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ABSTRACT

Introduction: As the world's population ages, there has been increasing attention to developing health policies to support older
adults. Engaging older adults in policy-making is one way to ensure that policy decisions align with their needs and priorities.
However, ageist stereotypes often underestimate older adults’ ability to participate in such initiatives. This scoping review aims
to describe the characteristics and impacts of public engagement initiatives designed to help inform health policy-making for
older adults.

Methods: A systematic search of peer-reviewed and grey literature (English only) describing public engagement initiatives in
health policy-making for older adults was conducted using six electronic databases, Google and the Participedia website. No
geographical, methodological or time restrictions were applied to the search. Eligibility criteria were purposefully broad to
capture a wide array of relevant engagement initiatives. The outcomes of interest included participants, engagement methods
and reported impacts.

Results: This review included 38 papers. The majority of public engagement initiatives were funded or initiated by govern-
ments or government agencies as a formal activity to address policy issues, compared to initiatives without a clear link to a
specific policy-making process (e.g., research projects). While most initiatives engaged older adults as target participants, there
was limited reporting on efforts to achieve participant diversity. Consultation-type engagement activities were most prevalent,
compared to deliberative and collaborative approaches. Impacts of public engagement were frequently reported without formal
evaluations. Notably, a few articles reported negative impacts of such initiatives.

Conclusion: This review describes how public engagement practices have been conducted to help inform health policy-making
for older adults and the documented impacts. The findings can assist policymakers, government staff, researchers and seniors'
advocates in supporting the design and execution of public engagement initiatives in this policy sector.

Patient or Public Contribution: Older adult partners from the McMaster University Collaborative for Health and Aging
provided strategic advice throughout the key phases of this review, including developing a review protocol, data charting and
synthesis and interpreting and presenting the review findings. This collaborative partnership was an essential aspect of this
review, enhancing its relevance and meaningfulness for older adults.

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium, provided the original work is properly
cited.

© 2024 The Author(s). Health Expectations published by John Wiley & Sons Ltd.

Health Expectations, 2024; 27:€70008 1 of 15
https://doi.org/10.1111/hex.70008


https://doi.org/10.1111/hex.70008
http://orcid.org/0009-0006-8096-3326
http://orcid.org/0000-0002-3974-4854
http://orcid.org/0000-0002-2907-2783
mailto:youj25@mcmaster.ca
http://creativecommons.org/licenses/by/4.0/
https://doi.org/10.1111/hex.70008
http://crossmark.crossref.org/dialog/?doi=10.1111%2Fhex.70008&domain=pdf&date_stamp=2024-08-26

1 | Introduction

Older adults are one of the largest user groups of healthcare
services, and their health needs are increasingly diverse and
complex [1]. Public engagement (hereafter PE) refers to the
practice of involving the public in different stages of policy-
making, which is distinguished from the traditional governance
model, where policymakers, government, officials and experts
are engaged in policy-making without additional public input [2].
PE initiatives are believed to result in health policies and pro-
grammes that are responsive to the needs of older adults, in turn,
leading to better health outcomes [3]. In this regard, engaging
with older adults is an important vehicle for ensuring that their
perspectives are taken into account in policy-making processes.

Yet, older adults are often excluded from or are given few
opportunities to participate in policy-making processes that are
designed for them [4]. Several factors may contribute to the ex-
clusion of older adults from PE initiatives. Physical and cognitive
frailty are often assumed to be barriers as they may limit their
willingness to participate and understand complicated policy
information therefore limiting meaningful engagement [5]. In
addition, ageist stereotypes and attitudes, social isolation and the
lack of access to digital technologies and skills that are necessary
for participation in virtual PE initiatives can limit older adults'
opportunities to participate in policy-making processes, leading
to their exclusion from these processes [4, 6].

In this context, PE organizers often engage with community
organizations and other civil society groups in health policy-
making for older adults instead of directly involving older adults
themselves [7]. Such organizations serve as a channel for eliciting
the views of older adults as they often possess extensive knowledge
of the needs and preferences of older adults [5, 6]. In such cases, PE
initiatives for policy-making related to older adults are expected to
have unique characteristics that differ from standard engagement
practices, where policy recipients directly share their input [8].
Despite these assumed differences, there is currently no evidence
synthesis that examines characteristics of PE initiatives specifically
designed for informing policy-making for older adults. Since the
effectiveness of PE is influenced by design factors such as the
selection of participants and the tools and resources used to facil-
itate engagement activities [4], it is important to understand how
PE is implemented in healthcare policy-making for older adults.

We aimed to identify PE initiatives from existing literature that
were designed to inform system-level health policy-making for
older adults, to provide an overview of the literature available in
this area and to describe the key characteristics and impacts of
these initiatives. The significance of this review lies in its explora-
tion of the distinctive characteristics of PE, with the goal of pro-
viding insights into the design and conduct of PE practices within
the specific context of health policy-making for older adults.

2 | Methods

We used a scoping review design which included the identifi-
cation of research questions and relevant studies, the selection
of studies, data charting and the summary and presentation of
results [9]. Our scoping review followed the Preferred Reporting

Items for Systematic Reviews and Meta-analyses (PRISMA)
Extension for Scoping Reviews guidelines [10].

2.1 | Information Sources and Search Strategy

The search strategy was developed by the lead author in col-
laboration with a university librarian (see Supporting Infor-
mation S1: Appendix 1 for the full search strategies). In the
spring of 2022, we searched six databases (MEDLINE, CINAHL,
Politics Collection, HealthStar, Social Science Citation Index
and AgeLine) for both peer-reviewed articles and grey litera-
ture, without any geographical, methodological or time
restrictions; only articles reported in English were included.
Additional searches were conducted in Google Advanced and
Participedia, an online collaborative knowledge base for PE,
participatory governance and democratic innovations [11].

2.2 | Eligibility Criteria

Eligibility criteria were purposefully broad to capture a wide
array of PE initiatives. Inclusion and exclusion criteria were
informed by our interest in examining PE initiatives that lay at
the intersection of three areas: PE, system-level policy-making
and health policies for older adults (see Table 1 for details).

2.3 | Article Selection

All literature retrieved from the electronic databases was up-
loaded to Covidence software. After removing duplicates, team
members were randomly paired into review teams (J.Y., C.W.,
S.C.C., M.M,, R.G. and J.A.) and independently screened the
titles and abstracts of retrieved papers to assess eligibility. Any
papers considered relevant by both reviewers were included for
full-text review. Full-text papers were then independently
screened by randomly paired reviewers (J.Y., C.W., R.D., R.G,,
E.L., A.D., S.C.C. and M.M.). For both screening stages, dis-
agreements between the reviewers were discussed among
themselves; any remaining disagreements were resolved by a
third reviewer.

The lead author screened Google and Participedia search results
using the titles, abstracts, summaries or contents (whichever
was available). Google searches were screened for the first 10
pages, with an additional five pages if relevant materials were
found. The search was ended when no more relevant infor-
mation was found. All search results on Participedia underwent
full-text screening. All documents considered relevant were
entered into an Excel sheet, and duplicates were removed. The
lead author (J.Y.) reviewed the full text of all articles. A second
reviewer (J.A.) screened 30% of the entries. The inter-rater
agreement was close to unanimous, so no further double-
reviewing of additional papers was deemed necessary.

2.4 | Data Charting

A structured form for data charting was developed by the first
and senior authors (J.Y. and J.A.) and was pilot-tested by eight
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TABLE 1 | Description of eligibility criteria.

Inclusion criteria

Exclusion criteria

Public engagement (PE): PE involves any form of deliberately engaging « Engagement focusing on professionals only

the public in relation to policy-making, organized by some entities.
Engagement takes a variety of forms and encompasses various activities

+ Grass-roots or bottom-up engagement
movements

and roles played by the public in different health systems and policy-

making stages. The public includes older adults, their family and
friends, representative organizations advocating for their rights (e.g.,

» Non-empirical or insufficient empirical
evidence about PE

charities and volunteer groups) and the general public. Engagement

may be one-off or ongoing activities [2].

Policy-making at the system level: Articles dealing with policy-making + Individual healthcare decisions

within health systems were included. A well-recognized taxonomy of

+ Organizational contexts

governance, financial and delivery arrangements within health systems

[12] was used to consistently operationalize this criterion.

Health policies for older adults: Health policies for older adults
covering various topics, health conditions and populations were

included.

« Community settings

« Policies indirectly affecting health
(e.g., social policies)

members (J.Y., A.D.,, CW.,, E.L.,, M.M., R.G,, R.D. and S.C.C.).
Based on team members' feedback, the form was revised to
incorporate the definition of participant diversity using the
PROGRESS-Plus framework [13] and exclude the items related
to policy-making stages. Final data items to be extracted include
basic information about included articles (e.g., author and
publication year) and PE-relevant data (e.g., participants, par-
ticipant diversity, inclusion strategy, engagement activities and
impacts).

Both predefined categories and open-text boxes were used to
chart information, including engagement types and reported
impacts. The categories for engagement types were derived
from a well-recognized typology [14] selected for its per-
ceived usability in capturing various types of engagement
initiatives in system-level policy-making. The categories
were defined as follows: ‘share’ (one-way communication
where PE organizers provide information to participants to
help them understand policy issues), ‘consult’ (PE organizers
gather feedback from participants on proposed programmes
or policies), ‘deliberate’ (participants carefully consider
policy options based on available information and engage in
discussions to recommend a policy solution) and ‘collabo-
rate’ (participants work with other stakeholders to address
an issue and develop and apply solutions for policy issues,
often integrated into organizational governance structures).
Similarly, categories for PE impacts were drawn from a
report that identified commonly reported engagement
impacts based on literature reviews [15]. The impacts were
categorized into ‘instrumental’ (PE improves policy-making
in terms of its processes and/or outcomes), ‘intrinsic’ (PE in
policy-making is a value in itself as it promotes a healthier
democracy and enhances fairness and justice), ‘develop-
mental’ impacts (participants develops new or improves ex-
isting skills or knowledge as a result of their engagement)
and ‘others’ [15].

Random pairs of reviewers independently extracted the data
from each article (J.Y., A.D., C.W., E.L.,, M.M,, R.G,, R.D. and
S.C.C.). The results were compared, and any discrepancies were

resolved by consensus, with a third reviewer resolving any
remaining disagreements.

2.5 | Quality Appraisal

While quality appraisal is generally considered an optional
component for a scoping review, we conducted quality appraisal
for all included articles as part of our objective of describing the
impacts of PE initiatives. Given that robust and comprehensive
evaluations of PE impacts are often lacking [16], we sought to
gain insight into the methodological rigour of this study ele-
ment, facilitating a more informed interpretation of the findings
regarding PE impacts.

Using the MMAT Mixed Methods Appraisal Tool, quantitative,
qualitative and mixed-methods studies were appraised [17]. The
AACODS checklist (authority, accuracy, coverage, objectivity,
date, significance) was also used to appraise grey literature [18].
As calculating an overall score based on criteria ratings was
discouraged for better reporting of the qualities [17], the
appraisal results were presented through a description of spe-
cific criteria that received poor ratings. Quality assessment of
each article was independently conducted by randomly paired
reviewers (J.Y., A.D., CW., E.L.,, M.M,, R.G., R.D. and S.C.C.),
and any disagreements were resolved by consensus.

2.6 | Data Analysis and Synthesis

All articles meeting the inclusion criteria were analysed regardless
of their quality appraisal results. Extracted data were analysed and
synthesized descriptively without interpreting beyond what was
explicitly stated in the original studies [19]. We used existing
typologies or frameworks to consistently categorize key concepts.
The Health Systems Evidence (HSE) taxonomy was employed to
categorize health system arrangements [12], and the PROGRESS-
Plus was utilized to categorize participant diversity [13]. Addi-
tionally, we utilized Health Quality Ontario's Patient Partnering
Framework to categorize types of engagement activities [14]. The
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categories of PE impacts were adopted based on the concepts of PE
benefits in healthcare policy [15].

2.7 | Collaboration With Older Adults

We collaborated with a total of nine older adult partners from
the McMaster University Collaborative for Health and Aging
(L.D., AT.F., MK, J.L, P.P.,, D.W,, and three other members),
aimed at supporting and building capacity for patient-oriented
research in the field of ageing. The partners were recruited
before the initiation of this scoping review. The collaboration
occurred over the key phases of this review via three online
meetings and email correspondence. Before each meeting,
meeting materials were shared for review. During the meetings,
the lead author presented the agenda and led discussions, while
a co-author (S.C.C.), closely with the partners, facilitated the
meetings. Follow-up emails were sent to provide any requested
information after the meetings. The partners contributed to the
research proposal by reviewing and confirming the search
strategy and providing suggestions for additional information to
be charted (e.g., age of participants who were considered older
adults). After completing data charting, the partners identified
areas for further exploration based on preliminary results. The
lead author then delved into these areas and incorporated them

Identification of studies via electronic databases

when their suggestions were identifiable from the results (e.g.,
check and report on how the reported impacts were assessed).
After data analysis and synthesis, the partners provided feed-
back on the summary, significantly enriching the direction of
the discussion section. Additionally, they reviewed drafts of a
research brief and publication manuscript and offered feedback
on policy recommendations and other design elements.

This collaboration was an essential aspect of this review, en-
suring that the research was relevant and meaningful for older
adults in addition to the field of health policy engagement.

3 | Results

The initial search of electronic databases, Google Advanced and
Participedia yielded a total of 6518 articles for screening. After
removing duplicates, 38 articles were eligible for inclusion
(Figure 1).

3.1 | Descriptive Information

Among the 38 included articles, 4 were published in the 1990s,
12 from 2000 to 2009, 14 between 2010 and 2019 and 8 from

O < S TR &
Identification of studies via Google advanced and Participedia

FIGURE 1 | PRISMA flowchart.
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2020 to present. Most described PE was carried out in Canada
and the United States (n=19), with some from Australia
(n=5), the United Kingdom (n = 5) and Ireland (n = 2). Fewer
articles reported on PE in Israel, Poland, Spain, Thailand and
internationally. The included articles cover a diverse range of
policy-making processes seeking PE input across different
healthcare sectors and for different health conditions. These
include long-term care and home care (n = 10), cancer (n=5)
and mental health and neurological disorders (n=4), among
others. Characteristics of each included study are reported in
Supporting Information S1: Appendix 2.

Among the included articles, 13 met all the criteria for meth-
odological quality or the quality of grey information [17, 18].
Seven articles either failed to pass the first two screening
questions of the MMAT tool or received a ‘can't tell’ response
across all categories, indicating insufficient information for
assessment. The remaining 18 articles showed varying degrees
of criteria satisfaction. Common issues mostly arose due to
inadequate detail for appraisal (e.g., insufficient data to assess
the coherence between data collection, analysis and interpre-
tation), resulting in a ‘can't tell’ response. However, as the
methodological quality typically does not impact the inclusion
of articles in a scoping review [10], we analysed all articles that
met the inclusion criteria regardless of their appraisal results.

3.2 | Links to Policy-Making and Health System
Arrangements Covered

More than half of the PE initiatives described in the included
articles (n =22) were designed to directly contribute to health
policy-making processes. These were typically funded by gov-
ernments or government agencies to inform the policy-making
process at hand [20-38]. In some specific cases, these PE in-
itiatives were required elements of the legislative process [39-41].
The other type of PE initiative identified in the articles aimed to
inform policy-making but without a direct link to a specific
policy-making process (n = 18). Some of these were initiated to
draw the attention of policymakers and other key partners
[23, 42-44]. Others were initiated within research projects
[45-51] or did not explicitly report how the initiatives were
related to a specific policy-making process [23, 26, 42, 52-57].

The majority of initiatives focused on health systems delivery
(n =23), concerning the design of care to meet consumers’ needs
[23, 26, 27, 29, 31, 32, 35, 38, 42-44, 48, 49, 52, 53, 56, 57], de-
termining who should provide care and where [22, 24, 34, 42, 53]
and the necessary supports for providing care [25, 30, 42, 50, 54].
Other initiatives centred on the governance of health systems
(n=38), including consumer and stakeholder participation in
policy/organizational decisions (e.g., developing a national ageing
strategy) [23, 27, 28, 36, 37, 50] or system monitoring [20, 26].
Financial aspects of health systems were addressed in some in-
itiatives (n =8), such as expanding the list of covered or reim-
bursed health services [40, 41, 46, 53, 57], decisions regarding who
should pay for the reimbursement services or financing options
[29, 51] and determining reimbursement rates [39].

Several initiatives were not focused on particular aspects
of health systems but were rather broadly designed to

gather general views on policy problems and or solutions
(n=6) [21, 23, 31, 33, 45, 47, 55].

3.2.1 | Engagement Participants, Approaches and
Reported Impacts

Table 2 summarizes key data from all included articles, orga-
nizing them based on the type of engagement indicated in the
far-left column (e.g., ‘consult’, ‘deliberate’, ‘collaborate’ and
‘mixed’) [14]. Information is also reported about the partici-
pants in each PE initiative (e.g., older adults, family members of
older adults, those representing or advocating for older adults
and general public), the specific engagement methods used
(e.g., survey, focus groups and citizen dialogues) and the re-
ported impacts of each PE initiative. ‘Intrinsic’ impacts refer to
the values of ensuring public inclusion, addressing the demo-
cratic deficit and fostering healthier democracy [15]. ‘Instru-
mental’ refers to improvements in policy-making processes and
outcomes such as enhancing policy responsiveness and policy
buy-in [15]. Lastly, ‘developmental’ refers to impacts on parti-
cipants, including enhanced citizens' self-worth and empower-
ment [15]. Each category of findings is discussed separately
below.

3.3 | Participants Recruited to PE Initiatives

The included articles revealed a diverse range of participants
recruited for PE initiatives. Individual older adults were the
most commonly recruited lay participant group (n = 26), fol-
lowed by groups or organizations considered or claiming to
represent and advocate for older adults (n = 16) and the general
public (n=11). Family members of older adults were less fre-
quently engaged (n=9). Older adults were engaged either as
the sole participant group or alongside other participants. Six
articles describe PE initiatives that exclusively recruited older
adults [21, 28, 29, 37, 42, 52]. In 20 articles, older adults par-
ticipated with others, such as family members, individuals from
organizations that represent or advocate the rights of older
adults, the general public, health professionals and academic
researchers [20, 23-25, 27, 30-33, 35, 36, 39, 46-50, 54, 56, 57].
Notably, in 11 articles, PE initiatives did not specifically target
recruiting older adults [22, 26, 34, 38, 40, 41, 43, 45, 51, 53, 55],
although some of these initiatives may have included older
individuals. In these initiatives, the lay participants include the
general public or interested individuals [40, 45, 51, 53], com-
munity volunteers [26], individuals with lived experience [34],
patient/citizen advocates [38, 43, 55] and family members or
informal caregivers of the elderly [22, 41]. The reasons for not
engaging with older adults as participants were mostly not re-
ported. Only one article mentioned practicality, in the context
of recruiting stratified purposive samples for citizens' jury
activities [22].

The age range for defining older adults varied across the PE
initiatives. In close to two-thirds of included articles (n = 24),
explicit age ranges or criteria were seldom used. However,
when indicated, the lowest age threshold for defining older
adults was 50 years or older [25, 29, 46, 49, 50], while the oldest
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Instrumental

Consult-type activities include public
forums, public hearings, public meetings,

surveys, telephone hotline; Collaborate-
type activities include workgroups, task

Older adults and others

Coleman (2002)

Others: Included articles

describe a compilation of
separate and discrete PE

initiatives.

force, planning council.

Intrinsic, instrumental

Consult-type activities include consumer

Older adults and others

Miller (2012)

advocates meeting with state
administrators. Collaborate-type activities

include policy-related panels such as
advisory groups, taskforces, workgroups.

“PE methods are as described in the articles, but additional details are provided for some methods to enhance understanding.

PPE initiatives related to policies for older adults but did not have a specific focus or intentional inclusion of older adults as a distinct group of participants.

“Delphi panel is a group of experts aiming to achieve consensus on specific issues. The consensus-reaching process is characterized by iteration, anonymity and seeking stability in responses.

dCitizen reference panel is a non-compulsory public jury that offers policy advice. Similar to a citizen'’s jury, it utilizes various engagement tools, but they convene over an extended period (e.g., five 1-day meetings over 18 months) [58].

€User panel in this article refers to community-based older adults who identified policy issues, discussed current policy and services and participated in deliberations with government officials.

fProject partners in this article were represented in a management board (responsible for overseeing the project at large and making financial and organizational decisions) and in a project group responsible for execution and connecting

with the communities.

minimum age point used was 70 years or older [56]. Five arti-
cles did not explicitly define the age of older adults, as they
aimed to include a diverse range of ages spanning different age
groups (e.g., general public) [25, 45, 50, 51, 53].

Most included articles (n = 23) did not report considerations to
involve socially disadvantaged populations during the design
and implementation phases of PE initiatives [20, 23, 24, 26-28,
30, 33, 36-41, 44, 46-48, 50, 52, 55-57]. In instances where PE
organizers actively sought to ensure participant diversity
(n=15), a combination of criteria was often used in the design
of PE initiatives. Commonly used criteria for promoting diver-
sity included geographic location (e.g., individuals from remote
communities with a population of less than 3000) [22, 25, 31, 42,
43, 45, 49], gender/sex [22, 29, 35, 43, 45, 51, 53] and race/
ethnicity/culture/language [21, 25, 29, 31, 32, 45, 54]. Other
criteria such as age [22, 35, 43, 45, 51, 53], socioeconomic status
[35, 45, 51, 53], disability [25, 34, 35], education level [22, 35]
and occupation [22, 35] were also considered.

Among those initiatives seeking participant diversity, about half
(7 of 15) employed inclusion strategies, primarily focusing on
participant recruitment. For instance, PE organizers collabo-
rated with public organizations [25] or community partners [54]
or utilized the services of third-party companies to ensure the
recruitment of the target population that balanced diverse
characteristics associated with social marginalization [22, 45,
53]. Other strategies at the recruitment stage include employing
a multi-staged selection process [35] and providing easy-to-
understand examples to help potential participants grasp the
complex inclusion criteria [57]. A few articles reported inclu-
sion strategies related to the implementation of engagement
initiatives, such as conducting meetings in languages other than
English [32, 54] and offering multiple participation channels
(e.g., email and telephone) to accommodate elderly and sick
participants [32]. Table 3 reports additional detail about the
participants, the type of participant diversity sought, and the
inclusion strategies described in PE initiatives.

3.4 | PE Types and Methods

The PE initiatives described in the included studies employed
various approaches, encompassing different types of engage-
ment between PE organizers, participants and other stake-
holders in the policy arena. These were categorized as ‘share’,
‘consult’, ‘deliberate’ and ‘collaborate’ [14] (see Figure 2 for the
number of initiatives by engagement type).

The ‘share’ type of engagement, characterized by one-way com-
munication where PE organizers provide information to partici-
pants, was combined with other type(s) of activities in a small
number of articles (n=4) (i.e., classified as the ‘mixed’ type in
Figure 2). Examples of such activities include the use of briefing
documents [45] and an educational presentation [51], both con-
ducted to inform subsequent engagements. Other examples
involved educational sessions [26] and e-consultation groups [30],
both aimed at raising public awareness regarding policy issues.

‘Consult’-type PE activities were the most commonly observed
engagement approach (n=26). These included consultation
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TABLE 3 | Participants, participants diversity criteria and inclusion strategies in PE initiatives.

Participant diversity criteria

Inclusion strategy Author (year)

Older adults only Language, ethnic minorities

Ethnic minorities, sexual minorities
and socially isolated

Geographic location

Older adults and
others

Gender, age, socioeconomic status,
disability, education level and special
interest group affiliations

Language

Geographic location, ethnic
minorities, disability and with or
without lived experience/care needs

Geographic location and ethnic
minorities

Geographic location

Language

Older adults not
specifically targeted
or not identified

Geographic location, gender, age,

ethnic minorities, socioeconomic

status and with or without lived
experience/care needs

Disability
Geographic location, gender, age,
education level and occupation

Geographic location, gender, age,
education level and occupation

Geographic location, gender and age

Gender, age and socioeconomic status

N/R Aronson (1993)
N/R Cornes (2008)
N/R King (2009)

A multi-staged selection process McWilliam (1997)
and a participants' registry were

created

Recruitment through the project's Gong (2009)
community partners; meetings
were conducted in different

languages

Participants identified through the Manthorpe (2007)

Healthcare Commission

N/R Province of New
Brunswick (2017)
N/R Participedia case

#5084 (2023)

Multiple PE channels used to cater
to different languages and to
accommodate those who were

unable to attend in-person meetings

Participedia case
#5549 (2023)

A third-party organization was used Wilson (2020)

to support diverse recruitment

N/R Minkler (2008)

A polling organization was hired to Crotty (2020)

recruit participants

A polling organization was hired to Chuengsatiansup
recruit participants. (2019)

N/R Norlander (2004)

N/R Woolsey (2004)

meetings [21, 28, 44], interviews [42, 56], surveys [33, 57],
public forums [32, 48], public comments on government web-
sites [40] and focus groups [34, 37]. Some articles reported
single ‘consult’-type engagement activities [21, 24, 28, 32, 33,
40-42, 44, 48, 56|, while others described multiple ‘consult’-type
activities [23, 25, 29, 34, 37, 57].

‘Deliberate’ and ‘collaborate’ activities involve more interactive
levels, where PE participants play a bigger role beyond mere
information receivers and providers. These types were less
commonly reported compared to the ‘consult’ type activities.
Eleven articles described the ‘deliberate’-type engagement. The
most common form of ‘deliberate’-type activities was the citizen's
jury, where participants listen to expert presentations on back-
ground information, deliberate on policy options and formulate
recommendations [22, 46, 50, 53]. Citizens' panels were also
observed [20, 49, 52]. Twelve articles described ‘collaborate’-type
PE activities, which were often integrated into organizational
governance structures. These activities involved collaboration

between lay participants and other stakeholders, including
professionals from different disciplines, industry stakeholders
and academic researchers. Examples include project-related
panels such as project partners [38], advisory groups or com-
mittees [35, 54], councils [31], task forces [36] and working
groups [27, 55].

Among the 38 included articles, nine reported a mix of different
types of engagement within a single PE initiative. ‘Consult’- and
‘collaborate’-type approaches were most commonly combined
[31, 35, 54, 55]. ‘Share and consult’ [30, 51] and ‘deliberate and
collaborate’ [27] were also combined, and, in some cases, more
than two types of activities were combined [26, 45].

3.5 | Reported PE Impacts

We examined the PE impacts as they were reported in the
included articles, regardless of the quality of evidence
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Share Consult Deliberate

FIGURE 2 | Number of PE initiatives by engagement type.

supporting these impacts. Among the 38 included articles, 10
did not report on the impacts of PE initiatives [24, 25, 31, 40, 42,
47-49, 56, 57]. Of the remaining articles that reported impact
information (n = 28), only a quarter (n =7) met all the quality
assessment criteria [34, 39, 50, 51, 59-61], another quarter
(n =8) met more than half [21, 30, 32, 33, 37, 52, 62] and the
rest (n = 13) satisfied less than half of the criteria mostly due to
insufficient information for assessment [23, 28, 29, 43-45]. This
suggests that reported impacts may not fully reflect the real
impacts of PE.

PE impacts were categorized into instrumental, intrinsic and
developmental impacts [15]. Instrumental impacts were the
most frequently mentioned, with 23 articles highlighting
improvements to policy-making processes and/or outcomes.
Examples include the utilization of PE results as a project
deliverable [20, 22, 27, 29, 30, 32, 33, 36, 46, 54, 55] or as
integral parts of larger projects, such as informing issue
refinement [35], shaping the next stage of a project [45] and
facilitating dissemination [37]. Other examples included
increased social awareness about policy issues and the need
for policy change [34, 38, 39, 41, 44, 52], the adoption or
citation of PE outcomes by reputable authorities [23, 37, 43],
improved programme effectiveness [26] and serving as a
counterpoint to powerful interest groups [39] (see Table 4 for
details).

Several studies reported developmental impacts, such as
increased participants’ knowledge about specific programmes or
policies [37, 51], the acquisition of advocacy skills and resources
[34, 43] and the development of civic consciousness [22].
Intrinsic impacts were reported in a small number of studies.
They emphasized the need for policy agendas and decisions to
consider public values and concerns [50, 52]. Additionally, the
importance of incorporating public values and preferences to
ensure that policies or programmes are well-informed was
highlighted as a valuable source of evidence [39, 45]. Alongside
these positive impacts, some articles discussed negative impacts,
including doubt and scepticism concerning the motivation

Others

Collaborate Mixed

behind PE and the perceived effectiveness in influencing policy
issues at hand [21, 28]. Unexpected consequences were noted in
one study, where caregivers of patients with Alzheimer's disease
participated in public hearings in Congressional committees that
inadvertently legitimized the biomedical framework while un-
dermining the humanity of patients and their caregivers [41]. A
few articles documented additional impacts, including a con-
nection between increased voluntary engagement and higher
levels of reported and investigated complaints in policy pro-
grammes, suggesting increased monitoring activity [26] and the
advancement of the science of PE [23, 53].

The sources of evidence for the reported impacts varied among
the included articles. Primary sources included evaluation
activities directly associated with PE initiatives, such as eva-
luation surveys [29, 50-54], voting outcomes [46], interviews
[22, 39] and focus groups [22]. Participants' narratives were
also utilized as a source of evidence [34, 37]. In six studies, the
articles themselves focused on describing the processes and
outcomes of PE activities (e.g., the development of a policy
tool), serving as evidence of the instrumental impacts of the
initiatives [20, 27, 31, 34, 35, 45]. Some articles relied on sec-
ondary sources by referencing external documents and reports
that mentioned the impacts of their PE initiatives [26, 32, 34,
36, 37], while others reported impacts without specifying
sources [21, 23, 28, 30, 33, 41, 43, 44, 55]. The variety of evi-
dence sources for the reported impacts, combined with the
mixed methodological quality of included articles, makes it
difficult to assess the accuracy and reliability of the reported
impacts.

4 | Discussion

This scoping review examined the published and grey literature
to determine how PE in health policy-making for older adults
has been conducted. Specifically, we described the participants
engaged in these initiatives, the engagement approaches used
and the reported impacts of these initiatives.

10 of 15

Health Expectations, 2024

85U801 7 SUOWILLIOD BAIERID 3|dea! dde 3y} Aq pauRA0B 88 SS[1e YO ‘SN 0 S8INJ J0j ARIq 1T 3UIIUO AB|I/V\ UO (SUO 3 IPUCD-pUR-SLUIBYWOD A8 | IM"ARJq 1 BU1|UO//SARY) SUORIPUOD PUe SWie 1 84} 83S *[7202/60/90] U0 A%eiqiT8ulluO A8 |1A ‘8000. XU /TTTT OT/I0P/W00 A8 1M Aeiq 1 jeuluo//SAnY Wol4 papeojumoq ‘v ‘7202 ‘GZ9.69€T



TABLE 4 | Reported PE impacts.

Type of PE impacts

PE impact details

References

Instrumental (n = 23)

Intrinsic (n =4)

Developmental (n = 6)

Negative (n = 3)

Others (n=3)

Not reported (n = 10)

As a result of PE, policy outputs are developed (e.g., policy
recommendations, tools, guidelines and frameworks)

PE results partly contributed to a bigger project (e.g., issue
refinement, PE findings informed a project's next stage and
dissemination)

The actual adoption of the outcome of PE by a reputable authority
(e.g., policymakers)

Increased social awareness about policy issues and a need for policy
change against the status quo

Increased the programme effectiveness
Served as a counterpoint to powerful interest group (i.e., industry)

The best-available research evidence was combined with citizens'
values and preferences to inform the evidence brief

Consumers and residents’ advocates worked with legislators to
ensure consumer representation in reimbursement reform

The process of establishing the panels underscored the value of
enabling frail older people to express their views and determine the
issues and the agenda for action

Through community juries, well-informed public values and
concerns were reflected in screening policies and programmes.

Participants’ knowledge about a programme/policy changed
Participants acquired advocacy skills and resources
Raised civic consciousness

Some doubt and scepticism arose about the motivation for PE and
the possibility of PE making a difference

Caregivers' testimonies to Congressional committees legitimized the
biomedical framework that deviates public support away from
caregivers, ultimately benefiting biomedical scientists and depriving
Alzheimer's disease sufferers of their humanity at the same time

Advancing the field of PE science

Increased volunteerism may be linked to higher levels of reported
and investigated complaints. However, increased monitoring
activity does not dictate the quality of care for LTC residents

N/A

[20, 22, 27, 29, 30, 32, 33,
36, 46, 54, 55]

[41, 43, 51]

[29, 43, 49]

[9, 40, 44, 45, 47, 50]

(32]
[39]
[51]

[45]

[9]

[50]

[37, 51]
[34, 43]
[22]
[21, 28]

[41]

[23, 53]
[32]

[24, 25, 31, 40, 42, 47, 48,
54, 56, 57]

41 | Older Adults’ Participation and Participant

[64], ageist structures and attitudes in society [6, 65] and other

Diversity

Our findings show that older adults have actively participated in
a wide range of PE initiatives, either as the sole participant
group or more frequently alongside other participants. Some PE
initiatives that did not specifically target older adults as parti-
cipants still involved individuals in the later stages of life. These
results contribute to a more nuanced understanding of the
participation of older adults in policy-making. Previous studies
have emphasized the barriers and challenges associated with
engaging older adults leading to assumptions that older adults
may be reluctant to participate in PE initiatives, or that they are
less likely to be effectively involved [63]. These barriers and
challenges include older adults' physical and cognitive frailty

practical barriers (e.g., geography and finances) [6, 64, 65]. Our
findings challenge stereotypes that the frailty of older adults
prevents them from understanding and reflecting on complex
policy information [35, 45, 56]. These findings are significant
because older adults, including those with frailty, express their
desire to provide their input into policy-making that matters to
them [7, 63].

Our findings note a lack of reported efforts to capture and
promote participant diversity across the PE initiatives, which
may reflect the exclusion of socially and structurally margin-
alized populations and result in policies that inadvertently ex-
acerbate this marginalization [63, 65]. Our older adult partners
emphasized that the lack of diversity may create bias in the
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input provided by PE initiatives, possibly leading to policy
decisions that favour those whose interests are already well-
represented in policy processes [6]. To actively seek diverse
perspectives, relevant inclusion strategies need to be employed,
tailored to the participants that PE initiatives aim to engage
with, as the types of barriers and how they affect individuals'
participation may vary depending on the target population's
characteristics [65].

4.2 | Engagement Methods to Promote Older
Adults’ Participation

We identified a diverse range of PE methods, ranging from one-
way communication types (i.e., ‘share’ and ‘consult’ type
activities), to more interactive participation (i.e., ‘deliberate’-
and ‘collaborate’-type activities). Many typologies of PE suggest
that PE impact increases as PE activities move along a contin-
uum of enhanced collaboration and power-sharing between
participants and organizers, providing intuitive explanations on
why lower levels of engagement may not deliver desired out-
comes [66-68]. However, our findings suggest that the level of
PE alone does not determine the impacts, especially in terms of
positive and negative impacts. We found that negative impacts
such as participants’ doubt and scepticism regarding the true
motives of PE [21, 28] and unexpected policy outcomes that
negatively affected participants [41] were only observed in
consultation-type activities. In contrast, the articles that
described share-type activities combined with other types of
engagement reported positive impacts only [26, 30, 45, 51],
despite share-type activities usually being considered a lower
level of engagement. In this case, the share-type activities served
as capacity-building exercises to inform subsequent engage-
ments or as ways to raise public awareness about policy issues
generally and were used in conjunction with higher-level en-
gagements. This aligns with our results demonstrating that PE
initiatives that incorporated multiple activities reported positive
impacts only [23, 29, 34, 37].

While the impacts reported in the articles do not fully capture
the actual impacts of PE initiatives, our findings echo existing
literature, suggesting that going beyond the notions of engage-
ment types and levels and instead adopting creative methods
and support mechanisms might more effectively engage older
participants and generate meaningful impacts [5, 69]. When
dealing with complex or technical topics, in particular, tradi-
tional engagement methods may not provide effective channels
for communicating and gathering information from older adult
participants [70]. Instead, various interactive formats or com-
binations of formats, which integrate the advantages of each
tool, can be used to make engagement processes more accessi-
ble and inclusive for older adult participants with different
preferences and abilities to participate, therefore encouraging
their engagement [69, 71]. These findings are reinforced by our
results demonstrating that PE initiatives reported positive
impacts only when multiple engagement methods were used in
combination.

Our older adult partners emphasized the importance of providing
supporting infrastructure or programmes that accompany PE
activities, such as capacity-building, inclusive engagement

opportunities that involve diverse participants and flexible time-
lines for participants to build trust, willingness and capacity to
meaningfully participate and generate impacts. These suggestions
are consistent with existing evidence that emphasizes the need for
true partnerships that carefully plan for who and how people will
be engaged to create positive impacts [64].

4.3 | A Need to Systematically Evaluate PE
Impact

Many of the included articles either did not report on the
impacts of PE initiatives or reported impacts that were not at-
tributed to a specific source (e.g., directly observed through
process tracing or self-reported through surveys or interviews).
This lack of systematic evaluation of PE impacts is a notable gap
in the PE literature [72]. Our older adult partners emphasized
that without systematic evaluation, the reported impacts of PE
initiatives may not fully encompass the diverse range of actual
impacts, including positive or negative outcomes, short-term or
long-term and tangible or intangible impacts. Current practices
of only counting the immediate output of PE initiatives and not
taking other types of impacts into account contrast with the
desire of many PE participants and researchers to measure a
wide range of PE impacts [73]. An active and comprehensive
evaluation of PE not only demonstrates the return on invest-
ment for implementing these initiatives but can also guide and
improve future practices [73]. Additionally, documenting the
achievements of PE activities can help participants recognize
the impact of their contributions, validating their past engage-
ment and motivating them to participate in future initiatives
[74]. Since each PE initiative is unique, PE organizers and re-
searchers are encouraged to design their own evaluation fra-
meworks by adapting existing instruments [75].

4.3.1 | Strengths and Limitations

This review engaged older adult partners in multiple stages of the
study, which strengthened the relevance of the findings to one of
the key audiences for our work. Another strength is that we were
able to search the literature regarding policies for older adults,
without prescribing a clear age cut-off which acknowledges the
reality and diversity of health policy-making for older adults and
the lack of specified age ranges for relevant policies. However,
because there was no clear definition of ‘older adults’, this review
relied upon authors' reporting on who the policies are for.
Another limitation of this review is that many included articles
did not have PE as the primary focus of the articles, which posed
challenges when applying quality appraisal tools originally de-
veloped for scientific research to assess the descriptions of
PE initiatives. The GRIPP2 reporting checklist assists with the
quality assessment of public patient involvement (PPI) in
research, regardless of whether the primary focus of a research
study is on PPI or not [76]. A similar tool tailored to the policy-
making context would be useful for PE researchers in the field
of policy-making. Lastly, this review only included English lan-
guage publications. This may have resulted in the exclusion of
relevant articles contributing to the gap in our understanding of
relevant PE initiatives in non-English-speaking jurisdictions, as
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well as the potential for limited applicability of our findings to
these settings.

5 | Conclusion

The papers included in this review demonstrate that older
adults can participate in policy-making processes designed for
them. Despite ageist perceptions that their frailty precludes
them from comprehending complex policy information and
therefore participating in such initiatives, engagement of older
adults can generate positive impacts, particularly when multiple
engagement approaches are built into the design that empha-
sizes inclusive approaches tailored to the characteristics of the
target population for the engagement.

Author Contributions

Jeonghwa You: conceptualization, methodology, software, data cura-
tion, investigation, validation, formal analysis, visualization, project
administration, writing-original draft, writing-review and editing.
Rebecca Ganann: conceptualization, methodology, investigation, val-
idation, funding acquisition, writing-review and editing. Michael
Wilson: methodology, writing-review and editing, conceptualization,
validation. Soo Chan Carusone: project administration, investigation,
validation. Maggie MacNeil: investigation. Carly Whitmore: inves-
tigation. Andrea Dafel: investigation. Roma Dhamanaskar: investi-
gation. Eugenia Ling: investigation. Lance Dingman: methodology,
validation. A. Tina Falbo: methodology, validation. Michael Kirk:
methodology, validation. Joyce Luyckx: methodology, validation.
Penelope Petrie: methodology, validation. Donna Weldon: method-
ology, validation. Katherine Boothe: conceptualization, writing-
review and editing. Julia Abelson: conceptualization, supervision,
methodology, validation, writing-review and editing, investigation.

Acknowledgements

This study is funded by the McMaster Collaborative for Health and
Aging. The McMaster Collaborative for Health and Aging receives
funding was provided by the Ontario SPOR SUPPORT Unit, which is
supported by the Canadian Institutes of Health Research, the Province
of Ontario and partner Ontario hospital foundations and institutes.

Conflict of Interest

The authors declare no conflicts of interest.

Data Availability Statement

This scoping review synthesizes data from publicly available sources
(e.g., published articles, reports and websites). Electronic databases
searched include MEDLINE, CINAHL, Politics Collection, HealthStar,
Social Science Citation Index and AgeLine, which can be accessed
directly through their respective platforms. Additionally, Google
Advanced and Participedia websites were used. The specific search
strategies are available in Supporting Information S1: Appendix S1. For
further inquiries regarding the data used in this scoping review, contact
the corresponding author Jeonghwa You at youj25@mcmaster.ca.

References

1. Institute of Medicine (US) Committee on the Future Health Care
Workforce for Older Americans, Health Status and Health Care Service
Utilization,” in Retooling for an Aging America: Building the Health Care
Workforce, vol. 2 (Washington: National Academies Press (US), 2008),
39-74, https://www.ncbi.nlm.nih.gov/books/NBK215400/.

2.G. Rowe and L. J. Frewer, “A Typology of Public Engagement
Mechanisms,” Science, Technology, & Human Values 30, no. 2 (2005):
251-290.

3.R. A. Bruni, A. Laupacis, and D. K. Martin, “Public Engagement in
Setting Priorities in Health Care,” Canadian Medical Association
Journal 179, no. 1 (2008): 15-18, https://doi.org/10.1503/cmaj.
071656.

4. “Meaningful Participation of Older Persons and Civil Society in
Policymaking,” UNECE, 2021, https://unece.org/sites/default/files/
2021-08/UNECE%20meaningful%20participation%20guidance%
20note.pdf.

5.F. Keogh, P. Carney, and E. O'Shea, “Innovative Methods for
Involving People With Dementia and Carers in the Policymaking Pro-
cess,” Health Expectations 24, no. 3 (2021): 800-809.

6. R. Falanga, A. Cebulla, A. Principi, and M. Socci, “The Participation
of Senior Citizens in Policy-Making: Patterning Initiatives in Europe,”
International Journal of Environmental Research and Public Health 18,
no. 1 (2021): 34.

7. 1. You, K. Boothe, R. Ganann, M. Wilson, and J. Abelson, “Whom Do
I Trust to Represent Me? Long-Term Care Resident and Family Per-
spectives on Legitimate Representation,” Longwoods Healthcare Policy
(forthcoming).

8. H. McNeil, J. Elliott, K. Huson, et al., “Engaging Older Adults in
Healthcare Research and Planning: A Realist Synthesis,” Research
Involvement and Engagement 2, no. 1 (2016): 10.

9. H. Arksey and L. O'Malley, “Scoping Studies: Towards a Methodo-
logical Framework,” International Journal of Social Research
Methodology 8, no. 1 (2005): 19-32, https://doi.org/10.1080/
1364557032000119616.

10. A. C. Tricco, E. Lillie, W. Zarin, et al.,, “PRISMA Extension for
Scoping Reviews (PRISMA-ScR): Checklist and Explanation,” Annals of
Internal Medicine 169, no. 7 (2018): 467-473.

11. “About—Participedia,” Participedia, accessed June 23, 2023, https://
participedia.net/about.

12.]. Lavis, “Health Systems Evidence: Taxonomy of Governance,
Financial and Delivery Arrangements and Implementation Strategies
Within Health Systems,” McMaster Health Forum, 2017, https://www.
mcmasterforum.org/docs/default-source/resources/16_hse_taxonomy.
pdf?sfvrsn=281c55d5_7.

13.J. O'Neill, H. Tabish, V. Welch, et al., “Applying an Equity Lens to
Interventions: Using Progress Ensures Consideration of Socially Strati-
fying Factors to Illuminate Inequities in Health,” Journal of Clinical
Epidemiology 67, no. 1 (2014): 56-64, https://doi.org/10.1016/j.jclinepi.
2013.08.005.

14. “Ontario's Patient Engagement Framework,” Health Quality
Ontario, 2016, https://www.hqontario.ca/Portals/0/documents/pe/
ontario-patient-engagement-framework-en.pdf.

15. A. Conklin, Z. S. Morris, and E. Nolte, Involving the Public in
Healthcare Policy: An Update of the Research Evidence and Proposed
Evaluation Framework (Santa Monica, CA: RAND Corporation, 2010).

16. A. Boivin, T. Richards, L. Forsythe, et al., “Evaluating Patient and
Public Involvement in Research,” BMJ 363, (2018): p.k5147, https://doi.
0rg/10.1136/bmj.k5147.

17. Q. N. Hong, S. Fabregues, G. Bartlett, et al., “The Mixed Methods
Appraisal Tool (MMAT) Version 2018 for Information Professionals and
Researchers,” Education for Information 34, no. 4 (2018): 285-291.

18.J. Tyndall and J. Tyndall, “AACODS Checklist,” Flinders University,
2010, https://fac.flinders.edu.au/dspace/api/core/bitstreams/e94a96eb-
0334-4300-8880-c836d4d9a676/content.

19. M. Sandelowski, “What's in a Name? Qualitative Description Re-
visited,” Research in Nursing & Health 33, no. 1 (2010): 77-84.

13 of 15

85U801 7 SUOWILLIOD BAIERID 3|dea! dde 3y} Aq pauRA0B 88 SS[1e YO ‘SN 0 S8INJ J0j ARIq 1T 3UIIUO AB|I/V\ UO (SUO 3 IPUCD-pUR-SLUIBYWOD A8 | IM"ARJq 1 BU1|UO//SARY) SUORIPUOD PUe SWie 1 84} 83S *[7202/60/90] U0 A%eiqiT8ulluO A8 |1A ‘8000. XU /TTTT OT/I0P/W00 A8 1M Aeiq 1 jeuluo//SAnY Wol4 papeojumoq ‘v ‘7202 ‘GZ9.69€T


mailto:youj25@mcmaster.ca
https://www.ncbi.nlm.nih.gov/books/NBK215400/
https://doi.org/10.1503/cmaj.071656
https://doi.org/10.1503/cmaj.071656
https://unece.org/sites/default/files/2021-08/UNECE%20meaningful%20participation%20guidance%20note.pdf
https://unece.org/sites/default/files/2021-08/UNECE%20meaningful%20participation%20guidance%20note.pdf
https://unece.org/sites/default/files/2021-08/UNECE%20meaningful%20participation%20guidance%20note.pdf
https://doi.org/10.1080/1364557032000119616
https://doi.org/10.1080/1364557032000119616
https://participedia.net/about
https://participedia.net/about
https://www.mcmasterforum.org/docs/default-source/resources/16_hse_taxonomy.pdf?sfvrsn=281c55d5_7
https://www.mcmasterforum.org/docs/default-source/resources/16_hse_taxonomy.pdf?sfvrsn=281c55d5_7
https://www.mcmasterforum.org/docs/default-source/resources/16_hse_taxonomy.pdf?sfvrsn=281c55d5_7
https://doi.org/10.1016/j.jclinepi.2013.08.005
https://doi.org/10.1016/j.jclinepi.2013.08.005
https://www.hqontario.ca/Portals/0/documents/pe/ontario-patient-engagement-framework-en.pdf
https://www.hqontario.ca/Portals/0/documents/pe/ontario-patient-engagement-framework-en.pdf
https://doi.org/10.1136/bmj.k5147
https://doi.org/10.1136/bmj.k5147
https://fac.flinders.edu.au/dspace/api/core/bitstreams/e94a96eb-0334-4300-8880-c836d4d9a676/content
https://fac.flinders.edu.au/dspace/api/core/bitstreams/e94a96eb-0334-4300-8880-c836d4d9a676/content

20. S. Gibney, E. Sexton, and S. Shannon, “Measuring What Matters:
Achieving Consensus on a Positive Aging Indicator Set for Ireland,”
Journal of Aging & Social Policy 31, no. 3 (2019): 234-249.

21.J. Aronson, “Giving Consumers a Say in Policy Development: In-
fluencing Policy or Just Being Heard?,” Canadian Public Policy/Analyse
de Politiques 19 (1993): 367-378.

22. K. Chuengsatiansup, K. Tengrang, T. Posayanonda, and S. Sihapark,
“Citizens’ Jury and Elder Care: Public Participation and Deliberation in
Long-Term Care Policy in Thailand,” Journal of Aging & Social Policy 31,
no. 4 (2019): 378-392, https://doi.org/10.1080/08959420.2018.1442110.

23. R. B. Deber and A. P. Williams, “Policy, Payment, and Participation:
Long-Term Care Reform in Ontario,” Canadian Journal on Aging/La
Revue canadienne du vieillissement 14, no. 2 (1995): 294-318, https://doi.
0rg/10.1017/S0714980800011855.

24. A. Fraczkiewicz-Wronka, I. Kowalska-Bobko, A. Sagan, and
M. Wronka-Pospiech, “The Growing Role of Seniors Councils in Health
Policy-Making for Older People in Poland,” Health Policy 123, no. 10
(2019): 906-911, https://doi.org/10.1016/j.healthpol.2019.05.016.

25.J. Manthorpe, R. Clough, M. Cornes, L. Bright, J. Moriarty, and
S. Iliffe, “Four Years on: The Impact of the National Service Framework
for Older People on the Experiences, Expectations and Views of Older
People,” Age and Ageing 36, no. 5 (2007): 501-507.

26. A. B. Whitford, J. Yates, and H. L. Ochs, “Ideological Extremism and
Public Participation,” Social Science Quarterly 87, no. 1 (2006): 36-54.

27.D. McKellar and J. Hanson, “Codesigned Framework for Organi-
sational Culture Reform in South Australian Older Persons’ Mental
Health Services After the Oakden Report,” Australian Health Review 44,
no. 6 (2020): 862-866, https://doi.org/10.1071/AH18211.

28.J. McCormack, “Looking Back and Moving Forward? Ageing in
Australia 2000,” Ageing and Society 20, no. 5 (2000): 623-631.

29. M. Cornes, J. Peardon, and J. Manthorpe, “Wise Owls and Profes-
sors: The Role of Older Researchers in the Review of the National
Service Framework for Older People,” Health Expectations 11, no. 4
(2008): 409-417, https://doi.org/10.1111/§.1369-7625.2008.00513.x.

30. B. J. Taylor, “Developing an Integrated Assessment Tool for the
Health and Social Care of Older People,” British Journal of Social Work
42, no. 7 (2012): 1293-1314, https://doi.org/10.1093/bjsw/bcr133.

31. “We Are All in This Together: An Aging Strategy for New Bruns-
wick,” Province of New Brunswick, 2017, https://www2.gnb.ca/
content/gnb/en/departments/social_development/seniors/content/
secretariat.html.

32. “Participedia Case #5549. Keeping Seniors Well Forum Richmond
2016,” Participedia, 2023, https://participedia.net/case/5549.

33. G. Donner, C. Fooks, J. McReynolds, S. Sinha, K. Smith, and
D. Thomson, “Bringing Care Home: Report of the Expert Group on
Home & Community Care,” Ontario Ministry of Health and Long-Term
Care, 2015, https://health.gov.on.ca/en/public/programs/lhin/docs/
hcec_report.pdf.

34. M. Minkler, J. Hammel, C. J. Gill, et al., “Community-Based Par-
ticipatory Research in Disability and Long-Term Care Policy: A Case
Study,” Journal of Disability Policy Studies 19, no. 2 (2008): 114-126.

35. C. L. McWilliam, “Using a Participatory Research Process to Make a
Difference in Policy on Aging,” Canadian Public Policy/Analyse de
Politiques 23 (1997): 70-89.

36.B. J. Coleman, W. Fox-Grage, and D. Folkemer, State Long-term
Care: Recent Developments and Policy Directions (Washington, DC:
National Conference of State Legislatures, 2002).

37. N. L. Chappell, M. Maclure, H. Brunt, J. Hopkinson, and J. Mullett,
“TSeniors’ Views of Medication Reimbursement Policies: Bridging
Research and Policy at the Point of Policy Impact,” Canadian Public
Policy 23 (1997): 114-131.

38. M. C. P. Schichel, M. Y. Veenstra, G. I. J. M. Kempen, M. E. de Vugt,
B. A. M. van der Zanden, and F. R. J. Verhey, “Senior Friendly Com-
munities: Designing an Approach for Cross-Border Exchange of Public
Health Policy,” Health Policy 124, no. 10 (2020): 1129-1136, https://doi.
0rg/10.1016/j.healthpol.2020.05.020.

39.E. A. Miller and C. Rudder, “Engaging Consumers in Medicaid
Nursing Home Reimbursement Policy: Lessons From New York and
Minnesota,” The Gerontologist 53, no. 4 (2013): 627-640.

40. N. A. Bhavsar, S. Constand, M. Harker, and D. H. Taylor, “Death of
Outrage Over Talking About Dying,” BMJ Supportive & Palliative Care
9, no. 1 (2019): 37-39, https://doi.org/10.1136/bmjspcare-2016-001182.

41. C. Chaufan, B. Hollister, J. Nazareno, and P. Fox, “Medical Ideology
as a Double-Edged Sword: The Politics of Cure and Care in the Making
of Alzheimer's Disease,” Social Science & Medicine 74, no. 5 (2012): 788-
795, https://doi.org/10.1016/j.socscimed.2011.10.033.

42. G. King and J. Farmer, “What Older People Want: Evidence From a
Study of Remote Scottish Communities,” Rural Remote Health 9, no. 2
(2009): 1166.

43. L. Norlander and E. Ratner, “Formation and Operation of a State-
wide Commission on End-of-Life Care in Minnesota,” Journal of
Palliative Medicine 7, no. 6 (2004): 839-845, https://doi.org/10.1089/
jpm.2004.7.839.

44.D. A. van Riet-Nales, K. Sundberg, A. de Boer, and B. Hirschlérova,
“Developing Patient-Centric Medicines for Older People: Reflections
From the Draft EMA Paper on the Pharmaceutical Development of
Medicines for Use in the Older Population,” British Journal of Clinical
Pharmacology 86, no. 10 (2020): 2008-2013, https://doi.org/10.1111/bcp.
14530.

45. C. A. Mattison, M. G. Wilson, R. H. Wang, and K. Waddell, “En-
hancing Equitable Access to Assistive Technologies in Canada: Insights
From Citizens and Stakeholders,” Canadian Journal on Aging/La Revue
canadienne du vieillissement 39, no. 1 (2020): 69-88.

46.J. M. Baena-Cafiada, V. Luque-Ribelles, A. Quilez-Cutillas, et al.,
“How a Deliberative Approach Includes Women in the Decisions of
Screening Mammography: A Citizens' Jury Feasibility Study in Anda-
lusia, Spain,” BMJ Open 8, no. 5 (2018): e019852.

47.P. Lehoux and D. Grimard, “When Robots Care: Public Delibera-
tions on How Technology and Humans May Support Independent
Living for Older Adults,” Social Science & Medicine 211 (2018): 330-337,
https://doi.org/10.1016/j.socscimed.2018.06.038.

48. G. Z. Steiner, C. Ee, S. Dubois, et al., ““We Need a One-Stop-Shop’:
Co-Creating the Model of Care for a Multidisciplinary Memory Clinic
With Community Members, GPs, Aged Care Workers, Service Provid-
ers, and Policy-Makers,” BMC Geriatrics 20, no. 1 (2020): 49, https://doi.
0rg/10.1186/512877-019-1410-x.

49. “Participedia Case #5084. Deliberations With Ontario Citizens on
Mammography Screening,” Participedia, 2023, https://participedia.net/
case/5084.

50. L. Rychetnik, J. Doust, R. Thomas, R. Gardiner, G. Mackenzie, and
P. Glasziou, “A Community Jury on PSA Screening: What Do Well-
Informed Men Want the Government to Do About Prostate Cancer
Screening—A Qualitative Analysis,” BMJ Open 4, no. 4 (2014): e004682,
https://doi.org/10.1136/bmjopen-2013-004682.

51.S. Woolsey, “Medicare: What Do People Want? Examining Public
Knowledge, Opinion, and Deliberation About Medicare Reform,” The
University of Utah, 2004, https://www.proquest.com/openview/
5bff7¢5329559b178f5fba5bf42aa8ec/1?pq-origsite=gscholar&cbl=
18750&diss=y.

52. M. Barnes, “The Same Old Process? Older People, Participation and
Deliberation,” Ageing and Society 25, no. 2 (2005): 245-259.

53. M. Crotty, E. S. Gnanamanickam, I. Cameron, M. Agar, J. Ratcliffe,
and K. Laver, “Are People in Residential Care Entitled to Receive

14 of 15

Health Expectations, 2024

85U801 7 SUOWILLIOD BAIERID 3|dea! dde 3y} Aq pauRA0B 88 SS[1e YO ‘SN 0 S8INJ J0j ARIq 1T 3UIIUO AB|I/V\ UO (SUO 3 IPUCD-pUR-SLUIBYWOD A8 | IM"ARJq 1 BU1|UO//SARY) SUORIPUOD PUe SWie 1 84} 83S *[7202/60/90] U0 A%eiqiT8ulluO A8 |1A ‘8000. XU /TTTT OT/I0P/W00 A8 1M Aeiq 1 jeuluo//SAnY Wol4 papeojumoq ‘v ‘7202 ‘GZ9.69€T


https://doi.org/10.1080/08959420.2018.1442110
https://doi.org/10.1017/S0714980800011855
https://doi.org/10.1017/S0714980800011855
https://doi.org/10.1016/j.healthpol.2019.05.016
https://doi.org/10.1071/AH18211
https://doi.org/10.1111/j.1369-7625.2008.00513.x
https://doi.org/10.1093/bjsw/bcr133
https://www2.gnb.ca/content/gnb/en/departments/social_development/seniors/content/secretariat.html
https://www2.gnb.ca/content/gnb/en/departments/social_development/seniors/content/secretariat.html
https://www2.gnb.ca/content/gnb/en/departments/social_development/seniors/content/secretariat.html
https://participedia.net/case/5549
https://health.gov.on.ca/en/public/programs/lhin/docs/hcc_report.pdf
https://health.gov.on.ca/en/public/programs/lhin/docs/hcc_report.pdf
https://doi.org/10.1016/j.healthpol.2020.05.020
https://doi.org/10.1016/j.healthpol.2020.05.020
https://doi.org/10.1136/bmjspcare-2016-001182
https://doi.org/10.1016/j.socscimed.2011.10.033
https://doi.org/10.1089/jpm.2004.7.839
https://doi.org/10.1089/jpm.2004.7.839
https://doi.org/10.1111/bcp.14530
https://doi.org/10.1111/bcp.14530
https://doi.org/10.1016/j.socscimed.2018.06.038
https://doi.org/10.1186/s12877-019-1410-x
https://doi.org/10.1186/s12877-019-1410-x
https://participedia.net/case/5084
https://participedia.net/case/5084
https://doi.org/10.1136/bmjopen-2013-004682
https://www.proquest.com/openview/5bff7c5329559b178f5fba5bf42aa8ec/1?pq-origsite=gscholar%26cbl=18750%26diss=y
https://www.proquest.com/openview/5bff7c5329559b178f5fba5bf42aa8ec/1?pq-origsite=gscholar%26cbl=18750%26diss=y
https://www.proquest.com/openview/5bff7c5329559b178f5fba5bf42aa8ec/1?pq-origsite=gscholar%26cbl=18750%26diss=y

Rehabilitation Services Following Hip Fracture? Views of the Public
From a Citizens' Jury,” BMC Geriatrics 20 (2020): 172.

54. F. Gong, S. Baron, L. Ayala, L. Stock, S. McDevitt, and C. Heaney,
“The Role for Community-Based Participatory Research in Formulating
Policy Initiatives: Promoting Safety and Health for In-Home Care
Workers and Their Consumers,” American Journal of Public Health 99,
no. S3 (2009): S531-S538.

55. M. Extermann, E. Brain, B. Canin, et al., “Priorities for the Global
Advancement of Care for Older Adults With Cancer: An Update of the
International Society of Geriatric Oncology Priorities Initiative,” Lancet
Oncology 22, no. 1 (2021): e29-e36.

56. L. Ayalon and S. Shinan-Altman, “Tension Between Reality and
Visions: Lessons From an Evaluation of a Training Program of Paid
Elder Care Workers,” Health & Social Care in the Community 29 (2021):
1915-1924.

57. E. O'Shea, “Developing a Healthy Ageing Policy for Ireland: The
View From Below,” Health Policy 76, no. 1 (2006): 93-105, https://doi.
0rg/10.1016/j.healthpol.2005.05.001.

58. “Citizens' Reference Panel,” Participedia, 2023, https://participedia.
net/method/635.

59. V. Poskuté, R. Kazlauskaité, and I. Matonyté, “Stakeholder Collab-
oration in Long-Term Care of Older People in Lithuania,” Health &
Social Care in the Community 30, no. 1 (2022): 193-202, https://doi.org/
10.1111/hsc.13389.

60. B. J. Coleman, W. Fox-Grage, and D. Folkemer, “State Long-Term
Care: Recent Developments and Policy Directions, Update,” McMaster
University, 2003, http://libaccess.mcmaster.ca/login?url=https://
search.ebscohost.com/login.aspx?direct=true&db=gnh& AN=104211&
site=ehost-live&scope=site.

61. E. N. Bellenger, J. E. Ibrahim, B. Kennedy, and L. Bugeja, “Pre-
vention of Physical Restraint Use Among Nursing Home Residents in
Australia: The Top Three Recommendations From Experts and Stake-
holders,” International Journal of Older People Nursing 14, no. 1 (2019):
€12218, https://doi.org/10.1111/0pn.12218.

62. V. T. Tran, E. Diard, and P. Ravaud, “Priorities to Improve the Care
for Chronic Conditions and Multimorbidity: A Survey of Patients and
Stakeholders Nested Within the Compare E-Cohort,” BMJ Quality &
Safety 30, no. 7 (2021): 577-587, https://doi.org/10.1136/bmjgs-
2020-011219.

63. K. Postle, P. Wright, and P. Beresford, “Older People's Participation
in Political Activity—Making Their Voices Heard: A Potential Support
Role for Welfare Professionals in Countering Ageism and Social Ex-
clusion,” Practice 17, no. 3 (2005): 173-189, https://doi.org/10.1080/
09503150500285123.

64. J. Holroyd-Leduc, J. Resin, L. Ashley, 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,” Research Involvement and Engagement 2,
no. 1 (2016): 23.

65. A. M. Petriwskyj, R. Serrat, J. Warburton, J. Everingham, and
M. Cuthill, “Barriers to Older People's Participation in Local Govern-
ance: The Impact of Diversity,” Educational Gerontology 43, no. 5
(2017): 259-275, https://doi.org/10.1080/03601277.2017.1293391.

66.Y. Bombard, G. R. Baker, E. Orlando, et al., “Engaging Patients to
Improve Quality of Care: A Systematic Review,” Implementation Science
13 (2018): 98.

67. C. S. Slotterback and M. Lauria, “Building a Foundation for Public
Engagement in Planning,” Journal of the American Planning Association
85, no. 3 (2019): 183-187, https://doi.org/10.1080/01944363.2019.
1616985.

68. International Association for Public Participation, IAP2 Spectrum of
Public Participation (Thornton, CO: International Association for Public
Participation, 2007).

69. B. J. Dewar, “Beyond Tokenistic Involvement of Older People in
Research—A Framework for Future Development and Understanding,”
supplement, Journal of Clinical Nursing 14, no. S1 (2005): 48-53,
https://doi.org/10.1111/j.1365-2702.2005.01162.x.

70. R. Eisma, A. Dickinson, J. Goodman, A. Syme, L. Tiwari, and
A. F. Newell, “Early User Involvement in the Development of Infor-
mation Technology-Related Products for Older People,” Universal
Access in the Information Society 3, no. 2 (2004): 131-140, https://doi.
0rg/10.1007/510209-004-0092-z.

71. A. Boivin, P. Lehoux, J. Burgers, and R. Grol, “What Are the Key
Ingredients for Effective Public Involvement in Health Care Improve-
ment and Policy Decisions? A Randomized Trial Process Evaluation,”
The Milbank Quarterly 92, no. 2 (2014): 319-350, https://doi.org/10.
1111/1468-0009.12060.

72. E. Pizzo, C. Doyle, R. Matthews, and J. Barlow, “Patient and Public
Involvement: How Much Do We Spend and What Are the Benefits?,”
Health Expectations 18, no. 6 (2015): 1918-1926, https://doi.org/10.
1111/hex.12204.

73.J. Abelson, L. Tripp, M. MacNeil, et al., “Development of the Engage
With Impact Toolkit: A Comprehensive Resource to Support the Eva-
luation of Patient, Family and Caregiver Engagement in Health Sys-
tems,” Health Expectations 26, no. 3 (2023): 1255-1265, https://doi.org/
10.1111/hex.13742.

74.]. Reed, G. Cook, V. Bolter, and B. Douglas, “Older People Involved
in Policy and Planning: Factors Which Support Engagement,” Journal
of Aging Studies 22, no. 3 (2008): 273-281, https://doi.org/10.1016/j.
jaging.2007.04.004.

75. T. Greenhalgh, L. Hinton, T. Finlay, et al., “Frameworks for Sup-
porting Patient and Public Involvement in Research: Systematic Review
and Co-Design Pilot,” Health Expectations 22, no. 4 (2019): 785-801,
https://doi.org/10.1111/hex.12888.

76. S. Staniszewska, J. Brett, I. Simera, et al., “GRIPP2 Reporting Check-
lists: Tools to Improve Reporting of Patient and Public Involvement in
Research,” BMJ 358 (2017): j3453, https://doi.org/10.1136/bmj.j3453.

Supporting Information

Additional supporting information can be found online in the
Supporting Information section.

15 of 15

85U801 7 SUOWILLIOD BAIERID 3|dea! dde 3y} Aq pauRA0B 88 SS[1e YO ‘SN 0 S8INJ J0j ARIq 1T 3UIIUO AB|I/V\ UO (SUO 3 IPUCD-pUR-SLUIBYWOD A8 | IM"ARJq 1 BU1|UO//SARY) SUORIPUOD PUe SWie 1 84} 83S *[7202/60/90] U0 A%eiqiT8ulluO A8 |1A ‘8000. XU /TTTT OT/I0P/W00 A8 1M Aeiq 1 jeuluo//SAnY Wol4 papeojumoq ‘v ‘7202 ‘GZ9.69€T


https://doi.org/10.1016/j.healthpol.2005.05.001
https://doi.org/10.1016/j.healthpol.2005.05.001
https://participedia.net/method/635
https://participedia.net/method/635
https://doi.org/10.1111/hsc.13389
https://doi.org/10.1111/hsc.13389
http://libaccess.mcmaster.ca/login?url=https://search.ebscohost.com/login.aspx?direct=true%26db=gnh%26AN=104211%26site=ehost-live%26scope=site
http://libaccess.mcmaster.ca/login?url=https://search.ebscohost.com/login.aspx?direct=true%26db=gnh%26AN=104211%26site=ehost-live%26scope=site
http://libaccess.mcmaster.ca/login?url=https://search.ebscohost.com/login.aspx?direct=true%26db=gnh%26AN=104211%26site=ehost-live%26scope=site
https://doi.org/10.1111/opn.12218
https://doi.org/10.1136/bmjqs-2020-011219
https://doi.org/10.1136/bmjqs-2020-011219
https://doi.org/10.1080/09503150500285123
https://doi.org/10.1080/09503150500285123
https://doi.org/10.1080/03601277.2017.1293391
https://doi.org/10.1080/01944363.2019.1616985
https://doi.org/10.1080/01944363.2019.1616985
https://doi.org/10.1111/j.1365-2702.2005.01162.x
https://doi.org/10.1007/s10209-004-0092-z
https://doi.org/10.1007/s10209-004-0092-z
https://doi.org/10.1111/1468-0009.12060
https://doi.org/10.1111/1468-0009.12060
https://doi.org/10.1111/hex.12204
https://doi.org/10.1111/hex.12204
https://doi.org/10.1111/hex.13742
https://doi.org/10.1111/hex.13742
https://doi.org/10.1016/j.jaging.2007.04.004
https://doi.org/10.1016/j.jaging.2007.04.004
https://doi.org/10.1111/hex.12888
https://doi.org/10.1136/bmj.j3453

	Public Engagement in Health Policy-Making for Older Adults: A Systematic Search and Scoping Review
	1 Introduction
	2 Methods
	2.1 Information Sources and Search Strategy
	2.2 Eligibility Criteria
	2.3 Article Selection
	2.4 Data Charting
	2.5 Quality Appraisal
	2.6 Data Analysis and Synthesis
	2.7 Collaboration With Older Adults

	3 Results
	3.1 Descriptive Information
	3.2 Links to Policy-Making and Health System Arrangements Covered
	3.2.1 Engagement Participants, Approaches and Reported Impacts

	3.3 Participants Recruited to PE Initiatives
	3.4 PE Types and Methods
	3.5 Reported PE Impacts

	4 Discussion
	4.1 Older Adults' Participation and Participant Diversity
	4.2 Engagement Methods to Promote Older Adults' Participation
	4.3 A Need to Systematically Evaluate PE Impact
	4.3.1 Strengths and Limitations


	5 Conclusion
	Author Contributions
	Acknowledgements
	Conflict of Interest
	Data Availability Statement
	References
	Supporting Information




