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Objective This paper examines staff views about legitimacy of
different roles for community representatives sitting on health
service committees as part of a formal Community Participation
Program (CPP) in an Area Health Service (AHS) in Australia.

Design A cross-sectional survey using a self-completed question-
naire by staff on committees with community representation in the
AHS in 2008.

Setting The study site has a population of approximately 1.4
million and covers 6000 km?. The population is ethnically and
socio-economically diverse.

Results There are generally positive staff attitudes at this AHS for
community participation as part of the CPP with positive impacts
identified, including on service delivery and the conduct of health
service meetings. Most saw community representatives having
legitimate roles in representing the community, improving commu-
nication between the health service and the community and
providing constructive feedback. However, staff expectations about
the community’s role on committees do not match the reality they
say they observe and less than half the staff thought the community
and health service agree on the role of community representatives.

Conclusions As well as reviewing and enhancing training and
support for representatives and staff as part of the CPP, there is a
need to question staff expectations about community members who
sit on health service committees and whether these expectations are
shared by other key stakeholders, most notably the community
representatives themselves. These expectations have implications for
the CPP and for similar programs designed to engage community
members on committees and working groups with health profes-
sionals.
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Introduction

There are ideological, moral and practical
arguments why consumers should participate in
health care decision-making including people’s
basic right to contribute to their care and the
system they fund, accountability pressures in
health care, increased effectiveness and appro-
priateness of health services based on consumer
input, and the empowerment of those users who
participate.' 7 Health care policies in Australia
and the UK have promoted the involvement of
patients and community members in the plan-
ning and delivery of health services for decades,
citing these types of arguments as reasons.® '?
In the UK, mechanisms to involve the com-
munity, patients and users in the National
Health Service through community councils,
patient and public involvement forums and most
recently Local Involvement Networks have been
plagued by the recurring issues of questionable
representation, unclear roles and a poor evi-
dence base for effectiveness.>*'* ¢ Similar
debates abound in the Australian context'’ '
and in the wider international literature. %!
In a recent commentary, Entwistle raised the
importance of not only examining the views that
consumers, Uusers or community participants
hold of themselves, but the perspectives that
those they interact with have about them,* views
which are critical to them being heard in the first
instance even before the question of influence
comes into play. Positive staff attitudes to
community participation, including valuing the
knowledge of community members, have been
identified as important in effective partnerships
with communities in decision-making.'"?*2¢
The centrality of organizational culture, profes-
sional attitudes and resistance, leadership and
the role of key staff as champions were identified
in a recent systematic review of patient and
public involvement in the UK as important to
effective public and patient involvement.'?
There have been a few studies that have
examined staff and professional attitudes to
community, consumer or lay participation in
specific  organizational contexts and pro-
cesses.”>?’ 3% Surveys conducted in Australian

drug treatment and mental health services have
found positive staff attitudes to consumer par-
ticipation.*** Another Australian survey found
staff attitudes become more positive over time
and as a direct result of interaction with com-
munity members in health care decision-making
forums.>® However, no studies that we have
been able to uncover have had a large enough
sample to permit satisfactory levels of general-
izability about staff attitudes to an ongoing
formal community participation program across
a large health service.

This paper addresses this gap and includes the
views of 142 staff in nine hospitals in an Area
Health Service (AHS) about community parti-
cipation, in particular the role of community
representatives on committees, as part of a
Community Participation Program (the CPP)
which has been in operation in the AHS for
nearly 10 years. Measuring staff attitudes to
community participation is important to deter-
mine program acceptability at this AHS which
can have a significant influence on the impact of
community participation on health service
actions. ™' 1113222426 The data have wider
implications beyond the study site for other
community participation strategies where
community representatives are appointed to
committees or working groups with health pro-
fessionals. Clarity and agreement between dif-
ferent stakeholder groups about the roles
community representatives can and should take
on have been identified as a major obstacle to
effective community participation.>>* 3

The Australian context

Australia has a long but patchy history of con-
sumer or community participation in health care
with many different models proposed, imple-
mented and re-configured. Insufficient attention
has been paid to the underlying issues of repre-
sentation, expertise and the roles of those who
participate in community participation pro-
cesses.’®” Australia is a federated system of six
state and two territory health jurisdictions. The
national government funds health professional
services through Medicare, the national
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insurance system, and block funds the state and
territory governments to provide hospital, pub-
lic health and community services.”> As a con-
sequence of these funding arrangements,
consumer and community participation has
been largely decentralized. The states and terri-
tories have implemented a diversity of policy
responses, many with questionable effective-
ness.>®3° Beyond state and territory directives,
the main impetus for consumer and community
participation in Australian health services is a
non-mandatory community participation
accreditation standard.*®

Methods

The study site

New South Wales (NSW), the state with the
largest population in Australia, has eight Area
Health Services (analogous to UK Trusts). The
study site is the most populous AHS in NSW,
with approximately 20% of the NSW popu-
lation residing within its borders.** It covers a
land area of 6380 square kilometres and has a
population of approximately 1.42 million. It is
the most ethnically diverse AHS in Australia
with 39% of the population speaking a language
other than English at home. The area is further
characterized by a large number of recent
migrants, and significantly higher levels of
unemployment and social disadvantage than in
many other areas in NSW.*

The Community Participation Program Structure

The study site has a long history of consumer and
community participation, which was formalized
in 2001 with the employment of an Area Com-
munity Participation Manager who undertook a
baseline audit of activities. The subsequent
structure agreed between community advocates
and the AHS was for each hospital to have a
Community Representatives Network — CRN
(see Box 1) of all interested community members
which then elects representatives to an overarch-
ing Area Consumer Community Council (see
Box 2). Each hospital facility over the next few
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Box 1 Community representative networks

The role of each local network is to bring together a broad
group of community residents to:

1. Advocate for consumer, carer and community
participation

2. Enhance area health service understanding of the
community issues and concerns

3. Make recommendations to the Consumer Community
Council on common issues and concerns

4. Share information

5. Support community representatives on health
committees

Box 2 The Consumer/Community Council (CCC)

The Consumer/Community Council is comprised of elected
representatives of each local network and identified
population groups including people who are Aboriginal or
Torres Strait Islanders, people with disabilities, mental
health consumers and carers and people from culturally and
linguistically diverse backgrounds. A key role of the Council
is to monitor Area Health Service commitments to
community participation as well as present the views of the
networks as a representative body on Area plans and
policies

years employed a Community Participation
Coordinator to develop a CRN at their local
service. By 2004 the practice was well embedded
in about half of the AHS and by the time of the
2008 survey reported here all AHS hospitals had a
network in operation and had community par-
ticipation on at least some of the hospital gover-
nance committees (such as patient flow, infection
control, discharge planning and clinical quality
and safety), and on working groups and specific
projects, such as clinical re-design.

A Community Participation Framework,*!
developed with community input, is the key
document that identifies a range of commit-
ments by the AHS to community participation
and community participation is now a key per-
formance indicator for health service managers.
First written in 2004 and updated every 2-3
years the Framework provides guidelines in
undertaking community participation processes
and projects and is widely disseminated and
promoted to health services and the community.
The Framework states that the aims of com-
munity participation in the Area are to ensure:
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1. Consumers, carers and the community are
involved in planning, delivery and evaluation
of services.

2. Local communities are well informed.

3. There is transparency and accountability in
decision-making and evaluation.

Training and support

All new community representatives undergo an
orientation session, which is mandatory and
introduces them to their roles and responsibili-
ties including where they fit into the overall
health service structure (see Box 3). The frame-
work stresses that community representatives
work in ‘partnership’ with the health service to
improve health care delivery, that their role on
committees can promote greater public confi-
dence in health services and ensure a broader
non-professional view-point.

Each community representative is matched
with a health service staff member when joining
a committee or working group.*' This staff
member is their ‘buddy’ and is charged with
providing assistance and support for the repre-
sentatives to be able to actively and confidently
participate on the committee. Training is pro-

Box 3 Key roles and responsibilities of a community repre-
sentative

Roles

Protect the interests of carers, consumers and the
community

Present how carers, consumers and the community may
feel and think about certain issues

Contribute the consumer or carer experience

Ensure committees recognize community concerns
Report activities of committees to consumers and the
community

Responsibilities

Attend regular Network meetings

Bring a carer, consumer or community perspective

Represent collective views, concerns and issues rather
than their own person opinions, individual views or
interests

Act as two way communication link between the
network, health service and broader community

Observe confidentiality requirements of committees,
sign a code of conduct and do not speak on behalf of the
area health service

vided to staff and committees seeking commu-
nity representatives by the Area Community
Participation Unit and local Coordinators. Staff
responsibilities detailed in the framework are to
consider why they want a community represen-
tative, what they hope to achieve and the level of
involvement required as well as to organize a
‘buddy’ for the community representative. Staff
are also to ensure the committee understand the
role of the community representative and have
mechanisms in place to communicate committee
activities. Each committee is mandated to have a
minimum of two community members. The
Area or local Community Participation Co-
ordinator then assists in matching the needs of
the committee and its focus to the selection of an
appropriate community network member.

Who are community representatives?

Community representatives are recruited
through local newspapers and ‘word of mouth’.
Community representatives usually have a con-
nection with a particular hospital in their area as
a patient, carer or volunteer. The Framework
outlines specific selection criteria and attributes
for community members who wish to join net-
works (see Box 4) many of whom are then
appointed to local and AHS committees.
Community representatives are chosen to
reflect as much as possible the diversity of the
local community.*' Many are active users of
health services, carers or people with an experi-
ence or understanding of mental illness or a
disability. People from a culturally and linguis-
tically diverse background have been more dif-
ficult to engage although their numbers are

Box 4 Key selection criteria and attributes for community
network members

Lives within the Area Health Service (AHS)

Is not an employee of the AHS

Willing to commit time to attend scheduled meetings

Able to relate own experience of health care to broader
consumer issues

Able to represent and respect the views of other people
who use the health system

Have some knowledge of the health system and experience
on a committee or representing other people
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increasing. Younger people and indigenous
community members are also more difficult to
recruit as community representatives.

Study design and survey instrument

A cross-sectional survey was undertaken using
a self-completed questionnaire for staff on
health service committees with community
representation in the AHS. Staff were provided
with a hard copy of the survey instrument by
the AHS Manager for Community Participa-
tion or the Community Participation Coordi-
nator at the local health service in early 2008
and asked to complete and return to the Area
Community Participation Unit or anonymously
to the local Coordinator. Staff were reminded
to complete the survey by email and verbally at
meetings.

The questionnaire was developed from a val-
idated survey instrument.*” The survey was
expanded to include new questions about the
specific types of roles community representatives
could have on committees which were informed
by discussions with staff, community represen-
tatives and Community Participation Coordi-
nators. The survey instrument was piloted with a
sample of nine senior management and clinical
staff at two local facilities to ensure clarity of the
questions and scope of response options. Minor
grammatical changes were made as a result.

The first 18 items of the questionnaire col-
lected opinions about the value and influence of
community representatives on committees, the
role of community representatives on commit-
tees and staff and organizational support for
community representatives and were drawn
from the previously validated instrument. These
questions recorded agreement with a range of
statements on a five-point Likert scale from
strongly agree to strongly disagree. Two ques-
tions asked respondents to agree with specific
roles they thought community representatives
should have on committees and which roles they
actually assumed in practice. They could tick
more than one option. The questionnaire also
asked an open ended question about whether
respondents could provide an example of the
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impact of community participation at the AHS.
To characterize the sample staff were also asked
to answer yes/no to whether they had been on a
committee with community representation, been
a chair of a committee with community repre-
sentation or been a buddy or support person for
a community representative. Lastly they were
asked to categorize position as Administration,
Clinical, Management or Other. The survey
instrument is available at http://www.sswahs.
nsw.gov.au/SSWAHS/Community/pdf/CP_
Survery_Staff 2010.pdf.

Data analysis

Data analysis was undertaken using the Statis-
tical Package for Social Scientists — spss.*’
Descriptive statistics were examined for all
questions and chi-square tests of significance
were undertaken to compare different groups
and responses. Open-ended question responses
were coded into overarching themes or areas by
the first author.

Results

The overall response rate to the survey for staff
was 56.1% (142 out of 253 questionnaires) giv-
ing sufficient power for comparisons by different
staff type, but not by local health facility. The
staff sample comprised 60.5% management,
16.1% administration and 24% clinical posi-
tions. Ninety-four per cent of staff had been on a
committee with community representation, 26%
had been the chair of a committee with com-
munity representation and 19% had been a
buddy or support person for a community rep-
resentative in the last 2 years. There were no
significant differences by staff type or experience
as a buddy or chairperson for any of the data
presented in this paper.

Attitudes about the value and influence of
community representatives

The attitudes of staff about the value and influ-
ence of community representatives on commit-
tees were generally very positive as has been
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found previously at one health facility in this
AHS.*® Survey respondents were asked to pro-
vide an example of how community participation
had had an impact. These responses were cate-
gorized into themes. Over 60% of staff repre-
sentatives responded to this question. Some 10%
of these staff made a point of commenting that
they had seen no impact or were not aware of any
impact. The remaining respondents to this
question gave positive examples of impact. The
most common type of impact identified by staff
were in strategic planning, priority setting, ser-
vice re-design or service delivery, followed by the
impact on the conduct of meetings and improved
signage and patient information. Improved
communication between the health service and
the community and improved access and physi-
cal aspects of the health service were mentioned
by a smaller number of staff (see Table 1).

The role of community representatives on
committees

A number of attitudinal questions focussed on
the views of respondents about the role of
community representatives on health service
committees. Figure 1 shows the percentage of
staff who agree or strongly agree (4 and 5 on the
Likert scale) with key statements about the role
of community representatives included in the
survey.

Most of the staff had positive attitudes about
the capacity of community representatives to
represent a wider view with most agreeing that
community representatives provide insight into
the wider views of patients and the community
and < 30% agreeing with the statement that
community representatives are not able to ade-
quately represent the wider views of patients or
the community. Only 40% of staff agreed that
the health service and community representa-
tives agree on the role of community represen-
tatives on committees and just under 30%
agreed that health workers understand the role
of community representatives on committees
and how to work with them in an open manner.

Figure 2 shows the percentage of staff who
agreed with a particular role for community

Table 1 Examples of staff comments about impact

Strategic planning, priority setting, service re-design or
service delivery
Has made the Carer’s Action Plan more responsive and
raised important issues
Provided community perspective for development of
discharge risk assessment tool
Provided impetus to establish a program to support
families with a child in hospital
Insight into factors associated with discharge planning
and management of patients in the community
following discharge
Conduct and operation of the meetings
Cut ‘jargon’ of meeting making it more people friendly
Committees seem to stay more on track when community
representative is present and the work of committee is
more transparent
Keep meeting focused on the ‘patient’ not the
institution which is great
Improved transparency in Health Service
Improved signage and patient information
Improved signage at Discharge Lounge
Improved patient info sheets and consent forms for
patients on clinical trials
Have improved the quality of patient information
brochures
Improved communication between the health service and
the community
Advised on communication strategies to reach members
of the public
Improved communication across organization and
community networks
Improved awareness and understanding of service
Improved access and physical experience of hospital
Improved access to the hospital
Improved disability parking /access to hospital
Improved access for CALD communities

representatives on committees. The respondents
could tick more than one option.

When asked about the specific roles of com-
munity representatives on committees most of
the staff surveyed agreed that their role was to
represent the community or patient perspective.
Most agreed that the community representa-
tive’s role was to improve communication
between the health service and the community
and to provide constructive feedback. Some
59% agreed that the community representative’s
role was to ask difficult questions and nearly
60% that their role was to share their experi-
ences.
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Figure 3 shows the percentage of staff who
agreed with a particular role for community
representatives on committees compared to the
percentage who agreed that community repre-
sentatives actually assumed a particular role on
committees in practice. The respondents could
tick more than one option.
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Figure 3 Roles of community representatives and what
believe do in practice.

There were significant differences in the per-
centage of staff who agreed that particular roles
were appropriate for a community representa-
tive and the percentage that agreed that they
took on that particular role in practice. Signi-
ficantly more staff believed community repre-
sentatives shared their experiences than thought
should share their experiences as part of their
role (P = 0.02). Significantly more staff thought
community representatives should represent the
community than thought community represen-
tatives actually did this in  practice
(P = < 0.001). The same finding and level of
significance was found for improving commu-
nication and providing constructive feedback.

Discussion

This study makes important new contributions
to our understanding of staff perceptions about
the roles and effectiveness of community par-
ticipation in health services as part of a formal
Community Participation Program supported
by a clear policy framework and structure, staff
resources, training and support mechanisms.
Staff responses overall in this survey to the roles
they believe representatives should embrace
compared with what they believe they actually
do in practice highlights a mismatch between
perception and reality.

Value and influence

Most of the staff surveyed had positive attitudes
about the value and potential for influence of
community representatives at their health service
confirming other studies in different settings,*?"~
2 although the present work represents a larger-
scale survey. In the research we asked for specific
examples of the impact of community represen-
tatives at the AHS. Nearly two-thirds of staff gave
examples, many of which were related to service
re-design or service delivery. The impacts identi-
fied have the potential to translate to improved
quality of care although this was not measured in
the current study and is difficult to attribute to
participation by the community or any other
single measure undertaken in health services.’
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A novel finding in this study was the reference
by many staff to the positive changes to the
conduct of the meetings that representatives
attended. Earlier work has found lay board
members of Primary Care Groups and Trusts
saw their role as restricted to reducing jargon.’
Positive changes to meeting conduct may be a
by-product of the ‘over-seeing’ role of represen-
tatives identified by Litva er al.** and while it
only directly relates to a change to the process of
discussion and debate we would argue it is a
positive  precursor to transparency and
accountability. Thus the effectiveness of com-
munity participation on health service commit-
tees needs to be viewed broadly at this AHS and
in the broader policy arena, including the impact
of community representatives on the conduct of
meetings, in addition to the more narrow view of
effectiveness in terms of direct impacts on deci-
sion-making and health service delivery.

Most of the staff held positive attitudes about
the capacity of representatives to embody or
advocate a wider view that included the per-
spectives of other patients and the broader
community. This view is in line with the stated
aims of the CPP and the roles outlined as
expected of representatives in the Framework.
However, this finding is in contrast to qualitative
studies in clinical governance in the UK where
concern has been expressed by some consumers
involved that they should be expected to repre-
sent anyone other than themselves.”** There is
much debate about the capacity of health service
users who sit on committees to be representative
of others.>!'>*%7 Although community repre-
sentatives were involved in the development of
the CPP Framework, the notion that at least
some of the roles they take on may be contested
at this AHS is supported by the remainder of the
study findings discussed below.

Lack of clarity and agreement about roles

A major challenge identified from this study is
the large percentage of staff who did not agree
that the role of community representatives was
clearly defined or that staff understand the role
or how to work with community representatives

on committees. Around half of the respondents
also did not believe the health service and
community representatives agree on the role of
community representatives on committees. Lack
of role clarity and disagreement between differ-
ent stakeholder groups about roles has been
raised previously in qualitative studies,”!”-!%-48:49
but this large scale survey of health staff across
an AHS suggests such views may be widespread
among staff who sit on committees with com-
munity representatives.

A leading health policy organization in the
UK has lamented the failure of policy makers to
define what public involvement in health care
means and why it is needed.” Hogg and Wil-
liamson have further argued that ‘the different
roles that lay people play need to be explicitly
defined in order for their contributions to be
realized®® (p. 2). However, there are few
empirical studies, and none with a large enough
sample to suggest transferability, that explore
the perceived occurrence and acceptance of dif-
ferent roles among different stakeholder groups,
including health staff. We found only two
qualitative studies which shed some light on
possible roles.

Pickard et al. found lay board members of
Primary Care Groups and Trusts perceived their
role as ensuring the views of their locality are
heard, that the Trust or Group’s operation is
accountable and honest, that the language is
transparent and to inform the public of the role
and activities of these organizations.” However,
they concluded that the role of lay members
lacked clarity. A recent series of focus groups in
the UK found that users saw different roles for
themselves based on their different health care
experiences as patients, citizens or advocates.**
The range of roles identified included ‘oversee-
ing’ the process of decision-making, feeding
back information to the community, being a
partner in decision-making and protecting the
wider interests of the local community by getting
matters investigated or changed. Patients (cur-
rent health service users) and citizens (with no
direct experience of using health services) both
saw their role as representing the wider com-
munity interest.
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Further debate at this AHS and in the broader
policy arena may be helpful in articulating the
kinds of roles representatives should be expected
to undertake and the training and support which
may be needed if these expectations are to be
realized. Lack of agreement about roles does not
mean staff are right about their role expecta-
tions. The interests of consumers and health staff
are not always aligned* and at times community
representatives may see their role as raising
issues that make staff uncomfortable. Disagree-
ment between the two groups at some times is
therefore expected and is likely to be beneficial
in producing the kinds of impacts staff identified
in this survey. Some roles and actions by com-
munity representatives may also be directly
opposed by health staff as part of the power
dynamics and shifts required to give consumers
more of a voice in health services. Power is
viewed as a central concept in the broader the-
orizing on community participation®'**>! and
relinquishing power is often necessary by one
group for another to gain power.’>> Such a
power shift is unlikely to happen without some
resistance on the part of the group who will lose
power, 16:54:55

Representing the community

In questioning staff in more detail about the
specific roles they believed community repre-
sentatives should adopt it was found that repre-
sentation of the community was a key role with
which they largely agreed. Significantly more
staff also thought representatives should repre-
sent the community than believe actually do this
in practice raising the question of how realistic
are staff expectations about the capacity of
community representatives to always speak from
a representative perspective. What constitutes
representation and its importance has been a key
feature of debate and discussion in the litera-
ture.”»!#16:203%46 g5 me scholars have questioned
the necessity for user involvement to be equated
with representativeness in order to be legitimate
and valuable.?!*” Others have raised the prob-
lem of alignment of lay members with managers
and professionals vs. the patient interest.™
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How others conceptualize representation
sheds some light on the types of representation
which may be expected by staff at this AHS.
Pitkin®® outlines a framework for the analysis of
representation including three main views which
are espoused:

1. Formal representation where formal devices
are used to designate representation, such as
elections

2. Descriptive representation where the repre-
sentative is seen as similar to the ‘average’
person they represent

3. Symbolic representation where the partici-
pant may be seen, and may view themselves as
symbolizing representation, but in fact have
no formal constituency to call upon or be
accountable to.

The third view is embraced by Conta-
ndriupoulos in his examination of public par-
ticipation in health care: ‘legitimacy is not so
much granted by formal or descriptive repre-
sentation as by the (subjective) perception of
“representativeness’’ (p. 327). He also argues
that there are often very weak formal represen-
tation procedures for most of what we call
public participation in health care meaning the
ability of the self-designated ‘public’ represen-
tative to appear as a legitimate spokesperson is
paramount.

The CPP framework states the need for
community representatives to ‘represent collec-
tive views and concerns’ and stresses they are
chosen to reflect as much as possible the diver-
sity of the local community. This suggests that
community members who participate are meant
to be both symbolic and descriptive representa-
tives, the latter more likely to be underlying staff
views at this AHS. In the case of this AHS,
perhaps the capacity to mobilize others and have
links to several groups may be more appropriate
for many who participate on committees and
working groups'*?® — a more ‘symbolic’ form of
representation. Descriptive representation is
likely to be particularly challenging in this AHS
given its diversity of cultural and language
groups.'® However, attention is still needed to
other mechanisms which can give voice to the
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more marginalized groups in this community,
including more targeted consultations.'®

Providing a communication link

Most staff agreed that community representa-
tives should provide a communication link
between the health service and the community —
a role that is often not widely promoted. A
limited number of qualitative studies have
identified the role of feedback to the community
and its relation to the role of ‘overseeing’ and
improving accountability.”** The CPP aims to
improve transparency and accountability
underscoring the need to see the role of com-
munity representatives in some contexts as sim-
ply to listen and observe enabling them to
feedback what they hear to the community, and
when needed hold health services to account by
raising issues from the community.

Sharing experiences

Around 60% of staff thought community rep-
resentatives should share their experiences as
part of their role. There was also a significant
difference between perceptions and what staff
say they observed, for example, over 70% of
staff thought representatives shared their expe-
riences on committees when < 60% thought
they should do this as part of their role. The
Framework clearly states that a role of the rep-
resentative is to contribute the consumer or
carer experience. However, staff views highlight
that sharing experiences may be a source of
conflict in health service meetings and in the
ongoing relationship between staff and commu-
nity representatives at this AHS as has been
documented elsewhere. For example, a study of
a cancer partnership project found there were
tensions between staff and community members
centred on the acceptability of sharing of per-
sonal experiences as part of their role.*® Others
in the literature acknowledge the limitations of
experiential knowledge, but nevertheless argue
that users can make important contributions
from their own personal, non-medical experi-
ence including asking questions that are outside

health professionals’ frames of reference.”!
Tritter and McCallum further argue that sharing
experiences may break down boundaries and
help build understanding between lay and pro-
fessionals and others have concurred that expe-
riential knowledge and personal narratives can
provide an important challenge to the agenda of
the health service and can help in educating
providers.®>®

Providing constructive feedback

We found significantly more staff thought rep-
resentatives should provide constructive feed-
back than believe do in practice. This more
active role for community representatives
requires a greater capacity and confidence to
speak up in health service meetings where com-
munity representatives are out-numbered by
health staff. Only some community representa-
tives may feel able to directly challenge health
staff views and ask for changes in health service
actions to improve the patient experience.
Feedback may also not always be viewed by staff
as constructive, but may have the desired effect
in challenging health service practices and atti-
tudes.

Conclusions

While it is obvious that increased training and
support to staff and community representatives
would improve the capacity and potential for
influence of community participation at this
AHS, this is not the only area for future atten-
tion. In fact some have questioned the view that
‘users’ can only be regarded as ‘experts’ when
appropriately trained when they already bring
considerable expertise from their own health
care experiences.”! Articulating a wider range of
roles for community members on committees in
a future revision of the Framework is needed.
Further issues are raised by these findings. For
example, providing constructive feedback and
being able to represent the community more
broadly may be attainable only by a minority of
community members, removing them from the
realm of the ordinary into that of the excep-
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tional. Such a conclusion echoes the Catch-22 of
having to be ordinary to be representative, but
by being ordinary being unable to be effective
that Learmonth ef al. argue is evident in the
policy discourse of public involvement in the
UK."”

At this AHS there is a need for further work
to demonstrate the value of community repre-
sentatives’ personal experiences to staff. A
clearer discussion of the purpose and value of
these experiences should be outlined in the
Framework and be a training focus for staff.
Facilitating open debate and discussion
between staff and community representatives
about sharing experiences would also be an
important action for community participation
staff. Such open discussion could build staff
understanding of their value and also help build
the capacity of representatives to share their
experiences more effectively so that they can be
heard and acted upon within health services. A
key focus for future research should also be the
way in which experiences are shared and the
contexts in which they are shared, not merely
the sharing of experiences per se. What types of
experiences are seen by staff and community
representatives as valuable to share? How
should they be communicated and in what
contexts? Others have found personal experi-
ences delivered too strongly can be perceived as
a personal grievance compared with those
delivered with moderation and focus as valid
contributions.*®

The current study has explored staff attitudes
to a range of roles for community representa-
tives on committees providing insights into the
scope of the challenges to be tackled in opera-
tionalizing and realizing the full benefits of
community participation.

While the findings of this study may not be
directly generalizable to other contexts and
countries they will have some level of trans-
ferability and resonance for those working in
other settings where community representatives
sit on committees. The different roles examined
in this study warrant further investigation in a
range of contexts and with different stakeholder
groups.
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