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We conducted a critical review, using systematic methods, of the literature
examining mental health consumer perspectives on their physical and mental
health in academic research published between 2005 and 2021. This review
examined the inclusion, extent, type and centrality of consumer perspectives
regarding their mental and physical health. The search produced 1,865
papers from which 116 met the inclusion criteria. Studies predominantly
focused on consumers’ individual experiences of their physical and mental
health, including but not limited to their understandings and experiences of
medication and associated risk factors. They also captured some social aspects
of mental health consumers’ physical health, including factors that impacted
individual agency, stigma, and social and interpersonal factors. Structural
factors affecting physical and mental health, such as accessibility of services
and financial constraints, were also identified. The review revealed that in
comparison to clinician perspectives, the direct representation of consumer
perspectives was lacking. Similarly, while clinician and carer perspectives on
structural factors were investigated, the consumer perspective in this area
was missing. The review also found few genuine codesigned or coproduced
research studies. To better identify and respond to the health needs as
prioritized by consumers, this paper argues it is imperative that future studies
prioritize codesigned and coproduced research. It is argued that a focus
on “services as provided” rather than “services as received” has contributed
to a lack of progress in addressing the life expectancy gap for consumers.
It is recommended that journals, ethics committees and research policy
organizations develop guidelines and standards to inform best practice in
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research on consumer perspectives and experience and to support the
implementation of codesigned and/or coproduced approaches in future
research. Respecting and including consumers as equal partners in the
research process will lead to more meaningful insights to inform policy and
practice and reduce the life expectancy gap for people living with mental

health concerns.
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1. Introduction

As a group, people with a lived experience of mental health
concerns have far worse health and life expectancy outcomes
than the rest of the population (1). Mental health consumers
experience two times the rate of early death compared to the
general population, and in rural Australia, this rate is three
times higher (2)'. While the last decade has seen an increasing
emphasis placed on lived experience and consumer engagement
in service design and planning (4), there remains a relative
lack of consumer voices within published literature regarding
their physical and mental health. A recent narrative literature
review [(5), p. 37] concluded “there is a lack of consumer voices
both in research findings and in the research production. This
lack... may be one of the major reasons why so little progress
has been made in addressing the health and mortality gap
for people living with mental health concerns.” Furthermore,
extant literature tends to over-emphasize individual health
responsibilities at the expense of social factors that influence
health status. The purpose of this literature review was to (1)
distill consumer experiences, perspectives, and understandings
concerning their physical and mental health and (2) ascertain
the role of consumers in the design of research and across all
aspects of the research production process.

2. Background

The early mortality of people with mental health concerns
has been associated with increased risk for cardiovascular
disease, cancer, and respiratory diseases (6, 7). In addition to

1 Our use of the term "mental health consumer” is guided in part
by the language decided upon by our Consumer Leadership Advisory
Group, and in part by the response from the Victorian Mental Iliness
Awareness Council Declaration, which found that 66% of participants
who contributed to the Declaration tolerated this terminology (3). We
understand that there are innumerable views on what terminology best
represents the experiences of persons with mental health concerns, and

our choice is intended to be non-pathologising and person-centred.
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increased premature mortality, consumers generally experience
poorer physical health, increased incidence of chronic disease
and decreased quality of life (8, 9). Medication side effects,
diet, exercise and smoking have all been associated with health
inequities (10), but many social factors also impact consumers.
These include socioeconomic status, social participation or
exclusion, stigma and health-related discrimination (11). For
example, Australian consumers not in full-time employment
are six times more likely to die prematurely than the general
population (12).

These poor health outcomes should be understood as
partially produced by the effects of stigma and structural
discrimination in the healthcare system. For example, while
mental health consumers have a high rate of death due to heart
disease, medical procedures for improving blood flow to the
heart are less common than for the general population, especially
for persons experiencing psychosis (13-16). Furthermore,
despite consumers’ high risk for other cardiovascular illnesses,
they are screened for high cholesterol and recommended
treatments to lower cholesterol at lower rates than the general
population (17-19). Finally, consumers experience lower rates
of hospitalization for physical health concerns than the general
population and lower incidences of treatment when hospitalized
for their health concerns (13, 15, 19-22). These findings suggest
structural factors and the social determinants of health (23) play
an outsized role in determining the physical health outcomes
of consumers.

Many consumers experience “diagnostic overshadowing,’
where their physical health issues will be misattributed to their
mental distress (24). A recent study indicates that only 1 in
5 mental health professionals asked about consumers’ physical
health (25). This may be due to a singular focus on the
presenting problem, lack of time, a presumption that other
health professionals will address social and physical issues or
lack of training (26). Nash (27) argues that focusing on mental
health over physical health and holistic care causes delays and
gaps in treatment due to discrimination and stigma in healthcare
encounters. Regardless of the cause, diagnostic overshadowing is
a significant factor in the poor health and early death of people
with mental health concerns. Consumers also frequently report
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feelings of dismissal when seeking healthcare. Recent research
into consumers experience of physical health care health
professionals indicated that when consumers raised health
concerns or medication side-effect concerns, only half of the
mental health professionals took these concerns seriously (25).
This is problematic because, as Happell et al. (28) notes, feeling
dismissed can result in mental health consumers not reporting
physical health events, potentially compounding adverse health
impacts over the longer term. The frequency of such encounters
in primary care, alongside an often-discontinuous experience
of the mental health care system, directly contributes to poor
health outcomes.

Authentic lived experience engagement in research can
repair what some writers have referred to as the “silencing
of consumer voices” and support a greater understanding
of the experiences and needs of consumers, fostering a
deeper understanding of the interconnections between people’s
mental and physical health (29, 30). Increasingly, policy and
governmental agencies are investing in coproduction as a part
of best practice in mental health. A recent report from the
World Health Organization included a directive to empower
and involve consumers in all aspects of mental health provision,
research, and policy (31). Supporting this stance, the recent
Royal Commission into Victoria’s Mental Health System (32)
highlighted the need for consumer collaboration as a central
factor influencing the future direction of mental health services.
Accordingly, this review sought to capture the inclusion, extent,
type and centrality of consumer perspectives regarding their
mental and physical health in the international literature.

3. Method

We conducted a critical review using systematic methods in
six databases; CINAHL, Informit, Psychinfo, PubMed, Scopus
and Web of Science.? Peer-reviewed articles published in the
English language between 2005 and 2021 were eligible to be
included. In addition, we also conducted a gray literature search
using the same search terms, for the maximum searchable results
on Google Scholar, in addition to any unpublished material
represented in some of the databases searched.” We selected

2 Per Grant and Booth (33), a critical review involves the evaluation of
the quality of a data set, and the interpretation of the data through analysis
and synthesis of a diverse range of sources.

3 Google Scholar is one option for conducting a gray literature search,
which aims to capture non-published academic research (34). Our
gray literature search strategy was developed in consultation with RMIT
University's Library Services, and given the wide range of disciplines of the
researchers involved in this study, it was decided that a Google Scholar
search would capture a wide range of possible sources for inclusion,
while not prohibiting research from certain areas from slipping through

database cracks.
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the cut-off date of 2005 based on the parameters of the earlier
review (5). As this is not a systematic review, but a critical
review using systematic methods, PRISMA was not used. To
identify studies with a coproduced or codesigned methodology,
we recorded studies that disclosed a prominent lived experience
component in their methods (participatory action research,
codesign, coproduced), or the inclusion of a dedicated lived
experience researcher as part of the research team design.

3.1. Search strategy

Searches were conducted between May and June of 2021.
Search terms were arrived at in consultation with an associated
Consumer Leadership Advisory Group, led by a consumer
researcher, who reviewed the terms proposed and suggested
alternatives or additions where appropriate, such as “patient
engagement.” These terms were applied to the title, abstract, and
keywords (where possible). Keywords included:

“physical health” OR “physical illness” OR “life expectancy”
OR “quality of life’ OR “physical* health” OR “physical
disability” OR “comorbid” OR “co-morbid” OR “mortality”
OR “cardiovascular” OR “diabetes” OR “metabolic,”

AND OR health> OR
“schizophrenia” “schizo™*” “bipolar;’

illness” “mental
OR OR
AND “qualitative” OR “consumer” OR “focus group” OR

“mental

“patient® perspective” OR “lived experience” OR “interview”
OR “peer” OR “service user” OR “patient engagement.”

In consultation with our Consumer Leadership Advisory
Group, these specific physical health diagnoses were included
as they were identified in the extant literature as the major
contributors to early morbidity for people with pre-existing
mental health diagnoses. The specific mental health diagnoses
were included as they are most linked to early morbidity and
are not commonly identified in the literature as arising from
physical health conditions. For example, many studies identified
that people with a terminal diagnosis may subsequently develop
depression, but that is not the focus of this review.

From this initial search, 1,845 articles were identified. Of
these, 1,296 duplicates were removed, leaving 549 articles to
be reviewed for potential inclusion. Studies were included if
they (1) included consumer perspectives on mental and physical
health and (2) were published between 2005 and 2021. Studies
were excluded if they met one or more of the following criteria:
(1) presented only clinician or carer perspectives, (2) were
reviews of existing research, (3) focused on child or youth mental
health, and (4) assessed or evaluated the implementation of
programs (unless the source also included substantial consumer
perspective on issues outside the program evaluation).

The search strategy purposefully excluded studies that
were solely quantitative in design. Such research commonly
surveys a large number of respondents and aggregates their
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Initial article search: _, | Duplicates removed:
1845 results 1296 results
. Results excluded due to
Abstract review: —_— not meeting criteria:
549 results 433 rastlts
Excluded after full text
Full text review: —_— review:
117 results 1 result

Full text review:
117 results

FIGURE 1
Flowchart of database searching methods.

responses. While this can effectively reveal trends, distributions
and averages from the data, the research questions are framed
by researchers and this method cannot directly represent
individual consumer statements or viewpoints, so such studies
were excluded.

Of the 549 articles that progressed to abstract review, 433
results were excluded due to not meeting one or more of the
inclusion criteria above. Consequently, 117 results were included
in the full-text review conducted by one of our researchers,
with one article excluded during the full-text review. A total
of 116 articles were thus reviewed and analyzed for their level
of consumer perspective and their discussion of physical and
mental health experiences (see Figure 1). The initial analysis was
conducted by a team including lived experience and non-lived
experience researchers, then cross-checked for scholarly rigor by
additional team members.

3.2. Limitations

This review was confined to articles published between
2005 and 2021. These parameters were selected based on the
relative nascency of consumer research and the consistency of
terminology used to define the consumer movement within
health research. From Roberts’ (5) prior literature review, we
found a sharp drop-off in relevant sources between 2005 and
2007, so we are confident that few relevant authorities would
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have been published before 2005. However, this review may have
excluded some early research in this field.

Many articles are published on related physical and mental
health topics, such as lifestyle-focused studies addressing
fitness programs or smoking cessation, without linking these
interventions to physical health conditions. Similarly, many
studies examined the mental health consequences of poor
physical health. In some cases, these topics are also featured in
studies considered in this review; however, further research is
required to examine the presence of consumer perspectives in
these related fields.

4. Experience of and contributors to
physical health for mental health
consumers

The findings from our review are presented in two sections.
In this first section, we discuss our findings as they relate
to consumers’ experience of physical and mental health and
how contributing factors were understood. This section is
divided into two subsections; individual and social aspects.
We then identify in the following section key challenges and
gaps within the literature before concluding the article with
recommendations for future research.

4.1. Individual experiences of physical
health and mental health

As discussed in Section 4.2, many consumers understood
their physical health issues as relating to broader social and
systemic issues. Despite this, the literature largely focused on
consumers as individuals, identifying poor physical and mental
health issues with individual choices or experiences. We begin by
noting this framing, before summarizing how consumers placed
value on good health, then discussing consumers’ relationships
to medication. We then examine how consumers conceive of
and communicate their agency and expertise.

4.1.1. Individualistic framing of physical health
and mental health

The literature overwhelmingly frames physical and mental
health as a challenge to be navigated by individual consumers
rather than being understood within a social determinants of
health framework. Studies generally focused on the category of
“severe mental illness” rather than specific diagnoses; under a
quarter (n = 27) focused on a specific mental health diagnosis—
schizophrenia (n = 17), major depression (n = 4), bipolar
disorder (n = 3), and generalized anxiety disorder (n = 3).
Similarly, less than half (n = 40) considered specific physical

health concerns; namely, diabetes (n = 12), cardiovascular

frontiersin.org


https://doi.org/10.3389/fpubh.2022.982339
https://www.frontiersin.org/journals/public-health
https://www.frontiersin.org

Green et al.

health (n = 10), cancer (n = 2), metabolic syndrome (n =
2), chronic obstructive pulmonary disease or other respiratory
diseases (n = 4), dental health (n = 2), HIV (n = 1), eating
disorders (n = 1), and other unspecified chronic illnesses
(n = 4). Of the remaining studies, just under half (n =
56) examined broad concepts of physical health, including
exercise, diet, and smoking habits. These studies were primarily
concerned with lifestyle changes consumers could make to
improve their physical health, rather than addressing systemic
factors contributing to poor physical health or specific health
conditions, such as accessibility of services and financial
constraints. This focus on individual-related factors implies an
emphasis on the individual as a site for change or intervention
and limited consideration of social and systemic factors that may
contribute to poor health outcomes.

4.1.2. Why good physical health is important

Consumers felt their physical and mental health were
interconnected and part of a holistic system of health (35-
37). Physical health was identified as having the potential to
negatively impact mental health, and vice versa; consumers
understood this interrelationship as affecting their quality of life
(35, 38). Accordingly, good physical health was seen as critical to
mitigating the negative symptoms of mental health concerns (39,
40). Consumers also reported having to divide mental, financial
and emotional resources between their physical and mental
health (40-42). In other studies, consumers noted that access to
group physical activity had the additional benefit of mitigating
social isolation stemming from their experiences of mental
health challenges, but also suggested that good physical health
may be a prerequisite to social and community participation
(39, 43, 44).

4.1.3. Understandings of medication and side
effects

The use of neuroleptic or psychotropic medication is known
to be a significant factor negatively impacting the physical
health of consumers. Medication and side effects featured in
many papers (n = 102), with 26 papers exploring consumers’
experiences of mental health medication and their effects on
physical health. The impact of psychotropic medications on
an individual’s physical health was commonly cited, with side
effects including increased appetite, weight gain, and tremors
or excessive sweating (36, 45-49). Whilst some studies focused
primarily on the impact of weight gain from neuroleptic use on
body image, other studies showed some consumers were making
connections between medication use and broader health risks
[see, e.g. (41)].

This review also identified intersecting viewpoints around
the challenges of taking such medications, in terms of agency,
conflicting health priorities, and medication burden, as well
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as the social and emotional strains of sustaining what can
often be a complex medication routine. Consumers felt that
their concerns about medication side effects were not taken
seriously by psychiatrists, or expressed a general reluctance
to raise concerns in the first place, leading them to become
resigned to the physical impacts of their medication (42, 50). A
common theme was that consumers felt the use of psychotropic
medication had a direct negative impact on their general
physical health and wellbeing, as well as their ability to effectively
manage co-occurring chronic physical illness (41, 42, 51, 52).
The side effects of mental health medications were cited as a
common factor driving the choice to stop taking medication
(53) or avoid primary care providers (54). These findings
indicate a breakdown in the therapeutic relationship and a
failure in collaborative care. Medication burden was identified
as a significant challenge for consumers who were managing
medications and multiple side effects, as well as the financial
costs associated with treatment (55). Such positions should
prompt future research to consider not just the clinical side
effects but also how people navigate the range of factors that
inform decisions around medication use.

4.1.4. Individual agency and expertise

Several key themes were apparent in the published literature
relating to emotional and relational dimensions of physical
and mental health concerns. Motivation was discussed in 17
articles and was framed by some researchers as deficiency
of motivation negatively affecting health, and by others as a
positive force to implement lifestyle changes. Several articles
looked at lack of motivation as a reason why consumers
may not enact recommended lifestyle changes (36, 43, 45,
56) or a driver of continued smoking habits (57). Others
investigated the positive impacts of peer support as a motivator
to increased physical exercise (58), what types of physical
activities consumers would be motivated to take part in
Graham et al. (59), and whether motivational or behavioral
interventions improved physical health outcomes (60). Studies
tended to frame the concept of motivation as a quality
residing in the individual (self-motivation driving or impeding
positive lifestyle changes) (45, 60-62) as well as something
that could be influenced by structural factors or external
interventions (43, 56).

Six studies specifically examined how feelings of dismissal
in interactions with health professionals influenced consumers’
poor physical health care (28, 48, 63-66). This phenomenon
was also referenced in passing in seven other studies (67-73).
Across these studies, the researchers reported that consumers
often experienced dismissal and invalidation of their physical
health concerns by both mental health and physical health
providers. While this can be understood as an effect of
diagnostic overshadowing, there remains a knowledge gap
regarding how the emotional experience of feeling dismissed
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influences help-seeking behaviors for both physical and
mental health.

4.2. Social and structural aspects of
physical health and mental health

In this section we consider how the social aspects of
physical and mental health were reported in the literature. We
review the research on consumers’ experiences of stigma, how
their wellbeing influences social participation, and the role of
structural factors on their physical and mental health.

4.2.1. Experiences of stigma within the health
system

A total of 40 papers raised stigma as a factor in their
findings. Fourteen articles reported that stigma, whether directly
experienced or anticipated, negatively impacted consumers’
physical health (53, 66, 69, 70, 72-81). Consumers experienced
stigma, or an experience of judgement or devaluation, not only
about mental health concerns but also about reproductive health
and fertility (75), diabetes (72, 74), cardiovascular health (53),
and other health behaviors (68, 76). A survey conducted by
the Mental Health Council of Australia (73) found that mental
health consumers experienced stigma in their mental health
care and physical health care. Related research has found that
consumers experience stigma in both primary care (79) and
specialist care settings (66).

The literature itself reflects some of this stigma. For example,
in Browne et al. (43), clinicians described consumers as largely
inactive, while the consumers in that study identified that they
did exercise, viewing it as important for their mental and
physical health. In another example, Katakura et al. (82) describe
anurse using deceit and misinformation to trick a consumer into
eating a different diet in order to manipulate health changes by
telling her that certain recipes would remove her laugh lines and
improve her aesthetic appearance.

4.2.2. Social and interpersonal factors

Other social factors discussed included the impacts of
physical and mental health concerns on a sense of self and
social relationships. Social factors, such as social relationships
and engaging in community support, were described as
both enabling and hindering health behaviors. Multiple
studies reported that these fears of stigma or discrimination,
rather than symptomology, limited consumers’ abilities to
participate in social activities, including exercise programs
(69, 83, 84). Additionally, social and cultural attitudes toward
food and eating posed challenges to consumers trying to
follow dietary recommendations (62, 85). Cabassa et al. (63)
identified various social factors that consumers felt caused
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social friction when seeking treatment, including avoidance of
disagreement, distrust, and differing cultural standards around
body image. Furthermore, several studies dedicated to smoking-
cessation interventions noted the social support required to
cease smoking, with consumers suggesting that smoke-free
social environments would best support them to quit (56,
80).

Social factors also informed how consumers conceptualized
health more broadly. Consumers perceived healthy living to go
beyond healthy eating and exercise to include friendship, secure
and affordable housing, work, and spiritual and emotional health
(69). Positive social support was considered by many to be an
important facilitator of healthy lifestyle choices; conversely, a
lack of social support was seen as a hindrance to adopting such
behaviors (59, 86, 87).

4.2.3. Structural factors that impact physical
health and mental health

In 16 articles, consumers identified the inaccessibility of
services as a significant barrier to their pursuit of physical
health (43, 52, 71, 77, 82-84, 87-95). Several studies reported
consumers’ experiences of structural factors such as financial
concerns and transport challenges as barriers to accessing
necessary healthcare or influencing physical health decisions
(43, 66, 77, 90). In particular, consumers felt their health
and agency around healthcare was negatively impacted by the
separation of mental and physical health care services and
favored integrated care models with co-located services (52, 71,
83, 89, 92).

In two articles, consumers discussed how transport
difficulties limited access to primary health providers and
specialists (77, 88).* However, another study comparing
consumer and clinician perspectives found that transport
was seen as a greater obstacle by clinicians than by
(43).
identified by consumers as central to service accessibility
(71, 77, 83, 88, 90, 93, 94) and ability to participate in
lifestyle interventions addressing physical health concerns

consumers Economic circumstances were widely

(84), a finding which was consistent across both geographical
location and the timespan of our review. Vennedey et al.
(95) describe the challenges consumers face navigating
insurance schemes and other financial institutions. Finances
also played a significant role in consumers’ food choices
and eating, with financial constraints affecting nutrition,
food accessibility, and food security or insecurity, which
had a bi-directional impact on health (62, 87).°> There was

4 Transport was noted in passing in a further 17 studies.

5 This finding is consistent with literature findings that food insecurity
has a significant impact on multiple domains of both mental and physical
health, use of mental and physical health services, and medication use
(96-101).
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limited discussion of consumers’ employment status; only
one study reported consumers’ desire to attain employment
as a motivating factor toward health behaviors (82), and
only four centered lack of employment as a contributing
factor (41, 74, 78, 102). The financial constraints produced by
unemployment, underemployment or insecure employment
were largely unacknowledged.

4.3. Summary of findings

We found that the literature reviewed focused largely
with
significant attention on the physical impacts of neuroleptic

on consumers individual choices and treatments,
medication and lifestyle changes that can improve poor health
indicators, such as exercise, diet and smoking cessation.
This pattern suggests that consumer-focused research into
this subject perpetuates expectations that the burden of
good mental health and physical wellbeing health largely
falls on consumers and their individual choices. Discussions
of how consumers’ physical and mental health impacted
their social relationships and civic participation further
emphasized this individualistic focus. However, some of the
literature captured consumers’ understandings and reflections
on how their physical and mental health interacts with
systemic factors. The findings related to stigma, especially
stigmatizing encounters within the healthcare system, and
acknowledgment of structural factors informing health
and health-seeking behaviors, such as transport, financial
support, and accessibility of appropriate services, indicates that
consumers physical and mental health cannot be treated in
a vacuum.

5. Challenges and gaps

In this section we summarize the challenges and gaps in
the literature. The most critical challenge is the extent to which
researchers filter consumer perspectives, a reflection of the lack
of coproduced and codesigned research.

5.1. Filtered consumer perspectives

This review identified some issues with the way that

non-consumer-identifying researchers framed consumer
perspectives.® In all research, prevailing orthodoxy and other

factors contribute to the researcher’s choice of research topic,

6 We note that many researchers may have lived experience of mental
health concerns, but that this does not make them consumer perspective

researchers (30).
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research questions, framing, method, analysis, drafting choices,
and conclusions. In mental health and other areas of research
where existing power dynamics profoundly contribute to the
phenomena being studied, it is vital that research does not
mirror and reinforce such power asymmetries. This literature
review revealed a consistent trend of not foregrounding
consumer voices, or heavily filtering these voices via the
researchers’ perspectives. Of the 116 studies included in
this review, 36% (n = 42) examined dual perspectives of
consumers and clinicians and/or carers. Of these, four studies
asked consumers only for their perspectives on the individual
and/or personal factors influencing their health decisions
(79, 90, 93, 103). Such research protocols over-emphasize
consumers’ individual agency (103), minimize consumer voices
(104), or report clinician or carer views only on structural
reforms required (90). One way to address this is to ensure
consumer control of, and participation in, project design,
development and implementation; very few studies taking this
approach were present in the literature.

5.2. Lack of coproduced/codesigned
projects

Only 15 studies had an identifiable lived experience element
and only three (71, 74, 84) described the approach to codesign
or coproduction.” A further four used a participatory action
research approach (54, 55, 105, 106). Ten studies noted that
consumer researchers were members of the research team or
conducted interviews (29, 36, 70, 71, 78, 84, 88, 107, 108).

This finding is significant, as participatory methods are
considered the gold standard in health system research (109).
While it is possible that some studies may have employed
these methods but did not describe them, if this is the case,
it nonetheless underscores the lack of importance accorded
participatory methods. Either way, the fact that only a minority
of the studies included such methods points to a significant
knowledge gap.

6. Recommendations for future
research

One of the key findings of this review is that research
directly investigating consumers’ experiences of systemic and
structural factors which shape their physical and mental health

7 We note Davidsen et al. (104) described their study as codesign;
however, the method does not describe a codesign approach. This is likely
to be a different use of the term codesign than is usually understood in

mental health research contexts.
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care remains scant. Many of the studies included in this review
focused solely on individual factors, such as motivation, side
effects of medication, and the importance of social relationships
to the health of consumers. These studies either did not ask
participants about their experience with respect to the healthcare
system, or only explored these issues with clinicians or carers.

When consumers are engaged in research to provide their
perspective on factors that influence their health but are
not invited to consider the structural and systemic factors,
important information is missed. Such omissions reinforce
the view that poor health is the individual’s responsibility
rather than a part and product of systemic factors, including
the socio-cultural-political climate, race, ethnicity, disability
and chronic health status, gender identity and expression,
sexuality, refugee and migrant status, economic circumstances,
education status, experience of incarceration, and geographical
location. Future research, in alignment with the World
Health Organization’s (23) push to understand the social
and structural factors that inform mental and physical health
inequalities, should seek to redress this trend and ensure that
consumers are given the opportunity to be included in these
discussions and reflect upon and report their understandings
of the full range of factors that they consider affect their
health status.

Secondly, we have observed a clear gap between the research
goals of the studies reviewed (to focus on the experiences of
consumers) and their methods, which often implicitly appeared
to devalue these experiences. Accordingly, we urge journals,
ethics committees and research policy organizations to develop
guidelines and standards to inform best practice in research on
consumer perspectives and experience. Researchers are urged
to implement codesigned and/or coproduced approaches to
future study designs. There are examples of journals showing
leadership by taking this stance and mandating standards
with research involving disempowered populations, such as
Indigenous peoples (110). Consistent with Lock et al. (110),
it is clear that research in these contexts requires a different
approach, necessitating additional resourcing, support and
timelines. As noted above, the studies reviewed consistently
followed widely accepted scholarly protocols for qualitative
analysis. However, participatory methods that prioritize the
sharing of power in the development of research foci, interview
questions, interpreting results, and writing, lead to findings
and recommendations that are more closely aligned with the
concerns and perspectives of people who access mental health
services (111). Coproduction and codesign are effective ways to
center the health experiences of consumers and acknowledge
and address existing power imbalances in partnerships between
academic researchers and consumers (112). It is only through
this paradigmatic shift that we can disrupt academic research’s
tendency to reproduce representations of mental health and
physical health concerns as individual problems to be addressed
by promoting help-seeking behaviors and lifestyle interventions.
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By centring consumer voices and needs, we can begin to address
the complex challenges of physical health and mental health as
they are experienced.

Health is a basic human right, yet the literature around
consumer perspectives bears almost no discussion of how these
rights might be actualized (113). As Daya et al. (114) argue,
authentic engagement with lived experience requires listening
to, and responding to, a diverse range of consumer experiences.
This also results in better quality research (115). Through
stronger and more equitable engagement with consumers, we
can locate alternative pathways toward person-centered models
of health and move toward policy change that might begin to
redress the poorer health outcomes and reduced life expectancy
of this group of people. While coproduction and/or codesign
approaches are not a panacea and continue to suffer from a lack
of clarity and definition (111, 116), further research into health-
related outcomes must involve consumer voices as an integral
part of the design of their research and interpretation of the
results, and not just as research subjects. This can be achieved in
a range of ways, clearly articulated in the mental health codesign
literature, but require engagement with power dynamics (117),
an understanding of the emotional labor required (118) and
a reckoning of privilege within the institutions that conduct
research and provide services (119).
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