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Chapter 1
General introduction



Personal Recovery

Research in psychosis has brought several mental health care developments in the past
decades with new treatment options becoming available [1,2]. Although these advances
in mental health care are promising, a substantial proportion of the population with
psychosis still experiences persistent symptoms, causing a profound impact in their day-
to-day life [3]. Tangible problems, resulting from psychosis are high levels of loneliness,
unemployment, stigma or living an involuntary single life [4-6]. These persistent
problems call for a patient perspective on mental health care for people with severe
mental illness (SMI). A new aim in mental health care, driven by the consumer
movement, provides such a perspective. This aim, called personal recovery, started
gaining momentum around three decades ago [7]. Personal recovery is focused on
psychosocial outcomes such as developing an identity beyond being a psychiatric
patient, being imbedded in a social network or experiencing hope for the future. The
most cited definition is from Anthony [8]: “personal recovery is a deeply personal, unique
process of changing one's attitudes, values, feelings, goals, skills and/or roles. It is a way
of living a satisfying, hopeful, and contributing life even with limitations caused by the
illness. Recovery involves the development of new meaning and purpose in one's life as
one grows beyond the catastrophic effects of mental illness”. The Substance Abuse and
Mental Health Service Administration (SAMSHA) defined personal recovery as following:
mental health recovery is a journey of healing and transformation that enables a person
with a mental health disability to live a meaningful life in communities of his or her
choice while striving to achieve full human potential or “personhood” [9].

Although the recovery movement first started gaining momentum in the
1990’s, its roots go back to the mid 1930’s with the start of the Alcoholic Anonymous
[10]. This was documented as the first mutual-support self-help group. The first self-help
groups for mentally ill people started in the 1950’s [10]. After WWII deinstitutionalization
started around 1950’s in the United States [10] and in Europe around 1970’s [11,12]. Beds
in psychiatric hospitals were reduced and many people with mental disorders were
expected to life outside the protection of hospital walls and in the community. This
transition exposed the impact of psychiatric illness on the difficulties in living
independently in the community. The emerging of the concept of personal recovery was
partly driven by the psychiatric rehabilitation method, starting in the 1980’s, which is a
mental health professional approach encompassing interventions that help people with
mental health disabilities with their lives in the community [13-15]. Nowadays
rehabilitation services are considered a type of personal recovery interventions [16].

The personal recovery construct provides new opportunities in treatment and
research of mental health care, that might improve the lives of people living with a
proneness to psychosis. In this thesis, treatment and research of (personal) recovery are
investigated in people with psychotic disorders. First, an overview of the subject is
presented.

8



9

Psychotic disorder as a severemental illness

In the heterogenetic field of psychopathology, psychosis is considered the most severe
mental state [17]. Schizophrenia is a mental disorder that is mostly characterized by
psychotic episodes. Due to the debilitating and lifelong effects of schizophrenia on
functioning and mental and physical comorbidity, schizophrenia is considered a severe
mental illness (SMI) [18]. Living with schizophrenia can cause problems in all facets of
life. In the Global Burden of Disease (GBD) 2016 study, it is ranked 12th among 310
diseases (GBD 2016 Disease and Injury Incidence and Prevalence Collaborators, 2016).
The GBD study reports the burden of living with schizophrenia measured in Disability
Adjusted Life Years (DALY’s). The early age of onset resulting in high numbers of years
living with disability, the premature mortality due to comorbid medical conditions and
the risk for suicide all contribute to the high rank in the GBD [19,20]. Furthermore,
people with psychosis experience psychological difficulties such as loneliness, stigma
and low self-esteem [21,22] This high disease burden warrants comprehensive research
to improve the lives of people living with schizophrenia.

Recovery in mental health care

Recovery in mental health care encompasses several domains: clinical, societal and
personal recovery [23]. Recovery outcomes in the clinical domain in schizophrenia stem
from a health perspective with broad symptom domains: positive symptoms (i.e.,
delusions and hallucinations); negative symptoms (i.e., demotivation and flattened
affect); and cognitive symptoms. Recovery from clinical symptoms imply a state of health
in which symptoms are eliminated to subclinical levels [24]. On the societal level,
recovery outcomes involve being able to fulfil social roles such as being a partner,
neighbor or employee. In their study on functioning of people with schizophrenia,
measured with the WHO International Classification of Functioning, Disability and Health
classification (ICF), Barrios et al. [25] found that people with schizophrenia are limited in
a large number of activities and in their participation in society. Problems arise, for
example, in the ability to keep relationships, in taking care of one’s health, in
employment or in domestic life [25]. A large proportion of people living with
schizophrenia experience a continuation of these problems throughout their life. Only a
small proportion of 13.5% of people with schizophrenia meet criteria for ‘full’ recovery on
clinical (symptomatic) and societal recovery [26]. These impairments in functioning
impede people with schizophrenia in pursuing goals in life that are usually well-
attainable for people from the general population.

The personal recovery construct has a focus beyond clinical and societal
recovery. This construct evolved from the addiction services, where consumers were
involved in the health systems since the nineteen thirties in the last century. Before the
1990’s the general view of schizophrenia was one of a progressive deterioration.
However, longitudinal research showed that not all people diagnosed with
schizophrenia showed cognitive decline, and some showed improvements over time
[27,28]. Furthermore, the consumer movement emphasized the role of experiential
knowledge that could contribute to living a meaningful or productive life without, or
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even in spite of mental health treatment [29], thereby transforming the traditional role of
the one-directional mode of knowledge from professional to patient. The dominant role
of pharmacological treatment was also questioned due to research on long-term
antipsychotics use, showing that people with first episode psychosis (FEP) had better
outcomes on functioning with a dose reduction or discontinuation of antipsychotics
compared to maintenance treatment [30]. Besides the direct effects of mental illness, the
consumer movement also raised awareness on stigma and discrimination, which have
negative effects on personal identity and limits opportunities to fulfil meaningful roles in
the community [29]. In summary, the consumer movement criticized traditional mental
health care for its focus on the chronic course of the disease and on the hopelessness,
dependency and stigma on which it was contributing to [24].

The concerns raised by the consumer movement, and supported by scientific
research, led to a view on health care with a focus on hope and strengths and the
benefits of using the experiential knowledge from people living with mental health
problems [29]. In this personal recovery view, the emphasis was not on merely a
reduction of symptoms, but on living a satisfying life in spite of psychiatric symptoms.

Although this description portrays the personal recovery view, it is not
exhaustive, as personal recovery can also be viewed with wider implications varying
from a shift in philosophical underpinnings of mental health care or its organizational
restructuring [31].

Facilitating personal recovery

In the past decades an increasingly number of clinicians and researchers responded to
the call of the consumer movement by developing personal recovery-oriented
interventions and measures. An important example of this is the development of the
CHIME framework [32]. This framework was developed based on extensive literature
research of studies on personal recovery. The CHIME acronym stands for Connectedness
(the support people experience from others and being involved in the community),
Hope (having a positive outlook on the future and being motivated to change), Identity
(managing to build a positive identity and overcome internal and/or public stigma),
Meaning (engaging in meaningful roles and activities, gaining quality of life and finding
spirituality) and Empowerment (focusing on strengths and improve self-agency [32].

Mental health professionals can promote recovery by developing interventions
based upon the five recovery processes as identified by CHIME. Single elements, such as
connectedness can be the target of an intervention. However, all processes of CHIME can
be mutual beneficial, thus an integrated approach could result in a greater impact than
offering separate interventions by focusing on the individual elements [33]. The CHIME
elements are also reflected in the results of an unrelated systematic scoping review by
Jaiswal (2020) [34]. With a systematic search, key elements of personal recovery were
identified. Based on 60 sources, three aspects should be the focus of personal recovery
interventions. The first aspect is relationships which includes therapeutic relationships,
relationships with significant others and with the wider community (i.e., feeling socially
included). The second aspect involves a sense of meaning that is constituted of a
positive sense of self, experiencing hope and finding purpose. The third aspect is
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participation, which is subdivided into participating in the community and participating
in one’s life decisions (self-agency). These aspects show great overlap with the CHIME
framework and could be used for the development of interventions.

Several new personal recovery interventions were developed over the last few
years, among others the Wellness Recovery Action Plan (WRAP) [35], REFOCUS [36],
Guided Peer Support Groups (GPSG) [37], recovery colleges [38], Individual Placements
and Support (IPS) [39] or individual rehabilitation [40]. All of these interventions contain
elements of CHIME. The WRAP makes use of experiential knowledge as it is delivered by
people with a lived experience of mental health illness. In generally ten sessions,
participants develop a wellness plan that helps them to attain self-agency over
wellbeing and symptoms with identifying self-help methods and the use of support
from others [41]. The REFOCUS intervention is designed for mental health care teams,
aiming to change mental health care delivery and changing relationships between
consumers and professional by targeting all five of the CHIME processes [36]. The GPSG
method was developed to support people with schizophrenia in engaging in peer
support with minimal guidance from a nurse. In the CHIME framework peer support was
identified as a process that could foster connectedness [42]. Recovery colleges are run by
clinicians together with service-users and use an educational model to facilitate
wellbeing and social inclusion [38], with impact on all aspects of CHIME. IPS is aimed at
helping people towards working in a competitive job regardless of competencies [39]. If
necessary, training on the job is provided. Working in a competitive job brings many
positive effects such as social inclusion, having a positive identity or financial
independence which could benefit all aspects of CHIME [43]. Individual rehabilitation is
developed for people who are unable or unwilling to start a paid employment. The aim
of individual rehabilitation is to increase functioning and satisfaction on life areas which
can be related to aspects of CHIME such as housing, work, education, and social contacts
[40].

Winsper et al. [16] provided a classification of four typologies of personal
recovery interventions in their systematic review: Psychoeducational (individual or
group) (e.g., recovery colleges); peer-support and peer-led program (e.g., GPSG); social
inclusion (e.g., IPS); and pro-recovery & mental health literacy training (e.g., REFOCUS).
The later type is not focused on patient but on mental health professionals and the
broader public.

The HospitalitY (HY) intervention

Building further on these developments, this thesis presents the HospitalitY (HY)
intervention, an eating club for people with psychosis. With focus groups, input from
consumers, mental health professionals, researchers and literature research, an
intervention protocol was developed and tested in a feasibility study. The intervention
was developed for people with psychotic disorders who are interested in connecting to
peers and in developing skills in domains of their choice, e.g., domestic tasks, preparing
a dinner or social skills. Participants received individual skill training and practical
support from a trained nurse. The skill training was tailored to the individual by
formulating personal goals. Furthermore, nurses were trained to guide the groups in
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accordance with the Guided Peer Support Group (GPSG) method [42]. With the GPSG
method the nurse provides structure and a sense of safety in the group, while minimally
interfering in the conversations. The HY intervention is unique as it integrates two
typologies of interventions according the classification of Winsper et al. [16]: peer-based
interventions and interventions that focus on social inclusion. This integrated approach
is expected to be more effective than its separate parts as the separate parts can
strengthen each other [44,45].

Furthermore, the HY intervention is delivered at home, in the natural
environment of the patient. The GPSG method that is used in the HY-intervention was
initially developed for use in ambulatory settings in groups of eight or more people.
Within the HY-intervention, the GPSG method was used in a home-based context and
tailored to the separate courses of a dinner. Furthermore, also skills training was
delivered in the participants’ home environment, because homebased skill training is
expected to be more effective than clinic-based skills training [46,47].

The HY project integrates several important processes of the CHIME framework
into one intervention. The most important process is Connectedness, through having
dinner combined with peer support. The challenging task of organizing a dinner at
home is a means to induce Hope trough hope-inspiring communication by the nurses
and individual skills training with a focus on valuing success. Furthermore, similar to
having a job as with IPS, participating in an eating club is as method to engage in
community life, cultivating meaningful social roles and social goals which are part of the
process of finding Meaning in life. The peer support that the HY intervention facilitates, is
focused on the impact of psychosis on participant’s daily lives. Peer support is suggested
as method that reduces self-stigma. Exchanging experiences about the consequences of
a psychiatric diagnosis helps to find an identity beyond being a psychiatric patient. This
contributes to positive Identity forming. Last but not least, the individual skill training is
a way to improve self-agency, which can foster the process of Empowerment.

To our knowledge, the HY intervention is the first intervention that combined
elements of peer support and home-based skill training in an eating club. Eating clubs
consisting of people with mental health problems already exist but have never been
described in research. The HY project is the first attempt to research the effect of eating
clubs on personal and societal recovery outcomes. The HY intervention was first tested in
a feasibility study with nine participants. The results inspired further development and
was followed by a randomized controlled trial (RCT) to test the effectiveness of the HY
intervention on personal recovery (e.g., social contact, loneliness, self-stigma) and
societal recovery. In chapter two, the results of a feasibility of the HY-intervention are
presented, in chapter three the HY-intervention is investigated in a RCT.

Measuring personal recovery

The development of standardized measures is key to researching phenomena in
psychiatry. Measures exist for clinical, societal and personal recovery outcomes. The most
commonly used scales for clinical outcomes are clinician rated positive and negative
symptoms scales [48]. Although there is ongoing debate on the validity of these
measures, there is also considerable consensus on the measures that are used. Less
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consensus is found on measures of societal recovery [49]. Clinician rated measures and
crude measures, such as rates of employment or the size of social networks, are used to
evaluate societal recovery. The personal recovery construct is even less tangible than the
societal construct. Personal recovery is concerned with overcoming the effects of mental
health disease and involves many aspects such as dealing with symptoms, stigma or
gaining hope. The CHIME framework is an example of how personal recovery can be
conceptualized. However, many studies have been conducted on the elements that
constitute personal recovery, displaying an ongoing search for consensus of the concept
[50]. This is further reflected in the differences in measures of personal recovery
containing divergent domains [51].

To determine effectiveness of personal recovery interventions, questionnaires
were developed that measure personal recovery as an outcome in psychiatry. In recent
decades, at least 35 instruments were developed to measure personal recovery in
mental health [51], at present no consensus on a standard measure for personal recovery
has been established. The Recovery Assessment Scale (RAS) is the most widely used scale
in research, and is one of the eight instruments that meets criteria for reliability,
convergent and construct validity and able to measure change in mental health
consumers [51]. Although these statistical criteria are important, it is also important to
evaluate how personal recovery measures are conceptualized. The CHIME framework
could serve to evaluate the domains that should be included in personal recovery
measures [52].

This thesis contributes to the evaluation of measures used for evaluating
personal recovery in people with psychosis. In chapter four we evaluate three personal
recovery instruments, using the CHIME framework as well as psychometric parameters to
classify the three measures according to their performance.

How different outcomes of recovery are related

Clinical, societal and personal recovery are distinct but related constructs [53,54].
Research in traditional mental health care was mostly focused on reducing positive and
negative symptoms in psychosis. Pharmaceutical treatments for positive symptoms (i.e.,
hallucinations and delusions) of schizophrenia have shown to be effective [55]. However,
even if positive symptoms decrease, impairments in functioning are often still present
[56] due to unsatisfactory treatments for negative symptoms and cognitive symptoms.
In 40% to 80% of people with schizophrenia negative symptoms and cognitive
impairment are present [57]. Negative symptoms as an outcome in schizophrenia are a
good example of how outcomes of recovery are interconnected.

Negative symptoms comprise of blunted affect, alogia, anhedonia, asociality
and avolition [58]. In short, these symptoms involve a diminished affect and amotivation
[59]. The functional impairments from negative symptoms, such as social or vocational
skills, result in lower prospects on a satisfying social network [60,61] or a competitive job
[62]. As a consequence, this can result in subjective experiences of feeling disconnected
to others, an unsatisfying identity, reduced meaning in life and the lack of
empowerment of having agency over one’s own interests. In the long run this might lead
to hopelessness in achieving progress on the beforementioned areas.
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This example shows how negative symptoms, affects societal and personal recovery
domains. Correlational research of negative symptoms with personal recovery confirms
this dependency [63]. The relationship between different outcomes stresses the
importance on researching interventions on clinical, societal as well as personal
recovery. Although a breadth of interventions - pharmaceutical and non-pharmaceutical
- for negative symptoms have been researched, only small (glutamatergic medications,
SMD= -0.289) to medium (second-generation antipsychotics, SMD= −0.579) effects were
found [64]. The correlation between negative symptoms and negative outcomes on
societal [57] and personal recovery warrant further research in treatments for negative
symptoms. In a meta-analysis, social skills training evidence was found for the effect on
negative symptoms [65]. Other interventions, such as physical exercise, might also
contribute to the treatment of negative symptoms.

A contribution to the research on interventions for negative symptoms is
presented in chapter five. In a meta-analysis mind-body exercise and aerobic exercise
interventions were evaluated on the effects on negative symptoms.

Social connectedness

A key element in the HY project and in personal recovery is social connectedness
[32,66,67]. Social relationships define a large part of who we are as human beings [68].
Three levels of social connectedness can be distinguished: 1) intimate connection
through close and personal connections; 2) relational connection through a broader
group of friends and family; 3) collective connection through being part of wider cultural
groups such as workplace environments, belonging to a nationality or being a member
of an association [69]. Many people with psychosis experience the impact of their illness
on all three levels of social connectedness. In people with psychosis, intimate
connections often disappear, resulting in high levels of loneliness [4]. Furthermore, social
networks are small [70] and connection to the wider community, for example trough
paid employment, is low [71-73].

This general social disconnectedness is a complex problem with multiple
causes. Four aspects that contribute to this problem should be mentioned: cognitive
impairment [74] negative symptoms [59], social anxiety [75] and public stigma [22,76].
Cognitive impairments can, for example, reduce speed of cognitive processing, affect
social skills and can subsequently form a great barrier in engaging in social contact.
Negative symptoms can be divided into diminished affect and social amotivation [59]. In
other words, negative symptoms denote a decreased expression of emotion (diminished
affect) and less goal directed behavior (amotivation). This might limit people with
psychosis in reciprocal social contact and in initiating social contact [77]. Furthermore,
social anxiety is highly prevalent in people with schizophrenia [75]. It can cause people
with schizophrenia to refrain from contact in order not to receive negative evaluations
from others. Where these first three aspects are factors related to the individual, the
fourth aspect of stigma stems from societal factors [78]. Social exclusion as a result from
discrimination through public stigma excludes people with mental illness from
opportunities in social contact. A secondary effect is the internalizing of the stigmatizing
views (i.e., self-stigma) which could lead to impaired social relationships in people with
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mental health problems [79]. In summary, several causes can add to the poor social
outcomes for people with psychosis.

In chapter six a longitudinal study is presented on the association between
social connectedness and positive and negative symptoms of psychosis. We aimed to
predict one- and two-year levels of positive and negative symptoms with levels of social
satisfaction.

Outline of the thesis

This thesis is a contribution to the research in psychosis on personal, societal and clinical
recovery outcomes, both through experimental research and within the natural
environment. Furthermore, this thesis contributes to the research on how to measure
personal recovery.

The work for this thesis started with the development of a personal recovery
intervention in the form of an eating club for people with psychosis. In chapter two the
results of the feasibility study on eating clubs for people with psychosis is described. The
feasibility study served to evaluate the method and intervention for a multicenter RCT,
which is presented in chapter three. Furthermore, an evaluation of three personal
recovery measures was conducted to inform the choice of a measure for research. In
chapter four the result of a comparison between three personal recovery instruments is
presented. In chapter five a meta-analysis on negative symptoms is evaluated on mind-
body and aerobic exercise interventions. Furthermore, with the use of cohort data from
the PHAMOUS database [80], we researched the two-year longitudinal relationship
between social connectedness and positive and negative symptoms in people with
psychosis. The results of this study can be found in chapter six.
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