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Title: Strategies for Engaging Senior Citizens and their Informal Caregivers in Health Policy
Development: A Scoping Review Protocol

Abstract
Introduction

Care for senior citizens is a global policy issue. There has been limited focus on senior citizen and
informal caregiver engagement in policy development. Encouraging senior citizen participation
through active engagement in the policy-making process enhances the provision of better services
and the creation of responsive policies and is critical to better healthcare. Accordingly, this review
aims to map the available evidence to provide an overview of strategies for engaging senior
citizens and informal caregivers in health policy development.

Methods and Analysis

A scoping review will be conducted. This study will use the updated methodological guidance for
conducting a scoping review developed by the Joanna Briggs Institute (JBI). This review aims to
answer the question: “What is known in the literature about strategies for engaging senior citizens
and informal caregivers in health policy development?” Titles and abstracts will be screened to
determine eligibility for full-text review based on already established eligibility criteria. Data will
be extracted from relevant articles. A summary of extracted data will be presented. The results will
be interpreted within the Multidimensional Framework for Patient and Family Engagement in
Health and Healthcare.

Ethics and Dissemination

Ethical review is not required as scoping reviews are a form of secondary data analysis that
synthesizes data from publicly available sources. Findings from this proposed review will be
disseminated in conferences and to the global scientific community through published academic
papers in reputable health policy-related journals.

Keywords: senior citizens, informal caregivers, engagement, health policy development
Article Summary
Strengths and limitations of this study

e This is the first known review that seeks to address knowledge and evidence gaps on
strategies for engaging senior citizens and informal caregivers in health policy
development from existing literature.

e The review will build on the Multidimensional Framework for Patient and Family
Engagement in Health and Healthcare, thus a theoretical contribution to the literature

e Publications will be searched from multiple electronic databases with peer-reviewed
literature and a broad range of grey literature sources, using a comprehensive search
strategy, thus an opportunity to retrieve all potentially relevant publications.

e All languages will be included, thereby reducing publication bias based on the language of
publication.

e According to scoping review methods, the optional quality assessment of articles will not
be performed
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Data statement

This is an Open Access article distributed in accordance with the Creative Commons Attribution
Non-Commercial (CC BY-NC 4.0) license, which permits others to distribute, remix, adapt, build
upon this work non-commercially, and license their derivative works on different terms, provided
the original work is properly cited and the wuse is non-commercial. See:
http://creativecommons.org/licenses/by-nc/4.0/

Introduction

Around 16 percent of the world's population is predicted to be 65 or older in 2050 (1). Care needs
increase with age, and senior citizens have unmet care needs related to their physical and
psychological health, social life, and the environment in which they live and interact (2). Senior
citizens are extensive users of health and social care services and are greatly affected by health
policy decisions across all care settings. Similarly, informal caregivers assume many different
roles in providing care support for senior citizens, thus constituting a heavy burden on them (3).
Their input or that of their informal caregivers in health policy development is under-represented
(4). Little is known about strategies used to engage them in designing or implementing policies
that matter to them (5). Yet senior citizens and their informal caregivers should have a voice in
any decisions made since involving their perspectives in all stages of policy-making can improve
the success and ownership of policies and sustainability of the outputs (6). As most previous
research on engagement at the policy level focuses on the general population, this does not often
reflect senior citizens' unique and complex social and healthcare needs.

Citizen engagement and deliberative methods can change knowledge and attitudes (7), promote
active citizenship, and improve relationships between the government and citizens (8, 9). Effective
citizen engagement and public deliberation can also lead to improved outcomes for citizens,
policymakers, and policymaking. When citizens are engaged, policy makers are better aware of
what outcomes need to be addressed. Citizen engagement can improve multiple types of outcomes
such as instrumental, developmental, and democratic outcomes. Instrumental outcomes mean
generating awareness of lived experience and improving the quality of policymaking by ensuring
that policies, programs, and services align with the values and needs of citizens, provision of better
services, healthcare and improved quality of care (10, 11), and the creation of responsive policies
(12-14). Developmental outcomes mean providing education and raising awareness about pressing
health issues and developing citizens’ capacity to take part in public policy matters (15), and
democratic outcomes mean supporting transparency, accountability, trust, and empowerment (9,
16-18). Citizen engagement benefits individuals, organizations, and society by increasing
knowledge, power, and problem-solving ability (19). Finally, involving citizens in policy decisions
can increase the legitimacy and transparency of decision-making processes and help inform health
policy decisions (20). Senior citizen and informal caregiver engagement in policy is pivotal as
health policy decisions are not only relevant to them but also impact the healthcare system.

Previous research has tried to understand mechanisms needed to engage senior citizens in
healthcare decision-making, research, and planning (21, 22). However, there is limited published
literature specifically focused on senior citizen and informal caregiver engagement in health policy
development. Most existing research focuses on all citizens’ engagement in research and at point
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of care. Similarly, there is a dearth of literature on caregiver engagement in health policy
development. Few examples for caregiver engagement in health policy development exists. For
example, Keogh et al. (23), described the use of an innovative approach, being Carers assembly to
increase the involvement of caregivers of people with dementia in the policymaking process in
Ireland.

Thus, this current scoping review aims to provide an overview of available research evidence on
strategies for senior citizens’ and informal caregivers’ engagement in health policy decision-
making. This research synthesis aims to map the literature on strategies for senior citizens and
informal caregiver engagement in health policy and to provide an opportunity to understand key
concepts and identify knowledge gaps on engagement strategies. The review will provide an
evidence-based foundation to guide senior citizen engagement in health policy development and
demonstrate how engagement strategies have been used in health policy development in different
contexts.

This scoping review will be the first to synthesize the existing evidence on strategies for senior
citizen and informal caregiver engagement in health policy development as described in peer-
reviewed and grey literature. It is thus a novel scoping review to identify and describe engagement
strategies for senior citizens and informal caregivers as used in different contexts.

Methods:
Scoping review design

This scoping review will follow the approach recommended by the Joanna Briggs Institute (24).
The scoping review methodology was chosen for its suitability for addressing our proposed topic
as it will provide opportunity to assess the extent of the available evidence on engagement
strategies for senior citizens and informal caregivers in health policy development, as well as
identify and analyze knowledge gaps.

Senior citizens will refer to persons aged 65 and above for this review. The term citizen will be
used more comprehensively without discrimination to refer to every person in a society or country
(25). Informal caregiver is an unpaid individual (for example, a spouse, partner, family member,
friend, or neighbor) involved in assisting others with activities of daily living and medical tasks
(26). Citizen engagement is defined as the meaningful involvement of individual citizens in policy
or program development, from agenda-setting and planning to decision-making, implementation,
and review(27).

Conceptual model

This scoping review will use the Multidimensional Framework for Patient and Family Engagement
in Health and Healthcare proposed by Carman et al. (28) (Figure 1), which was influenced by
Arnstein’s ladder of participation (29). This framework presents engagement in three elements:
continuum, levels, and factors influencing engagement. These three elements will guide in
mapping evidence from the literature. It outlines a continuum of engagement activities
(consultation, partnership, and shared decision-making) across three levels of the healthcare
system (individual care, organizational governance, and government policy) and describes factors
influencing engagement. The framework presents engagement at the personal level of care as
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considering patients’ preferences and values in treatment decisions. At the organizational care and
governance level, patients’ and families’ perspectives are considered in the design and governance
of healthcare organizations and projects. Engagement at the policy-making level is centered on
developing, implementing, and evaluating health care programs and policies through
collaborations between citizens and policymakers (28). Engagement occurs at the lower end of the
continuum but with a limited effect on decision-making. In contrast, there is active partnership,
signified by a bi-directional flow of information at the higher end, and shared decision-making
responsibility. Furthermore, this study will expand on the Multidimensional Framework for Patient
and Family Engagement in Health and Healthcare (28) by including components in the extraction
table specific to senior citizen and informal caregiver engagement in health policy development.
The scoping review will identify and describe different strategies/methods for senior citizen and
informal caregiver engagement in health policymaking. More specifically, this review will extract
and synthesize data on items relevant to the framework: continuum of engagement, phase of policy
development in which engagement occurs, factors influencing engagement, and engagement
outcomes. Additionally, outcomes of engagement, comparisons of engagement strategies, and
efforts to involve minority groups will also be extracted and synthesized.

Search strategy

In line with the Joanna Briggs Institute (JBI) recommendations (24), a three-step search strategy
will be utilized. An initial limited search of two online databases (MEDLINE (through PubMed)
and Embase) will be conducted. This search will use the search strategy in Table 1. This will be
followed by an analysis of the keywords in the title and abstract of retrieved papers and the index
terms used to describe the articles. A second search will use all identified keywords and index
terms across other databases: Health Systems Evidence, Health Evidence, and CINAHL. Thirdly,
the reference lists of identified reports and articles will be searched for additional sources. We will
work with a librarian for the refinement of the search strategy and conducting the search on all
relevant databases. Authors of primary sources or reviews will also be contacted when necessary
for further information. With consultation from stakeholder groups and major international
organizations, sources that would hold grey literature on practices for engaging senior citizens and
their informal caregivers in health policy development will be identified. A search will be
conducted, and all available information will be retrieved.

Search results will be imported into Endnote 20 where duplicates will be removed, then into an
online systematic review software, Covidence (www.covidence.org). Titles and abstracts will be
screened to determine eligibility for full-text review based on the eligibility criteria described in
the following section. All research team members will first screen a sample together using the
eligibility criteria, then two researchers will independently screen all titles and abstracts.
Disagreements will be discussed and resolved through discussion or involving a third team
member, and consensus will be reached. A PRISMA flow diagram of the literature search and
selection process will be presented.
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2
i Table 1: Search strategy
5 DATABASE CONCEPT SEARCH TERMS
? PUBMED SENIOR CITIZEN ("Aged"[Mesh] OR “aged patient*”’[tiab] OR “aged people”[tiab] OR
8 “aged person*”’[tiab] OR “aged adult*”[tiab] OR “aged citizen*”[tiab] OR
elder*[tiab] OR “oldest old”[tiab] OR “older adult*”’[tiab] OR “older
9 patient*”[tiab] OR “older subject*”’[tiab] OR “older citizen*”[tiab] OR
10 “older person*”[tiab] OR “older people”[tiab] OR senior*[tiab] OR “old
1 age”[tiab] OR “advanced age™[tiab] OR aging[tiab] OR ageing[tiab] OR
12 "Geriatrics"[Mesh] OR geriatr*[tiab] OR gerontolog*[tiab] OR
13 Centenarian*[tiab] OR Nonagenarian*[tiab] OR Octogenarian*[tiab] OR
14 septuagenarian®[tiab])
12 ENGAGEMENT "Patient Participation"[Mesh] OR participat*[tiab] OR Empower*[tiab]
OR Activat*[tiab] OR Deliberat*[tiab] OR engag*[tiab] OR involv*[tiab]
1; OR "Stakeholder Participation"[Mesh] OR “stakeholder role*”[tiab]
19 HEALTH  POLICY | "Health Policy"[Mesh] OR “health polic*”[tiab] OR “healthcare
20 DEVELOPMENT polic*”[tiab] OR “health care polic*”[tiab] OR "Policy Making"[Mesh]
21 OR “policy making”[tiab] OR “policymaking”[tiab] OR “policy
22 development*”[tiab] OR  “policy analys*’[tiab] OR “advisory
23 committ*”[tiab] OR “task force*[tiab] OR “review commit*’[tiab] OR
24 “policy formulation*”[tiab] OR “policy evaluation*”[tiab] OR ‘“health
25 care reform*”’[tiab] OR “healthcare reform*”’[tiab]
26 EMBASE SENIOR CITIZEN 'aged'/exp OR ‘the aged’:ti,ab,kw OR 'aged patient*’:ti,ab.kw OR ‘aged
27 people’:ti,abkw OR ‘aged person*’:ti,ab,kw OR ‘aged adult*’:ti,ab,kw
28 OR ‘aged citizen*’:ti,ab,kw OR ‘elder*’:ti,ab,kw OR ‘oldest old’:ti,ab,kw
29 OR ‘older adult*’:ti,abkw OR ‘older patient*’:ti,abkw OR ‘older
30 subject*”:ti,abkw  OR  ‘older citizen*’:tiabkw  OR  ‘older
31 person*’:ti,ab,kw OR ‘older people’:ti,ab,kw OR ‘senior*’:ti,ab,kw OR
32 ‘old age’:ti,ab,kw OR ‘advanced age’:ti,ab,kw OR ‘aging’:ti,ab.kw OR
‘ageing’:ti,abkw OR 'geriatrics'/exp OR ‘geriatr*’:ti,abkw OR
33 'gerontology'/exp OR ‘gerontolog*’:ti,ab,kw OR ‘Centenarian*’:ti,ab,kw
34 OR  ‘Nonagenarian*’:tiabjkw OR  ‘Octogenarian*’:ti,abkw OR
35 septuagenarian®:ti,ab,kw
36
37 ENGAGEMENT 'patient participation'/exp OR 'patient engagement'/exp OR 'patient
38 empowerment'/exp OR 'stakeholder engagement'/exp OR ‘'patient
39 activation'/exp OR ‘participat*’:ti,ab,kw OR ‘Empower*’:ti,abkw OR
40 ‘Activat*’:ti,ab,kw OR ‘engag*’:tiabkw OR ‘involv*’:ti,abkw OR
a1 'deliberation'/exp OR ‘deliberat*’:ti,ab,kw OR ‘stakeholder role*’:ti,ab,kw
42 HEALTH  POLICY | 'health care policy'/exp OR 'health care polic*"ti,abkw OR ‘health
43 DEVELOPMENT polic*’:tiabkw  OR  ‘healthcare  polic*’:tiabkw OR  ‘policy
44 making’:ti,ab,kw OR ‘policymaking’:ti,ab,kw OR 'policy
45 development'/exp OR ‘policy development*’:ti,abkw OR ‘policy
46 analys*’:tiabkw OR ‘advisory committ*’:tiabkw OR ‘task
47 force*’:ti,abkw OR ‘development of polic*’:ti,abkw OR ‘review
48 commit*’:ti,abkw OR ‘policy formulation®’:ti,abkw OR ‘policy
evaluation*’:ti,ab,kw OR ‘health care reform*’:ti,ab,kw OR ‘healthcare
49 reform’:ti,ab,kw
50
51 CINAHL SENIOR CITIZEN (MH “Aged”) OR (MH “Geriatrics”) OR (MH "Caregivers") OR TI
52 (Elderl* OR “Older Persons” OR the aged OR “aged patient*” OR “aged
53 people” OR “aged person*” OR “aged adult*” OR “aged citizen*” OR
54 “oldest old” OR “older adult*” OR “older patient*” OR “older subject*”
55 OR “older citizen*” OR “older person*” OR “older people” OR “senior*”
56 OR “old age” OR “advanced age” OR aging OR ageing OR geriatr* OR
57
58 6
59
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gerontolog* OR Centenarian®* OR Nonagenarian* OR Octogenarian* OR
septuagenarian*) OR AB (Elderl* OR “Older Persons” OR “the aged” OR
“aged patient®*” OR “aged people” OR “aged person*” OR “aged adult*”
OR ““aged citizen*” OR “oldest old” OR “older adult” OR “older patient*”
OR “older subject*” OR “older citizen*” OR “older person*””” OR older
people” OR senior* OR “old age” OR “advanced age” OR aging OR
ageing OR geriatr* OR gerontology OR Centenarian* OR Nonagenarian*
OR Octogenarian* OR septuagenarian*)

ENGAGEMENT

(MH “Consumer Participation”) OR (MH “Political Participation””) OR
(MH “Stakeholder participation”) OR TI (participat* OR Empower* OR
Activat* OR Deliberat* OR Engag* OR involv* OR “stakeholder role”)
OR AB (participat* OR Empower* OR Activat* OR Deliberat* OR
Engag* OR involv* OR “stakeholder role”)

HEALTH  POLICY
DEVELOPMENT

(MH “Policy Making”) OR (MH “Health Policy+”) OR TI (“Health
polic*” OR “healthcare polic*”” OR “health care polic*”” OR policymaking
OR “policy making” OR “policy development*” OR “policy analys*” OR
“advisory committ*” OR “task force*” OR “development of polic*” OR
“review commit*” OR “policy formulation*” OR “policy evaluation*”” OR
health care reform* OR healthcare reform*) OR AB (“Health polic*” OR
“healthcare polic*” OR “health care polic*” OR policymaking OR policy
making” OR “policy development*” OR “policy analys*” OR “advisory
committ*” OR “task force*” OR “development of polic*” OR “review
commit*” OR “policy formulation*” OR “policy evaluation*” OR health
care reform* OR healthcare reform*)

HEALTH
SYSTEMS
EVIDENCE

Older adult* OR caregiver* AND participat* OR Empower* OR Activat*
OR Deliberat* OR engag* OR involv* AND "Health Policy" OR “health
polic*” OR “healthcare polic*” OR “health care polic*” OR "Policy
Making" OR “policy making” OR “policymaking” OR “policy
development*” OR “policy analys*” OR “advisory committ*” OR “task
force*” OR “development of polic*” OR “review commit*” OR “policy
formulation*” OR “policy evaluation*” OR health care reform* OR
healthcare reform*

HEALTH
EVIDENCE

SENIOR CITIZEN

("Aged" OR “the aged” OR “aged patient*” OR “aged people” OR “aged
person*”” OR “aged adult*”” OR “aged citizen*” OR elder* OR “oldest old”
OR “older adult*” OR “older patient®” OR “older subject*”” OR “older
citizen*” OR “older person*”” OR “older people” OR senior* OR “old age”
OR ““advanced age” OR aging OR ageing OR "Geriatrics" OR geriatr* OR
gerontolog* OR Centenarian* OR Nonagenarian* OR Octogenarian* OR
septuagenarian®)

AND (“Patient Participation" OR participat®* OR Empower* OR Activat*
OR Deliberat* OR engag* OR involv* OR “stakeholder role”)

AND ("Health Policy" OR “health polic*” OR “healthcare polic*” OR
“health care polic*” OR "Policy Making" OR “policy making” OR
“policymaking” OR “policy development*” OR “policy analys*” OR
“advisory committ*” OR “task force*” OR “development of polic*” OR
“review commit*” OR “policy formulation*” OR “policy evaluation*”” OR
health care reform* OR healthcare reform*)
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Inclusion/exclusion criteria

Empirical studies, e.g., qualitative, quantitative, and mixed methods research, systematic and
scoping reviews, and grey literature reports will be included if they report on policy development
in the areas of health and well-being, address the use or evaluation of a method/practice for
engaging senior citizens and informal caregivers in health policy development, focus on senior
citizens defined as persons with a minimum age of 65 (or a majority of participants are aged 65
and above), and/or their informal caregivers or addressed with proxy words such as chronically
ill, dementia, and frail elderly, and address policy development at regional, national, or
international level.

Due to a dearth of literature on senior citizen engagement in health policy development, there will
be no limit to publication year. There will also be no exclusion of studies based on language,
meaning all studies reported in all languages will be included. Abstracts of studies in languages
other than English will first be translated using the help of a colleague who is proficient in the
language. If considered relevant, the full texts will then be translated using the help of a translation
firm. Studies discussing senior citizen and informal caregiver engagement in research or at the
point of care will be excluded. Studies addressing all citizen engagement with no particular
attention to senior citizens will be excluded.

Data charting, summarizing, and reporting the results

A preliminary data charting table (see Table 2) has been developed and will be piloted to
familiarize with results, based on the elements presented in the engagement framework by Carman
et al (28). This Multidimensional Framework for Patient and Family Engagement in Health and
Healthcare will be used to guide analysis and data will be categorize based on the elements. We
will first capture information on engagement approaches used in the included relevant articles,
their characteristics and how they were used to engage senior citizens and/or informal caregivers
in health policy development. Then, we will interpret these findings based on the elements in the
framework. We will extract data on continuum of engagement, phase of policy development,
factors influencing policy makers to create opportunities for engagement, outcomes of
engagement, comparisons of engagement strategies, efforts/initiatives to ensure engagement of
senior citizens of minority groups, if stated Two researchers will pilot the data extraction table.
The table will be further refined and updated as required in accordance with the review’s
objectives. A descriptive summary of the findings will be presented. Data on authors, sources of
evidence, year of publication, country/origin/setting of study, engagement frameworks will be
extracted and presented.

Patient and public involvement

There was no patient nor public involvement.
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Table 2: Data charting table

Scoping Review Details

Article title

Review objectives

Review questions

Study type (case, empirical, review)

Study design (quantitative, qualitative)

Evidence source details and characteristics

Citation details

Country/geographical setting

Context

Participants/population studied (age, sex,
number)

Inclusion/Exclusion Criteria

Population

Includes senior citizens aged 65 and above
and/or their caregivers

Concept

Describes strategies for senior citizen and
informal caregiver engagement

Context

Describes strategies for senior citizen and
informal caregiver engagement in policies
around health and well-being

Details/results extracted from publications

Name of engagement strategies discussed

Description of strategy

Stated continuum of engagement
(consultation, involvement, partnership, and
shared leadership)

Stated phase of policy development (e.g.
policy formulation, implementation, or
evaluation)

Stated factors influencing policy makers to
create opportunities for engagement in health
policy development

Stated outcome(s) of engagement strategies

Change in knowledge and attitude of engaged
senior citizens and informal caregivers
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1

2

2 Promotion of active citizenship (e.g., do senior

5 citizens and informal caregivers feel a sense of

6 citizenship and participation in decision

7 making)

8

9 Impact on relationship between the

:? government and the citizens

12 . .. . .

13 Senior citizens’ and informal caregivers'

14 awareness of one-another’s lived experiences

15

16 Increased knowledge about care transitions

:; and engagement

;g Developed capacity to take part in public

2 policy matter

22

23 Any other reported outcomes

24 Data on comparisons of different engagement

;2 approaches

27 Data on efforts/initiatives to  ensure

28 engagement of senior citizens of minority

29 groups, if stated

30 How strategy was used for engagement in

31 health policy development

gg Topics  discussed using  engagement

34 approaches

35 Stated engagement frameworks discussed

36

37

38 Ethics and dissemination: This study does not require ethical approval as it will use publicly
39 available data and does not involve human subjects’ research. This study will constitute the first
40 step in a research plan aimed at identifying engagement strategies and comparing them for
41 variation, content, and breadth and depth of insights. The findings of this review will guide
jé researchers, stakeholders, government, and non-governmental organization as well as policy
42 makers in conversations around engagement in this context.

22 Author Contributions

47

48 ORK drafted the scoping review protocol. JPD, TvA, and ME revised and reviewed the protocol.
49

50 Funding Statement

51

52 This project has received funding from the European Union’s Horizon 2020 Research and
gi Innovation Programme under the Marie Sklodowska-Curie grant agreement No 812656.
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Figure 1: A multidimensional framework for patient and family engagement in health and healthcare by

Carman et al (28)

Continuum of engagement

>
Levels of Partnership and
engagement Consultation Involvement shared leadership
Patients receive Patients are Treatment
information asked about their decisions are
abouta preferences in made based on
diagnosis + treatment plan _’ patients’
preferences,
medical evidence,
and clinical
judgment
~ andquality
committees
Public agency Patients’ Patients have equal
conducts recommendations representation on
focus groups about research agency committee
withpatients . prioritiesare 1, that makes
to ask opinions used by decisions about
about a health public agency how to allocate
care issue to make funding resources to
decisions health programs
| ¢ |
‘ Patlent (beliefs about patient role, health literacy, education)
© Organlzation (policies and practices, culture,

@ Soclety (soclal norms, regulations, policy)

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 14 of 14

"ybuAdoo Ag pajoslold 1senb Aq 20z ‘0T |Hdy uo /woo fwg-uadolwa//:dny woiy papeojumod "220z 48goio0 § U0 §0690-2202-uadolwa/oeTT 0T se paysiignd 1siy :uado (NG


http://bmjopen.bmj.com/

BMJ Open

BM) Open

Strategies for Engaging Senior Citizens and Their Informal
Caregivers in Health Policy Development: A Scoping Review

Protocol

Journal:

BMJ Open

Manuscript ID

bmjopen-2022-064505.R1

Article Type:

Protocol

Date Submitted by the
Author:

06-Sep-2022

Complete List of Authors:

Kolade, Opeyemi; Ben-Gurion University of the Negev, Department of
Health Policy and Management

Porat-Dahlerbruch, Joshua; Ben-Gurion University of the Negev, Health
Policy and Management

van Achterberg , T; KU Leuven

Ellen, Moriah; University of the Negev Guilford Glazer Faculty of Business
and Management, Department of Health Policy & Management;
University of Toronto Dalla Lana School of Public Health, Institute of
Health Policy Management and Evaluation

<b>Primary Subject
Heading</b>:

Health policy

Secondary Subject Heading:

Global health, Health services research, Geriatric medicine

Keywords:

Health policy < HEALTH SERVICES ADMINISTRATION & MANAGEMENT,
QUALITATIVE RESEARCH, PUBLIC HEALTH

o

o

{OLARONE™
Manuscripts

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

‘yBuAdod Ag paloaloid 1senb Ag 20z ‘0T Idy uo /wod fwg uadolwg//:dny wouy papeojumoq ‘ZzZ0z 1840100 § U0 §0590-2202-uadolwag/9eTT 0T Se paysiignd 1s1y :uado rINg


http://bmjopen.bmj.com/

Page 1 of 16

oNOYTULT D WN =

BMJ Open

TITLE: STRATEGIES FOR ENGAGING SENIOR CITIZENS AND THEIR
INFORMAL CAREGIVERS IN HEALTH POLICY DEVELOPMENT: A SCOPING
REVIEW PROTOCOL

Article type: Protocol
Word count: 2021

Authors:
1. Opeyemi Rashidat Kolade (lasisiop@post.bgu.ac.il)
2. Joshua Porat-Dahlerbruch (poratdah@bgu.ac.il)
3. Theo van Achterberg (theo.vanachterberg@kuleuven.be)
4. Moriah E. Ellen (ellenmo@bgu.ac.il)

Affiliations:

1. Department of Health Policy and Management, Guilford Glazer Faculty of Business and
Management and Faculty of Health Sciences, Ben-Gurion University of the Negev, Israel

2. Department of Health Policy and Management, Guilford Glazer Faculty of Business and
Management and Faculty of Health Sciences, Ben-Gurion University of the Negev, Israel &
U.S.-Israel Fulbright Commission

3. University of Leuven, KU Leuven, Department of Public Health and Primary Care, Academic
Centre for Nursing and Midwifery, Kapucijnenvoer 35, 3000 Leuven, Belgium

4. Institute for Health and Nursing Science, Medical Faculty, Martin Luther University Halle-
Wittenberg, Magdeburger Stralle 8, Halle (Saale) 06112, Germany

5: Department of Health Policy and Management, Guilford Glazer Faculty of Business and
Management and Faculty of Health Sciences, Ben-Gurion University of the Negev, Israel &
Department of Health Policy and Management, Guilford Glazer Faculty of Business and
Management and Faculty of Health Sciences, Ben-Gurion University of the Negev, Israel &
Institute of Health Policy Management and Evaluation, Dalla Lana School of Public Health,
University of Toronto, Canada

Corresponding author: Moriah E. Ellen (ellenmo@bgu.ac.il)

Address: Department of Health Policy and Management, Guilford Glazer Faculty of Business
and Management and Faculty of Health Sciences, Ben-Gurion University of the Negev, Israel
Phone: 972-8-6472100

Department of Health Policy and Management, Guilford Glazer Faculty of Business and
Management and Faculty of Health Sciences, Ben-Gurion University of the Negev, Israel &
Institute of Health Policy Management and Evaluation, Dalla Lana School of Public Health,
University of Toronto, Canada.

Acknowledgment
Thomas Vandendriessche and Chayenne Van Meel, librarians at KU Leuven, and Ruth Suhami,

a librarian at Tel-Aviv University

Keywords: senior citizens, informal caregivers, engagement, health policy development

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

‘yBuAdod Ag paloaloid 1senb Ag 20z ‘0T [dy uo /wod fwg uadolwg//:dny wouy papeojumod ‘ZzZ0z 1840100 § U0 §0590-2202-uadolwag/9eTT 0T Se paysiignd 1s1y :uado rINg


http://bmjopen.bmj.com/

oNOYTULT D WN =

BMJ Open

Funding: This project has received funding from the European Union’s Horizon 2020 Research
and Innovation Programme under the Marie Sklodowska-Curie grant agreement No 812656.

Conflict of interest: None

1

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 2 of 16

‘yBuAdod Ag paloaloid 1senb Ag 20z ‘0T [dy uo /wod fwg uadolwg//:dny wouy papeojumod ‘ZzZ0z 1840100 § U0 §0590-2202-uadolwag/9eTT 0T Se paysiignd 1s1y :uado rINg


http://bmjopen.bmj.com/

Page3of 16

oNOYTULT D WN =

BMJ Open

Title: Strategies for Engaging Senior Citizens and their Informal Caregivers in Health Policy
Development: A Scoping Review Protocol

Abstract
Introduction

Care for senior citizens is a global policy issue. There has been limited focus on senior citizen and
informal caregiver engagement in policy development. Encouraging senior citizen participation
through active engagement in the policy-making process enhances the provision of better services
and the creation of responsive policies and is critical to better healthcare. Accordingly, this review
aims to map the available evidence to provide an overview of strategies for engaging senior
citizens and informal caregivers in health policy development.

Methods and Analysis

A scoping review will be conducted. This study will use the updated methodological guidance for
conducting a scoping review developed by the Joanna Briggs Institute (JBI). This review aims to
answer the question: “What is known in the literature about strategies for engaging senior citizens
and informal caregivers in health policy development?” Titles and abstracts will be screened to
determine eligibility for full-text review based on already established eligibility criteria. Data will
be extracted from relevant articles. A summary of extracted data will be presented. The results will
be interpreted within the Multidimensional Framework for Patient and Family Engagement in
Health and Healthcare.

Ethics and Dissemination

Ethical review is not required as scoping reviews are a form of secondary data analysis that
synthesizes data from publicly available sources. Findings from this proposed review will be
disseminated in conferences and to the global scientific community through published academic
papers in reputable health policy-related journals.

Keywords: senior citizens, informal caregivers, engagement, health policy development
Article Summary
Strengths and limitations of this study

e This is the first known review that seeks to address knowledge and evidence gaps on
strategies for engaging senior citizens and informal caregivers in health policy
development from existing literature.

e The review will build on the Multidimensional Framework for Patient and Family
Engagement in Health and Healthcare, thus a theoretical contribution to the literature

e Publications will be searched from multiple electronic databases with peer-reviewed
literature and a broad range of grey literature sources, using a comprehensive search
strategy, thus an opportunity to retrieve all potentially relevant publications.

e All languages will be included, thereby reducing publication bias based on the language of
publication.

e According to scoping review methods, the optional quality assessment of articles will not
be performed
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Data statement

This is an Open Access article distributed in accordance with the Creative Commons Attribution
Non-Commercial (CC BY-NC 4.0) license, which permits others to distribute, remix, adapt, build
upon this work non-commercially, and license their derivative works on different terms, provided
the original work is properly cited and the wuse is non-commercial. See:
http://creativecommons.org/licenses/by-nc/4.0/

Introduction

Around 16 percent of the world's population is predicted to be 65 or older in 2050 (1). Care needs
increase with age, and senior citizens have unmet care needs related to their physical and
psychological health, social life, and the environment in which they live and interact (2). Senior
citizens are extensive users of health and social care services and are greatly affected by health
policy decisions across all care settings. Similarly, informal caregivers assume many different
roles in providing care support for senior citizens, thus constituting a heavy burden on them (3).
Their input or that of their informal caregivers in health policy development is under-represented
(4). Little is known about strategies used to engage them in designing or implementing policies
that matter to them (5). Yet senior citizens and their informal caregivers should have a voice in
any decisions made since involving their perspectives in all stages of policy-making can improve
the success and ownership of policies and sustainability of the outputs (6). As most previous
research on engagement at the policy level focuses on the general population, this does not often
reflect senior citizens' unique and complex social and healthcare needs.

Citizen engagement and deliberative methods can change knowledge and attitudes (7), promote
active citizenship, and improve relationships between the government and citizens (8, 9). Effective
citizen engagement and public deliberation can also lead to improved outcomes for citizens,
policymakers, and policymaking. When citizens are engaged, policy makers are better aware of
what outcomes need to be addressed. Citizen engagement can improve multiple types of outcomes
such as instrumental, developmental, and democratic outcomes. Instrumental outcomes mean
generating awareness of lived experience and improving the quality of policymaking by ensuring
that policies, programs, and services align with the values and needs of citizens, provision of better
services, healthcare and improved quality of care (10, 11), and the creation of responsive policies
(12-14). Developmental outcomes mean providing education and raising awareness about pressing
health issues and developing citizens’ capacity to take part in public policy matters (15), and
democratic outcomes mean supporting transparency, accountability, trust, and empowerment (9,
16-18). Citizen engagement benefits individuals, organizations, and society by increasing
knowledge, power, and problem-solving ability (19). Finally, involving citizens in policy decisions
can increase the legitimacy and transparency of decision-making processes and help inform health
policy decisions (20). Senior citizen and informal caregiver engagement in policy is pivotal as
health policy decisions are not only relevant to them but also impact the healthcare system.

Previous research has tried to understand mechanisms needed to engage senior citizens in
healthcare decision-making, research, and planning (21, 22). However, there is limited published
literature specifically focused on senior citizen and informal caregiver engagement in health policy
development. Most existing research focuses on all citizens’ engagement in research and at point
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of care. Similarly, there is a dearth of literature on caregiver engagement in health policy
development. Few examples for caregiver engagement in health policy development exists. For
example, Keogh et al. (23), described the use of an innovative approach, being Carers assembly to
increase the involvement of caregivers of people with dementia in the policymaking process in
Ireland.

Thus, this current scoping review aims to provide an overview of available research evidence on
strategies for senior citizens’ and informal caregivers’ engagement in health policy decision-
making. This research synthesis aims to map the literature on strategies for senior citizens and
informal caregiver engagement in health policy and to provide an opportunity to understand key
concepts and identify knowledge gaps on engagement strategies. The review will provide an
evidence-based foundation to guide senior citizen engagement in health policy development and
demonstrate how engagement strategies have been used in health policy development in different
contexts.

This scoping review will be the first to synthesize the existing evidence on strategies for senior
citizen and informal caregiver engagement in health policy development as described in peer-
reviewed and grey literature. It is thus a novel scoping review to identify and describe engagement
strategies for senior citizens and informal caregivers as used in different contexts.

Methods:
Scoping review design

This scoping review will follow the approach recommended by the Joanna Briggs Institute (24).
The scoping review methodology was chosen for its suitability for addressing our proposed topic
as it will provide opportunity to assess the extent of the available evidence on engagement
strategies for senior citizens and informal caregivers in health policy development, as well as
identify and analyze knowledge gaps.

Senior citizens will refer to persons aged 65 and above for this review. The term citizen will be
used more comprehensively without discrimination to refer to every person in a society or country
(25). Informal caregiver is an unpaid individual (for example, a spouse, partner, family member,
friend, or neighbor) involved in assisting others with activities of daily living and medical tasks
(26). Citizen engagement is defined as the meaningful involvement of individual citizens in policy
or program development, from agenda-setting and planning to decision-making, implementation,
and review(27).

Conceptual model

This scoping review will use the Multidimensional Framework for Patient and Family Engagement
in Health and Healthcare proposed by Carman et al. (28) (Figure 1), which was influenced by
Arnstein’s ladder of participation (29). This framework presents engagement in three elements:
continuum, levels, and factors influencing engagement. These three elements will guide in
mapping evidence from the literature. It outlines a continuum of engagement activities
(consultation, partnership, and shared decision-making) across three levels of the healthcare
system (individual care, organizational governance, and government policy) and describes factors
influencing engagement. The framework presents engagement at the personal level of care as
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considering patients’ preferences and values in treatment decisions. At the organizational care and
governance level, patients’ and families’ perspectives are considered in the design and governance
of healthcare organizations and projects. Engagement at the policy-making level is centered on
developing, implementing, and evaluating health care programs and policies through
collaborations between citizens and policymakers (28). Engagement occurs at the lower end of the
continuum but with a limited effect on decision-making. In contrast, there is active partnership,
signified by a bi-directional flow of information at the higher end, and shared decision-making
responsibility. Furthermore, this study will expand on the Multidimensional Framework for Patient
and Family Engagement in Health and Healthcare (28) by including components in the extraction
table specific to senior citizen and informal caregiver engagement in health policy development.
The scoping review will identify and describe different strategies/methods for senior citizen and
informal caregiver engagement in health policymaking. More specifically, this review will extract
and synthesize data on items relevant to the framework: continuum of engagement, phase of policy
development in which engagement occurs, factors influencing engagement, and engagement
outcomes. Additionally, outcomes of engagement, comparisons of engagement strategies, and
efforts to involve minority groups will also be extracted and synthesized.

Search strategy

In line with the Joanna Briggs Institute (JBI) recommendations (24), a three-step search strategy
will be utilized. An initial limited search of two online databases (MEDLINE (through PubMed)
and Embase) will be conducted. This search will use the search strategy in Table 1. This will be
followed by an analysis of the keywords in the title and abstract of retrieved papers and the index
terms used to describe the articles. A second search will use all identified keywords and index
terms across other databases: Health Systems Evidence, Health Evidence, and CINAHL. Thirdly,
the reference lists of identified reports and articles will be searched for additional sources. We will
work with a librarian for the refinement of the search strategy and conducting the search on all
relevant databases. Authors of primary sources or reviews will also be contacted when necessary
for further information. With consultation from stakeholder groups and major international
organizations, sources that would hold grey literature on practices for engaging senior citizens and
their informal caregivers in health policy development will be identified. A search will be
conducted, and all available information will be retrieved.

Search results will be imported into Endnote 20 where duplicates will be removed, then into an
online systematic review software, Covidence (www.covidence.org). Titles and abstracts will be
screened to determine eligibility for full-text review based on the eligibility criteria described in
the following section. All research team members will first screen a sample together using the
eligibility criteria, then two researchers will independently screen all titles and abstracts.
Disagreements will be discussed and resolved through discussion or involving a third team
member, and consensus will be reached. A PRISMA flow diagram of the literature search and
selection process will be presented. The study is being conducted between April and November
2022.
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Table 1: Search strategy

BMJ Open

DATABASE

CONCEPT

SEARCH TERMS

PUBMED

SENIOR CITIZEN

("Aged"[Mesh] OR “aged patient*”’[tiab] OR “aged people”[tiab] OR
“aged person*”’[tiab] OR “aged adult*”[tiab] OR “aged citizen*”[tiab] OR
elder*[tiab] OR “oldest old”[tiab] OR “older adult*”’[tiab] OR “older
patient*”[tiab] OR “older subject*”’[tiab] OR “older citizen*”[tiab] OR
“older person*”[tiab] OR “older people”[tiab] OR senior*[tiab] OR “old
age”[tiab] OR “advanced age™[tiab] OR aging[tiab] OR ageing[tiab] OR
"Geriatrics"[Mesh] OR geriatr*[tiab] OR gerontolog*[tiab] OR
Centenarian*[tiab] OR Nonagenarian*[tiab] OR Octogenarian*[tiab] OR
septuagenarian®[tiab])

ENGAGEMENT

"Patient Participation"[Mesh] OR participat*[tiab] OR Empower*[tiab]
OR Activat*[tiab] OR Deliberat*[tiab] OR engag*[tiab] OR involv*[tiab]
OR "Stakeholder Participation"[Mesh] OR “stakeholder role*”[tiab]

HEALTH  POLICY
DEVELOPMENT

"Health Policy"[Mesh] OR “health polic*’[tiab] OR ‘“healthcare
polic*”[tiab] OR “health care polic*”[tiab] OR "Policy Making"[Mesh]
OR “policy making”[tiab] OR “policymaking”[tiab] OR “policy
development*”[tiab] OR  “policy analys*’[tiab] OR “advisory
committ*”[tiab] OR “task force*[tiab] OR “review commit*’[tiab] OR
“policy formulation*”[tiab] OR “policy evaluation*”[tiab] OR ‘“health
care reform*”’[tiab] OR “healthcare reform*”’[tiab]

EMBASE

SENIOR CITIZEN

'aged'/exp OR ‘the aged’:ti,ab,kw OR 'aged patient*’:ti,ab.kw OR ‘aged
people’:ti,abkw OR ‘aged person*’:ti,ab,kw OR ‘aged adult*’:ti,ab,kw
OR ‘aged citizen*’:ti,ab,kw OR ‘elder*’:ti,ab,kw OR ‘oldest old’:ti,ab,kw
OR ‘older adult*’:ti,abkw OR ‘older patient*’:ti,abkw OR ‘older
subject*”:ti,abkw  OR  ‘older citizen*’:tiabkw  OR  ‘older
person*’:ti,ab,kw OR ‘older people’:ti,ab,kw OR ‘senior*’:ti,ab,kw OR
‘old age’:ti,ab,kw OR ‘advanced age’:ti,ab,kw OR ‘aging’:ti,ab.kw OR
‘ageing’:ti,abkw OR 'geriatrics'/exp OR ‘geriatr*’:ti,abkw OR
'gerontology'/exp OR ‘gerontolog*’:ti,ab,kw OR ‘Centenarian*’:ti,ab,kw
OR  ‘Nonagenarian*’:tiabjkw OR  ‘Octogenarian*’:ti,abkw OR
septuagenarian®:ti,ab,kw

ENGAGEMENT

'patient participation'/exp OR 'patient engagement'/exp OR 'patient
empowerment'/exp OR 'stakeholder engagement'/exp OR ‘'patient
activation'/exp OR ‘participat*’:ti,ab,kw OR ‘Empower*’:ti,abkw OR
‘Activat*’:ti,ab,kw OR ‘engag*’:tiabkw OR ‘involv*’:ti,abkw OR
'deliberation'/exp OR ‘deliberat*’:ti,ab,kw OR ‘stakeholder role*’:ti,ab,kw

HEALTH  POLICY
DEVELOPMENT

'health care policy'/exp OR 'health care polic*"ti,abkw OR ‘health
polic*’:tiabkw  OR  ‘healthcare  polic*’:tiabkw OR  ‘policy
making’:ti,ab,kw OR ‘policymaking’:ti,ab,kw OR 'policy
development'/exp OR ‘policy development*’:ti,abkw OR ‘policy
analys*’:tiabkw OR ‘advisory committ*’:tiabkw OR ‘task
force*’:ti,abkw OR ‘development of polic*’:ti,abkw OR ‘review
commit*’:ti,abkw OR ‘policy formulation®’:ti,abkw OR ‘policy
evaluation*’:ti,ab,kw OR ‘health care reform*’:ti,ab,kw OR ‘healthcare
reform’:ti,ab,kw

CINAHL

SENIOR CITIZEN

(MH “Aged”) OR (MH “Geriatrics”) OR (MH "Caregivers") OR TI
(Elderl* OR “Older Persons” OR the aged OR “aged patient*” OR “aged
people” OR “aged person*” OR “aged adult*” OR “aged citizen*” OR
“oldest old” OR “older adult*” OR “older patient*” OR “older subject*”
OR “older citizen*” OR “older person*” OR “older people” OR “senior*”
OR “old age” OR “advanced age” OR aging OR ageing OR geriatr* OR
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gerontolog* OR Centenarian®* OR Nonagenarian* OR Octogenarian* OR
septuagenarian*) OR AB (Elderl* OR “Older Persons” OR “the aged” OR
“aged patient®*” OR “aged people” OR “aged person*” OR “aged adult*”
OR ““aged citizen*” OR “oldest old” OR “older adult” OR “older patient*”
OR “older subject*” OR “older citizen*” OR “older person*””” OR older
people” OR senior* OR “old age” OR “advanced age” OR aging OR
ageing OR geriatr* OR gerontology OR Centenarian* OR Nonagenarian*
OR Octogenarian* OR septuagenarian*)

ENGAGEMENT

(MH “Consumer Participation”) OR (MH “Political Participation””) OR
(MH “Stakeholder participation”) OR TI (participat* OR Empower* OR
Activat* OR Deliberat* OR Engag* OR involv* OR “stakeholder role”)
OR AB (participat* OR Empower* OR Activat* OR Deliberat* OR
Engag* OR involv* OR “stakeholder role”)

HEALTH  POLICY
DEVELOPMENT

(MH “Policy Making”) OR (MH “Health Policy+”) OR TI (“Health
polic*” OR “healthcare polic*”” OR “health care polic*”” OR policymaking
OR “policy making” OR “policy development*” OR “policy analys*” OR
“advisory committ*” OR “task force*” OR “development of polic*” OR
“review commit*” OR “policy formulation*” OR “policy evaluation*”” OR
health care reform* OR healthcare reform*) OR AB (“Health polic*” OR
“healthcare polic*” OR “health care polic*” OR policymaking OR policy
making” OR “policy development*” OR “policy analys*” OR “advisory
committ*” OR “task force*” OR “development of polic*” OR “review
commit*” OR “policy formulation*” OR “policy evaluation*” OR health
care reform* OR healthcare reform*)

HEALTH
SYSTEMS
EVIDENCE

Older adult* OR caregiver* AND participat* OR Empower* OR Activat*
OR Deliberat* OR engag* OR involv* AND "Health Policy" OR “health
polic*” OR “healthcare polic*” OR “health care polic*” OR "Policy
Making" OR “policy making” OR “policymaking” OR “policy
development*” OR “policy analys*” OR “advisory committ*” OR “task
force*” OR “development of polic*” OR “review commit*” OR “policy
formulation*” OR “policy evaluation*” OR health care reform* OR
healthcare reform*

HEALTH
EVIDENCE

SENIOR CITIZEN

("Aged" OR “the aged” OR “aged patient*” OR “aged people” OR “aged
person*”” OR “aged adult*”” OR “aged citizen*” OR elder* OR “oldest old”
OR “older adult*” OR “older patient®” OR “older subject*”” OR “older
citizen*” OR “older person*”” OR “older people” OR senior* OR “old age”
OR ““advanced age” OR aging OR ageing OR "Geriatrics" OR geriatr* OR
gerontolog* OR Centenarian* OR Nonagenarian* OR Octogenarian* OR
septuagenarian®)

AND (“Patient Participation" OR participat®* OR Empower* OR Activat*
OR Deliberat* OR engag* OR involv* OR “stakeholder role”)

AND ("Health Policy" OR “health polic*” OR “healthcare polic*” OR
“health care polic*” OR "Policy Making" OR “policy making” OR
“policymaking” OR “policy development*” OR “policy analys*” OR
“advisory committ*” OR “task force*” OR “development of polic*” OR
“review commit*” OR “policy formulation*” OR “policy evaluation*”” OR
health care reform* OR healthcare reform*)
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Inclusion/exclusion criteria

Empirical studies, e.g., qualitative, quantitative, and mixed methods research, systematic and
scoping reviews, and grey literature reports will be included if they report on policy development
in the areas of health and well-being, address the use or evaluation of a method/practice for
engaging senior citizens and informal caregivers in health policy development, focus on senior
citizens defined as persons with a minimum age of 65 (or a majority of participants are aged 65
and above), and/or their informal caregivers or addressed with proxy words such as chronically
ill, dementia, and frail elderly, and address policy development at regional, national, or
international level.

Due to a dearth of literature on senior citizen engagement in health policy development, there will
be no limit to publication year. There will be no language restrictions included in the eligibility
criteria and in the search strategy. This means that search results in every language (of the
world/where an article on the subject has been written) generated from our search strategy will be
included for review, if they meet all other eligibility criteria. Abstracts of studies in languages
other than English will first be translated using the help of a colleague who is proficient in the
language. If considered relevant, the full texts will then be translated using the help of a translation
firm. Studies discussing senior citizen and informal caregiver engagement in research or at the
point of care will be excluded. Studies addressing all/ citizen engagement with no particular
attention to senior citizens will be excluded.

Data charting, summarizing, and reporting the results

A preliminary data charting table (see Table 2) has been developed and will be piloted to
familiarize with results, based on the elements presented in the engagement framework by Carman
et al (28). This Multidimensional Framework for Patient and Family Engagement in Health and
Healthcare will be used to guide analysis and data will be categorize based on the elements. We
will first capture information on engagement approaches used in the included relevant articles,
their characteristics and how they were used to engage senior citizens and/or informal caregivers
in health policy development. Then, we will interpret these findings based on the elements in the
framework. We will extract data on continuum of engagement, phase of policy development,
factors influencing policy makers to create opportunities for engagement, outcomes of
engagement, comparisons of engagement strategies, efforts/initiatives to ensure engagement of
senior citizens of minority groups, if stated Two researchers will pilot the data extraction table.
The table will be further refined and updated as required in accordance with the review’s
objectives. A descriptive summary of the findings will be presented. Data on authors, sources of
evidence, year of publication, country/origin/setting of study, engagement frameworks will be
extracted and presented. Regardless of the study designs of the included studies, the descriptions
of the engagement strategies reported in the included studies will be the focus of the analysis and
this will be guided by the Multidimensional Framework for Patient and Family Engagement in
Health and Healthcare.

Patient and public involvement

There was no patient nor public involvement.
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Table 2: Data charting table

Scoping Review Details

Article title

Review objectives

Review questions

Study type (case, empirical, review)

Study design (quantitative, qualitative)

Evidence source details and characteristics

Citation details

Country/geographical setting

Context

Participants/population studied (age, sex,
number)

Inclusion/Exclusion Criteria

Population

Includes senior citizens aged 65 and above
and/or their caregivers

Concept

Describes strategies for senior citizen and
informal caregiver engagement

Context

Describes strategies for senior citizen and
informal caregiver engagement in policies
around health and well-being

Details/results extracted from publications

Name of engagement strategies discussed

Description of strategy

Stated continuum of engagement
(consultation, involvement, partnership, and
shared leadership)

Stated phase of policy development (e.g.
policy formulation, implementation, or
evaluation)

Stated factors influencing policy makers to
create opportunities for engagement in health
policy development

Stated outcome(s) of engagement strategies

Change in knowledge and attitude of engaged
senior citizens and informal caregivers
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1

2

2 Promotion of active citizenship (e.g., do senior

5 citizens and informal caregivers feel a sense of

6 citizenship and participation in decision

7 making)

8

9 Impact on relationship between the

:? government and the citizens

12 . .. . .

13 Senior citizens’ and informal caregivers'

14 awareness of one-another’s lived experiences

15

16 Increased knowledge about care transitions

:; and engagement

;g Developed capacity to take part in public

2 policy matter

22

23 Any other reported outcomes

24 Data on comparisons of different engagement

;2 approaches

27 Data on efforts/initiatives to  ensure

28 engagement of senior citizens of minority

29 groups, if stated

30 How strategy was used for engagement in

31 health policy development

gg Topics  discussed using  engagement

34 approaches

35 Stated engagement frameworks discussed

36

37

38 Ethics and dissemination: This study does not require ethical approval as it will use publicly
39 available data and does not involve human subjects’ research. This study will constitute the first
40 step in a research plan aimed at identifying engagement strategies and comparing them for
41 variation, content, and breadth and depth of insights. The findings of this review will guide
jé researchers, stakeholders, government, and non-governmental organization as well as policy
42 makers in conversations around engagement in this context.

22 Author Contributions

47

48 ORK drafted the scoping review protocol. JPD, TvA, and ME revised and reviewed the protocol.
49

50 Funding Statement

51

52 This project has received funding from the European Union’s Horizon 2020 Research and
gi Innovation Programme under the Marie Sklodowska-Curie grant agreement No 812656.
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58 10

59

60 For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

‘yBuAdod Ag paloaloid 1senb Ag 20z ‘0T [dy uo /wod fwg uadolwg//:dny wouy papeojumod ‘ZzZ0z 1840100 § U0 §0590-2202-uadolwag/9eTT 0T Se paysiignd 1s1y :uado rINg


http://bmjopen.bmj.com/

oNOYTULT D WN =

BMJ Open

Competing statement
The authors have no conflict of interest to report.
Acknowledgment

Thomas Vandendriessche and Chayenne Van Meel, librarians at KU Leuven, and Ruth Suhami,
a librarian at Tel-Aviv University

References

1. UNDESA. World Population Ageing 2020 Highlights. Division DoEaSAP; 2020.

2. Abdi S, Spann A, Borilovic J, de Witte L, Hawley M. Correction to: Understanding the
care and support needs of older people: a scoping review and categorisation using the WHO
international classification of functioning, disability and health framework (ICF). BMC Geriatr.
2020;20(1):23.

3. Gauvin F-P, Ganann R, Heald-Taylor G, Markle-Reid M, McAiney C, Moat KA, et al.
Engaging Older Adults with Complex Health and Social Needs, and Their Caregivers, to
Improve Hospital-to-home Transitions in Ontario. 2019.

4, Holroyd-Leduc J, Resin J, Ashley L, Barwich D, Elliott J, Huras P, et al. Giving voice to
older adults living with frailty and their family caregivers: engagement of older adults living with
frailty in research, health care decision making, and in health policy. Res Involv Engagem.
2016;2:23.

5. Falanga R, Cebulla A, Principi A, Socci M. The Participation of Senior Citizens in
Policy-Making: Patterning Initiatives in Europe. Int J Environ Res Public Health. 2020;18(1).

6. Stefanoni S, Camilla W. Review of Good Practice on Ageing Policy. 2015.

7. Carman KL, Mallery C, Maurer M, Wang G, Garfinkel S, Yang M, et al. Effectiveness of
public deliberation methods for gathering input on issues in healthcare: Results from a
randomized trial. Soc Sci Med. 2015;133:11-20.

8. Molster C, Potts A, McNamara B, Youngs L, Maxwell S, Dawkins H, et al. Informing
public health policy through deliberative public engagement: perceived impact on participants
and citizen-government relations. Genet Test Mol Biomarkers. 2013;17(9):713-8.

9. Abelson J, Montesanti S, Li K, Gauvin F-P, Martin E. Effective Strategies for Interactive
Public Engagement in the Development of Healthcare Policies and Program. 2010.

10. Bombard Y, Baker GR, Orlando E, Fancott C, Bhatia P, Casalino S, et al. Engaging
patients to improve quality of care: a systematic review. Implement Sci. 2018;13(1):98.

11. Conklin A, Morris Z, Nolte E, Slote Morris Z, & , Nolte E. Involving the public in
healthcare policy: An update of the research evidence and proposed evaluation framework.
RAND Foundation EUROPE. 2010:65.

12. de Freitas C, Martin G. Inclusive public participation in health: Policy, practice and
theoretical contributions to promote the involvement of marginalised groups in healthcare. Soc
Sci Med. 2015;135:31-9.

13.  Petriwskyj A, Warburton J, Everingham J-A, Cuthill M. Diversity and inclusion in local
governance: An Australian study of seniors' participation. Journal of Aging Studies.
2012;26(2):182-91.

11

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 12 of 16

‘yBuAdod Ag paloaloid 1senb Ag 20z ‘0T [dy uo /wod fwg uadolwg//:dny wouy papeojumod ‘ZzZ0z 1840100 § U0 §0590-2202-uadolwag/9eTT 0T Se paysiignd 1s1y :uado rINg


http://bmjopen.bmj.com/

Page 13 of 16

oNOYTULT D WN =

BMJ Open

14. Irvin RA, Stansbury J. Citizen Participation in Decision Making: Is It Worth the Effort?
Public Administration Review. 2004.

15. Gauvin FP, Abelson J, Giacomini M, Eyles J, Lavis JN. "It all depends": conceptualizing
public involvement in the context of health technology assessment agencies. Soc Sci Med.
2010;70(10):1518-26.

16.  Abelson J, Gauvin F-P. Assessing the Impacts of Public Participation : Concepts ,
Evidence and Policy Implications. 2006. Report No.: 10901981 Contract No.: March.

17.  Gastil J, Richards R. Making Direct Democracy Deliberative through Random
Assemblies. Politics & Society. 2013;41(2):253-81.

18. OECD. Citizens' evaluation of public participation2005.

19. Baum HS, Neil JS, Paul BB. Citizen participation International Encyclopedia of the
Social & Behavioral Sciences (pp. 1840-1846). Oxford: Pergamon; 2001.

20. Carman KL, Heeringa JW, Heil SKR, Garfinkel S, Windham A, Gilmore D, et al. Public
Deliberation To Elicit Input on Health Topics : Findings From a Literature Review. 2013.

21. McNeil H, Elliott J, Huson K, Ashbourne J, Heckman G, Walker J, et al. Engaging older
adults in healthcare research and planning: a realist synthesis. Res Involv Engagem. 2016;2:10.
22. Stolee P, Elliott J, McNeil H, Boscart V, Heckman GA, Hutchinson R, et al. Choosing
Healthcare Options by Involving Canada's Elderly: a protocol for the CHOICE realist synthesis
project on engaging older persons in healthcare decision-making. BMJ Open.
2015;5(11):e008190.

23. Keogh F, Carney P, O’Shea E. Innovative methods for involving people with dementia
and carers in the policymaking process. Health Expectations. 2021;24(3):800-9.

24, Peters MDJ, Marnie C, Tricco AC, Pollock D, Munn Z, Alexander L, et al. Updated
methodological guidance for the conduct of scoping reviews. JBI Evid Implement. 2021;19(1):3-
10.

25. Group WB. Strategic Framework for Mainstreaming Citizen Engagement in World Bank
Group Operations. 2015.

26.  Alliance FC. Caregiver Statistics : Work and Caregiving Definitions Juggling Work and
Caregiving Impact on Working Caregivers 2016 [

27.  Research CloH. CIHR's Framework for Citizen Engagement. 2012.

28. Carman KL, Dardess P, Maurer M, Sofaer S, Adams K, Bechtel C, et al. Patient and
family engagement: a framework for understanding the elements and developing interventions
and policies. Health Aff (Millwood). 2013;32(2):223-31.

29. SR A. A Ladder Of Citizen Participation. . Journal of the American Institute of Planners
1969;35:37-41.

Figure caption

Figure 1: A Multidimensional Framework For Patient And Family Engagement In Health And
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Preferred Reporting Items for Systematic reviews and Meta-Analyses extension for
Scoping Reviews (PRISMA-ScR) Checklist

REPORTED
SECTION PRISMA-ScR CHECKLIST ITEM ON PAGE #

TITLE
Title
ABSTRACT

Structured
summary

INTRODUCTION

Rationale

Objectives

METHODS

Protocol and
registration

Eligibility criteria

Information
sources*

Search

Selection of
sources of
evidencet

Data charting
processt

Data items

Critical appraisal of
individual sources
of evidence§

St.Michael's

Inspired Care.
Inspiring Scien

11

12

Identify the report as a scoping review.

Provide a structured summary that includes (as
applicable): background, objectives, eligibility criteria,
sources of evidence, charting methods, results, and
conclusions that relate to the review questions and
objectives.

Describe the rationale for the review in the context of
what is already known. Explain why the review
questions/objectives lend themselves to a scoping
review approach.

Provide an explicit statement of the questions and
objectives being addressed with reference to their key
elements (e.g., population or participants, concepts,
and context) or other relevant key elements used to
conceptualize the review questions and/or objectives.

Indicate whether a review protocol exists; state if and
where it can be accessed (e.g., a Web address); and if
available, provide registration information, including
the registration number.

Specify characteristics of the sources of evidence
used as eligibility criteria (e.g., years considered,
language, and publication status), and provide a
rationale.

Describe all information sources in the search (e.g.,
databases with dates of coverage and contact with
authors to identify additional sources), as well as the
date the most recent search was executed.

Present the full electronic search strategy for at least 1
database, including any limits used, such that it could
be repeated.

State the process for selecting sources of evidence
(i.e., screening and eligibility) included in the scoping
review.

Describe the methods of charting data from the
included sources of evidence (e.g., calibrated forms or
forms that have been tested by the team before their
use, and whether data charting was done
independently or in duplicate) and any processes for
obtaining and confirming data from investigators.

List and define all variables for which data were
sought and any assumptions and simplifications made.
If done, provide a rationale for conducting a critical
appraisal of included sources of evidence; describe
the methods used and how this information was used
in any data synthesis (if appropriate).
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REPORTED
SECTION PRISMA-ScR CHECKLIST ITEM ON PAGE #

Synthesis of Describe the methods of handling and summarizing Page 7
results the data that were charted. 9
RESULTS
Selection of Give numbers of sources of evidence screened,
assessed for eligibility, and included in the review, with
sources of 14 s . . N/A
) reasons for exclusions at each stage, ideally using a
evidence .
flow diagram.
Characteristics of . .
For each source of evidence, present characteristics
sources of 15 . . e N/A
) for which data were charted and provide the citations.
evidence
Critical appraisal - : .
within sources of 16 If done, presgnt data on crltlcal appraisal of included N/A
. sources of evidence (see item 12).
evidence
Results of For each included source of evidence, present the
individual sources 17 relevant data that were charted that relate to the N/A
of evidence review questions and objectives.
N/ASynthesis of Summarize and/or present the charting results as they
18 . . I N/A
results relate to the review questions and objectives.
DISCUSSION
Summarize the main results (including an overview of
Summary of concepts, themes, and types of evidence available),
. 19 X . . A N/A
evidence link to the review questions and objectives, and
consider the relevance to key groups.
Limitations 20 Discuss the limitations of the scoping review process. N/A
Provide a general interpretation of the results with
Conclusions 21 respect to the review questions and objectives, as well  N/A
as potential implications and/or next steps.
FUNDING
Describe sources of funding for the included sources
Funding 29 of evidence, as well as sources of funding for the Page 11

scoping review. Describe the role of the funders of the
scoping review.

JBI = Joanna Briggs Institute; PRISMA-ScR = Preferred Reporting ltems for Systematic reviews and Meta-Analyses
extension for Scoping Reviews.

* Where sources of evidence (see second footnote) are compiled from, such as bibliographic databases, social media
platforms, and Web sites.

T A more inclusive/heterogeneous term used to account for the different types of evidence or data sources (e.g.,
quantitative and/or qualitative research, expert opinion, and policy documents) that may be eligible in a scoping
review as opposed to only studies. This is not to be confused with information sources (see first footnote).

I The frameworks by Arksey and O’Malley (6) and Levac and colleagues (7) and the JBI guidance (4, 5) refer to the
process of data extraction in a scoping review as data charting.

§ The process of systematically examining research evidence to assess its validity, results, and relevance before
using it to inform a decision. This term is used for items 12 and 19 instead of "risk of bias" (which is more applicable
to systematic reviews of interventions) to include and acknowledge the various sources of evidence that may be used
in a scoping review (e.g., quantitative and/or qualitative research, expert opinion, and policy document).

From: Tricco AC, Lillie E, Zarin W, O'Brien KK, Colquhoun H, Levac D, et al. PRISMA Extension for Scoping Reviews
(PRISMASCR): Checklist and Explanation. Ann Intern Med. 2018;169:467—473. doi: 10.7326/M18-0850.
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