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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 experi-
ences 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 ill-
nesses and we often manage to do this without recourse to professional
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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 sup-
port, 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 capa-
bilities, 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 effec-
tive 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 pow-
erful 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 gener-
ated 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 sys-
tems 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 collabora-
tive partnerships between patients and professionals, showing how these
are helping to transform healthcare. Inspiring case studies provide practi-
cal illustrations of what it means to work in a different way and the ben-
efits 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 every-
one 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 devel-
opment 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 advan-
taged groups. Many patient activists come from relatively privileged sec-
tions 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 val-
ued 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 shar-
ing 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 safe-
guard personal information. How can we encourage innovation that ben-
efits people’s health while maintaining trustworthiness? I dont know
what the right answer is, but '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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strategic consultant. Suffering from severe chronic diseases for more than
three decades, Vincent has been actively involved in the development of
the “patient partner” concept at Montreal University. This involvement
has come forward through the completion of his masters dissertation on
the patient—doctor relationship, his contribution to the training of
patients, his work on boards of healthcare organizations and his involve-
ment as a speaker at international healthcare conferences. Since 2010,
Vincent has founded and developed the patient partnership programme
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at the Faculty of Medicine. He now co-leads the Centre of Excellence on
Partnership with Patients and the Public with Philippe Karazivan,
Antoine Boivin and Marie-Pascale Pomey.

Laura Fischer is an interdisciplinary practitioner who blends scientific
methods with creative approaches, and vice versa. She is an artist, activist,
researcher, speaker, and author. Her work is woven around mental health,
with a particular focus on trauma and the socio-cultural context of vio-
lence and abuse. She aims to challenge societal constructs, raise awareness,
create space for the voices of trauma survivors and others with lived experi-
ence of mental health issues, reframe survivors or ‘patients’ as active leaders
of change, and improve our approach to treatment. Her main projects
seeks to understand the neuropsychological and neurophysiological under-
pinnings of trauma and develop a creative body-based practice for the
expression and processing of traumatic memories. As a CLAHRC
Improvement Leader Fellow (National Institute for Health Research,
London, UK), she draws from this work to improve current trauma treat-
ments. Laura is also a consultant on several other projects in healthcare and
in research, and she has spoken, exhibited and published internationally.

Luigi Flora is a patient researcher with a PhD in education sciences. A
specialist in experiential knowledge resulting from living with disease and
the interactions disease generates with health systems and their actors, he
is co-author of a summary note published on the subject in 2010 as part
of a book coordinated with Emmanuelle Jouet on how the patients’ share
of knowledge in the health system. In 2012, as part of his doctoral thesis,
he identified the “patient” competency framework that has since been
developed with the Patient Partnership Collaboration Department to sta-
bilize the concepts and methodologies of the Montreal model.
Collaborating since 2011 with Vincent Dumez, he is the main pedagogi-
cal advisor in Quebec to organizations proving the Montreal model, co-
initiator of the first university of patients in a medical school in France
from 2009 and co-designer of the UniverCité du Soin in Nice, a module
of which was awarded by the French Ministry of Higher Education and
Research as a pedagogical innovation for lifelong learning in 2018. Luigi
is also an associate researcher at the EXPERICE laboratory of the
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University of Paris 8/Paris Lumiére in the area of lifelong learning and
in the RETINES interdisciplinary team at the University of Cote
d’Azur, Nice, France.

Catherine French is a health service manager and researcher specializing
in developing organizational approaches and capacity building to trans-
late research into practice. Catherine’s research background is in social
science and her interests include knowledge mobilization, academic
healthcare organizations, and qualitative methodology. Catherine was
awarded an NIHR Doctoral Research Fellowship to undertake her PhD
at UCL (researching boundary spanning processes in Academic Health
Science Centres) which she completed in November 2016. Catherine has
over 15 years experience in operational management, programme man-
agement, capacity building, and service improvement roles in the NHS
across acute care, commissioning, and mental health, including from
2104 to 2018 as Collaborative Learning and Partnerships lead at
CLAHRC North West London where she was responsible for developing
a quality—improvement, capacity-building programme informed by an
action research approach. Since 2018 Catherine has been leading a pro-
gramme of transformation to integrate clinical care and research across a

large university and NHS partnership.

Véronique Ghadi is a sociologist and conducted many research projects
on patient engagement and user representation for ten years before join-
ing the Haute Autorité de Santé (HAS) to develop the issue of well-
treatment, patient rights and the participation of representatives of users
in the certification of health facilities. She is director of the social and
medico-social sector of the HAS, aiming to produce recommendations
for social and medico-social structures and build the evaluation system of
these same structures. Today, Véronique participates in the work of the
network “combine our knowledge” to promote the commitment of care-
receivers and to accompany the training of professionals.

Ron Grant became passionate about prevention following a massive
heart attack and triple bypass and was inspired to give something back.
In 2003, he pioneered Lifestyle road shows going into the community to
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do blood pressure, BMI and blood cholesterol testing. He is an accredited
tutor on the LDX cholesterol testing machine. He became an active
member of the Upbeat Heart Prevention & Patient Support Group and
is now the CEQO, a role for which he was awarded the British Heart
Foundation’s “Heart Hero” award in 2013. In 2012, he was awarded the
West Middlesex University Hospital “Inspirational Volunteers” award as
well as Barclay’s “Let’s Do It” award for community spirit. Ron is a Royal
Institute of Public Health-accredited health trainer and regularly holds
screening events for cardiovascular diseases and diabetes in the commu-
nity. Ron has contributed to a number of NIHR CLAHRC NWL proj-
ects including the Hounslow Community Atrial Fibrillation Screening

project, and is an NIHR CLAHRC NWL Improvement Leader Fellow.

Stuart Green is a public health research fellow at Imperial College London
within the NIHR CLAHRC, London, UK. Over the last ten years he has
been involved in a range of quality improvement projects in Northwest
London, working in a range of specialities from acute medicine, to primary
care and mental health. Since 2013, he has been undertaking a part-time
Doctor of Public Health course at the London School of Hygiene and
Tropical Medicine (LSHTM), which explores the implementation of evi-
dence-based guidelines in clinical services. His research particularly focuses
on participatory approaches to engaging clinicians and patients in improv-
ing “knowledge to practice”. Stuart has published over 25 peer-reviewed
papers and contributes to teaching and supervision on the Masters of Public
Health at Imperial College London, University of Liverpool and LSHTM.

Maurice Hoffman is a member of the NIHR CLAHRC Northwest
London Early Years steering group. Maurice joined the NIHR Imperial
Biomedical Research Centre because he believes that through his knowl-
edge of the research process, together with an understanding of service
improvement, he can provide valuable input into patient safety research
projects. He is a lay member of National Research Ethics Service (NRES)
Brent Research Ethics Committee, reviews grant applications for the
NIHR and provides input as a patient member of the Imperial Biomedical
Research Centre. He is also an independent member of the Statinwise

Trial Steering Committee. Within the NHS, he is a lay member of the
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Advisory Committee for Clinical Excellence Awards, London North
West, patient representative on the NHS Digital E-Referrals Advisory
Board and lay partner of Imperial College Healthcare NHS Trust.

Fran Husson is a Patient Adviser at Collaboration for Leadership in
Applied Health Research and Care, National Institute for Health
Research, London, UK. She has extensive experience in championing the
views of patients with a background in journalism. She was instrumental
in the development of “My Medication Passport” and has contributed to
many initiatives across Imperial College, Imperial College NHS Trust
and in the UK. Fran is particularly interested in the ownership, accuracy
and access to electronic patient records, digital innovations, health liter-
acy and antimicrobial resistance.

Mathieu Jackson has Haemophilia B moderate. He is vice president of
the Canadian Hemophilia Society (CHS). He is also Patient Coordinator
of the School of Partnership at the Centre of Excellence on Partnership
with Patients and the Public (CEPPP) at the University of Montreal
Health Centre (CR-CHUM), where he participates in training patients,
caregivers, health professionals and researchers to work together in a
partnership healthcare model. Mathieu completed the 2017-2018
International AFFIRM fellowship.

Pascal Jarno is a medical doctor. On the one hand, he coordinates the
evaluation unit in the public health department of CHU de Rennes,
Rennes, France, and on the other hand, the regional structure supporting
quality of care and patient safety in Brittany (CAPPS Bretagne). In this
context, since the beginning of the 2000s, he has been developing activi-
ties to promote the involvement of patients in the health system at the
local, regional and national levels, whether in the field of care, evaluation
of practices or organizations, teaching or research.

Sandra Jayacodi is a qualified solicitor, with a law degree from the
University of Westminsterand a postgraduate diploma from Bournemouth
University. Since 2014 Sandra has been involved in the SHINE project at
Central and North West London NHS Foundation Trust, which aims to
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improve the physical health of people with severe mental illness. Sandra
has been involved in the co-design of a patient-held physical healthcare
record, with healthcare professionals. She has also contributed to devel-
oping the project aims and deliverables, process mapping and designing
health education materials. She was awarded a CLAHRC Improvement
Leader Fellowship (National Institute for Health Research, London, UK)
in 2016. Throughout the project Sandra has demonstrated growing con-
fidence as a presenter and speaker, and has presented amongst others, at
the Trust board, to senior members of the NIHR, and taught on the
Masters in Public Health at Imperial College London.

Philippe Karazivan is a family physician, a teacher and a researcher at
Université de Montréal. He is the co-director of the Office of Collaboration
and Patient Partnership (DCPP) within the Faculty of Medicine and co-
director of the Center of Excellence on Partnership with Patients and the
Public (CEPPP). The DCPP is co-directed by a patient (Vincent Dumez)
and a physician (Philippe Karazivan), and it brings patients and their
specific expertise into the medical school where they can mobilize their
competencies to help students develop theirs. They coordinate over 250
patients who are not only active members of their own healthcare team
but are also involved in research and provide valuable training to health
science students. Philippe is also the lead author of the first academic
paper on the Patient as Partner approach in 2015.

Tony Lawson is Chair of the Consumers Health Forum (CHF) of
Australia, elected to this role in 2015 and recently re-elected for a further
three years. In total, Tony has been a board director of Consumers Health
Forum for 12 years. He is a member of the Minister of Health Advisory
Committee on Private Health Insurance and a former member of the
Australian Commission on Safety and Quality in Health Care’s Australian
Atlas of Healthcare Variation Advisory Group. Tony is also a board direc-
tor of the Australian Council on HealthCare Standards. He has over 30
years' expertise in public policy-making, including the introduction of
mutual recognition and the establishment of national health and social
programmes (e.g. Home and Community Care Program (HACCQC)).
As a CEO, he has been responsible for multi-million dollar budgets
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and significant employees and undertaken large-scale organizational
change programmes. As Director of Tony Lawson Consulting, he
has undertaken many health policy projects in conjunction with the
University of South Australia, Baker IDI Heart and Diabetes Research
Institute and SA Medical and Health Research Institute, particularly in
Aboriginal and Torres Strait Islander health. Through this work Tony is
the co-author of a number of published articles, including “Essential ser-
vice standards for equitable national cardiovascular care for Aboriginal
and Torres Strait Islander people” (Brown et al., 2015) and “A strategy for
translating evidence into policy and practice to close the gap - developing
essential service standards for Aboriginal and Torres Strait Islander car-
diovascular care” (Brown et al., 2015).

Paule Lebel is a specialist in public health and preventive medicine and
medical advisor at the Regional Director of Public Health in Montreal
(CIUSSS du Centre-Sud-de-I'Ile-de-Montréal). She is a Clinical Associate
Professor in the Department of Family Medicine and Emergency
Medicine (DMFMU) at the Université de Montréal. Since 2018, she has
been working to develop and evaluate collaborative practices in partner-
ship with patients, families and communities in the clinical aspects, con-
tinuous quality improvement and management of care and services, and
partnerships with the public health population.

Hélyette Lelievre is a representative of users at the CHU de Rennes,
Rennes, France, and the Beaulieu Centre of medicine and pedagogy in
RENNES, administrator of the Maison Associative de la Santé, and mem-
ber of the “users-professionals” group of the Coordination Group for

Improving Practices of Health Professionals in Brittany (CAPPS Bretagne).

Dionne Matthew is the Improvement Science Manager for CLAHRC
(National Institute for Health Research, London, UK) NWILs
Breathlessness Theme and currently supports improvements in heart
failure and community atrial fibrillation screening services across
Northwest London. Her research interests include improvement science,
exercise and health promotion, and the use of technology to enhance
patient care. Dionne obtained her PhD in cardiovascular health in
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November 2013. Her PhD research assessed the benefits of using a mobile
application for heart rate variability in patients with heart failure. She
holds an MSc in sport and exercise science, along with a Bachelor of Arts

in psychology and kinesiology.

Rachel Matthews supports research improvement teams to involve
patients and carers across a range of clinical and community settings. She
is a registered nurse with clinical experience in cardiorespiratory care. She
completed postgraduate studies in Health Education and Health
Promotion at King’s College London and completed the King’s Fund Top
Manager Programme in 2014 and NIHR Leaders Programme in 2018.
Rachel is a member of the Health Foundation Q Community.

Maureen Maurer is a principal researcher at the American Institutes for
Research, where she directs health services research projects focused on
patient and family engagement and communicating about medical evi-
dence. In her work to conceptualize and implement patient and family
engagement practices, Maureen was a co-author on a framework and road-
map for patient and family engagement, led an environmental scan that
catalogued engagement interventions, and has developed strategies and
materials to engage patient and families in hospital quality and safety. She
is the project director for the Patient-Centred Outcomes Research
Translation Center that creates plain language summaries of research find-
ings for the public within a legislatively mandated 90-day time frame.
Recently, she led the development and evaluation of an intervention that
helped pregnant women more effectively use maternity care quality infor-
mation. As an experienced qualitative researcher, Maureen designed large-
scale qualitative research studies exploring the influence of patient and
other stakeholder engagement in research and getting public input into
policy decisions about the use of medical evidence in healthcare. Maureen
is passionate about working to achieve health equity. She is a founding
member of a non-profit, community-based organization that hosts racial
equity workshops, trains community organizers and works to confront
overt and subtle forms of racism. Previously, Maureen was a Peace Corp
volunteer in Mali, West Africa. She holds an MPH in health behaviour and
health education from the University of North Carolina at Chapel Hill.
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Rowan Myron is a healthcare researcher with expertise in psychology
and improvement science. Rowan graduated from Dundee University in
1995 with an MA (Hons) first class in Psychology. She then studied for
her PhD at Goldsmiths. Rowan first lectured on Psychology at the
University of Hull, and then Rowan moved out of academia to the Mental
Health Foundation where she became Associate Head of Research and
began working with service user researchers on a range of projects. In
2009, Rowan joined the NIHR CLAHRC NWL programme. Rowans
holds a joint role between the University of West London, as Associate
Professor for Healthcare Management, and the role of Education Lead at
CLAHRC NWL. Rowan leads doctoral, masters and fellowship pro-
grammes which aim to build capacity in improvement methodologies.
She works with multi-disciplinary front-line clinical staff and patients to
improve services and implement evidence-based change.

John Ovretveit is Director of Research and Professor of Health Care
ImprovementImplementationand Evaluation at the Medical Management
Centre, The Karolinska Institute, Stockholm, Sweden. His research exam-
ines implementation of management and organization improvements,
and clinical care coordination for safety and lower costs. His recent work
concerns adaptive implementation and evaluation and combining quality
improvement and implementation science. Projects include co-care, inte-
gration and coordination of services. His work is based on the belief that
organization and management can bring out the best and worst in people,
and that the right organization design is critical for effective healthcare. A
theme underlying his work is how practical research can contribute both
to better care for patients and to “healthy work organization”. John has
pioneered action evaluation methods for giving rapid feedback for service
providers and policy-makers to improve their services, and for assessing
the role of context on implementation. He was awarded the 2014 Avedis
Donabedian international quality award for his work on quality econom-
ics and has served for 12 years as a board member of the USA joint com-
mission international, and is chair of their healthcare quality and safety
standards committee. He is founder and chair of the Quality Improvement
Research Network; a board member of the Global Implementation
Initiative and chair of the Global Implementation Society. He chairs the
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UK selection panel for the future programme of applied collaborative
research University—NHS partnerships.

Marie-Pascale Pomey is a public health doctor with a doctorate in pub-
lic health from the University of Montreal and the University of Paris 7.
She is a professor in the Department of Health Management, Evaluation
and Policy at the University of Montreal’s School of Public Health, and a
researcher at the Research Center of the University of Montreal Health
Centre (CR-CHUM) in the Crossroads of Innovation and Health
Assessment. She is also a medical advisor to the National Institute of
Excellence in Health and Social Services (INESSS) where she is respon-
sible for the CoMPAS programme to improve front-line services and
integrate patients and families in all the work of INESSS. She has led the
International Masters Degree, the DESS diploma and the Quality
Management and Care Security programme, QUEOPS-I, from 2005 to
date. Since March 2017, she has led a research chair in Technology
Assessment and Advanced Practices at the CHUM. Her research pro-
gramme, which centres on Citizen and Patient Engagement in
Organisational and Health System Transformation, focuses on three
areas: (1) the contribution of new e- and m-health technologies that
change the relationship between health professionals and patients and the
organization of care; (2) assessing the contribution of patient and relative
involvement at all levels of the health system (policy, organizational and
care); and (3) the development of tools to measure the commitment of
patients and their families at all levels of the health system. She is also

co-director of the Centre of Excellence on Partnership with Patients and
the Public.

Frances Rapport is Professor of Health Implementation Science and
Academic Lead MD Research at the Australian Institute of Health
Innovation (AIHI), Macquarie University, Australia. She retains an
Honorary Professorship in Qualitative Health Research at Swansea
University, UK and has visiting professorships in Norway, Bournemouth
and Riyadh (previously Harvard and Texas). Before moving to Australia
(2015), Frances was Professor of Qualitative Health Research and
Founding Director of both the Qualitative Research Unit (QUARU) and
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the Qualitative Enquiry Supporting Trials (QUEST) Unit at Swansea
University’s Medical School. Her research examines the use of
Implementation Science in patient-reported determinants of health and
wellbeing, hearing loss and listening effort, cancer genomics and mela-
noma. She has contributed over 340 publications and refereed outputs in
journals such as 7he Lancet GH, The BM], Clinical Epidemiology, and
Epilepsy and Behaviour and is the top-cited Qualitative Health Researcher
worldwide. She has won prizes for publication excellence, a Julian Tudor
Hart Senior Research Fellowship (2003-2006) and an award from the
American Anthropology Association for use of poetic ethnographic
methods with survivor testimonials.

Ghislaine Rouly was born with two rare genetic diseases and has been a
patient partner for most of her life. She has been accompanying patients
in their end of life care for the last 45 years and she is on two committees
on Aid in Dying. She is also the primary patient in two research studies
at CHUM Research Centre, University of Montreal, Montreal, QC,
Canada: “Caregiving Community” and “Compassionate Community”.
For the last six years she has taught along with clinicians and medical
students, especially on the topic of clinical ethics.

Tara Bristol Rouse is a Patient and Family Engagement (PFE) Project
Consultant for the American Hospital Association (AHA), where she
supports PFE strategy and provides technical assistance and subject mat-
ter expertise to the Health Research & Educational Trust (HRET)
Hospital Improvement Innovation Network (HIIN). Inspired by her
experience as a patient and caregiver, Tara’s work focuses on building
partnerships among healthcare professionals, patients and families. In
2006, she became a founding member of the Newborn Critical Care
Center Family Advisory Board at NC Children’s Hospital, developing
Family Faculty and Family Support Programs and integrating family
partners into localized quality improvement efforts. Tara is the former
director of Patient and Family Partnerships for the Perinatal Quality
Collaborative of North Carolina (PQCNC) and has served as a patient
family partner on numerous hospital, state and national committees over
the past 13 years, including faculty appointments with the Institute for



