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ABSTRACT: As involvement of consumers/survivors in planning, delivery, and evaluation of
services has increased, expectations of authentic and effective engagement, versus tokenism, have
also risen. Different factors contribute to, or detract from, authentic engagement. Writing from
mental health consumer/survivor and nursing positioning, respectively, we aim to redress the
common problem of including only a narrow range of views and voices. This paper introduces a
conceptual model that supports leaders in research, clinical, service, and policy roles to
understand the necessity of engaging with a broader spectrum of consumer/survivor views and
voices. The model draws on published consumer/survivor materials, making explicit diverse
experiences of treatment and care and identifying the subsequent rich consumer/survivor advocacy
agendas. We propose that strong co-production is made possible by recognizing and welcoming
consumer/survivor activist, facilitator, transformer, and humanizer contributions. The conceptual
model forms the basis for a proposed qualitative validation project.

KEY WORDS: consumer advocacy, co-production, health policy, mental health services, patient
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INTRODUCTION

In the decades following deinstitutionalization of mental
health services, there has been an increasing focus on
including consumers/survivors in the planning, delivery,
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and evaluation of services (Evans et al. 2012). As involve-
ment of consumers/survivors has increased, views about
authentic and effective engagement have evolved. For
example, in recent years, models of co-design and co-
production (Gillard et al. 2010; Roper et al. 2018) have
surfaced, and people are employed in increasing num-
bers and at higher levels of influence into what are typi-
cally called ‘consumer roles’. However, many barriers to
effective consumer/survivor engagement exist and there
is a disconnection between policy aspirations and prac-
tice on the ground (Happell et al. 2018; Pilgrim 2018).
Policies and research suggest there have been
improvements in the practice of consumer/survivor
engagement in services and government (Read &
Maslin-Prothero 2011; Wallcraft et al. 2011). However,
many engagement processes remain tokenistic and
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ineffective (Craig 2008; Gee et al. 2016; Read &
Maslin-Prothero 2011). A variety of factors contributes
to, or detracts from,
engagement (Boaz et al. 2016). One of these factors,
and the focus here, is a failure to intentionally engage
with a more complete spectrum of consumer/survivor
views and voices. In keeping with the spirit of co-pro-
duction, the authors have described this problem, writ-
ing from a consumer/survivor perspective and a
nursing perspective, respectively. Both the current
problems and the proposed model promoting improved
engagement are considered for their relevance to
nurses and consumers/survivors.

authentic consumer/survivor

Consumer/survivor perspective

Indigo Daya has been an active consumer/survivor
worker for fourteen years, working in senior roles
across the mental health sector and government.

I have participated in many projects that recruit
only a single consumer/survivor participant (yet recruit
many clinicians). In these contexts, I wince when hear-
ing a policymaker or clinician ask, ‘What do consumers
think about...’? 1 wince because there is no way to
answer that question without excluding the deeply held
views of many people. When employed in a consumer
role, is it my responsibility to share my own views, the
‘most common’ views, the views that are least often
heard, or try to speak to all the different views I have
heard? Another concerning practice is that of engaging
only people who have positive things to say about ser-
“...some of us are picked because we are ‘tame’
and will “go along’ with whatever is said and done’
(Meagher 2011).

There can never be a single Tepresentative’ con-
sumer or survivor who can speak authentically to all
our needs. Consumers/survivors, like any cross-section
of a population, are a heterogeneous group. In some
policy circumstances, it is understood that our experi-
ences vary in terms of demographics, identity, and
culture, for example engaging with youth. However,
independent of differences in demographics, identity,
and culture, consumers/survivors also have differing
experiences of mental health treatment and care.
These experiences inform our views about what
makes for a safe and helpful service. In practice, this
means that engaging with just one consumer/survivor,
or limiting engagement only with groups of people
whose views
authentic, respectful, or effective engagement pro-

vices:

are similar, can never result in an

cess.
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There is a need to deepen our thinking about how
best to accomplish authentic and effective engagement,
beyond current practices, to involve more people, but
most importantly, to think about which views and
experiences are engaged with, in what contexts, and

why.

Nursing perspective

A/Prof Bridget Hamilton is Director of the Centre for
Psychiatric Nursing. She leads a programme of health
services research undertaken with a team of Nursing
and Consumer/Survivor Academics.

As a practicing nurse and academic, T invest in lis-
tening to people who have expertise that I myself lack;
that is, the understanding developed through an experi-
ence of being a mental health consumer or survivor.
Among my clinician colleagues, I often see a discon-
nection between the desire to include consumer/sur-
vivor views and the difficulty in then accepting what
people have to say. Our engagement can be highly con-
ditional on whether we clinicians, managers, research-
ers, and policymakers can bear to hear consumers/
survivors on a given topic. As Indigo noted, one com-
mon solution to this impasse is to filter which person
or persons to consult. Another solution is to filter out
questions that may draw a challenging response. These
conditional approaches perpetuate engagement that is
ineffective or tokenistic. I see this played out in com-
mittees, in project work, and in reviews of written sub-
missions.

An obvious point of difficulty for we clinicians is
hearing about the impact of our decisions to invoke
provisions in mental health law, to treat people with-
out their consent. Yet, I find that even in such con-
flict-ridden circumstances, consumers and survivors
contribute varied and nuanced views and thinking that
are invaluable to practice change. There is a
tremendous opportunity to broaden out our field of
engagement.

As both these first-person accounts indicate, con-
sumer engagement in our respective work domains
sometimes reflects tokenism. Tokenism, defined as
‘The practice of making only a perfunctory or symbolic
effort to do a particular thing, especially by recruiting a
small number of people from under-represented
groups in order to give the appearance of [sexual or
racial] equality within a workforce’ (Stevenson, 2011),
contrasts with the goal we are pursuing through this
work, to support engagement of diverse consumer/sur-
vivor voices.
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AIM

Consumer engagement is an increasingly common
practice in mental health settings, including consulta-
tion, participation, co-design, and co-production; how-
ever, little attention has been paid to the decision
about which consumers to invite into these engagement
practices and why.

This paper aims to improve practices of consumer/
survivor engagement in mental health systems. In par-
ticular, we aim to influence more inclusive engage-
ment processes that move away from tokenistic
engagement and towards intentional engagement with
greater numbers of diverse consumer/survivor views
and voices.

A conceptual model is proposed which seeks to
inform richer understandings about diverse and chal-
lenging consumer/survivor views. The model describes
differing experiences, language preferences, and views
about advocacy priorities that are held by consumers
and survivors. The model is novel in seeking to under-
stand an area about which there is a dearth of existing
literature, that is, the relationships between people’s
experience of treatment and care, and the views they
hold.

In the future, we aim to explore the model’s fit to
empirical data, in the form of published first-person
narratives.

BACKGROUND

The international consumer/survivor movement has
been grounded in the civil and human rights agendas
of liberation movements of the 1960s and 1970s due to
the implications of mental health laws, particularly
compulsory treatment. Judi Chamberlin, a seminal acti-
vist in the international psychiatric survivor movement,

said in 2007:

We have a moral imperative to fight for justice....The
day that they took my own freedom away was the day
that I dedicated myself to this cause, I said ‘this is
wrong, this is wrong, this should not happen to any-
one’. (National Coalition of Mental Health Consumer/

Survivor Organisations 2015)

Politically, Chamberlin and other activists saw that
their fight for human rights, freedom, and justice was
aligned with the struggles of other marginalized groups.
Today, we see similar patterns as the consumer/sur-
vivor movement identifies its quest for self-determina-
tion with a broader social agenda:

Like other marginalised and oppressed groups in soci-
ety, such as Aboriginal and Torres Strait Islander peo-
ples, women, LGBTIQ people, and people with
disability, mental health consumers are increasingly
saying that: We can speak for ourselves, and psychia-
trists, nurses, organisations, and even family members,
do not always know, or ask for, what we really want

and need. (VMIAC 2019b)

Diverse consumer/survivor experiences, views,
and voices

Unsurprisingly, people hold differing positions in rela-
tion to experiences of distress/mental ‘illness” and of
mental health services, and in how they speak about
these. As well, the way people speak may be influenced
by different contexts they are in, and may not be fixed,
but fluid. A discursive framework has been proposed to
understand the different ways people speak about their
experiences of psychiatry, distress, and service use:
patient, consumer, and survivor (Speed 2006). In this
framework, the ‘patient discourse’ is typified by the
person’s acceptance of diagnosis, the ‘survivor dis-
course’ resists or rejects diagnosis and the ‘consumer
discourse’ neither fully accepts nor fully rejects diagno-
sis, being in a position of negotiation. It is important to
note that these are discursive categories, rather than
ways that people self-identify.

There are many examples of diverse consumer/sur-
vivor voices and views. Antipsychiatry positions are
voiced by survivors (Burstow 2017) and by critical
voices inside the psychiatric profession (Moncrieff &
Middleton 2015). Alternatives to biomedical mental
health treatments are growing, with the Hearing Voices
Movement (Corstens et al. 2014), peer support, and
consumer/survivor-run services (Grey & O’Hagan 2016;
Rose et al. 2016). The Internet and social media have
enabled consumers/survivors to connect with each
other in creative and impactful ways, as seen in the
Icarus  Project (DuBrul 2014), organizations like
VMIAC (VMIAC 2019) and the National Empower-
ment Center (National Empowerment Center 2019),
and a proliferation of blogs and social media forums
run by consumers and survivors. Mad Studies has
joined the curriculum at UK and Canadian universities
as an emergent academic discipline led by consumers/
survivors (Faulkner 2017).

However, consumer/survivor voices can and do con-
tradict each other. For instance, many consumers pro-
mote recovery-oriented approaches, such as the
Wellness Recovery Action Plan (WRAP) developed by
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consumer Mary Ellen Copeland (Pratt et al. 2013). At
the same time, the survivor-run Recovery in the Bin
collective (RITB 2019) is stridently critical of co-opting
recovery orientation.

Another prominent voice is that of people expressing
positive experiences of psychiatric services. These
voices are less commonly raised via organized activism,
perhaps because there is less motivation for collective
action among people who are satisfied with a system,
but they are often heard as human-interest elements of
media reports on mental illness (The Project 2018,
May 28) and are aligned with Speed’s ‘patient dis-
course’. This paper contends that none of these voices
are more or less true or valuable than others, and they
should all be welcomed.

While there are many examples of diverse con-
sumer/survivor views in public narratives, mental health
systems do not always make space to hear these voices.
Whole swathes of views are de-legitimized in mental
health, for example, that people can recover from psy-
chosis without neuroleptic medication, or that inpatient
admissions may sometimes be more harmful than help-
ful. Yet in practice, mental health clinicians and
researchers know well that the efficacy of treatments
varies greatly (Lally & MacCabe 2015; Leucht et al.
2017), as does the experience of unwanted treatment
effects (Read & Williams 2019; Solmi et al. 2017). Fur-
ther, it is well known that mental and emotional experi-
ences, and experiences of care, can vary significantly. It
is no surprise then that different experiences will lead
to different views, and some of these will be critical.

THE MODEL: OVERVIEW

The conceptual model proposed in this paper describes
four categories of diverse consumer/survivor experi-
ences, voices, and views which may not otherwise be
evident to people working in mental health policy,
research, and practice.

Underpinning the model is the hypothesis that views
are influenced by experiences, and further that con-
sumer/survivor experiences of treatment are distinct
from experiences of care. This hypothesis is illustrated
in the model by separate axes for treatment and care
experiences; these axes intersect to form a matrix with
four quadrants. The model is progressively expanded in
the following sections to describe and illustrate, for
each of the four quadrants: diverse experiences (Figs 2
and 5), language preferences (Fig. 6), and advocacy
priorities (Fig. 7). Figure 1 illustrates an integrated ver-
sion of the model.

I. DAYA ET AL.

The model is informed by Speed’s categories of
patient, survivor, and consumer discourses (2006), but
it adds new dimensions. First, the model differentiates
between experiences of treatment and care, generating
four categories rather than Speed’s three categories.
Second, the model examines how people’s experiences
of mental health services connect with language prefer-
ences and priorities for change.

The four categories of diverse consumer/survivor
views are not intended to define identities, or groups of
actual people: the model depicts diverse views rather
than people. In practice, experiences, preferred lan-
guage, and advocacy priorities will rarely line up as
neatly as this model suggests, and diversity of language
use and advocacy priorities may cross over between
groups. Individuals may have mixed experiences, change
their views over time, or express different views depend-
ing on the setting. However, the model proposes that
these broad groupings represent four relevant and com-
mon sets of views. Each of these four views can provide
critically important insights for practitioners, research-
ers, quality managers, and policy advisers.

THE MODEL: DIFFERENT EXPERIENCES

The model shown in Figure 2 illustrates two important
axes of consumer/survivor experiences in mental health
services — treatment and care — and plots different
experiences on each axis.

It is our observation that consumers/survivors often
distinguish between these two types of experience.
‘Care’ here encompasses the overarching elements of
contact and interaction with people and environments,
as part of a person’s encounter with a mental health
service. For the purposes of this paper, ‘treatment’ is
understood to be diagnosis-related treatment within
those services, most commonly pharmacological treat-
ment. Treatment also encompasses ECT and other for-
malized treatments.

Experience of treatment axis

Consumer/survivor experiences of mental health treat-
ment can be viewed along a continuum, shown in Fig-
ure 3. This axis describes the overall experience of the
effectiveness of treatment, as determined by the per-
son. In its most simplistic form, this axis describes
whether a person experienced treatment as helpful
(positive) or harmful (negative).

Positive experience is defined as treatment which
has an effect that is valued by the person.
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FIG. 1: Integrated model: Experiences, preferred language, and advocacy priorities. [Colour figure can be viewed at wileyonlinelibrary.com]

Examples of positive treatment experiences are people
who find that a psychiatric diagnosis provided a meaning-
ful and affirming explanation of their experience, or peo-
ple who find medication or electroconvulsive therapy
beneficial, aligning with Speed’s (2006) “patient’ discourse.

My reaction, both to my initial depression diagnosis
and later bipolar diagnosis, was one of complete relief.
It was such a relief to understand why I was feeling
the way I was feeling. . .. (Jacqui n.d..)
ECT was something I decided in partnership with my
treating team. I had to trust them because I was des-
perate for relief and too unwell to be confident in my
own treatment decisions. It wasn’t barbaric, or some-
thing that I didn’t have a choice about. I feel thankful
that when nothing else worked, it got me through.
(Karen 2017)

In contrast, experiences of negative treatment might
include  people who find diagnostic  labels

disempowering or disrespectful, or who find medication
or electroconvulsive therapy makes them feel worse.
Applying Speed’s analysis, these experiences may align
with Tejecting’ or Tesisting’ mainstream mental health
services (survivor discourse).

I entered the hospital as Robert Bjorklund, an individ-
ual, but left the hospital 3 weeks later as a ‘schizophre-
nic’. (Forgione 2019)
I was transformed from a twenty-eight-year-old, happy,
optimistic, musical woman to a person who could not
think or feel. My capacity to be myself was severely
diminished. Electroshock damaged my brain and made
it very difficult to be a first-time mother to my new-
born daughter. I do not remember holding her in my
arms for the first time. We were separated until June.
My heart was broken. (Maddock 2014)

These examples from lived experience narratives
illustrate  profoundly  different views  between
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FIG. 2: Diverse experiences in the model. [Colour figure can be viewed at wileyonlinelibrary.com]

TREATMENT

FIG. 3: Treatment axis.

FIG. 4: Care axis.

consumers/survivors about the experience of receiving
a diagnosis or undergoing electroconvulsive therapy.
Differences can be found in many other consumer/sur-
vivor narratives about treatment experiences.

Experience of care axis

In this model, the experience of care axis (see Fig. 4)
includes people’s opinions about the service context
within which treatment was provided. This includes the

physical environment, the attitudes, skills and knowl-
edge of staff, the quality of relationships with staff,
experiences relating to human rights and statutory or
coercive actions, being free from violence and abuse,
and experiences that impact dignity and respect.
Examples of negative care experiences can range
from feeling unsafe to experiencing violence and abuse.

I always felt uncomfortable in these mixed wards, espe-
cially when I was locked in. On this admission I was
stalked by a male patient. He threatened me several
times. I reported him but the staff did nothing to make
me feel safe. I'm not even sure if they believed me.
(Jeffs 2009, p.186)
I needed help, but instead I was treated like a disobe-
dient child with a broken brain, punished and con-
trolled, including more than two months in a locked
unit. I went from being a human being to being a men-
tal patient. I was put in restraints — not because any-
thing I did but they said it was just for transporting me

© 2019 The Authors. International Journal of Mental Health Nursing published by John Wiley & Sons Australia, Ltd on behalf

of Australian College of Mental Health Nurses Inc.


www.wileyonlinelibrary.com

CONCEPTUAL MODEL: DIVERSE CONSUMER/SURVIVOR VIEWS

TABLE 1: Illustration of factors impacting care experiences

305

Experiences of safe, respectful care

Experiences of hurtful, disrespectful care

e Staff demonstrated compassion, interest, and respect

e Felt dignity was intact during care

e Treatment and care choices upheld

e Human rights acknowledged, explained, and upheld

e Personal beliefs and values respected

e Felt physically and emotionally safe

e Privacy respected

e In response to care, generally feeling motivated, hopeful, sup-
ported

Staff demonstrated lack of concern, disregard, or judgement

Felt dignity was injured during care

Seclusion or restraint (physical, mechanical, chemical, emotional)

Use of security staff and/or police

Forced detention and treatment

Coercion (threats of force)

Harassment, violence, assault

Poor prognosis leading to injured hope

In response to care, generally feeling fear, anger, despair, and/or
shame

to the hospital. After being restrained I had nightmares
that T was being raped, and I still have flashback reac-
tions to anything that reminds me of that experi-

(Hall n.d.)

ence.

Examples of positive care experiences can include
things like feeling heard, respected, and cared for:

My case manager and I built a good, trusting relation-
ship so I talked about experiencing sexual abuse when
I was about 6, which I'd never talked about before. It
felt like a huge relief to get it off my chest and let
(Nathan n.d.)
But there was this one bloke and he was terrific. Some-
how he could manage to work out his time with the cli-
ents that he had to look after and he would talk to
them. He would go out, he would sit with them and he
would talk to them and he seemed to do it with each
client he had ....and it was so important and that was
probably the biggest thing you could get because that
is what we are asking for. We need someone to lis-
(Roper 2003)

someone know how it affected me.

ten.

These examples illustrate divergent consumer/sur-
vivor experiences along the model’s axis of care, includ-
ing diverse experiences of relationships with staff, and
whether or not people felt heard, respected, and safe.

The first author, in reflecting on the array of care
experiences that she has heard from consumers/sur-
vivors over many years, developed Table 1 which outli-
nes some indicative factors which appear to impact on
experiences of care.

Some simple examples of these differing kinds of
treatment and care experiences are used in Figure 5 to
populate the model.

THE MODEL: VIEWS ABOUT PREFERRED
LANGUAGE

The model suggests that people’s experiences of treat-
ment and care can influence different language

preferences for describing personal experiences of dis-
tress/mental ‘illness’ and describing oneself in relation
to that experience.

Positive treatment experiences: When people experi-
ence treatment as helpful, they may be more likely to
accept and even embrace the clinical concepts and lan-
guage used in services (patient discourse):

e Describing self: Patient, person with mental illness,
own diagnostic labels, for example I
schizophrenia’

e Describing mental health experience: Mental illness,
mental ill health, bipolar disorder, and hallucinations.

have

Negative treatment experiences: People from these
groups experience treatment as harmful, and so they
may be more likely to describe themselves and their
experiences in ways that deliberately contrast with clin-
ical terminology, such as:

e Describing self: Psychiatric survivor, trauma survivor,
and neuro-diverse

e Describing mental health experience: Madness, emo-
tional problems, crisis, trauma, spiritual emergence,
and hearing voices (survivor discourse).

In addition to these views and language use, positive
or negative experiences of care also influence views
and language in relation to self and systems.

Negative care experiences: People with these experi-
ences are more likely to describe needs in terms of
human rights and safety issues, and people may reject
the identity of consumer (survivor discourse). The expe-
rience may motivate people to explore and describe
alternative conceptua] frames, environments, or systems.

Positive care experiences: People in these groups are
more likely to adopt the terms client or consumer,
voice greater trust in the people and systems, and
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FIG. 5: Examples of diverse experiences in the model. [Colour figure can be viewed at wileyonlinelibrary.com]

explore enhancement within the frame of current ser-
vice systems (patient or consumer discourse).

When the two axes of treatment and care interact,
granularity of meaning emerges in preferred language
use, as shown in Figure 6.

Negative treatment and care experiences tend to
involve language that positions people and experiences
outside of language used by health systems. These lan-
guage variations are not simply a matter of personal
preference, but can be deeply meaningful, and may be
linked to both personal meaning frameworks and to the
consumer/survivor movement history. For example, the
term neurodiversity, while more commonly used, but
still contested, in the autism disability rights movement
(Saunders 2018), is used by some psychiatric survivors
to signify that the person values their experiences as
something positive, in contrast to others who may find
mental health experiences distressing.

Words like ‘disorder,” ‘disease,” and ‘dysfunction’ just
seem so very hollow and crude. I feel like I'm speaking
a foreign and clinical language that is useful for navi-
gating my way through the current system but doesn’t
translate into my own internal vocabulary, where things
are so much more fluid and complex. ... (DuBrul 2014)

The model helps to identify and value opinions from
consumers/survivors whose awareness and motivation
might arise from negative treatment and/or care experi-
ences. It places these alongside the more palatable,
affirming views others can bring to processes of
engagement.

THE MODEL: VIEWS ABOUT ADVOCACY
PRIORITIES

Finally, the model can help to characterize advocacy
issues that tend be prioritized by people with similar
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FIG. 6: Examples of diverse preferred language in the model. [Colour figure can be viewed at wileyonlinelibrary.com]

experiences and views, as shown in Figure 7. In this
version of the model, each category in the model is
provided with a descriptive label that attempts to
characterize advocacy aims. These descriptive labels
include facilitators, humanizers, transformers, and
activists.

Activists

This group may include people with negative experi-
ences of treatment and care, who may describe them-
selves as ‘psychiatric survivors’, and their experiences
as madness, neurodiversity, spiritual emergence, hear-
ing voices, or trauma. Activists may be more likely to
advocate for radical reform, for the abolition of psychi-
atric services, for peer-run services outside of health
systems, for social movements like ‘Mad Pride’, and to

be highly critical of human rights inequities and harms
within psychiatric services.

Health services and health professionals may be
most challenged by views from this activist position,
though these experiences are just as valid as those from
the other groups. This politically vocal group of sur-
vivors sometimes has less opportunity to speak, yet to
exclude these voices from opportunities to engage with
improvement and reform processes may result in miss-
ing out on the most innovative contributions.

Facilitators

This grouping features people with positive experiences
of treatment and care, who may be at ease with diag-
nostic labels, and medical descriptions of their own
experiences. Facilitators may be more likely to advocate
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FIG. 7: Examples of advocacy priorities in the model. [Colour figure can be viewed at wileyonlinelibrary.com]

for expansion of services, for better access to existing
services, and for information about mental illness and
how to get ‘help’.

Facilitators are most readily engaged as insiders to
services and frequently invited into consumer engage-
ment opportunities. They are more likely to nuance
and support incremental improvement, rather than to
challenge existing power balances or practice
approaches, or to lead innovation.

Humanizers

With the mixture of positive experience of treatment
but a negative experience of care, the interests of this
group may lie in a humanitarian lens applied to pro-
cesses and systems. Advocacy priorities for humanizers

may include improving the culture of services, the
quality of facilities, and the attitudes of staff. They may
also focus on particular diversity needs related to iden-
tity, culture, or demographics, such as gender safety,
access to language interpreters, or age-appropriate ser-
vices.

Transformers

This group has a mixed experience including negative
treatment experiences but positive care experiences.
Transformers may be more likely to advocate for signif-
icant reforms underpinning models and alternative
knowledge frameworks and therapies within current
health systems. This includes a focus on recovery-ori-
ented services, trauma-informed services, championing
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peer support, or hearing voices approaches within
existing services.

DISCUSSION

This model provides a different approach to the concep-
tualization of authentic engagement. First, by mapping
the high variability of consumer/survivor experiences, the
model explains why engaging with only a single consumer
or survivor as representative’ is tokenistic and futile (Ben-
netts et al. 2013; Happell & Roper 2006). Second, the
model is progressively expanded to suggest that different
experiences of treatment and care may shape people’s
preferred language about those experiences. Third, the
model suggests that these different experiences may influ-
ence people’s views about advocacy priorities. Descriptive
labels — activists, transformers, humanizers and facilitators
— are provided for each group of differing consumer/sur-
vivor voices, arising from experiences, language prefer-
ences, and advocacy priorities.

Further, the model challenges the idea that a thor-
ough picture of diverse consumer/survivor experiences
can be gained by simply seeking the views of people
with varying demographics, identity, and/or cultural
experiences. This is not to suggest that these character-
istics are not relevant: in fact, they may well be impor-
tant mediators in how people experience treatment and
care (Buettgen et al. 2018). However, even these more
inclusive approaches run the risk of tokenistic engage-
ment if they oversimplify the complexities of individual
experiences.

By focusing on different experiences of treatment
and care, the model provides a pragmatic evolution in

thinking about who could be engaged and why.

Relevance of the model for practice and policy

At a high policy level, there is too much at stake to
allow only selected voices to shape policy and reforms
(Walleraft et al. 2011). The model has value for consul-
tative processes, by describing a diversely representa-
tive and rich group of consumer/survivor views with
which policy questions and proposed initiatives should
be tested. For researchers, policy, and practice leaders
seeking to engage or coproduce with consumers/sur-
vivors, the model provides guidance for thinking about
who to engage with. The model prompts researchers,
policy, and practice leaders to:

e Broaden understandings of diversity to include dif-
ferent experiences of care and treatment

o Apply critical reasoning to the selection of con-
sumers/survivors who are engaged

 Consider using positive and negative experiences of
treatment and care as defining characteristics for
inclusive engagement

e Connect with more consumers/survivors

 Respectfully respond to the diversity of consumer/
survivor language preferences

e Develop an awareness of, and counteract potential
bias in, themselves and systems, then to seek out
consumers/survivors with opinions that are challeng-
ing to hear.

For consumer/survivor advocates, the model
prompts considerations of ethical and inclusive lived
experience practice. Lived experience roles are still
emergent, with relatively little literature or structures
guiding practice standards (Davidson 2015) or ‘articu-
lated, agreed ideas of what lived experience work is
and what informs it" (Byrne et al. 2018), particularly
for consumer consultants and consumer advisers. In
this context of little guidance, it is not surprising if
some consumer/survivor workers speak primarily from
their own personal view — potentially without an aware-
ness that other views, voices, and opinions might exist.
The model creates opportunities for consumer/survivor
workers to:

o Understand their own experience, view, and voice
relative to others

e Learn about other consumer/survivor positions

e Welcome and work alongside consumers/survivors
with positions from all quadrants of the model

e Conceptualize language use which is inclusive of
diverse experiences and preferences

e Advocate for changes which respect and address the
needs of people from all quadrants of the model.

Limitations

The model depicts a simplifed ideal, and of course con-
sumer/survivor experiences and opinions are more com-
plex than depicted. People’s views and voices may be
influenced by more factors than the two axes described.
Some other influences may include the variety of men-
tal health services used (type of services, accessibility of
services), impact of addiction and disability, changes in
experience and opinion over time, and experiences of
mental health problems (e.g. valued versus distressing,
meaningful versus meaningless), alongside the more
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well-understood impacts of identity, demographics, and
culture. Further research into these and other factors
that impact consumer/survivor positions may, over time,
provide a more comprehensive model.

Given that treatment and care experiences have
been discussed with a focus on the poles of two axes, it
is also likely that further groupings may emerge
towards the centre of these axes, perhaps arising from
ambiguous or mixed experiences.

The authors also note the potential problems with
introducing these categories and labels, when cate-
gories and labels are a high priority concern for many
consumers and survivors. We reaffirm that the cate-
gories in the model should not be used to describe
identities or groups of actual people, but rather as a
guide to seek out and welcome more diverse experi-
ences and views.

CONCLUSIONS

The conceptual model promotes a considered and com-
prehensive approach to authentic engagement of con-
sumers/survivors in mental health, and health systems
more generally. Consumers/survivors predictably have
diverse experiences in relation to treatment and care.
These are organized into a spectrum of differing con-
sumer/survivor views about language use, personal expe-
riences, and positions on advocacy agendas. The model is
a resource for those at the leading edge in research, ser-
vices, and policy environments, to assist in more authen-
tic, equitable, and effective engagement practices.
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