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Abstract 

Background There is significant value in co‑produced health research, however power‑imbalances within research 
teams can pose a barrier to people with lived experience of an illness determining the direction of research 
in that area. This is especially true in eating disorder research, where the inclusion of co‑production approaches lags 
other research areas. Appealing to principles or values can serve to ground collaborative working. Despite this, there 
has not been any prior attempt to co‑produce principles to guide the work of a research group and serve as a basis 
for developing future projects.

Methods The aim of this piece of work was to co‑produce a set of principles to guide the conduct of research 
within our lived experience led research clinic, and to offer an illustrative case for the value of this as a novel co‑
production methodology. A lived experience panel were recruited to our eating disorder research group. Through 
an iterative series of workshops with the members of our research clinic (composed of a lived experience panel, clini‑
cians, and researchers) we developed a set of principles which we agreed were important in ensuring both the direc‑
tion of our research, and the way in which we wanted to work together.

Results Six key principles were developed using this process. They were that research should aim to be: 1) real 
world—offering a clear and concrete benefit to people with eating disorders, 2) tailored—suitable for marginalised 
groups and people with atypical diagnoses, 3) hopeful—ensuring that hope for recovery was centred in treatment, 4) 
experiential—privileging the ‘voice’ of people with eating disorders, 5) broad—encompassing non‑standard thera‑
peutic treatments and 6) democratic—co‑produced by people with lived experience of eating disorders.

Conclusions We reflect on some of the positives as well as limitations of the process, highlighting the importance 
of adequate funding for longer‑term co‑production approaches to be taken, and issues around ensuring represen‑
tation of minority groups. We hope that other health research groups will see the value in co‑producing principles 
to guide research in their own fields, and will adapt, develop, and refine this novel methodology.
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Plain English summary 

It important that when researchers are trying to understand illnesses they do this together with people who have 
experienced them. This can be difficult, because researchers often take over—even if everyone is meant to be work‑
ing as a team. We are a group of people trying to understand eating disorders and help people who have them get 
better. In our group there are some people that have experienced an eating disorder, health workers and researchers.

We thought it might be helpful if we could start by working out what things were most important to us as a group, 
and then try to stick by them. We talked a lot together to come up with a list of principles.

The six principles we thought were the most important were that research should make a difference to people’s lives, 
see people as individuals, be hopeful, make sure that people have a voice, look at things that aren’t traditional thera‑
pies, and always work together as equals.

There are some issues with what we did; we found it hard to get a good mix of people in our group, and we were 
lucky in having enough money to pay people to do what we wanted to do, which is not always true. Despite this, 
we still hope that other teams might look at what we have done, and see if they could build on it, or change it, so it 
would work for them.

Background
Co‑production approaches
Co-production has been defined as the delivery of “public 
services in an equal and reciprocal relationship between 
professionals, people using services, their families and 
their neighbours” [21], placing a strong emphasis on the 
importance of citizens’ power and worth [26]. The ini-
tial emergence of co-production within health services 
stemmed from a critique of the limited power patients 
had to shape the service they received, and the failure of 
services to acknowledge and respond to patients’ often 
negative experiences [32]. Despite the argued importance 
of co-production in terms of its substantive, instrumen-
tal, normative and political value [94] there have been 
significant criticisms of what is typically described as ‘co-
production’ in health services. This includes the claim 
that co-production rarely involves a transfer of power to 
patients [136], instead involving a co-option of people’s 
lived experience to be used for agendas which are foreign 
to them and their interests [102]. Genuine co-production 
is often impossible due to the reality of the power imbal-
ances present in the psychiatric system [97], and—by 
masking and de-politicising these imbalances—it can 
serve to exacerbate them [124].

Within health research, co-production approaches 
come with their own associated set of difficulties [79]. 
Relationships within research often mirror those between 
patient and clinician and there can be a division between 
researchers who are seen as active, knowing and rational 
in contrast to the passive, known and irrational objects of 
health research—patients [66]. Although evidence-based 

practice is often reified as a values-neutral methodol-
ogy [14], it involves the privileging a specific scientific 
or rationalistic voice, excluding ways of knowing which 
do not conform to this and often constituting a form of 
injustice against epistemically marginalized groups [30, 
37]. This critique is foundational to the emerging field of 
mad studies, which seeks not to just include mad people 
within mental health research by forcing them to assimi-
late within traditional methodological frameworks but 
demands instead substantial changes to the way we con-
ceive of and conduct research [44, 63]. Thus the aims of 
mad studies include both “showing that there is method 
in our madness; and on the other side, preserving mad-
ness in our method” [63].

In addition to these theoretical issues, co-producing 
research with patients can often have significant psy-
chological and emotional costs for them, partially as a 
result of increased interpersonal conflict which often 
occurs [94]. Collaborating with patients on mental health 
research has been conceptualised as occurring on one 
of three distinct levels: consultation, collaboration, and 
user-controlled,Rose and Kalathil [105] argue that con-
sultation is superficial and lacks value, and that collabo-
ration only requires power imbalances to be hidden as 
opposed to abolished, meaning it inevitably collapses 
into consultation. On this model, methodologies like par-
ticipatory action research—which centre around collabo-
ration between researchers and participants [54] though 
do not challenge either the conceptual distinction or the 
power-relations between them typically fall under the 
category of collaboration. Only user-controlled research 
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can preserve patients’ autonomy and ability to affect the 
research process without the risk of co-option [105].

Co‑producing eating disorder research
Eating disorders (EDs) are a classification of disorders 
which involve feeding and eating disturbances which 
cause significant clinical distress [76]. An estimated 
725,000 people in the UK are affected by EDs, at an esti-
mated cost of 3.9–4.6 billion pounds annually to the NHS 
[15]. Anorexia Nervosa (AN) and Bulimia Nervosa (BN) 
are two eating disorders with high mortality rates, com-
pared to the general population [11, 128] with AN lead-
ing to the highest mortality rates compared to all other 
psychiatric illnesses [11].

Despite this, the strength of evidence for eating disor-
der treatments is modest [23, 58] with no gold standard 
psychological interventions available for adult presenta-
tions of AN [83] or BN [96]. Systematic reviews of ran-
domised control trials (RCTs) in eating disorders have 
found the evidence for psychological therapies for eating 
disorders inconclusive [24, 58]. Therapies for eating dis-
orders have a minimal evidence base, consisting of a very 
small number of studies [113], with and high impact fac-
tor journals publish significantly fewer papers on eating 
disorders than other psychiatric conditions [113]. This 
may be due, in part, to a deficit in funding for eating dis-
order research in comparison to the burden of illness [38, 
83], mirroring a lack of funding for clinical services [6].

However, another reason for the lack of effective evi-
dence-based treatments for people with eating disorders 
could be comparative failings of integrating lived-expe-
rience perspectives into research in this area. Aspects of 
co-production have been incorporated into case-studies 
[4, 5, 19], the development of novel pathways such as 
FREED [7], within service delivery [75] and in research 
priority setting [9, 92]. Feminist approaches within an 
eating disorder context have also been significant in 
challenging the politics and validity of diagnoses and 
power-imbalances within treatment, through drawing on 
women’s embodied and socially situated lived experience 
of having an eating disorder [72]. However, co-produc-
tion within eating disorder research is not as established 
as service-user /survivor led research in other areas 
[44, 104], where research teams and projects are either 
headed by or predominantly composed of lived-experi-
ence researchers.

Principles for co‑production
A barrier to co-production in health research more gen-
erally, and eating disorder research specifically, might be 
that people with lived experience of an illness are often 
brought in to work on a specific research project, the 

parameters, aims and methodology of which have been 
set prior to their involvement. This contrasts with longer 
term work conducted by research teams including peo-
ple with lived experience as key members—who might 
have the capacity to work together over a longer time-
period to decide the direction they want their research 
to go in, and co-produce projects from the ground-up. 
Developing projects according to research principles has 
been found to be helpful in enabling this kind of longer-
term collaboration, particularly around ideas of sharing 
power and building trust [31]. Many historically signifi-
cant groups of mental patients advocating for their rights 
and to change mental health services have manifestos 
structured around shared values they collectively organ-
ize on the basis of CAPO [28], Mental Patients Union 
[81], MPU [82]. Within mental health services, there has 
been work carried on co-producing principles to guide 
the development and evaluation of peer worker roles 
[50], for best practice in school mental health [133] and 
within health research to develop principles for commu-
nity-based research [107]. However, to our knowledge, 
there has not been an attempt to develop principles to 
form the basis for co-producing research between people 
with lived experience of a particular mental health issue 
and researchers, who though they might happen to have 
lived experience of what they are researching, are not 
employed in that capacity. Principles may help to guide 
the research process, facilitate collaborative working, and 
form the shared basis from which to derive research pri-
orities. We believe that doing so could be an important 
way of preventing the collapse of collaboration into con-
sultation [105].

The SPIRED research clinic
SPIRED (Sussex Partnership Innovation and Research in 
Eating Disorders) research clinic was founded in January 
2021 and is composed of people with lived experience of 
eating disorders, researchers and clinicians working in 
the Sussex Eating Disorders Services within Sussex Part-
nership NHS Foundation Trust (SPFT). These identities 
are not mutually exclusive; many SPIRED clinic mem-
bers will fall under two or more of these categories, and 
we aspire to be a team where clinicians and researchers 
are able to share their own experiences of mental health 
issues, regardless of their formal role [70].

To ensure those with lived experience had oversight 
in the research activities of the clinic, a lived experience 
panel was recruited in collaboration with SPFT’s Patient 
and Public Involvement (PPI) team [115]. The PPI team 
oversees the development of lived experience advisory 
panels (LEAPs) to ensure that those with lived experi-
ence can provide insight into the research conducted 
within SPFT. An advert was circulated on social media, 
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within SPFT and with partner organisations to recruit 
individuals with diverse experiences of eating disorders 
and eating disorder treatment and was also circulated to 
patients within the trust eating disorder service who were 
at point of discharge. Sixteen individuals were recruited 
to the lived experience panel, and consequently SPIRED. 
The criteria for recruitment were that they had to iden-
tify as having experienced an eating disorder, regardless 
of whether that had been formally diagnosed. They were 
not required to reveal any information about their eat-
ing disorder. Since the eating disorder service SPIRED is 
connected to is for adults, all SPIRED lived experience 
panel members are over eighteen. Although these indi-
viduals were specifically recruited for a lived experience 
role, some of them also had clinical experience within 
the NHS, as well as research expertise. A co-production 
approach is followed in research conducted by SPIRED 
[32], echoing the rhetoric ’no decision about me without 
me’ [41]. Within SPIRED, those with lived experience of 
EDs contribute to developing ideas, overseeing projects 
and conducting research.

Methods
Aims

(1) To co-produce a set of principles to guide research, 
within an eating disorder research clinic composed 
of people with lived experience of an eating disor-
der, clinicians, and other researchers.

(2) To provide an illustrative case for our approach as a 
novel co-production methodology, by demonstrat-
ing how co-producing developing principles can 
lead to a clear and defined research agenda.

Development of principles
Prior to the first SPIRED team meeting, the lived expe-
rience panel and SPIRED team members were invited to 
complete a questionnaire. The questionnaire was devel-
oped by the SPIRED clinic research assistant, a Service 
User and Carer Involvement Coordinator from the SPFT 
PPI team, and a member of the lived experience panel.

The questionnaire consisted of four open ended ques-
tions, and asked members to share whatever they felt 
comfortable sharing: their experience of eating disor-
ders and eating disorder services, their view of what 
lived experience involvement in research meant, what 
they wanted to contribute to SPIRED aside from their 
lived experience of an eating disorder, and what they felt 
should be the key priorities for eating disorder research.

Responses were loosely summarised by theme and pre-
sented at the first SPIRED clinic meeting (facilitated over 
an online platform), where seventeen members were pre-
sent, including eleven members of the lived experience 

panel. Small group discussions were held in break-out 
rooms to develop key principles, followed by feedback 
and a discussion with the whole group. Extensive notes 
were taken of all these discussions.

These notes formed the starting point of a smaller 
working group, with three lived experience panel mem-
bers and two other SPIRED clinic members. A consen-
sus-based decision making methodology [56] was used to 
derive core principles from the discussions of the wider 
SPIRED group. All the key principles derived from the 
initial meeting were discussed individually, with each 
working group member holding veto-power for any deci-
sion around a particular principle (whether that was to 
include or to exclude it). This then halted the decision, 
and the principle was then re-discussed and modified 
until consensus could be reached [56]. Following agree-
ment about which principles to include, this consensus-
based process was used for decision-making around 
which of the principles could be synthesized.

A group facilitator chaired the meeting and made notes 
on ongoing discussions to enable further reflection. The 
lead author then wrote up the main sections of this paper, 
which were then circulated to all SPIRED clinic members 
for comments and feedback, following which extensive 
changes were made to this paper.

Reflexivity
Everyone who has contributed to this paper at any stage 
has been invited to co-author (including the lived experi-
ence panel). Although we felt it was vital to highlight the 
extent of the contribution of the lived experience panel 
in the co-production of these principles, we did not want 
to force any individual to identify themselves as someone 
with lived experience of an eating disorder. Therefore, all 
authors are listed solely as SPIRED clinic members.

The SPIRED clinic consists of individuals with a range 
of experiences of different eating disorders, eating dis-
order services, clinicians, and researchers. We aimed 
to ensure representation from neurodivergent people, 
LGBTIA people, men, and people of colour (POC), all 
of which are often marginalised within eating disorder 
treatment. However, we recognise that POC are particu-
larly underrepresented on our lived experience panel, 
which may have impacted on the principles that our 
research team chose to prioritise.

Ethics
The SPFT Research Governance department confirmed 
that ethical approval was not necessary for this project, 
as there were no participants.

Because of the increased sensitivity of sharing personal 
information about mental health, co-authors who were 



Page 5 of 14Papastavrou Brooks et al. Research Involvement and Engagement            (2023) 9:84  

lived experience panel members also signed a consent 
form to be anonymously quoted in this paper.

Results
As a result of the process outlined above, the follow-
ing six principles were determined to be fundamental 
in guiding our research. We believe in eating disorder 
research which is: real world, tailored, hopeful, experien-
tial, broad and democratic (see Fig. 1).

We have chosen in this section to integrate the ‘results’ 
of our decision-making with existing literature, as this 
best reflects both our aims in doing this work and the 
process through which the principles came about. Tradi-
tional qualitative research results focus solely on ‘partici-
pant data’, viewing people experiences, viewpoints, and 
theorizing as data-points to be analysed by a researcher, 
and then contextualized within the discussion section of 
a paper. However, our lived experience panel (along with 
other clinic members) are not participants, but research-
ers, and drew on both their own individual experiences 
but also their understanding and critical assessment of 
the research literature during this process. This dem-
onstrates the capacity of lived-experience led research 
to create new forms of knowing outside traditional 
research binaries, such as those between researcher and 
researched [63]. Because our discussions as a group, both 
in the meetings, and over email, involved sharing and 
reflecting on research findings, this structure has been 
mirrored in our write-up. The point of this work was 

to create a set of principles that would be foundational 
for our work together and could be shared with others. 
Although this paper describes the process by which we 
developed these principles, we consider the below results 
section not the output of a novel co-production process, 
but also an argument for change [16].

Real‑world
Given the paucity of research on efficacy and acceptabil-
ity of ED treatments, there is an urgent need for research 
which is ‘real world’ and makes an immediate, practical 
impact on the lives of people with eating disorders. Within 
SPIRED, this could include developing and evaluating 
novel interventions for eating disorders [93], evaluating, 
improving and developing ED service provision [109] or 
engaging with policymaking to ensure it is evidence-based.

Current research does not seem to consistently meet 
the needs of those with EDs. Although recent research 
has established connections between the presence of an 
ED and brain structure and functioning [42, 117], trans-
lating findings on neurofeedback and biofeedback into 
effective treatment has proven difficult, with current 
therapeutic options proving too invasive and costly [126].

Due to the high mortality rate of EDs and current lack 
of evidence-based treatment, we call for urgent prioriti-
sation of funding for well-targeted research that can be 
translated into concrete and immediate changes in ser-
vice provision [55].

Fig. 1 Overview of SPIRED principles



Page 6 of 14Papastavrou Brooks et al. Research Involvement and Engagement            (2023) 9:84 

Tailored
Where evidence-based treatments do exist, research-
ers have often been slow to adapt them effectively for 
marginalised groups [2]. We believe that eating disorder 
treatments and services should adopt an intersectional 
approach [25], recognising that people have differing 
identities, such as race, class, gender and sexuality, which 
interact and result in differing experiences of oppression 
[36]. Consequently, ED research should offer evidence-
based ways of tailoring existing interventions to include 
minority groups and acknowledge the systemic factors 
which may create inequalities in accessing ED treatment 
[17].

Within ED research, particular groups have been 
excluded from treatment development, and treatment 
and service provision, so are often missing in the dia-
logue within eating disorder research. These include: 
people with other comorbid mental health issues [10, 17, 
69, 137], autistic spectrum conditions [3, 22, 40, 62, 118, 
121], people with binge-eating disorder, EDNOS/OSFED 
or ARFID [11, 13, 106], men [103, 112, 120, 134, 138, 
140], racially minoritized groups [1, 20, 52, 53, 77, 114, 
119, 139] and LGBTIA people [8, 27, 51, 80, 85, 95, 98].

Hopeful
Whilst acknowledging the issues within current ED 
research is important, it is vital to hold an optimistic and 
forward-thinking stance on treatment for EDs. Individu-
als with eating disorders often experience high levels of 
hopelessness [116], and as a result interventions which 
target “hope” and forward looking thinking have been 
found to be effective in facilitating recovery [64, 116]. 
Empathy and the provision of hope have been repeatedly 
found to be the most important features in health profes-
sionals working with patients with eating disorders [43, 
46, 65, 135].

Evidence suggests that peer support can provide the 
support and connection necessary to increase people’s 
sense of hope for recovery, as a key mechanism of change 
[29, 48, 86, 101, 110].

Interventions which harness peer support have 
included online discussion forums [67, 86], formal men-
toring programmes [57, 99, 100] and clinicians use of 
their own personal recovery in the treatment of eating 
disorders [34, 131].

Experiential
Eating disorder research often focuses on quantitative 
outcomes such as BMI to evaluate interventions [12, 
24]. However solely focusing on BMI as an indicator of 
recovery is not recommended by NICE guidelines [90]. 
This narrow focus on BMI can cause iatrogenic harm to 

patients [88], and marginalise patients with diagnoses 
aside from AN [130].

The importance placed on measuring people with eat-
ing disorders bodies, over listening to their experience, 
can be understood utilizing the philosophical concept of 
epistemic injustice; whereby patients’ knowledge about 
their own condition is disregarded, and they are reduced 
to passive ‘objects’ to be measured, instead of active and 
knowing subjects [37].

A significant part of recovery from eating disorders can 
involve developing a “recovery” voice separate from the 
illness [18], with effective therapeutic interventions uti-
lising creative ways of developing this [59, 60]. The cur-
rent focus on BMI as an indicator of recovery does not 
take patients own knowledge and understanding of their 
illness into account and overlooks the subjective experi-
ences of those with EDs receiving treatment.

We feel there is a need for an increase in qualitative 
research which explores the perspectives of ED suffer-
ers and aims to understand their experiences. This may 
be key for developing more effective interventions in this 
area [35].

Broad
Although traditional therapies for EDs can form an 
important part of ED recovery, they do not address all the 
factors which have the capacity to have a positive impact 
of the lives of those with EDs. It is well established in the 
literature that carers play an important role in recovery 
[108, 123], as well as peers [57]. Despite acknowledgment 
that carers might struggle in these roles [33], research 
exploring which factors impact carer wellbeing, and what 
support they might benefit from, is still a comparatively 
new field [122].

There is an emerging evidence base on the impact of 
holistic therapies on EDs, including art therapy [47, 61], 
dance [71] and comedy [78]. This is consistent with an 
understanding that ED recovery involves rebuilding a life 
outside the ED [135] beyond simply managing the illness 
[39, 74, 111].

We believe that it is important to broaden out the 
research focus from the development and evaluation of 
therapies, to consider provision of support to all parts of 
the ‘system’ (family members, carers, peers, clinicians) as 
well as focusing on the development of novel and creative 
interventions.

Democratic
Despite the importance of involving patients and carers 
in eating disorder research and service provision there is 
often limited ‘co-production in this area’ [87], with inclu-
sion of lived-experience perspectives “scarce to date” [84].
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It is our belief that many of the current issues we have 
highlighted in eating disorder research are the result of 
not including the perspectives and expertise of people 
who have experience of eating disorders. Co-production 
in eating disorder research is particularly important in 
determining how to define and evaluate recovery in eat-
ing disorders (moving away from narrow outcomes like 
BMI) [68, 125] and towards a richer understanding of the 
recovery process [135].

We advocate an approach to research that involves 
service-users/survivors and clinicians working in part-
nership with other researchers, in all aspects of eating 
disorder research. This could include setting research 
priorities, designing research projects, conducting all 
aspects of research, and disseminating research and 
engaging the public.

Discussion
We wanted to trial a ‘principles-first’ approach in devel-
oping research projects within our eating disorder 
research clinic (SPIRED), as we hoped that it would give 
us a direction and mandate for our work stemming from 
all members of the clinic. Through a series of workshops, 
we co-produced a set of principles to guide the direction 
and process of our work together, agreeing that the eating 
disorder research we conducted would be real world, tai-
lored, hopeful, experiential, broad, and democratic.

In this section we first offer some reflections on the 
process from clinic members, highlighting strengths and 
weaknesses of the approach we took, before setting these 
in the context of the broader literature.

Reflections
Members of the SPIRED research clinic wrote reflections 
on their experience of co-producing principles to guide 
our research and collaborating on this paper. We pre-
sent these in their individuality and diversity, instead of 
coming to a single reflexive position (as authors) on the 
strengths and limitations of the process we took.

There was consensus that any division between mem-
bers of the lived experience panel and other researchers 
and clinicians was not only artificial (as members had 
a multiplicity of roles and identities in their lives), but 
also undermined the democratic way we aimed to work 
together. People are identified here by whether they are a 
professional member or a lived experience panel member 
within the SPIRED clinic, however we wanted to empha-
size that they will have other identities and areas of exper-
tise. We identified people in this way as we thought it was 
important to acknowledge the power imbalances that 
exist between lived experience panel members, and those 
employed by the trust in a more permanent capacity.

“[Contrasting lived experience perspectives with cli-
nicians and researchers] creates an artificial binary 
where our ED defines us—instead of recognising 
multiple identities. I fit into each of these ’categories’, 
but the research process runs the risk of reinforc-
ing power differentials and that we ARE the ED. An 
ED can silence our sense of self and other aspects of 
identity—the research process shouldn’t replay this.”
-Lived Experience Panel Member

"I was looking forward to contributing as someone 
with Lived Experience, because I work as a research 
student in my day job, so I wear two hats and have 
seen first-hand the value in incorporating Lived 
Experience perspectives.”
-Lived Experience Panel Member

“As a clinician and researcher who has also had 
experiences of being on the other side of service pro-
vision, I was acutely aware of the ‘us and them’ divi-
sions that play out in both clinical and research set-
tings, and how these divisions can make it harder for 
people to open up and express fully their views about 
any care they might or might not have received. We 
are then missing important information around how 
to develop interventions and improve care delivery.”
-Professional Member

One of the most significant things about the process for 
many SPIRED members was that the initial meeting was 
one of the first times they were able to be open about, 
integrate and use their multiple identities. This meeting 
was felt by many as cathartic, hopeful and powerful, as 
well as providing a solid foundation for collaboration.

“As a mental health professional, who was sharing 
my experiences of being a service user for the first 
time in front of other professionals, I felt scared and 
shy at first. Everyone was supportive and reassuring, 
and I never felt “less than” for sharing my lived expe-
rience.”
-Lived Experience Panel Member

“I was keen that the LEAP was a place that wel-
comed all perspectives and we put a lot of thought 
into the initial meetings to create a psychologically 
safe arena for people to know they could be open and 
honest. An example of this was me sharing that I had 
not had good experiences of service use, to help others 
feel that all perspectives were welcome and to coun-
ter the us and them divide.”
-Professional Member
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“There was such a really open atmosphere in that 
first meeting—I shared things about my mental ill-
ness for the first time in a work context. I think this 
was such a respectful and trusting basis for the 
later consensus-based decision-making work we did 
together in developing the principles.”
-Professional Member

Part of why the process of co-producing principles 
was felt to be successful, was because everyone shared 
similar motivations for wanting to be part of the SPIRED 
research clinic. These included a motivation to improve 
eating disorder treatment, alongside a commitment to 
genuine co-production, as opposed to lived experience 
involvement just having a ‘rubber-stamping’ function.

“Having been denied help because of a “normal 
BMI”, deteriorating and then being on a waiting list 
for months I felt the need to do something- just any-
thing to take this disappointment and anger towards 
services and turn it into something a bit positive.”
-Lived Experience Panel Member

“I think my main motivations for helping out are 
guilt, being bluntly honest. I had amazing treat-
ment—the best. Not everyone is so lucky. So, I want 
to pay that forward and try in any meagre way to 
give back.”
-Lived Experience Panel Member

“I really wanted to work at SPIRED because the 
people who set it up were so clear about how much 
they valued co-production as core to the way they 
worked.”
-Professional Member

“I was happy that everyone seemed to be on the same 
page and have a shared passion for improving lives 
for people with eating disorders.”
-Lived Experience Panel Member

All the co-authors of this paper except two, were pre-
sent for the initial meeting and subsequent discussions. 
However even those who joined the process later, felt 
aligned with what had already been done.

“I have been struck by the paucity of research 
focused on ED interventions, particularly the lack 
of research which is co-produced with those with 
lived experience. Despite not being involved in the 
discussions in which SPIRED principles emerged, I 
believe the research priorities outlined by SPIRED 
are incredibly important and reflective of my own 
values.”
-Professional Member

“As I was reading through, I couldn’t believe how 
aligned they were with my own personal views on co-
production and the importance of lived experience 
perspectives in research […]. This is such a hopeful 
piece of work.”
-Professional Member

Those responsible for facilitating the initial meeting, 
and supporting the lived experience panel going forward, 
were keen to reduce the burden on them from engaging 
in this work.

“I was also aware that speaking about your own dif-
ficult experiences can be exhausting, triggering and 
recovery is not neat; people can relapse and strug-
gle. I didn’t want there to be only a couple of people 
who were relied on excessively for contributions, so 
there was an idea that people could dip in and out 
depending on capacity and interest.”
-Professional Member

However, despite the shared wish to make lived expe-
rience work core to the SPIRED clinic, structural ine-
qualities between the clinic members were a significant 
barrier to democratic working. Clinicians and research-
ers were employed on a substantive basis, whereas the 
lived experience panel were employed on a casualized 
basis, occasionally doing work—but with limited fund-
ing. This meant that often they were not able to lead on 
aspects of the research.

“Although I do have lived experience of mental ill-
ness (including disordered eating) I’m not one of the 
Lived Experience Panel members for SPIRED, and it 
should have been one or many of them that wrote up 
this paper—which they would have been much bet-
ter placed to do than me. However sadly we didn’t 
have a permanently employed lived experience 
researcher, or enough in our PPI budget to pay for 
this work to be done on a casualised basis.”
-Professional Member

Some people felt that this led to differences between 
how lived experience panel members and other SPIRED 
clinic members were treated, though others didn’t share 
this view.

“[There was a] ’distance’ between the researchers and 
those assigned a ’lived experience’ identity in having 
limited communications from the project.”
-Lived Experience Panel Member

"Every communication I had from the PPI team 
felt like they were talking to an equal member of 
the team. Same for the paper- I didn’t feel like my 



Page 9 of 14Papastavrou Brooks et al. Research Involvement and Engagement            (2023) 9:84  

thoughts and comments counted less because I was a 
LEAP member and not a researcher."
-Lived Experience Panel Member

In general, people felt pride in what we’d achieved 
together and positive about the personal benefits of cre-
ating this paper.

“I  remember feeling very proud of having contrib-
uted on that piece of collective work.”
-Lived Experience Panel Member

“Lived Experience contributors don’t often have 
a "career pathway" or professional development 
opportunities, so helping to shape an academic 
paper—and this was before I had published any-
thing in my own field, as a student—was a really 
valuable experience.”
-Lived Experience Panel Member

Our work in context
We set-up our lived experience led research clinic due 
to a belief that ED research was not currently adequately 
meeting the needs of the population it aimed to serve.

It is our view current issues in ED research are partially 
due to the distinct absence of the voices of those with 
lived experience of EDs and a lack of co-production in 
ED research.

We wanted to address the absence or superficial-
ity of co-production in ED research by co-producing 
a set of principles which would be a mandate for our 
work together and ensure that it was grounded in what 
we cared about as a team. Although it initially seemed 
unlikely that a consensus-based decision-making meth-
odology [56] would be successful, given the range of 
people with different backgrounds and experiences and 
priorities in our initial clinical meeting, this has not been 
our experience. Even the initial questionnaires that were 
completed by all clinic members—prior to meeting—
showed significant overlap in which principles people 
wanted to prioritize, and discussions further solidified 
these shared understandings and commitment. There 
was debate at all stages of the process of developing the 
principles, from initial workshops through to comments 
on drafts of the paper. These issues were resolved through 
discussion (during meetings as well as via email),this res-
olution tended to occur by describing the principles in 
a nuanced way that incorporated critical feedback from 
clinic members. All members enthusiastically agreed 
with the way the principles were framed in the final draft 
of this paper.

We were fortunate as a research clinic in having fund-
ing allocated to us for about 60 h of PPI time annually, 
as well as a dedicated PPI co-ordinator for our clinic, 
and a broader PPI team within our NHS trust who 
were able to advise on issues. This enabled us to take a 
longer-term strategy for PPI, as opposed to only having 
funding tied to specific research projects—where the 
aims and the method of the project had already been 
determined. Even though UK funders often include 
a requirement for PPI to have occurred at the project 
development stage [91], meaning that research insti-
tutions often have funding available for this specific 
purpose, it is rarer that PPI funding is allocated to a 
research team to spend in any way they think appropri-
ate. However, this was essential to the kind of approach 
we were able to take. Additional funding would have 
allowed us time and research capacity to use a wider 
variety of methodological approaches to co-produce 
principles,we would love to see the work outlined in 
this paper built on and added to by other researchers 
trialling different and more systematic approaches for 
doing so. We believe that it is important to have more 
substantive lived-experience positions in research, 
something that we would like to see in our research 
clinic.

We recruited our PPI panel from social media, as well 
as patients who were at the point of discharge. As out-
lined above, POC are not adequately represented on our 
lived experience advisory panel, something that is a sig-
nificant issue with many cases of co-production and PPI 
within research [49]. Developing ongoing collaborations 
with organisations focused on health research specific 
to POC, as well as putting systems in place to enhance 
recruitment of POC to senior positions within research 
teams [45] are both strategies that could improve these 
issues. However, neither of these constitutes a ‘quick 
fix’, and we were keen to work to address the underlying 
issue causing under-presentation of POC on our LEAP, 
as opposed to just advertising specifically for more POC 
which we felt was tokenistic.

We wanted to ensure that the research funding that 
we applied for corresponded to our research agenda—
which was derived directly from our principles. However, 
in trying to develop competitive funding applications 
which fell under the ‘broad’ principle (i.e., developing 
and evaluating non-standard therapeutic treatments, 
including peer-support) it became clear that fewer health 
research funding sources would consider these kinds of 
treatments, as opposed to more traditional therapies. 
It appears that currently, ED research priorities can be 
guided by funders [38], rather than those with lived 
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experience of EDs, who can provide valuable insight into 
where research efforts need to be urgently directed.

Priorities and principles and developed as a result of 
co-production approaches such as that one taken in this 
paper are often critical in approach and conflict with 
existing recommendations for eating disorder treatments 
[89], as approaches which seek to elevate the voices of 
service users have found in other areas [129]. However, 
we feel that this conflict has arisen because of the historic 
marginalization of lived experience voices within men-
tal health research, and the lack of power people with 
lived experience still have in collaborating on research 
projects [73]. Given the evidence that research priorities 
determined by ED service-users produce better inter-
ventions and outcomes [132], and the ineffectiveness of 
current ED treatments [58], we believe it time for a new 
approach—led by those with lived-experience of eating 
disorders.

Conclusions
To our knowledge, we are the first health research group 
to have co-produced principles as the basis for our work 
together—putting us more in line with grassroots cam-
paigning organisations [81, 82]. However, these historic 
organizations rarely outline the process by which they 
produce their manifestos, which makes it hard to repli-
cated and develop their methodology. There are several 
limitations to this piece of work, however we hope that 
other researchers will both build upon and refine the 
approach outlined in this paper and develop new meth-
odologies for enhancing co-production within health 
research through the creation of principles to guide 
their collaborative work. More broadly, we wanted to 
provide an illustrative case for the value and genera-
tive potential of co-producing principles to guide health 
research and enable long-term collaboration between 
people with lived experience of an illness, and other 
researchers [127].

Following the development of SPIRED principles they 
were included in an All-Party parliamentary group report 
on eating disorders led by BEAT [16], as an example of 
how "a relatively small investment can make a big impact 
in building local research capacity and supporting the 
application of research findings into clinical practice."
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