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ABSTRACT

Introduction The Independent Review of the Mental
Health Act (MHA) in England and Wales confirmed
increasing levels of compulsory detentions, especially

for racialised communities. This research aims to:

(@) understand the causes of and propose preventive
opportunities to reduce the disproportionate use of the
MHA, (b) use an adapted form of experience-based
codesign (EBCD) to facilitate system-wide changes and (c)
foreground the voices of service users at risk of detention
to radically reform policy and implement new legislation to
ensure the principles of equity are retained.

Methods and analysis This is a qualitative study, using
a comparative case study design. This study is composed
of five work packages; photovoice workshops will be
conducted in eight local systems with service users and
healthcare professionals separately (WP1); a series of
three EBCD workshops in each local system to develop
approaches that reduce detentions and improve the
experience of people from racialised communities. This
will inform a comparative analysis and national knowledge
exchange workshop (WP2); an evaluation led by the
patient and public involvement group to better understand
what it is like for people to participate in photovoice,
codesign and participatory research (WP3); an economic
evaluation (WP4) and dissemination strategy (WP5). The
impact of the involvement of patients and public will be
independently evaluated.

Ethics and dissemination This study is sponsored by
the University of Oxford and granted ethical approval from
the NHS Research Ethics Committee and Health Research
Authority (21/5C/0204). The outputs from this study will be
shared through several local and national channels.

INTRODUTION

People from racialised communities experience
more adverse pathways to care, higher rates of
compulsory admission and treatment, more
contact with the police and criminal justice agen-
cies and poorer long-term outcomes compared
with White British people.'™ The precise role
of individual-level factors (eg, substance use,
comorbidity, cumulative effects of health risk
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» This is a multicentre study that uses participatory
methods to foreground the lived experience of peo-
ple from racialised communities detained under
mental health legislation in England.

» The use of creative methods provides unique op-
portunities to engage community organisations and
marginalised populations.

» The comparative case study design enables a
detailed understanding of potential approach-
es and implementation activities need to support
improvements.

» The findings will inform the changes to the Mental
Health Act and its subsequent implementation to im-
prove the experience and outcomes of people from
racialised communities.

» The main limitation is that there is no scope to rig-
orously evaluate the implementation of changes
that may occur as a result of the experience-based
codesign. Our proposed approach shows how ser-
vice users and the public and professionals can
unite to provide better experience data; and how
creative methods might be used as a policy research
tool, especially with marginalised and racialised
communities.

behaviours over the life course) and struc-
tural inequalities (psychosocial adversity such
as school exclusion, victimisation or violence,
discrimination and racism) remains uncertain.’
There may also be systematic biases adversely
affecting people from racialised communities
in help seeking, subsequent clinical assessments,
perceptions of ‘dangerousness’ or risk of harm to
self®”® and the appropriateness of mental health
support. The forms of support offered may not
reflect what matters to service users, and, may, be
based on dominant models of illness and care in
the global North.

System-based research paradigms can help
resolve the contradictions in multiple levels
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of evidence; for example, there is evidence that limited
access to effective and high-quality services, stigma and
fear of coercion undermine early intervention,” yet
conversely the duration of untreated psychosis is shorter
in Black ethnic groups.'” In exploring the system, it
is possible to elicit what works, for whom and in what
context to provide a more nuanced understanding of
how such contractions may arise and be perpetuated.

A diagnosis of mental illness can have a detrimental
effect on future aspirations, owing to social exclu-
sion, the stigma of a diagnosis of mental illness and of
being detained.""™ Consequently, poor experiences
and outcomes from support, fears about detention and
concerns about intervention mean that people may avoid
seeking help. Factors influencing the experience of poor
mental health converge to act in mutually dependent
ways, requiring better research methods that recognise
the dynamic interactions of many factors in complex
social and health systems;'* ' for example, a ‘syndemic’
of anxiety, substance misuse, violence, structural racism,
deprivation and psychosis in specific locations may explain
a higher rate of psychosis in some ethnic groups® and may
explain variations of detentions by place.'® Efforts to find
such causes on national samples producing national poli-
cies and practices may be ineffective locally. Furthermore,
the specific ethnic groups affected vary by provider and
location; hence, an approach grounded in places of high
levels of detention is essential to ensure that the find-
ings are interpreted for local actions must reflect local
practices, services, demographic profiles, resources and
assets. Knowledge from the experiences of service users
and other stakeholders is critical to inform preventive
approaches that can be tailored to specific populations
and places, informing overall national practice and policy
recommendations.

Aims

This study seeks to further research to understand the drivers
of rising detention rates and prevention opportunities, taking
account of service users’ experience and stakeholders’ knowl-
edge. These diverse and in-depth experiential perspectives
are currently missing from the evidence base.

We will provide an opportunity for people frequently
detained under the Mental Health Act (MHA) and profes-
sionals using the MHA to share their experiences, using a
creative process that permits marginalised perspectives to
be shared in a safe and engaging manner. The approach
will identify more detailed and nuanced explanations
for detention, preventive opportunities and then a code-
signed system approach for positive and progressive prac-
tice and policy.

METHODS AND ANALYSIS

Design

This is a qualitative comparative case study investigating
the experience of people detained under the legal provi-
sions of the MHA, with a particular emphasis on those

from racialised communities. We will also gather profes-
sionals’ experiences of using the MHA. Case study designs
and qualitive methods have a rich tradition and enable
in-depth and highly valid information about complex
systems.'” Given the multitude of intersectional influ-
ences including demographic, biographical, cultural,
clinical, institutional, political, geographical and histor-
ical influences on determining pathways to care and
ethnic disparities, we propose that this approach is well
suited to reveal explanations for inequalities and identify
potential preventive approaches.

People who have been detained may find it diffi-
cult or impossible to verbalise their feelings, especially
if they were traumatised and lost trust in the system of
care. In part, the research process itself risks re-enacting
power relationships. For example, racialised minorities
are often underrepresented in research studies. Cocre-
ation and codesign, based on the principle of partic-
ipatory parity, have the potential to provide a different
way of participating in research to generate new knowl-
edge of the complex drivers of inequalities and their
interactions.'” ™® ¥ In our systematic review of participa-
tory method of coproduction and codesign, photovoice
emerged as a method with promising evidence of benefit
to participants.*’

Therefore, this research will make use of photo-
voice (WP1), a community-based participatory research
process. We will ask service users and professionals to
share experiences and perspectives on causes of deten-
tion and preventive opportunities by taking photographs,
then reflecting on and captioning these. This creative
methodology has been found to be empowering, leaving
positive effects on participants’ confidence.”’ ** Photo-
voice offers a safe and supportive process, and the non-
verbal creative and aesthetic elements accommodate
variations in literacy, language and levels of disability
as well as having potential to engage ethnically diverse
participants.”” ** Photovoice has been used with vulner-
able populations in mental health settings, in partici-
patory research to change the health systems, and as a
method for quality improvement.””  The intention is
that photovoice will act as a gentle elicitation process and
offer thought provoking images that have the potential to
reorientate and motivate the viewer, as opposed to simply
and reductively mirroring the dominant narratives that
people are accustomed to.*® The information from photo-
voice images and related narratives from service users will
feed into experience-based codesign (EBCD) (WP2)%
undertaken by local service users, carers, clinicians,
police, voluntary organisations, commissioners and poli-
cymakers (figure 1). This will consist of a series of three
workshops held over 6 months to design an approach
to reduce detentions in general, and inequalities by
ethnicity. In a fourth national workshop, the participants
from each of the case study sites will come together to
develop a logic model, programme theory and consider
recommendations for the MHA reform. This will include
an economic analysis (WP4), consisting of modelling the
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WORKPACKAGE 4
HEALTH ECONOMICS

Information about care pathways from
photovoice, and information provided during the
codesign workshops will enable an evaluation of

codesigned outputs will cost to implement

—

am
d

Mationally healthcare
professionals will be invited to
do the same.

intervention to improve
detention experiences and
reduce inequalities.

directly to those reforming the
Mental Health Act

WORKPACKAGE 1 WOKRPACKAGE 2 WORKPACKAGE 5
i PHOTOVOICE EXPFERIENCE BASED CODESIGN DISSEMINATION
g In each area 20 service users In each area 15 key Muanthly newsletter, dedicated
™~ who have been detained will stakehalders will meet 3 project website, local
E‘ take part in a series of 3 @ times aver b months to g exhibitions, seminars, M
g warkshops. design an approachor I publications, and reporting
o
&

WORKPACKAGE 3
PARTICIPANT FEEDBACK

participating

Led by the PPIRG, everyone who takes part in the photovoice and

experience based codesign workshops will be asked to provide feedback (in I >

a way that is mast accessible to them) about their experiences of

This work will be conducted in & local systemns; London, Lancashire, Leeds, Birmingham, Manchester, Oxford, Derby and Bradford

Figure 1
Health Act use

cost of the new codesigned intervention based on emer-
gent findings, in terms of how it impacts on experiences,
service use and associated costs.

We will gain a better understanding of what it is like to
take part in participatory action research and EBCD by
asking for feedback from everyone who interacts with the
study (WP3). The questions asked will be developed by
the patient and public involvement (PPI) group.

Setting

This is a multicentre study and will be conducted in eight
local systems: Leeds, Manchester, Birmingham, Oxford,
Derby, Bradford, Lancashire and London. The chosen
venues for recruitment show variations in the percentage
of Black and ethnic minority service users who are
detained, and different ethnic group profiles.

Study design for an experience-based investigation and codesign of approaches to prevent and reduce Mental

Participants
We will recruit 120-160 service users (15-20 from each
local system) with experience of atleast one period of care
under the MHA in the preceding two years (excluding
forensic sections) (table 1). As far as is practically possible,
a purposive sample will be constructed in respect of age,
ethnicity, gender, type of section and the route into deten-
tion that they have experienced. Non-English-speaking
people will be encouraged and supported to participate.
Community organisations as well as NHS trusts will be
engaged to assist with recruitment and ensure that a
variety of care pathways are represented.

Twenty professionals who have been involved in using
the MHA to detain someone will also participate in photo-
voice workshops. A broad range of professionals will

Table 1 Photovoice workshops selection criteria

Inclusion criteria

Exclusion criteria

» At least one episode of being detained under the powers of » Too distressed to enter a reflective process, currently

the MHA in the preceding two years, specifically emergency

(sections 5 (4), section 5 (2), sections 135 and 136,
assessment (section 2) and treatment sections (section 3).

» From one of three broad ethnic groups: White British, South

Asian, Black African and Black Caribbean, recognising that
there will be diversity within these groups.

» Aged 18 and over.

» Have capacity to provide informed consent.

experiencing a mental health crisis.

» People who have had experience of forensic sections only,

as these are likely to be influenced by many other factors
related to the nature and type/seriousness of offending and
criminal record. However, we will seek to be inclusive and
not exclude service users in general adult services, when
they have experience of forensic sections.

MHA, Mental Health Act.
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Table 2 Experience based co-design workshops selection criteria

Inclusion criteria

Exclusion criteria

» Involved in providing care to those who are likely to be

sectioned, or have been sectioned under the MHA, within the

previous 12 months.

» From a core discipline involved in care decisions and
decisions to detain: social work, nursing, psychiatrist,
psychologist, doctor, GP, police, advocate, managers of
services, and those involved in reviewing MHA detentions
such as members of tribunals, administrators for mental
health act review.

» Given informed consent to participate.

» No recent (in the last 12 months) experience of working in
systems surrounding the MHA or being detained.

» Unable to complete tasks of the research if work
commitments preclude sustained involvement.

MHA, Mental Health Act.

be represented, including, but not restricted to, police,
mental health nurses and psychiatrists.

Once the photovoice workshops have concluded, 120
stakeholders (a minimum of 15 in each local system)
will be recruited to participate in local EBCD workshops
(table 2). Local partners will collaborate to identify rele-
vant stakeholders. This will include people from across
the system, from different perspectives, including service
users, carers and professionals. Among the professional
participants those who work in the following sectors will
be represented, police, voluntary and community, mental
health nursing, psychiatry and commissioning.

Participants will be recruited through open adverts
and contact with clinicians, clinical research networks,
National Institute for Health Research Applied Research
Collaboratives, primary care and specialist NHS mental
health services. We will recruit through our existing
networks in each local system, through charity partners,
faith groups, museums, galleries, service user groups,
media; and nationally through the Centre for Mental
Health, media and service user networks. Service users
may bring a carer or friend or confidante with them if
they wish, to support them and act as a sounding board
or to act as an advocate.

Patient and public involvement

Patient and public involvement (PPI) is integral to
the success of the project, and, therefore, embedded
throughout. People with lived experience will contribute
to the governance, analysis and dissemination of this
project. As such, a Black British woman with lived expe-
rience of being detained under the MHA was a coinvesti-
gator on the funding application, is a member of the core
project team (who meets on a weekly basis), is employed
by the University of Oxford more formally rather than
being on a temporary or casual contract, and she coleads
the PPI reference group (PPIRG).

PPI should extend beyond service users and carers.
Therefore, a voluntary organisation chief executive
cochairs the PPI reference group. The PPIRG will meet at
key points across the project. There will also be two joint
meetings of the advisory board and PPIRG.

Another responsibility of the PPI reference group will
be to consider how the experiences of those participating
in this project are captured. While there is some evidence
that participation in photovoice workshops has many
benefits,” this study provides an opportunity to further
evidence the impact that taking part in both photovoice
and EBCD may have, which can, in turn, inform future
research. The research team will work supportively and
place authority in the PPI reference group to ensure posi-
tive and significant impact on the project. These impacts
will be independently evaluated by the Centre for Mental
Health.

Data collection

Photovoice workshops

In each local system, three photovoice workshops will be
held in carefully chosen creative environments that are
accessible and facilitate discussion, away from clinical
sites. If necessary (owing to government guidance in rela-
tion to face-to-face contact as a result of the COVID-19
pandemic), there will be provisions to conduct workshops
virtually. Spaces and processes will be reviewed with local
teams to ensure that they permit power sharing and full
participation.

Participants will be introduced to the concept of photo-
voice in an introductory workshop, lasting half a day. It
will be explained that through images and related narra-
tives, participants will be invited to share their experi-
ences around compulsory admission and treatment.
Participants will be provided with disposable cameras,
notebooks and prepaid envelopes and asked to post the
cameras back to the research team within 2 weeks. Digital
options will be facilitated according to participant prefer-
ence. The notebooks offer a means to write down reflec-
tions straight away to aid recall as to why a photo has been
taken and what it represents. Offering disposable cameras
worked well in our previous work in photovoice.” Tt
did not significantly alter photo quality, while enabling
participants to use a simple procedure, and concentrate
efforts on the photography. This seemed to incentivise
and encourage participation of vulnerable populations
(eg, ethnic minority service users), with almost all of the
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Describe what you see in this photo.

How does this photo make you feel?

Why did you take a photo of this?

What does this photo tell us about your life?

How can this photo provide opportunities for us and others to im-
prove your life?

Do you have suggestions for how your care could be improved?
Within this experience, how is it that you ended up being detained?
How might detention be prevented?

How can inequalities arise and be reduced?

VVYyVYYVYY

vVVyyvyYYy

participants opting to use disposable cameras rather than
any digital alternatives.

The second workshop will be held at least 2weeks after
the first, and the third one a week after the second. In
any cocreation project, the value of participation may
vary for participants at different stages of the process—it
may be that the degree of participation that is valuable
for a participant may not include full involvement at all
stages, and we will pay attention to this in close commu-
nication with participants and community representa-
tives. These workshops will last for an entire day, but it
will not be mandatory for participants to attend for the
entire time. Participants will be presented with their
developed images displayed on poster boards or digitally,
as they prefer. A guided reflection will be used to assist
in generating narrative captions for their images. Prompt
questions will be used to elicit their experiences (adapted
from Hergenrather, 2009)% (box 1).

This process will take place individually in the second
workshop, and then the emerging findings will be shared
in larger groups in the third workshop. Discussions in
the third workshop will be centred around two questions;
‘What made a difference?’” and ‘What could have been
different?’. It will be highlighted that participants are
not required to share their experiences and may share as
much or as little as they wish to. Previous work has found
this process to be very empowering for those partici-
pating, owing to the discovery of a different mechanism
for sharing their experiences and being understood. In
our preliminary work, there was continued engagement,
and we have consequently planned for a 23%-24% attri-
tion rate.

Twenty professionals who use the MHA or care for
people under the act will be invited to meet on two occa-
sions (an introductory workshop and reflective work-
shop). These will include psychiatrists, psychologists,
social workers, psychologists, nurses, independent mental
health advocates, lawyers and police. They will be asked
to follow the same photovoice procedure. The content
delivered in the introductory workshop will differ slightly
as we will be interested in unearthing their experiences
of detaining people and practice standards, alongside
their perceptions of why ethnic inequalities exist, how to

reduce these and prepare services and professionals for
this.

EBCD workshops

The outputs from the photovoice workshops will be
analysed and curated to be presented at local EBCD
workshops in order to identify significant critical ‘touch
points’. Three workshops will be convened with a wide
range of stakeholders, over a 6-month period, in each
local system. The aim of the workshops will be to codesign
an approach to reducing detentions (eg, this may include
complex, multicomponent and systemic approaches or
modifications specifically in practice or one level of the
health systems) and consider acceptability, feasibility,
barriers to implementation, ethical issues and mecha-
nisms of effect.”’

The initial codesign workshop will seek to balance the
power dynamic between various stakeholders and present
knowledge gained from photovoice workshops, to ensure
that the service user voice is accurately understood and
prevalent throughout the discussion. This workshop will
also delineate the process by which codesign principles
will be followed, consensus achieved and the rationale for
the approach.

The second workshop will be held approximately
1month after the first. This time frame will enable dele-
gates to process the information presented and consider
its relevance while in their day-to-day environment. This
second workshop will develop an appropriate theory on
which the approach (complex, multicomponent and
systemic) will be developed. The participants may suggest
specific adaptations to local processes in care, assessment,
protections and safeguards and implications for training.

The third workshop will be held approximately 2 to
3months after the second one. This will consist of all dele-
gates providing feedback from their conversations and
experiences of considering the proposed approach in
their service settings. This feedback will be discussed and
incorporated into the final recommendations, including
attention to potential mechanisms, logic models and
theory of change, triangulated with the findings of photo-
voice. Personal experiences of detention, the contexts
and mechanisms to improve outcomes will be considered
during the refinement of the approach.

A fourth workshop will be convened, including all
participants across all the sites. We will bring together the
proposed approaches and their experience of barriers
and facilitators to implementation, and develop logic
models about mechanisms, and theory of change, to code-
sign an overall approach that will be potentially effective
across all sites. To build capacity and facilitate the task
of this fourth day of workshops, the research team will
provide summaries of evidence of effectiveness drawing
from previous research, including a theoretical justifica-
tion based on systematic reviews, evidence from the inde-
pendent review of the MHA, for considering proposed
approaches.
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Participants in all workshops will be asked whether they
consent to being video recorded, and any notes made by
participants will be collected after the workshops for anal-
ysis. This data will enable the research team to analyse
how the principles of codesign were adhered to and
inform an analysis of what it is like for people to take part
in this type of methodology.

Economic analysis
Data collected from the photovoice and the first two
EBCD workshops will be used for the economic analysis.

First, we will map out care pathways for people who
have experienced detention under the MHA. This will be
gathered from the narratives shared in WP1. Using infor-
mation provided, we will identify key events that occur for
participants on the way to them being detained. While
there are likely to be some similarities between partici-
pants (some similarity imposed by the system itself), there
will also be unique aspects for each person. By mapping
out these pathways, we will be able to see where the events
occur that result in costs, whether to the health and social
care system or to other agencies and to the participants
themselves or their families/friends.

Second, the health economics team will be involved
in the EBCD workshops. The key components of such
an approach will be identified and the cost implications
investigated. The objective will be to estimate the cost per
person in receipt of such an intervention or service.

Participant feedback

All participants will be presented with questions that have
been designed by the PPIRG at the end of every workshop
(both photovoice and EBCD). We will facilitate different
modes for people to provide feedback according to their
preference, this could be written, but may also be online
or an audio/video recording.

Data analysis

The data will be in the form of the narratives, images
and captions, and reflections of individual participants,
a group discussion where service users and carers wish to
share their observations, and a video recording (which
will also be transcribed) of the reflective workshops of
individual or group discussions. Written accounts will
also be invited, to produce a rich set of data in a form
that service users prefer (eg, post it notes, poetry, text,
self-recordings). This will provide rich, detailed data
concerning how the information and experiences are
both discussed and processed.

Data from the photovoice workshops will be themati-
cally analysed and synthesised to identify patterns and
also retaining differences presented in outlying cases,
through interim analysis and constant comparison.” *!
The aim will be to generate in-depth understandings from
the visual and written and recorded materials, generate
new theory and qualify existing theory, reveal deeper
underlying power structures and symbolic meanings
of images, all to identify touch points for codesign.

Thematic analysis will be undertaken on original tran-
scripts coded and held in a qualitative software package.
The principles of the ‘Framework’ approach will be used
to extract and organise summary information around the
causes of MHA use and preventive opportunities, charts
to compare and contrast the findings by different partic-
ipants: by age, gender, ethnicity, type of section, whether
detained or admitted voluntarily, and service user or
professional discipline and also the type of image and
creative narrative device used.” This will help to map the
emergent phenomena across participants and cities and
specific narrative and creative methods. The charts are
also a convenient way to present summary information
for interpretation by participants, the PPIRG and the
research team.

A comparative analysis of the outputs from the EBCD
workshops will be conducted. Analysis and appraisal
of the proposed approaches will be conducted within
the workshops alongside the participants. The cost per
person in receipt of new approaches will be estimated,
and the impact on the pathway will be modelled by a
health economist. The potential impact of the approach
will be discussed within the workshops. The outputs will
consist of co-designed locally implementable interven-
tions that aim to reduce inequalities in the implementa-
tion of the MHA.

Feedback gathered from everyone who interacts with
the study will be thematically analysed by the PPI lead
who is an expert by experience alongside the other coap-
plicants on the research programme.

Ethics and dissemination

The innovation to be emphasised in this research is the
use of photovoice as a method of identifying touch points
in relation to detention under the MHA that will be
explored in further depth in EBCD workshops. Internal
experiences and feelings that are difficult to verbalise are
given voice through photography; the creative process
enables emotional activation and safety when talking
about potentially stigmatising issues where language
sometimes fails. These materials then feed into EBCD to
identify what needs to change and how.

It is potentially more challenging to conduct photo-
voice in mental health settings due to ethical issues,
notably participants’ desire for anonymity; the complexity
of services; and challenges around improving experi-
ences in complex systems.”” Thus, by using photovoice
as a starting point, service users will have control over
the experiences that they share and the opportunity to
share these in a protected space that we will provide. The
depth of narratives will evolve with sufficient time, and
presented in written, audio or verbal form that partici-
pants feel comfortable with.

Those who do not have the capacity to consent for
themselves will be excluded through careful consider-
ation within an experienced team and in close consul-
tation with community representatives. This judgement
will be made in part by the recruiting clinical or NGO
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with which service users are engaged, but if necessary, at
the stage of providing information and securing consent.
Those receiving consent will be sensitive to these judge-
ments being dynamic and needing review.

The research team will work with local care teams and
community organisations to ensure that the recruitment
strategy is inclusive and facilitates participation from
marginalised populations. Potential participants will be
presented with an information sheet detailing the exact
nature of the study; what it will involve for the participant;
any risks involved in taking part. It will be clearly stated
that the participant is free to withdraw from the study at
any time for any reason without prejudice to future care,
and with no obligation to give the reason for withdrawal.
Fully informed consent will be received at the beginning
of the first photovoice and EBCD workshops. Willing-
ness to continue with the study will be confirmed with
participants at subsequent workshops. In all workshops,
participants will be reminded that their contributions will
be confidential and made anonymous if shared beyond
workshops, unless they explicitly ask to waive their
anonymity. Photovoice has been found to be an empow-
ering process, and it is important to ensure that once the
workshops have concluded that participants are not then
disempowered should they wish to remain associated with
their photographs.

Knowledge sharing and collaborative working will
be prominent for the duration of the project. It will be
important to ensure that the principles adopted are not
diluted and that any press or social media involvement
frames the messages generated in a way that does not
disempower or further marginalise our participants.”
The outputs from this work will be shared through a
number of both local and national channels. There is a
dedicated study website and Twitter account (@co_pact),
alongside a monthly newsletter that will ensure continued
awareness from a wide variety of stakeholders. Exhibitions
of the photographs will be held in local systems as well
as presented at seminars to raise awareness of the study
and the issues surrounding severe mental illness and
ethnic inequalities. Alongside traditional publications in
academic journals to advance and stimulate discussion
surrounding this innovative use of creative methodology,
articles will be written in collaboration with community
organisations in each of the local systems.

Information from the proposed research will inform
implementation of the recommendations from the Inde-
pendent Review of the MHA.
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