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Introduction: The recovery approach aims to have users' perspectives at the heart of service development and research; it is a holistic perspective that considers social needs, personal growth and inclusion. In the last decade recovery-oriented research and practice has increased greatly, however, a comprehensive model of recovery considering exclusively the perspectives of people with lived experience has not been devised.

Aims: This review aimed to develop a framework and contextualize service users' and informal caregivers' understanding of recovery from severe mental health problems.

Methods: We systematically searched 6 databases including key terms related to knowledge, experience and narratives AND mental health AND personal recovery. The search was supplemented with reference sourcing through gray literature, reference tracking and expert consultation. Data analysis consisted of a qualitative meta-synthesis using constant comparative methods.

Results: Sixty-two studies were analyzed. A pattern emerged regarding the recovery paradigms that the studies used to frame their findings. The resulting recovery framework included the domains Social recovery; Prosperity (Legal, political, and economic recovery); Individual Recovery; and Clinical Recovery Experience (SPICE). Service users' definitions of recovery tended to prioritize social aspects, particularly being accepted and connecting with others, while caregivers focused instead on clinical definitions of recovery such as symptom remission. Both groups emphasized individual aspects such as becoming self-sufficient and achieving personal goals, which was strongly linked with having economic means for independence.

Conclusions: The recovery model provided by this review offers a template for further research in the field and a guide for policy and practice. Predominant definitions of recovery currently reflect understandings of mental health which focus on an individual perspective, while this review found an important emphasis on socio-political aspects. At the same time, only a small number of studies took place in low-income countries, focused on minoritized populations, or included caregivers' perspectives. These are important gaps in the literature that require further attention.

Systematic Review Registration: The review protocol was registered on PROSPERO (CRD42017076450); https://www.crd.york.ac.uk/prospero/display_record.php?RecordID=76450.
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KEY MESSAGES

- This systematic review generated a comprehensive model of recovery from severe mental health problems from the perspective of service users and informal carers, that can guide further research, policy, and practice.

- Four dimensions of recovery emerged: Social Recovery; Prosperity; Individual Recovery; and Clinical Recovery Experience (SPICE).

- These dimensions align with existing paradigms of recovery identified in the references of the literature: Social and political recovery models; the REFOCUS CHIME model of recovery; the United States user/survivor movement; and the clinical recovery model.

- Users' knowledge, experience, and narratives of recovery tended to prioritize social aspects, whereas caregivers focused on clinical understandings of recovery.

- Recovery is a multifaceted concept and requires a comprehensive/ecological approach. Each dimension of recovery identified in this review would benefit from specific therapeutic techniques or referral to specific professionals, including integrating civil rights or social work services into mental well-being response efforts.



INTRODUCTION

The ways in which people conceptualize mental health problems vary across cultures, and therefore there are also variations in the meaning of recovery (1, 2). Much of mental health practice, research, and policy relies on what is known as a bio-medical understanding which speaks of mental distress in terms of diagnosis, and frames recovery in terms of clinical outcomes (3, 4). From that perspective, recovery is focused on reduction of symptoms and functional impairment. The concept of clinical recovery derives from research led by mental health professionals: it involves diagnosis, and measures of symptoms and psychosocial functioning designed and rated by professionals (5, 6). This type of recovery underpins a large number of data collection instruments that have been used in epidemiological research.

However, critics of the clinical recovery model have highlighted limitations regarding the lack of sensitivity to variability across individuals and contexts, and not including outcomes that are meaningful to service users (7). Since the 1990's, the focus in the field of recovery has shifted to an approach derived from literature led by mental health service users/survivors. This has been referred to as personal recovery, it stems from and focuses on attitudes toward life, personal growth and abilities, contribution to the community, and life satisfaction (8, 9). This approach aims to have users' perspective at the heart of service development and research, and it is considered distinct from “clinical recovery” that focuses on achieving clinically-defined goals (10–13).

The personal recovery approach is an ideology that encourages a broader understanding of mental ill health experiences and how people who are feeling mentally unwell can be helped. Placing service users at the center of decision-making in mental health has initiated a major shift in traditional philosophical views of mental health, resulting in reduced discrimination and reduced association of mental health problems with deficit and chronicity (14). This definition of recovery is becoming a key concept in mental health research, policy, and service development world-wide, thus progressing toward the recognition of human and civil rights of those affected by mental health problems and their carers (15).

There has, however, been criticism about personal recovery being defined in individualistic terms (16) that neglect collectivist values that are more present in some cultural groups (17–20). A perspective that has been lacking in conceptualizations of recovery is that of informal caregivers, whose views are not typically taken into account in recovery definitions, and thus their key role in the users' recovery journey is not recognized. Acknowledging informal carers' perspectives of recovery could facilitate a deeper understanding of less common paradigms which emphasize the systemic nature of recovery and take into consideration socio-economic needs and inclusion (21, 22). Less widely cited recovery paradigms propose social and political factors to be taken into account, and add pursuing civil rights to the aims of recovery (23, 24).

In the last decade recovery-oriented research and practice has increased greatly. Recovery is now a focus world-wide and the intention to develop recovery-oriented services is typically present in official mental health service strategies (25). However, a synthesis of experts by experience's definitions of recovery has not been devised and, therefore a comprehensive model that reflects their views is not in place. The purpose of this research is to develop a comprehensive model that encompasses the full range of dimensions of recovery which are relevant to experts by experience (i.e., individual and systemic recovery), while at the same time providing context for this construct. This will be achieved by: (1) reviewing the evidence for mental health service users' and their informal caregivers' understandings of recovery from mental health problems, and (2) compiling key recovery paradigms referenced in this literature and specifying their characteristics and origins.



METHODS

This review followed the Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) statement (26). A protocol was developed a priori and registered on PROSPERO (CRD42017076450).


Search Strategy and Study Selection

Six electronic databases (Embase, PsycINFO, Medline, ScIELO, LILACS, and CINAHL) were searched in October 2020. The search strategy included key terms related to knowledge, experience and narratives AND mental health AND personal recovery. A complete search strategy is provided in Supplementary File 1. Further articles were sourced by searching for publications by authors of relevant gray literature identified in the database searches. Due to most publications identified being based in Europe and North America, a convenience sample of 10 recovery experts working in seven countries across Africa, Asia, and Latin America were contacted for suggestions of further literature relevant for inclusion. Additionally, the search was supplemented by reference searching through included literature, and the five authors with most publications were contacted to enquire about potential missed studies or work in press.

Initial screening was conducted based on the titles and abstracts of the search results using the web application Rayyan (27). Full texts were sourced for articles deemed relevant for inclusion and these were then screened against the full review eligibility criteria.

To establish consistency in the study selection, 300 randomly selected records at the title and abstract screening stage, and 50 records at the full text screening stage were independently reviewed by the author and a second screener, and discrepancies were resolved via discussion.



Eligibility Criteria

Studies were included in this review if (1) their focus was recovery from severe mental health problems, (2) as understood by service users and informal caregivers, and (3) enquired through methodologies where participants' perspectives were explored in an open-ended manner; studies with fixed survey responses were excluded. There were no restrictions on publication date or language.

Recovery was understood as changes toward feeling well, reaching meaningful outcomes or experiencing a positive sense of self. The term informal caregiver refers to people who provide unpaid care or support for people with mental health problems.

Articles were excluded if mental health problems were not the participants' primary condition, or if the focus of the study was limited to a specific aspect of recovery. Studies where the primary condition was substance misuse or exposure to traumatic events were excluded due to these fields having their own extensive bodies of recovery literature which describes specific recovery paths (28).

A full list of the inclusion/exclusion criteria is provided in Supplementary File 2.



Data Extraction and Risk of Bias Assessment

Data collected from the studies included the recovery paradigms used to frame their findings in the introduction/background section (either in terms of a paradigm explicitly stated by study authors, or a paradigm as interpreted by the review team), and the recovery themes that studies reported in the results section/discussion. When themes were not explicitly presented, results were categorized into themes. Special attention was paid to extract themes of recovery described as an outcome, rather than when presented as helping or hindering recovery. In addition, data were collected on core study details (year, setting, population and methodological characteristics, and authors' interpretations and further discussions on the data). Missing details were requested from study authors.

Given the plurality of methodologies used in the identified studies, seven criteria for quality appraisal were adopted from different published tools (29–31)1 with the aim of appraising transparency, description of key terms, and coherence. The full risk of bias assessment checklist is provided in Supplementary File 3.



Qualitative Meta-Synthesis

An interpretative synthesis using constant comparison was conducted to develop a definition of core dimensions of recovery and an understanding of how they may be related (32, 33). This method involved using reciprocal translational analysis to group the themes identified in the literature into higher order themes that best reflected their content, while keeping the theory grounded in the data and context of each study to gain a broader picture of the construct of recovery. Additionally, negative cases were kept in a log to have them present during data synthesis.

At a final stage, study characteristics were condensed into ecological sentences (i.e., “in this year, within this paradigm of recovery, in this setting, recovery meant…”) to facilitate mapping the concept of recovery (34).




RESULTS


Study Selection

A flow diagram of the screening and selection process, according to PRISMA guidelines, is presented in Figure 1. A full list of citations and reasons for exclusion is provided in Supplementary File 4. The remaining 62 studies were included in this review.
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FIGURE 1. Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) flow diagram of the screening and selection process conducted in this systematic review.




Study Characteristics

From the 62 papers included in this systematic review, one was published in 1967, while the rest were conducted between 1999 and 2020. Study settings were primarily English-speaking (n = 51, 82%), high-income countries (n = 58, 94%). However, six (10%) of these papers focused on a low-income sample. In all included studies, recruitment was done through convenience or purposeful sampling in all studies, generally participants were reached through clinical contacts or announcements posted in recovery or service user groups.

Data were collected using in-depth interviews in 47 (76%) of the studies. Other methods included focus groups, photo-voice, ethnography field notes, and narrative interviews. Thematic analysis (n = 27, 44%) and grounded theory (n = 11, 18%) were the most commonly used analysis methods. Two studies (3%) applied a quantitative methodology, one followed a Delphi process for data collection and analysis (35), and one study used a snowball technique for data collection and Chi squared analysis (36).

Sample sizes ranged from 1 to 177 participants in qualitative studies, and 180–381 in the quantitative studies. Sixty (97%) studies included a user sample, and nine (15%) included a caregiver sample. Studies typically included both male and female participants between 18 and 65 years of age. Twenty-five (40%) studies specified participants' ethnicities; out of these, 19 were predominantly of white-European background. The remaining six studies included two in the USA and Canada which had specific interest in users of black-African descent (37, 38); one that contrasted perspectives of Euro-Canadian and Caribbean-Canadian participants (39); one focused on the perspectives of women in Swaziland (40); one about Indian service users and caregivers (36); and one focused on individuals from a Chinese community in Hong Kong (41).

Participant information concentrated around stage of recovery and diagnosis. Authors described the stage of recovery in various ways such as length of service use or feeling well enough to participate in the study. Studies included heterogeneous transdiagnostic samples, with the exception of 17 (27%) studies that focused on psychosis/schizophrenia, 3 (5%) on depression, 3 (5%) on personality disorder, 3 (5%) on bipolar disorder, and 1 (2%) focusing on voice hearing following the single complaint approach (42). Limitations were stated in relation to comorbidity with other diagnoses and relevance and usefulness of diagnostic criteria.

User employment and education were reported in 18 (29%) and 13 (21%) studies, respectively. Based on these data, users were most commonly unemployed and education levels varied from no schooling to “25 years of education.”

A pattern emerged regarding the recovery paradigms that the studies referenced in their introduction and used to frame their findings. Five distinct categories/models were identified: USA consumer/survivor recovery movement (including Substance Abuse and Mental Health Services Administration—SAMHSA- model) (n = 19, 30%); REFOCUS-CHIME model of recovery (n = 12, 19%); Social recovery (n = 8, 13%); Political recovery (n = 3, 5%), and Bio-medical recovery (n = 3, 5%). Further exploration of the paradigms referenced highlighted that the perspectives of experts by experience were present particularly in the development of models of recovery in the USA, and to a lesser extent in the REFOCUS-CHIME model and the Political recovery paradigm. The remaining paradigms emerged mainly from reflections of mental health professionals and social/political theorists. All the identified recovery paradigms concurred in acknowledging the potential to feel better after experiencing mental health problems, however, they differed in their position regarding four aspects of recovery: (1) The extent to which they focused on internal conditions such as individual's attitudes, vs. external conditions such as policies and social circumstances; (2) the importance placed on diagnosis; (3) the literature by which they were influenced, and thus (4) the recovery goals they proposed to focus on.

A brief description of each recovery paradigm is provided in Table 1, and the overall main characteristics of the included studies are listed in Supplementary File 5.


Table 1. Description of recovery paradigms identified in the literature.
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Risk of Bias

All studies met 50% or more of the quality criteria assessed, and 31 studies (50%) fulfilled all 7 criteria. Additionally, a substantial number of studies included user participation or mindful interviewer selection (n = 29, 47%) to enhance rigor.




RECOVERY THEMES

This list of themes is the result of the synthesis of the empirical data extracted from the results section of the studies included in this review. Table 2 illustrates the four core parent themes present in these data: Social Recovery; Prosperity; Individual Recovery; and Clinical Recovery Experience (SPICE). All themes were present to a greater or lesser extent in users' definitions of recovery; the cases where themes were also part of caregivers' understanding of recovery are highlighted where applicable. These themes are elaborated upon below, with selected quotes from the included studies illustrating the key characteristics of the parent themes and subthemes within these. Figure 2 provides a visual representation of how the findings in this review are related. Theme one (Propsperity) was aligned with the social and political recovery paradigms; themes two and three (Social and Individual Recovery) overlapped with the definition of recovery of the REFOCUS-CHIME, SAMHSA, and USA consumer/survivor movement, and theme four with the bio-medical recovery paradigm. At the same time, social and political aspects of recovery were more common among user samples, while clinical recovery goals were more prevalent among carer samples.


Table 2. Parent themes identified in the data, the subthemes that fall within these and the number of user/carer studies which included them.
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FIGURE 2. Meta-synthesis map. Visual representation of how the recovery paradigms and themes identified in this systematic review are related and their predominance in user/carer samples. The circles on left and right represent recovery as understood by users and carers, respectively. The outer circle presents recovery paradigms, while the inner circles refer to the themes and subthemes. The most prevalent themes are highlighted in bold letters.



Theme 1: Prosperity

Framing recovery as a social construct was highly present in the literature. Examples of this can be found in Basso et al. (43) “recovery has to be understood also as a social process, where people face, along with the disease, other tests such as the need for tangible resources, jobs, availability of housing, financial independence, and efficient services” or (38), who studied recovery from the perspective of racialized women in Canada and remarked on the lack of discussion around symptoms and treatment in participant's recovery narratives: “their challenges were very much framed as social rather than psychiatric.”

This recovery theme was especially common in literature linked to the user/survivor movement or advocating for collective action against human rights violations in mental health treatment.

Subthemes that fell under this theme were: “Legal and political recovery” and “Economic recovery.”


Legal and Political Recovery

Empowerment was one of the central aspects underlying this theme; recovery goals were related to rebelling against socially imposed rules or practices which users considered to stand in the way of their well-being and advocating for fairer legislation. This idea was especially prominent in the literature analyzing women's understanding of recovery, where these thoughts were discussed under the terms “breaking away from limited woman roles” (38) and “doing and being beyond gendered responsibilities” (44). Fullagar and O'Brien (44) concluded “Practitioners and advocates in women's health movements have historically recognised that personal recovery is political.” At the same time Armour et al. (37), pointed out that black and minority ethnic (BME) groups experienced oppression both because of their mental health problems and because of their race, which would involve two different approaches when fostering empowerment.



Economic Recovery

A key recovery goal from both a user and caregiver perspective was reaching economic stability. Recovery was understood as having sufficient resources available to have an acceptable quality of life and live independently from family. Participants in Borg and Davidson's (45) study in Norway, included shopping and paying bills as part of their notion of achieving “normality” (see normalcy subtheme). Similarly, service users and carers in Italy considered recovery involved actions to reduce external barriers that impeded independent living, such as lack of jobs in the open market and lack of accessible living solutions which prolonged cohabitation with the family (43). The need for financial support and/or access to employment to mitigate adverse material circumstances was highlighted particularly in studies with participants from ethnic minorities or hard to engage populations (37, 40, 46).




Theme 2: Social Recovery

Two interrelated types of social recovery were identified. One was an externally derived social recovery which required approval and acceptance from the group. In this sense, recovery meant being trusted, being assigned responsibilities and being treated as an equal. Cárcamo Guzmán et al. (47) wrote about the meaning of recovery to service users in Chile, “it is understood as the legitimacy of the user as a person, this implies the respect for their experiences, points of view and needs.” The other type of social recovery was derived from personal initiative and consisted of: socializing and establishing meaningful relationships, being a productive member of the community, and fulfilling family roles. Participants in Hancock et al. (48) study spoke about learning to navigate complex relationships, avoiding unhelpful interactions and managing the impact of their mental health problems on others.

Nxumalo Ngubane et al. (40) presented being accepted and able to contribute to their family and community as an important part of recovery for Swazi women diagnosed with schizophrenia. The socially constructed nature of recovery was emphasized repeatedly, with social discrimination and experiences of stigma being perceived as the opposite of recovery in many of the studies (36, 40, 47, 49–52). The definition and achievement of recovery was thought to be co-constructed in society and developed by engaging in honest and genuine mutuality (53). In this sense, others offering help or feedback, and users being willing to accept it, were equally important recovery goals, as pointed out by Moltu et al. (54) in Norway saying “In our analyses, we were struck by how important others were in noticing improvement and positive change, in a way that the suffering person could embody.”

An important part of externally derived social recovery was being allowed to take risks, this is to be considered to have adequate judgement in everyday life and legal capacity to consent in formal contexts. As written by Pitt et al. (55) “ultimately recovery requires active participation in life. This involves taking risks and suffering setbacks.” Fullagar and O'Brien (44) described how an environment that allowed for free decision-making provided users with the opportunity to experience “dignity of risk” and realize their capabilities.

Some studies described a spiritual form of connection with a “higher power” or “God” as important for recovery (37, 40, 56). Allusion to spiritual or religious recovery concepts was present across the literature in the different populations and settings.

People with mental health problems which affect social interaction, such as people with a diagnosis of personality or bipolar disorder, were thought to face a greater challenge to achieve social recovery. This was both related to personally derived social recovery, as described by (57) “improving relationships for this group might also be more complex than solely addressing social isolation [discrimination], which is commonly discussed in recovery literature,” and externally derived social recovery, Kverme et al. (53) “The experience of becoming safer as a human among other humans constituted a core meaning of recovery.”

Within this theme, caregivers' definitions of recovery concentrated mainly around users being attentive to others' needs and able to establish positive connections. As mentioned by (58) “Families described changes in amount and content of interaction, noted their relative being helpful in the home, showing consideration for a parent, remembering a family member's birthday,” and by (41) “She [carer's daughter] can integrate into society through such things as going to church, having a job, returning to a normal life, going out.”



Theme 3: Individual Recovery

The third parent theme focused on individual goals, needs, and responsibilities. As expressed by (59) “Contrary to the common belief that mental illness involves a purely degenerative condition, it appears that many people discover new potentials and new self-growth at various points throughout their recovery.”

This theme of individual recovery encompassed six subthemes: “Normalcy”; “Temporal understandings of recovery and identity”; “Recovery and knowledge”; “Recovery as an individual responsibility,” “Appearance and hygiene,” and “Recovery as a positive frame of mind.”


Normalcy

Related to social recovery was the idea of not feeling different from most people and achieving the goals that are considered the norm by your social group. Borg and Davidson (45) found “being normal” to be one of the major themes in recovery: “What seems most crucial to “being normal” is spending time in ordinary environments with ordinary people.” Katsakou et al. (57) identified a link between employment and feeling normal, as expressed in one of their participant's quotes: “I still haven't managed to get back to work and I can't see friends, I've been cut off because I've stopped working.”

A line of the recovery literature focused on understanding recovery through ordinary everyday activities. In this sense, the main recovery goal consisted of completing routine tasks and participating in common leisure activities. Milbourn et al. (46) noted that in order to appreciate participants' understandings of recovery, the list of everyday routines needs to be broadened to include personally meaningful activities which may be considered negative by others, such as “recreational drugs and paying for sex.”

McCabe et al. (60) pointed out in forensic mental health services “everyday activities such as walking and discussing books were talked about in the language of therapies administered by services. The ‘reader group’ and the ‘walking group’ were all discussed in terms of therapeutic interventions rather than fulfilling hobbies that people adopt in everyday life.”



Temporal Understandings of Recovery and Identity

There were two contrasting views regarding the temporal focus of the recovery journey: one described recovery as the ability to focus on future goals, having hope and seeing “the light at the end of the tunnel” (61), while the other described it as the ability to live in the present and complete daily routines (related to the “Normalcy” subtheme). This contrasting view of recovery was also present in different identity goals, with some service users striving to develop a “new self” by learning from their experience (62, 63), and others wanting to return to the roles and occupation or everyday activities from before experiencing mental health problems (58, 64). Recovery was not a single state of being but a complex mix of the past, the here and now and, the future (60).

This distinction was discussed by (65), who found participants wishing to reflect on and integrate the disorder experience into a new identity, while others wished to leave the experience behind and focus on symptom management. Participants in both groups were described as currently not having symptoms, good quality of life and no psychological distress, for this reason the authors advocated for the latter approach to recovery to not be pathologized. Instead, they promoted a broader understanding of recovery that does not require active engagement or reflecting on the mental health problems experienced.

The idea of returning to a former identity was a prominent topic throughout the literature, however, it was particularly highlighted in the definition of recovery of older adults presented by (66) “The single core category identified from the analysis was ‘Continuing to be me.’ This related to the permanent and established sense of identity which service user participants held […].”



Recovery and Knowledge

An important recovery goal was gaining new knowledge. This included knowledge about yourself (personal growth), knowledge about mental health, and knowledge gained through formal education. The latter was highlighted as particularly important in (67) study about adolescent service users.

Service users in (49) study underlined the role of understanding early lived experience as informing sense of self “Most participants framed their understanding of their experiences within a description of their early life within their family, particularly their sense of belonging and the interpretations of their behaviour made by key family members.” Self-discovery was also a significant part of recovery for young people in (68) study, pointing to the limited life experience before mental health problems creating an additional vulnerability.

Knowing more about mental health was approached both as part of embracing a given diagnosis [e.g., the goal “coming to know your illness” (69)] and discarding it [e.g., “developing a critique of mental health services” (55)]. These considerations about diagnosis are explored further later under the theme “Clinical recovery experience.” In both cases the final aim was to develop strategies to feel better, building higher self-esteem, and self-awareness. As described by (70) “Recovery usually occurs when people with mental disabilities discover or rediscover their strengths and the opportunities to pursue personal goals and a sense of self that allows them to grow, despite any residual symptoms and difficulties.”



Recovery as an Individual Responsibility

Being self-sufficient and having control over one's mental health problems and their consequences were highly prevalent recovery goals. Recovery within this theme is described as an internal fight, coming to the realization that “It needs to be me” (48). In most of the literature, recovery was presented as a personal choice to actively cope with mental health problems. An important aspect of reaching autonomy was no longer being reliant on mental health services. As stated in (71), participants did not consider mental health services to promote self-management and this was seen as going against their recovery. Participants wished to assert their position as experts by experience and those who did not engage with services were seen as “winners”: “taking responsibility is at the heart of the recovery process as people are empowered to make their own choices and focus on their own outcomes.”

This understanding of recovery is summarized by a participant in the study conducted by (72) “It reminds me of an author who said she's never avoided challenges but put her “sails full tilt into the wind.” There's a certain bravery in facing obstacles head-on. With my mental health challenges, I've learned to put my sails full tilt to the wind and move towards my goals.”

This conceptualization of recovery as an individual responsibility was strongly linked to empowerment, which in turn was linked to having economic means for independence (43, 73, 74). A person with mental health problems reaching independence was a particularly important recovery goal for caregivers, this included financial autonomy and independent living that reduced the reliance on caregiver/family support (as mentioned in the subtheme “Economic recovery”) and reaching emotional stability. An example of this are the findings from the study by (58): “They longed for their relative to be able to take care of themselves, live independently, or have improved judgment and concentration, or to work and become functional and self-sufficient.”

A distinctive understanding of recovery was presented by (75) who studied the views of forensic psychiatric patients (offenders with mental health problems). For the most part participants chose to rely on medication and medical guidance, rather than their own judgment and active participation: “Their lack of control was in most cases, simply stated as an incontrovertible fact.”



Appearance and Hygiene

Some studies described improving appearance and keeping up good hygiene as part of personal recovery; the focus of this goal was adding to a personal sense of worth, rather than complying with social rules. Davis (76) who conducted an ethnography in a women's psychiatric ward noted “Wearing their own clothing again adds to their appearance of well-being. […] this makes it all the more difficult for them to see themselves as” “sick persons.” A participant in the study by Santos et al. (74) expressed “[I want to] maintain…good hygiene…, fitness, exercise, nutrition….”



Recovery as Having a Positive Frame of Mind

A representative description of this understanding of recovery can be found in Kartalova-O'Doherty and Tedstone Doherty (77) “Personal definitions of recovery fell into two broad areas: getting rid of negative feelings, such as anxiety, depression, or panic attacks; and acquiring positive feelings and actions, such as peace of mind […].”

Accounts of recovery found in the literature that fall within this category include “being positive” (78), “being happy and successful” (67, 77), “finding hope and purpose” (48), or “having a meaningful and satisfying life” (69), without a deeper description about what this meant. Recovery was described as general feelings and attitudes that were considered positive or the opposite of being unwell, dissatisfied, or unsuccessful.

Another important aspect within this theme was the idea of recovery as having peace of mind (59, 61, 77). This was described as feeling at ease, enjoying leisure moments or not experiencing constant anxiety and fear.




Theme 4: Clinical Recovery Experience

This theme includes topics traditionally related to clinical understandings of recovery such as diagnosis, medication, and symptom-related concerns. Examples when this was present in the literature were references to recovery goals such as “chemical balance” (63), “adherence to treatment” (79), or “reducing clinical symptoms” (47, 51, 67, 80). Brijnath (73) challenged traditional personal recovery literature writing: “Participants' emphasis on being ‘cured’, achieving an endpoint in their depression and discontinuing medicines runs counter to the recovery discourse that emphasises that one can be ill and still live a meaningful, contributory life.” In the same line, Piat et al. (12) remarked that “The prominence of the illness perspective of recovery among consumers was unexpected. Many looked for recovery outside of themselves: in a cure, or in dreams of disappearing symptoms.”

For service users in some studies, recovery meant being discharged. This in turn had implications for recovery milestones being prioritized by participants, as described by McCabe et al. (60) “service users identified their relationships with staff as of greater importance than those with other service-users […] attaining discharge was a more immediate and pressing goal and staff were seen as holding the key to discharge […] In order to be deemed to be recovering service users were keen to demonstrate an acceptance of the bio-medical model regardless of whether this actually fitted with their view of the world.”

With regard to diagnosis, there were two opposing views: recovery as embracing the label and recovery as dropping the label. For the first, Ridge and Ziebland (63) used the term “coming out of the closet,” since accepting the given diagnosis was understood as way to achieve authentic living without trying to pass as “normal.” Assimilating the diagnosis as part of one's identity also meant giving central importance to complying with treatment and medication. Brijnath (73) found that Indian participants found meaning in life through religion, while “For Anglo participants, meaning in life was derived from the illness experience itself. Participants talked about the importance of a diagnostic label in validating how they felt, discovering their inner strength and learning to live with depression.”

In contrast, recovery as a rejection of the given diagnosis usually implied disengaging with services. This view was especially prevalent in literature from the user/survivor or feminist movements, and it was linked to poor practices of mental health services. Examples can be found in Adame and Knudson (81) “Another traditional construction from the survivors' narratives was “recovery from the mental health system” […] all four participants felt that recovering from psychiatric interventions (e.g., ECT, drugs, solitary confinement) was one of, if not the biggest, challenge in their entire healing process” and in (40), where participants believed health professionals, traditional healers and religious leaders had used labeling as a form of coercion to support their own ideas of recovery.

At the same time, some studies found both views represented in their sample, such as (49) who studied recovery in people diagnosed with personality disorder and concluded that most found it useful and “For a minority of participants however the diagnosis of personality disorder was seen as unhelpful - representing a direct comment on them as a person, or as a representation of their previous behaviour, not a ‘mental illness’ per se.”

Clinical understandings of recovery were particularly common among carers (it was the predominant theme in five out of the nine papers that presented caregivers views) and it was normally presented as part of the guidance they received from their psychiatrist. To this respect (82) wrote “Even though carers are the closest people that many consumers have in their life, carers had major divergence in their views on mental health recovery. Contrasting to consumers and nurses, none of the carers described regaining one's sense of self as an important aspect to mental health recovery. The carers' views on mental health recovery closely related to the traditional views of remission of symptom.” Also, the same study reported that of importance was that this understanding of recovery led caregivers to think recovery was impossible as they understood these goals (e.g., symptom remission, retuning to pre-illness status) as unattainable: “‘I don't understand what you mean by recovery from mental illness, there isn't one… we went to the psychiatrist the other day and she said [that] the illness will never go’.”




DISCUSSION

This review aimed to define the various ways in which service users and carers conceptualized recovery and to provide context for how this construct is represented in the existing literature. Data from sixty-two studies originating mainly from high-income countries were synthesized and analyzed resulting in the SPICE model of recovery. The most prominent themes in users' definitions of recovery were Social Recovery and Individual Recovery. Within these themes, users' understanding of recovery revolved especially around connecting with others, and recovery as an individual responsibility to reach control over mental health problems. In the case of informal carers, the most common themes when defining user recovery were Recovery as an Individual Responsibility, particularly reaching autonomy/being self-sufficient, and Clinical Recovery Experience, mainly symptom remission (see Table 3). Marshall et al. (83) also found informal carers had pessimistic views about the potential for recovery and emphasized clinical aspects of recovery. As a possible solution they pointed to recovery training which has been found to be effective among staff (84) and could perhaps be mirrored in carer populations.


Table 3. Themes present in caregivers' understandings of recovery.

[image: Table 3]

Service users' perspectives overall resonated with the more established models and definitions of recovery mentioned in the introduction (8, 9) and identified as paradigms 1 and 2 in Table 1. These definitions of recovery are present in the themes “Individual recovery” and “Social recovery” (derived from personal initiative) proposed in this review, which focuses on personal growth, autonomy, and individual initiatives. This is consistent with a review of user autobiographical accounts provided by (85), who concluded that recovery was “a growing sense of agency and autonomy, as well as greater participation in normative activities, such as employment, education, and community life,” or the study conducted by (86) who wrote “For our participants, successful living is fundamentally connected to” “not being dependent on mental health care.”

However, along with providing further evidence in support of previously defined models and definitions of recovery, this review identified additional dimensions, namely social (externally derived), political and economic aspects of recovery, and factors related to social reciprocity and acceptance. These understandings of recovery were consistent with less prominent recovery paradigms (3 and 4 in Table 2). This is consistent with the findings of the systematic review conducted by (87) to synthesize typologies of user recovery narratives. The authors found that recovery narratives incorporated social, political and human rights aspects to a greater extent than illness narratives. Petros et al. (88) suggested an adaptation of the REFOCUS-CHIME model of recovery (paradigm 2 in Table 2) to underline the bi-directional nature of recovery. To this respect they wrote “perceived reciprocity within […] relationships is correlated with higher levels of satisfaction in support and higher levels of personal confidence, self-esteem, and perceived recovery.” The integral role in personal recovery of family and community has been especially mentioned in literature referring to cultures that focus more on group goals than on self-responsibility (20, 89). An example of this is (90) including the domains “family involvement” and “social ties and integration” as part of their scale to measure personal recovery in Chinese culture.

Furthermore, an emphasis on availability of basic needs as exemplified in the theme “Economic recovery” was also found to be a key concern for users in the review conducted by (91) and the Australian National Survey of Psychotic Illness (92). The importance of factors related to social justice which fall under the theme “Prosperity” is widely supported by research on social determinants of health (93–95).

Price-Robertson et al. (16) and Bayetti et al. (96). There has been substantive criticism about the field of recovery being excessively focused on the individual has raised awareness on the risk of glossing over important social challenges and the stressful social conditions that can be generated by high expectations of self-control in adverse contexts (18, 97–99). Yates et al. (100) addressed this gap in recovery literature by studying in detail the social and environmental conditions in which recovery takes place, concluding recovery should be understood as an interaction of ecological processes such as the co-occurrence of personal growth and self-determination in contexts of social structures that restrict personal agency.

Thus, addressing social, political, and economic disparities and opportunities for participation in the community should also be recognized as a key dimension of recovery. This discussion is especially relevant for the development of the recovery approach in low- and middle-income countries (LMICs) that are affected to a greater extent by social inequality, violence, or other social stressors (101, 102). Despite identifying a limited amount of research from LMICs that focused on recovery, the key role of economic sufficiency, housing, and respect of basic human rights in mental health are highly present in literature relating to both LMICs and BME groups (103–105). It has been the focus of recent calls for a paradigm change in the field of global mental health (106–108), particularly in the context of the COVID-19 pandemic (109).

Another aspect of dominant definitions of recovery that is contested in our findings of the clear distinction between clinical and personal recovery. Despite an attempt in the recovery-oriented discourse to diverge from “clinical” language and make a clear-cut distinction between “clinical” and “personal” recovery, the theme “Clinical Recovery Experience” highlighted how topics traditionally considered to fall under clinical rather than personal recovery are actually important aspects of users and carers' everyday lives and notion of recovery. Clinical concepts present in users and carers' understandings of recovery, however, have a distinctive social meaning behind them. There is also a need to study the meaning of clinical language when used by lay stakeholders in order to further understand the role that it plays in their individual and social recovery. This disparity between a social and a clinical understanding of clinical language has great importance for the development of meaningful mental health evaluation tools and clinician-user communication. This would affect decisions such as that made by (110) of removing items related to symptom management and medication from a personal recovery measure.

Regarding diagnosis, the criticism about the lack of validity and practical use of diagnostic categories expressed in the background literature of the included studies contrasted greatly with the notable adherence to the diagnosis identity on the part of users and caregivers. Some authors have highlighted the social role of diagnostic labels, such as Cruwys and Gunaseelan (111) who found that people diagnosed with depression tended to identify more with their diagnosis when they faced stigma, using the identification with a group as a buffer against discrimination. Tekin (112) pointed to risks of diagnosis being a “double-edged sword” that on one hand may facilitate self-understanding and communication, while on the other hand may lead users to make sense of situations focusing only on unrealistic dichotomous outcomes. At the same time, some researchers have suggested there may be an excessive representativeness of user narratives which align with medical views due to user samples consisting for the most part of responsive persons who are in a disempowered position (78, 113, 114).


Implications

Service user and carer accounts reviewed in this study show experiences of severe mental health problems are multifaceted and require an ecological/holistic approach. In light of these results, efforts in mental health policy and service development should address users' social and legal disadvantages and economic distress. Articulating a civil rights or social work perspective on recovery from mental health problems would help to meet the recovery goals presented as most important to service users.

With respect to practice, worrying levels of stigma and discrimination in psychiatric practice were identified in users' testimonies and reflected in caregivers' notion of recovery. These are direct barriers to recovery and therefore there is a pressing need to consider the negative effects that narrow medicalized attitudes have on people's lives. At the same time, the legal or social barriers that prevent psychiatrists from promoting user freedom and participation should be addressed (16, 115, 116). Clinical and personal recovery are intrinsically related and can complement each other; optimal provision of services can be achieved by combining the strength of professional's knowledge and epidemiological research, with stakeholder's experience and feedback about their needs (117).

The particular understandings of recovery identified in this review would benefit from specific therapeutic techniques. Service users who underlined the importance of bi-directional communication for recovery may adhere better to treatments of a dialogical nature (54), while users less interested in active engagement and meaning-making, such as those searching to achieve normalcy through completing everyday routines, could find more use in mindfulness-oriented techniques (118, 119). In the same way, service users expressing concerns relating to discrimination, legal, and economic circumstances should be referred to appropriate help which focuses on facilitating access to adequate housing, employment, education, and money management, to ultimately be empowered to address their needs (120). Examples of this are initiatives such as the Bapu Trust for Research on Mind and Discourse, in India (121), and advice services set by government in the United Kingdom such as the Money Advice Service. Altogether, identifying users' personal recovery goals and mapping them onto the framework proposed in this review would in turn facilitate the development of person-centered individualized care.

There is a need for research about recovery across different cultures. Predominant definitions of recovery currently reflect Western understandings of mental health which focus on an individual perspective, without adequately addressing important socio-political aspects. Recovery-oriented research and practice should take an additional step beyond focusing on what occurs in clinical settings and empower communities for the promotion of human rights, thus shifting from questions around why addressing socio-political recovery to how we can address user's holistic well-being.

At the same time, only a small number of studies included caregivers' perspectives. Findings from these studies suggest the recovery approach has not yet permeated this group's view, and further attention to informal carers in research would be a step toward recognizing their potential to contribute to mental health care and users' well-being. Users and caregivers should be included as partners in the development of knowledge and services to ensure their personal needs and external challenges are accounted for and met.

Lastly, research into recovery identified in this review demonstrated important characteristics that helped to mitigate bias. Studies benefitted from patient and public involvement; ethnographic methodologies, which allow for study of individuals who are not usually inclined to engage in research activities otherwise; the use of measures such as autovideography to allow participants to shape their own data freely; and mixed methods that allow for the inclusion of larger samples, such as Delphi studies used for questionnaire development.



Strengths and Limitations

The findings in this review should be considered within the context of its strengths and limitations. To the authors' knowledge, this is the first systematic review to examine users and caregivers' understanding of recovery. The use of PRISMA guidelines and quality assessment of the studies added transparency and rigor to the research. However, research about recovery from the perspective of people of diverse backgrounds seemed to only start being documented in recent years. Despite applying a comprehensive search strategy, the evidence found in this review originated mainly from high-income, white-European populations due to a paucity of research in the field of recovery outside of these groups. Therefore, applicability of these findings outside of this context should be done with caution. Additionally, the proposed model of recovery could be strengthened in the future by researching gray literature or literature about concepts adjacent to recovery, such as studies which focused specifically on the notion of hope, empowerment, or social inclusion.




CONCLUSION

The SPICE model of recovery proposed in this review provide context and depth to the construct of recovery, and add further evidence to emphasize the importance of social and clinical aspects of recovery. The comprehensive recovery model provided by this review offers a template for further research in the field and a guide for policy and practice development.

Evidence-based recovery research and practice relies on accurate representations of recovery goals and experiences in order to adequately address people's needs. With sufficient attention to holistic models of recovery that represent the broad range of domains that interest users and carers, along with the promotion of their active participation, the recovery movement can continue toward fulfilling its commitment to have people with lived experience at the center of decision-making in mental health.
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