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ABSTRACT

Background Since 1997, several tools based on

the experiences of users and survivors of psychiatry
have been developed with the goal of promoting self-
determination in recovery, empowerment and well-
being.

Objectives The aims of this study were to identify these
tools and their distinctive features, and to know how they
were created, implemented and evaluated.

Method This work was conducted in accordance with a
published Scoping Review protocol, following the Arksey
and 0’Malley approach and the Preferred Reporting Items
for Systematic Reviews and Meta-Analyses extension

for scoping reviews. Five search strategies were used,
including contact with user and survivor networks,
academic database searching (Cochrane, Cumulative
Index to Nursing and Allied Health Literature, PsycINFO,
PsycARTICLES, SCOPUS, PubMed and Web of Science),
grey literature searching, Google Scholar searching and
reference harvesting. We focused on tools, elaborated

by users and survivors, and studies reporting the main
applications of them. The searches were performed
between 21 July and 22 September 2022. Two approaches
were used to display the data: descriptive analysis and
thematic analysis.

Results Six tools and 35 studies were identified, most
of them originating in the USA and UK. Thematic analysis
identified six goals of the tools: improving wellness,
navigating crisis, promoting recovery, promoting
empowerment, facilitating mutual support and coping
with oppression. Of the 35 studies identified, 34
corresponded to applications of the Wellness Recovery
Action Plan (WRAP). All of them, but one, evaluated
group workshops implementations. The most common
objective was to evaluate symptom improvement. Only
eight studies included users and survivors as part of the
research team.

Conclusions Only the WRAP has been widely
disseminated and investigated. Despite the tools were
designed to be implemented by peers, it seems they
have been usually implemented without them as trainers.
Even when these tools are not aimed to promote clinical
recovery, in practice the most disseminated recovery tool
is being used in this way.

,"2 J Emilio Rojo,>*

STRENGTHS AND LIMITATIONS OF THIS STUDY

= The scoping review included both mad maps and
recovery tools, and the publications that evaluated
or explored these resources.

= Users and survivors’ networks were consulted, in-
cluding those of international scope, in order to ob-
tain any potentially relevant material for inclusion.

= The scoping review included published articles and
grey literature.

= Although different networks of users and survivors
in every continent were contacted, the researchers
obtained no answer from any African network or
organisation.

INTRODUCTION

In recent decades, mental health policy in
many countries has undergone a paradigm
shift towards a recovery-oriented approach.
This is especially evident among Anglophone
countries,' although a similar path has been
followed by several countries in northern
Europe,” and more recently by some coun-
tries or regions of southern Europe.” This
shift, which has been driven by interna-
tional policy on mental health,’” is based on
the social model of disability® * and aims to
comply with the Convention on the Rights
of Persons with Disabilities,'” a primary goal
being to promote user empowerment in
mental health, both on a social/structural
and individual level."

Although very different interventions have
been implemented under the umbrella of
recovery, > ¥ the main aim of all recovery-
oriented programmes is to enable individuals
to achieve a meaningful and satisfactory life
in accordance with their own preferences and
values, regardless of the presence of symp-
toms.'*'° This feature differentiates recovery-
oriented interventions from those based
on the biomedical model, which is mainly
oriented towards symptom control' ™ as well
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as from psychiatric/psychosocial rehabilitation, the usual
aim of which is the functional adaptation of the person
to society.Qo 2

As recovery means living according to one’s own
values and preferences, promotion and respect of self-
determination have been identified as ‘the sine qua
non of recovery-oriented practice (Mancini, p359)’.%
Self-determination has come to be regarded as a prereg-
uisite for personal empowerment and recovery, and for
regaining control over one’s own life.”>* Accompanying
a recovery process therefore implies promoting self-
determination and providing people with the tools they
need to direct their own process and make their own
decisions.

In 1997, and with this goal in mind, Mary Ellen Cope-
land published the Wellness Recovery Action Plan (WRAP),*°
which was followed 2years later by Laurie Ahern’s and
Daniel Fisher’s Personal Assistance in Community Exis-
tence (PACE): A Recovery Guide?” Both are practical tools
designed to promote self-determination and the active
participation of people in their own recovery process.*®

Since WRAP and PACE were published, a number of
new tools have been developed. One of them is Madness
and Oppression,” that has been defined by the authors
as a Mad Maps Guide, rather than a recovery tool. Specif-
ically, they described them as follows:

Mad Maps are documents that we create for ourselves
as reminders of our goals, what is important to us,
our personal signs of struggle, and our strategies for
self-determined well-being (The Icarus Project, p1).*

Both, mad maps and recovery tools are resources that
were created by users and survivors of psychiatry, and
they were born from the systematisation of the experi-
ence lived by people who dealt with emotional distress,
mental health crisis or psychosocial diversity. Nowadays,
both the users and survivors’ movements and the WHO
highlight the importance of the recovery tools and mad
maps. From the mad activism perspective, to put in value
‘the knowledge based on lived experience (experiential
knowledge) that people with mental health problems
can bring (Faulkner, p1)".*" From the WHO, the recovery
tools are considered essential for ‘adopting recovery
and human rights approaches (World Health Organiza-
tion, p11)”.>! That’s why, as part of their QualityRights
Initiative, in 2019 the WHO published ‘Person-centred
recovery planning for mental health and well-being self-
help tool’,”! a tool that ‘draw substantially from WRAP
(World Health Organization, p2)”.*!

Despite there are different tools oriented to these
objectives, only the WRAP has been widely disseminated
and investigated.” Other tools are less well known, either
because they have not, unlike the WRAP, been used in
mental health research, or because they have not been
applied outside the context of certain user and survivor
movements. Given this situation, there is a need to
explore the literature to identify what tools are available
in addition to the well-established WRAP and beyond

those published in English. The scoping review method

is an ideal approach for exploring and identifying

programmes aimed at promoting self-determination and
people’s active participation in their recovery processes.

The advantage of this method is that it involves a broader

exploration of the literature, integrating multiple

research designs and addressing questions beyond
intervention efficacy.” More specifically, it allows us to
explore and describe research activity, identifying gaps
in relation to a particular topic, before summarising and
disseminating the findings. It should also be noted that
integrating multiple research designs is especially useful
in fields which have not been systematically examined or
disciplines with emerging evidence,” as is the case of the
tools referred to above. Therefore, the primary aim of this
study was to identify existing tools, produced by users and
survivors, aimed at promoting recovery, empowerment
and wellness in mental health. The secondary objectives
were to explore the distinctive features of these tools,
including how they have been created and implemented.

The research questions guiding this scoping review were

therefore as follows:

1. What tools, created by people with personal experi-
ence of mental health problems and recovery, are cur-
rently available for developing personal recovery plans
and promoting the self-management of well-being?

. What are their distinctive features?

3. How have they been created and implemented?

No

METHODS

We conducted a scoping study in accordance with a
published protocol® and the Preferred Reporting Items
for Systematic Reviews and Meta-Analyses extension for
scoping reviews.” The framework used was that devel-
oped by Arksey and O’Malley,”® along with recommenda-
tions designed to enhance each phase.”® This approach
suggests five stages to a scoping review:

Stage 1: identifying the research question

As recommended by Arksey and O’Malley,”® we formu-
lated a broad research question aimed at identifying any
tools created by people with any experience of mental
health issues. As a scoping review is an iterative process,
our original research question, set out in the protocol,™
was reformulated and expanded into the three questions
listed above: What tools, created by people with personal
experience of mental health problems and recovery, are
currently available for developing personal recovery plans
and promoting the self-management of well-being? What
are their distinctive features? How have they been created
and implemented?

Stage 2: identifying relevant studies

We started the searching process contacting networks of
users and survivors, as well as some international mental
health organisations. In addition, we asked them for
suggestions about new networks, organisations, activists
or academics to which we could send our query. Out of
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the 29 networks and entities contacted, 20 responded
it (69%). Contact was made by email, from 21 July to 3
September 2021. Details are given in online supplemental
table 1 and online supplemental table 2.

We conducted a literature search of the following data-
bases: Cochrane database, Cumulative Index to Nursing
and Allied Health Literature, PsycINFO, PsycARTICLES,
SCOPUS, Pubmed and Web of Science. The key search
terms initially selected were: action plan, crisis plan, crisis
program, empowerment, making choice, mapping madness,
Mapping Our Madness, own pace, Personal Assistance in
Community Existence, taking action, Transformative Mutual
Aid Practices, self-determination, self-management, recovery
program, wellness, Wellness Recovery Action Plan, wellness
recovery action planning. These were tested in order to refine
and add, if necessary, new terms to the search strategy,?’3
as a result of which we incorporated madness and oppres-
sion. The search strategy used in the Web of Science was as
follows: (“Wellness Recovery Action Plan*” OR “Personal
Assistance in Community Existence” OR “Mapping Our
Madness” OR “Transformative Mutual Aid Practices” OR
“madness and oppression” OR “madness & oppression”)
in topic. A grey literature search was also conducted in
the databases EThOS and System for Information on
Grey Literature in Europe. Only the most relevant titles
were extracted for the following terms: Wellness Recovery
Action Plan, Personal Assistance in Community Existence,
Mapping Our Madness, Transformative Mutual Aid Prac-
tices, T-'MAPS, madness and oppression, and madness &
oppression. The search process in these databases was
conducted between 4 and 7 September 2021.

A search for relevant articles was also conducted using
Google Scholar (on 17 and 18 September 2021), applying
the same search strategy and criteria as were used for
grey literature databases. Only the first 100 search results
were examined. We also examined the reference lists
of included articles and conducted a manual search of
specialised journals between 19 and 22 September 2021
(details in online supplemental table 3). Note that all
searches were conducted without date restriction and
covered records from any country or reported in any
language, although the reports retrieved were mostly in
English. The end date for all searches was 22 September
2021.

More details about the searching strategy and its results
are given in online supplemental material.

Stage 3: study selection

The interesting abstracts were retrieved through the
aforementioned search strategies, after identifying and
removing duplicates. The process of study selection
involved two main stages. First, two researchers inde-
pendently inspected all the records and selected those
whose title and/or abstract suggested they should be
included. Next, copies of the full articles were obtained
and examined to assess their relevance to the research
question, while also considering the inclusion criteria
(see below). Any disagreement at the point of full-text

screening was resolved through discussion and consensus
involving a third reviewer. Our initial focus, described in
the protocol,”® was refined to: research papers, confer-
ence papers, Master’s and PhD dissertations, books and
book chapters, manuals and research reports. The orig-
inal inclusion criteria were also refined and resulted in
the following inclusion criteria for tools:

1. They are aimed at promoting self-determination and
empowerment of people in their mental health recov-
ery process. Manuals, original presentation of a tool or
workbooks, were considered for inclusion.

2. They are based on the recovery model.

3. They are created to elaborate a personalised strategy
or plan.

4. They are comprehensive tools for improving well-
being and recovery, that is, they are more than just a
crisis plan.

5. They have been developed by people who are expe-
riencing or have experienced a mental health issue
and/or by user and survivor movements.

6. They may be used by any person who wishes to achieve
health and well-being.

In the case of studies about tool applications, we consid-
ered the following inclusion criteria:

1. Theyare documents reporting the main applications of
tools in people who experience any form of emotional
distress and who wish to enhance their well-being.

2. They are studies involving participants aged 18 or over.

We excluded opinion articles, editorials and protocols.

Meta-analyses and reviews were also excluded, although

their reference lists were screened at the previous stage.

Tools not developed from the perspective of users and

survivors of psychiatry were also excluded.

Stage 4: data charting

A preliminary data charting framework involving 39
categories was described in the study protocol.** This
included a set of categories for describing the record (eg,
type of document: manual, research report), characteris-
tics of the tool (eg, type of application: individual, group)
and characteristics of the study (eg, sample: type of partic-
ipant). Consistent with the fact that data charting is an
iterative process in which researchers extract and update
data, we added one new category, focus on, to the previous
framework so as to record the main aspects addressed by
each tool.

In order to determine whether the resulting approach
was suitable for answering the research questions and
could be applied consistently,” it was tested in a sample
comprising 10% of the included documents. Two members
of the team, working independently, charted each docu-
ment. Any disagreement in the process was resolved in a
consensus meeting involving all team members.

Stage 5: collating, summarising and reporting the results

As described in the framework proposed by Arksey
and O’Malley,” we conducted both descriptive anal-
ysis and thematic analysis. Descriptive analysis involved
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the calculation of numerical frequencies regarding the
tools identified (year of creation, countries and enti-
ties involved, and distinctive characteristics) and studies
describing their application (tool used, study character-
istics, participants’ characteristics). This analysis allowed
us to identify the geographical locations of the literature
and the main research methods used.” In order to iden-
tify the primary focus of each tool, a thematic analysis was
carried out and the topics were identified. Tools (manuals
and descriptive material) were organised thematically by
recurring themes and points of agreement and disagree-
ment.”” * All documents were reviewed independently by
two researchers and summarised to extract information
on tools and their implementation.

Patient and public involvement

The study is a collaboration between an association of
users and survivors of psychiatry, a university, and the local
Mental Health Services Administration. The research
design and development have been led by members of
the user and survivors’ associations. This characteristic
has been crucial to contact with the representatives of the
networks of users and survivors described at stage 2.

RESULTS

Search findings

A list of 1758 registers was retrieved from the 6 search
strategies used, after identifying and removing duplicate
documents. Of them, 1587 documents were discarded by
title and 119 were excluded by abstract. Finally, of the 62
full articles screened, 53 accomplished all the inclusion
criteria and were included in this scoping review. The
selection process is illustrated in figure 1.

Additional records identified through
other sources: activist networks, Google
Scholar, journals, and reference list: 22

l |

| 1768 records after duplicates removed |

Records identified through searching
academic databases: 2979

Identification

Excluded (1587): not mental
health (1419), not recovery (101),
o0 not a tool (41), not made by
£ users/survivors (8), not printable
5 (12), not design (6)
&
@ 181 abstracts selected
Excluded (119): not mental health
(29), not recovery (7). not a tool
(36), not made by users/survivors
(13), not printable (3), not design
(30), not the participants (1)
g 62 full articles screened
=
B0
= Excluded (9): not a tool (3), not
= made by users/survivors (3), not
design (3)
- 53 documents included: tools
= (8), empirical studies about
= tools (37),
= description/dissemination of
= tools (8)
Figure 1 Selection process for study inclusion.

Descriptive analysis

Atotal of 62 recordswere retrieved from all the search strat-
egies. Of these, 53 documents met the inclusion criteria:
8 were the tool itself (6 different tools in total), 8 were
descriptions/dissemination of a tool and 37 were studies
reporting the main applications of these tools. Three of
these 37 studies were carried out by the same research
group with the same population but with different goals
and hence, they were considered as a single contribution
in the descriptive analysis.

Tools

The six tools identified were developed between
1997 and 2018, and were as follows: WRAP,26 PACE,27
Mapping our Madness (MoM),* Madness & Oppression:
Paths to Personal Transformation & Collective Liber-
ation (M&O),” Transformative Mutual Aid Practices
(T-MAPs)* and Manual per a la Recuperacié i Autogestio
del Benestar (MRAB; in English: Manual for Recovery and
Self-Management of Well-being)."" With the exception
of the MRAB, all tools were developed in the USA and
published in English. The MRAB was created in Cata-
lonia (Spain) and was originally published in Catalan,
with a Spanish version being published in 2020. Only the
WRAP and PACE were identified through publications
in indexed academic databases, with the remaining tools
being found through contact with users and survivors’
networks.

All six tools are linked to users and survivors’ move-
ments, mutual aid groups or peer support services. The
MoM, M&O and T-MAPs define themselves as Mad Maps,
and they emerged under the umbrella of The Icarus
Project network. While the WRAP, PACE and MRAB
present themselves as recovery tools, and they are asso-
ciated with, respectively, the Copeland Center for Well-
ness and Recovery, the National Empowerment Center,
and the ActivaMent Catalunya Associacio. The WRAP and
MRAB were created in collaboration with mental health
service providers, whereas the PACE, MoM and T-MAPs
were developed exclusively by their authors, who system-
atised their own experience as members of a commu-
nity of users and survivors. The M&O was a collective
creation, involving 77 authors and ‘...dozens of people
who wish to remain anonymous... (The Icarus Project,
p4)”.* Both the WRAP and the MRAB were developed
through a participatory process. In the case of the WRAP,
this included a recovery skills seminar (30 participants)
and a survey (125 respondents),” ** whereas the MRAB
resulted from a process involving five focus groups (37
participants), a questionnaire (209 respondents), a 1day
series of thematic debates (48 participants) and 10 meet-
ings of a coordinating committee (19 members).*'

The tools include information about resources that
people may wish to use in developing their recovery
plans. The MRAB provides links to various websites so
that people can explore the resources available to them
locally, and it also includes a workbook as online supple-
mental material; the WRAP, MoM, M&O and T-MAPs

4

Sampietro HM, et al. BMJ Open 2022;12:¢061692. doi:10.1136/bmjopen-2022-061692


https://dx.doi.org/10.1136/bmjopen-2022-061692
https://dx.doi.org/10.1136/bmjopen-2022-061692

incorporate a workbook within the manual itself. The
purpose of these workbooks, which include questions and
answer boxes, is to help people draw up their recovery
plans. All the tools can, in theory, be used individually,
although the WRAP, T-MAPs and MRAB have been
designed to be implemented in a group workshop format
with peers; the PACE has also been adapted for use in
this format. In the case of M&O, this tool was developed
exclusively for collective use. The MoM is the only tool
designed to be used solely on an individual basis, with
or without support from others. Regarding their appli-
cation, the most common format for the WRAP is 8-12
sessions, whereas MRAB workshops are designed for 12
sessions. T-MAPs workshops include four modules, with a
flexible number of sessions. The number of sessions is not
specified or the PACE and M&O (table 1).

Studies

The studies identified were published between 2005 and
2020, and all but one of them corresponded to applica-
tions of the WRAP; the other study referred to the PACE.
The USA and the UK accounted, respectively, for 45.94%
and 27.02% of this research output, which involved a total
of 58 institutions or organisations, mainly universities (38
contributions) and mental health service providers or
related government agencies (12 contributions). Only
7 mutual support and peer organisations participated in
the studies identified, notably the Copeland Center for
Wellness and Recovery, and the Mental Health Recovery
and WRAP.

The study regarding the PACE* was the only one to
involve a self-administered application of the tool, whereas
all studies of the WRAP were carried out in group work-
shops. Twenty-two studies reported information on how
workshops were delivered: In 13 studies, the workshops
were offered by peers, in 6 they were facilitated by non-
peer professionals, and 3 used a mixed professional/peer
format.

In terms of study type, there were 20 quantitative studies,
12 qualitative studies and 3 that used mixed methods.
Quasiexperimental and pre/post-test studies were the
most common designs in quantitative research, whereas
qualitative studies mainly used Braun and Clarke’s
approach to thematic analysis37 % or grounded theory.
Data collections were carried out through question-
naires (19 studies), interviews (15 studies), focus groups
(8 studies) and surveys (5 studies). The most commonly
used questionnaire was the Recovery Assessment Scale.**

Only 8 studies were designed and conducted by or with
the participation of users and survivors in the research
team® % and a Leo McIntyre’s unpublished paper
(see table 2). The remaining studies were designed and
carried out exclusively from an academic or professional
perspective. Research was mainly aimed at assessing
symptom improvement (16 studies) or exploring self-
perceived recovery (11 studies), knowledge and beliefs
about recovery (6 studies) and the level of hope in
recovery (6 studies).

Most of the studies focused on symptoms were
conducted solely from a professional or academic
perspective; the exception are three studies made by
the Judith Cook’s team.*® *! Attitudes and knowledge
about recovery were the main topic in studies designed
or carried out in collaboration with users and survivors.

All but one of the studies assessing the efficacy of
the WRAP found significant improvements in most of
the variables measured. The exception was the study
conducted in Hong Kong by Mak et al,”> who only found
significant improvement in perceived social support after
WRAP workshops. This means that they did not observe
any significant enhancement in relation to commonly
measured variables such as empowerment, hope, self-
stigma, social network size, symptom severity and subjec-
tive recovery.

Fourteen studies used a psychiatric diagnosis as an
inclusion criterion, and they were all conducted from a
professional perspective only. The criterion in 12 of these
studies was a diagnosis of a severe mental disorder, which
among participants was mainly bipolar disorder, major
depression or schizophrenia. Of the remaining studies, 13
included users from mental health services. Seven studies
included people with any form of emotional distress or
who were interested in enhancing their well-being, and
these participants did not self-identify as mental health
service users. Three studies defined their participants as
people with any experience of a mental health problem.
Finally, three studies involved participants defined as from
an ethnic minority and with psychosocial difficulties.

Thematic analysis
Table 3 summarises the main objectives of the tools.

Improving wellness

The tools identified are aimed at promoting wellness.
The WRAP associates wellness with happiness, rather
than with the absence of illness.”® Specifically, this tool
defines wellness as the experience of feeling physically
and emotionally well despite life’s daily challenges.*
In the MRAB, wellness is defined as being satisfied with
one’s life or feeling comfortable with oneself.* The M&O
links wellness to participation in the community and its
transformation.” The T-MAPs similarly defines wellness
from a social perspective, and it involves collectively
building a world in which to live.”* * Finally, the PACE
and MoM do not define the concept of wellness, although
they include several examples of activities and resources
for promoting it.

The WRAP, T-MAPs and MRAB include a specific
section for working on wellness, and some sections of
the MoM and M&O are likewise aimed at helping users
to reflect on or compile self-care or wellness resources.
As for the PACE, it does not offer a specific section on
wellness; however, under ‘Recovery Skills’ it addresses
Self-Care Techniques, that is, things that people can do for
themselves that make them feel good.”
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Table 2 Studies of the implementation of the tools

Table 3 Emerging topics from thematic analysis

Authors Country Tool
Afzal et al” Pakistan WRAP
Ali® Palestine WRAP
Aljeesh and Shawish® Palestine WRAP
Ashman et al*® UK WRAP
Ben-Zeev et a/*' USA WRAP
Carpenter-Song et al®? USA WRAP
Cook et al*® USA WRAP
Cook et al*’ USA WRAP
Cook et al; Cook et al; USA WRAP
Jonikas et a/*®"

Cook et af*? USA WRAP
Davidson® Scotland WRAP
Doughty et af*® New Zealand ~ WRAP
Elhelou™ Palestine WRAP
Fukui et a/® USA WRAP
Gordon and Cassidy®° USA WRAP
Higgins et a/®* Ireland, UK WRAP
Horan and Fox®® Ireland WRAP
Jung et al®® Korea WRAP
Katayama et a/”’ Japan WRAP
Keogh et al®® Ireland, UK WRAP
Mak et al*® China WRAP
Matsuoka’® Canada WRAP
Mclntyre®” New Zealand ~ WRAP
O’Dwyer®’ UK WRAP
O’Keeffe et al*® Ireland, UK WRAP
Olney and Emery-Flores®"  USA WRAP
Petros® USA WRAP
Petros and Solomon®® USA WRAP
Pratt et a/®® Scotland, USA  WRAP
Pratt et al®* Scotland, USA  WRAP
Starnino et a/®® USA WRAP
Stokoe and Bradbury®' England WRAP
Wilson et al® USA WRAP
Zahniser et al*® USA PACE
Zhang et al*® New Zealand =~ WRAP

More information in online supplemental tables 4 and 5.

PACE, Personal Assistance in Community Existence; WRAP,
Wellness Recovery Action Plan.

Navigating crisis

The tools are also designed to help avoid or navigate
crises, the meaning of which goes beyond the appear-
ance of symptoms. In the WRAP, the concept of crisis
refers to a loss of control over one’s life,26 and symptoms
come to represent a crisis when people’s thoughts and
feelings affect their ability to make decisions, take care

Goals Tools that included
Improving wellness All tools
Navigating crisis All tools

Promoting empowerment All tools (personal or social

empowerment)
Facilitating mutual support All tools
Promoting recovery Some tools
Copping with oppression Some tools

of themselves or stay safe.”® The PACE defines a crisis as
overwhelming stress, difficulties in integrating experi-
ences and an interrupted development.”® The MoM simi-
larly considers crises to be highly intense emotional states
that affect thinking and communication.”” In the MRAB,
a distinction is made between crisis as a synonym for clin-
ical symptoms or relapse and life crises that profoundly
affect a person’s way of life." The T-MAPs conceptualise
crises both as experiences of emotional distress and as an
opportunity for growth and transformation.* Although
the M&O does not define the concept of crisis, it gives
several examples in sections such as: How does oppression
affect your behaviour? ox How does oppression make you sick?2.*
Regarding the MoM, it defines itself on its cover as a
Workbook for navigating crisis.”® The WRAP, MoM, M&O,
T-MAPs and MRAB all regard crises as a fundamental
issue for people to consider when drawing up their own
recovery plan or map. The M&O and the T-MAPs contain
specific sections oriented to reflecting on the social and
structural causes of crises.

All tools, except the PACE, include specific sections
dealing with knowing what to do (or not to do) to avoid
a crisis, recognising the factors that can precipitate it,
and identifying red flags when it starts. The WRAP, MoM,
T-MAPs and M&O also have a section aimed at explaining
to friends and relatives how the person needs and wants
to be accompanied during a crisis. Another feature of the
WRAP, MoM, T-MAPs and MRAB is a section on devel-
oping advance directives. Finally, the WRAP and MRAB
include, respectively, sections headed Post-Crisis Plan
and Learning Agenda. Both are focused on learning from
crises, identifying what was useful and what was not.

Promoting recovery

The tools are aimed at promoting recovery. The WRAP,
PACE and MRAB describe themselves as a recovery plan,
guide or manual, and they each include sections on
defining recovery and what is needed to promote it. The
WRAP defines recovery as a process that helps people
to improve their health and general wellness, lead an
independent life and reach their full potential.*® For the
PACE, recovery is a healing process that ‘allows people to
(re)capture their dreams (Ahern, p5)’27 and to have an
adult identity and a major social role.”” The MRAB uses
Anthony’s definition of recovery, thatis, a process through
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which a person develops new meaning and purpose in life
such that it becomes satisfying."*

The WRAP defines five key concepts associated with
recovery: hope, personal responsibility, self-advocacy,
education and support.26 In the PACE, beliefs, relation-
ships, skills, identity and community are considered the
most important aspects to work on to promote a person’s
recovery.”” The MRAB follows the 10 guiding principles of
recovery set out by SAMHSA: hope, person-driven, many
pathways, holistic, peer support, relationships, culturally
based, trauma-based, strengths and responsibilities, and
respect.”®

Although the WRAP stresses that recovery goes beyond
the clinical or functional dimension, it nonetheless
defines itself as ‘a system for monitoring, reducing and
eliminating uncomfortable or dangerous physical symp-
toms and emotional feelings’.*® Conversely, the PACE and
MRAB make clear that recovery is not a clinical outcome,
in other words, it is not synonymous with symptom remis-
sion.! As for the T-MAPs, it does not aim to help the
person return to a previous state of health, and instead
it uses the concepts of transformation and resilience
practices and promotes ‘a process of transformation and
growth (McNamara, p3)’."” The MoM and M&O do not
use the concept of recovery or any equivalent. In the case
of the MoM, users are encouraged to question interven-
tions that seek to return them to some form of normality,
rather than accepting and supporting ‘the different ways
that all of our minds and bodies may function (Momo,
p2)".%

Promoting empowerment

The tools are resources that help to promote a process
of empowerment. The PACE is specifically ‘based on the
Empowerment Model of Recovery (Ahern, p16) ’,27 while
the MRAB is described as a model of self-management,
self-determination and self-control aimed at promoting
empowerment. The latter tool includes a section called
Personal Growth Plan, defined as ‘the personal strategy of
empowerment (Sampietro, p18)”.*!

For the PACE, empowerment means ‘moving from
dependence to self-determination (Fisher, p91)’,57 such
that people take control of the important decisions that
affect their lives and come to see themselves as competent
members of society.

Four tools are primarily aimed at promoting empower-
ment on a personal level, which includes: promotion of
self-determination, self-management and taking respon-
sibilities (WRAP, PACE, MRAB); self-awareness, self-help,
self-advocacy (WRAP, PACE); building self-esteem and
personal confidence (WRAP, PACE); developing a posi-
tive sense of identity (not a sick role), challenging self-
stigma (WRAP, PACE, MoM, MRAB); and creation of a
meaningful life (WRAP, MRAB). By contrast, the M&O
and T-MAPs seek primarily to promote empowerment at
the social level, including identification of and reflection
on the social structures of power, privilege and oppression,

in addition to promoting participation in transformative
collective practices in the community.* *’

Facilitating mutual support
All tools highlight the importance of mutual support or
peer support practices for recovery, resilience, empow-
erment and/or the social change processes they seek to
promote. This is made explicit in the name given to one
of the tools, T-MAPs, whose authors describe it as ‘our
attempt to help create a concrete framework for mutual
aid (McNamara, p33) ) 40

The PACE, M&O, T-MAPs and MRAB dedicate a section
to exploring and promoting participation in mutual
support or peer activities. The WRAP, in its updated
edition, also includes a section called Appendix B: Peer
Support.®® As for the MoM, although it highlights the value
and importance of mutual support, it does not include a
specific section on this.

The M&O and T-MAPs suggest that users share their
own maps with other people in mutual support meetings.

Coping with oppression

Some of the tools aim to encourage reflection on the
axes of oppression that affect emotional well-being. For
instance, the M&O and T-MAPs include different sections
for people to work individually and collectively on the
specific axes of oppression that affect them (racism,
sexism, ableism, classism, etc). In the case of the M&O, all
the material is aimed at identifying the different forms of
oppression that people encounter in life, and at helping
them to recognise both how this oppression affects their
wellness and how it can be responded to.

The PACE and MoM do not have a specific section
dedicated to oppression, although they do include some
reflection on the role of social, economic and cultural
factors in the incidence of mental disorder and in
recovery processes, highlighting the pathological effects
of different forms of oppression. The PACE, M&O, MoM
and T-MAPs consider the institution of psychiatry itself as
an axis of oppression.

DISCUSSION

This study aimed to identify and characterise tools devel-
oped by users and survivors of psychiatry and aimed at
promoting recovery, empowerment and wellness. The
scoping process identified six tools developed between
1997 and 2018, and a total of 37 studies published
between 2005 and 2020. Five of the six tools originated
in the USA and were originally published in English,
the exception being the MRAB, which was developed in
Catalonia (Spain) and published in Catalan. Three tools
present themselves as a Mad Map and the other three
as a Recovery Guide or Manual. Contact with networks
of users and survivors proved crucial to discovering the
tools, because only the WRAP and PACE were found in
database searching. All tools emerged within the context
of user and survivor movements, although their process
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of development varied depending on the movement. In
addition to users and survivors, mental health service
providers were also involved in developing the WRAP and
the MRAB.

Of the 37 studies identified, they all, with the excep-
tion of one that involved the PACE, used the WRAP
programme and were delivered as group workshops.
The latter was a crucial aspect of the WRAP programme
for many studies,* **** it being considered that a group
setting offers specific benefits: ‘...mutual identification,
validation and support that emerges from delivering
WRAP in a group environment (Ashman, p576).%
Several studies also regard peer-run workshops as being
a key aspect of the WRAP,* 7 it being argued that peer
facilitators serve as models and examples of recovery,
improving participants’ hope.”” However, fewer than half
of the studies reported that workshops were delivered by
peers or with peers in the team.

Anglophone countries, primarily the USA and the UK,
were the main contributors to research in this field. Only
seven studies were carried out in non-English-speaking
countries, namely Palestine,(ag_70 China,f’sjapan,71
and Pakistan.” Contrary to most findings, one of these
studies” only observed a significant improvement in
perceived social support after WRAP workshops. It should
also be noted that only three studies aimed to explore
the applicability of the WRAP programme in an ethnic
minority.® ® ™ Two of these® ™ suggest integrating a
critical analysis of oppression and a gender perspective
in workshops, a focus which is not incorporated in the
WRAP.

Quasiexperimental and pre/post-test studies were the
predominant designs in quantitative research, whereas
qualitative studies were mainly characterised by the use
of grounded theory or Braun and Clarke’s approach to
thematic analysis. Sample sizes varied across the studies,
as did the criterion for inclusion, with some authors
requiring an established diagnosis, while others included
people reporting any kind of emotional distress. Univer-
sities and mental health services were the main insti-
tutions involved in the research. Although user and
survivor organisations, such as the Copeland Center for
Wellness and Recovery, and the Mental Health Recovery
and WRAP, also contributed to research output, the
professional and academic perspective was predomi-
nant. Thus, while the tools themselves are the result of
survivor research,” most of the studies were designed and
conducted without the participation of users and survi-
vors. Moreover, even though recovery-oriented resources
are not aimed at clinical recovery,"'® the predominant
focus of these studies was symptom reduction; notably,
the few studies that did incorporate the perspective of
users and survivors were focused instead on attitudes and
knowledge about recovery® * * (and the unpublished
paper by Mclntyre, 2005). In a similar vein, although
there are numerous Esgchometric instruments aimed
at measuring recovery,”* ” only two of those used in the
studies were designed by or in conjunction with users and

survivors as part of the research team: Doughty et al,*®
and the Minnesota’ Survey in Cook et al.*’ This illustrates
how the perspective adopted by most of the studies does
not take into account the epistemological and theoretical
background of the tools used. Indeed, the studies tend
to use the tools in a way akin to a psycho-educational
programme, rather than as tools built from people’s
experiential knowledge of their recovery processes.

Thematic analysis identified a total of six goals that
form the primary focus of the tools: improving wellness,
navigating crisis, promoting recovery, promoting empow-
erment, facilitating mutual support and coping with
oppression. The first two of these goals, improving well-
ness and navigating crisis, are common to all tools, each
of which acknowledges their importance and includes
sections dedicated to working on these goals and/or strat-
egies and examples of how to achieve them. The impor-
tance of mutual support for recovery, empowerment
and/or coping with oppression is also highlighted by all
six tools, and five of them were specifically designed to be
used in a group setting with peers. Although some tools
do not explicitly use the concept of empowerment, they all
aim to promote it on some leveln; the WRAP, PACE, MoM
and MRAB promote certain aspects of personal empow-
erment, while the M&O and T-MAPs do the same with
social empowerment. As regards the other two goals (ie,
promoting recovery and coping with oppression), the
tools differ in the stance they take. The M&O and MoM
do not use the concept of recovery, and the T-MAPs refers
to resilience rather than recovery, the reason being that
these tools consider that the idea of ‘recovery’ suggests
areturn to a previous stage or to some state of supposed
normality. Other tools (the MRAB) do refer to recovery
but explicitly state that it does not mean going back to
the past or being normal. Finally, coping with oppression
is a specific focus of the M&O and T-MAPs, and it is also
referred to at some point by the MoM and PACE. By
contrast, the WRAP and MRAB do not offer any kind of
reflection on the mental health system as a possible axis
of oppression or on the negative effects of different kinds
of oppression on people’s well-being. Coincidently, these
are the only two tools to have been created in collabora-
tion with mental health service providers.

Although the search process allowed us to identify
and characterise tools created by users and survivors,
certain gaps and limitations emerged. Notably, although
this scoping review applied broad parameters and used
several search strategies to map tools and their associated
studies, the tools identified were developed, and most of
the studies were conducted, in high-income countries
with a recovery-oriented mental health system, in which
there are well-established networks of users and survivors,
and an Anglo-Saxon/Protestant cultural background that
highlights individual freedom and self-determination.”
Therefore, the trends identified in the literature should
be considered as representative of these kinds of contexts.
More studies are needed to clarify the applicability and
utility of the tools identified in other cultural contexts
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and for ethnic minorities. Furthermore, although we
contacted different networks of users and survivors,
including those of international scope, in every conti-
nent, we obtain no answer from any African network or
organisation. This hindered the possible identification of
additional material and the opportunity both to compare
the recovery strategies used in non-Western contexts and
to explore the extent to which the concept of recovery
itself is applicable in those contexts.

Further research is likewise needed to examine the
application and outcomes achieved with tools other than
the WRAP. Once such studies begin to be conducted, it
would be also be interesting to observe how they concep-
tualise recovery, wellness, crisis, empowerment, oppres-
sion and mutual support, and to see if they follow the
original proposals of the tools’ authors or focus on evalu-
ating different variables.

The underlying philosophy of the disability rights
movement worldwide, ‘Nothing About Us Without Us’”’
is the foundation of the tools built by user and survivor
movements. However, very few studies have included
users and survivors as subjects of knowledge, recognising
and valuing their personal and collective experience as a
source of learning, rather than seeing them as objects of
intervention. A priority for future research is therefore
to ensure the participation of users and survivors in the
design, implementation and assessment of mental health
recovery tools. Given that existing tools have come about
thanks to the initiative of user and survivor networks, it is
also important that this research is carried out from the
perspective of survivor research and mad studies.
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https://activament.org/wp-content/uploads/2021/03/Manual-Recuperació-i-Autogestió-Benestar-R.pdf
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