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ABSTRACT

Purpose:

To explore views and opinions of non-consumer researchers to the
concept of an Expert Consumer Researcher Group.

Design and methods:

Qualitative exploratory involving individual interviews with non-

consumer mental health researchers experienced in working
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collaboratively with consumer researchers. Data were analysed
thematically.

Findings:

Participants viewed the concept positively, albeit with caution.
Perceived advantages included: Greater visibility and enhanced
access; Collegiality; Sharing and creating expertise; Broader
acceptance; Making it mandatory; and Structure and location.
Participants were concerned about potential tokenism and
implementation batrriers.

Practice implications:

Consumer involvement enhances the quality and relevance of

research, potentially impacting clinical practice.

KEYWORDS

Consumer

Expert researcher group
Lived Experience
Mental Health

Research

INTRODUCTION

Comprehensive and rigorous research and evaluation is integral
to ensuring mental health services are high quality, reflect
contemporary trends and policies and are responsive to consumer

needs (Wainberg et al., 2017). There is increasingly an expectation that
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research and evaluation activities are inclusive of major stakeholders,
and particularly of end users (Banfield et al., 2018; Ghisoni et al., 2017,

Paul & Holt, 2017).

Increasingly mental health policy in Australia and New Zealand
(Commonwealth of Australia, 2017; Mental Health Commission, 2012)
and other parts of the developed world (Health Services Executive,
2018; Mental Health Commission of Canada, 2016) has articulated
clear expectations of consumer participation in mental health services.
To fulfil policy expectations, health services need to demonstrate that
consumers are active collaborators in all aspects from design to
evaluation. Collaborating with consumers in mental health research is
integral to accomplishing these aims. The identified close relationship
between research and the quality of services signals a pressing need
for consumers to be recognised as active and legitimate collaborators
in mental health research (Lawn, 2016). Lived experience expertise has
been identified as contributing uniquely and positively to care mental
health practice and to improving health outcomes (Bennetts, Pinches,
Paluch, & Fossey, 2013; Ehrlich, Slattery, Vilic, Chester, & Crompton,
2020; McDonagh, Cummins, & Gallagher, 2014; Oborn, Barrett, Gibson,
& Gillard, 2019). Consumers must therefore be genuine collaborators in
mental health research to ensure this expertise is further developed

and effectively utilised.
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The advantages of consumer contributions to research have
been well established (Banfield et al., 2018; Daya, Hamilton, & Roper,
2019; Happell, Gordon, Bocking, Ellis, Roper, Liggins, Platania-Phung, et
al., 2018; Happell, Gordon, Bocking, Ellis, Roper, Liggins, Platania-Phung,
et al,, 2018; Scammell, Heaslip, & Crowley, 2016). Despite this, there are
major barriers to realising this potential (Daya et al., 2019; Happell,
Gordon, Bocking, Ellis, Roper, Liggins, Platania-Phung, et al., 2018).
These include active resistance to consumer collaboration (Boaz, Biri, &
McKevitt, 2016; Happell, Gordon, Bocking, Ellis, Roper, Liggins, Platania-
Phung, et al., 2018; Lawn, 2016; Vollm, Foster, Bates, & Huband, 2017),
power differentials (Bryant et al., 2012; Faulkner, 2017; Happell, Gordon,
Bocking, Ellis, Roper, Liggins, Scholz, et al., 2018), hierarchical and
paternalistic attitudes (Happell, Gordon, et al., 2019; Landry, 2017,
Patterson, Trite, & Weaver, 2014), and inflexible environments of tight
deadlines and bureaucratic structures (Scholz et al., 2019). Consumer
collaboration is frequently tokenistic, potentially creating the impression
of being inclusive, while effectively siencing genuine consumer input

(Domecq et al., 2014; Rose, Catrr, & Beresford, 2018).

Consumer leadership has been identified and recommended as
crucial for promoting the expertise and contribution of consumers in
their own right (Happell, Gordon, et al., 2019; Stewart, Scholz, Gordon,
& Happell, 2019), rather than as an adjunct to, or being dependent on,

non-consumer colleagues (Russo, Beresford, & O'Hagan, 2018; Stewart

This article is protected by copyright. All rights reserved.



et al., 2019). Leadership from the perspective of consumers includes
the facilitation of environments that build the capacity and expertise of
the consumer workforce (Bennetts et al., 2013; Stewart et al., 2019).
Similarly, fostering consumer leadership and the creation of
environments to build the capacity and expertise of consumer
researchers will be integral to the development of quality mental
health research. For the purposes of this paper, the term consumer
researchers refers to people who identify as having lived experience of
mental health service use and have experience in, or a desire to
undertake, mental health research. Consumer researchers range from
the novice level to experienced researchers with doctoral

gualifications and research track records.

To date, understanding of the need for, and investment in the
strategic development of consumer leadership remains limited (Stewart
et al., 2019). This lack of investment contributes to the identified gap in
opportunities for the development of skills and expertise within the
consumer workforce (Bennetts et al., 2013; Byrne, Stratford, & Davidson,
2018; Stewart, Watson, Montague, & Stevenson, 2008), and severely
limits the overall growth of the consumer workforce. This provides a
strong rationale for the need to invest in both consumer workforce
development and organisational literacy around consumer roles (Byrne
et al., 2018). Without this, consumer roles will lack ‘real world impact’

and run the risk of being co-opted into current medically-dominated
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service delivery approaches. A clear understanding of consumer
leadership within mental health organisations remains elusive and
therefore poses a major barrier to consumer collaboration in research

(Byrne et al., 2018; Scholz, Gordon, & Happell, 2017).

There is currently limited literature describing the development,
implementation, benefits or limitations of consumer research roles
(Gillard et al., 2010; Rose, 2017; Rose et al., 2018; Sangill, Buus, Hybholt,
& Berring, 2019).There is a growing body of literature about roles for
mental health consumers as educators and academics (which may
include research components, although these are not delineated in
published works) (Arblaster, Mackenzie, & Willis, 2015; Gordon, Ellis,
Gallagher, & Purdie, 2014; Happell, Platania-Phung, et al., 2015;
Happell, Platania-Phung, et al., 2019; Mahboub & Milbourn, 2015;
McCann, Moxham, Usher, Crookes, & Farrell, 2009; Ridley, Martin, &
Mahboub, 2017). Leadership roles in academia, where consumers are
on staff, remain limited (Happell, Platania-Phung, et al., 2015), and
other education roles are generally minimal, ad hoc, poorly funded
and not well supported (Happell, Bennetts, Platania Phung, & Tohotoa,

2015; Happell, Platania-Phung, et al., 2015).

Given the very limited support for consumers to actively engage
in leadership of mental health research, it is essential to harness and
highlight the expertise that is currently available and to provide a

mechanism for other researchers to engage with consumers. The
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authors (including both consumer and other mental health
researchers) have extensive experience in mental health research
involving collaborative partnerships between consumer and non-
consumer researchers. The barriers and limitations experienced as part
of this work led to consideration of an Expert Consumer Researcher
Group as a strategy to facilitate consumer leadership in mental health
research through the formation of a collective structure. might well

provide a potential mechanism to achieve this goal.

The aim of this study was to explore the views, opinions and
perspectives of other mental health researchers regarding the idea of
an expert consumer researcher group, and their ideas about how such

a group might be structured and implemented

METHODS
Design

A qualitative, exploratory design (Hunter, McCallum, & Howes,
2018; Stebbins, 2001) was selected as it is particularly germane to
examining areas with a limited literature base and the research team
must be guided by participants with relevant expertise (Stebbins, 2001).
This research was co-produced by consumer and non-consumer
academics. The research team comprised equal numbers of
consumers and non-consumers to facilitate equal contribution to all
stages of the research process including design, impelentation, design

and analysis (Gillard, Simons, Turner, Lucock, & Edwards, 2012). Co-
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production enhances the authenticity and applicability of research
findings (Happell, Gordon, Bocking, Ellis, Roper, Liggins, Platania-Phung,
et al,, 2018; Roper, Grey, & Cadogan, 2018), and takes steps to

redressing the historic power imbalance in mental health research.

Setting and participants

The research was conducted in Australia and New Zealand.
Mental health researchers not operating from a lived experience
perspective (herein referred to as ‘other’ researchers), with experience
of collaborating with consumers in mental health research were
targeted for recruitment. Purposive sampling technigues were used to
recruit participants with expertise relevant to this topic (Patton, 2007).
Contact was made through organisations and with other researchers
known to members of the research team. Interview participants were
also asked to identify colleagues that met our criteria, a process known
as snowballing (Etikan & Bala, 2017). Eleven other researchers were
recruited. The discipline backgrounds of participants included mental
health nursing, psychiatry, psychology, and social work. Their levels of
research experience varied substantially from early career researchers,
to those with more established careers, occupying senior positions (e.g.
Professors, Department Heads, Directors of Research Centres).

Demographic data is presented in Table 1.
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Procedure

Individual interviews were conducted by two experienced other
mental health researchers. The interviewers had substantial expertise in
qualitative research methods in general and mental health in
particular. In-depth, semi-structured, individual interviews were
conducted either in person or via Skype or telephone, according to
locality. An interview guide was utilised to ensure that the interviews
elicited participants’ opinions and perspectives related to working
collaboratively with consumer researchers. The guide was prepared
collectively by the research team (comprising both consumer and
other researchers), and included questions about participants’
experiences of working with consumer researchers, perceived
advantages and barriers, and suggestions for strengthening
collaboration. Towards the end of the interview, participants were
invited to share ideas about ways the capacity and expertise for
consumer researchers might be enhanced or facilitated. An Expert
Consumer Researcher Group was presented as a potential strategy
and participants were asked their opinions about this concept and if

appropriate how it might best be structured and developed.

Participants were not provided with a clear definition of an
Expert Consumer Research Group. This was intentional and reflected
the exploratory nature of this research. A definition of the group may

have influenced participants’ thinking and potentially limiting
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opportunities for creative ideas to be considered and expressed. To
provide some focus, participants were asked if they believed there
would be any value in having a group of expert consumer researchers
that might be available for people who want advice, are seeking
consumers as co-researchers, or seek to facilitate consumer-led
research, for example. Interviews were audio recorded and transcribed
verbatim by an external transcription service to provide a full and

accurate transcript.

Ethics

Ethics approval was obtained from the University Committee for
Ethics in Human Research [name omitted to facilitate anonymous
review]. Potential participants were given a brief verbal description of
the study and provided with a copy of the Plain Language Statement
and consent form. They were invited to ask any questions or seek
clarification. A mutually agreeable interview time was organised.
Participants were advised to return the signed consent form before the
interview. Participants were informed that participation in the study
was voluntary and they had the right to not participate or to withdraw

at any stage. Confidentiality and privacy were assured.

Data analysis

Data were analysed thematically, utilising the framework
described by Braun and Clark (2006; 2019). Two members of the

research team independently undertook data analysis. Each
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researcher read and re-read the transcripts several times to achieve
familiarity with the content and meaning. Data coding was
undertaken, with codes grouped together according to common
content. The codes were represented diagrammatically and used to
develop draft themes. At the conclusion of this process the two
researchers met to discuss their draft findings. Themes were compared
and iteratively developed into the thematic model presented below.
The draft findings were then reviewed by the full team, including

consumer and other researchers.

FINDINGS

Participants discussed the concept of the Expert Researcher Group
with consideration and enthusiasm and their responses produced
considerable in-depth data. The data analysis process led to the
development of five main themes related to the Expert Consumer

Researcher Group:

e Greater visibility and enhanced access

o Collegiality, sharing and creating expertise
e Broader acceptance

e Making it mandatory

e Structure and location

These themes wil now be briefly described and illustrated with

quotations from participants.
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Greater visibility and enhanced access:

Participants viewed the concept of an Expert Consumer Researcher
Group as potentially beneficial in enhancing the profile of mental
health consumer research and facilitating an environment that would

support a stronger collective presence of this important expertise:

There's a lot of value in having greater visibility. So if a group
helps to give that, a sense of a mass, and also several voices, |

think that would be a great and rich resource (Participant 11).

The participants had all experienced collaborative relationships with
consumer researchers. As a result they were aware of the important
work consumers are undertaking, often in solo positions or very small
teams. Due to the limited number of consumer researcher positions,
they did not enjoy the same levels of collegiality and opportunities for

collaboration as other researchers:

We’re aware of consumers in academic positions in Australia
and New Zealand, and overseas, do some amazing stuff largely

working in isolation, most of them (Participant 7).

The group could potentially provide a point of focus for other
researchers who wish to work collaboratively with consumer
researchers and without such a group are finding it difficult to identify

consumers with appropriate expertise and mutual interests:
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| know that there’s a lot of allies out there that really would love
to engage with consumers, but within their particular university, or
their health service, or wherever they’re coming from, there isn’t
really anybody to engage with. I'm sure it happens, that those
people don’t pursue that because they don’t know how to, they
don’t know where to start. A group like that could be really useful

in terms of helping people to get started (Participant 7).

Similarly:

I’ve spoken to other people who have said, that’s so interesting,
the research you do ... then it kind of ends there. If you had this
organisation ... | can say ... these are the details, contact these
people and there might be somebody you could work with for

this (Participant 9).

The group might also provide the opportunity to expose other
researchers to the value of consumer perspective and for consumer
researchers to increase their own research capacity and research
networks which is particularly important given the limited number of

positions at present:

There’s a very strong tendency to want to inadvertently
potentially burn out some people in this position, because we

want them to do everything (Participant 7).
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Participants frequently made reference to the changing trends in
relation to funding expectations and the likely future necessity of
including collaboration with key stakeholders. Such an expectation
would encourage researchers to seek consumer research expertise,

perhaps becoming an important function of the proposed group:

Increasingly ... a lot of the major funders are ... expecting
collaboration with major stakeholders, and if you’ve got those
networks [consumer expert researcher group] ... it’s going to
potentially enhance all kinds of applications to do research

(Participant 1).

Collegiality, sharing and creating expertise:

Participants, through their individual and collective experience, were
aware that there is extensive important work being undertaken by and
in collaboration with consumer researchers and that in current

circumstances much of the work is being undertaken in isolation.

People with lived experience and academic allies are doing
some fantastic work, but we’re doing it in quite siloed spaces, just

by the nature of our institutions and our locations (Participant 8).

This tendency to work in isolation was considered to prevent the
development of concentrated expertise. Participants noted that there
was no easy mechanism for people to become informed about

initiatives already being undertaken:
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So that people aren’t constantly reinventing the wheel. So you
do get this bank of people that are all supported and part of a
network and that kind of stuff. And that would be great, | think

(Participant 10).

The group structure would also potentially provide the framework for
important peer support that is often difficult to organise, particularly

given the limited numbers of consumer researchers:

[there is] much value ... in peer support, and particularly for
people who have had maybe quite a bit of adversity, to have an
experience of others who understand that adversity as well, and
sharing it ... having a group together, and people learning
together, ... solving problems together, | would say that’s ideal.

... (Participant 11).

Broader acceptance

Participants were of the opinion, based on their own experiences, that
this initiative would be well supported by many other mental health
researchers and expected some would be enthusiastic about

accessing the expertise available:

I’ve spoken to people who think that kind of research that | do,
and partnering with consumers and writing papers with
consumers ... they have an interest in it ... Having said that, if

there was such a group and it was easy to access ... | imagine
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that it would be something they would be interested in

(Participant 9).

Other participants anticipated mixed responses from colleagues, with
some actively embracing the concepts while others were likely to

ignore or avoid the group:

I’m sure many of my colleagues will think that this sort of thing
would be extremely valuable and a bunch of my colleagues

would think this is nothing to do with me (Participant 5)

Similarly:

There would be some that ... would say, “Thank goodness, this
has finally come along, | know now how to pursue my own
interest in this work,”. There would be some that would do
everything that they could to ignore it, and ... would say,
“Universities are about academic pursuits, and that’s not

academic” (Participant 7).

The idea of consumers actively participating in mental health research
was considered likely to be threatening to some other researchers, and
therefore a reason to resist, sometimes actively, engagement with an

Expert Researcher Group:

Sometimes people are just not really that wiling to allow a

consumer group that looks quite powerful to be powerful... |
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don’t want them to have anything to do with my thing that I'm
doing ... A program of research is something everyone builds ...
and they get pretty protective of that, and don’t necessarily

want somebody else to be that powerful (Participant 11).

Some participants expressed the view that current trends would make
it increasingly an expectation of granting bodies that consumers are
involved in mental health research, which will ultimately impact the

popularity of an Expert Researcher group:

| know people that | work with would probably endorse it ...

| think, there's enough genuine potential buy-in ... For those
people that are reluctant, the hand in the future is going to be a

little bit forced (Participant 1).

Making it mandatory

In discussing the concept of an expert researcher group, participants
considered whether collaborating with consumers should be
mandatory for mental health research. They contemplated what the
impact on the viability of the group might be and how it might reflect
the broader expectations of mental health research if collaborating

with consumers was made mandatory:

If there was some kind of requirement ... of the need to

demonstrate that you’ve partnered with consumers ... | think
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people would definitely be interested because it’s in their best

interests (Participant 9).

Other participants were more ambivalent about the likely outcomes
should consumer participation in mental health research become
compulsory with particular reference to the possibility of tokenism and
potential pressure on consumer researchers to acquiesce to the

dominant research agenda:

I’ve got mixed feelings about funding bodies dictating that
people have to have a consumer ... in the long run, it would
probably be a good thing, in the short term, | think there’d be an
enormous amount of tokenism ... You’d have to be a pretty
brave consumer to say, “No. I'm not going to sign that because |
haven’t had enough input,” it would be very easy to be
influenced by, “Well, | know this isn’t right, but I’ll get such a hard
time if | don’t do it.” You can hope that better things might grow,
so | wouldn’t say no to it, but, | think, it does need to be taken

carefully (Participant 4).

Structure and location:

When considering where an expert researcher group would best be

located, all participants identified the university environment as the
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most appropriate. At the same time there was a strong sense that the

independence of the group would need to be protected:

Should it be in the university? or should it be independent? I’d like
to see it both. I’d like to see a university take responsibility, house
it, support it, and be proud of it, and I’d like to see them hands
off as much as you can possibly ever expect a university to be,
and allow it to be collaborative. And that[‘s] really challenging,
because I've been at a few universities and I’ve seen their
attempts to be collaborative that don’t often work that well ...
That’s why ... it needs to be supported by alles who are
prepared to advocate for that work, and help that grow by
engaging with it, by working in a coproduced way, or even a
consumer-led way, to advance their own research. It’s complex,
it wouldn’t be easy ...What you really need is one university to
say, “We want to be the ones that are known for supporting
consumer participation in mental health research.” (Participant

7).

Deliberation about university or not as the most appropriate setting was
only part of the broader issue. The broader discipline environment

would likely impact on the success or otherwise of the initiative:

It makes sense for it to be a university ... the hub of where

independent research is conducted. But they're also weird little
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fiefdoms on their own, each university... it is just as important what
faculty, what school in a university would be the right place for it,

rather than whether the university is a good place (Particpant 4).

Some reasons for preferencing the university environment were
pragmatic in nature, for example providing the infrastructure for the

administration of research funding:

if they sit in a university then there’s the capacity to manage
should grant funding or other sources of funding dry up, and in a
way that may not be the case outside of university (Participant

5).

One participant suggested that locating the group exclusively in one
university would not be viable. Cross institutional collaboration would
be required, particularly in the early stages, and that would likely cause
some difficulties in faciltating a cohesive and collaborative

environment:

| think initially it has to be probably cross institutional ... I’'m not
sure that departments as a whole work that well across
institutions... We’ve got three clinical schools within the same
medical program and it’s hard enough to get them to agree
what they’re going to teach about heart sounds let alone a
mutual collaboration on research and at a departmental

collaboration level as opposed to individuals (Participant 4).
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Concern was also raised about the possible interference from the
broader university with the need to ensure consumer researchers

continued to lead the group:

| do wonder about university agenda ... whether it’s in line with
what they [consumers] think is the best direction for it ... if it is
based at a university, then having guidelines around what that

means and how it operates (Participant 6).

Some participants viewed the Expert Researcher Group as potentially a
small step towards a larger goal of establishing a centre or other
identified academic discipline as a potential long term goal of this

initiative:

To be able to look to a spot where there's a concentration of
people who do have expertise as lived experience researchers,
and to be able to join that ... For there to be a recognisable
critical mass of scholars in that space. | think that would be
useful. And that would be a place that would really draw people

for capacity building (Participant 11).

Similarly:

| would love to see a centre, a centre of excellence ... for
consumer participation in research ... as both a tangible thing,
so it existed as a building and able to work remotely as well ... I’d

like to see it have a director, and staff ... realising that it would
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probably start very small ... I’d quite like to see a role in that, or a
space in that for allies ... allies are very important to the
consumer movement, so long as they know their place and
know that they’re there to support rather than direct ... It would
need to be present in a way that people could find it, and could
interact with it, at whatever level they are at and wherever they
are. And also for then somebody who is just starting out, they’re
doing their PhD, something to do with mental health and they
think, maybe | should actually involve and they would be able to

get some advice. Now that’s a huge ask, and that would take a

lot to do, but that’s ultimately what I’d like to see (Participant 7).

DISCUSSION

Participant responses in this study suggest strong support for the
development and implementation of an Expert Consumer Researcher
Group. Although real-world examples may be few, promoting
consumer expertise has been described in the literature as a crucial
step in supporting its growth (Banfield et al., 2018; Happell, Scholz, et
al., 2018; Rose, 2017; Wallcraft et al., 2011; Wallcraft, Schrank, &
Amering, 2009). The findings of the current study extend such
understandings, emphasising that greater visibility of and enhanced
access to consumer researchers would be a major benefit of such a

researcher group.
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The theme: Collegiality, sharing and creating expertise, suggests
if such a group were to be developed, it would become a visible entity
and resource for other researchers wishing to collaborate with
consumers. Creating an identifiable group of consumer researchers
could potentially enhance interactions between consumers and other
researchers and if successful, potentially lead to an increase in co-
produced and consumer-led research, and the development of a
critical mass of consumer researchers who are recognized as
contributing their own unique expertise (Bennetts et al., 2013; Happell,
Gordon, et al., 2019; Russo et al., 2018; Stewart et al., 2019). Our findings
contribute to a growing knowledge base about the importance of
consumer expertise and leadership to the mental health field, by
demonstrating, that an Expert Consumer Researcher Group could
provide a starting point for consumer expertise in mental health

research being seen as an essential component of research quality.

Participants expressed the view that reactions from colleagues to
an expert researcher group would likely be mixed. The likely positive
attitudes from some colleagues would reflect the reported benefits of
consumer involvement in research (Banfield et al., 2018; Happell,
Gordon, Bocking, Ellis, Roper, Liggins, Platania-Phung, et al., 2018;
Happell, Gordon, Bocking, Ellis, Roper, Liggins, Platania-Phung, et al.,
2018; Scammell et al., 2016). At the same time there were expectations

of resistance and negative attitudes in line with previous discussions of
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the consequences of unequal power, tokenism and hierarchical views
about research (Happell, Gordon, et al., 2019; Landry, 2017; Patterson

et al., 2014)

Mixed views were expressed about whether or not a mandatory
requirement for consumer participation in mental health research
would be beneficial. Some participants believed it would provide an
important impetus, similar to the Patient and Public Involvement
directive in the United Kingdom (Kalathil & Jones, 2016). Others felt it
may lead to tokenism, with consumers invited onto teams to ‘tick a
box’ rather than providing consumer expertise that would be fully
engaged with by others (Bennetts, Cross, & Bloomer, 2011; Gee,
McGarty, & Banfield, 2016; Happell, Gordon, Bocking, Ellis, Roper,
Liggins, Scholz, et al., 2018; Patterson et al., 2014) and that this would
require mitigation if such a group was established. While tokenism may
pose a barrier initially should consumer researcher collaboration be
required, this may change over time through the influence of the

consumers and their allies.

The university environment was considered by most participants
to be the most appropriate place to locate a consumer researcher
group, although there were concerns about maintaining integrity and
independence. Consumer researchers have identified traditional
mental health research as hierarchical and supporting the status quo

(Happell, Gordon, et al., 2019; Landry, 2017; Patterson et al., 2014).
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Once again, promoting and recoghnising consumer leadership would
be fundamental to the success and achievements of an Expert
Consumer Researcher Group in a university environment (Bennetts et
al., 2013; Happell, Gordon, et al., 2019; Russo et al., 2018; Stewart et al.,
2019). This is a highly complex issue which requires further consideration.
Alignment with a progressive School or Department could avoid issues
of inter-professional tribal territory disputes. Losing independence may
be a risk of this approach, however it may enhance the local impact of
the group. As a separate existence, such as an independent research
unit with its own infrastructure and within the larger university, risks

isolation and only having influence outside the nominal host university.

Crucial to the success of any Expert Consumer Researcher Group
would be how it is received and interacted with by other researchers.
For those without prior experience in working with consumers as
colleagues and partners this will require a fundamental re-conception
of relationships with consumers. Other researchers will therefore need
to consider how they will approach their own needs for capacity
development in working with consumers (Gillard et al., 2010; Roper et

al., 2018).

To ensure consumer perspectives and knowledge are as valid
and valuable to the research process as possible, other researchers
must positon themselves as learners and acknowledge consumer

partners as leaders. In this sense, working together as collaborators and

This article is protected by copyright. All rights reserved.



building capacity becomes not just about consumers learning research
skills or learning the language of academics or other disciplines, it’s also
about other academics becoming steeped in the consumer discipline,
consumer writing, concepts and ideas. (Roper et al., 2018). Establishing
this environment of mutual valuing of expertise and collaborative
learning would enhance a respectful and constructive working

relationship.

The perspectives of non-consumer researchers as presented
provide an important contribution to the literature on this topic. This
information is however, a starting point to a broader research agenda.
The consumer voice must be central to the development of an Expert
Researcher Group. A qualitative study of the experiences and
perspectives of consumer researchers is the logical next stage of the
broader research agenda. Any progress with the Expert Researcher
Group concept must also include a rigorous evaluation framework to

ensure the group development and composition functions as planned.

The ultimate aim of promoting consumer collaborations in
mental health research is to influence practice and more positive
health outcomes for people accessing mental health services. There is
some evidence to support the benefits of lived experience knowledge
in this regard (Bennetts et al., 2013; Ehrlich et al., 2020; McDonagh et

al., 2014; Oborn et al., 2019). Understanding the implications of
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consumers as researchers must be therefore be integral to future

evaluation work.

Limitations

The qualitative exploratory approach taken with this research limits its
generalisability to a wider population of other mental health
researchers. Furthermore the participants were purposely selected due
to their experiences of working collaboratively with consumer
researchers meaning their opinions and perspectives cannot be
assumed to represent the views of other mental health researchers
more broadly. This manuscript presents data from only one stakeholder
group. Further data collection is required that is inclusive of other key

stakeholders, most notably consumer researchers.

CONCLUSIONS

Genuine collaboration with consumers in the development and
delivery of mental health services cannot be fully realised without their
involvement in mental health research. The establishment of an Expert
Consumer Research Group has been advanced as a strategy to
recoghnise and promote consumers as researchers in their own right
rather than as an adjunct to the prevailing agendas of other mental
health researchers. This initiative has the potential to draw upon
consumer leadership to create an environment of collegiality, and to

enhance opportunities for collaboration between consumer
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researchers and other mental health researchers. Notable barriers such
as tokenism and power differentials will need to be addressed for the
full potential of this initiative to be realised. General support for the
concept of an Expert Reference Group by non-consumer researchers,
while an important beginning point, represents the beginning of this
process. A co-produced study involving in-depth interviews with

consumer researchers is the essential next stage.

IMPLICATIONS FOR NURSING PRACTICE

A solid research base is integral to the delivery of high quality mental
health services. Consumer collaborations in mental health research are
associated with increased quality and relevance of research findings
and their application, ultimately contributing to positive practice
change. Nursing as a profession has a central role to play in promoting
and facilitating consumer collaborations. The establishment and
advancement of a Consumer Expert Researcher Group may
potentially facilitate these relationships and ultimately create
opportunities for quality and relevant research with an increased
capacity to influence clinical practice. Capturing the experiences,
perspectives and opinions of consumer researchers must be included

before this potential initiative is progressed.
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Table 1 - Participant Demographics

Participant | Country | Discipline Employer Position Gender
No.
1. New Mental University Professor | Male
Zealand | health
nursing
2. New Non- Project Female
Zealand Government | manager
Organisation
3. New Psychology | University Senior
Zealand Lecturer
Female
4. New Psychiatry | University Professor | Male
Zealand
5. New Psychiatry | University Senior Male
Zealand Lecturer
6. New Mental University Senior Male
Zealand | health Lecturer
nursing
7. Australia | Mental University Professor/ | Female
health Director
nursing
8. Australia | Social work | University Associate | Female
Professor
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9. Australia | Psychology | University Post- Male
doctoral
research
fellow

10. Australia | Social work | University Senior Female
Lecturer

11. Australia | Mental University Associate | Female

health Professor/
nursing Director

This article is protected by copyright. All rights reserved.




University Library

o o A gateway to Melbourne's research publications

Minerva Access is the Institutional Repository of The University of Melbourne

Author/s:
Happell, B; Gordon, S; Roper, C; Ellis, P; Waks, S; Warner, T; Scholz, B; Platania-Phung, C

Title:
Establishing an expert mental health consumer research group: Perspectives of
nonconsumer researchers

Date:
2020-04-28

Citation:

Happell, B., Gordon, S., Roper, C., Ellis, P., Waks, S., Warner, T., Scholz, B. & Platania-
Phung, C. (2020). Establishing an expert mental health consumer research group:
Perspectives of nonconsumer researchers. PERSPECTIVES IN PSYCHIATRIC CARE, 57
(1), pp-33-42. https://doi.org/10.1111/ppc.12520.

Persistent Link:
http://hdl.handle.net/11343/275690

File Description:
Accepted version





