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ABSTRACT

Objective

To examine the literature on how recovery of people with SMI is conceptualised in low-and-
middle-income countries (LMICs), and in particular what factors are thought to facilitate
recovery.

Design:

Scoping review

Data sources and eligibility

We searched 14 electronic databases, handsearched citations and consulted with experts
during the period May- December 2019. Eligible studies were independently screened for
inclusion and exclusion by two reviewers. Unresolved discrepancies were referred to a third
reviewer.

Data extraction and synthesis

All bibliographic data and study characteristics were extracted using a data charting form.
Selected studies were analysed through a thematic analysis emerging from extracted data.
Results

The PRISMA flow diagram offers a summary of the results: 4201 titles, 1530 abstracts and
109 full-text articles were screened. Ten articles were selected for inclusion: two from
Turkey, two from India, and one each from China, Swaziland, Indonesia, Egypt, South Africa
and Vietnam. Although most studies used qualitative methods, data collection and sampling
methods were heterogenous. One study reported on service provider perspectives while the
rest provided perspectives from a combination of service users and caregivers. Three
themes emerged from the data analysis. First, studies frame recovery as a personal journey
occurring along a continuum. Second, there was an emphasis on social relationships as a
facilitator of recovery. Third, spirituality emerged as both a facilitator and an indicator of
recovery. These themes were not mutually exclusive and some overlap exists.

Conclusion

Although there were commanalities with how high income countries describe recovery, we
also found differences in conceptualisation. These differences in how recovery was
understood reflect the importance of framing the personal recovery concept in relation to
local needs and contextual issues found in LMICs. This review highlighted the current

sparse evidence base and the need to better understand recovery from SMI in LMICs.
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Protocol information

The scoping review title is registered with the Joanna Briggs Institute. The protocol for this
scoping review was published in BMJ Open' (doi:10.1136/ bmjopen-2019-032912)
(supplementary file 1)

Patient involvement

There is no patient involvement in this scoping review.

Strengths and limitations of the study

A comprehensive search strategy was used which allowed the literature to be
mapped as a basis for further exploration of the concept of recovery in LMICs so as
to inform research, policy and practice.

The review aimed to analyse conceptual and theoretical underpinnings of

recovery from SMI as a construct in LMICs and as such interventions and
intervention outcomes were not focused on.

Data synthesis was limited to full text articles available in English only and published
between January 1993 and December 2019.

Grey literature and unpublished studies not available in English were excluded from
the scoping review and this practical decision means that potentially relevant papers
were excluded.

Future reviews should search the grey literature extensively as there are non-
government organisations active in providing recovery-oriented support and care to

people with SMI in LMICs but do not publish in the peer reviewed literature.
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INTRODUCTION

Mental, neurological and substance use (MNS) disorders are significant contributors to the
global burden of disease, including severe mental iliness (SMI). The lifetime prevalence of
severe mental illness (SMIs) ranges between 1% and 4%.2 Although this is relatively low in
comparison to the prevalence of common mental disorders, people with SMis require
complex, long-term interventions.® Historically most resources to respond to MNS were
allocated to specialised psychiatric hospitals, with limited provision of mental health services

at primary levels of care.*

Deinstitutionalisation initiatives in high income countries (HICs) shifted people out of
institutions to community living. The goal of deinstitutionalisation was to promote social
inclusion for people with MNS disorders, a goal which remains in progress in low- and-
middle- income countries (LMICs). The drive to de-centralise services has led to an increase
in premature discharge rates, shorter hospital stays, and repeated relapses.5¢ ° This is
exacerbated by a scarcity of community-based resources’ to address the psychosocial

needs of service users.4%8

Personal recovery for people with SMI is conceptually distinct from clinical recovery which
places more value on medication adherence and symptom remission.® '°'* At a time when
having a diagnosis of SMI was highly stigmatised and the clinical prognosis was poor, the
recovery model was initiated by the mental health consumer and survivor movement in
HICs."? The notion that recovery was impossible for people with SMI was challenged by
people living with schizophrenia, some of whom went on to lead meaningful lives post

deinstutionalisation.’3 14

Psychiatric rehabilitation has highlighted the need to manage the functional and disabling
consequences of SMI. However, Deegan (a mental health professional and person living
with schizophrenia) says that people do not “get rehabilitated”'>' by others, instead they are
active participants in their journey to recover new and valued personal meaning and
purpose. Personal recovery thus requires a shift beyond treating symptoms to the

development of meaning and purpose across the lifespan.' 916

Recovery means different things to different people, consequently there are multiple
interpretations and definitions of recovery. For instance, 17 studies included in a review on
the meaning of recovery amongst people living with schizophrenia,'” described recovery as

both a process and an outcome with multidimensional indicators. Recovery depended on
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perceptions related to social support, absence of symptoms, minimal to no relapse,
regaining regular functioning and resuming responsibilities. This review found that the
process of recovery was influenced by acceptance of illness, developing meaning in life,
gaining coping mechanisms and regaining functional abilities.'”-'® The complexity embedded
in viewing recovery as a process and an outcome with multidimensional indicators has been
acknowledged elsewhere.2%-22 Although recovery cannot be defined in a single way,
cognisance must be taken that various elements of recovery identified might be common to
peoples’ understandings of the experience. Further to this, scholars recommended that
clinicians, caregivers and researchers conduct more research to qualitatively explore
personal narratives of recovery, develop tools needed to measure recovery and design

community-based recovery- oriented services."”

Most of the research on personal recovery has emerged from a HIC perspective, with little
attention given to describing personal recovery from LMIC perspectives. Of the 17 studies in
the aforementioned review,'” the majority (13) were from HICs (n=13). Similarly, all 97
papers included in a systematic review and narrative synthesis of models of personal
recovery?3 originated from just 13 HICs. Although some studies did include ethnic
minorities. The value of including perspectives from LMICs and from diverse cultural settings
is reflected in the richness and additional themes that emerged from the studies that
included ethnic minorities. These additional themes included stigma, spirituality, culture and
the collectivist aspects of recovery.??® Given that recovery is influenced by social, cultural,
political, economic factors and respect for human rights, recovery in LMICs is likely to be
influenced by socio-cultural context. 2* Consequently, a synthesis of the current body of
evidence regarding recovery from SMI of people living in LMICs is warranted so as to offer
an alternate perspective to the literature predominantly emanating from HICs; this may allow
for more diverse perspectives to emerge.'®25 2627 This scoping review thus set out to
explore and report on how recovery is described, and the factors that influence personal

recovery of people with SMI in LMICs.

METHODS

The protocol for this review' provides full details on the methods followed; and the protocol
title was registered with the Joanna Briggs Institute. Following Arksey and O’Malley’s?”
methodological framework this scoping review comprised six iterative stages, namely: (1)
identification of the review question; (2) identification of relevant studies; (3) selection of
studies; (4) charting the data; (5) collating, summarising and reporting of results; and (6)
consultation with stakeholders. The PRISMA ScR checklist was used as a reporting

standard for documenting the process and results.?® 27
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Stage 1: Identify the research question
We developed a broad research question for our literature search, namely
What is known about recovery from severe mental illness in low-and-middle-income

countries?

Stage 2: Identify the relevant studies

A detailed description of the inclusion and exclusion criteria for study selection has been
published.?® Only studies published between 1 January 1993- December 2019 were
included. This covers the roughly 25 years of scholarship since Anthony’s seminal work on

defining personal recovery from mental illness.'®

To assist us with accessing relevant publications we consulted two mental health service
providers working in the field of recovery while conducting an electronic search. A
comprehensive search strategy’ was developed by the first author in collaboration with two
librarians (MS and DB). The search strategy and filtering methods were tested using
preliminary search terms to comply with searches across different databases. The main
filtering methods related to the date range (January 1993- December 2019). (supplementary
file 2)

Databases describedin the protocol were searched." Grey literature sources were also
pursued through Google Scholar searches, contacting study authors, and connecting with
key personnel involved in recovery-focused programmes in LMICs. Reference lists of
included full text papers were hand searched for additional sources. Policy documents,
conference abstracts, reviews, opinion pieces and commentaries were excluded although

they were reviewed to identify published literature.

Stage 3: Literature selection

We followed two independent screening levels for selecting studies for inclusion:(1) title and
abstract review; and (2) full-text review. For the first level of review, all citations from the
database searches were downloaded into Endnote®® and duplicates were removed.
Thereafter all citations were imported into Rayyan QCRI software?' which allowed reviewers
(FG and ZS) to screen and select titles and abstracts independently according to the
inclusion and exclusion criteria. Inter-rater agreement was assessed by calculating Cohen’s

Kappa. A score of 0.89 was attained, suggesting good interrater reliability.3?
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One hundred and nine articles (n=109) were selected for full-text review and assessed to
determine if they met criteria for study inclusion. Disagreements on study selection were
minimal (n=10) and based on interpretations of the outcome, diagnosis or intervention type
described in the article. Disagreements were resolved through consensus seeking with a
third rater (KS). At this level of screening, inter-rater agreement was calculated as 0.86.

Figure 1 summarises the literature search and selection process.

Stage 4: Charting the data

All 109 articles selected for full review were read. The two reviewers (FG and ZS)
independently extracted and summarised data based on Joanna Briggs Institute data
extraction template.?6 27 37 Extracted information included: 1) study title, 2) author, 3) year of
study, 4) country, 5) study population, 6) participant characteristics; 7) number of
participants, 8) gender distribution, 9) research question and aim, 10) study methodology,
11) study description, 12) data collection methods, 13) data analysis, 14) outcome
measures, 15) results, 16) summary of findings; and 17) definitions and conceptual links of
recovery. Supplementary File 2 provides information on the questions applied when charting
the data. To ensure rigour, there was flexibility regarding emerging categories for data

extraction. Ongoing consultation with the team occurred throughout the process.

The Mixed Methods Appraisal Tool (MMAT) version 201833 and the Critical Appraisal Skills
Programme (CASP) Qualitative checklist** were used to assess the quality of the included
studies. Additionally, we assessed compliance to ethical standards as part of the quality
appraisal process. Indicators included (a) obtaining human research ethics before study
commencement, (b) documentation of consent to participate, and (c) management of

vulnerability given that the focus was on people living with an SMI.

Stage 5: Collating, summarising and reporting the results

Collated data were extracted and summarised into a descriptive and narrative synthesis of
study characteristics that addressed the review questions. Data were summarised to answer
the following questions from LMIC settings how recovery is conceptualised; what the
descriptors of recovery are; and what influences recovery. FG completed a qualitative data-
driven thematic analysis where findings were coded in qualitative software as recommended
by Levac et al.*> using QSR’s International NVivo 11 data analysis software.3® The coding
process was recorded in a memo and reviewed with ZS and KS. All authors contributed to

reporting the summarised results.

Stage 6: Consultation
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During each stage of the review process the authors consulted with an advisory committee.
This advisory committee consists of the research team and key stakeholders including
mental health service providers and service users from the public health and non-profit
organisation (NPO) sectors. This committee was constituted from the onset of the project
and some members are part of a pre-existing group of public mental health specialists. The
advisory committee was consulted to gain their opinion on the relevance of the review. They
guided access to grey literature, offered their perspectives on the data extraction and
charting process, and reviewed the findings. We included the inputs of an advisory
committee in this review to enhance its relevance and support collaborative efforts to

facilitate consumer participation and public involvement in mental health research.3” 35

RESULTS

Search findings

Of the 1530 articles originally identified, 109 articles were selected for full text review. Ten
were deemed relevant to the research question. Figure 1 outlines the study selection and
exclusion process.

Figure 1: Flow Diagram: PRISMA (preferred Reporting for System Reviews and Meta-
Analysis (PRISMA)/ PRISMA Extension for Scoping Review-(PRISMA-ScR)3®

The results are presented in two sections: (i) a summary of characteristics and quality of the

included studies and (ii) the results of the thematic analysis.

Description of included studies

Table 1 summarises the ten studies included in this review. All studies were published
between 2014 and 2019 and were conducted in: Turkey (n=2), India (n=2), China (n=1),
Swaziland (n=1), Indonesia (n=1), Egypt (n=1), South Africa (n=1) and Vietnam (n=1).
According to the World Bank classification system, this covered the range of LMICs. Four
studies were conducted in upper-middle income countries, one in a middle-income country

and five in lower- middle income countries.

The studies followed different study designs (qualitative: n=8; quantitative n=2). Qualitative
studies were guided by the following approaches: grounded theory (n=1), phenomenology
(n=3), ethnography (n=2) and qualitative descriptive (n=2). In all the qualitative studies, data
were collected through semi-structured and unstructured interviews. Five studies focused
solely on MHSUs’ perspectives®®43, one described psychiatrists’ perspectives*4, and three
offered a combination of MHSU and family members perspectives.*>4” One study reported

on multiple stakeholder perspectives by including a combination of MHSUs, family members,
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community members and healers.*® Although there was heterogeneity across studies in
terms of participants, MHSUs’ perspectives were central to conceptualising recovery in most

studies.

All participants were adults and the majority of studies focused on a diagnosis of
schizophrenia (n=8) while two studies looked at first episode psychosis.*34¢ The age of
participants varied between 21-70, participants had been living with an SMI for between one
and forty years and recovery was described as occurring over time. 3942454748 The
participant’'s gender profile was described in six studies.3®424547 |n studies where the gender
profile was reported, more males were included in the service user groups with the
exception of one study which had more females.*' One study included only female service

users.*? In the two quantitative studies, the majority of caregivers were female.

MHSUs in all of the studies were recruited either directly or indirectly from psychiatric
services (n=7) or schizophrenia associations (n=2), with inclusion criteria stipulating a
DSMIV-R or ICD 10 coding diagnosis. Two studies stipulated that medication adherence

was required for participation in the study.3940
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Table 1: Studies included in the review (n=) §
Authors Aim(s) Country; Designand g | Participants
(year) Setting according to World methods N
Bank Classification; =z
Recruitment site 3
1 Chen et al.#’ To develop an instrument to Chengdu, China Quantitative MHSUs: n=182
(2018) examine the opinions of Upper- middle income Descriptive § Female: n= 85
consumers and their family country o Male: n=97
members regarding Psychiatric Hospital % Family members: n= 182
autonomous decision making in S Female: n=103
family matters 2 Male: n=79
2 de Wet et al.43 To investigate how MHSUs Cape Town, South Africa Qualitative = MHSUs: n=7
with first episode psychosis Upper- middle income Descriptive = Gender not reported
experience their recovery country e
Psychiatric Hospital 2
research Unit E]
o
i)
3 | Gandhi et al.#! To explore patients’ Bengaluru, India Qualitative i MHSUs: n=18
(2019) perspectives about factors Lower- middle-income Grounded theoy Males: n=7
affecting recovery from country S Females: n=11
schizophrenia Psychiatric Hospital 3
(Outpatients department) S
4 Gopal et al.*® To identify clients and family Chennai, India Quantitative & MHSUs n=100
(2019) members’ perspectives of what | Lower- middle-income Descriptive B Males: n=55
constitutes recovery from country S Females: n=45
schizophrenia in the Indian Psychiatric Hospital § Caregivers: n= 80
context and to examine gender | (Outpatients department) g Male: n=43
differences in recovery indictors Q Female: n=37
5 | Guner® To understand patients views Istanbul, Turkey Qualitative 2 MHSUs: n=9
(2014) and experiences of Upper- middle income Descriptive - Male: n=8
schizophrenia country S | Female: n=1
Schizophrenia Association 2
6 Humphries et To understand psychiatrists’ Danang, Hanoi, HoChi Minh | Qualitative = Psychiatrists: n=15
al.* views on outcomes for people City and Hue, Vietnam Descriptive =
o
2
S
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o
(2015) with schizophrenia in a Middle- income country §
developing country Public hospitals a
7 Nxumalo To explore the experiences and | Swaziland Qualitative i MHSUs: n=15
Ngubane et al.#> | meanings of recovery for Swazi | Lower- middle-income Phenomenologi¢al | Females only
(2019) women living with country
schizophrenia Psychiatric Hospital
(Outpatients department)
8 Rashed*® To explore the use of spirit- Dakhla, Western Desert Qualitative MHSUs: n=2
(2015) based frameworks to take Egypt Ethnographic Male: n=1
control over symptoms in their | Lower- middle-income Female: n=1
cultural contexts country Family members n= not
General Hospital with specified
psychiatric service Healers: n=11
Community members: n=56
9 | Soygur# To identify the factors Ankara, Turkey Qualitative, 5 MHSUs: n=24
(2017) contributing to recovery, as Upper- middle income Phenomenologigal; | Male: n=15
observed from the perspectives | country : Female: n=9
of schizophrenia patients Schizophrenia Association
working at a supported
employment project
10 | Subandit To explore participants’ Yogyakarta, Java Qualitative, MHSUs: n=7
(2015) experience of illness and Lower- middle-income Ethnographic Family members: n= not

recovery in a Javanese cultural
context

country
Psychiatric Hospital

specified
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N
2 2
Z Table 2: Summary of findings g
5 3
? Title, Author, Year Aim(s) Country and Key Findings s

Settin =

8 9 2
9 1 | Family Decision Making and | To develop an Chengdu, China | -Autonomy in decision makin& contributes to the MHSUs
10 Self-Determination Among instrument to functioning during recovery. §
11 Consumers With examine the -In Asian contexts it is accepted practice that family
12 Schizophrenia in China: opinions of members make decisions on 8ehalf of the MHSUs
13 Cross-Cultural Implications consumers and especially with regard to monéy management and
14 Chen et al, 2018 their respective community and daily living. g,
15 family members -Decisions related to psychlaﬁc care are often deferred to
16 about health professionals. g
17 autonomous -The concept of autonomy forEMHSUs includes situations
18 decision making where they endorse and agreg with decisions made by
;g in family matters family members on their beh@‘.
21 2 | Hearing their voices: The To investigate Cape Town, -Caring for others and being &red for was identified as the
22 lived experience of recovery | how MHSUs with | South Africa biggest contributor to recoverg of persons with
;i from first episode psychosis first episode schizophrenia.
25 in schizophrenia in South psychosis Spirituality was seen to build @smence more so than
% Africa.*? experience their adherence to medication. §
27 recovery Understanding the mental illngss and managing
28 associated stigma influenceddisclosure, especially at
29 work. S
30 3 | Perspectives of consumers in | To explore Bengaluru, India | -MHSUs in India indicated th@ recovery was affected by
31 India on factors affecting patients’ facilitators and barriers relateﬁi to individual, familial and
32 recovery from schizophrenia. | perspectives societal influences. g
33 Gandhi et al, 2019 about factors -Holding valued roles in a supg)ortive family structure
34 affecting facilitated the recovery of MHSUs.
35 recovery from -MHSUs reported that splrltué!’ity and their engagement in
36 schizophrenia prayer and religious rituals arﬁ:hored them and contributed
37 towards their recovery. §
38 =
39 ‘fa
40 2
41 a
42 3
Zi For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml
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-Engaging in activities with otHers was important for
MHSUs as they reported that?navmg meaningful social
relationships helped them combat loneliness

- Barriers to recovery included side effects of medication,
inconsistent treatment appro@hes and religious beliefs
which delayed access to treatsnent

What constitutes recovery in
schizophrenia? Client and
caregiver perspectives from
South India Gopal et al; 2019

To identify clients
and family
members’
perspectives of
what constitutes
recovery from
schizophrenia in
Indian context
and examine
gender
differences in
recovery
indictors

Chennai, India

-Recovery according to care@ers and MHSUs entailed
being symptom free; being abl‘e to work; and being
independent.

-Recovery was equated with 50 longer needing
medication.

-Recovery was based on MH8_US subjective feelings and
experiences and not on the oginions of family members
and health professionals.

g uadolwg//:dny w

lliness perception in Turkish
schizophrenia patients: A
qualitative explorative study
Guner; 2014

To understand
patients views
and experiences
of schizophrenia

Istanbul, Turkey

-Recovery was variably definéd and included a lack of
symptoms; being able to worlg getting married and having
opportunities to became part 6f community networks.

- MHSUs took ownership for tineir own personal recovery
by engaging in meaningful oc2upations, hobbies and
religious practices including pgayers.

-In Turkey, almost all MHSUsgwth schizophrenia live with
their families R

For some, having a supportiv& family facilitated recovery,
but recovery was hindered wf?en the family was
overprotective.

-Recovery was further hmderéd by difficulties accessing
mental health services
MHSUSs did not disclose their@nental iliness for fear of
stigma

J9]0.
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Psychiatrists’ perceptions of
what determines outcomes

How psychiatrists
view outcomes

Danang, Hanoi,
HoChi Minh City

-Access to contemporary treaﬁ%‘nent was seen as
influencing the outcomes for people with schizophrenia.

for people diagnosed with for people with and Hue, Contemporary treatment is delined as including generic
schizophrenia in Vietham. schizophrenia in | Vietnam second-generation antlpsych&lcs staff, facilities and
Humphries et al; 2015 a developing psychosocial interventions. g
country -Psychosocial interventions were not described.
-MHSUs feared stigma and tl% influenced help seeking
behaviour.
- Psychiatrists reported that n‘EfamlIles who hold traditional
beliefs, mental illness was attﬁbuted to spiritual causes,
families access traditional treétment before seeking
medical assistance, especiall@ in rural areas.
- The extended family systemgallows family members to
share the burden of caring fo@a MHSU, especially in the
absence of formal services &
-MHSUSs were able to accessEnskilled work in rural parts
of Vietnam more readily thanMHSUs in urban settings.
The experiences and To explore the District not --In Swaziland, MHSUs referﬁéd to any mental iliness as
meanings of recovery for experiences and | specified, “an iliness of the brain”
Swazi women living with meanings of Swaziland -Schizophrenia is not a knowé term in Swaziland
"schizophrenia". Nxumalo recovery for -Diagnostic labels such as scglzophrenla were used by
Ngubane et al, 2019 Swazi women health professionals but not sBared with MHSUs.
living with -Families and significant othefs provided emotional and
schizophrenia financial support to MHSUs. S
-The presence of therapeutic Bapport between MHSUs and
health professionals contributed to personal recovery.
From Powerlessness to Exploration of the | Dakhla Western -Mental illness was contextudiised through spirit-based

Control: Psychosis, spirit
possession & recovery in the
Western desert of Egypt
Rashed, 2015

use of spirit-
based
frameworks to
take control over
symptoms in
their cultural
contexts

Desert, Egypt

understandings of the illnessdnd its symptoms.

-The relationship MHSUs ha&wnh the spirit world was
used as a means of descrlblng their recovery journeys

- Clinical recovery was contes'!ed as it suggested that
mental iliness’ can be cured v&hereas personal recovery
was described as an ongomg@rocess that did not require
medical intervention.

1ybuAdoo Kq
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-Personal recovery involved M}-ISUS gaining control over
their symptoms.

-MHSUs were positioned as bemg actively involved in their
recovery rather than as passive recipients of services.
-Spirituality was foregrounde<§through the religion of Islam
and Quranic healing in the I|v83 of people with
schizophrenia. S

9 | Lessons learned from “To identify the Ankara, Turkey -This study was located in a therapeutic community and
experiencing Mavi at Café factors supported employment settlr;g
(Blue Horse Café) during six | contributing to - Long term relational supportbetween MHSUs and
years: A qualitative analysis recovery, as stakeholders involved in heal@n service delivery was seen
of factors contributing to observed from as being central to recovery. 8
recovery from the perspective | the perspectives -Recovery was promoted thragigh a number of factors
of schizophrenia patients. of schizophrenia which were embedded in supﬁortive relationships and
Soygur; 2016 patients working unrestrictive environments. 5§
at The Blue -MHSUs reported that having3vork gave them a sense of
Horse Café” purpose, responsibility and m§tlvatlon which added
meaning to their lives. m
10 | Bangkit: The Processes of To explore Yogyakarta, Java | -MHSUs viewed their recoverg in the cultural context in
Recovery from First Episode | participants’ which they lived
Psychosis in Java. Subandi; | experience of -Recovery had different aspe@ts to it and involved medical
2015 illness and treatment, family care in the rg)me and integration into
recovery in a natural community settings. »

Javanese cultural
context

-MHSUs reported being guidéd by spirituality which
required their active participation in the performance of
Islamic religious practices.

1ybuAdoo Aq paroalold 1senb Aq 12pg

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 16 of 42


http://bmjopen.bmj.com/

Page 17 of 42

oNOYTULT D WN =

BMJ Open

Themes from included studies

Table 2 provides a summary if the key findings of each of the ten included studies. The
thematic analysis yielded three themes describing recovery as a personal and complex
social process involving healthcare providers, family and community members.39-4547 48
These themes, namely (i) recovery is a personal journey occurring along a continuum, (ii)
aspects of social relationships supportive of recovery, and (iii) finding meaning and hope

through spirituality and religion are elaborated upon below.

1. Recovery is a personal journey occurring along a continuum

The majority of studies included in this review, conceptualised recovery as an ongoing, non-
linear process rather than an as an event with a finite end.39-414549 424648 The age at onset of
illness and duration of illness was highlighted3°-42454748 g5 being a signal of when the
recovery process began. Onset of illness was usually noticed by family members first and

they facilitated health-seeking behaviour on behalf of the MHSU.

Some studies*2 444648 defined the starting point for the recovery process as being from the
time that people were back in their homes and communities and not from the start of their
admission to hospital. This was confirmed by the methodological decisions taken in all of the
included studies to not include in-patients or make reference to in-patient services as
facilitating recovery. One study described an outpatient service where the programme
included psychosocial skills training, family and group therapy sessions and group outings.3°
It is notable that recognising symptoms as cues of relapse was not explored since it
appeared that the emphasis was on managing symptoms within the home and community
settings after the onset of iliness.*" 4345 This approach occurred after a diagnosis had been

established for affected MHSUs .42 44 46-48

Since the process of recovery was described from the point of discharge, coping strategies
related to managing symptoms of their iliness and their re-integration within their families
and communities emerged as critical facilitators to recovery. MHSUs needed strategies to
facilitate this recovery process. Strategies identified in the studies included the development
of self-awareness; being able to self-regulate; spirituality including prayer; attending to basic
needs; understanding the mental iliness; having purpose and hope for the future; gaining a
sense of autonomy; engagement in meaningful occupations; contributing to community; and
adopting a positive attitude to living with a mental iliness.3%-43 454748 The studies did not

describe the development of these coping strategies. It was also noted that learning to self-
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manage facilitated the recovery process.3°424650 Key aspects that MHSUs had to learn to
self-manage included their temperament, learning to live with and derive meaning from

having a mental iliness and being hopeful for their future.

There was a lack of consensus across the studies regarding the use of medication as an
indicator of recovery.39-4244 47 454648 Some studies emphasised treatment adherence as the
first steps towards recovery,3%-424447 while others viewed the choice to stop taking
medication as an indicator of recovery.4%4648 \When describing recovery as it relates to the
medical model and clinical recovery, studies appeared to focus on the individual and
described contemporary treatment as including a combination of access to medication,
health personnel, mental health services at health facilities and psychosocial interventions.*’
44 According to Rashed,*® clinical recovery foregrounds biological aspects, implicitly
highlighting a curative approach to the iliness, often demonstrated through administering
medication. However, in exploring psychosis and spirit possession, Rashed*® found that
recovery was not dependent solely on medication or medical intervention. Instead, recovery
was conceptualised as an opportunity to expand personal agency in the way MHSU'’s

respond to their iliness, with or without medication.*2

In the study conducted by Subandi,*é the recovery process involved different phases of
participation and integration across social spheres. Recovery as an active process started
as MHSUs gained insight into the social isolation that resulted from their mental illness.
Social isolation and withdrawal was viewed as the opposite of recovery as it represented
inactivity and passivity.*648 Across studies, the effort exerted by MHSUs to expand their
social interactions from their immediate physical environment, to engaging with family
members and other stakeholders in health and community spaces was as an indicator of

recovery,39-4345-48

From the aforementioned it can be seen that the people involved in the recovery process
included healthcare providers, family and community members. It is also noteworthy that
personal recovery required action in a range of interconnected contexts. MHSUs ability to
navigate these different environments indicated what was considered as successful
recovery. Indicators of recovery described in the selected articles included: being symptom
free, returning to work or supported employment, being independent, getting married, being
self-sufficient, making decisions, integrating into social or community networks, and
involvement in spiritual and religious activities. Through this, recovery was described as
active participation in daily activities. This participation was viewed as an indicator of

recovery.3%-48
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2. Aspects of social relationships supportive of recovery

Across included studies, the perspectives and contributions of healthcare providers, family
and community members were identified as crucial to the MHSUs recovery process. From
these studies it seems that the ways in which these stakeholders engaged with the recovery

process potentially facilitated or hindered the recovery journey.3%-48

Relational support from health professionals was identified as a facilitator of recovery.3940 42
4347 Access to service providers was influenced by the availability of and access to
psychiatric treatment.*4 47 Health professionals supported recovery when they communicated
clearly, spent time with service users, offered alternative medication options and provided
opportunities for engagement in activities.3° 4> On the contrary, the poor continuity of
psychiatric care together with limited and brief consultations with a doctor and a focus on

access and adherence to medication was seen to limit the recovery process.39414248

Socio-cultural values and variations in explanatory models of mental illness between the
MHSUs and health professionals as well as family members influenced views of recovery.4
4748 Family members were more likely to seek help from traditional or spiritual healers before
seeking contemporary psychiatric treatment.*4 46 The differences between socio-cultural
values and explanatory models of mental iliness included perceived causes of mental
illness, traditional beliefs attributing mental iliness to spiritual causes, fear of stigma and
community attitudes. For example, discrepancies in the language used to refer to mental
illness obscured a common understanding of recovery.*? MHSUs*? referred to any mental
illness as an “iliness of the brain”(p156) while the diagnostic label of schizophrenia was
used by health professionals. For one participant the voices of her grandmother was
soothing to her but unacceptable to her family and health service providers*2.There was an
element of dissonance between how the MHSUs, their families and service providers made
sense of the mental iliness, with a disconnect occurring around how their symptoms were
understood by different parties.*¢ When the family, community or health professionals held

different understandings and attitudes towards mental illness, recovery was obstructed.

The studies reported that all participants lived with family members or significant others.3941-
4548 Although the complexity of large families was acknowledged,*! 44 the extended family
supported recovery through sharing the burden of care in the absence of formal health
services. The studies highlighted that family and cultural beliefs along with societal values

and expectations were used as indicators of recovery*' 4647, These indicators were described
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in different ways and included whether the individual could take care of or provide for their

family as they recovered.3° 41-4548

Families provided emotional and financial support needed by the MHSUs for daily living
during their journey of recovery.3%-46 48 While the family assumed responsibility for decision
making when the MHSUs were acutely ill, they gave up some of this responsibility as the
MHSUs recovered.3947 48 The families role as stewards of recovery continued in different
ways as they provided flexible access to social networks for MHSUs on an ongoing basis.3¢
4648 Once MHSUs started engaging in spheres such as personal and social functioning,
community and daily living and money management; the family’s decision making in these

spheres decreased.4?47 51

The importance of social support was recognised as a facilitator of recovery. MHSUs
accessed support from different sources which included professionals, family members,
therapeutic community networks and supported employment.3°44 48 Peer support was
mentioned once as an important facilitator of recovery.*' Professional support was symptom
related, family support involved assisting with tangible aspects such as financial
management or with support for community reintegration. Different networks thus facilitated

recovery as they provided relational and emotional support to MHSUs.

MHSUs described having social connections and being able to engage in activities alone
and with others as key components of personal recovery.*' 5 The MHSUSs’ social identity
and social position in relation to their family, their community and broader society was seen
to influence their functioning and social inclusion.*! 45 Stigma was mentioned as a barrier to

recovery but it was not elaborated on in the studies.3942-44

In four studies, MHSUs reported that being able to work facilitated access to social
networks.39 404243 For MHSUs, recovery meant becoming part of a social network where they
felt valued and which allowed them to meaningfully contribute to their family and community,
whether this was in paid employment or not.3°404243 One study focussed on MHSUs
working in a therapeutic community and supported employment setting.*° The emphasis in
this study“® was on the relational support and social interactions provided to MHSUs via the
supported employment project. While employment was important as it gave MHSUs the
opportunity to contribute to the financial situation of the family, its role as a facilitator of
social support networks was foregrounded. Recovery as a social process which is influenced
positively by collaboration between MHSUs and stakeholders through long term relational

support and encouragement was emphasised.*°
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3. Finding meaning and hope through spirituality and religion

Spirituality and religion emerged as resources that the MHSUs and caregivers used for
understanding mental iliness and the recovery process in eight of the ten studies.39 41-44 46-48
Five studies3?41434447 referred to the significance of spirituality and religion. With regards to
religion, Islam was referred to in two studies*6 48 and Christianity in one study.*?> Across
these studies, spiritual and religious practices were seen to build resilience and were
identified as contributing to recovery when they were equally valued by MHSUs, their

families and the community.39 41-44 46-48

While in recovery, MHSUs underwent internal spiritual struggles when participating in
religious practices outside of their homes. The ways in which this was enacted included
directly sharing feelings with God through prayer and not through an intermediary; use of
religious rituals to relieve stress; surrendering healing to God’s will; resisting spirit
possession as an act of faith and personal struggle; and by practically supporting places of

worship through engaging in cleaning chores as part of church maintenance.3° 41-4346 48

MHSUs relationship with and understanding of the spirit world was seen as an indicator of
recovery in one study.*® Recovery was aided by MHSUs ability to manage the psychotic
symptoms of the mental illness while drawing on the philosophical explanations offered by
spirituality. In Egypt, spirit possession featured as part of the experience of psychotic
phenomenon and psychosis was not necessarily viewed as a medical problem.#® According
to this study, when MHSUs actively engage in accepted individual and communal religious

practices, they are acknowledged as positively navigating personal recovery.

MHSUs reported that spirituality and religious practices provided an anchor for MHSUs and
their families as it offered hope for recovery through their own efforts while also having faith
and trust in a divine power. Engaging in spiritual practices offered MHSUs structured
opportunities to relax, relieve their stress and be hopeful about their future.*! 46 Being hopeful
about the future required MHSUSs to have faith in themselves and their religion as this
allowed them to find peace while living with the challenges of having a mental illness.39 424348
Furthermore, spirituality was viewed as a resource which contributed positively to the
recovery process when MHSUs used it to instil hope for the future and as a mechanism for

making sense of the mental illness.
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The views held by MHSUs and their family members regarding the influence of spirituality
and religious practices on recovery differed from the views held by health professionals.40-42
4448 In one study, psychiatrists indicated that religious beliefs and practices could hinder the
recovery process particularly where symptoms were attributed to spiritual causes and where
traditional treatment was sought before psychiatric treatment.** MHSUs viewed professional
explanations of mental illness as unhelpful when they discounted the role of spirituality or
religion in recovery, especially if they used coercion to support their own ideas of recovery.*?
48 Relying only on medication dispensed by healthcare providers positioned MHSUs as
patients and service recipients while adopting a spiritual and cultural interpretation of mental
illness, MHSUs were viewed as people who were in control of their illness and who were
agents in their own personal recovery process.*¢ 48 The focus on clinical recovery and the
medical interpretation of mental iliness minimised the contribution of spirituality to personal

recovery.

DISCUSSION

This review contributes to the growing body of research exploring the meaning of recovery
from severe mental liliness'® 17 24 by synthesizing qualitative and quantitative research from
LMICs. The ten articles selected for inclusion were published between 2014-2019
suggesting recent and possibly growing interest in understanding perceptions of recovery in
these contexts. While there was heterogeneity in terms of design and setting, all studies
endorsed the power of individual narrative accounts of recovery. This review highlighted
commonalities but also differences between how studies from HICs and LMICs (1)
conceptualise the recovery process; (2) outlines the individual, interpersonal and social
factors that facilitate or impede recovery; (3) define indicators of recovery; and (4) view the

role of spirituality and religion in the recovery process, and as an indicator of recovery.

Findings suggest that recovery for MHSUs is conceptualised as a personal, non-linear, and
complex process. While this view is echoed in the literature from HICs,12 172325 the starting
point of the process differs between HICs and LMICs. In HICs, MHSUs generally have
access to specialised in-patient mental health care and their recovery journeys were thought
to begin pre-discharge.5? In the included studies, none of the MHSUs were in-patients at the
time of the study; their recovery journeys were described post discharge. The
conceptualisation of recovery as being non-linear in nature incorporates the frequent
occurrence of relapses among this populations® and explains the growing interest in the

socio- cultural contexts where recovery takes place,%® particularly in LMICs.
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Given the variability in socio-cultural contexts, a range of individual, interpersonal and social
factors were found to facilitate or impede the process of recovery. First, these publications
highlighted the role of explanatory models of mental illness including pathways to care and
perceptions regarding the use of medication in the process of recovery. Explanatory models
of mental illness% provide a framework for understanding SMI and treatment seeking
behaviour in a particular context. Systematic reviews have highlighted how in many
instances traditional healers are often the first point of contact in many LMICs, including
African countries.%5 % Unlike literature from HICs, views were mixed regarding the role of
clinical recovery emphasising medication adherence. While some studies highlighted the
role of medication in facilitating recovery, %7-5° others emphasised the additional importance
of having an awareness of socio-cultural and explanatory models of iliness as these factors
influence MHSUSs, caregivers and community members and can either facilitate or impede

recovery.56 60 61

Second, included studies highlighted how recovery requires long term relational and
emotional support provided by family and friends. The role of the family in MHSUs recovery
journeys are emphasised differently in studies from HICs and those from LMICs. In HICs,
the deinstitutionalisation process shifted care for MHSUs from hospital to community care.
This increased the responsibility placed on family members,%? but in LMICs access to mental
healthcare is a challenge which necessitates that families are involved in the MHSUs

recovery journey from the onset, given the limited availability of community care services?.

According to several of the included studies,3° 41 424447 the family, including significant others
are responsible for the establishment of supportive living arrangements which involved living
with family members, another key facilitator in the process of recovery. These living
arrangements seem to reflect norms that are embedded in particular cultures globally and
were not viewed as a lack of independence or aspiration. In Western society, gaining
independence is seen an indicator of recovery.'? In contrast, in LMICs, living with supportive
family provided MHSUs with opportunities for social cohesion which improved recovery
outcomes for MHSUs.20 6364 Although supported housing is viewed as a key facilitator of
recovery in HICs,%3 6566 jt was not mentioned in any of the included studies described here.
Studies in LMICs have examined supported housing for people who are homeless,®” in the
absence of family support. Despite the potentially important role that families can play in the
recovery of MHSUSs, there is limited literature available on how living with family or extended

family facilitates recovery in LMICs.8

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml


http://bmjopen.bmj.com/

oNOYTULT D WN =

BMJ Open

Similar to HICs, accessing opportunities to build social connectedness and community
relationships emerged as a facilitator to recovery. Although research indicates that people
with SMI have poorer social connections than the general population?? social relationships
allows MHSUs to connect with their family, community and work environments. Employment
in the skilled or unskilled labour market, was found to promote personal recovery of people
with SMIs.69-71 4472 29 Although MHSUs have difficulty accessing employment opportunities,
in a number of included studies,*0 424447 the ability to work was described as a significant
indicator of recovery as well as a means of accessing social networks and supportive

relationships which facilitated recovery.

Third, spirituality emerged not only as an important facilitator of the recovery process, but a
significant indicator of recovery for MHSUs in LMICs. This is in keeping with a review on
religion, spirituality and mental health” in HIC and LMICs which concluded that engagement
in religious practices was a facilitator of recovery. On an individual level, religion was seen
as a source of emotional support,’ but the influence of religion on family and cultural
perspectives and practices, even for ethnic minorities in HICs was not reported on in this
review. Included studies in the current review described community religious groups as
accessible social networks which provide support to MHSUs and their families.” As a
facilitator of recovery, spirituality was also seen as a way of finding meaning and hope for

MHSUs and their families thought the rituals and social connections embedded in practice.®°
76

The findings of this scoping review need to be considered in light of some limitations. The
review aimed to analyse conceptual and theoretical underpinnings of recovery from SMI in
LMICs; as such interventions and intervention outcomes were not focused on. Data
synthesis was limited to full text articles available in English and published between January
1993 and December r 2019. This practical decision may have led to potentially relevant

unpublished papers in other langauges being excluded.

CONCLUSION

This review aimed to examine the literature on how recovery of people with SMl is
conceptualised in LMICs, and factors thought to facilitate the recovery process. In this
review, we found that understandings of recovery overlapped with those from HICs, but
there were important differences. Unlike HIC where independence and autonomy were
emphasised, social connectedness and interdependence were emphasised as important
indicators of recovery in LMICs..2° In addition, family support played a much larger role in

LMICs than in HICs where peer support as a strategy for supporting the recovery process is
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emphasised. Additionally, spirituality emerged as both a facilitator and an indicator of
recovery. In HICs, spirituality is rarely considered in the context of recovery, whereas
interdependence with the spiritual realm is viewed as an important indicator and facilitator of
recovery in LMICsThese differences highlight the importance of assessing whether tools and
measures of recovery from SMI, developed in HICs capture all of the key indicators of
recovery that are important for MHSU living in LMICs. In conclusion, this review highlights
the need to expand the recovery concept to be more inclusive of cultural conceptualisatons

of recovery and illness in LMICs that extend beyond the individual.
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Paper context
To our knowledge, this is the first scoping review to examine the English, published peer
reviewed literature specifically related to recovery from SMI in LMICs. The findings suggest

that there is growing interest in understanding recovery outside of HICs contexts.
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ABSTRACT

Introduction The construct of recovery was
conceptualised in high-income countries and its
applicability in low-income and middle- income countries
is underexplored. A scoping review is proposed to
synthesise knowledge, review conceptual overlap and

map key elements of recovery from severe mental iliness
in low-income and middle-income countries. We aim to
appraise the literature so as to inform future recovery-
oriented services that consider the cultural and contextual
influences on recovery from severe mental iliness.
Methods and analysis The following electronic
databases: MEDLINE via PubMed, SCOPUS (which included
contents of Embase), PsycINFO, CINAHL, Africa-Wide
Information, PsycARTICLES, Health source: Nursing/
Academic Edition, Academic Search Premier and SocINDEX
all via the EBSCOHOST platform, the Latin American

and Caribbean Health Sciences Literature, the Cochrane
Centre Register of Controlled Trials) and grey literature
sources will be searched between May and December
2019. Eligible studies will be independently screened

for inclusion and exclusion by two reviewers using a
checklist developed for this purpose. Studies published
between January 1993 and November 2019 that focus on
recovery from severe mental illness in a low-income and
middle-income country will be included. Findings will be
compared and discrepancies will be discussed. Unresolved
discrepancies will be referred to a third reviewer. All
bibliographic data and study characteristics will be
extracted and thematically analysed using a tool developed
through an iterative process by the research team.
Indicators will be classified according to a predefined
conceptual framework and categorised and described
using qualitative content analysis.

Ethics and dissemination The review aims to synthesise
information from available publications, hence it does not
require ethical approval. The results will be disseminated
through publications, conference presentations and future
workshops with stakeholders involved within the recovery
paradigm of mental health policy and practice. The scoping
review title is registered with the Joanna Briggs Institute.

INTRODUCTION

Mental, neurological and substance use
(MNS) disorders contribute significantly
to the global burden of disease. Whiteford

,"? Roshan Galvaan,? Bronwyn Myers,?* Katherine Sorsdahl’
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Strengths and limitations of this study

» This scoping review allows for the systematic syn-
thesis of knowledge on recovery from severe mental
iliness in low-income and middle-income countries
(LMICs) in a rigorous and methodological manner.

» This review will highlight the diversity of severe
mental iliness since there is no agreed on criteria for
including mental illnesses into this category.

» Knowledge gaps related to recovery as a multidi-
mensional construct in LMICs will be identified.

» Only conceptual and theoretical underpinnings of
recovery as a construct in LMIC will be discussed
without a focus on intervention outcomes.

» Data synthesis will be limited to full-text articles
available in English only and published between
January 1993 and November 2019. Grey literature
and unpublished studies in Latin America will be
affected by the decision to exclude articles not avail-
able in English.

et al' report that MNS disorders account for
10% of disability-adjusted life years (DALYs).
However, it has been argued that the true
global burden of mental health problems
may be underestimated by more than one-
third and that DALYs are closer to 13%.”
The lifetime prevalence of severe mental
illness (SMIs) ranges between 1% and 4%.?
Although this is relatively low in compar-
ison to common mental disorders, SMIs are
more disabling and require complex, long-
term interventions for the person and their
family.®> Given the move towards the dein-
stitutionalisation of people with psychiatric
disorders, shorter hospital stays are resulting
in premature discharge rates and repeated
relapse, creating a revolving door phenom-
enon.” These frequent hospital readmissions
are costly to the healthcare system.”

In low-income and middle-income coun-
tries (LMICs), many people living with an SMI
are not detected and as a result do not receive
the treatment they need.” ° " In a service
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3 utilisation review of WHO member countries, it was found
4 that the lifetime prevalence of mental disorders among
5 adults was between 12% and 49%.° The review found the
6 treatment gap to be wide across the psychiatric disorders
7 examined. The treatment gap for schizophrenia and non-
8 affective psychosis was 32%. The gap for other disorders
9 was: major depressive disorder, 56%; bipolar disorder,
10 50%; and alcohol abuse and dependence, 78%.% While
11 present in all countries, this treatment gap is greatest in
12 LMICs where there is a need to scale up mental health
13 services.®

14 A systematic review on the scaling up of mental health
15 services in LMICs found that in many countries the
16 majority of resources for mental healthcare are rendered
17 on an inpatient or outpatient basis at large psychiatric
18 hospitals, with little provision of services at primary
19 healthcare facilities or via integration between hospitals
20 and the community.® Although there are some nascent
21 programmes to provide services for SMI at primary care
22 facilities, these are generally limited because of a poor
23 integration of mental health into primary healthcare.
24 Additionally, while the lack of coordination between
25 sectors providing mental health services has seen some
26 countries, such as India, have made progress in adopting
27 the District Mental Health Programme, the treatment
28 gap continues in rural areas.” '’

29 Despite the drive for deinstitutionalisation and for
30 the rendering of services at decentralised locations, in
31 many countries most of the mental healthcare budget
32 continues to be allocated to large psychiatric hospitals.
33 In these hospitals, the treatment approach is primarily
34 through medication to alleviate acute clinical symptoms,
35 giving little to no attention to the psychosocial needs of
36 service users.' ® ' Unfortunately, the primary focus on
37 clinical recovery and the limited availability of interven-
38 tions that focus on rehabilitation and personal recovery
39 further exacerbates the revolving door phenomenon and
40 ongoing treatment gap.* '

41 Recovery-oriented approaches offer an extension to
42 medical models of intervention, as they are not solely
43 focused on symptomatic improvement as a marker of clin-
44 ical recovery."” Personal recovery for people with SMI is
45 conceptually distinct from the present medical definition
46 of recovery, which is clinical in nature and mostly values
47 symptom remission.'* '* Personal recovery proposes that
48 a person develops new meaning and purpose in their life
49 over the longitudinal course of their illness."” '° Psychi-
50 atric rehabilitation has highlighted the need to move
51 beyond treating the symptoms of the illness, to treating
52 its functional and disabling consequences as well."”
53 Deegan, a mental health professional and person living
54 with schizophrenia, suggested that mental health service
55 users do not ‘get rehabilitated’ by others, but instead they
56 are active participants in their journey to recover new and
57 valued personal meaning and purpose.'®

58 The recovery model was initiated in high-income
59 countries (HICs) with the mental health consumer and
60 survivor movement at a time when having a diagnosis

of SMI was highly stigmatised and the prognosis was
poor.'® The idea that people with an SMI cannot recover
was challenged by people living with schizophrenia who
were leading meaningful lives in their communities after
deinstitutionalisation, highlighting that recovery was not
dependant on long-term psychiatric treatment.'’ *’For
a person living with an SMI, receiving a diagnosis and
psychiatric treatment focused on clinical recovery is a
necessary step towards recovery, but personal recovery
is also critical given the cyclical, non-linear, long-term
course of the illness. In Anthony’s seminal work,"” he
defined recovery as:

a deeply personal, unique process of changing ones’
attitude, values, feelings, goals, skills and/or roles. It
is a way of living a satisfying, hopeful and contribut-
ing life even within the limitations caused by illness

Research exploring the meaning of recovery among
people living with SMI*'** found that recovery means
different things to different people, supporting a view
that there is no definition of recovery that applies to
everyone. A literature review conducted in 2018 explored
the meaning of recovery among people living with schizo-
phrenia.”' This review included 17 studies explaining the
subjective meaning of recovery. A majority of the included
studies were qualitative, with a few taking a quantitative
approach to exploring the meaning of recovery. Of the
17 papers, only four studies were from LMICs (India
(n=2), China and South Africa). The results revealed
that recovery is complex, non-linear and perceived as
both a process and an outcome. The process was viewed
as being individual and it was recommended that more
consumer perspectives to inform recovery-oriented inter-
ventions, which are aligned to individuals’ personal goals
and aspirations were needed. The complexity embedded
in viewing recovery as a process and an outcome with
multidimensional indicators has been documented by
others.?*?° Further to this, it was recommended that clini-
cians, caregivers and researchers explore more qualitative
and personal narratives of recovery, the tools needed to
measure recovery and the development of community-
based recovery- oriented services.”'

The aforementioned review was limited to recovery in
people living with schizophrenia and only included four
studies from LMICs. There is current debate around
whether people with SMI in LMICs have a better prog-
nosis and a call to re-examine the realities of living with
an SMI amidst social, cultural and economic changes in
LMICs.*"*

Recovery has been viewed as a process or an outcome,
with current debates and research seeking to offer concep-
tual clarity."** A systematic review conducted by Leamy
et al® led to a proposed conceptual framework for
personal recovery in mental illness. The review focused
on 97 papers from 13 HICs and identified characteris-
tics, processes and stages of recovery. While the review
included individuals from black and minority ethnic
groups, it did not include any LMICs."”” The CHIME
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framework emerged from this review process. This frame-
workconceptualises personal recovery to incorporate the
following concepts: connectedness, hope and optimism
about the future, identity, meaning in life and empow-
erment.'” This highlights that literature on personal
recovery is dominated by research conducted in HICs
and that there is a gap in understanding recovery from
culturally diverse groups.™

Research seeking to understand recovery as a process
and an outcome is ongoing.”’ The complexity of the
concept and the range of factors impacting recovery has
been the topic of recent studies. One such focal area has
been on the relationship between homelessness among
people living with SMIs and the contribution of stable
housing towards recovery.” * Additionally, a recent
exploration of metacognition and recovery from mental
illness challenged conventional treatment to embrace the
notion that recovery is unique, individualised and self-
directed and that service users need to be active partici-
pants in their recovery processes.”> A call has been made
for mental health service users to be partners in concep-
tualising recovery as a concept and treatment orientation
in order to integrate the notion of recovery into main-
stream psychiatry.31

Ascoping review of systematic reviews and meta-analyses
conducted by van Weeghel et a’ mapped the concept of
recovery and its assessment. It found that recovery is a
personal process that is dynamic and evolves over time.”
Although 25 studies were included in the review, only one
study was conducted by authors from India. Conducting a
scoping review focusing specifically on studies conducted
in LMICs will contribute to the literature on recovery in
these specific contexts and will be useful for the following
reasons. First, little attention has been given to describing
recovery as a personal and individual journey from LMIC
perspectives. As recovery for the person with an SMI takes
place in a social context through a range of relationships,
more understanding about how contexts can help or
hinder recovery is needed.”

Second, individual meaning making within recovery
is influenced by social, political, economic and human
rights factors but further research is needed to under-
stand the diversity of recovery narratives from the
perspectives of different population groups.35 A system-
atic review and narrative analysis synthesising descrip-
tions and models of personal recovery was undertaken
to inform the development of a conceptual framework
to guide recovery oriented research and practice.'?
Studies conducted in HIC specifically the USA featured
predominantly in the review which included 97 papers.
The review culminated in the emergence of a conceptual
framework to describe the characteristics of recovery,
the processes of recovery and the stages of recovery. The
authors reported a difference in studies which included
ethnic minorities and where more emphasis was placed
on stigma, spirituality, culture and the collectivist
nature of recovery. They acknowledged that this area is
underexplored.'

Third, in many African cultures, an individual’s
personhood is manifested through their agency in rela-
tion to spirituality, society and self.™® This may impact
on the person and how they experience mental illness
and recovery. Understanding cultural concepts and the
dynamics of interconnectedness means recognising that
personhood in LMICs is weaved into how people expe-
rience health, illness and recovery.”® Considering the
person as a spiritual and social being provides opportu-
nities to collaborate with caregivers and communities in
developing appropriate interventions.”® In countries that
are spiritually diverse, multicultural and home to people
of different religious backgrounds, it is important to
contextualise mental illness and explore health profes-
sionals own perspectives on culture, psychiatry and
mental health and where mental illness must be contex-
tualised.”” *® Given the reasons cited previously, further
exploration into the recovery journeys of people living
with SMI in LMICs and how they view the dimensions of
recovery is warranted.”'

A scoping review is proposed as a means of synthe-
sising knowledge on a broadly defined topic and system-
atically mapping key concepts, theories, evidence and
research gaps in the topic area, while still being rigorous
and methodological in its approach.” * While system-
atic reviews and meta-analyses limit their parameters to
research trials and quantitative data synthesis, scoping
reviews adopt a broader approach to the narrative inte-
gration of evidence.*' We aim to appraise the definitions
of recovery and its current utilisation for people with SMI
in LMICs. The review findings could be used to inform
future practice applications, which consider the cultural
and contextual factors impacting on recovery'” from
SMI outside of HICs. This scoping review title is regis-
tered with the Joanna Briggs Institute (JBI) although JBI
and the International Prospective Register of Systematic
Reviews (PROSPERO) do not provide registry numbers
for scoping reviews at this time.”’

METHODS

Ascoping review was deemed as the most suitable method
to map existing research on recovery from SMI in LMICs
because it allows for the topic to be located, examined,
summarised and be presented rapidly and systematically.
Additionally, it could serve as a precursor to a systematic
review."” The proposed review will be conducted using
the Arksey and O’Malley,* scoping review methodology
and will be reported on using the Preferred Reporting
Items for Systematic Reviews and Meta-Analyses guide-
lines* with an understanding that there is much devel-
opment as scoping reviews gain popularity especially in
health-related topics.” **

Arksey and O’Malley" offer a methodological frame-
work for conducting a scoping review. Their approach
describes six stages: (1) identification of the research ques-
tion, (2) identification of relevant studies, (3) selection of
studies, (4) charting the data, (5) collating, summarising
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2

3 and reporting of results and (6) consultation with stake-
4 holders.* The last stage is optional according to Arksey
5 and O’Malley,” but others have deemed it a necessary
6 step to aide in methodological rigour.*” Recommenda-
7 tions to enhance the methodology at each stage will be
8 incorporated into this review.* ***

9

10 Stage 1: identifying the research question

11 In order to guide the search strategy an iterative process
12 of discussion among authors occurred in order to develop
13 and refine the research question. The question needed to
14 be clear enough to inform the subsequent stages while
15 still reflecting the scope of inquiry.*” Given that scoping
16 studies are focused on summarising the breadth of
17 evidence on a given topic the authors refined the explor-
18 atory question to ask the following:

19 What is known about recovery from SMIs in LMICs?

20 This broad question was developed to allow for a
21 comprehensive review of the literature in order to review
22 and appraise the definition of recovery and how it is
23 understood in mental health research and practice in
24 LMICs. While many have written about this in HICs,23 46
25 there is a dearth of such information in LMICs .

26

27 Stage 2: identifying relevant studies

28 Given the aim of the study is to identify primary published
29 and unpublished studies which will answer the research
30 question, a comprehensive search strategy was devel-
31 oped to aid this. Two health sciences librarians assisted
32 the first author in the iterative process of developing a
33 search strategy including inclusion and exclusion criteria.
34 Decisions were made about time frames, language, search
35 terms and search strategies. Trial searches were run to
36 assess whether relevant literature could be identified
37 using the proposed strategy. A discussion of the identified
38 databases, search strategy and selection criteria follow.

39

40 Databases

41 Electronic databases will be searched to identify studies
42 published between January 1993 and November 2019.
43 This period was selected as it covers roughly 25 years in
44 the recovery movement. Personal recovery is a construct
45 that has already been defined by Anthony,'” hence the
46 authors were looking specifically for literature on this
47 construct. Terms used in other disciplines that could
48 also mean recovery were not included as the focus of the
49 search is on recovery as explicitly defined by the recovery
50 movement. Furthermore, recovery knowledge and atti-
51 tudes among health professionals will be included if
52 reported in the selected studies.

53 An expertlibrarian assisted the firstauthorin identifying
54 information sources thatare relevant to the research ques-
55 tion. The following databases were selected: MEDLINE
56 via PubMed, SCOPUS (which included contents of
57 Embase), PsycINFO, CINAHL, Africa-Wide Informa-
58 tion, PsycARTICLES, Health source: Nursing/Academic
59 Edition, Academic Search Premier and SocINDEX all
60 via the EBSCOHOST platform. Additionally, the Latin

American and Caribbean Health Sciences Literature,
the Cochrane Centre Register of Controlled Trials. Grey
literature sources will be identified to expand the search
and enhance the data sources. Additional sources will
be located by means of handsearching reference lists
of relevant papers, contacting study authors, searching
trial registers and contacting key personnel involved
in recovery-focused programmes in LMICs. In this way,
peerreviewed and grey literature from the biomedical
sciences, allied health sciences, social sciences and other
disciplinary fields will be included.

Search strategy

Two librarians and the first author developed the eligi-
bility criteria for the scoping review. They identified
various definitions of SMIs as well as recovery to include
in this search strategy. A list of preliminary search terms
and filtering methods was developed. The main filtering
methods related to the date range of 25 years (January
1993-November 2019). This period was extended so
that new publications would not be missed. The search
strategy was refined to include Medical Subject Headings
(MeSH terms), filters and Boolean operations to comply
with searches across different databases. A search strategy
for the PubMed database is included in online supple-
mentary file 1. After the initial search, key words and
index terms used across the databases were identified and
plotted on a table as indicated below (table 1).

There are no universally accepted guidelines to opera-
tionalise the concept of recovery and there is no measure
of a gold standard of recovery.47 The CHIME framework
is one proposed guide for the development of recovery
measures and identifying recovery outcomes for consider-
ation in clinical practice, but this is limited to HICs. In this
review, the key concept is personal recovery as defined by
the seminal work of Anthony.17 In the search strategy, the
concept of recovery will be explored through the MeSH
terms: Psychiatric Rehabilitation; Mental Health Recovery
and Recovery of Function as well as through the free-text
terms: Recovery OR recover OR psychosocial rehabili-
tation OR mental health rehabilitation OR psychiatric
rehabilitation.

Selection criteria
Articles will be included in the review if they meet the
following inclusion and exclusion criteria (table 2).

Stage 3: study selection

The scoping review guideline for identifying and selecting
studies informs article selection and data extraction.*’ Two
screening levels are proposed: a title and abstract review
and a full-text review. For the first level of screening,
two authors (FG and KS) will independently screen the
title and abstracts of all retrieved citations against a few
select inclusion criteria. Any articles that seem relevant
by either or both reviewers will be included in the full-
text review. Next, these two reviewers will independently
screen the full-text articles to assess whether they meet

4

Gamieldien F, et al. BMJ Open 2020;10:¢032912. doi:10.1136/bmjopen-2019-032912

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

WBuAdoo Aq pajosioid
"saleIqI] umo] ade) Jo AsiaAlun e 020z ‘v Areniged uo /woo fwqg uadofway/:duy woly pepeojumoq ‘0g0e Areniged € uo g162£0-610g-uadofwa/9gL 1'0k Se paysiignd 1siy :uadQ rINg


http://bmjopen.bmj.com/

Page 36 of 42

BMJ Open

' ' <t ' <t hd ' - <

hd

<

~

BMJ Open: first published as 10.1136/bmjopen-2019-032912 on 3 February 2020. Downloaded from http://bmjopen.bmj.com/ on February 4, 2020 at University of Cape Town Libraries.

Protected by copyright.

amgequilz 4O elquez HO UsWieA

HO Yueg 1S9\ HO WEBUIBIA HO B[eNzZaud) O NienueA HO UBISSJZN HO %949zN YO dulesn YO BpUEBN HO NeANL HO Ueisiuswing 4O uswiyng.
HO AexnL 4O eisiun] 4O ebuol YO 0601 HO Jowll YO PUeliey] HO elueZuB] YO YIUZpel HO ueishiifel 4O uelsiiyzpel HO ueisiiife] 4o ogndsy
geJy UBLAS HO eUAS HO PUE|IZEMS HO SWEULNS YO WEUNNS YO UBPNS HO JUSDUIA 1S HO BIONT 1S HO BYUET US HO UBPNS YiNoS YO Boly
UInoS HO Blfewos YO SPUE|S| UOWOJ0S HO dU0aT BAUBIS HO Blg4eS HO [ebsuss HO awo] 0eS HO eowes HO epuemy HO epueny HO eluewoy
HO adiound Yo sauiddijiyd 4O nied HO AenbBeled HO eauing maN ended HO eweued HO nejed HO Ueisied HO eUabIN HO 196N HO enbesediN
HO |edaN HO elqiweN HO JewueAN HO enbiquezon HO 099040N HO 046ausiuo|n HO eljoBuoi\ HO BAOPIOIN HO BISBUOIDIN HO 09IXSN HO
SNIIINEIAl HO BIUBIINEN HO SPUES| [[eysJelAl HO I[BIN HO SSAIPIEIN HO eisAeleN HO eAelel HO AelelN HO IMe[BN HO Jeosebepe|N HO eluopade|y
HO BAdI7 HO BUsgIT YO 0YioseT HO Uouegs HO SO HO Hdd 0€ HO ueiszABIAY HO ziubaiy HO erziybiy O zABIAY YO 0A0SOY HO E8I0Y 4O
ol|gnday s,8|doad oniesoowaq HO iequiy HO BAUSY HO UeIsUMezZeY HO UepIop YO Bolewer YO bel] 4O ued| HO eissuopu] HO BIpU| HO SeJNpuoH
HO euinobaoiaH HO euinobazioH HO 1eH HO eueAnn YO nessig -eauint YO Bauing YO Blewaleny) YO SauIpeusin) YO epeualn HO BUBYULD HO
ollgnday e1biosn YO elb10sn YO ezen YO elquen YO uogen Yo !4 HO eldoiyig HO eaaig HO eauiny [eloyenb3 4o Jopeales |3 O 19463

HO Jopend3 YO dljgnday uediuiwog YO edluiwog HO 1#1nogil@ Yo eand HO S410A|,P 810D HO B9y BIS0D YO 06U0D YO 0J0Wo) HO S9I0Wwo)

HO s0Jowo) YO elquiojod HO eulyd YO PeYD HO dlignday uedy [eaus) HO uooiswe) HO elpoquie)d HO dpieA 8ded HO apiaA 0ged HO
IpunIng YO ose4 eupiing 4O ewling HO euebing HO [1zedg HO euemsiog HO Blusog HO BIAIIog HO ueinyg HO uluag HO 8zlleg HO elssniojeg
HO snJieeAg 4O snJiejeg HO usepe|bueg YO uelieqiazy YO eluswly HO ejobuy 4O BoweS ueduswy YO euably HO elueq)y HO uelsiueybiy

d0
suonendod peaiesiopun YO uoneindod paaissiopun HO SUOHEN PaAIssIspun YO S8UIUNoD paaiesiopun YO PHOM

padojanspiapun YO uonieindod padojaaspiepun 4O suoljeu padojgaspiapun YO S8Iwouods padojaaspiapun 4O Auno) padojgaspiapun HO
sa1uNo) padojansplepun YO suonendod panias Jepun 4o uoneindod panias Japun HO PO padojeasq Jepun YO Suoijeu padojaasp Jepun
HO Aiuno) padojensq Jepun YO seruno) padojpasq Jepun YO Awouod3 [euoiiisuel] YO S8IWou09T [euonisuel] YO Aiunod [euoiisuel] HO
S81JUN0Y [euolliSUBI] HO PHOM PAIYL HO suolieindod J8100d YO uoiendod 181004 YO SUOIeN 181004 HO Awouod3 481004 HO SILOU09T JaI1o0d
HO S81UN0Y 481004 HO PHom Jood YO suoneindod 1004 4O uonendod 1004 4O SuolieN J00d HO uolieN J00d HO Awouod3 1004 HO S8lwouod]
100d YO A13unon 1004 YO S8Munoy 1ood YO suolieindod awoou| 9|ppIAN HO uoieindod awoou| 3|ppIN HO SUOEBN Swodu| S|PPIN HO uoneN
BWOOU| 3|PPIN HO SOIWou09g awodu| 9|pPIA HO ApUunoD awodu| SIPPIA HO SeHIUN0D) awodu| 8|pPIN HO suoiendod awodu| Jomo| 4O
uolze|ndod awodu| JoMo| YO SUOIFEN SWOodU| Jomo YO Apuno swodu] Jomo| 4O S9KIUN0D SWOodU| JOMOT HO d13sewop ssoib Jamo| HO dd
JaMOoT YO suole|ndod awoou| mo 4O uonendod awodu| Mo O SUOIFBN SWwodu] MO HO AWOUO0DT SWwoou| MO HO SOILLOUODT SWOIU| MO
HO Aunod awodu| Mo YO S8LIUNOY SWOdU| MO HO [BUOHEN SSOID MO HO 21S8Woq SsoiD MO HO dND MO HO ddD Mo HO SOIINT HO
DN HO suoneN padojensq Jassa 4O saiunoy padojanaq Jassa 4O PIUOM padojanag sse YO suoneN padojaasq ssa YO uoneN padojanag
SS9 YO S81wouod3 padojpas sso YO Aluno) padojaasg sso YO Saliunod) padojaasg sso YO Aunod AV HO Sauuno) [NV 1 HO PHOM
Buidojanag 4o suonendod Buidojgaag 4o uoneindod Buidojaasg Yo suoiieN buidojaasqg 4o uoneN Buidojpasg YO Awouoo3 Buidojpasg HO
salwouoo3 Buidojanag 4o Aiuno) buidojaasg YO saruno) buidojgasg 4o suoneindod paaudag 4o uoneindod paaudag 4o seuuno) paaudag

Japlosiq anissaideq

sJeplosiq paiejey pue Jejodig

SJ9PIOoSI[ 2110Y2Asd J1oy10 pue wniioadg eluaiydoziyog siapiosip

[elUBW SNOLIBS YO JOPJOSIP [BlUBW SNOLIBS YO Wouaiydoziyog YO SIopIosIp SA1I108B0ZIYDS HO 19PIOSIP SAI1081B0ZIYIS YO SIopJosip o11oyoAsd

HO JepJiosip onoyoAsd YO sisoyohsd 4O sesoyohsd YO siapJosip pioueled 4O Joplosip piouesed YO aAIssaidap-oluew YO dluew YO eluaiydoziyos

HO siepiosip anissaidap Jofew YO JopJosip aAIssaidap Jofew YO SI9pJosIp [euoisnjop YO J8pJosip [euoisniep YO Jejodiq YO Ssau||l [elus 8198

8| Jo Aujenp YO uonouny Jo Alenoosy
HO AJsnooal yyesy [ejusu YO uoneijigeyal ouelyoAsd 4O uoneljigeysal yyesy [elusw 4O uolel|igeyad [e1oosoyoAisd YO Jenooal O Alenoosy

Open access

$OLIUN0o
aWwooUl -8|ppIW
puB 8WOooUI-MOT

ssau||l
[BJUSW 8J9NSS

Klanoosy

aAneuIs)y

piomAay

swue} Abajens yoseas | ajgeL

€O

— NN TN ONOWORN

Gamieldien F, et al. BMJ Open 2020;10:032912. doi:10.1136/bmjopen-2019-032912

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml


http://bmjopen.bmj.com/

Page 37 of 42 BMJ Open
!
I o7 o
i Table 2 Inclusion and exclusion criteria
5 Criteria for inclusion Criteria for exclusion
6 » Published between January 1993 and November 2019. » The review will be limited to full-text articles written in
7 » Qualitative and quantitative empirical (ie, primary research) English. However, the authors acknowledge that this
8 study designs. practical decision could mean that potentially relevant
9 » Theoretical literature on the construct of recovery. papers are missed.
10 » Studies will be included if they have been conducted in » Conference abstracts will be excluded although they will be
11 LMICs. reviewed to see if full reports were published.
12 » Peer-reviewed scientific literature. » Children will be excluded as the age range for inclusion is
13 » Literature focusing on the population of interest, that is, 18 years and older.
adults with SMI in LMICs will be included. The diagnosis » Duplicate articles from the same study will be excluded.

14 of SMI includes schizophrenia spectrum disorders, » Policy documents will be excluded although they will be
15 schizoaffective disorders, bipolar affective disorders, reviewed to access research in LMICs that they might have
16 major depressive disorder or related psychotic disorders referenced.
17 (schizophreniform, delusional disorder, substance induced » Studies that occurred only in high-income countries, without
18 psychotic disorder or disorders not otherwise specified) an LMIC focus will be excluded.
19 as well as those with a comorbid substance use disorder. ~ » Studies must be conducted in LMIC and not in HIC with
20 Studies and reports will be excluded if they do not include participants from LMICs.
21 the keywords or alternatives as outlined in table 1.
22 » Explicit mention of severe mental illness and recovery in
23 LMICS.
24
25 LMICs, low-income and middle-income countries.
26
27 : . . o : . .
28 the inclusion and exclusion criteria. At both levels of  title; (2) author; (3) study population; (4) participant
29 screening, inter-rater agreement will be assessed by calcu- characteristics; (5) research question; (6) study meth-
30 lating Cohen’s kappa. Any disagreement on study selec- odology; (7) study description; (8) intervention type (if
31 tion will be resolved by discussion with a third rater, who applicable); (9) intervention duration (if applicable);
32 will be a senior member of the research team. (10) outcome measures; 11 summary of findings; (12)
33 Quality appraisal definitions o.f key. con?epts (recovery z%nd .SMIS.); 03)
34 The Mixed Methods Appraisal Tool V.2018* and the Crit- conceptual links identified; (14) practice implications
35 . . . .. . . and (15) recommendations for further development.

ical Appraisal Skills Programme Qualitative checklist will ) ) o T
36 be used to assess the quality of included studies although W_hl_lle charting t}.le dat.a, 1tis lmP ortant to n_lamtam
37 this is not required for a scoping review nor will it influ- ﬂex1b111.ty ar.ound including cmerging categories énd
38 ence the inclusion of the study. consulting with the team as this occurs. The final version
39 Using the aforementioned criteria, the number of of the charting form along with definitions of included
40 studies identified and selected for inclusion in the scoping ~ items will be provided as an appendix to the review. This
H review will be reported on. A narrative description™ will ~ process will facilitate the timeous completion of the
42 accompany the search decision ﬂOW Chart'43 The ﬂow review Whlle also maintaining research rigour.
43 chart will show the results from the search, the removal
44 of duplicates, study selection, full retrieval numbers, addi- Stage 5: collating, summarising and reporting the results
45 tional searches from reference lists and a final summary All results will be collated, summarised and reported on
2? of Qecisions relat.ed to ﬂ}? search decsigion and an expla-  in order to provide a comprehensive and thorough over-
48 nation of the review decision process. view of all the reviewed literature. The authors plan to
49 Stage 4: charting the data follow an iterative process and not pre-empt or fit find-
50 Next, the two reviewers (FG and KS) will independently %ngs into w}}at .has already been writter'l about recovery
51 extract data from the identified articles and chart it."” A in HICs. Thls will allow new underst.andmg.s to be uncoy-
52 draft data charting form will be created in the MS Excel ered. While th? CHIME_ framework is considered to Offe_r
53 programme to facilitate this process.* This form will be a comprehensive overview of tl.le process ?f recovery, 1t
54 pretested and an iterative process of refining the form  has only been used in HICs with predominantly White
55 will be undertaken as the review commences to ensure ~ Populations so its applicability with ethnically and cultur-
56 that all relevant information is extracted.* ally diverse groups is unknown.” * The role of non-
57 The form will allow the reviewers to confirm study government organisations and traditional healers in
58 relevance, record study characteristics and extract infor-  providing services that facilitate recovery for people living
59 mation relevant to the review question. The following  with SMIs will be examined if this arises from the scoping
60 information will be extracted from the articles: (1) study review.
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A three-step approach™® of analysing the data, reporting
results and applying meaning to results will be followed
to provide methodological rigour. Collating and
summarising results will include a summary of the types
of studies conducted (including the quantity, types of
study design, populations, setting) as well as a thematic
analysis of the results. More specifically, we will code how
studies describe the concept of recovery from SMI and
how it is defined and understood in LMICs. The frame-
work used to report the findings will be developed iter-
atively through the examination of results. Additionally,
the authors will report on the broader implications of the
review in terms of research, policy and practice.

Stage 6: consultation

While Arksey and O’Malley* view the consultation stage
as an optional step, Levac et al”® views it as a requirement
to ensure methodological rigour. During each stage of the
review process, we will consult with an existing stakeholder
advisory committee. This advisory committee consists of
the research team and key stakeholders including mental
health service providers and service users from within
the public health and non-profit organisation sectors.
This committee has been constituted from the onset of
the project and some members are part of a pre-existing
group for public mental health specialists. The advisory
committee will be consulted to get their views on the rele-
vance of the review, guidance for accessing grey literature
and their perspectives on the data extraction process and
preliminary findings. Including an advisory committee in
the review is informed by a pragmatic approach* where
the research is treated as a human experience with the
understanding that this consultation process is likely to
enhance the relevance of this review. It will also support
collaborative efforts to facilitate consumer participation,
public involvement, access to information and transfer of
knowledge.45

Patient and public involvement

There is no patient involvement in the protocol develop-
ment aspect of the study. Service users forming part of the
advisory committee referred to stage 6 will be consulted
on findings and dissemination of results.

Ethics and dissemination

Since the scoping review methodology aims at synthe-
sising information from available publications, this study
does not require ethical approval. Reviews of primary
research allow for the mapping of evidence in fields where
the body of literature has not yet been comprehensively
reviewed or where working definitions and concepts are
still developing. The findings will be made available in
different formats to facilitate its dissemination. An article
reporting on the results will be submitted for publication
in a peer-reviewed journal. It will also be presented at rele-
vant conferences and stakeholder engagements involved
in mental health policy and practice. These stakeholders
include mental health service users (MHSUs), academics,

policy-makers, researcher and clinicians. Findings will
also be shared via newsletters, policy briefs and social
media forums.
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Supplementary file 1
PubMed Search
Population, Concept, Context (PCC)
Population:
#1 MeSH Schizophrenia Spectrum and Other Psychotic Disorders
terms: Bipolar and Related Disorders
Depressive disorder, Major
#2 Free text: Severe mental illness OR bipolar OR delusional disorder OR
delusional disorders OR major depressive disorder OR major
depressive disorders OR schizophrenia OR manic OR manic-
depressive OR paranoid disorder OR paranoid disorders OR
psychoses OR psychosis OR psychotic disorder OR psychotic
disorders OR schizoaffective disorder OR schizoaffective disorders
OR Schizophreniform OR serious mental disorder OR serious
mental disorders
#3 #1 OR #2
Concept:
#4 MeSH Psychiatric Rehabilitation
terms: Mental Health Recovery
Recovery of Function
#5 Free text: Recovery OR recover OR psychosocial rehabilitation OR mental
health rehabilitation OR psychiatric rehabilitation
#6 #4 OR #5

Context: Low and Middle Income Countries (LMICS)

#7

Free text:

Deprived Countries OR Deprived Population OR Deprived
Populations OR Developing Countries OR Developing Country OR
Developing Economies OR Developing Economy OR Developing
Nation OR Developing Nations OR Developing Population OR
Developing Populations OR Developing World OR LAMI Countries
OR LAMI Country OR Less Developed Countries OR Less
Developed Country OR Less Developed Economies OR Less
Developed Nation OR Less Developed Nations OR Less Developed
World OR Lesser Developed Countries OR Lesser Developed
Nations OR LMIC OR LMICS OR Low GDP OR Low GNP OR Low
Gross Domestic OR Low Gross National OR Low Income Countries
OR Low Income Country OR Low Income Economies OR Low
Income Economy OR Low Income Nations OR Low Income
Population OR Low Income Populations OR Lower GDP OR lower
gross domestic OR Lower Income Countries OR Lower Income
Country OR Lower Income Nations OR Lower Income Population
OR Lower Income Populations OR Middle Income Countries OR
Middle Income Country OR Middle Income Economies OR Middle
Income Nation OR Middle Income Nations OR Middle Income
Population OR Middle Income Populations OR Poor Countries OR
Poor Country OR Poor Economies OR Poor Economy OR Poor
Nation OR Poor Nations OR Poor Population OR Poor Populations
OR poor world OR Poorer Countries OR Poorer Economies OR
Poorer Economy OR Poorer Nations OR Poorer Population OR
Poorer Populations OR Third World OR Transitional Countries OR
Transitional Country OR Transitional Economies OR Transitional
Economy OR Under Developed Countries OR Under Developed
Country OR under developed nations OR Under Developed World
OR Under Served Population OR Under Served Populations OR
Underdeveloped Countries OR Underdeveloped Country OR
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underdeveloped economies OR underdeveloped nations OR
underdeveloped population OR Underdeveloped World OR
Underserved Countries OR Underserved Nations OR Underserved
Population OR Underserved Populations

#8

Free text:

Afghanistan OR Albania OR Algeria OR American Samoa OR
Angola OR Armenia OR Azerbaijan OR Bangladesh OR Belarus
OR Byelarus OR Belorussia OR Belize OR Benin OR Bhutan OR
Bolivia OR Bosnia OR Botswana OR Brazil OR Bulgaria OR Burma
OR Burkina Faso OR Burundi OR Cabo Verde OR Cape Verde OR
Cambodia OR Cameroon OR Central African Republic OR Chad
OR China OR Colombia OR Comoros OR Comores OR Comoro
OR Congo OR Costa Rica OR Cote d'lvoire OR Cuba OR Djibouti
OR Dominica OR Dominican Republic OR Ecuador OR Egypt OR
El Salvador OR Equatorial Guinea OR Eritrea OR Ethiopia OR Fiji
OR Gabon OR Gambia OR Gaza OR Georgia OR Georgia
Republic OR Ghana OR Grenada OR Grenadines OR Guatemala
OR Guinea OR Guinea- Bissau OR Guyana OR Haiti OR
Herzegovina OR Hercegovina OR Honduras OR India OR
Indonesia OR Iran OR Iraq OR Ivory Coast OR Jamaica OR Jordan
OR Kazakhstan OR Kenya OR Kiribati OR Democratic People’s
Republic of Korea OR Kosovo OR Kyrgyz OR Kirghizia OR Kirghiz
OR Kyrgyzstan OR Lao PDR OR Laos OR Lebanon OR Lesotho
OR Liberia OR Libya OR Macedonia OR Madagascar OR Malawi
OR Malay OR Malaya OR Malaysia OR Maldives OR Mali OR
Marshall Islands OR Mauritania OR Mauritius OR Mexico OR
Micronesia OR Moldova OR Mongolia OR Montenegro OR Morocco
OR Mozambique OR Myanmar OR Namibia OR Nepal OR
Nicaragua OR Niger OR Nigeria OR Pakistan OR Palau OR
Papua New Guinea OR Paraguay OR Peru OR Philippines OR
Principe OR Romania OR Ruanda OR Rwanda OR Samoa OR Sao
Tome OR Senegal OR Serbia OR Sierra Leone OR Solomon
Islands OR Somalia OR South Africa OR South Sudan OR Sri
Lanka OR St Lucia OR St Vincent OR Sudan OR Surinam OR
Suriname OR Swaziland OR Syria OR Syrian Arab Republic OR
Tajikistan OR Tadzhikistan OR Tajikistan OR Tadzhik OR Tanzania
OR Thailand OR Timor OR Togo OR Tonga OR Tunisia OR Turkey
OR Turkmen OR Turkmenistan OR Tuvalu OR Uganda OR Ukraine
OR Uzbek OR Uzbekistan OR Vanuatu OR Venezuela OR Vietnam
OR West Bank OR Yemen OR Zambia OR Zimbabwe

#9

#7 OR #8

#10

#3 AND #6
AND #9

887 Results (290519)

Filter

Only language filter used for PubMed as a preliminary search showed that all
recent articles not yet indexed were excluded when filtered for NOT animals and

year range
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Preferred Reporting Items for Systematic reviews and Meta-Analyses extension for
Scoping Reviews (PRISMA-ScR) Checklist

REPORTED
SECTION ITEM | PRISMA-ScR CHECKLIST ITEM ON PAGE #

oNOYTULT D WN =

Inspired Care.
Inspiring Scien

TITLE
Title Identify the report as a scoping review.
ABSTRACT
Provide a structured summary that includes (as
applicable): background, objectives, eligibility
f&ﬁﬂ:@d 2 criteria, sources of evidence, charting methods, 2
results, and conclusions that relate to the review
questions and objectives.
INTRODUCTION
Describe the rationale for the review in the context of
Rati what is already known. Explain why the review
ationale 3 ; 7 . 6
questions/objectives lend themselves to a scoping
review approach.
Provide an explicit statement of the questions and
objectives being addressed with reference to their
Objectives 4 key elements (e.g., population or participants, 1.6
concepts, and context) or other relevant key
elements used to conceptualize the review
questions and/or objectives.
METHODS
Indicate whether a review protocol exists; state if 3. JBI
Protocol and 5 and where it can be accessed (e.g., a Web sijpplementary
registration address); and if available, provide registration file
information, including the registration number.
Specify characteristics of the sources of evidence
I o used as eligibility criteria (e.g., years considered,
Eligibility criteria 6 language, and publication status), and provide a 1.6
rationale.
Describe all information sources in the search (e.g.,
Information 7 databases with dates of coverage and contact with
sources™ authors to identify additional sources), as well as the
date the most recent search was executed.
Present the full electronic search strategy for at least Supplementary
Search 8 1 database, including any limits used, such that it file
could be repeated.
Selection of State the process for selecting sources of evidence
sources of 9 (i.e., screening and eligibility) included in the scoping 7, 8
evidencet review.
Describe the methods of charting data from the
included sources of evidence (e.g., calibrated forms
Data charting 10 ©F forms that have been tested by the team before 8
processt their use, and whether data charting was done
independently or in duplicate) and any processes for
obtaining and confirming data from investigators.
List and define all variables for which data were
Data items 11 sought and any assumptions and simplifications 8
made.
Critical appraisal 12 If done, provide a rationale for conducting a critical Click here to
of individual appraisal of included sources of evidence; describe enter text.
St.Michael's
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sources of
evidence§

Synthesis of

the methods used and how this information was
used in any data synthesis (if appropriate).

Describe the methods of handling and summarizing

REPORTED
SECTION ITEM | PRISMA-ScR CHECKLIST ITEM ON PAGE #

8v

results 13 the data that were charted. ?"L;pplementary
RESULTS
: Give numbers of sources of evidence screened,
Selection of L . . )
assessed for eligibility, and included in the review,
sources of 14 . . . 9
) with reasons for exclusions at each stage, ideally
evidence : .
using a flow diagram.
Characteristics of For each source of evidence, present characteristics
sources of 15  for which data were charted and provide the 9
evidence citations.
C.”t'.cal appraisal If done, present data on critical appraisal of included = Click here to
within sources of & sources of evidence (see item 12) ter text
evidence ) enter text.
Results of For each included source of evidence, present the
individual sources 17  relevant data that were charted that relate to the 11-12
of evidence review questions and objectives.
Synthesis of Summarize and/or present the charting results as
18 . : o 13-15
results they relate to the review questions and objectives.
DISCUSSION
Summarize the main results (including an overview
Summary of of concepts, themes, and types of evidence
. ry 19  available), link to the review questions and 17-21
evidence C .
objectives, and consider the relevance to key
groups.
Limitations 20 Discuss the limitations of the scoping review 3. 24
process.
Provide a general interpretation of the results with
Conclusions 21 respect to the review questions and objectives, as 24
well as potential implications and/or next steps.
FUNDING
Describe sources of funding for the included sources
Funding 29 of evidence, as well as sources of funding for the o5

scoping review. Describe the role of the funders of

the scoping review.

JBI = Joanna Briggs Institute; PRISMA-ScR = Preferred Reporting ltems for Systematic reviews and Meta-Analyses
extension for Scoping Reviews.

* Where sources of evidence (see second footnote) are compiled from, such as bibliographic databases, social media
platforms, and Web sites.

1 A more inclusive/heterogeneous term used to account for the different types of evidence or data sources (e.g.,
quantitative and/or qualitative research, expert opinion, and policy documents) that may be eligible in a scoping
review as opposed to only studies. This is not to be confused with information sources (see first footnote).

I The frameworks by Arksey and O’Malley (6) and Levac and colleagues (7) and the JBI guidance (4, 5) refer to the
process of data extraction in a scoping review as data charting.

§ The process of systematically examining research evidence to assess its validity, results, and relevance before
using it to inform a decision. This term is used for items 12 and 19 instead of "risk of bias" (which is more applicable
to systematic reviews of interventions) to include and acknowledge the various sources of evidence that may be used
in a scoping review (e.g., quantitative and/or qualitative research, expert opinion, and policy document).

From: Tricco AC, Lillie E, Zarin W, O'Brien KK, Colquhoun H, Levac D, et al. PRISMA Extension for Scoping Reviews
(PRISMASCcRY): Checklist and Explanation. Ann Intern Med. 2018;169:467—473. doi: 10.7326/M18-0850.
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ABSTRACT

Objective

To examine the literature on how recovery of people with SMI is conceptualised in low-and-
middle-income countries (LMICs), and in particular what factors are thought to facilitate
recovery.

Design:

Scoping review

Data sources and eligibility

We searched 14 electronic databases, handsearched citations and consulted with experts
during the period May- December 2019. Eligible studies were independently screened for
inclusion and exclusion by two reviewers. Unresolved discrepancies were referred to a third
reviewer.

Data extraction and synthesis

All bibliographic data and study characteristics were extracted using a data charting form.
Selected studies were analysed through a thematic analysis emerging from extracted data.
Results

The PRISMA flow diagram offers a summary of the results: 4201 titles, 1530 abstracts and
109 full-text articles were screened. Ten articles were selected for inclusion: two from
Turkey, two from India, and one each from China, Swaziland, Indonesia, Egypt, South Africa
and Vietnam. Although most studies used qualitative methods, data collection and sampling
methods were heterogenous. One study reported on service provider perspectives while the
rest provided perspectives from a combination of service users and caregivers. Three
themes emerged from the data analysis. First, studies frame recovery as a personal journey
occurring along a continuum. Second, there was an emphasis on social relationships as a
facilitator of recovery. Third, spirituality emerged as both a facilitator and an indicator of
recovery. These themes were not mutually exclusive and some overlap exists.

Conclusion

Although there were commanalities with how high income countries describe recovery, we
also found differences in conceptualisation. These differences in how recovery was
understood reflect the importance of framing the personal recovery concept in relation to
local needs and contextual issues found in LMICs. This review highlighted the current

sparse evidence base and the need to better understand recovery from SMI in LMICs.
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Protocol information

The scoping review title is registered with the Joanna Briggs Institute. The protocol for this
scoping review was published in BMJ Open (doi:10.1136/ bmjopen-2019-032912)
(supplementary file 1)

Strengths and limitations of the study

A comprehensive search strategy was used which allowed the literature to be
mapped as a basis for further exploration of the concept of recovery in LMICs so as
to inform research, policy and practice.

The review aimed to analyse conceptual and theoretical underpinnings of

recovery from SMI as a construct in LMICs and as such interventions and
intervention outcomes were not focused on.

Data synthesis was limited to full text articles available in English only and published
between January 1993 and December 2019.

Grey literature and unpublished studies not available in English were excluded from
the scoping review and this practical decision means that potentially relevant papers
were excluded.

Future reviews should search the grey literature extensively as there are non-
government organisations active in providing recovery-oriented support and care to

people with SMI in LMICs but do not publish in the peer reviewed literature.
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INTRODUCTION

Mental, neurological and substance use (MNS) disorders are significant contributors to the
global burden of disease, including severe mental iliness (SMI). The lifetime prevalence of
severe mental illness (SMIs) ranges between 1% and 4%." Although this is relatively low in
comparison to the prevalence of common mental disorders, people with SMis require
complex, long-term interventions.? Historically most resources to respond to MNS were
allocated to specialised psychiatric hospitals, with limited provision of mental health services

at primary levels of care.?

Deinstitutionalisation initiatives in high income countries (HICs) shifted people out of
institutions to community living. The goal of deinstitutionalisation was to promote social
inclusion for people with MNS disorders, a goal which remains in progress in low- and-
middle- income countries (LMICs). The drive to de-centralise services has led to an increase
in premature discharge rates, shorter hospital stays, and repeated relapses. 46 This is
exacerbated by a scarcity of community-based resources’ to address the psychosocial

needs of service users.348

Personal recovery for people with SMI is conceptually distinct from clinical recovery which
places more value on medication adherence and symptom remission.®°10 At a time when
having a diagnosis of SMI was highly stigmatised and the clinical prognosis was poor, the
recovery model was initiated by the mental health consumer and survivor movement in
HICs." The notion that recovery was impossible for people with SMI was challenged by
people living with schizophrenia, some of whom went on to lead meaningful lives post

deinstutionalisation.2 13

Psychiatric rehabilitation has highlighted the need to manage the functional and disabling
consequences of SMI. However, Deegan (a mental health professional and person living
with schizophrenia) says that people do not “get rehabilitated”!'' by others, instead they are
active participants in their journey to recover new and valued personal meaning and
purpose. Personal recovery thus requires a shift beyond treating symptoms to the

development of meaning and purpose across the lifespan. 1415

Recovery means different things to different people, consequently there are multiple
interpretations and definitions of recovery. For instance, 17 studies included in a review on
the meaning of recovery amongst people living with schizophrenia,’® described recovery as

both a process and an outcome with multidimensional indicators. Recovery depended on
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perceptions related to social support, absence of symptoms, minimal to no relapse,
regaining regular functioning and resuming responsibilities. This review found that the
process of recovery was influenced by acceptance of illness, developing meaning in life,
gaining coping mechanisms and regaining functional abilities.'®'® The complexity embedded
in viewing recovery as a process and an outcome with multidimensional indicators has been
acknowledged elsewhere. 92! Although recovery cannot be defined in a single way,
cognisance must be taken that various elements of recovery identified might be common to
peoples’ understandings of the experience. Further to this, scholars recommended that
clinicians, caregivers and researchers conduct more research to qualitatively explore
personal narratives of recovery, develop tools needed to measure recovery and design

community-based recovery- oriented services.'®

Most of the research on personal recovery has emerged from a HIC perspective, with little
attention given to describing personal recovery from LMIC perspectives. Of the 17 studies in
the aforementioned review,'® the majority (13) were from HICs (n=13). Similarly, all 97
papers included in a systematic review and narrative synthesis of models of personal
recovery?? originated from just 13 HICs. Although some studies did include ethnic
minorities. The value of including perspectives from LMICs and from diverse cultural settings
is reflected in the richness and additional themes that emerged from the studies that
included ethnic minorities. These additional themes included stigma, spirituality, culture and
the collectivist aspects of recovery.?? Given that recovery is influenced by social, cultural,
political, economic factors and respect for human rights, recovery in LMICs is likely to be
influenced by socio-cultural context.?®> Consequently, a synthesis of the current body of
evidence regarding recovery from SMI of people living in LMICs is warranted so as to offer
an alternate perspective to the literature predominantly emanating from HICs; this may allow
for more diverse perspectives to emerge.'®2426  This scoping review thus set out to explore
and report on how recovery is described, and the factors that influence personal recovery of
people with SMI in LMICs.

METHODS

The protocol for this review?” (supplementary file 1) provides full details on the methods
followed, and the protocol title was registered with the Joanna Briggs Institute. Following
Arksey and O’Malley’s?® methodological framework this scoping review comprised six
iterative stages, namely: (1) identification of the review question; (2) identification of relevant
studies; (3) selection of studies; (4) charting the data; (5) collating, summarising and
reporting of results; and (6) consultation with stakeholders. The PRISMA ScR checklist was

used as a reporting standard for documenting the process and results.?528
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Stage 1: Identify the research question
We developed a broad research question for our literature search, namely
What is known about recovery from severe mental illness in low-and-middle-income

countries?

Stage 2: Identify the relevant studies

A detailed description of the inclusion and exclusion criteria for study selection has been
published.?” (supplementary file 1) Only studies published between 1 January 1993-
December 2019 were included. This covers the roughly 25 years of scholarship since

Anthony’s seminal work on defining personal recovery from mental illness.'*

To assist us with accessing relevant publications we consulted two mental health service
providers working in the field of recovery while conducting an electronic search. A
comprehensive search strategy?” was developed by the first author in collaboration with two
librarians (MS and DB). The search strategy and filtering methods were tested using
preliminary search terms to comply with searches across different databases. The main
filtering methods related to the date range (January 1993- December 2019). (supplementary
file 2)

Databases describedin the protocol were searched.?” Grey literature sources were also
pursued through Google Scholar searches, contacting study authors, and connecting with
key personnel involved in recovery-focused programmes in LMICs. Reference lists of
included full text papers were hand searched for additional sources. Policy documents,
conference abstracts, reviews, opinion pieces and commentaries were excluded although

they were reviewed to identify published literature.

Stage 3: Literature selection

We followed two independent screening levels for selecting studies for inclusion:(1) title and
abstract review; and (2) full-text review. For the first level of review, all citations from the
database searches were downloaded into Endnote?® and duplicates were removed.
Thereafter all citations were imported into Rayyan QCRI software® which allowed reviewers
(FG and ZS) to screen and select titles and abstracts independently according to the
inclusion and exclusion criteria. Inter-rater agreement was assessed by calculating Cohen’s

Kappa. A score of 0.89 was attained, suggesting good interrater reliability.3!
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One hundred and nine articles (n=109) were selected for full-text review and assessed to
determine if they met criteria for study inclusion. Disagreements on study selection were
minimal (n=10) and based on interpretations of the outcome, diagnosis or intervention type
described in the article. Disagreements were resolved through consensus seeking with a
third rater (KS). At this level of screening, inter-rater agreement was calculated as 0.86.

Figure 1summarises the literature search and selection process.

Stage 4: Charting the data

All 109 articles selected for full review were read. The two reviewers (FG and ZS)
independently extracted and summarised data based on Joanna Briggs Institute data
extraction template.?* 2532 Extracted information included: 1) study title, 2) author, 3) year of
study, 4) country, 5) study population, 6) participant characteristics; 7) number of
participants, 8) gender distribution, 9) research question and aim, 10) study methodology,
11) study description, 12) data collection methods, 13) data analysis, 14) outcome
measures, 15) results, 16) summary of findings; and 17) definitions and conceptual links of
recovery. Supplementary file 2 provides information on the questions applied when charting
the data. To ensure rigour, there was flexibility regarding emerging categories for data

extraction. Ongoing consultation with the team occurred throughout the process.

The Mixed Methods Appraisal Tool (MMAT) version 201833 and the Critical Appraisal Skills
Programme (CASP) Qualitative checklist** were used to assess the quality of the included
studies. Additionally, we assessed compliance to ethical standards as part of the quality
appraisal process. Indicators included (a) obtaining human research ethics before study
commencement, (b) documentation of consent to participate, and (c) management of

vulnerability given that the focus was on people living with an SMI.

Stage 5: Collating, summarising and reporting the results

Collated data were extracted and summarised into a descriptive and narrative synthesis of
study characteristics that addressed the review questions. Data were summarised to answer
the following questions from LMIC settings how recovery is conceptualised; what the
descriptors of recovery are; and what influences recovery. FG completed a qualitative data-
driven thematic analysis where findings were coded in qualitative software as recommended
by Levac et al.*> using QSR’s International NVivo 11 data analysis software.3® The coding
process was recorded in a memo and reviewed with ZS and KS. All authors contributed to

reporting the summarised results.

Stage 6: Consultation
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During each stage of the review process the authors consulted with an advisory committee.
This advisory committee consists of the research team and key stakeholders including
mental health service providers and service users from the public health and non-profit
organisation (NPO) sectors. This committee was constituted from the onset of the project
and some members are part of a pre-existing group of public mental health specialists. The
advisory committee was consulted to gain their opinion on the relevance of the review. They
guided access to grey literature, offered their perspectives on the data extraction and
charting process, and reviewed the findings. We included the inputs of an advisory
committee in this review to enhance its relevance and support collaborative efforts to

facilitate consumer participation and public involvement in mental health research.323%

Patient involvement and public involvement
There was no direct patient involvement in this scoping review. Mental health service user
representatives were involved in designing the scoping review protocol and were part of the

advisory committee.

RESULTS

Search findings

Of the 1530 articles originally identified, 109 articles were selected for full text review. Ten
were deemed relevant to the research question. Figure 1 outlines the study selection and
exclusion process.

Figure 1: Flow Diagram: PRISMA (preferred Reporting for System Reviews and Meta-
Analysis (PRISMA)/ PRISMA Extension for Scoping Review-(PRISMA-ScR)3’

The results are presented in two sections: (i) a summary of characteristics and quality of the

included studies and (ii) the results of the thematic analysis.

Description of included studies

Table 1 summarises the ten studies included in this review. All studies were published
between 2014 and 2019 and were conducted in: Turkey (n=2), India (n=2), China (n=1),
Swaziland (n=1), Indonesia (n=1), Egypt (n=1), South Africa (n=1) and Vietnam (n=1).
According to the World Bank classification system, this covered the range of LMICs. Four
studies were conducted in upper-middle income countries, one in a middle-income country

and five in lower- middle income countries.

The studies followed different study designs (qualitative: n=8; quantitative n=2). Qualitative

studies were guided by the following approaches: grounded theory (n=1), phenomenology
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(n=3), ethnography (n=2) and qualitative descriptive (n=2). In all the qualitative studies, data
were collected through semi-structured and unstructured interviews. Five studies focused
solely on MHSUSs’ perspectives3®-42, one described psychiatrists’ perspectives*3, and three
offered a combination of MHSU and family members perspectives.*+46 One study reported
on multiple stakeholder perspectives by including a combination of MHSUs, family members,
community members and healers.*” Although there was heterogeneity across studies in
terms of participants, MHSUs’ perspectives were central to conceptualising recovery in most

studies.

All participants were adults and the majority of studies focused on a diagnosis of
schizophrenia (n=8) while two studies looked at first episode psychosis.*?45 The age of
participants varied between 21-70, participants had been living with an SMI for between one
and forty years and recovery was described as occurring over time. 3841444647 The
participant’'s gender profile was described in six studies.3-414446 |n studies where the gender
profile was reported, more males were included in the service user groups with the

exception of one study which had more females.*° One study included only female service

users.*! In the two quantitative studies, the majority of caregivers were female.

MHSUs in all of the studies were recruited either directly or indirectly from psychiatric
services (n=7) or schizophrenia associations (n=2), with inclusion criteria stipulating a
DSMIV-R or ICD 10 coding diagnosis. Two studies stipulated that medication adherence

was required for participation in the study.383°
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Table 1: Studies included in the review (n=) §
Authors Aim(s) Country; Designand g | Participants
(year) Setting according to World methods N
Bank Classification; =z
Recruitment site 3
1 Chen et al.#¢ To develop an instrument to Chengdu, China Quantitative MHSUs: n=182
(2018) examine the opinions of Upper- middle income Descriptive § Female: n= 85
consumers and their family country o Male: n=97
members regarding Psychiatric Hospital % Family members: n= 182
autonomous decision making in S Female: n=103
family matters 2 Male: n=79
2 de Wet et al.#? To investigate how MHSUs Cape Town, South Africa Qualitative = MHSUs: n=7
with first episode psychosis Upper- middle income Descriptive = Gender not reported
experience their recovery country e
Psychiatric Hospital 2
research Unit E]
o
i)
3 | Gandhi et al.#0 To explore patients’ Bengaluru, India Qualitative i MHSUs: n=18
(2019) perspectives about factors Lower- middle-income Grounded theoy Males: n=7
affecting recovery from country S Females: n=11
schizophrenia Psychiatric Hospital 3
(Outpatients department) S
4 | Gopal et al.* To identify clients and family Chennai, India Quantitative & MHSUs n=100
(2019) members’ perspectives of what | Lower- middle-income Descriptive B Males: n=55
constitutes recovery from country S Females: n=45
schizophrenia in the Indian Psychiatric Hospital § Caregivers: n= 80
context and to examine gender | (Outpatients department) g Male: n=43
differences in recovery indictors Q Female: n=37
5 | Guner3® To understand patients views Istanbul, Turkey Qualitative 2 MHSUs: n=9
(2014) and experiences of Upper- middle income Descriptive - Male: n=8
schizophrenia country S | Female: n=1
Schizophrenia Association 2
6 Humphries et To understand psychiatrists’ Danang, Hanoi, HoChi Minh | Qualitative = Psychiatrists: n=15
al.*3 views on outcomes for people City and Hue, Vietnam Descriptive =
o
2
S
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o
(2015) with schizophrenia in a Middle- income country §
developing country Public hospitals a
7 Nxumalo To explore the experiences and | Swaziland Qualitative i MHSUs: n=15
Ngubane et al.*’ meanings of recovery for Swazi | Lower- middle-income Phenomenologi¢al | Females only
(2019) women living with country
schizophrenia Psychiatric Hospital
(Outpatients department)
8 Rashed?*” To explore the use of spirit- Dakhla, Western Desert Qualitative MHSUs: n=2
(2015) based frameworks to take Egypt Ethnographic Male: n=1
control over symptoms in their | Lower- middle-income Female: n=1
cultural contexts country Family members n= not
General Hospital with specified
psychiatric service Healers: n=11
Community members: n=56
9 | Soygurd® To identify the factors Ankara, Turkey Qualitative, 5 MHSUs: n=24
(2017) contributing to recovery, as Upper- middle income Phenomenologigal; | Male: n=15
observed from the perspectives | country : Female: n=9
of schizophrenia patients Schizophrenia Association
working at a supported
employment project
10 | Subandi*® To explore participants’ Yogyakarta, Java Qualitative, MHSUs: n=7
(2015) experience of illness and Lower- middle-income Ethnographic Family members: n= not

recovery in a Javanese cultural
context

country
Psychiatric Hospital

specified
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1
3
g
N
; S
2 S
Z Table 2: Summary of findings g
5 3
? Title, Author, Year Key Findings g
Q
g 1 | Family Decision Making and Self- -Autonomy in decision making contributes to the MHSUs func&oning during recovery.
10 Determination Among Consumers -In Asian contexts it is accepted practice that family membersgfnake decisions on behalf of the
11 With Schizophrenia in China: Cross- MHSUs especially with regard to money management and cormmunity and daily living.
12 Cultural Implications. Chen et al; -Decisions related to psychiatric care are often deferred to hedlth professionals.
13 2018 -The concept of autonomy for MHSUs includes situations whée they endorse and agree with
14 decisions made by family members on their behalf. g,
15 g
16 2 | Hearing their voices: The lived -Caring for others and being cared for was identified as the biggest contributor to recovery of
17 experience of recovery from first persons with schizophrenia.
18 episode psychosis in schizophrenia in | Spirituality was seen to build resilience more so than adherer&e to medication.
19 South Africa. de Wet et al; 2015 Understanding the mental illness and managing associated stsgma influenced disclosure,
20 especially at work.
21 3 | Perspectives of consumers in India -MHSUs in India indicated that recovery was affected by facﬂ?ators and barriers related to
;g on factors affecting recovery from individual, familial and societal influences. c‘
54 schizophrenia. Gandhi et al; 2019 -Holding valued roles in a supportive family structure famhtategi the recovery of MHSUs.
25 -MHSUs reported that spirituality and their engagement in pr@er and religious rituals anchored
2% them and contributed towards their recovery.
27 -Engaging in activities with others was important for MHSUs as they reported that having
28 meaningful social relationships helped them combat loneliness
29 - Barriers to recovery included side effects of medication, incd®sistent treatment approaches and
30 religious beliefs which delayed access to treatment n
31 4 | What constitutes recovery in -Recovery according to caregivers and MHSUs entailed belnd}’symptom free; being able to work;
32 schizophrenia? Client and caregiver and being independent. N
33 perspectives from South India Gopal | -Recovery was equated with no longer needing medication. ‘C'ED
34 et al; 2019 -Recovery was based on MHSUs subjective feelings and exp8riences and not on the opinions of
35 family members and health professionals. 6'9
36 @
37 5 | lliness perception in Turkish -Recovery was variably defined and included a lack of symptdns; being able to work; getting
38 schizophrenia patients: A qualitative married and having opportunities to became part of community networks.
39 explorative study. Guner; 2014 8
40 <
41 a
42 3
Zi For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml 1
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- MHSUs took ownership for their own personal recovery by @gaglng in meaningful
occupations, hobbies and religious practices including prayers1

-In Turkey, almost all MHSUs with schizophrenia live with theFF families

For some, having a supportive family facilitated recovery, butFecovery was hindered when the
family was overprotective.

-Recovery was further hindered by difficulties accessing men%l health services

MHSUs did not disclose their mental iliness for fear of st|gma8

=

Psychiatrists’ perceptions of what
determines outcomes for people
diagnosed with schizophrenia in
Vietnam. Humphries et al; 2015

-Access to contemporary treatment was seen as influencing tHe outcomes for people with
schizophrenia. Contemporary treatment is defined as including generic second-generation
antipsychotics, staff, facilities and psychosocial |ntervent|ons 8

-Psychosocial interventions were not described.

-MHSUs feared stigma and this influenced help seeking behaalour

- Psychiatrists reported that in families who hold traditional befiefs, mental illness was attributed
to spiritual causes, families access traditional treatment beforar seeking medical assistance,
especially in rural areas.

- The extended family system allows family members to sharéthe burden of caring for a MHSU,
especially in the absence of formal services

-MHSUs were able to access unskilled work in rural parts of \getnam more readily than MHSUs
in urban settings.

The experiences and meanings of
recovery for Swazi women living with
"schizophrenia". Nxumalo Ngubane et
al; 2019

--In Swaziland, MHSUs referred to any mental iliness as “an @1ess of the brain”
-Schizophrenia is not a known term in Swaziland o

-Diagnostic labels such as schizophrenia were used by healthbprofessmnals but not shared with
MHSUs.

-Families and significant others provided emotional and fman@al support to MHSUSs.

-The presence of therapeutic rapport between MHSUs and hegalth professionals contributed to

personal recovery. R
From Powerlessness to Control: -Mental iliness was contextualised through spirit-based undergtandlngs of the iliness and its
Psychosis, spirit possession & symptoms. c
recovery in the Western desert of -The relationship MHSUs had with the spirit world was used a% a means of describing their
Egypt; Rashed 2015 recovery journeys 3

- Clinical recovery was contested as it suggested that mental §Iness can be cured whereas
personal recovery was described as an ongoing process thatglid not require medical

intervention.
-Personal recovery involved MHSUs gaining control over thelgsymptoms

Aq
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-MHSUs were positioned as being actively involved in their retéovery rather than as passive
recipients of services.
-Spirituality was foregrounded through the religion of Islam arﬂj Quranic healing in the lives of
people with schizophrenia. R

0 S0

9 | Lessons learned from experiencing -This study was located in a therapeutic community and suppﬁrted employment setting.
Mavi at Café (Blue Horse Café) - Long term relational support between MHSUs and stakehol&ers involved in health service
during six years: A qualitative delivery was seen as being central to recovery. o
analysis of factors contributing to -Recovery was promoted through a number of factors which W‘ere embedded in supportive
recovery from the perspective of relationships and unrestrictive environments.
schizophrenia patients. Soygur; 2016 | -MHSUs reported that having work gave them a sense of puréose responsibility and motivation

which added meaning to their lives.
10 | Bangkit: The Processes of Recovery | -MHSUs viewed their recovery in the cultural context in whlchghey lived

from First Episode Psychosis in Java.

Subandi; 2015

-Recovery had different aspects to it and involved medical treatment family care in the home
and integration into natural community settings.

-MHSUs reported being guided by spirituality which required glelr active participation in the
performance of Islamic religious practices.
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Themes from included studies

Table 2 provides a summary if the key findings of each of the ten included studies. The
thematic analysis yielded three themes describing recovery as a personal and complex
social process involving healthcare providers, family and community members.38-44 46 47
These themes, namely (i) recovery is a personal journey occurring along a continuum, (ii)
aspects of social relationships supportive of recovery, and (iii) finding meaning and hope

through spirituality and religion are elaborated upon below.

1. Recovery is a personal journey occurring along a continuum

The majority of studies included in this review, conceptualised recovery as an ongoing, non-
linear process rather than an as an event with a finite end.38-41444547 The age at onset of
illness and duration of illness was highlighted.38-41444647 a5 being a signal of when the
recovery process began. Onset of illness was usually noticed by family members first and

they facilitated health-seeking behaviour on behalf of the MHSU.

Some studies*' 434547 defined the starting point for the recovery process as being from the
time that people were back in their homes and communities and not from the start of their
admission to hospital. This was confirmed by the methodological decisions taken in all of the
included studies to not include in-patients or make reference to in-patient services as
facilitating recovery. One study described an outpatient service where the programme
included psychosocial skills training, family and group therapy sessions and group outings.38
It is notable that recognising symptoms as cues of relapse was not explored since it
appeared that the emphasis was on managing symptoms within the home and community
settings after the onset of iliness.*?4244 This approach occurred after a diagnosis had been

established for affected MHSUs. 4143 4547

Since the process of recovery was described from the point of discharge, coping strategies
related to managing symptoms of their iliness and their re-integration within their families
and communities emerged as critical facilitators to recovery. MHSUs needed strategies to
facilitate this recovery process. Strategies identified in the studies included the development
of self-awareness; being able to self-regulate; spirituality including prayer; attending to basic
needs; understanding the mental iliness; having purpose and hope for the future; gaining a
sense of autonomy; engagement in meaningful occupations; contributing to community; and
adopting a positive attitude to living with a mental iliness.38-4244 4647 The studies did not

describe the development of these coping strategies. It was also noted that learning to self-
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manage facilitated the recovery process.3 4145 Key aspects that MHSUs had to learn to self-
manage included their temperament, learning to live with and derive meaning from having a

mental iliness and being hopeful for their future.

There was a lack of consensus across the studies regarding the use of medication as an
indicator of recovery.38-4143-47 Some studies emphasised treatment adherence as the first
steps towards recovery,38-414346 while others viewed the choice to stop taking medication as
an indicator of recovery.44 4547 When describing recovery as it relates to the medical model
and clinical recovery, studies appeared to focus on the individual and described
contemporary treatment as including a combination of access to medication, health
personnel, mental health services at health facilities and psychosocial interventions.4043
According to Rashed,*” clinical recovery foregrounds biological aspects, implicitly
highlighting a curative approach to the iliness, often demonstrated through administering
medication. However, in exploring psychosis and spirit possession, Rashed*” found that
recovery was not dependent solely on medication or medical intervention. Instead, recovery
was conceptualised as an opportunity to expand personal agency in the way MHSU'’s

respond to their iliness, with or without medication.*”

In the study conducted by Subandi,*S the recovery process involved different phases of
participation and integration across social spheres. Recovery as an active process started
as MHSUs gained insight into the social isolation that resulted from their mental illness.
Social isolation and withdrawal was viewed as the opposite of recovery as it represented
inactivity and passivity.**47 Across studies, the effort exerted by MHSUs to expand their
social interactions from their immediate physical environment, to engaging with family
members and other stakeholders in health and community spaces was as an indicator of

recovery,38-42 44-47

From the aforementioned it can be seen that the people involved in the recovery process
included healthcare providers, family and community members. It is also noteworthy that
personal recovery required action in a range of interconnected contexts. MHSUs ability to
navigate these different environments indicated what was considered as successful
recovery. Indicators of recovery described in the selected articles included: being symptom
free, returning to work or supported employment, being independent, getting married, being
self-sufficient, making decisions, integrating into social or community networks, and
involvement in spiritual and religious activities. Through this, recovery was described as
active participation in daily activities. This participation was viewed as an indicator of

recovery.3847
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2. Aspects of social relationships supportive of recovery

Across included studies, the perspectives and contributions of healthcare providers, family
and community members were identified as crucial to the MHSUs recovery process. From
these studies it seems that the ways in which these stakeholders engaged with the recovery

process potentially facilitated or hindered the recovery journey.3847

Relational support from health professionals was identified as a facilitator of recovery.383° 41
4246 Access to service providers was influenced by the availability of and access to
psychiatric treatment.*3 46 Health professionals supported recovery when they communicated
clearly, spent time with service users, offered alternative medication options and provided
opportunities for engagement in activities.3® 4! On the contrary, the poor continuity of
psychiatric care together with limited and brief consultations with a doctor and a focus on

access and adherence to medication was seen to limit the recovery process.38404147

Socio-cultural values and variations in explanatory models of mental illness between the
MHSUs and health professionals as well as family members influenced views of recovery.4?
4647 Family members were more likely to seek help from traditional or spiritual healers before
seeking contemporary psychiatric treatment.*3 4> The differences between socio-cultural
values and explanatory models of mental iliness included perceived causes of mental
illness, traditional beliefs attributing mental iliness to spiritual causes, fear of stigma and
community attitudes. For example, discrepancies in the language used to refer to mental
illness obscured a common understanding of recovery.*' MHSUs*' referred to any mental
illness as an “iliness of the brain”(p156) while the diagnostic label of schizophrenia was
used by health professionals. For one participant the voices of her grandmother was
soothing to her but unacceptable to her family and health service providers*'.There was an
element of dissonance between how the MHSUs, their families and service providers made
sense of the mental iliness, with a disconnect occurring around how their symptoms were
understood by different parties.*” When the family, community or health professionals held

different understandings and attitudes towards mental illness, recovery was obstructed.

The studies reported that all participants lived with family members or significant others.38 40
4447 Although the complexity of large families was acknowledged,* 43 the extended family
supported recovery through sharing the burden of care in the absence of formal health
services. The studies highlighted that family and cultural beliefs along with societal values

and expectations were used as indicators of recovery*° 4546, These indicators were described
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in different ways and included whether the individual could take care of or provide for their

family as they recovered.3840-44 47

Families provided emotional and financial support needed by the MHSUs for daily living
during their journey of recovery.3-4547 While the family assumed responsibility for decision
making when the MHSUs were acutely ill, they gave up some of this responsibility as the
MHSUs recovered.384647 The families role as stewards of recovery continued in different
ways as they provided flexible access to social networks for MHSUs on an ongoing basis. 3
4547 Once MHSUs started engaging in spheres such as personal and social functioning,
community and daily living and money management; the family’s decision making in these

spheres decreased.*! 46

The importance of social support was recognised as a facilitator of recovery. MHSUs
accessed support from different sources which included professionals, family members,
therapeutic community networks and supported employment.384347 Peer support from fellow
MHSUs was mentioned once as an important facilitator of recovery.*° Professional support
was symptom related, family support involved assisting with tangible aspects such as
financial management or with support for community reintegration. Different networks thus

facilitated recovery as they provided relational and emotional support to MHSUs.

MHSUs described having social connections and being able to engage in activities alone
and with others as key components of personal recovery.*04* The MHSUSs’ social identity
and social position in relation to their family, their community and broader society was seen
to influence their functioning and social inclusion.4? 44 Stigma was mentioned as a barrier to

recovery but it was not elaborated on in the studies.3841-43

In four studies, MHSUs reported that being able to work facilitated access to social
networks.38 394142 For MHSUs, recovery meant becoming part of a social network where they
felt valued and which allowed them to meaningfully contribute to their family and community,
whether this was in paid employment or not.38 394142 One study focussed on MHSUs
working in a therapeutic community and supported employment setting.3® The emphasis in
this study?®® was on the relational support and social interactions provided to MHSUs via the
supported employment project. While employment was important as it gave MHSUs the
opportunity to contribute to the financial situation of the family, its role as a facilitator of
social support networks was foregrounded. Recovery as a social process which is influenced
positively by collaboration between MHSUs and stakeholders through long term relational

support and encouragement was emphasised.3°
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3. Finding meaning and hope through spirituality and religion

Spirituality and religion emerged as resources that the MHSUs and caregivers used for
understanding mental iliness and the recovery process in eight of the ten studies.38 40-43 4547
Five studies3840424346 referred to the significance of spirituality and religion. With regards to
religion, Islam was referred to in two studies*® 4" and Christianity in one study.*' Across
these studies, spiritual and religious practices were seen to build resilience and were
identified as contributing to recovery when they were equally valued by MHSUs, their

families and the community.38 40-43 45-47

While in recovery, MHSUs underwent internal spiritual struggles when participating in
religious practices outside of their homes. The ways in which this was enacted included
directly sharing feelings with God through prayer and not through an intermediary; use of
religious rituals to relieve stress; surrendering healing to God’s will; resisting spirit
possession as an act of faith and personal struggle; and by practically supporting places of

worship through engaging in cleaning chores as part of church maintenance.38 40-424547

MHSUs relationship with and understanding of the spirit world was seen as an indicator of
recovery in one study.*” Recovery was aided by MHSUs ability to manage the psychotic
symptoms of the mental illness while drawing on the philosophical explanations offered by
spirituality. In Egypt, spirit possession featured as part of the experience of psychotic
phenomenon and psychosis was not necessarily viewed as a medical problem.4” According
to this study, when MHSUs actively engage in accepted individual and communal religious

practices, they are acknowledged as positively navigating personal recovery.

MHSUs reported that spirituality and religious practices provided an anchor for MHSUs and
their families as it offered hope for recovery through their own efforts while also having faith
and trust in a divine power. Engaging in spiritual practices offered MHSUs structured
opportunities to relax, relieve their stress and be hopeful about their future.4?4% Being hopeful
about the future required MHSUSs to have faith in themselves and their religion as this
allowed them to find peace while living with the challenges of having a mental illness.38 414247
Furthermore, spirituality was viewed as a resource which contributed positively to the
recovery process when MHSUs used it to instil hope for the future and as a mechanism for

making sense of the mental illness.
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The views held by MHSUs and their family members regarding the influence of spirituality
and religious practices on recovery differed from the views held by health professionals.3%-4!
4347 In one study, psychiatrists indicated that religious beliefs and practices could hinder the
recovery process particularly where symptoms were attributed to spiritual causes and where
traditional treatment was sought before psychiatric treatment.** MHSUs viewed professional
explanations of mental illness as unhelpful when they discounted the role of spirituality or
religion in recovery, especially if they used coercion to support their own ideas of recovery.*!
47 Relying only on medication dispensed by healthcare providers positioned MHSUs as
patients and service recipients while adopting a spiritual and cultural interpretation of mental
illness, MHSUs were viewed as people who were in control of their illness and who were
agents in their own personal recovery process.*>4” The focus on clinical recovery and the
medical interpretation of mental iliness minimised the contribution of spirituality to personal

recovery.

DISCUSSION

This review contributes to the growing body of research exploring the meaning of recovery
from severe mental liliness' 1623 by synthesizing qualitative and quantitative research from
LMICs. No papers from LMICs fulfilled inclusion criteria before 2014, which suggests that the
interest in recovery from SMI has been slower in LMICs than in HICs. The ten articles
selected for inclusion were published between 2014-2019 suggesting recent and possibly
growing interest in understanding perceptions of recovery in these contexts. While there was
heterogeneity in terms of design and setting, all studies endorsed the power of individual
narrative accounts of recovery. This review highlighted commonalities but also differences
between how studies from HICs and LMICs (1) conceptualise the recovery process; (2)
outlines the individual, interpersonal and social factors that facilitate or impede recovery; (3)
define indicators of recovery; and (4) view the role of spirituality and religion in the recovery

process.

Findings suggest that recovery for MHSUs is conceptualised as a personal, non-linear, and
complex process. While this view is echoed in the literature from HICs,!! 162226 the starting
point of the process differs between HICs and LMICs. In HICs, MHSUs generally have
access to specialised in-patient mental health care and their recovery journeys were thought
to begin pre-discharge.*® In the included studies, none of the MHSUs were in-patients at the
time of the study; their recovery journeys were described post discharge. The
conceptualisation of recovery as being non-linear in nature incorporates the frequent
occurrence of relapses among this population* and explains the growing interest in the

socio- cultural contexts where recovery takes place,*® particularly in LMICs.
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Given the variability in socio-cultural contexts, a range of individual, interpersonal and social
factors were found to facilitate or impede the process of recovery. First, these publications
highlighted the role of explanatory models of mental illness including pathways to care and
perceptions regarding the use of medication in the process of recovery. Explanatory models
of mental illness®® provide a framework for understanding SMI and treatment seeking
behaviour in a particular context. Systematic reviews have highlighted how in many
instances traditional healers are often the first point of contact in many LMICs, including
African countries.5' 52 Unlike literature from HICs, views were mixed regarding the role of
clinical recovery emphasising medication adherence. While some studies highlighted the
role of medication in facilitating recovery,®3-5 others emphasised the additional importance
of having an awareness of socio-cultural and explanatory models of iliness as these factors
influence MHSUSs, caregivers and community members and can either facilitate or impede

recovery.5256 57

Second, included studies highlighted how recovery requires long term relational and
emotional support provided by family and friends. The included studies did not draw a
distinction between Eastern and Western societies but the findings indicate that socio-
cultural and religious beliefs favour collectivist perspectives which require the involvement of
the family throughout MHSUs recovery journeys. The role of the family in MHSUs recovery
journeys are emphasised differently in studies from HICs and those from LMICs. In HICs,
the deinstitutionalisation process shifted care for MHSUs from hospital to community care.
This increased the responsibility placed on family members,?® but in LMICs access to mental
healthcare is a challenge which necessitates that families are involved in the MHSUs

recovery journey from the onset, given the limited availability of community care services.®

According to several of the included studies,38 40 4143-46 the family, including significant others,
are responsible for the establishment of supportive living arrangements which involved living
with family members, another key facilitator in the process of recovery. These living
arrangements seem to reflect norms that are embedded in particular cultures globally and
were not viewed as a lack of independence or aspiration. In Western society, gaining
independence is seen an indicator of recovery.!" In contrast, in LMICs, living with supportive
family provided MHSUs with opportunities for social cohesion which improved recovery
outcomes for MHSUs. 1?5960 Although supported housing is viewed as a key facilitator of
recovery in HICs,*96162 jt was not mentioned in any of the included studies described here.
Studies in LMICs have examined supported housing for people who are homeless, in the

absence of family support. Despite the potentially important role that families can play in the
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recovery of MHSUSs, there is limited literature available on how living with family or extended

family facilitates recovery in LMICs.54

Similar to HICs, accessing opportunities to build social connectedness and community
relationships emerged as a facilitator to recovery. Although research indicates that people
with SMI have poorer social connections than the general population?? social relationships
allows MHSUs to connect with their family, community and work environments. Employment
in the skilled or unskilled labour market, was found to promote personal recovery of people
with SMI.65-6° Although MHSUs have difficulty accessing employment opportunities, in a
number of included studies,3® 4" 43-46 the ability to work was described as a significant
indicator of recovery as well as a means of accessing social networks and supportive

relationships which facilitated recovery.

Third, spirituality emerged not only as an important facilitator of the recovery process, but a
significant indicator of recovery for MHSUs in LMICs. This is in keeping with a review on
religion, spirituality and mental health” in HIC and LMICs which concluded that engagement
in religious practices was a facilitator of recovery. On an individual level, religion was seen
as a source of emotional support,”’ but the influence of religion on family and cultural
perspectives and practices, even for ethnic minorities in HICs was not reported on in this
review. Included studies in the current review described community religious groups as
accessible social networks which provide support to MHSUs and their families.”? As a
facilitator of recovery, spirituality was also seen as a way of finding meaning and hope for

MHSUs and their families thought the rituals and social connections embedded in practice.®’
73

The findings of this scoping review need to be considered in light of some limitations. The
review aimed to analyse conceptual and theoretical underpinnings of recovery from SMI in
LMICs; as such interventions and intervention outcomes were not focused on. Data
synthesis was limited to full text articles available in English and published between January
1993 and December 2019. This practical decision may have led to potentially relevant

unpublished papers in other langauges being excluded.

CONCLUSION

This review aimed to examine the literature on how recovery of people with SMl is
conceptualised in LMICs, and factors thought to facilitate the recovery process. In this
review, we found that understandings of recovery overlapped with those from HICs, but

there were important differences. Unlike HIC where independence and autonomy were
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emphasised, social connectedness and interdependence were emphasised as important
indicators of recovery in LMICs.'® In addition, family support played a much larger role in
LMICs than in HICs. Peer support services from a range of mental health service providers
and MHSUs as a strategy for supporting the recovery process are promoted in HICs.7#
Additionally, spirituality emerged as both a facilitator and an indicator of recovery. In HICs,
spirituality is rarely considered in the context of recovery, whereas interdependence with the
spiritual realm is viewed as an important indicator and facilitator of recovery in LMICs. These
differences highlight the importance of assessing whether tools and measures of recovery
from SMI, developed in HICs capture all of the key indicators of recovery that are important
for MHSUs living in LMICs. In conclusion, this review highlights the need to expand the
recovery concept to be more inclusive of cultural conceptualisations of recovery and illness
in LMICs that extend beyond the individual.
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ABSTRACT

Introduction The construct of recovery was
conceptualised in high-income countries and its
applicability in low-income and middle- income countries
is underexplored. A scoping review is proposed to
synthesise knowledge, review conceptual overlap and

map key elements of recovery from severe mental iliness
in low-income and middle-income countries. We aim to
appraise the literature so as to inform future recovery-
oriented services that consider the cultural and contextual
influences on recovery from severe mental iliness.
Methods and analysis The following electronic
databases: MEDLINE via PubMed, SCOPUS (which included
contents of Embase), PsycINFO, CINAHL, Africa-Wide
Information, PsycARTICLES, Health source: Nursing/
Academic Edition, Academic Search Premier and SocINDEX
all via the EBSCOHOST platform, the Latin American

and Caribbean Health Sciences Literature, the Cochrane
Centre Register of Controlled Trials) and grey literature
sources will be searched between May and December
2019. Eligible studies will be independently screened

for inclusion and exclusion by two reviewers using a
checklist developed for this purpose. Studies published
between January 1993 and November 2019 that focus on
recovery from severe mental illness in a low-income and
middle-income country will be included. Findings will be
compared and discrepancies will be discussed. Unresolved
discrepancies will be referred to a third reviewer. All
bibliographic data and study characteristics will be
extracted and thematically analysed using a tool developed
through an iterative process by the research team.
Indicators will be classified according to a predefined
conceptual framework and categorised and described
using qualitative content analysis.

Ethics and dissemination The review aims to synthesise
information from available publications, hence it does not
require ethical approval. The results will be disseminated
through publications, conference presentations and future
workshops with stakeholders involved within the recovery
paradigm of mental health policy and practice. The scoping
review title is registered with the Joanna Briggs Institute.

INTRODUCTION

Mental, neurological and substance use
(MNS) disorders contribute significantly
to the global burden of disease. Whiteford

,"? Roshan Galvaan,? Bronwyn Myers,?* Katherine Sorsdahl’
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Strengths and limitations of this study

» This scoping review allows for the systematic syn-
thesis of knowledge on recovery from severe mental
iliness in low-income and middle-income countries
(LMICs) in a rigorous and methodological manner.

» This review will highlight the diversity of severe
mental iliness since there is no agreed on criteria for
including mental illnesses into this category.

» Knowledge gaps related to recovery as a multidi-
mensional construct in LMICs will be identified.

» Only conceptual and theoretical underpinnings of
recovery as a construct in LMIC will be discussed
without a focus on intervention outcomes.

» Data synthesis will be limited to full-text articles
available in English only and published between
January 1993 and November 2019. Grey literature
and unpublished studies in Latin America will be
affected by the decision to exclude articles not avail-
able in English.

et al' report that MNS disorders account for
10% of disability-adjusted life years (DALYs).
However, it has been argued that the true
global burden of mental health problems
may be underestimated by more than one-
third and that DALYs are closer to 13%.”
The lifetime prevalence of severe mental
illness (SMIs) ranges between 1% and 4%.?
Although this is relatively low in compar-
ison to common mental disorders, SMIs are
more disabling and require complex, long-
term interventions for the person and their
family.®> Given the move towards the dein-
stitutionalisation of people with psychiatric
disorders, shorter hospital stays are resulting
in premature discharge rates and repeated
relapse, creating a revolving door phenom-
enon.” These frequent hospital readmissions
are costly to the healthcare system.”

In low-income and middle-income coun-
tries (LMICs), many people living with an SMI
are not detected and as a result do not receive
the treatment they need.” ° " In a service
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3 utilisation review of WHO member countries, it was found
4 that the lifetime prevalence of mental disorders among
5 adults was between 12% and 49%.° The review found the
6 treatment gap to be wide across the psychiatric disorders
7 examined. The treatment gap for schizophrenia and non-
8 affective psychosis was 32%. The gap for other disorders
9 was: major depressive disorder, 56%; bipolar disorder,
10 50%; and alcohol abuse and dependence, 78%.% While
11 present in all countries, this treatment gap is greatest in
12 LMICs where there is a need to scale up mental health
13 services.®

14 A systematic review on the scaling up of mental health
15 services in LMICs found that in many countries the
16 majority of resources for mental healthcare are rendered
17 on an inpatient or outpatient basis at large psychiatric
18 hospitals, with little provision of services at primary
19 healthcare facilities or via integration between hospitals
20 and the community.® Although there are some nascent
21 programmes to provide services for SMI at primary care
22 facilities, these are generally limited because of a poor
23 integration of mental health into primary healthcare.
24 Additionally, while the lack of coordination between
25 sectors providing mental health services has seen some
26 countries, such as India, have made progress in adopting
27 the District Mental Health Programme, the treatment
28 gap continues in rural areas.” '’

29 Despite the drive for deinstitutionalisation and for
30 the rendering of services at decentralised locations, in
31 many countries most of the mental healthcare budget
32 continues to be allocated to large psychiatric hospitals.
33 In these hospitals, the treatment approach is primarily
34 through medication to alleviate acute clinical symptoms,
35 giving little to no attention to the psychosocial needs of
36 service users.' ® ' Unfortunately, the primary focus on
37 clinical recovery and the limited availability of interven-
38 tions that focus on rehabilitation and personal recovery
39 further exacerbates the revolving door phenomenon and
40 ongoing treatment gap.* '

41 Recovery-oriented approaches offer an extension to
42 medical models of intervention, as they are not solely
43 focused on symptomatic improvement as a marker of clin-
44 ical recovery."” Personal recovery for people with SMI is
45 conceptually distinct from the present medical definition
46 of recovery, which is clinical in nature and mostly values
47 symptom remission.'* '* Personal recovery proposes that
48 a person develops new meaning and purpose in their life
49 over the longitudinal course of their illness."” '° Psychi-
50 atric rehabilitation has highlighted the need to move
51 beyond treating the symptoms of the illness, to treating
52 its functional and disabling consequences as well."”
53 Deegan, a mental health professional and person living
54 with schizophrenia, suggested that mental health service
55 users do not ‘get rehabilitated’ by others, but instead they
56 are active participants in their journey to recover new and
57 valued personal meaning and purpose.'®

58 The recovery model was initiated in high-income
59 countries (HICs) with the mental health consumer and
60 survivor movement at a time when having a diagnosis

of SMI was highly stigmatised and the prognosis was
poor.'® The idea that people with an SMI cannot recover
was challenged by people living with schizophrenia who
were leading meaningful lives in their communities after
deinstitutionalisation, highlighting that recovery was not
dependant on long-term psychiatric treatment.'’ *’For
a person living with an SMI, receiving a diagnosis and
psychiatric treatment focused on clinical recovery is a
necessary step towards recovery, but personal recovery
is also critical given the cyclical, non-linear, long-term
course of the illness. In Anthony’s seminal work,"” he
defined recovery as:

a deeply personal, unique process of changing ones’
attitude, values, feelings, goals, skills and/or roles. It
is a way of living a satisfying, hopeful and contribut-
ing life even within the limitations caused by illness

Research exploring the meaning of recovery among
people living with SMI*'** found that recovery means
different things to different people, supporting a view
that there is no definition of recovery that applies to
everyone. A literature review conducted in 2018 explored
the meaning of recovery among people living with schizo-
phrenia.”' This review included 17 studies explaining the
subjective meaning of recovery. A majority of the included
studies were qualitative, with a few taking a quantitative
approach to exploring the meaning of recovery. Of the
17 papers, only four studies were from LMICs (India
(n=2), China and South Africa). The results revealed
that recovery is complex, non-linear and perceived as
both a process and an outcome. The process was viewed
as being individual and it was recommended that more
consumer perspectives to inform recovery-oriented inter-
ventions, which are aligned to individuals’ personal goals
and aspirations were needed. The complexity embedded
in viewing recovery as a process and an outcome with
multidimensional indicators has been documented by
others.?*?° Further to this, it was recommended that clini-
cians, caregivers and researchers explore more qualitative
and personal narratives of recovery, the tools needed to
measure recovery and the development of community-
based recovery- oriented services.”'

The aforementioned review was limited to recovery in
people living with schizophrenia and only included four
studies from LMICs. There is current debate around
whether people with SMI in LMICs have a better prog-
nosis and a call to re-examine the realities of living with
an SMI amidst social, cultural and economic changes in
LMICs.*"*

Recovery has been viewed as a process or an outcome,
with current debates and research seeking to offer concep-
tual clarity."** A systematic review conducted by Leamy
et al® led to a proposed conceptual framework for
personal recovery in mental illness. The review focused
on 97 papers from 13 HICs and identified characteris-
tics, processes and stages of recovery. While the review
included individuals from black and minority ethnic
groups, it did not include any LMICs."”” The CHIME
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framework emerged from this review process. This frame-
workconceptualises personal recovery to incorporate the
following concepts: connectedness, hope and optimism
about the future, identity, meaning in life and empow-
erment.'” This highlights that literature on personal
recovery is dominated by research conducted in HICs
and that there is a gap in understanding recovery from
culturally diverse groups.™

Research seeking to understand recovery as a process
and an outcome is ongoing.”’ The complexity of the
concept and the range of factors impacting recovery has
been the topic of recent studies. One such focal area has
been on the relationship between homelessness among
people living with SMIs and the contribution of stable
housing towards recovery.” * Additionally, a recent
exploration of metacognition and recovery from mental
illness challenged conventional treatment to embrace the
notion that recovery is unique, individualised and self-
directed and that service users need to be active partici-
pants in their recovery processes.”> A call has been made
for mental health service users to be partners in concep-
tualising recovery as a concept and treatment orientation
in order to integrate the notion of recovery into main-
stream psychiatry.31

Ascoping review of systematic reviews and meta-analyses
conducted by van Weeghel et a’ mapped the concept of
recovery and its assessment. It found that recovery is a
personal process that is dynamic and evolves over time.”
Although 25 studies were included in the review, only one
study was conducted by authors from India. Conducting a
scoping review focusing specifically on studies conducted
in LMICs will contribute to the literature on recovery in
these specific contexts and will be useful for the following
reasons. First, little attention has been given to describing
recovery as a personal and individual journey from LMIC
perspectives. As recovery for the person with an SMI takes
place in a social context through a range of relationships,
more understanding about how contexts can help or
hinder recovery is needed.”

Second, individual meaning making within recovery
is influenced by social, political, economic and human
rights factors but further research is needed to under-
stand the diversity of recovery narratives from the
perspectives of different population groups.35 A system-
atic review and narrative analysis synthesising descrip-
tions and models of personal recovery was undertaken
to inform the development of a conceptual framework
to guide recovery oriented research and practice.'?
Studies conducted in HIC specifically the USA featured
predominantly in the review which included 97 papers.
The review culminated in the emergence of a conceptual
framework to describe the characteristics of recovery,
the processes of recovery and the stages of recovery. The
authors reported a difference in studies which included
ethnic minorities and where more emphasis was placed
on stigma, spirituality, culture and the collectivist
nature of recovery. They acknowledged that this area is
underexplored.'

Third, in many African cultures, an individual’s
personhood is manifested through their agency in rela-
tion to spirituality, society and self.™® This may impact
on the person and how they experience mental illness
and recovery. Understanding cultural concepts and the
dynamics of interconnectedness means recognising that
personhood in LMICs is weaved into how people expe-
rience health, illness and recovery.”® Considering the
person as a spiritual and social being provides opportu-
nities to collaborate with caregivers and communities in
developing appropriate interventions.”® In countries that
are spiritually diverse, multicultural and home to people
of different religious backgrounds, it is important to
contextualise mental illness and explore health profes-
sionals own perspectives on culture, psychiatry and
mental health and where mental illness must be contex-
tualised.”” *® Given the reasons cited previously, further
exploration into the recovery journeys of people living
with SMI in LMICs and how they view the dimensions of
recovery is warranted.”'

A scoping review is proposed as a means of synthe-
sising knowledge on a broadly defined topic and system-
atically mapping key concepts, theories, evidence and
research gaps in the topic area, while still being rigorous
and methodological in its approach.” * While system-
atic reviews and meta-analyses limit their parameters to
research trials and quantitative data synthesis, scoping
reviews adopt a broader approach to the narrative inte-
gration of evidence.*' We aim to appraise the definitions
of recovery and its current utilisation for people with SMI
in LMICs. The review findings could be used to inform
future practice applications, which consider the cultural
and contextual factors impacting on recovery'” from
SMI outside of HICs. This scoping review title is regis-
tered with the Joanna Briggs Institute (JBI) although JBI
and the International Prospective Register of Systematic
Reviews (PROSPERO) do not provide registry numbers
for scoping reviews at this time.”’

METHODS

Ascoping review was deemed as the most suitable method
to map existing research on recovery from SMI in LMICs
because it allows for the topic to be located, examined,
summarised and be presented rapidly and systematically.
Additionally, it could serve as a precursor to a systematic
review."” The proposed review will be conducted using
the Arksey and O’Malley,* scoping review methodology
and will be reported on using the Preferred Reporting
Items for Systematic Reviews and Meta-Analyses guide-
lines* with an understanding that there is much devel-
opment as scoping reviews gain popularity especially in
health-related topics.” **

Arksey and O’Malley" offer a methodological frame-
work for conducting a scoping review. Their approach
describes six stages: (1) identification of the research ques-
tion, (2) identification of relevant studies, (3) selection of
studies, (4) charting the data, (5) collating, summarising
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3 and reporting of results and (6) consultation with stake-
4 holders.* The last stage is optional according to Arksey
5 and O’Malley,” but others have deemed it a necessary
6 step to aide in methodological rigour.*” Recommenda-
7 tions to enhance the methodology at each stage will be
8 incorporated into this review.* ***

9

10 Stage 1: identifying the research question

11 In order to guide the search strategy an iterative process
12 of discussion among authors occurred in order to develop
13 and refine the research question. The question needed to
14 be clear enough to inform the subsequent stages while
15 still reflecting the scope of inquiry.*” Given that scoping
16 studies are focused on summarising the breadth of
17 evidence on a given topic the authors refined the explor-
18 atory question to ask the following:

19 What is known about recovery from SMIs in LMICs?

20 This broad question was developed to allow for a
21 comprehensive review of the literature in order to review
22 and appraise the definition of recovery and how it is
23 understood in mental health research and practice in
24 LMICs. While many have written about this in HICs,23 46
25 there is a dearth of such information in LMICs .

26

27 Stage 2: identifying relevant studies

28 Given the aim of the study is to identify primary published
29 and unpublished studies which will answer the research
30 question, a comprehensive search strategy was devel-
31 oped to aid this. Two health sciences librarians assisted
32 the first author in the iterative process of developing a
33 search strategy including inclusion and exclusion criteria.
34 Decisions were made about time frames, language, search
35 terms and search strategies. Trial searches were run to
36 assess whether relevant literature could be identified
37 using the proposed strategy. A discussion of the identified
38 databases, search strategy and selection criteria follow.

39

40 Databases

41 Electronic databases will be searched to identify studies
42 published between January 1993 and November 2019.
43 This period was selected as it covers roughly 25 years in
44 the recovery movement. Personal recovery is a construct
45 that has already been defined by Anthony,'” hence the
46 authors were looking specifically for literature on this
47 construct. Terms used in other disciplines that could
48 also mean recovery were not included as the focus of the
49 search is on recovery as explicitly defined by the recovery
50 movement. Furthermore, recovery knowledge and atti-
51 tudes among health professionals will be included if
52 reported in the selected studies.

53 An expertlibrarian assisted the firstauthorin identifying
54 information sources thatare relevant to the research ques-
55 tion. The following databases were selected: MEDLINE
56 via PubMed, SCOPUS (which included contents of
57 Embase), PsycINFO, CINAHL, Africa-Wide Informa-
58 tion, PsycARTICLES, Health source: Nursing/Academic
59 Edition, Academic Search Premier and SocINDEX all
60 via the EBSCOHOST platform. Additionally, the Latin

American and Caribbean Health Sciences Literature,
the Cochrane Centre Register of Controlled Trials. Grey
literature sources will be identified to expand the search
and enhance the data sources. Additional sources will
be located by means of handsearching reference lists
of relevant papers, contacting study authors, searching
trial registers and contacting key personnel involved
in recovery-focused programmes in LMICs. In this way,
peerreviewed and grey literature from the biomedical
sciences, allied health sciences, social sciences and other
disciplinary fields will be included.

Search strategy

Two librarians and the first author developed the eligi-
bility criteria for the scoping review. They identified
various definitions of SMIs as well as recovery to include
in this search strategy. A list of preliminary search terms
and filtering methods was developed. The main filtering
methods related to the date range of 25 years (January
1993-November 2019). This period was extended so
that new publications would not be missed. The search
strategy was refined to include Medical Subject Headings
(MeSH terms), filters and Boolean operations to comply
with searches across different databases. A search strategy
for the PubMed database is included in online supple-
mentary file 1. After the initial search, key words and
index terms used across the databases were identified and
plotted on a table as indicated below (table 1).

There are no universally accepted guidelines to opera-
tionalise the concept of recovery and there is no measure
of a gold standard of recovery.47 The CHIME framework
is one proposed guide for the development of recovery
measures and identifying recovery outcomes for consider-
ation in clinical practice, but this is limited to HICs. In this
review, the key concept is personal recovery as defined by
the seminal work of Anthony.17 In the search strategy, the
concept of recovery will be explored through the MeSH
terms: Psychiatric Rehabilitation; Mental Health Recovery
and Recovery of Function as well as through the free-text
terms: Recovery OR recover OR psychosocial rehabili-
tation OR mental health rehabilitation OR psychiatric
rehabilitation.

Selection criteria
Articles will be included in the review if they meet the
following inclusion and exclusion criteria (table 2).

Stage 3: study selection

The scoping review guideline for identifying and selecting
studies informs article selection and data extraction.*’ Two
screening levels are proposed: a title and abstract review
and a full-text review. For the first level of screening,
two authors (FG and KS) will independently screen the
title and abstracts of all retrieved citations against a few
select inclusion criteria. Any articles that seem relevant
by either or both reviewers will be included in the full-
text review. Next, these two reviewers will independently
screen the full-text articles to assess whether they meet

4
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i Table 2 Inclusion and exclusion criteria
5 Criteria for inclusion Criteria for exclusion
6 » Published between January 1993 and November 2019. » The review will be limited to full-text articles written in
7 » Qualitative and quantitative empirical (ie, primary research) English. However, the authors acknowledge that this
8 study designs. practical decision could mean that potentially relevant
9 » Theoretical literature on the construct of recovery. papers are missed.
10 » Studies will be included if they have been conducted in » Conference abstracts will be excluded although they will be
11 LMICs. reviewed to see if full reports were published.
12 » Peer-reviewed scientific literature. » Children will be excluded as the age range for inclusion is
13 » Literature focusing on the population of interest, that is, 18 years and older.
adults with SMI in LMICs will be included. The diagnosis » Duplicate articles from the same study will be excluded.

14 of SMI includes schizophrenia spectrum disorders, » Policy documents will be excluded although they will be
15 schizoaffective disorders, bipolar affective disorders, reviewed to access research in LMICs that they might have
16 major depressive disorder or related psychotic disorders referenced.
17 (schizophreniform, delusional disorder, substance induced » Studies that occurred only in high-income countries, without
18 psychotic disorder or disorders not otherwise specified) an LMIC focus will be excluded.
19 as well as those with a comorbid substance use disorder. ~ » Studies must be conducted in LMIC and not in HIC with
20 Studies and reports will be excluded if they do not include participants from LMICs.
21 the keywords or alternatives as outlined in table 1.
22 » Explicit mention of severe mental illness and recovery in
23 LMICS.
24
25 LMICs, low-income and middle-income countries.
26
27 : . . o : . .
28 the inclusion and exclusion criteria. At both levels of  title; (2) author; (3) study population; (4) participant
29 screening, inter-rater agreement will be assessed by calcu- characteristics; (5) research question; (6) study meth-
30 lating Cohen’s kappa. Any disagreement on study selec- odology; (7) study description; (8) intervention type (if
31 tion will be resolved by discussion with a third rater, who applicable); (9) intervention duration (if applicable);
32 will be a senior member of the research team. (10) outcome measures; 11 summary of findings; (12)
33 Quality appraisal definitions o.f key. con?epts (recovery z%nd .SMIS.); 03)
34 The Mixed Methods Appraisal Tool V.2018* and the Crit- conceptual links identified; (14) practice implications
35 . . . .. . . and (15) recommendations for further development.

ical Appraisal Skills Programme Qualitative checklist will ) ) o T
36 be used to assess the quality of included studies although W_hl_lle charting t}.le dat.a, 1tis lmP ortant to n_lamtam
37 this is not required for a scoping review nor will it influ- ﬂex1b111.ty ar.ound including cmerging categories énd
38 ence the inclusion of the study. consulting with the team as this occurs. The final version
39 Using the aforementioned criteria, the number of of the charting form along with definitions of included
40 studies identified and selected for inclusion in the scoping ~ items will be provided as an appendix to the review. This
H review will be reported on. A narrative description™ will ~ process will facilitate the timeous completion of the
42 accompany the search decision ﬂOW Chart'43 The ﬂow review Whlle also maintaining research rigour.
43 chart will show the results from the search, the removal
44 of duplicates, study selection, full retrieval numbers, addi- Stage 5: collating, summarising and reporting the results
45 tional searches from reference lists and a final summary All results will be collated, summarised and reported on
2? of Qecisions relat.ed to ﬂ}? search decsigion and an expla-  in order to provide a comprehensive and thorough over-
48 nation of the review decision process. view of all the reviewed literature. The authors plan to
49 Stage 4: charting the data follow an iterative process and not pre-empt or fit find-
50 Next, the two reviewers (FG and KS) will independently %ngs into w}}at .has already been writter'l about recovery
51 extract data from the identified articles and chart it."” A in HICs. Thls will allow new underst.andmg.s to be uncoy-
52 draft data charting form will be created in the MS Excel ered. While th? CHIME_ framework is considered to Offe_r
53 programme to facilitate this process.* This form will be a comprehensive overview of tl.le process ?f recovery, 1t
54 pretested and an iterative process of refining the form  has only been used in HICs with predominantly White
55 will be undertaken as the review commences to ensure ~ Populations so its applicability with ethnically and cultur-
56 that all relevant information is extracted.* ally diverse groups is unknown.” * The role of non-
57 The form will allow the reviewers to confirm study government organisations and traditional healers in
58 relevance, record study characteristics and extract infor-  providing services that facilitate recovery for people living
59 mation relevant to the review question. The following  with SMIs will be examined if this arises from the scoping
60 information will be extracted from the articles: (1) study review.
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A three-step approach™® of analysing the data, reporting
results and applying meaning to results will be followed
to provide methodological rigour. Collating and
summarising results will include a summary of the types
of studies conducted (including the quantity, types of
study design, populations, setting) as well as a thematic
analysis of the results. More specifically, we will code how
studies describe the concept of recovery from SMI and
how it is defined and understood in LMICs. The frame-
work used to report the findings will be developed iter-
atively through the examination of results. Additionally,
the authors will report on the broader implications of the
review in terms of research, policy and practice.

Stage 6: consultation

While Arksey and O’Malley* view the consultation stage
as an optional step, Levac et al”® views it as a requirement
to ensure methodological rigour. During each stage of the
review process, we will consult with an existing stakeholder
advisory committee. This advisory committee consists of
the research team and key stakeholders including mental
health service providers and service users from within
the public health and non-profit organisation sectors.
This committee has been constituted from the onset of
the project and some members are part of a pre-existing
group for public mental health specialists. The advisory
committee will be consulted to get their views on the rele-
vance of the review, guidance for accessing grey literature
and their perspectives on the data extraction process and
preliminary findings. Including an advisory committee in
the review is informed by a pragmatic approach* where
the research is treated as a human experience with the
understanding that this consultation process is likely to
enhance the relevance of this review. It will also support
collaborative efforts to facilitate consumer participation,
public involvement, access to information and transfer of
knowledge.45

Patient and public involvement

There is no patient involvement in the protocol develop-
ment aspect of the study. Service users forming part of the
advisory committee referred to stage 6 will be consulted
on findings and dissemination of results.

Ethics and dissemination

Since the scoping review methodology aims at synthe-
sising information from available publications, this study
does not require ethical approval. Reviews of primary
research allow for the mapping of evidence in fields where
the body of literature has not yet been comprehensively
reviewed or where working definitions and concepts are
still developing. The findings will be made available in
different formats to facilitate its dissemination. An article
reporting on the results will be submitted for publication
in a peer-reviewed journal. It will also be presented at rele-
vant conferences and stakeholder engagements involved
in mental health policy and practice. These stakeholders
include mental health service users (MHSUs), academics,

policy-makers, researcher and clinicians. Findings will
also be shared via newsletters, policy briefs and social
media forums.
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Supplementary file 2

PubMed Search

BMJ Open

Population, Concept, Context (PCC)

Population:
#1 MeSH Schizophrenia Spectrum and Other Psychotic Disorders
terms: Bipolar and Related Disorders

Depressive disorder, Major

#2 Free text: Severe mental illness OR bipolar OR delusional disorder OR
delusional disorders OR major depressive disorder OR major
depressive disorders OR schizophrenia OR manic OR manic-
depressive OR paranoid disorder OR paranoid disorders OR
psychoses OR psychosis OR psychotic disorder OR psychotic
disorders OR schizoaffective disorder OR schizoaffective disorders
OR Schizophreniform OR serious mental disorder OR serious
mental disorders

#3 #1 OR #2

Concept:

#4 MeSH Psychiatric Rehabilitation

terms: Mental Health Recovery

Recovery of Function

#5 Free text: Recovery OR recover OR psychosocial rehabilitation OR mental
health rehabilitation OR psychiatric rehabilitation

#6 #4 OR #5

Context: Low and Middle Income Countries (LMICS)

#7

Free text:

Deprived Countries OR Deprived Population OR Deprived
Populations OR Developing Countries OR Developing Country OR
Developing Economies OR Developing Economy OR Developing
Nation OR Developing Nations OR Developing Population OR
Developing Populations OR Developing World OR LAMI Countries
OR LAMI Country OR Less Developed Countries OR Less
Developed Country OR Less Developed Economies OR Less
Developed Nation OR Less Developed Nations OR Less Developed
World OR Lesser Developed Countries OR Lesser Developed
Nations OR LMIC OR LMICS OR Low GDP OR Low GNP OR Low
Gross Domestic OR Low Gross National OR Low Income Countries
OR Low Income Country OR Low Income Economies OR Low
Income Economy OR Low Income Nations OR Low Income
Population OR Low Income Populations OR Lower GDP OR lower
gross domestic OR Lower Income Countries OR Lower Income
Country OR Lower Income Nations OR Lower Income Population
OR Lower Income Populations OR Middle Income Countries OR
Middle Income Country OR Middle Income Economies OR Middle
Income Nation OR Middle Income Nations OR Middle Income
Population OR Middle Income Populations OR Poor Countries OR
Poor Country OR Poor Economies OR Poor Economy OR Poor
Nation OR Poor Nations OR Poor Population OR Poor Populations
OR poor world OR Poorer Countries OR Poorer Economies OR
Poorer Economy OR Poorer Nations OR Poorer Population OR
Poorer Populations OR Third World OR Transitional Countries OR
Transitional Country OR Transitional Economies OR Transitional
Economy OR Under Developed Countries OR Under Developed
Country OR under developed nations OR Under Developed World
OR Under Served Population OR Under Served Populations OR
Underdeveloped Countries OR Underdeveloped Country OR
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BMJ Open

underdeveloped economies OR underdeveloped nations OR
underdeveloped population OR Underdeveloped World OR
Underserved Countries OR Underserved Nations OR Underserved
Population OR Underserved Populations

#38

Free text:

Afghanistan OR Albania OR Algeria OR American Samoa OR
Angola OR Armenia OR Azerbaijan OR Bangladesh OR Belarus
OR Byelarus OR Belorussia OR Belize OR Benin OR Bhutan OR
Bolivia OR Bosnia OR Botswana OR Brazil OR Bulgaria OR Burma
OR Burkina Faso OR Burundi OR Cabo Verde OR Cape Verde OR
Cambodia OR Cameroon OR Central African Republic OR Chad
OR China OR Colombia OR Comoros OR Comores OR Comoro
OR Congo OR Costa Rica OR Céte d'lvoire OR Cuba OR Djibouti
OR Dominica OR Dominican Republic OR Ecuador OR Egypt OR
El Salvador OR Equatorial Guinea OR Eritrea OR Ethiopia OR Fiji
OR Gabon OR Gambia OR Gaza OR Georgia OR Georgia
Republic OR Ghana OR Grenada OR Grenadines OR Guatemala
OR Guinea OR Guinea- Bissau OR Guyana OR Haiti OR
Herzegovina OR Hercegovina OR Honduras OR India OR
Indonesia OR Iran OR Iraq OR Ivory Coast OR Jamaica OR Jordan
OR Kazakhstan OR Kenya OR Kiribati OR Democratic People’s
Republic of Korea OR Kosovo OR Kyrgyz OR Kirghizia OR Kirghiz
OR Kyrgyzstan OR Lao PDR OR Laos OR Lebanon OR Lesotho
OR Liberia OR Libya OR Macedonia OR Madagascar OR Malawi
OR Malay OR Malaya OR Malaysia OR Maldives OR Mali OR
Marshall Islands OR Mauritania OR Mauritius OR Mexico OR
Micronesia OR Moldova OR Mongolia OR Montenegro OR Morocco
OR Mozambique OR Myanmar OR Namibia OR Nepal OR
Nicaragua OR Niger OR Nigeria OR Pakistan OR Palau OR
Papua New Guinea OR Paraguay OR Peru OR Philippines OR
Principe OR Romania OR Ruanda OR Rwanda OR Samoa OR Sao
Tome OR Senegal OR Serbia OR Sierra Leone OR Solomon
Islands OR Somalia OR South Africa OR South Sudan OR Sri
Lanka OR St Lucia OR St Vincent OR Sudan OR Surinam OR
Suriname OR Swaziland OR Syria OR Syrian Arab Republic OR
Tajikistan OR Tadzhikistan OR Tajikistan OR Tadzhik OR Tanzania
OR Thailand OR Timor OR Togo OR Tonga OR Tunisia OR Turkey
OR Turkmen OR Turkmenistan OR Tuvalu OR Uganda OR Ukraine
OR Uzbek OR Uzbekistan OR Vanuatu OR Venezuela OR Vietnam
OR West Bank OR Yemen OR Zambia OR Zimbabwe

#9

#7 OR #8

#10

#3 AND #6
AND #9

887 Results (290519)

Filter

Only language filter used for PubMed as a preliminary search showed that all
recent articles not yet indexed were excluded when filtered for NOT animals and

year range
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Preferred Reporting Items for Systematic reviews and Meta-Analyses extension for
Scoping Reviews (PRISMA-ScR) Checklist

SECTION ITEM | PRISMA-ScR CHECKLIST ITEM EEE(ETED ON

oNOYTULT D WN =

TITLE
Title Identify the report as a scoping review.
ABSTRACT
Provide a structured summary that includes (as
applicable): background, objectives, eligibility
f&ﬁﬂ:@d 2 criteria, sources of evidence, charting methods, 2
results, and conclusions that relate to the review
questions and objectives.
INTRODUCTION
Describe the rationale for the review in the context
Rati of what is already known. Explain why the review
ationale 3 ; o : 5
questions/objectives lend themselves to a scoping
review approach.
Provide an explicit statement of the questions and
objectives being addressed with reference to their
Objectives 4 key elements (e.g., population or participants, 15
concepts, and context) or other relevant key
elements used to conceptualize the review
questions and/or objectives.
METHODS
Indicate whether a review protocol exists; state if 3,5 JBI
Protocol and 5 and where it can be accessed (e.g., a Web registration,
registration address); and if available, provide registration supplementary
information, including the registration number. file 1
Specify characteristics of the sources of evidence
Eligibility criteria 6 Iused as eligibility cr_iter!a (e.g., years consid_ered, 15,6
anguage, and publication status), and provide a
rationale.
Describe all information sources in the search
Information (e.g., databases with dates of coverage and 5,6, Protocol
* 7 contact with authors to identify additional sources), = (supplementary
sources )
as well as the date the most recent search was file 1)
executed.
Present the full electronic search strategy for at 6, (supplementary
Search 8 least 1 database, including any limits used, such f.’
X ile 2)
that it could be repeated.
Selection of State the process for selecting sources of evidence
sources of 9 (i.e., screening and eligibility) included in the 6-9
evidencet scoping review.
Describe the methods of charting data from the
included sources of evidence (e.g., calibrated
Data charting forms or fqrms that have been tested by_the team
processt 10  before their use, and whether data charting was 7
done independently or in duplicate) and any
processes for obtaining and confirming data from
investigators.
List and define all variables for which data were
Data items 11 sought and any assumptions and simplifications 7
made.
St.Michael's

Inspired Care.
Inspiring Scien
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Critical appraisal

SECTION ITEM | PRISMA-ScR CHECKLIST ITEM Eﬁgg';TED ON

If done, provide a rationale for conducting a critical
appraisal of included sources of evidence;

3,22

of individual 12  describe the methods used and how this 7
sources of ) . . .
. information was used in any data synthesis (if
evidence§ )
appropriate).
Synthesis of 13 Describe the methods of handling and
results summarizing the data that were charted.
RESULTS
: Give numbers of sources of evidence screened,
Selection of L . . .
assessed for eligibility, and included in the review,
sources of 14 . ; ; 8
) with reasons for exclusions at each stage, ideally
evidence : :
using a flow diagram.
Characteristics of For each source of evidence, present
sources of 15  characteristics for which data were charted and 8
evidence provide the citations.
C'rltl'cal appraisal If done, present data on critical appraisal of
within sources of 16 . . .
) included sources of evidence (see item 12).
evidence
Results of For each included source of evidence, present the
individual sources 17  relevant data that were charted that relate to the 8-11
of evidence review questions and objectives.
Synthesis of Summarize and/or present the charting results as
18 : : o
results they relate to the review questions and objectives.
DISCUSSION
Summarize the main results (including an overview
Summary of of concepts, themes, and types of evidence
. ry 19  available), link to the review questions and 15-22
evidence C .
objectives, and consider the relevance to key
groups.
Limitations 20 Discuss the limitations of the scoping review
process.
Provide a general interpretation of the results with
Conclusions 21 respect to the review questions and objectives, as = 22
well as potential implications and/or next steps.
FUNDING
Describe sources of funding for the included
Funding op  SOUrces of evidence, as well as sources of funding 23

for the scoping review. Describe the role of the
funders of the scoping review.

JBI = Joanna Briggs Institute; PRISMA-ScR = Preferred Reporting ltems for Systematic reviews and Meta-Analyses

extension for Scoping Reviews.

* Where sources of evidence (see second footnote) are compiled from, such as bibliographic databases, social media

platforms, and Web sites.

1 A more inclusive/heterogeneous term used to account for the different types of evidence or data sources (e.g.,
quantitative and/or qualitative research, expert opinion, and policy documents) that may be eligible in a scoping
review as opposed to only studies. This is not to be confused with information sources (see first footnote).

I The frameworks by Arksey and O’Malley (6) and Levac and colleagues (7) and the JBI guidance (4, 5) refer to the

process of data extraction in a scoping review as data charting.

§ The process of systematically examining research evidence to assess its validity, results, and relevance before
using it to inform a decision. This term is used for items 12 and 19 instead of "risk of bias" (which is more applicable
to systematic reviews of interventions) to include and acknowledge the various sources of evidence that may be used
in a scoping review (e.g., quantitative and/or qualitative research, expert opinion, and policy document).

St.Michael's

Inspired Care.
Inspiring Scien

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

yBuAdoo Aq parosiold 1senb Ag +z0z ‘0T Iudy uo jwoo fwg uadolway/:dny woly pspeojumod "TZ0Z YdJeN 2 Uo §500570-020zZ-uadolwag/9eTT 0T Sse paysignd 1siiy :uadO (NG


http://bmjopen.bmj.com/

1 w
2 &
3 From: Tricco AC, Lillie E, Zarin W, O'Brien KK, Colquhoun H, Levac D, et al. PRISMA Extension for Scoping Reviews -g
4 (PRISMASCcR): Checklist and Explanation. Ann Intern Med. 2018;169:467—473. doi: 10.7326/M18-0850. S
5 =
2!
6 £
7 =
8 g
9 3
10 7]
1 S
12 =
13 &
14 El
15 -rSD
16 5
17 S
18 S
19 §
20 §
21 o
22 N
23 2
24 o
25 S
26 S
27 R
28 Y
29 =
30 <]
31 g
3
32 =
o
33 3
34 =3
35 'g
(e
36 3
37 S
38 _5"
39 ‘5
40 '8
41 3
42 9
43 _g
44 =3
45 5
46 N
47 §
48 2
49 Q
50 &
51 '_.9
52 S
53 S
54 3
55 g
56 8
©
57 5
D08 Tq . y Q
gg <SP St.Michael's =
. K i . . ) ) o 3
60 S ::zg;;f:g%aczzhfegr peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml



http://annals.org/aim/fullarticle/2700389/prisma-extension-scoping-reviews-prisma-scr-checklist-explanation
http://bmjopen.bmj.com/

