection without the scan.
They agree to cancel the scan.

The GP then asks Funmi whether she wants to discuss bone pro-
tection. Funmi says she wouldn’t want any medicines as she has
‘given up’. The GP explains that bone protection might halve her
risk of another fragility fracture. Funmi agrees this is something she
does want to avoid. They agree on an annual intravenous infusion
at the local hospital, which, although slightly less effective than
regular oral medication, she is more likely to tolerate. The GP then
asks Funmi whether she would like to discuss her mood or drink-
ing. Funmi roundly refuses.

After the GP leaves, the practice social worker opens the discussion
up and asks Funmi ‘What matters to you, and what would make a dif-
ference?’ After a pause, Funmi says a new hearing aid would make
a difference. Her previous one is no longer helping and doesn’t fit
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very well. This is causing social isolation and worsening her mood.
Her brother says he is more worried about her falls which are increas-
ing in frequency. He explains that Funmi often spends the night on
the floor as she doesn’t want to disturb him by pressing her personal
alarm (which defaults to his phone) and she can’t get up alone. They
agree on a referral to a local audiology service, and a separate refer-
ral to a falls service who will work with Funmi to prevent and recover
from falls. The social worker checks how confident they are with the
plan, and Funmi’s brother admits he is worried about the audiology
appointment. The social worker asks him what might improve his
confidence. He says he will visit ahead to check where the toilet facili-
ties are. The social worker shows them a resource for checking acces-
sibility online which they are both pleased with and will use again.
The practice social worker then shows them the local drop-in alcohol
intervention service which includes an accessible community garden.
Funmi says she will think about it. They agree to follow-up on this
conversation at Funmi’s formal care-planning appointment which is
due in a month.

Pause and reflect

We invite you to reflect on the different approaches of the hospital team that
requested the scan, the GP who negotiated an alternative, but directed the
focus of discussion, and the practice social worker who simply asked, ‘What
matters to you, and what would make a difference?” What were the relative
impacts on the patient and carer? What were the relative social, environ-
mental and economic costs (triple bottom line)? How do you balance and
integrate disease management with patient and carer priorities?

Structural approaches

The House of Care

There is a clear rationale for proactive care for people living with long-term
health conditions regardless of multimorbidity. Apart from the obvious
impacts of poorly controlled disease on a patient’s symptoms and social
participation, healthcare needs and costs rise if complications ensue. The
socioeconomic rationale of proactive care led several health insurers in the
USA to develop a range of models of care for people with long-term con-
ditions such as the ‘Kaiser Pyramid’ which stratifies patients according to
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Organisational processes:
case management, administration

) )
Health and
Engaged, care
informed, Collaborative professionals
enabled conversations: who are
individuals personalised care committed to
and carers partnership
working

_______/ ________/

Responsive planning: commissioning formal and informal
sources of support and care

Figure 18.1 The House of Care model includes key organisational
processes, collaborative conversations and responsive planning.
Adapted from Roberts et al. 2019 (79)

need (56), and the ‘Chronic Care Model’ which aims to improve outcomes
through integrated care (57,58). These models were adapted to the UK con-
text and introduced as the House of Care (59,60) (Figure 18.1).

Organisational processes:

* Case finding and stratification of patients into tiers to identify people
who can self-manage or who have risk factors (tier 1), people with
health conditions that need regular review (tier 2), and people with
multimorbidity or complex needs who require individual case man-
agement (tier 3).

* Ensuring healthcare is free at the point of need so that patients and
carers are not disincentivised from engaging with proactive and pre-
ventive measures.

* Ensuring case management is integrated and organised around peo-
ple rather than specialisms and managed by a healthcare professional
that knows them (usually a generalist with specialist input as needed)
to avoid duplication and repetition.
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» Separating routine tests, structured education and specialist investi-
gations from care-planning conversations, so that there is time and
headspace for forward planning.

e Sharing test results and information with patients and carers in
advance of care-planning conversations so that they come prepared
and informed and are able get the most out of their appointment.

Collaborative conversations:

* Healthcare professionals that are committed to partnership work-
ing and trained with advanced communication skills such as health
coaching and shared decision-making.

e Sharing information and sharing decisions, so that no decision is
made about a person without involving them, and they have owner-
ship and control when planning next steps.

* Opening up care-planning conversations beyond the biomedical, to
invite reflection on what matters to the patient, and what would make
a difference to them.

* Assuming people have strengths as well as needs by inviting them to
set personal goals that they find important, and to commit to specific
actions that they find manageable and achievable, through coaching
conversations.

Responsive planning:

e Supporting access to community groups and non-healthcare services
through social prescribing (see Chapters 11 and 17) to support well-
being and address the determinants of health in addition to pathology.

* Ensuring health and community services are aligned to patients’
needs, through responsive commissioning, enabling choice, and
patient and public involvement.

The partnership approaches (shared decision-making and care-planning
conversations) that are central to this model are supported nation-
ally in the UK through a workforce development programme known as
Personalised Care.

Personalised care

Personalised care is considered one of the cornerstones of a sustain-
able healthcare system (61), and is being operationalised internationally
(62,63). Personalised care is not to be confused with personalised medicine
which aims to target therapeutics through genetic profiling (64). Rather,
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it is about engaging people as active partners in their own healthcare
and wellbeing. The rationale is strong: patients and carers are arguably
healthcare’s most under-rated resource. Finding ways to engage people
in the decisions that affect them, rather than applying a one-size-fits-all
approach, has been shown to improve the quality of those decisions, reduce
decision conflict, reduce unwanted interventions and improve adherence
to chosen options (65,66). Coaching people who have difficulty manag-
ing their long-term health problems has been shown to achieve better out-
comes than purely disease-focused case management (67). Giving people
with enduring care needs the autonomy to spend their care budgets as they
choose, helps them to achieve better quality of life, and leaves patients and
carers feeling more confident and empowered (68). Involving people and
communities in social interventions, rather than purely medical ones, can
improve feelings of control and self-confidence, reduce social isolation and
can have positive impacts on health-related behaviours including weight
loss, healthier eating and increased physical activity (69).

This chapter introduces the core communicative strategies of
health coaching and shared decision-making and discusses how these
might be brought together in a personalised care-planning consultation.
Chapters 11 and 17 describe how clinical generalists work collaboratively
with link workers and other community and social care professionals to
address the social determinants of health and wellbeing through com-
munity interventions.

Example 18.2: The Personalised Care Institute

The Personalised Care Institute (PCI) was commissioned by NHS
England in 2019, to help achieve an ambition to deliver personal-
ised care to 2.5 million people by 2024, a vision that was set out
in the NHS Long Term Plan (70). The PCI was tasked with writing
a national curriculum for personalised care, and training at least
75,000 health and care professionals by 2024. The personalised
care curriculum was written by subject-matter experts and stake-
holders including patient and carer representatives in 2019/20. It
underpins the PCI’s free open access e-learning courses (71) and the
courses offered by accredited training providers. Since its launch
in 2020, the PCI has steadily gained national attention, and at the
time of writing, the PCI was on track to meet its educational targets.
Feedback from health and care professionals who have completed
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the PCI’s courses has been extremely positive about the quality of
the resources, and the impact it will have upon their practice.

As well as providing training for clinicians and healthcare pro-
fessionals about personalised care, the Personalised Care Institute
accredits training providers to deliver training for new roles that
support the implementation of personalised care in practice. These
roles include social prescribing link workers, health and wellbeing
coaches, and care coordinators. The training for these roles is under-
pinned by the Personalised Care Curriculum, and the workforce
development frameworks for each of the roles (72). Understanding
these roles, and learning how to collaborate with them, can be
helpful when supporting people who live with multimorbidity.

The PCI curriculum (72) describes six components: shared
decision-making, personalised care and support planning, social
prescribing and community-based support, supported self-
management, enabling choice, and personal health budgets. The
target populations for each component are based on their stratified
needs, illustrated in Figure 18.2.

é h

Specialised (tier 3)
5% of the population needing additional support on a daily basis:
k Personal health budgets and integrated personal budgets _/l
(" N

Targeted (tier 2)
30% of the population with long-term health conditions:
Supported self-care; personalised care and supporting plan

\.
P

Universal (tier 1) )
Whole population:

Shared decision-making, enabling choice, social preseribing

\_ and community-based support Y,

Figure 18.2 The interventions and target populations of the
personalised care programme. Adapted from NHS England 2019 (62)
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Personalised care and support planning

Personalised care planning is not the same as treatment planning, which
might focus on treating a specific condition or symptom. Nor is it a noti-
fication of what is going to be done to a person. It has been described
as a systematic process of ‘solution focussed forward planning, which
acknowledges the experience and expertise of the patient/carer. It brings
together traditional clinical issues with what is most important to the
individual, supporting self-management, coordinating complex care and
signposting to social prescribing’ (73).

Care-planning appointments are part of the regular, proactive care
offered to patients with multimorbidity. These appointments are typically
longer than acute clinical consultations and are ideally separated from rou-
tine tests and structured patient education (such as how to use inhalers/
insulin) so that the focus is on a personalised forward plan. It is important
that patients and carers come prepared to these appointments with the
information they need to make decisions, for example, having been sent
recent test results or prompts for areas they might like to discuss.

Personalised care and support planning is underpinned by the
organisational processes and responsive commissioning outlined in the
House of Care, above. These processes support case finding, prepara-
tion before the appointment, and responsive commissioning that sup-
ports solutions after the appointment. The appointment itself involves
generic communicative strategies such as listening and explaining, and
more advanced strategies such as coaching and shared decision-making.
Clinicians need to recognise which communicative processes are needed
for which situation. In practice, shared decision-making often overlaps
with health coaching as any plan involves a balance between risks, bur-
dens, benefits and preferences as well as active forward engagement (74).

Health coaching

It can be tempting as a healthcare professional in a care-planning conver-
sation, to tell people what the matter is with them and what they should
do to improve their outcomes, for example, lose weight or take their
medicines more regularly. Telling the patient what to do can create an
illusion of progress, particularly for the clinician, as the patient now has
all the necessary information they need to move forward. The chances
are, however, that the patient already knows what they should be doing,
and there may be complex reasons why they are not. Health coaching is
a different approach which invites individuals to focus on something that
is important to them, effectively setting their own agenda, and then to
develop their own solutions through a guided process. Coaching can help
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to build a sense of ownership and is a process that can be repeated by the
patient or carer, increasing their confidence in their personal problem-
solving abilities.

There are many different models that fall under the broad umbrella
term ‘coaching’, some of which are discussed in Chapters 15 and 17. Models
include motivational interviewing (75), conversations inviting change (76),
the StACC model (structured agenda-free coaching conversations) (77) and
T-GROW (topic, goal, reality check, options, way forward) (78). Some are
more directive (for example, focusing on a specific risk factor such as alco-
hol, or symptom such as pain), some more structured (for example, using
defined steps and numerical importance/confidence scales) and some less
structured (for example, focusing on personal narrative). However, they
share many common features and communicative strategies. A structured,
agenda-free approach is outlined in Table 18.2 (adapted from the StACC
model (77) and Year of Care (79)).

Table 18.2 A structured agenda-free coaching model

Engaging Relationship-building, setting expectations, the healthcare
professional explaining their role and the purpose of the
meeting

Information Patient and/or carer(s) telling their ‘story’: how they have

sharing been since the last appointment and why; what has been

going well and less well.

Health or care professional listening with curiosity, sharing
relevant information and evidence as needed, discussing
any test results and options.

Agreeing on the | The patient or carer deciding on what is most important to
patient’s agenda | them now, or the area(s) they would like to focus on first.

Clarifying +/- Confirming their agenda: how important is it to them?
importance scale | Repeat agenda-setting as needed.

What would positive change look or feel like?

What does the patient or carer think might help?

Goal setting Turning their agenda into a specific, measurable,
achievable goal.
How will they know when they have achieved their goal?

Action planning | Exploring different ways of achieving their goal.
Deciding on which strategy or strategies to take.
Breaking the strategy into manageable steps and agreeing

when and how to take the first step(s).

(continued)
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Table 18.2 (Cont.)

Problem-solving | Exploring their confidence in taking the first step.

+/- confidence | What might improve their confidence?

scale What if ... questions. What might get in the way of the first
step, and what can they do about any barriers?

Follow-up Recording and sharing the plan.
Offering follow-up, with repeat agenda-setting or problem-
solving as necessary.

Shared decision-making

Shared decision-making similarly involves a shift in the relationship
between healthcare professionals and patients: respecting their autonomy,
relationship-building, and curiosity about their values and needs (74). For
busy clinicians who are used to a more prescriptive approach, negotiating
decisions can initially feel burdensome; however, it also brings practical,
ethical and psychological benefits. Patients are more likely to engage if they
feel they have ownership of their decisions, and it can reduce ‘decision anxi-
ety for clinicians if they know they are respecting their patients’ informed
wishes. Shared decision-making, however, is not simply shifting the burden
of a decision on to the patient, but is a collaborative act: sharing informa-
tion and building consensus. If clinicians are genuinely committed to part-
nership working and individuals are engaged, informed and empowered,
then shared decision-making becomes both invited and expected.

At its most basic, shared decision-making about a specific test, treat-
ment or course of action involves a discussion about the benefits, risks
and alternatives, including doing nothing, as well as a discussion about
the patient or carer’s circumstances, values and preferences. Many com-
mon clinical decisions are supported by published ‘patient decision aids’
or ‘decision support tools’ which might include pictorial representations
of risk/benefit ratios. In practice, however, statistics do not always gov-
ern how people make decisions or cover the kinds of decisions they need
to make which may be multifactorial and highly personalised — for exam-
ple, whether to move into assisted accommodation or remain at home.
Furthermore, decisions are not always discrete events at one point in
time, but rather distributed processes that may include other profession-
als, friends and family, involve autonomous information gathering and
be revisited over time (80). Shared decision-making needs to address the
power dynamics that are implicit within a practitioner—patient relation-
ship; particularly so for people with multimorbidity who may have had
their autonomy eroded through ill health. Elwyn suggests three types of

MULTIMORBIDITY AND PERSONALISED CARE

415



Table 18.3 The ‘Three Talk’ model of shared decision-making

Team talk Indicating choice We need to decide together which
Providing support option ... /whether to ...
Identifying goals Let’s work together to make a

decision that suits you.

What matters to you? Who might
you want to discuss this with?
What information do you need?
[Provide information e.g. patient
decision tool]

Option talk | Comparing alternatives What did you think of the
Discussing harms and information? [+/- clarification]
benefits What are your concerns about each

choice, including doing nothing?
What would the benefits of each
choice be for you?

Decision Getting to informed Can you exclude any choices?

talk preferences Which choice are you leaning
Making preference-based | towards?
decisions Are you ready to decide?

Active Attending closely to what | Tell me more about ...

listening is said with curiosity, What do mean by ...
checking understanding

Deliberation | Thinking carefully about | Deliberation: often away from
options and preferences | the consultation, with friends and

family, over time, supported by
self-directed information seeking.

talk within shared decision-making: team talk, option talk and decision
talk which are underpinned by two processes: active listening and delib-
eration (Table 18.3 — adapted from Elwyn and colleagues (74)).

Example 18.3: Aran’s personalised care-planning
appointment

Aran (they/them) is a 20-year-old college student who has anxi-
ety, obesity and recently diagnosed type 2 diabetes. Aran mobilises
with a wheelchair following a childhood spinal injury. Aran was
recently prescribed an array of tablets but takes them infrequently.
Aran lives at home with their mother, but finds this difficult.
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Aran received a letter inviting them to a 20-minute personalised
care-planning appointment at their GP practice in two weeks’ time.
Aran’s GP practice has various care-planning invitation letter tem-
plates for different conditions. The practice sent Aran a letter that
was tailored for mobility impairment, mental health and diabetes.
The letter included a visual prompt asking Aran to rate how they
were coping. Next, it listed a range of topics that might or might not
be important: washing, eating and drinking, exercise, pain, falls,
mobility, memory, feeling down or stressed, loneliness, relation-
ships and sex, feeling scared, sleep, continence, smoking, alcohol
or drugs, taking medicines, preventing future health problems,
their care package, support from family and carers, finances.

Aran was invited to list what was going well, what needed to
change, what was important to them, and any ideas they had. The
letter also included results from a check-up two weeks ago: glyco-
sylated haemoglobin, lipid profile, renal function, body mass index,
blood pressure, foot checks, and a prompt for an eye test. The let-
ter explained and graded each test result into high, medium or low
risk. There was a space for Aran to write their questions or thoughts
against each result. Aran’s glycosylated haemoglobin, cholesterol
and body mass index were graded as high risk. Aran spent some
time going through the letter and looked up cholesterol and gly-
cosylated haemoglobin online. Aran noted that both could lead to
serious complications over time, but could be improved by taking
medicines more regularly, or by dietary change and exercise, or
both. Aran wrote on their letter that losing weight felt important,
but impossible and took it to their appointment.

After greeting Aran and ensuring they were comfortable, the
practice nurse explained that they would spend about half the
appointment discussing how Aran had been since they last met and
going through any questions they had, and the rest of the appoint-
ment planning ahead. Aran shared the completed prompt letter and
said they felt generally OK but were anxious to lose weight as they
wanted to avoid taking medicines if possible. After exploring this,
the nurse asked if there was anything else. Aran explained that living
at home had become difficult since starting college. Aran felt their
mother ‘fussed’ a lot since the spinal injury. After exploring this, the
nurse asked what Aran wanted to focus on first. Aran felt that losing
weight might solve several issues, so they agreed to start there. Aran
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explained that losing weight felt impossible as their mobility problem
meant they had difficulty exercising. The nurse asked if Aran had any
other ideas about how they could lose weight. Aran said eating dif-
ferently might be easier. The nurse asked Aran to describe a typical
day’s food and drink. Aran said their mother provided healthy meals,
but also offered up to six snacks each day, mostly crisps, snack bars
and soft drinks. The nurse asked Aran what an achievable change
might be. Aran thought they could cut down to one snack each day
and try drinking tea instead of soft drinks. The nurse asked how
confident Aran was in achieving this. Aran admitted, not very. Aran
didn’t want to cause offence by refusing snacks from their mother.
The nurse asked what Aran felt would help. After discussing several
options, Aran settled on involving their mother in the plan and get-
ting them to count the snacks. Aran and the practice nurse spent a
few moments designing a snack diary. The nurse asked Aran if there
was anything else that might improve their confidence. Aran said no,
they felt confident they could do this. The nurse asked if a follow-up
phone call in a couple of weeks would be helpful. Aran agreed. They
also agreed to repeat Aran’s tests in a few months’ time to see if there
had been an improvement.

Pause and reflect

We invite you to reflect on the above example. Who was doing most of the
work in this appointment? Do you feel Aran had sufficient understand-
ing of the risks and benefits of the different options (medicines, lifestyle
changes, or both) for addressing their risk factors? What were the risks
and advantages of sharing test results with Aran before the appointment?
Would change have happened without this care-planning process? List
the factors that led to Aran’s dietary change. Compare these factors to the
default consultation: telling Aran to take their medicines more regularly
and to lose weight. Both aim to attend to biomedical and lifestyle factors,
but which approach is more likely to support action or change?

Educational approaches

Chapter 6 articulated some of the challenges that clinical education can
produce for generalism. A clinical learner is taught to diagnose, treat and
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be ‘the expert’. Teaching, learning and assessment often focus on systems
and conditions, instead of focusing on the unique circumstances of the
person. The limitations and constraints of a technical biomedical model
when dealing with the epistemological uncertainties of multimorbidity
can be associated with significant distress in learners (81). Learning to
practise personalised care, however, can be a challenge for health and
social care professionals, especially if they are used to being advice-
givers or if they do not see personalised approaches being modelled
around them.

For learners to ‘buy into’ personalised care and develop as ‘person-
centred’ clinicians, a realist review suggested three key educational ele-
ments are needed (82):

* Priming: information should be given on what person-centredness is,
what it means for learners and their patients, and why it is important.

* Meaningful experiences: learners need an active role in the clinical
workplace, where they can understand patient narratives over time.

* Opportunities to process experiences: learners need a safe space to
reflect, process and challenge their previous assumptions.

The cognitive apprenticeship model of learning (Figure 18.3, adapted
from Stalmeijer after Collins and colleagues (83)) outlines the tacit steps
in a learner’s journey from novice to expert within a community of prac-
tice and embodies the steps outlined above.

For personalised care, a cognitive apprenticeship might start with
watching these approaches modelled by experts, supplemented with pre-
reading or an online course such as the modules provided open access

Exploration
* |nd dent
Articulation & :,a;?:: -
reflection # Innovati
avation,
‘ Scaffolding ® Summarise improvement,
Coachin * Supported assessmentsand  gducating others
9 clinical practice farmative
Modellin # Trying with # Crib sheets & assignments
ing feedback prampts * Ability to
* Rmd:_ng and # Patient avatars * Mext room describe /
. ::ch m? » * Rale-play support demonstrate
Car:ulna is » Simulation * Patient & peer excellence
lean:ﬁ::-tme @ feedback # Ability to self.
critique and
improve

Figure 18.3 A cognitive apprenticeship in personalised care. Adapted
from Stalmeijer (83) after Collins and colleagues
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by the Personalised Care Institute (71). This could be followed by initial
skills development, for example through role play using the Personalised
Care Institute’s patient avatars, or simulation-based learning opportuni-
ties with direct feedback from patient educators and/or advanced prac-
titioners. Once the learner feels able to find the right words, they might
progress to clinical practice, scaffolded by crib sheets, patient and peer
feedback, or next-room support. Once learners can articulate and reflect
on their developing practice, they progress towards independent explo-
ration and mastery learning, finally becoming experts themselves.

Assessment approaches

It is important to assess whether the clinicians of today and tomorrow
have the skills, knowledge and confidence to support people who live
with multimorbidity. If multimorbidity and personalised care do not
feature in a learner’s assessment, then learning about them is likely to
become marginalised. Chapter 7 articulated the tensions between reduc-
tionist assessment methods and the complexities of generalist forms of
clinical practice. Internationally, written examinations, including many
national licensing examinations, are increasingly based on multiple-
choice formats (84). These typically invite the learner to select ‘the sin-
gle best’ management option for a given clinical presentation, whereas
in multimorbidity there may be differing perspectives on what the most
appropriate way forward is. Practical assessments such as OSCEs or
PACES promote standardised approaches to clinical skills and tend not to
assess more complex practices associated with multimorbidity care such
as collaborative working and relationship-based care. There is a need for
more complex assessment formats that drive learners and teachers to
engage with multimorbidity and personalised care (see Chapters 6 and 7
for further discussion).

Chapter 7 introduces a range of assessment modalities that are
potentially more suited to generalist forms of clinical practice. These
include structured workplace-based assessments such as case-based
discussions (85,86). Workplace-based assessments are not without
challenges, including failure to fail, but can be helpful as formative
assessments (to promote reflection and growth) or hurdle assignments
(to drive learning behaviours by requiring tasks to be completed) (87).
The Simulated Consultation Assessment (SCA), recently introduced by
the UK’s Royal College of General Practitioners, is a form of assessment
that is potentially suited to assessing generalist approaches to multi-
morbidity in pass/fail examinations. The SCA involves 12 short whole
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consultation simulations over a 9-month period, each marked by a dif-
ferent examiner with opportunities for feedback to promote reflection
and growth. Ideally, an authentic assessment would allow a learner to
work with all the resources that a generalist would normally use, includ-
ing patient records, online guidelines, local referral options and other
sources of support.

Bridging the gap between education and practice

The House of Care is a whole systems approach and ‘clinicians commit-
ted to partnership working’ is just one pillar. Training alone is unlikely
to be enough to change the delivery of care in practice. In addition to
attending training, practitioners must also want to change and have the
right structural and cultural opportunities (see Chapter 9). They need to
believe that new ways of practising are better than the alternative, and
feel encouraged that change will be acceptable to others. It may also be
necessary to make physical changes to working environment or changes
to their working processes to ensure appointments are long enough,
that the right patients are identified and invited for care planning, that
patients and carers come prepared for collaborative conversations, that
distractions such as form filling and requests for diagnostic tests are mini-
mised, and that there are community referral pathways and resources to
support the full spectrum of people’s needs.

Conclusion

People who live with chronic ill health or disability have highly individual-
ised strengths and needs. These can fluctuate and vary not only according to
a person’s health and condition(s), but also in relation to their social, envi-
ronmental and economic contexts. Multimorbidity is challenging to address
through protocolised approaches which are the mainstay of evidence-based
medicine. This has arguably led to a mismatch between the needs of peo-
ple who live with multimorbidity, and the prioritisation of interventions to
support them. A breadth of research methodologies are needed to explore
the experiences and strategies necessary to meet the needs of people nego-
tiating multimorbidities. One key effective approach is personalised care,
which treats people as experts in their own situation, and works with them
to address what matters to them. It involves professionals, patients and
carers integrating and using a range of available knowledge, and sharing
information, power and responsibility. Personalised care is built on core
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communicative competencies including coaching conversations and shared
decision-making and is supported through proactive systems, coordinated
teamworking, and engagement with social and community resources as
well as healthcare.

Example 18.4: Multimorbidity module, intercalated
Primary Care BSc at UCL

This module was established in 2021 and jointly led by the Centre
for Ageing Population Studies and the School of Pharmacy at UCL,
encouraging interprofessional learning between undergraduate
pharmacy and medical students. It runs over a term and explores
core debates and challenges, introducing and critically evaluating
how health and social care systems support patients with multi-
ple long-term conditions. During weekly interactive workshops,
students hear from leading researchers about: ageing and illness,
frailty, mental health and loneliness, polypharmacy, social pre-
scribing, health inequalities, drugs and alcohol, and finally comple-
mentary medicine. Assessment includes a group presentation and
a two-thousand-word essay, based on any aspect of the lectures.
Feedback shows the learners value learning with and from others
from different clinical courses. This encourages interprofessional
learning and builds on previous interprofessional education expe-
rienced in earlier pre-clinical years.

For further information: www.ucl.ac.uk/epidemiology-health-
care/study/undergraduate/ibsc-primary-care-research-and-
clinical-practice/ibsc-primary-care-and-clinical

Further resources

The Personalised Care Curriculum and e-learning resources
* www.personalisedcareinstitute.org.uk/
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Generalism is a key approach to healthcare organisation and delivery that enables person-
centred, dynamic and cost-effective patient care. With its emphasis on adaptability,

generalism requires expansive, nurturing and personalised approaches to clinical education
in which a generalist attends to and explores patient priorities when problem-setting and co-

creating management plans.

Generalism in Clinical Practice and Education outlines a generalist philosophy of practice
which is brought to life through interleaved examples. Written by a range of international
clinicians, patients and academics, this book does not prescribe one ‘right’ way to do
generalism. Rather, it seeks to inspire readers’ future engagement with generalism in practice
and learning through sharing underpinning concepts, values and principles. This ‘big picture’
attention to generalism across public health, social determinants of health and clinical care
is at the heart of sustainable and efficient use of resources to prioritise those in need. The
book explores four key principles which in practice aim to achieve creative, inclusive and
agile approaches to clinical care. The goal is to support generalism in clinical practice

and education, and to produce clinical practitioners and learners that enjoy, embrace and

enhance future clinical care.

Sophie Park is Professor of Primary Care and Clinical Education at the University of Oxford
and a General Practitioner in Hertfordshire.

Kay Leedham-Green is a Senior Research Fellow in the Medical Education Research Unit
at Imperial College London.
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