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Foreword

Our grandchildren will be astonished to learn that there was a time not
so long ago when it was widely assumed that patients had no knowledge
of anything of relevance to their healthcare. All medical knowledge rested
with doctors, it was believed, and patients were expected to listen politely
and follow the doctor’s instructions unquestioningly. Those assumptions
of medical superiority and passive obedience are largely behind us now,
thank goodness, though pockets of resistance remain.
Meanwhile those of us who care about these things have set our sights
higher, aiming for a world in which the knowledge and capabilities of
patients, their families and communities are recognized as essential
underpinnings of a high-quality health service. We start from the firm
belief that patients are uniquely knowledgeable about their values and
preferences, their social circumstances and milieu, and their own experiences of health and illness. This tacit knowledge is hugely valuable. It is,
or should be, the basis for selecting appropriate treatments, for effective
management of long-term conditions, for preventing ill-health and
avoiding recurrence, for designing and redeveloping health services, and
for shaping health policy. Those with ambitions to improve population
health should value and build on these assets, not ignore them.
Self-care is the most prevalent form of healthcare. As children we learn
from our parents how to monitor our health and cope with minor illnesses and we often manage to do this without recourse to professional
v
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help. Indeed, we spend far more time looking after ourselves and our
families than in direct contact with health professionals. With no formal
training or preparation for this role, we may need to seek advice and support, but the popularity of media reports on diseases and treatments is
evidence of how keen we are to learn more. Nowadays patients expect to
be told about their treatment options and be involved in decisions about
their care. They hope clinicians will recognize their strengths and capabilities, not just their vulnerabilities. Treat us like intelligent individuals,
not just collections of body parts, is a common refrain. The chapters in
this book underscore the importance of this—evidence is mounting that
personalizing care and giving patients greater control leads to more effective self-care, improved professional practice and better health outcomes.
While patients’ knowledge and activation can make a real difference to
health experiences and outcomes at the individual level, it is just as powerful when mobilized collectively. We are fortunate that large numbers of
people are motivated to share their healthcare experiences and use this
knowledge to press for changes that will benefit all. Many examples of
collective action are described in this book, some of which were generated and led by health professionals, while others emerged from patient-
led organizations. These groups have played a major role in changing
attitudes and behaviour both at the point of care and at more strategic
levels. They have campaigned for better, safer, more humane healthcare
and for improvements in the quality of care delivery. They are motivated
by a conviction that we have a better chance of transforming health systems if we work together, combining all our assets to ensure they are
responsive and sustainable into the future.
This ambition unites the authors of this book. Here you will find
examples of patient involvement at all levels of healthcare and health
policy—in individual care, in healthcare facilities, in regulatory processes,
in education and research, and in policy developments. The chapters
describe innovative approaches to building and strengthening collaborative partnerships between patients and professionals, showing how these
are helping to transform healthcare. Inspiring case studies provide practical illustrations of what it means to work in a different way and the benefits that can ensue. And the editors have ensured that the professional
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and academic authors practise what they preach, encouraging them to
work with patient representatives to craft their chapters.
Each of the accounts reminds us how far we have come in the last 20
years or so. Patient and public involvement is now well embedded in the
health policies of leading countries, while others are at an earlier stage but
moving in the same direction. Progress is still patchy and fragile in places,
but there is clear evidence of cross-fertilization that is helping these ideas
to spread. Concepts such as shared decision making, personalized care
planning, experts-by-experience, co-production, patient leaders,
experience-based co-design and asset-based community development are
becoming more widely understood. Anyone still flummoxed by these
terms will find clear descriptions here, together with practical examples
showing why they are relevant and important.
Yet this is no Panglossian account. The authors are realistic in their
assessments of the many challenges still to be faced. How to build health
literacy is one such challenge. While starting from the premise that everyone can make an important contribution to their health and that of their
families and communities, it is nevertheless obvious that some people
need more help than others to play an active role. Lack of basic literacy,
numeracy and health knowledge skills has a detrimental effect, so development of these skills is key to building a healthier society. Even people
with good basic literacy and numeracy skills may struggle to understand
and interpret health information in a way that prompts them to act
appropriately to protect and enhance their health. Tackling low levels of
health literacy requires well-designed, carefully targeted approaches, but
it is also important to address the health information needs of the whole
population. Health literacy ought to be accorded higher priority than
is the case.
A related problem is how to ensure that improvement efforts take
account of the diversity of needs and views, especially those in less advantaged groups. Many patient activists come from relatively privileged sections of society. People from more vulnerable groups may not have the
time or inclination to join committees engaged in what may seem like
endless meetings to plan improvements. What can be done to ensure that
the needs and preferences of these “seldom heard” groups are placed at
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the forefront of improvement efforts? Several chapters touch on this—
readers may find some useful ideas here on how to tackle this conundrum.
Another problem lies in the common tendency to overestimate the
efficacy of medical care and underplay its limitations. If we are overly-
dependent on technical solutions to health problems, it’s largely because
various vested interests—professional and commercial organizations,
media, politicians and others—have encouraged an over-optimistic view
of what can be achieved through medical intervention. The risk is that we
waste time and resources searching for medical solutions to problems that
are essentially socio-economic in nature. The demand for costly technical
solutions masks the need for more humane care for those whose health
problems cannot be fixed and distracts attention from tackling the wider
determinants of health. Somehow we have to find a way to encourage a
more sceptical and balanced approach without undermining trust in valued institutions.
Finally, what are the priority issues we’ll be grappling with now and
into the future? Digital technologies and genomics are already beginning
to make a difference to the way we access medical advice and manage our
care. Many of these technologies depend on accessing, linking and sharing personal data. Data-driven systems have the potential to improve
individual care and build knowledge on better ways to prevent and treat
illness, but there are legitimate concerns about privacy and how to safeguard personal information. How can we encourage innovation that benefits people’s health while maintaining trustworthiness? I don’t know
what the right answer is, but I’m sure the best way to find out is to involve
patients right from the outset of these developments.
Oxford, UK

Angela Coulter
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