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Abstract: Advisory committees are some of the most prominent ways older
adults and carers are represented in democratic governance in contemporary
North America. Yet little is known about how older adults and unpaid carers
interpret the meaning of their engagement within governmental advisory
committees. A thematic, interpretive analysis of qualitative interview data from
24 current and former members of advisory committees in Manitoba, Canada,
was conducted. Although all participants were motivated to serve by personal
experience and/or the common good, interpretive tensions arose at times between
their desire for systemic change or advocacy and the mandate and/or function of
their committee. Tensions between advocacy and advising appear to be
especially pronounced in the context of changes perceived by members as
threatening both the quality of public supports and services, and chances for
meaningfully engaging older adults and carers in governance. Perhaps in part to
reconcile this tension (and in some cases their own ongoing involvement)
participants often characterized these committees as at least partially valuable
and effective ways to engage older adults/carers, primarily through talking about
personal benefits, the quality and efficiency of meetings, and feeling valued. The
subsequent emergence of COVID-19 after these data were collected will likely
only intensify social changes affecting older adults and carers, highlighting an
even more pressing need for their engagement in policy co-design in and beyond
continuing care sectors.
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Pronounced population aging in industrialized nations has prompted an emphasis
on the need for older adults to be civically active; normally this is framed in
terms of fairly limited forms of participation, as opposed to involvement in
political, transformative or social justice processes (Martinson and Minkler
2006). Likewise, as more older adults are living at home to advanced ages and
with more complex needs, there has been growing attention to the need to
support family carers’ participation in community life, and ideally their
participation in society writ large. In Canada, three provinces have legislated
Caregiver Recognition Acts that incorporate this principle (echoing similar Acts
in the UK and Australia). Again however, prevailing views of the meaning of
carer participation rarely extend to involvement in advocacy or system change on
behalf of either carers or older adults.

The expansion of economic and cultural forms of neoliberalism
throughout global, national and regional policy-making has, over decades,
shaped changes to policies in sectors such as long-term care, health services,
pensions, and transportation. These changes have particular implications for —
even a disproportionate impact on — older adults and carers (Chappell and
Penning 2005; Estes and Phillipson 2002). There is thus (even prior to Covid-19)
a particular need to involve older adults and carers in democratic governance.
Yet many current carers lack the time or energy for civic participation.
Additionally, both older adults and carers may not conceptualize either aging or
care as public issues (Funk and Hounslow 2019; Levitsky 2014). For these and
other reasons (including ageism), both older adults and family carers, among
other groups, are at risk of socio-political exclusion and marginalization from
meaningful participation in democratic governance (Grenier and Guberman
2009; Martinson and Minkler 2006).

A general lack of effective mechanisms for such involvement at various
levels of government, and in both health and non-health sectors of government,
arguably compounds this problem. There has, however, been a promising
movement in some Canadian health care sectors to consult with and/or engage
patients (including older adults, and persons living with dementia) and families
in health care system redesign. Along with Age-Friendly and carers movements,
this has appeared to prompt the establishment of advisory councils or committees
designed to engage (or include representation from) older adults and family
carers in democratic governance. These groups are perhaps the most prominent
ways that older adults and carers have been engaged, and seem popular among
health authorities and governments. Generally speaking, an advisory council or
committee is a group of people selected for particular reasons (such as how they
reflect a particular population or subpopulation) to provide advice, input and/or

feedback to policy decision-makers.

Funk, L., Rounce, A., & Cherpako, D. (2021). Older adults’ and carers’ engagement in democratic governance in 2
the context of system and government change. Journal of Aging and Social Change, 11(1), 81-97.
doi:10.18848/2576-5310/CGP/v11i01/81-97. © Common Ground Research Networks, Laura Funk, Andrea Rounce,
Danielle Cherpako, All Rights Reserved. Permissons: cgscholar.com/cg_support



OLDER ADULTS’ AND CARERS’ ENGAGEMENT IN DEMOCRATIC GOVERNANCE

The present research is informed by concepts of democratic participation
and open government, which direct attention to how advisory committees can
promote open, interactive, and more democratic public policy making
(Government of Canada n.d.; Fung 2006; VanDamme and Brans 2012). Some
have claimed that rather than representing and legitimizing citizenship and
service user experiences, public involvement initiatives have been “aimed at
securing consumer feedback and advice” (Callaghan and Wistow 2006, 2292).
More optimistically, councils, committees and other forms of involvement can
recognize and value experiential knowledge; at least symbolically, and at best,
integrating this knowledge to make services and policies more effective,
responsive and accessible (Attree et al. 2011).

This latter assumption has been challenged by scholars who conclude that
service users’ roles in governance tend to be symbolic or tokenistic, with little
effect on outcomes for the broader population or prompting structural or policy
change (Abelson and Eyles 2002; Horrocks et al. 2010). In part this is because
advisory committees can privilege dominant professional, management and
expert perspectives rather than lay or experiential knowledge (Barnes 1999;
Martin 2008). The marginalization of lay experience and its uncertain legitimacy
as a form of knowledge may be exacerbated within health care systems that tend
to rely on narrowly-defined expert sources of knowledge (Callaghan and Wistow
2006).

There is little known about older adults’ and carers’ involvement within
a wide range of advisory groups in Canada. Research pertinent to public
engagement tends to focus on the health care sector, and covers a broad swath of
forms of involvement by a range of service users (e.g., Bee et al. 2015; Gallivan
et al. 2012; Li et al. 2015; McKevitt et al. 2018). For instance, research by
Abelson and colleagues in Canada is notable (e.g., Abelson and Eyles 2002;
Abelson et al. 2012) yet focuses only on the health care sector, and is not specific
to the older adults or family carers. Moreover, existing scholarship lacks in-depth
exploration of the complex ways that older adults and family carers might
understand the meaning of their involvement in democratic governance. As such,
this is one of the first studies to explore this issue in-depth, using an interpretive
methodological tradition (Gubrium and Holstein 2000), which regards research
interviews as encounters in which meaning is created and considers how this
meaning connects to individual identities (e.g., Doucet and Mauthner 2008) and
to broader contexts. The questions guiding this inquiry are: a) how do older
adults and carers” make sense of the meaning of their involvement in advisory
councils or committees? and, b) How do they understand the meaning of the
effectiveness of these groups? In line with interpretive inquiry, meaning-making

Funk, L., Rounce, A., & Cherpako, D. (2021). Older adults’ and carers’ engagement in democratic governance in 3
the context of system and government change. Journal of Aging and Social Change, 11(1), 81-97.
doi:10.18848/2576-5310/CGP/v11i01/81-97. © Common Ground Research Networks, Laura Funk, Andrea Rounce,
Danielle Cherpako, All Rights Reserved. Permissons: cgscholar.com/cg_support



JOURNAL OF AGING AND SOCIAL CHANGE

is understood as connected to context — in particular, the socio-political climate
of the province during data collection.
Design and Methodology

Using the province of Manitoba, Canada, as a case study, and drawing on
the perspectives of current and former advisory committee members as well as
public materials, research questions for the primary study (Rounce, Funk and
Cherpako in progress) which generated the data for the present analysis were:
how have public advisory councils and committees that involve older adults and
carers been designed and constituted; how have they operated in practice; and
what explains their span of influence and effectiveness at advocating for older
adults and carers? The focus was on advisory committees at multiple levels -
city/municipality, regional health authority, and provincial government. The
study received approval from the university’s Research Ethics Board and local
health authority research access committee.

These data were used to investigate the meaning-focused questions posed
in the present analysis; this inquiry emerged in an inductive, more secondary
way, from the original research study (Heaton 2004). There is a good fit between
the primary data and the current questions, and the same research team and
interviewers were involved throughout; as such, secondary analysis is
appropriate (Heaton 2004; Hinds, Vogel, and Clarke-Steffen 1997; Thorne
1994).

In Manitoba, several advisory committees have operated over the last few
decades at various levels of government. Some are specifically targeted to gain
input from older adults (Manitoba Council on Aging, Mayor’s Age-Friendly and
Seniors Advisory Committee), or carers (Caregiver Advisory Committee). In
addition, the regional health authority2 has a long history of public engagement
and advisory councils in various departments, including some committees that
primarily target older adults and carers (and/or to serve the interests of these
groups), such as the Long-Term Care Advisory Council and Home Care
Advisory Council.

To recruit current and former members from these councils and
committees, study information/invitations were sent through social networks, a
Centre on Aging Listserve, and the Manitoba Association of Seniors Centres.
Eligible participants were an older person and/or previous or former
family/friend carer who had ever served on these councils or committees, and
could reflect on the mandate and influence of the group. We also located
publicly available lists of advisory group members and contacted some through
publicly accessible social media. Lastly, after receiving institutional approval

2 Winnipeg Regional Health Authority. The study did not include other regional health authorities or municipalities.
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from the health authority, advisory council facilitators sent study information to
current members.

In total, 24 consenting participants were interviewed either face-to-face
or by telephone by the 1st or 3rd authors using a semi-structured qualitative
interview guide. Participants were asked about their perceptions of the role and
influence of the council/committee in which they were involved, as well as
processes and factors shaping this role or influence.

Using these data, a thematic analysis was conducted for the present
inquiry that foregrounded participants’ interpretations of meaning, informed by
social phenomenological and narrative understandings of the function of talk in
interview interaction. In line with an interpretive approach, these data were also
analyzed with reference to the localized (provincial) context at the time of data
collection (described further below), within which these meanings need to be
understood. Data were organized, coded, and analysed with a focus on the
individual as the level of analysis, to trace between-person interpretive variation
and within-person interpretive complexity. The analytic goal was not to measure
levels of satisfaction or dissatisfaction or comment on the objective effectiveness
of particular groups. Rather, the interpretive drive to this analysis placed
relatively less emphasis on the objective form and structure of the
councils/committees, and more emphasis on subjective participant constructions
of meaning across types of committees and in relation to the broader context.

Findings
Description of Participants, Committees and Setting

The 24 participants, 6 of whom were male and 18 of whom were female,
ranged in age from 59-86 years. Four had been members of the Mayor’s Age
Friendly Council, five had been involved in advisory committees at the
provincial level, and seven had been members of the Long Term Care Advisory
Council. Nine participants were, or had previously been, members of more than
one advisory group, with many serving extended or renewed terms. For more
detailed information about the advisory groups themselves, see (Rounce, Funk
and Cherpako in progress). In general, however, three groups (one municipal and
two provincial-level) can be described as direct communication advisory groups
that provide ‘advice to cabinet’ either directly or indirectly to government
officials or policy-makers (most often through government staff). There was an
emphasis on providing well-informed advice, and members were appointed. In
contrast, health authority advisory committees tended to operate more as user-
input forums, being more ‘top-down’ in focus; members could only discuss
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topics and ideas indicated by the health authority. Members applied to serve on
these committees, sometimes having been encouraged to do so.

Data were collected between October 2018 and October 2019.
Understanding the political context at this point is important for understanding
the findings presented below. Two years prior to data collection, in 2016, the
provincial government changed to a Progressive Conservative (PC) majority
after a 17-year period of New Democratic Party dominance. Soon after this shift
in power, the new government embarked on a health system transformation
process that was ongoing at the time of data collection. The transformation had
been described in the media and by government officials as a significant
streamlining and overhaul of a ‘bloated’ health care system. Although the
previous government had legislated a Caregiver Recognition Act in 2011, and
had developed a Seniors and Healthy Aging Secretariat to engage with issues
related to seniors and carers (including the province’s Age-Friendly Manitoba
Initiative), in 2017, the Manitoba Council on Aging and Caregiver Advisory
Council were formally cut through a legislative act. Less formally, the Seniors
and Healthy Aging Secretariat no longer operated as a distinct body within the
Ministry of Health. The Premier called an early election for September 2019,
and health issues were at the top of mind for most in the province.

These various provincial changes drove much of the public discussion
about health system change, overshadowing municipal elections throughout
Manitoba in October 2018. Moreoever, an unusual amount of system change has
arguably affected all levels of government in the province, and led to mixed
opportunities for citizens to participate in democratic governance outside of
elections.

Findings
Interpretations of Personal Involvement: Experience and Commitment to
Advocacy

Most but not all members of the advisory committees appeared to have,
over time and prior to their involvement in the committee, developed self-
identities as advocates working within the system (i.e., through official channels)
for the ‘cause’ of older adults/carers, which could have motivated their
participation. For example, one participant spoke of being motivated to
participate because she wanted to increase accessibility and mobility for older
adults in the local community. Previous effective efforts at advocacy were also
cited by members of municipal and provincial committees, as part of the reason
they were appointed.

Members of health authority committees also seemed to align themselves

with advocacy-related concerns, even if they did not explicitly identify
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themselves as advocates. The following participant from one committee
described a time she had been caring for both her mother and her husband who
were both in long-term residential care. She explicitly identifies herself as a
carer, and articulates a strong advocacy orientation:

So | was taking care of both of them, while also working a full- time job, and 1
could see that there were issues with long-term care. And | asked to speak to
some of the higher-ups, and that’s how I ended up making a difference with that.
| was basically an advocate for my husband. Then | was just approached by one
of the facilitators, and she asked me to join this advisory council. Obviously, |
already had enough reasons, and so | said yes. There were just a lot of issues
which were small, and could maybe easily be addressed, but other things were
more systemic. | think through just seeing how others were dealing with the
same things I was, and my husband couldn’t speak, and I was polite, but really
stood up to some of his doctors - I saw that other people didn’t have advocates. |
was researching things, learning and figuring out my rights as a caregiver, but
not everyone can do that or does do that. | wanted to maybe make some changes
that could improve quality of life for people in long- term care.

This participant believes many members were similarly selected for their strong
advocacy: “They couldn’t really ignore us.”

Concerns of other health authority committee members tended to focus
on the quality of formal services, with only more implicit emphasis on older
adults’ or carers’ rights. These participants likewise wanted to draw on their
often extensive, challenging former experiences - as either patients or as paid
and/or unpaid carers - to create positive health care system change. For at least
one participant, this involved channeling their anger into trying to make a
difference — they had been bothered by their family’s negative experience with
eldercare: “so when this (advisory committee opportunity) came along, I was
like, ‘okay, maybe I can make a difference.” Several other participants
mentioned being motivated by concern or pity for older adults within formal
systems who do not have family members available as advocates.

Members of the municipal and provincial level committees cited previous
work and/or volunteer experience relevant to their committee role which may
have motivated them to become involved, though this was always not explicitly
stated. For instance, one participant had extensive experience with and
knowledge about programming for older men; being on the committee, for him,
was in part about using this knowledge to advocate for older adults’ rights.
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Certainly at the beginning | had a story to tell and by the end, I think the story
was about older men, their needs... And I think the people there, and there were
sometimes people from the senior’s secretariat who sat in on our meetings as
well, by the time, they had heard much of the good story about [specific
program].

In part, participants may place emphasis on their previous relevant work
or volunteer experience in their interviews as a way to legitimate their expertise
(to both themselves, the interviewer, and others) especially since participation on
advisory committees might expose a sense of vulnerability given the general
tendency for ‘lay’ knowledge to be marginalized within governance structures.
Some health authority committee members also often expressed that their
previous relevant work affiliations and experience made them well suited to
provide important insights, though generally there was not as much emphasis on
this in their interviews. These health authority groups did not generally expect or
require preparatory or background research of participants (although some
participants expressed an interest in this).

Just a few members, all from health authority committees, spoke of being
motivated by positive health care experiences (e.g., with a particular health care
facility), or a more general, vaguer desire to volunteer or to help others. The
latter, more passive motivations seemed to indicate a continuation of a volunteer
identity, a need for a sense of purpose during retirement, and a sense that based
on their previous life experiences and connections, they might have something of
worth (even just a ‘perspective’) to contribute. Most often, these participants did
not have specific hopes or expectations about their involvement; rather, they
were just interested in being involved in their communities. Two other
participants who had personal health concerns hoped their committee role could
lead to positive personal benefits; one wanted to create a support group that they
could join, and another mentioned that being a part of the committee rather than
staying at home might improve their own health.

In sum, most (though by no means all) of the committee members
positioned themselves as clearly motivated to contribute to meaningful system
change in some way. Members of municipal and provincial-level committees
appeared to have developed stronger self-identities as advocates for older
adults/carers within systems, and emphasized their extensive past experience and
expertise. Health authority committee members tended to be motivated by
previous negative experiences within health systems, and as such, their
involvement focused on wanting to improve the quality of care for others.

Interpretations of Committee Value and Effectiveness
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When participants were asked about the potential value of advisory
committees, responses such as the following highlighted concerns that
governments be responsive to the public: “we need to keep putting the people
who are affected at the forefront of recommendations. They need to be the ones
who are heard and who are talking about their experiences and what needs to
change” ; and “unless you have feedback from your end users, how do you know
if these policies are good? They might be working for you as government, or
regional health authority, or choosing wisely, but is it actually working for
people? You won’t know that.”

Perceptions of committee effectiveness vary depending on expectations,
ranging between participants who were disappointed because they desired
swifter, more significant change, to comments such as “I thought [the group] was
quite effective, actually, more than | had expected it to be.” Several participants
spoke of witnessing the former kinds of responses among other group members;
generally these participants characterized this as a problem of unrealistic
expectations, rather than committee function.

In general, and acknowledging individual variation in the meaning of
effectiveness, participants connected their interpretations of committee
effectiveness to features such as: organization and preparedness (including
research), focusing on specific tasks or topics, the role of the facilitator or chair,
having suitable discussion time, clear closure to discussions and a feedback loop,
formalization (e.g., official status within legislation; formalized reporting
processes), and clear lines of communication, such as reporting directly to
government and having a developed community network for sharing and
circulating information. As examples:

It was task-focused...It really created a network, allowed for further
partnerships, and it benefited both older adults and [government]... The reason it
was so effective was because the chair did such a good job, and we created
networks so that we could share information very fluidly, very easily.

We learned to be good at steering our conversation so that the person from the
[official’s] office knew what we wanted.

We have Minutes, that are shared with the upper echelons, so it’s pretty
transparent.

Having very capable staff providing policy analysis and research support to the
committee is very important.
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Committees that tended to be constituted by members with previous
experience working in government, or other work experiences which helped
them to understand and perhaps better navigate governance processes, tended to
be perceived by their members as quite effective. Yet these committees also
tended to be less diverse in their representation. Though several participants
noted a lack of diversity, only two participants explicitly tied diversity to their
interpretations of effectiveness: one participant, for instance, spoke of the need to
reduce barriers to participation, adding, “representation and diversity is
important to making the group effective, across income, age, cultural groups.”
Another participant noted “if it isn’t accessible or equitable it isn’t going to be
effective.”

Overall then, the meaning of effectiveness appeared to center around
group structure and process; what was seen as an ‘effective’ structure and
process made participants interpret the group as more effective in creating
change. Participants may have been ‘skirting around’ a hard truth here — that
their committees were only advisory in nature. Although an effective structure
and process might increase the likelihood that a committee is successful at
achieving some form of systemic change, it does not guarantee it. A similar
emphasis on ‘operational’ or ‘process-centred’ definitions of effectiveness was
likewise present in participant talk about what makes some committees
ineffective: infrequent meetings, members that ‘railroad’ or commandeer
discussions, informal structures, lack of group capacity, top-down approaches, a
lack of a clear communication or reporting process, a lack of feedback, and not
being able to prepare in advance for meetings.

Perceptions of group control over topics (i.e., a bottom-up versus a top-
down approach) appeared to be related by participants in particular to perceived
effectiveness. Participants in ‘top-down’ committees expressed some frustration
or dissapointment that the topics they were asked to discuss would not produce
systemic change. Such interpretations might have been exacerbated by the lack
of communication about whether or not advice was taken into consideration by
decision-makers. Two excerpts are illustrative of concerns with top-down
approaches:

Initially we may all have thought that we would be going to a place where you
openly discuss issues in the health world that are of concern to you, but that's not
open for discussion. It is very, very definitely corrected.

Sometimes, | have felt that because we are not directors as to what is going to be
discussed, then we're not discussing some of the topics that would be more

important and pertinent to the public.
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Late-stage attempts at seeking input were also interpreted by one participant as
insulting:

The [health authority] used to send out pamphlets saying ‘What do you think
about this?’ and ask for our feedback, but (the pamphlet) has already been
published. And you say, do you really want to know what we think? Talk about
adding insult to injury...I don’t mind sharing my opinion...but don’t insult my
intelligence, you know?

The slow pace of change within bureaucracies, the numerous factors
influencing policy-making, a lack of system resources, and the seemingly
intractable complexity of some issues (especially health care) were also cited by
participants as barriers to effectiveness. As such, at least some assessment of
effectiveness was connected to the degree to which the groups achieved concrete
change, even as identified barriers were beyond the group’s ability to control.
With just a few exceptions, participants accepted these barriers to implementing
change as unavoidable; this was reflected in participants’ expressions of either a
resigned acceptance (and an emphasis on needing to lower expectations for the
scale or pace of change that can be accomplished) or a dogged determination in
the face of these barriers (e.g., “I’m determined. I also know bureaucracy makes
it hard to make changes”). One participant positioned his own response as more
reasonable or measured, in contrast to more reactive group members:

| noticed that there were a lot of people on this group who were tense when
something they talked about in a prior meeting hadn't already been put in place.
Now, I'm not stupid. I do realize that when you have a group like this, you’re
going through a number of topics that obviously are put together by someone
higher up and you discuss and talk them through and you make some
suggestions. It doesn't mean anything is going to be taken. It’s just to see if
there’s somebody who’s got another idea. And some people were really pissed
off that it didn’t happen. ‘Why didn't you put that in? Why don't they listen?’
And I'm thinking... whoa... it's not like they just rush out and make changes to
everything just because you said it.

In this excerpt, group members who complain about this are implicitly
positioned as both naive and potentially selfish, even narcissistic.
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In contrast, participants openly frustrated with the ineffectiveness of
committees in achieving change tended to conclude that the problem was internal
to systems and processes. For instance:
| think probably the [health authority] is interested in optics. And having all of
these advisory councils is good optics. It just is really frustrating for the people
who participate on them and don’t feel like they’ve done anything.

So the topics [in the annual reports based on our input], now | have seen one
summary of what was discussed at that level, and I’'m thinking once again,
they’re not really addressing what needs to be addressed. Too surface level. So I
don’t really think there is effectiveness. In fact, to be truly cynical, which is not
hard to do, it’s like, ok do you just have this council there to say that you are
listening to the public? Is it just sort of something that doesn’t really amount to
anything?

In sum, although participants viewed advisory committees as valuable for
helping governments be responsive to the public, members who were
disappointed in the responsiveness of these groups tended to be portrayed as
having unrealistic expectations. Moreover, only two participants connected
group diversity (i.e., in sociodemographic backgrounds) to perceived group
effectiveness. Overall, talk about group effectiveness tended to center around
how the group operated. When change could not be achieved, participants
typically understood this problem as resulting from unavoidable factors external
to the group and governance system. Exceptions in this regard are elaborated in
the next section, which also illuminates a contextual understanding of participant
interpretations of committee effectiveness during a time of government and
health system transition.

Connections to System Transformation and Government Change

Advisory committees may be viewed as particularly important in the
context of health care system transformation that has been occurring since the
2016 change in provincial government. One participant described how system
transformation provided an opportunity for public engagement that was missed:

...but then as chaos ensued, which was the [healthcare] reorganization,
everything sort of fell apart, because it was obvious to me we were sort of
reacting to whatever was sort of coming up, and we had very little part in what
direction things were going to go in. So although a lot of us voiced our concerns
about many of these things, closures of emergency departments, really our input

had little or no say in the final decisions, and in all fairness, I think the regional
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people probably also had no say in the direction things went in either, it was
mostly the province taking over those changes. But | feel it was a missed
opportunity, I mean we were the people that all these changes were going to
affect, if they were weren’t going to listen to us, who were they going to listen
to?

This participant had learned that the minutes and input from their
committee were not being sent to senior managers (as stated in the terms of
reference).

As such, perceptions of the effectiveness of advisory committees can be
understood as intertwined with the broader political context. Another
participant’s perceptions of committee ineffectiveness appeared to have been
exacerbated by anger about health system changes (e.g., closure of Emergency
Rooms). This participant concluded that their committee functioned only to
provide retrospective justification for decisions already made by the health
authority, rather than proactively listening to the people most affected by health
system changes:

Like them closing all these emergency rooms. I think it could’ve been done a lot
better, but they don’t want to listen. Like let’s get this right, because the last time
it was done, it took this province 10+ years to get out of it. And it’s happening
again.

This same participant added:

...they would say ‘well what do you want to discuss?’ and they would give us 3
topics to choose from. One was health care experience, and after the meeting |
said ‘[facilitator name], you really want to go there?’ And she said ‘come on, it’s
not that bad. You’ve got those 3 or 4 choices.” The choices were kind of gaseous,
out there, there’s no meat to it...there’s no, ‘we’re going to take this information
together to change the system.’

Notably, this participant joined their committee hoping to address some
of these issues. Another participant believed their committee became less
effective after the change in government: “the current government won’t make
decisions that cost a lot of money obviously... I mean it’s possible, there is
money, but the government doesn’t see it as fiscally responsible or a priority.”
The orientation of the previous government towards advisory groups was flagged
by another participant in justifying their (now-defunct) group’s effectiveness:
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“we were dealing with a minister and a government that was very proactive in
terms of getting information from seniors and they wanted this structure.” This
same participant believed the previous government was more committed, in
some form, to democratic governance: “if you create these structures that give
advice, then you have to listen to that advice. Then if you get rid of it, you can
just do what you want to do. So it really depends on the government at the time.”

The two provincial advisory committees were dissolved in 2017, and the
municipal committee ‘rolled into’ a broader committee; participants of the latter
group interpreted it as having essentially ended around the time they were
interviewed (2019). Some participants expressed distress about such changes, for
instance:

What frustrates me is that | believed in the council, whether or not it was totally
effective, | believed this was one way in which some interested people could
have their input in Manitoba’s public policy. Now there’s nothing, and where do
you go from there?

Despite apparent clarity about the advisory mandates and purpose of their
committees, for several participants a sense of tension nonetheless emerged
around challenges to effectively advocating for older adults, carers, and/or other
service users while serving on these committees. Our analysis suggests that this
tension is particularly salient or pronounced in the context of the 2016 change in
provincial government and ongoing processes of health care system
transformation. Only one participant joined a committee specifically to address
these changes, yet concerns about the impacts of health system transformation
threaded throughout several other interviews and appears to have led to
frustrations, for some participants, with aspects of their group operation and
structure, such as the ‘top-down’ approach. One participant noted how hospital
closures came up in discussion at one committee:

Some people were very furious that we couldn’t [make recommendations
directly to the premier]. And I said, folks, when you signed onto this, you knew
this was just an organization to share [best practices] ... The political part of it
though... we didn’t meet as a network last year at all. We have a meeting
scheduled, but very few people wanted to go, people were hurting too much.
And I really had to clamp down and say, this isn’t the forum for making
recommendations directly to the premier, nor should it be.

Another participant explained their own (contrasting) perspective:
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That was probably my only disappointment, we were going through some really
critical times in health care, and we really weren’t allowed to talk about anything
other than the topics that were presented, and a couple of times people brought
up other things, even some people brought in clippings from the newspaper, and
we were squelched. You could not talk about that, you had to stick to this. That
upset me a bit. I found what we were talking about was not really relevant.

Frustration when members were not allowed to choose topics of
discussion was exacerbated for participants who believed that important topics
were being purposely avoided for political reasons. In particular, many members
of health authority groups referred to recent provincial budget cuts; they believed
these cuts were negatively affecting health care, and that top-down advisory
committee approaches reflected the interest of government and health authorities
in avoiding criticism. One participant believed that issues related to the budget
cuts, such as overworked nurses, were in fact a patient safety concern. After
bringing this topic to the table during a meeting, her committee was told they
could not discuss it. Concern about the potential for negative impacts of system
transformation appeared particularly pronounced among committee members
who had elsewhere in their interviews emphasized their extensive
personal/family experiences within the health care system.

Moreover, felt tensions between the designated advisory role and a desire
to advocate were connected by one participant to the fact that there was a lack of
a strong seniors advocacy organization in the province at the time:

One of the dilemmas we dealt with was, we were there to advise government, we
had to deal with the issue of advocacy, we were not there to advocate, we were
there to advise, and | always felt like, not only me but others, unfortunately in
Manitoba there is no official advocacy group for seniors, we thought, like there’s
a lot of groups, but no group that stands up and advocates for something...In the
absence of this, in a way, we felt that was maybe our role, but we knew we
couldn’t really do that, we were there to advise the government, not be a thorn in
their side. If you’re doing advocacy, you sometimes need to really push, and that
was not what we were there for.

In sum, disappointment and frustration with top-down committee approaches
and/or the closing of particular committees was exacerbated for participants
particularly concerned about the impacts of health system transformation on
older adults, carers or the general public. These groups may be perceived as
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ineffective in this context, best encapsulated in the sentiment that these groups
were a ‘missed opportunity’ to get feedback and advice from the public.

Interpretive Consolation and Symbolic Effects of Involvement

The limited ability of advisory committees to achieve substantial changes
coupled with many participants’ desire for such change may in part be why some
participants invoked definitions of effectiveness focused on immediate structure
and process issues, and acknowledged mitigating circumstances beyond
committees’ control. In addition, it was common for participants to emphasize
alternative benefits — including feeling valued (which was specifically asked
about in the interviews), personal learning, and developing networks and
friendships (themes which arose in response to questions about group
effectiveness). Talk about these personal and symbolic benefits might represent a
form of interpretive consolation.

One participant describes themselves as an outlier and contrasts their own
desire to feel ‘heard’ against satisfaction with social prestige of being asked to sit
on a governmental committee (i.e., the symbolic importance of being
‘appointed’):

(Advisory committees) are currently useful in a certain way, | think the people
around the table felt very honoured for being part of the group, privileged, and
maybe that’s good enough. But for me, kind of being an outlier, I would say
that’s not really enough. I would want my voice heard...

Likewise, another participant contrasted themselves from the rest of the group:

The rest of the committee members | think sort of enjoyed it, because they were
on the ‘inside’ of things... they felt they were getting information first, and they
were somehow privy to this information, and I don’t think they felt, I think I was
the only one who felt like we didn’t really get anything done.

Both of the abovementioned participants clearly positioned their self-identities as
less self-interested and more altruistic, in their talk about their approaches to
advocacy.

The exact meaning of feeling one’s ‘voice is heard’ was not always clear,
and may vary between individuals. Members might feel heard if there is
sufficient time built into committee meetings (noted above), to allow for people
to tell their stories without feeling rushed. This might convey that the
government is willing to listen, and that one’s experiential knowledge, as well as

worth as a person, is valued. Yet there is another component that seems to be
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implied — that ideas are not only solicited but seriously considered or acted on in
some way (e.g., “brought up to whatever the next level is”).

Yet even participants who would not have described their group as very
effective still expressed (and seemed to appreciate) that their ideas were valued
by other members and facilitators, as in: “overall I felt like my ideas were really
valued...everyone listened to everyone else and respected them. There was
nothing really specific, just kind of overall making it about a collective effort.”
One participant acknowledged that although ‘big picture’ transformational
system change cannot happen quickly, their committee was still ‘somewhat’
effective because they were listened to (by facilitators): “because they did listen
to us when we said it [the committee’s top- down structure] wasn’t working how
we wanted it to, and that we would need more change”. Others in the group,
however, disagreed with this interpretation.

An excerpt from another participant highlights potential parallels
between wanting to feel heard in advisory committees and patients’ and families’
desires to feel heard in their interactions with health care providers:

| think that the people [health care decision makers] are hearing what [the
committee is] saying. It’s a huge bureaucracy so it won’t change overnight but
humanizing the process, that’s what people [on the committee] are talking about.
People want to feel that they’re heard when they go to the health care system,
they don’t want to feel that they’re being dismissed.

Participants spoke with apparent pride about feeling valued, primarily
through having a voice, access to ‘insider’ or ‘secret’ information (some
committees required non-disclosure agreements), and the ‘ear’ and attention of
key decision-makers. They appreciated expressions of interest and appreciation
by facilitators and group members during meetings, which signified caring,
respect and acknowledgement of experiential expertise gained over time. The
following examples are illustrative:

I’ve been in the system for a while and have found through trial and error what
works. They liked the information that | gave them. It was proven over time.
Experience is the word. | have lots of experiences.

Absolutely my knowledge was valued...everybody really, really contributed with
what they thought, and when there was a differing of opinions, everyone
respected that. It was a really good group from that perspective.
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We have a really respectful group and everyone was heard and given a chance to
be heard....so it’s not like anyone says ‘no, we don’t have time, shut up,” you
know? Myself, | like to put things in a story because people retain that longer,
but if people don’t have time, that’s ok. I always feel heard, and I feel people are
listened to and respected.

The use of bottom-up approaches in advisory committees may have been
influential in helping group members feel heard (and thereby feel satisfied), as
in: “[the facilitator] is just an exemplary individual, as a person and as a group
we’re not shut down, not told not to speak of certain things, it’s an open,
collaborative format.” Another participant found it difficult to recall many
examples of concrete changes made because of the group input, but believed the
group was effective because: “they're willing to listen and actually looking for
ideas and they seem to be quite well organized and bringing it up to whatever the
next level is.” Emotive and identity-related aspects of involvement were
reinforced when key government contacts for the committees also listened and
responded, even in small ways:

It was great because one time we were telling the mayor’s office about June 15th
being elder abuse awareness day, and we said ‘hey, purple is the colour of elder
abuse awareness.” And so the mayor ended up wearing purple in City Hall, and
that speaks volumes. It shows solidarity and support and understanding.

One participant expressed that although their committee had not
produced any particular changes, they learned new information about challenges
in health care, from invited presenters. This appeared to shape their perceptions
of group effectiveness: “I learned from the presenter within the context of the
group, and the fact that we were able to have those individuals attend the
meetings and have them be so open and responsive, despite... I’'m sure their jobs
are extremely difficult.”

When participants believed that government was unwilling to hear or at
least reasonably consider suggestions arising in the committee, this tended to
erode their sense of feeling personally valued (as well as contributing to
frustration and perceptions of other committee work as trivial). This too might be
exacerbated in the context of health system transformation:

...because we didn’t get to express much about what we thought, it quickly
devolved into ‘you people running it don’t get where 99% of us are coming
from, we want to change the system but you don’t want to hear from us.” The

frustration level was just rising...
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So, in print it indicates that we want to hear what you think, what the issues are
and how we can address them. But that opportunity in reality doesn’t happen. So
| would say even though they try to make changes, they still are not a council
that is ready to truly listen.

Feeling that advisory committee service makes a meaningful impact can
enhance personal self-worth. One participant, for instance, appreciated working
on a subcommittee alongside government employees on specific
recommendations. They felt valued because the government asked them to
provide input which was used to develop the government’s stance on a particular
issue.

Members of groups that had ended or appeared to be coming to an end
believed this meant their voices were no longer going to be heard in the same
way, or even symbolically conveyed that no one wanted to hear them. One
participant described their reaction:

Now, they solved the problem by eliminating the group, so they don’t have to
listen to us. I’'m not saying they don’t have any consciousness around aging,
but...

In sum, the limited ability of advisory councils to achieve meaningful
change may in part explain why some participants invoked alternative definitions
of effectiveness and/or benefits that were more personal in nature. Although
‘being heard” might have somewhat variable meanings, its ties to feeling valued
signal the importance of emotive and identity-related aspects of involvement in
advisory committees.

Discussion and Conclusion

This analysis of 24 interviews with current and former members of
advisory committees at multiple levels of government in Manitoba, Canada
during a time of government change and health care system transformation
illuminates the complexity of how these members (representing groups
particularly affected by the nature of such changes) interpret the meaning of their
involvement. Although structured measures are available to evaluate member-
perceived outcomes of public and patient engagement (e.g., Abelson et al. 2018,
Abelson et al. 2019), our qualitative inquiry enriches scholarship around
participation in democratic governance by highlighting the complexity of
experiences and meanings of engagement.

Funk, L., Rounce, A., & Cherpako, D. (2021). Older adults’ and carers’ engagement in democratic governance in 19
the context of system and government change. Journal of Aging and Social Change, 11(1), 81-97.
doi:10.18848/2576-5310/CGP/v11i01/81-97. © Common Ground Research Networks, Laura Funk, Andrea Rounce,
Danielle Cherpako, All Rights Reserved. Permissons: cgscholar.com/cg_support



JOURNAL OF AGING AND SOCIAL CHANGE

A key finding is that we need to understand advisory committee
members’ subjective experiences as connected to broader contexts. Although
change itself might contribute to insecurities, the nature or direction of the
proposed changes appear to have been perceived as threatening by some older
adults and carers in this study. Despite the potential of advisory groups, in this
context some members of health authority committees believed there were
missed opportunities for public engagement, and became particularly frustrated
by their inability to effect change or advocate within the advisory group. In one
group, such tension was overlaid by the absence of a strong seniors advocacy
organization in the province. Rather than dismissing this as a problem of
unrealistic expectations, it is important for advisory council facilitators to engage
in ongoing discussion with members about their broader visions and concerns.
Where committee mandate and structure is inflexible to members’ desired nature
of participation, members could be referred to other advocacy organizations and
given information on how they can engage in forms of civic and collective action
designed to inform policy-making.

Other contexts also shape advisory group members’ interpretations,
such as the broader tendency for older adults and carers to feel unheard and
respected in interactions with health professionals (indeed, in society more
broadly, due to widespread ageism and a devaluation of care work). This may be
compounded by the tendency, in public engagement mechanisms, for lay
experiential expertise to be marginalized in comparison with scientific research
or system-oriented goals and interests. Emerging studies of policy co-design and
other efforts to include typically-marginalized individuals (such as older adults)
in advisory committees highlight the importance of identifying and combatting
power inequalities between members, such as those connected to expertise,
experience, and socio-economic status (Holroyd-Leduc et al. 2016; Mulvale et
al. 2019). Though most participants in the present study believed their
contributions were acknowledged and appreciated by their peers and facilitators,
some did express concerns about others (with more professional expertise),
‘commandeering’ discussions, and about being unable to prepare for or research
unfamiliar topics of discussion. Advisory council facilitators could benefit from
training in equity, diversity and inclusion. Participants’ concerns, along with the
need to construct valued identities within the aforementioned contexts might
explain the particular ways in which some participants emphasized their own
expertise, their reasonable-ness and selflessness, and so on. Future research
should continue to explore how narratives of ‘good citizenship’ and ‘expertise’
manifest in particular ways among advisory group participants.

The symbolic, subtle benefits of feeling heard or not heard, feeling

valued (Attree et al. 2011) as well as the complexity of interpretations of being
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heard, may be underestimated by governments. Meaningful involvement is not
only important for effective democratic governance, but for the self-identities of
the older adults and carers on these committees. This may be especially so in a
broader context in which these groups may feel marginalized or otherwise
disadvantaged, or where people have had negative previous experiences within
the systems they are now trying to change. Further research into the emotive and
identity-related aspects of involvement in advisory councils could inform the
training of advisory committee facilitators, advice given to political figures who
engage (directly or indirectly) with these groups, and governments’ evaluations
of the mandates and function of advisory groups.

Although we interpret tensions between advocacy and advisory/feedback
roles as particularly salient in the context of the government and health system
change, more confident conclusions could be drawn only with future research
that might include comparison to other provinces or historical points in time
where these kinds of social changes were less prominent. Since the present data
were collected, we have seen monumental social changes related to COVID-19
in Canada; now, more than ever, the input of both older adults and carers, who
are fundamentally affected by these changes, is crucial. There may be an even
more pressing need now, in all countries, to assess the issue of meaningful
advocacy and representation of these groups in deliberative public participation
(Ableson et al. 2007) and participatory policy co-design (Blomkamp 2018;
Donetto et al. 2015) both within and beyond the continuing care sector.
Processes for engaging these groups in democratic governance, however, not
only need to attend to how best to respond to and utilize the advise they provide,
but also to acknowledge the tension between advocacy and advisory. The
development and expansion of advisory committees may need to be
accompanied by public supports for independent advocacy organizations, for
these tensions to be more effectively reconciled.
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