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To my lovely mum who embraced growing older and to my dad who never got that
privilege.
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‘If you think research is expensive, try disease’.

Mary Lasker (1900–1994)
Medical philanthropist, political strategist,

and health activist.
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SERIES PREFACE

This book series, Advances in Research Ethics and Integrity, grew out of foun-
dational work with a group of Fellows of the UK Academy of Social Sciences
(AcSS) who were all concerned to ensure that lessons learned from previous work
were built upon and improved in the interests of the production of robust research
practices of high quality. Duplication or unnecessary repetitions of earlier
research and ignorance of existing work were seen as hindrances to research
progress. Individual researchers, research professions and society all suffer in
having to pay the costs in time, energy and money of delayed progress and
superfluous repetitions. There is little excuse for failure to build on existing
knowledge and practice given modern search technologies unless selfish ‘domain
protectionism’ leads researchers to ignore existing work and seek credit for
innovations already accomplished. Our concern was to aid well-motivated
researchers to quickly discover existing progress made in ethical research in terms
of topic, method and/or discipline and to move on with their own work more
productively and to discover the best, most effective means to disseminate their
own findings so that other researchers could, in turn, contribute to research
progress.

It is true that there is a plethora of ethics codes and guidelines with researchers
left to themselves to judge those more appropriate to their proposed activity. The
same questions are repeatedly asked on discussion forums about how to proceed
when similar long-standing problems in the field are being confronted afresh by
novice researchers. Researchers and members of ethics review boards alike are
faced with selecting the most appropriate codes or guidelines for their current
purpose, eliding differences and similarities in a labyrinth of uncertainty. It is no
wonder that novice researchers can despair in their search for guidance and
experienced researchers may be tempted by the ‘checklist mentality’ that appears
to characterize a meeting of formalized ethics ‘requirements’ and permit their
conscience-free pursuit of a cherished programme of research.

If risks of harm to the public and to researchers are to be kept to a minimum
and if professional standards in the conduct of scientific research are to be
maintained, the more that fundamental understandings of ethical behaviour in
research are shared the better. If progress is made in one sphere, all gain from it
being generally acknowledged and understood. If foundational work is con-
ducted, all gain from being able to build on and develop further that work.

Nor can it be assumed that formal ethics review committees are able to resolve
the dilemmas or meet the challenges involved. Enough has been written about
such review bodies to make their limitations clear. Crucially they cannot follow
researchers into the field to monitor their every action; they cannot anticipate all
of the emergent ethical dilemmas nor, even, follow through to the publication of

xiii



findings. There is no adequate penalty for neglect through incompetence, nor
worse, for conscious omissions of evidence. We have to rely upon the ‘virtues’ of
the individual researcher alongside the skills of journal and grant reviewers. We
need constantly to monitor scientific integrity at the corporate and at the indi-
vidual level. These are issues of ‘quality’ as well as morality.

Within the research ethics field new problems, issues and concerns and new
ways of collecting data continue to emerge regularly. This should not be sur-
prising as social, economic and technological change necessitate constant
reevaluation of research conduct. Standard approaches to research ethics such as
valid informed consent, inclusion/exclusion criteria, vulnerable subjects and
covert studies need to be reconsidered as developing social contexts and meth-
odological innovation, interdisciplinary research and economic pressures pose
new challenges to convention. Innovations in technology and method challenge
our understanding of ‘the public’ and ‘the private’. Researchers need to think
even more clearly about the balance of harm and benefit to their subjects, to
themselves and to society. This series proposes to address such new and
continuing challenges for both ethics committees and researchers in the field as
they emerge.

The concerns and interests are global and well recognized by researchers and
commissioners alike around the world but with varying commitments at both the
‘procedural’ and the ‘practical’ levels. This series is designed to suggest realistic
solutions to these challenges – this ‘practical’ angle is the USP for the series. Each
volume will raise and address the key issues in the debates, but also strive to
suggest ways forward that maintain the key ethical concerns of respect for human
rights and dignity, while sustaining pragmatic guidance for future research
developments. A series such as this aims to offer practical help and guidance in
actual research engagements as well as meets the often varied and challenging
demands of research ethics review. The approach will not be one of abstract
moral philosophy; instead, it will seek to help researchers think through the
potential harms and benefits of their work in the proposal stage and assist their
reflection of the big ethical moments that they face in the field often when there
may be no one to advise them in terms of their societal impact and acceptance.

While the research community can be highly imaginative both in the fields of
study and methodological innovation, the structures of management and funding
and the pressure to publish to fulfil league table quotas can pressure researchers
into errors of judgement that have personal and professional consequences. The
series aims to adopt an approach that promotes good practice and sets principles,
values and standards that serve as models to aid successful research outcomes.
There is clear international appeal as commissioners and researchers alike share a
vested interest in the global promotion of professional virtues that lead to the
public acceptability of good research. In an increasingly global world in research
terms, there is little point in applying too localized a morality, nor one that
implies a solely Western hegemony of values. If standards ‘matter’, it seems
evident that they should ‘matter’ to and for all. Only then can the growth of
interdisciplinary and multinational projects be accomplished effectively and with
a shared concern for potential harms and benefits. While a diversity of experience
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and local interests is acknowledged, there are existing, proven models of good
practice which can help research practitioners in emergent nations build their
policies and processes to suit their own circumstances. We need to see that
consensus positions effectively guide the work of scientists across the globe and
secure minimal participant harm and maximum societal benefit and, additionally,
that instance of fraudulence, corruption and dishonesty in science decrease as a
consequence.

Perhaps some forms of truly independent formal ethics scrutiny can help
maintain the integrity of research professions in an era of enhanced concerns over
data security, privacy and human rights legislation. But it is essential to guard
against rigid conformity to what can become administrative procedures. The
consistency we seek to assist researchers in understanding what constitutes
‘proper behaviour’ does not imply uniformity. Having principles does not lead
inexorably to an adherence to principlism. Indeed, sincerely held principles can be
in conflict in differing contexts. No one practice is necessarily the best approach
in all circumstances. But if researchers are aware of the range of possible ways in
which their work can be accomplished ethically and with integrity, they can be
free to apply the approach that works or is necessary in their setting. Guides to
‘good’ ways of doing things should not be taken as the ‘only’ way of proceeding.
A rigidity in outlook does no favours to methodological innovation, nor to the
research subjects or participants that they are supposed to ‘protect’. If there were
to be any principles that should be rigidly adhered to they should include flexi-
bility, open-mindedness and the recognition of the range of challenging situations
to be met in the field – principles that in essence amount to a sense of propor-
tionality. And these principles should apply equally to researchers and ethics
reviewers alike. To accomplish that requires ethics reviewers to think afresh about
each new research proposal, to detach from pre-formed opinions and prejudices,
while still learning from and applying the lessons of the past. Principles such as
these must also apply to funding and commissioning agencies, to research insti-
tutions and to professional associations and their learned societies. Our integrity
as researchers demands that we recognize that the rights of our funders and
research participants and/or ‘subjects’ are to be valued alongside our cherished
research goals and seek to embody such principles in the research process from
the outset. This series will strive to seek just how that might be accomplished in
the best interests of all.

By
Ron Iphofen (Series Editor)
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FOREWORD

I am delighted to introduce this book that explores the intersection of research
ethics, research integrity, the well-being and voices of older people and service
users.

Through a collection of fascinating contributions, this volume shares insights
on the ethical and practical aspects as well as the challenges of researching older
people and service users.

The authors explore topics such as people living with dementia, family conflict
in caregiving, mental health, public patient involvement and the insights of
patients and nursing home residents. This volume also covers the history and
cultural context of our methods of involving users in research.

I found this collection of chapters informative as well as challenging but
overall illustrative of the importance and value of collaboration and dialogue
among researchers, service providers, policymakers, as well as older people and
service users themselves.

Working with older people has been a major part of my life both profes-
sionally and as a volunteer starting in school. Recently, I became a great
grandfather in a family spread over six countries and this experience has
convinced me of the value of understanding ageing through the life course
approach for individuals, families, communities and countries. We need to
recognize that growing older starts in the womb not in a hospice or nursing home
and therefore work in an inclusive manner to understand the different experiences
of ageing – both positive and negative.

This volume has also reinforced my view that the highest standards of
research, research ethics and research integrity can be best achieved by widening
the voices that we hear, to avoid ‘group think’, which unfortunately too often
guides decision-making.

I hope that the greater knowledge and understanding generated through this
volume and this series will have a positive impact on the lives of service users of
all ages by recording and celebrating their lives and valuing their contribution as
partners rather than only objects of research.

I commend the contributors and the editor of this book for their dedication.
Their collective experience, knowledge and insights will serve as a valuable
resource for researchers, students, practitioners, older people and all those
engaged in the field of research, policy, service delivery as well as the fields of
social and health sciences, ageing, user involvement, public patient involvement,
community-based participatory action research and of course research ethics and
research integrity.
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I hope this book fosters discussion, encourages reflection and inspires action to
enhance the quality and practice of research in this field.

Robin Webster
Irish Centre for Social Gerontology
Institute of Lifecourse and Society

National University of Ireland Galway
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PREFACE

With the ever increasing, competing, contrasting and sometimes conflicting views
on society today, we need, now more than ever, robust research to generate valid
knowledge, improve and deepen our understanding, identify or solve problems
and help inform evidence-based decision-making.

This volume in the Advances series works on the premise that there is much to
be gained from utilizing the knowledge, expertise and insights from older people
and service users. However, at the same time, there is much to be learned,
addressed and developed if we are to move beyond rhetoric and tokenism.

This volume is aimed at those who want to understand the theoretical, phil-
osophical and, in particular, the practical aspects of research with older adults
and service users, not simply as ‘the subjects of research’ but also as those who
have views, knowledge and experiences that can help advance research to inform
services, policy, practice and indeed society as a whole.

It brings together contributors from the US, Europe and the UK to share
insights from their work or personal experience in a bid to both educate and also
challenge.

The volume is organized into three sections – ‘Views From the Researchers’,
‘Views From the Researched’ and ‘Views From Those Who Fall In Between’ such
narrow categorizations. It is important to critically approach and reflect upon
traditional constructs in research – not only recognizing the limitations with some
concepts, language and terms in research as applied to our field but also wider
considerations about how we can help advance research beyond traditional
boundaries and embed collaboration and dialogue as a foundation.

The diversity and the expertise of older people as patients, consumers, carers,
volunteers, workers and increasingly as researchers is an underlying theme within
this book.

Likewise, the contents also reinforce that we must recognize we have a much
more highly educated older population and groups of service users who, more
than ever before, understand their rights and can articulate these rights more
easily than previous generations.

During the planning and production of this book, the COVID-19 pandemic
struck and the related public health social measures were set in place. The
challenge for society as a whole was immense and so too for the research com-
munity in the drive to produce valid and timely knowledge – not just on
COVID-19 issues but wider issues as well.

As we move to a post COVID-19 era it is clear that social participatory research
becomes even more crucial in understanding the everyday challenges, changing
dynamics, contexts and needs of individuals, communities and organizations.
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This book highlights the value of defining and agreeing clear research goals
and roles; focusing on quality, relevance and overall impact, addressing
dynamics, cultural contexts and especially the importance of fostering an inclu-
sive environment that encourages the active involvement of those outside the
research community in planning research, data collection, analysis and
interpretation.

I would like to take this opportunity to thank the series editor, Dr Ron
Iphofen, for his invaluable support and wisdom, for the time and excellent
contributions of all the authors who so generously shared their insights and
expertise. I would also like to thank the team at Emerald especially Katy
Mathers, Lauren Kammerdiener, Jo Sharrocks and Joshi Monica.

Finally, what is clear from the collective voice of this book is that flexibility,
inclusivity and a commitment to collaborative decision-making and addressing
power relationships will be key in planning and conducting meaningful and
impactful research as we move forward. We must recognize and accept it is no
longer a question of should older people and service users be involved in research
or if they have valid knowledge or relevant experiences, but, rather to what extent
they will or want to be involved in the research process and to assign tokenism
within research as a legacy of the past.

Roger O’Sullivan
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CHAPTER 1

THEORY AND PRACTICE OF USER-
INVOLVED RESEARCH

Erin McGaffigan, Dani Skenadore Foster,

Sophia Webber and Missy Destrampe

ABSTRACT
The application of user involvement in the design and implementation of
research has progressed through various frameworks and is an increasingly
recognized and expected as a key element of ethical research methodologies.
The practice of engaging users (the public, patients, service recipients, etc.)
beyond the traditional scope of subject, and elevating their role as partner or
co-designer of the research process, is theoretically rooted in civil rights and
social justice ideologies. The success of these types of models are influenced by
various factors including the people involved, their capacities and values; the
physical and funding environment in which the research occurs and the
approaches used to engage. In theory, user involved research is most successful
when the people, approaches and environment are genuinely interested and
centralized around inclusive methods that posit that populations researched
have the right to contribute to research done and researchers have the ethical
responsibility to engage them using measurable strategies. User involved
research frameworks have the potential to create a space that both values and
uplifts historically marginalized voices, while touting the demonstrated
advantage of improved effectiveness in research outcomes and implications.
Yet there exists a dissonance between theory and practice in the field, due to a
lack of consistent understanding, practices and standards tied to the approach.

Keywords: User involvement; theory; participation; frameworks; rights;
practice
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INTRODUCTION
The application of user involvement in the design and implementation of research
has evolved over recent decades and is an increasingly recognized and expected
element of ethical research methodologies. This is largely because user involve-
ment offers a strategy to bridge the disconnect between researchers and the
communities they study, informing the application of more responsible and
equitable research methods. Historically and contemporarily, researchers have
not effectively or uniformly dismantled the power structures that alienate com-
munities from research institutions and the research processes. In fact, commu-
nities have often failed to mutually benefit from, or have actively been harmed by,
traditional research models and methods (Hacker, 2013). This has led to distrust
in research, particularly among marginalized communities who have borne the
brunt of traditional research’s discriminatory approaches (Hacker, 2013). Ulti-
mately, these broken relationships prevent communities from accessing research
of benefit to them and deny researchers the important input those communities
may offer. User involvement seeks to disrupt this cycle by acting outside of the
researcher-subject dynamic, and instead, commits to equitable co-design research
models that involve users of services in the planning, implementation and
dissemination of research.

While some researchers apply user involvement strategies in nearly every
research project developed, other researchers have never heard the term, ‘user
involvement’, before. There also are researchers who have attempted user
involvement in research, either because it was required by an external influencer
or simply because it felt like the right thing to do. These researchers may have left
the process confused or frustrated, either by the time required, the conflict that
resulted, or the minimal impact it had on their overall methods or findings.

This chapter defines user involvement and provides a closer look at nationally
recognized frameworks to guide how one thinks about user involvement in
research. We attempt to cover what is often missing within the literature – a
thorough review of the concrete factors that play into one’s success with this
unique, yet bold, approach to research. We also review examples of user
involvement in action to provide the reader with insight on how user involvement
can improve, and maybe even simplify, the research process. We believe this
review will provide readers a foundation in which to make informed decisions
about when and how to apply user involvement in their research design, imple-
mentation, analysis and dissemination strategies.

DEFINING USER INVOLVEMENT
What do we mean by user involvement in research? What do we even mean by
user? User involvement indicates that there are individuals who use the services or
substance of our older adult research and these individuals, groups and/or
communities have a stake in what is prioritized for research, how research is
implemented, how data is interpreted and how and where findings are
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disseminated. Often a diverse range of users have a stake in a research topic;
however, user involvement is most often interested in elevating the voices of those
who commonly go unheard in research. In the context of this book, the specific
users of interest are older adults. User involvement should not be conflated with
engaging users as research subjects. Of course, many researchers engage older
adults in their research as subjects by way of surveys, focus groups, interviews,
observations, trials and more, but this is not what is meant by user involvement in
research. Instead, it starts much earlier. User involvement in research is the
involvement of older adults through various modalities to inform the design of
research aims, methods and dissemination strategies well before data collection
even occurs.

Some of the questions asked when deploying user involvement in research
include:

• What do older adults want to learn from research? What do they feel is broken?
• Who is often left out of research, whether as research subjects or in the research
design and data collection? Why? What can be done about it?

• Why are there obstacles to outreach and inclusion of many older adults in
research, and what can be done about it?

• What communities are impacted by research, but are rarely informed of the
findings?

As evidenced by the questions above, user involvement in research is an
applied research model. Applied research implies that we believe what we study
should influence the improvement of programs and the quality of life of older
adults. While some academic researchers may feel research is not always applied,
we would like to push the boundaries of this notion. We must consider the
implications of what it means to conduct research generally, particularly research
involving people, and how the research process might impact the lives of research
subjects, even when the researcher is not actively pursuing that research for
applied purposes. How will the triumphs or failures of the design, implementa-
tion, and later, dissemination of findings, affect the subjects and the communities
to which they belong? Moreover, researchers must consider that somehow they
concluded that a research topic was important and should be studied. Why is it
important? To whom is it important? One might argue that all research starts
with some perception of what is important to learn; therefore, older adult
research, whether the researcher considers it academic or applied, is influenced by
someone and most likely, someone who is not personally impacted by the find-
ings. Who is making assumptions of study importance, and why are these
assumptions more important than those of the older adults, or subjects, being
studied?

In discussions of user involvement, researchers are frequently concerned that
introducing users of services will create bias; however, researchers must recognize
the bias that already exists within research. See Table 1.1 for examples of
potential bias. For instance, research colleagues come to the design table with
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their own assumptions about what is important to research and how to do it.
Funders also have a stake in the research focus areas, methods, data analysis
plans and dissemination strategies. Researchers and funders, among others,
influence research; we like to think their voices are neutral, but individual biases
and institutional interests are commonly present. With a closer look, we realize
many professional lenses can influence our research just as involving users might.

As the examples above highlight, all those involved in research have their own
lived experience and motivations that influence their topics of interest, desired
methods and use of the data. We propose here, and throughout this chapter that
user involvement in research can actually minimize bias simply by opening the
discussion and broadening the decision-making to people who think differently.

THEORETICAL UNDERPINNINGS OF USER
INVOLVEMENT IN RESEARCH

The practice of involving users (the public, patients, service recipients, etc.)
beyond the traditional scope of subject, and elevating their role to partner or
co-designer in the research process, is theoretically rooted in civil rights and social
justice ideologies. Thought leaders, such as Brazilian educator, Paulo Freire, laid
the theoretical groundwork for elevating lived experience as expertise. In his

Table 1.1. Potential Biases by Lens.

Lens Potential Bias

Department chair • ‘Is this type of work publishable?’
• ‘While this benefits the community, it does not benefit your

progress towards tenure, the department’s strategic priorities, nor
will it generate future funding for the department’.

Co-investigator/colleague • ‘A peer-reviewed journal is interested in rigorous research design,
not user involvement’.

• ‘Engaging users of service will not bring enough value to offset the
amount of work needed to involve them in the process’.

Research funder • ‘Your proposal needs to align with one of our strategic priority
areas, as outlined on our website’.

• ‘Your proposal is accepted pending a modification to your
research design, which aligns more closely with the breadth of
research and methodologies we traditionally fund’.

Organizational/provider-based
research sites

• ‘Older adults do not have the capacity to inform research design,
but our staff can represent our priorities and their needs’.

• ‘You will get better insight from caregiver involvement than older
adult involvement’.

Older adult • ‘This survey doesn’t get to the real root of the problem because it
does not ask the right questions. Let me tell you about the real
issue’.

• ‘Research subjects will have a hard time getting to that focus
group location because the nearest bus stop is three blocks away’.

Source: Collective Insight, LLC (2022).
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critical 1970 work, ‘Pedagogy of the Oppressed’, Freire emphasized the need for
disenfranchised peoples to understand their position within the world through
‘empowering education’, a theory which centres dialogue and participation
(Wallerstein et al., 2017). Freire’s writings are the basis for many of the meth-
odologies championed in the spectrum of community-engaged research, in which
user involvement is situated (Wallerstein et al., 2017). Moreover, the Independent
Living Movement plays a major role in the philosophical underpinnings of user
involvement (McGaffigan, 2011). Ed Roberts and his peers are partially credited
for sparking this movement when they fought for integration at the University of
California, Berkeley (Shapiro, 1994). These advocates fought for themselves and
other wheelchair users to be recognized as citizens who have a right to choose
where they live, to receive an education and to be gainfully employed (Shapiro,
1994). Following the civil rights movements in the 1960s, many people with
disabilities and older adults gained freedom from institutionalization, but
paternalism and continued segregation of people with disabilities and older adults
prevented them from accessing the right to full citizenship as fought for by Ed
Roberts and other California advocates (About Independent Living, 2019).
Accessing full citizenship, specifically the right to choose one’s own living situ-
ation, reflects a commitment to self-determination that advocates today describe
as a focal point in the Disabilities Rights and Independent Living movements
(Shapiro, 1994). Self-determination operates from the understanding that tradi-
tional definitions of disability and age are overly medicalized and reductive.
Rather than being framed as problems that need to be cured, people with dis-
abilities and older adults must be recognized as full persons and experts in their
own needs and care (About Independent Living, 2019).

The Disabilities Rights Movement and older adult advocacy intersect with the
emergence of supported decision-making models within long-term care, which
advocate that all people receive the supports and services necessary to make
decisions about their own lives, including decisions about health care, living
situations, voting and finances. Moreover, as people with disabilities age, they
endure the dual oppressions of ableism and ageism, both of which challenge their
right to independence. For this reason, intergenerational leadership has been
critical to the Disabilities Rights Movement and its immense contributions to the
right to independent living among all older adults, including those with functional
limitations who may not have identified with the disability community prior to
ageing.

Arnstein’s Ladder of Participation

The fight for full citizenship is exemplified by Sherry Arnstein’s ‘Ladder of
Participation (Arnstein, 1969)’. Arnstein’s ladder recognizes that not all
involvement is the same and remains, to this day, to be an important measure-
ment stick for user involvement in research. In the Ladder, Arnstein describes the
nonparticipatory nature of many citizen involvement initiatives in which the
public is brought into a policy or programme proposal largely for the sake of
rubber stamping the decisions of those in power (the rung of manipulation) or to
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‘fix’ the individual involved (the rung of therapy). The next three levels,
informing, consultation and placation, describe practices that apply elements
critical to meaningful involvement, such as information sharing. Unfortunately,
they lack the transparency, support and reciprocity that are required to make
involvement effective. Levels six and seven of Arnstein’s Ladder, partnership and
delegation, provide glimpses into meaningful involvement, including in research.
Arnstein describes partnership as the redistribution of power through negotiation;
however, citizens involved through partnership strategies still navigate dis-
advantaging power structures to collaborate with power holders. The next rung,
delegation, attempts to create more leverage for citizens within the
decision-making process by ensuring they are in the majority. Finally, Arnstein
places citizen control at the top of the ladder. In this final rung of the Ladder,
citizens conduct all planning and managing and there are no barriers between the
citizens and their funding source. While Arnstein’s Ladder (Fig. 1.1) was origi-
nally published in the Journal of American Planning and was written with com-
munity organizing in mind, researchers should not disregard its relevance to
involving older adults in research. Arnstein’s Ladder offers a concise under-
standing of user involvement, how it is often co-opted, and its potential to protect
and elevate full citizenship in research. Moreover, it highlights how user
involvement can look differently from one research project to the next and is
influenced by existing power structures. If researchers are truly committed to
elevating the voices of marginalized and often excluded users within their work,

Fig. 1.1. Arnstein’s Ladder (1969).
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