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Why set up peer support groups for people with psychosis?Why set up peer support groups for people with psychosis?Why set up peer support groups for people with psychosis?Why set up peer support groups for people with psychosis?  

 

People with a psychotic disorder have to cope not only with their 

symptoms, but also with severe psychosocial limitations (Lenior et al., 

2001). Many feel socially and emotionally isolated, lacking a social 

network (Cresswell et al., 1992) as well as close emotional attachment 

figures with whom they can share their experiences (Weiss 1973). Studies 

have found extremely high rates of social withdrawal: 44-64% of patients 

with schizophrenia report problems of loneliness, social isolation, and 

withdrawal (Borge et al., 1999; Clinton et al., 1998; Melle et al., 2000) that 

persist over time (Wiersma et al., 2000). The impoverished social 

environment is also reflected by the finding that 76% of long-term 

psychiatric patients name their professional as the most important person 

in their life (Borge et al., 1999) and that 44% of the patients did not have 

any contact with their family and friends. Dissatisfaction with their own 

social network and social support (Caron et al., 1998) may create a need 

for contact with peers. Studies state that people with schizophrenia report 

needing interventions focusing on social and interpersonal functioning 

(Middelboe et al., 2001; Wiersma, 2006). Patients have also expressed the 

wish to learn how to cope with daily life problems from other patients, as 

other people cannot readily understand their experiences. Participation in 

such peer support groups could give patients a sense of universality 

(Llewelyn & Haslett, 1986).  

 

Due to the de-institutionalisation movement of last five decades (Priebe et 

al., 2005), the treatment of patients with schizophrenia has shifted from 

long-term hospital admissions to more personalised community services. 

Isolation can thus be a consequence of and reinforced by the organisation 

of care. This requires the building of a social network on which people 

with schizophrenia can rely.     

 

Important reasons to set up peer support groups are also related to the 

symptomatology and the chronic character of schizophrenia itself. The 

mean age at onset for the first psychotic episode is in the mid-20s, with a 

lifetime prevalence between 0.5 and 1.6% (Jablensky, 2003; McGrath et 
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al., 2004; Perala et al., 2007; Saha et al., 2008). The onset can be acute or 

insidious. About 25% of patients fully recover after one or two psychotic 

episodes, 50% of patients show partial recovery with remittent episodes, 

and 25% have a chronic course (Hegarty et al., 1994; Wiersma et al., 

1998). The timing of the onset of psychosis, just at the end or after 

adolescence, implies that a person in the process of starting an adult life 

becomes severely limited in his social functioning. The disease is a severe 

emotional burden on patients, their parents, and the rest of the family 

(Awad & Voruganti, 2008).  

 

Schizophrenia is characterised by dysfunctions in perception, thinking, 

language, behaviour, affect, volition, and cognition. Symptoms can be 

divided into positive symptoms, negative symptoms,    and cognitive 

impairment.  

 

Positive symptoms are those that appear as an excess or distortion of 

normal functions. During psychotic episodes, patients suffer from hearing 

internal voices or experiencing other sensations not connected to an 

obvious source (hallucinations), from assigning unusual meaning to 

normal events or holding fixed, false personal beliefs (delusions), and 

from demonstrating strange behaviour. It is assumed that patients in the 

acute phase of the illness will have too many difficulties sharing their 

experiences with peers, e.g. frequently hearing voices during group 

sessions makes it hard to listen, to respond adequately, and therefore to 

learn from others. 

 

Many also have negative symptoms that appear as a diminution or loss of 

normal functions, like affective flattening, poverty of speech, and loss of 

initiative. These negative symptoms are considered the most important 

cause of social isolation (Penn et al., 2000). Due to these negative 

symptoms, participants may have difficulties in intervention adherence. 

For example, a lot of energy is needed to show up at appointments on 

time or to engage in different treatment sessions on one day. 
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Cognitive dysfunctions refer to problems of attention, concentration, and 

memory. Impaired social cognition may hamper the ability to interact 

with other people (Baas et al., 2008; Hoekert et al., 2007).  

 

Group interventions such as peer support require the ability of 

participants to interact with peers. They have to listen and respond to the 

experiences of peers while having difficulties with encoding, storing, and 

retrieving information. It is evident that the design of the peer support 

group intervention has to take into account these different kinds of 

psychotic symptoms as much as possible. 

 

When it comes to experiential knowledge, peers are the best care 

providers. Their ‘know how’ is underestimated and largely unexploited. 

Moreover, peers are in an excellent position to offer each other support, as 

they are considered to be equals (Cohen & Sokolovsky, 1978; Dennis, 

2003; O'Connor, 1994). In other interventions in mental health care, 

patients have a dependent role, but in peer support groups they are 

supposed to have the knowledge and experience to help each other. Peers 

understand each other’s situation through the shared experiences of 

emotional and psychological pain (Mead et al., 2001). 

 

Peer support for psychosis may become an increasingly relevant 

intervention for mental health care institutions, especially when 

considering budget constraints and limited human resources (Barlow et 

al., 2002; Segal et al., 1998; Solomon, 2004). Psychotic disorders are 

among the most expensive illnesses worldwide, due to the considerable 

burden on patients and their caregivers, and on the health care system 

and the community as a whole (Knapp, 1997). In Western countries, the 

costs of schizophrenia account for 1% to 3% of total health care expenses 

(Knapp, 2000). The early age at onset and the often chronic course of 

schizophrenia lead to this high use - and cost - of health care (Knapp et 

al., 2002).  
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Thus, there are various, sound reasons to initiate peer support groups, 

tailored for people with psychotic disorders that will take into account 

their specific needs and limitations.  

    

Peer support in psychiatry Peer support in psychiatry Peer support in psychiatry Peer support in psychiatry     

 

In the 1920s, Harry Stack Sullivan was the first to place an important 

value on the role of peer support in the treatment of people with mental 

disorders (Davidson et al., 1999). He recruited patients experienced with 

psychosis to be aides in his unit. In his opinion, their experiences made 

them uniquely qualified to help their peers in a humane manner. 

 

In the mid-1970s, the success of the mental health consumer movement 

produced much more attention for peer support. Former patients began to 

lobby collectively for reforms in the mental health care system and to 

fight the stigma of mental illness (Davidson et al., 2006). The core 

elements of this movement were peer support groups and independent, 

consumer-run services initially designed as alternatives to formal mental 

health care. The political success of this movement and the rapid 

proliferation of these support groups showed that people with a mental 

illness could play an important role in the society, in their own lives, and 

in the lives of their peers.  

 

The use of peers as professional care providers is the most developed and 

studied category of peer support (Nikkel et al., 1992; Sherman & Porter, 

1991). Another category of peer support that should be distinguished is 

groups such as GROW (Young & Williams, 1987) and Schizophrenics 

Anonymous (Walsh, 1994), where peers come together to share their 

experiences. Programmes developed by consumers, such as drop-in 

centres, fit within the third and last category. The last two are based on a 

more reciprocal relationship, while interventions using peers as providers 

are based on an asymmetrical relationship. This shift - from a reciprocal 

to an asymmetrical relationship - had led to many discussions in the 

consumer movement, but it has brought peer support closer to the 

practice of mental health (Davidson et al., 2006).  
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Davidson et al. (2006) state that peer support in mental illness treatment is 

still early in its development, in contrast with peer support for other 

chronic diseases like diabetes, cancer, and asthma, where such groups are 

well accepted.  

 

The clinical notion that people with a mental illness can offer each other 

useful support, encouragement, and hope emerged in the beginning of the 

1990s (Davidson et al., 2006). Although this belief is accepted for many 

somatic diseases, stigma and stereotypes about mental illness have 

impeded such development in mental health care.  

 

Peers share common characteristics within their group, allowing them to 

relate to each other as a non-peer would not be able to do (Doull et al., 

2005). This may also apply in schizophrenia, but peer support groups are 

still not part of their regular care. Still, people with schizophrenia have a 

professed need to talk to each other in a group as peers and discuss their 

daily life problems. 

 

Maybe the lack of peer support groups can be explained by the prevalent 

notions that people suffering from schizophrenia do not need such groups 

or do not benefit from them (Davidson et al., 2006; Dennis, 2003; Jones, 

2005; Mead & Copeland, 2000; Stewart, 1990; Test & Stein, 1978; Wing 

JK., 1978).  

 

One important reason is the scarcity of controlled effect studies. There are 

only some descriptive, observational studies suggesting the potential 

effects on symptoms, social networks, and quality of life (Davidson et al., 

1999).  

 

A large variety of descriptive terms exists in the literature: peer support 

groups, mutual support groups, groups for fellow sufferers, buddy groups 

(Otteson, 1979) and so on.  

These groups can be closed or open, professional or peer driven, with 

limited or unlimited sessions, and be online (computer-mediated), 

telephone, or group sessions, etc. However, the key feature of all these 
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forms of peer support is the utilisation of referent power, i.e. influence 

based on a sense of identification with peers, rather than the usual expert 

power , i.e. influence based on the knowledge and expertise of the 

professional, as its leading principle (Salem et al., 2000). 

    

Potential benefits of peer supportPotential benefits of peer supportPotential benefits of peer supportPotential benefits of peer support    

    

Generally, peer support aims at improving the quality of life and 

positively influencing some disease-specific outcomes. Doull et al. (2005) 

distinguish three domains in which peer support interventions may 

demonstrate beneficial effects:  

- Psychological health: self-efficacy, knowledge, attitudes, quality of life, 

confidence, self-esteem, well-being, vitality, social functioning, 

coping; 

- Physical health: physical functioning, morbidity, mortality, pain; 

- Behaviour: risk behaviours, health-seeking behaviours, adherence to 

medication, improved nutrition, self-care. 

In many studies of the chronically ill, the focus is on physical symptoms 

and behavioural outcomes. In psychiatry, such outcomes may also be 

appropriate for peer support groups, e.g. for bulimia and anorexia (Shapiro 

et al., 2007), but in schizophrenia their strongest influence will 

supposedly be on social and psychological aspects, such as social network 

and social support. Therefore, studies on people with psychotic disorders 

should emphasise the psychological health aspects, and in particular the 

interpersonal factors.  

 

Previous studies in peer support claimed to improve symptoms and to 

reduce hospitalisation (Davidson et al., 1999; Hyde, 2001), but failed to 

show significant results. The outcomes were chosen in line with existing 

psychosocial and medical interventions, instead of looking at the primary 

goal of peer support itself.  

 

Peer support is based on the assumption that people who share similar 

experiences can offer each other emotional, appraisal, and informational 

support and hope (Dennis, 2003).  
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Its benefits should be measured, with appropriate instruments, against 

these goals.     

The well being of people with schizophrenia consists of more than simply 

bringing symptoms under control. It also involves rediscovering personal 

strengths, meanings, and purposes (Lunt, 2002). The term ‘empowerment’ 

has been coined to describe this process. The concept is rooted in the 

social action ideology of the 1960s and the self-help movement of the 

1980s (Finfgeld, 2004). Due to the great emphasis on individual 

responsibility and personal decision making, the term empowerment 

became very popular in the 1990s (Rissel, 1994). Until now, most 

definitions of empowerment include participation in society in terms of 

access to employment, education, and other valued resources (Rappaport, 

1987; Segal et al., 1995). However, there is a distinction between 

definitions focusing on interpersonal characteristics such as control over 

one’s life, achievement of goals, or self-esteem (Rogers et al., 1997), 

intrapersonal characteristics such as self-efficacy (Carpinello et al., 2000), 

and characteristics that influence the organisational and societal structure 

(Segal & Silverman, 2002).  

 

The peer support group intervention is well suited to gain more insight 

into these aspects of empowerment and their relation to recovery. The 

appropriate measuring instruments are still, however, subject to 

discussion.  

 

Scope of the thesisScope of the thesisScope of the thesisScope of the thesis    

    

Several studies have established the need for peer support groups for 

adults with psychosis and have suggested their potential effects on 

relapse, symptoms, social network, and quality of life. This need may be 

even more pressing given the negative and restrictive influences of 

psychotic disorders on the patient’s social life. So far, the effectiveness of 

peer support groups on an individual’s social network, social support, self-

efficacy, self-esteem, and quality of life has not yet been established in 

this patient population.  
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In the 1990s, the University Center for Psychiatry in Groningen initiated 

peer support groups for people with psychosis. A nurse and a patient led 

the groups. In the absence of initial guidance by a professional, the groups 

tended to peter out, even though the participants themselves highlighted 

their importance. This inspired us to create a variation on peer support 

groups with a ‘minimally guided’ group structure. A clear description of 

the intervention itself is given in Chapter 2. 

 

The lack of studies on the effectiveness of such peer groups and of a well-

developed methodology for people with schizophrenia led to the multi-

center, randomised controlled trial (RCT) on peer support groups, from 

2003 through 2005, through a joint venture of the University Center 

Psychiatry, The Rob Giel Research center, the GGZ Friesland, GGZ 

Adhesie, and Parnassia Psychiatric Institute. In this 8-month RCT, the 

effects of care as usual plus minimally guided peer support groups 

(GPSGs) are compared to a waiting-list condition (WLC) consisting of 

usual care alone. Chapter 3 presents the results of this trial.  

 

There are no economic studies of these groups available. Thus, it is 

unclear whether peer support should be more widely implemented in 

current mental health care systems. Therefore, an economic evaluation 

will be conducted alongside the effect study to inform decision-makers on 

the economic aspects of minimally guided peer support groups for 

psychosis (Chapter 4).  

 

Various types of groups differ in the factors that make them helpful. 

However, little is known about the active ingredients that theoretically 

could underlie peer support for people with schizophrenia. In this thesis, 

the active ingredients and social processes of the intervention will be 

investigated from the patients’ perspective (Chapter 5).   

 

In the literature, several instruments assess empowerment in severe 

mental illness, but more insight into how to choose the appropriate 

instrument of empowerment for a population of patients with psychotic 

disorders was necessary. This led to a psychometric study on the concept 
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of empowerment within the patient population. Three instruments 

measuring empowerment are compared based on their relevance, 

applicability, and appropriateness for people with schizophrenia (Chapter 

6). The results are summarized and discussed in Chapter 7. 

 

In sum, the aims of this thesis are: 

1.  to investigate the (cost) effectiveness of a minimally guided peer 

support group for people with psychosis and to evaluate its 

methodology;  

2.  to identify the active ingredients and social processes in such peer 

support groups; 

3.  to increase insight into the measurement of the concept of 

empowerment as an outcome measure in psychosocial intervention 

studies for people with psychotic disorders.  
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Whereas peer support groups are frequently available for patients with all 

kinds of chronic diseases, they do not usually form part of the care 

program for people who have schizophrenia. Still, schizophrenia patients 

have a professed need to talk to each other in a group as peers and discuss 

daily life problems.  

 

In the 1990s, we set up peer support groups for people with 

schizophrenia. These groups initially were guided by a nurse but with the 

idea that the participants would take over the guidance as soon as the 

group process had taken effect. However, in the absence of outside 

guidance, the groups tended to lose momentum. This development 

prompted us to create a “minimal guidance” group structure.  

 

We developed our own manual - How to Support Peer Groups for 

Schizophrenia - because there was no methodology available. 

Furthermore, we did a pilot study, followed by a randomized controlled 

trial, to compare the effectiveness of peer support groups with groups 

receiving care as usual (article in press). Peer support groups should not 

be confused with self-help groups or self-help therapy in which the 

mental health professional has a more active role. 

 

The aim of peer support groups for these patients is to share experiences 

with each other about how to cope with daily life after a psychotic 

episode. Our group involves 16 sessions of 90 minutes each, conducted 

once every two weeks. A group consists of about ten patients and one 

professional. The professional is preferably a nurse, as the intervention 

appeals most to people with a nursing background. The group sessions are 

offered as a service for both inpatients and outpatients.  

 

The guided peer support group methodology acknowledges the problems 

that patients with schizophrenia encounter when they take part in a 

group session, which are associated with their cognitive and social 

disabilities. To this end, each session starts with asking the participants to 

form pairs, and this is followed by a plenary discussion. This procedure 
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enables as many participants as possible to interact with each other, 

because people with schizophrenia often have difficulty talking in groups.  

 

The presence of a nurse in the group is crucial. In all sessions, the nurse 

offers structure, continuity, and a sense of security, without actively 

interfering with the group process; the key point is to provide peer-to-

peer interaction. Therefore, each nurse is trained in the guided peer 

support group methodology.  

 

All sessions are structured in the same way. First, people are encouraged 

to work in pairs to exchange positive experiences from the previous two 

weeks (ten minutes). Next, all pairs share with the group the stories they 

just heard (ten minutes). Then the nurse initiates the general discussion 

by asking, “What have you just heard that could be of interest for the 

whole group?” Next, the participants choose the theme of the session (five 

minutes), briefly introduced by the nurse (two minutes). The themes 

should relate to the illness, for example: living with schizophrenia, telling 

others about your illness, or resuming your job. After a 15-minute break, 

they share their experiences about the theme in pairs (15 minutes), 

participants reconvene for the final plenary session (25 minutes). At the 

end, the nurse briefly summarizes the session (eight minutes).  

 

Preliminary analysis of the data from five groups reveals that the 

participants and nurses evaluated the methodology positively. In their 

experience, the structure of the sessions supported the patients’ 

participation in the group. Participants judged the presence of a nurse as 

meaningful and preferred this guidance above peer guidance. Also, they 

found the biweekly gathering to be convenient and the sessions of 

sufficient length. The intervention clearly met their expectations, and 

most of all, they felt supported by other participants. Nurses reported that 

the structure of the sessions provided participants the opportunity to tell 

their own story.  
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The manual sets out in detail the recruitment procedures and logistics and 

describes the protocol of each meeting. It is available for the cost of 

duplication and mailing through the first author. 
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Abstract Abstract Abstract Abstract     

    

ObjectiveObjectiveObjectiveObjective To investigate the effect of a (minimally) guided peer support 

group (GPSG) for people with psychosis on social network, social support, 

self-efficacy, self-esteem, and quality of life, and to evaluate the 

intervention and its economic consequences. 

MethodMethodMethodMethod In a multi-center randomized controlled trial with 56 patients in 

the peer support group and 50 patients in the control condition, patients 

were assessed at baseline and after the last meeting at 8 months. 

ResultsResultsResultsResults The experimental group showed GPSG to have a positive effect on 

social network and social support compared with the control condition. In 

the experimental condition, high attenders favoured over low attenders 

on increased social support, self-efficacy, and quality of life. Economic 

evaluation demonstrated groups to be without financial consequences. 

The GPSG-intervention was positively evaluated. 

Conclusion Conclusion Conclusion Conclusion Peer support groups are a useful intervention for people 

suffering from psychosis by improving their social network. 

    

Significant outcomesSignificant outcomesSignificant outcomesSignificant outcomes    

•  This first randomized controlled trial showed that peer support groups are a useful 

intervention for people suffering from psychosis by enabling and strengthening 

mutual relationships. 

•  Intervention adherence, i.e. group attendance, turned out to be an important 

condition for its effect. 

•  Of clinical importance are the development of the guided peer support group-

intervention - which seemed to fit well within this patient group - and the lack of 

financial consequences. 

    

LiLiLiLimitationsmitationsmitationsmitations    

•  The absence of an attention-placebo control condition is a limitation. The waiting-

list control condition may have improved from anticipation-effect. 

•  The results may not generalize to in-patient or substance-misusing patients as our 

participants were all clinically stable, non-substance-misusing out-patients. 

•  Our results are related to the guided peer support group-intervention. The effects of 

another design (i.e. weekly meetings, open group, peer guided) on the outcomes are 

not known. 

•  The chosen instruments are all self-reporting. 
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IntroductionIntroductionIntroductionIntroduction    

    

Peer support is based on the assumption that people who share similar 

experiences can offer each other emotional, appraisal, and informational 

support and hope (Davidson et al., 2006; Dennis, 2003). Peer support 

groups for many chronic diseases like diabetes, cancer and asthma are 

well accepted. However, studies on the effectiveness of such groups report 

conflicting findings and the question as to what conditions peer support 

works best under await a definitive answer (Doull et al., 2005). For mental 

health care, several studies have established the need for peer support 

groups for adults with psychosis and have suggested their potential effect 

on relapse, symptoms, social network, and quality of life (Davidson et al., 

1999; Hyde, 2001). This need may be even more pressing given the 

negative and restrictive influence of psychotic disorders on one’s social 

life. So far, the effectiveness of peer support groups on, e.g. an individual’s 

social network, social support, self-efficacy, self-esteem, and quality of life 

has not yet been established in this patient population (Davidson et al., 

2006). 

 

In the 1990s, the University Center for Psychiatry in Groningen initiated 

peer support groups for people with psychosis. A nurse, together with a 

patient who would take over the guidance as soon as the group process 

had taken effect, led them. In the absence of initial guidance by a 

professional, the groups tended to peter out, even though the participants 

themselves highlighted their importance. This prompted us to create a 

slight variation on peer support groups with a ‘minimally guided’ group 

structure. These groups are in essence consistent with the principles of 

peer support, but the intervention acknowledges the problems 

schizophrenia patients encounter when they participate in a group session 

because of their cognitive and social disabilities (Castelein et al., 2008).  

 

Of note, peer support interventions fall on a wide continuum from those 

that are member driven, to those that are professionally driven (Doull et 

al., 2005). To date, the effects of various designs on the outcomes are not 

known (Doull et al., 2005).  
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Aims of the study 

The aim of the study was to investigate the effect of a guided peer support 

group (GPSG) for people with psychosis on social network, social support, 

self-efficacy, self-esteem, and quality of life, and to evaluate the 

intervention and its economic consequences. 

We hypothesized that the group would have a direct positive effect on the 

patients’ social life adding indirectly to their quality of life. 

 

Material and methodsMaterial and methodsMaterial and methodsMaterial and methods    

Design 

The study was a randomized controlled trial (RCT) comparing the effects 

of care as usual plus minimally GPSG with a waiting-list condition (WLC) 

consisting of usual care alone (ISRCTN: 02457313). The duration of the 

study was 8 months with assessments conducted at baseline and at the 

end of the trial. 

 

Subjects 

Patients were included if they had a clinical diagnosis (by psychiatrists 

trained in applying the Schedules for Clinical Assessment in 

Neuropsychiatry according to DSM-IV criteria (Wing et al., 1990) of 

schizophrenia or a related psychotic disorder and were 18 years of age or 

older. Potential participants with drug and ⁄ or alcohol dependency 

known by their psychiatrist were not included at beforehand.  

A screening interview was used to detect other exclusion criteria that 

would have impeded the assessments or could possibly hamper 

communication with peers, i.e. possible language difficulties and severe 

psychotic symptoms.  

 

In four mental healthcare centers in the Netherlands, participants were 

recruited from January through August 2003. In total, 106 participants 

were randomly allocated per center to the GPSG or WLC condition by a 

person not involved in the study or recruitment using numbered, sealed 

envelopes. Patients were randomized by computer-generated random 

block number to insure an equal balance per center (see Fig. 1). Because 

of successful recruitment, each center could start a peer support group, 
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one center even two. The design of the study did not allow for masking 

researchers to service assignment. However, we expect this to interfere 

only minimally with the study results as all questionnaires used were of 

the self-report type. 

 

All patients provided written informed consent. The Medical Ethics 

Committee of the University Medical Center Groningen approved the 

study (reference number: METC 2003 ⁄ 053).  

 

Treatment condition 

The intervention is described in more detail elsewhere (Castelein et al., 

2008). Briefly, the closed peer support group included approximately 10 

patients and involved 16 sessions of 90 min biweekly over 8 months. 

Participants decided the topic of each session. Each session had the same 

structure discussing daily life experiences in pairs as well as group wise. 

The key point was to provide peer-to-peer interaction (Doull et al., 2005). 

For that reason, nurses needed to guide the groups with minimal 

involvement. This required training in the intervention and ‘the minimal 

guidance’ attitude: offering structure, continuity, and a sense of security 

without actively interfering with the group process. The nurse had a 

facilitating role to avoid professionalization of the groups. 

 

Patients in the experimental condition participated in these groups and 

received care as usual consisting of medication monitoring, psycho-

education, and supportive counselling. Patients in the control condition 

were put on a waiting list expecting to participate in their peer support 

group 8 months later. In the meantime, they did not follow a prescribed 

treatment protocol, but received care as usual. 

 

Outcome measures 

All outcomes were self-reported, and were measured before the group 

started and after the last meeting at 8 months. The participants filled out 

all questionnaires during a separate group session where assistance from 

an independent professional - blinded to study condition - was available.  
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Size and content of the social network was assessed by a self-developed 

list (Personal Network Questionnaire (PNQ)) asking for information on 

the frequency of contacts with named family, friends, and members of the 

peer support group. 

 

The Social Support List (SSL) (Bridges et al., 2002; van Sonderen & 

Sanderman, 2001) measures not only positive social interactions but also 

the discrepancies between the support people want and what they 

actually receive. The SSL consists of six subscales: everyday emotional 

support, emotional support with problems, esteem support, instrumental 

support, social companionship, and informative support. By adding the 

scores of the subscales, the total score for positive interactions (range, 34-

136) and the total score for discrepancies (range, 34-102) are calculated. 

Higher scores on interaction indicate more support; higher scores on 

discrepancy indicate a greater deficit in desired support. The interaction 

dimension has an additional subscale measuring ‘negative interactions’ on 

a 7-item subscale (range, 7-32) with higher scores indicating more 

negative interactions. The score on this subscale is not part of the total 

score.  

 

Self-efficacy was assessed by the Mental Health Confidence Scale (MHCS) 

(Carpinello et al., 2000) which is a 16-item scale with three factors: 

optimism, coping, and advocacy. The sum of the items provides the total 

score, ranging from 16 to 96 with higher scores indicating more 

empowerment. 

 

Self-esteem was assessed by the Rosenberg scale (Rosenberg, 1965) which 

has two subscales: positive and negative self-esteem. The total score 

ranges from 10 to 40: the higher the score, the higher the level of self-

esteem.  

 

Quality of life was assessed with the 26-item WHO Quality of Life (WHO 

QoL) Bref (The WHOQOL Group, 1998) which contains four major 

domains ranging from 4 to 20 (physical, psychological, social 

relationships, and environment) and two individual items on ‘overall 
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quality of life’ and ‘general health’. Scores on these two items and four 

scales create an overall quality of life score (ranging from 18 to 90). 

 

To control outcome data for confounding and mediating effects, we 

collected information on gender, age, marital state, occupational status 

and illness characteristics, duration of illness, and frequency of episodes. 

The severity of psychopathology was assessed by the Community 

Assessment of Psychic Experiences (CAPE) (Konings et al., 2006; Stefanis 

et al., 2002) with the last 2 weeks as the reference period. Although the 

CAPE is designed for the lifetime assessment of psychotic experiences in a 

general population, it can also be used as a self-report questionnaire in our 

population (J. van Os, personal communication, 2003). The nurse 

collected the adherence data by noting the presence of each participant 

after each session.  

 

At the end of the study, participants and professionals evaluated the use 

and appreciation of the group sessions by a self-developed list. In addition, 

an economic evaluation questionnaire assessed the healthcare costs in 

euros (€). Costs were prospectively registered for all the patients and 

included costs related to in-patient and day patient care, outpatient and 

community care, general health care, visits to day activity centers, and 

medication use (prescribed and non-prescribed). 

 

Treatment fidelity 

A professional specialized in the guidance of peer support groups and the 

‘minimal guidance’ structure trained the guidance nurses, and provided 

individual supervision by telephone to all nurses after each session. After 

each supervision, fidelity to the prescribed protocol was rated on a 4-

point scale with higher scores indicating better fidelity. Score 1 indicated 

that the nurse did not follow the protocol; at score 2 the nurse hardly 

followed the protocol; with score 3 the protocol is followed, but 

exceptionally deviated from; at score 4 the group is guided in complete 

accordance with the protocol. 
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Statistical analysis 

Analyses were conducted in line with the CONSORT guidelines with 

patients analyzed in the condition to which they were randomized 

irrespective of treatment adherence (‘intention to treat’).  

Supplementary to this, a ‘completer analysis’ studied post hoc the 

influence of intervention adherence (Pocock & Abdalla, 1998). In the 

literature, there were no prescribed procedures as to how to divide 

participants in different groups.  

In this RCT, we used a cut-off point of nine or more sessions to define 

good adherence and eight or less sessions to define poor adherence 

primarily based on the total number of 16 sessions. 

 

The Student’s t-tests for continuous variables and Pearson chi-squared 

tests for categorical variables analyzed between-condition baseline 

characteristics. Mixed model methodology and general linear model 

analyses (univariate), adjusted for baseline values with treatment 

condition as a fixed effect, were used in the main analyses of outcome 

(SSL, MHCS, Rosenberg, and WHO QoL). The Student’s t-test evaluated 

differences in proportion positive changes on the PNQ (network) between 

conditions.  

 

Logistic regressions were calculated to determine whether gender, age, 

duration of illness, psychotic episodes, severity of psychopathology, peer 

contact, self-esteem, and treatment location were predictors of positive 

outcomes on quality of life. Mixed model methodology was used to 

analyze costs, correcting for baseline differences in costs.  

Using SPSS (version 14; SPSS Inc., Chicago, IL, USA), significance levels 

were set at 0.05 with all tests two-tailed. Based on the results of a 

comparable study with quality of life as the main outcome measure, we 

calculated that 30 patients in each condition were needed to detect 

relevant differences with a power of 0.80 and a conventional alpha level 

of 0.05 (Wiersma et al., 2004). 
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ResultsResultsResultsResults    

Sample characteristics 

Of 128 referred patients who completed the application forms, 106 were 

included (see Fig. 1). Nine participants (8%) did not complete the follow-

up, but these participants did not differ significantly at baseline from 

those in the study with regard to age, gender, psychotic episodes, duration 

of illness, educational level, occupational status, or self-reported quality of 

life scores.  
 

Figure 1 Trial profile 
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There were no differences between both conditions regarding the 

baseline demographic and clinical characteristics of participants (see Table 

1). At baseline, the mean level of psychopathology assessed by the CAPE 

(Konings et al., 2006) was relatively low: mean total score on frequency 

was about 78 and on distress about 74. 

 
Table 1. Baseline demographic and clinical characteristics of participants of guided peer  

support groups (GPSGs)  and waiting-list controls (WLC) 

 GPSG 

N=56 

WLC 

N=50 

P-value1 

Age, years: mean (SD)  

Gender: male, %  

Living alone, %  

Education: university level, % 

No partner: % 

37.8 (10.5) 

68 

64 

12 

73 

39.4 (11.6) 

63 

56 

6 

74 

0.45 

0.53 

0.92 

0.37 

0.42 

 

DSM IV-diagnosis: % 

     Schizophrenia 

     Other psychotic disorders    

 

 

77 

23 

 

 

72 

28 

 

 

 

0.57 

 

Number of self-reported psychotic episodes, % 

     1 

     2 

     >3 

 

 

18 

34 

48 

 

 

10 

34 

56 

 

 

 

 

0.91 

 

Duration of illness, years: mean (SD) 

 

9.5 (8.6) 

 

10.2 (9.4) 

 

0.71 

 

CAPE: mean (SD) 

     Frequency score 

     Distress score  

 

 

77.5 (15.2) 

73.4 (17.3) 

 

 

78.7 (14.5) 

75.2 (17.0) 

 

 

0.69 

0.61 

Note.- GPSG=Guided Peer Support Groups; WLC=Waiting-List Control; CAPE=Community 

Assessment of Psychic Experiences. 
1 Chi-square or t test.  

 

Results on the outcome measures at baseline showed that the whole study 

population reported comparable frequencies of interactions on the social 

support questionnaire (SSL-I), but many more discrepancies (SSL-D) 

which equated to a greater deficit in desired support compared with 

respondents in healthy populations (van Sonderen & Sanderman, 2001) 

(see baseline data of both conditions in Table 2). Participants had 

relatively high scores on quality of life in comparison with other studies 

in schizophrenia, except for the social relations domain on which they 
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scored lower (van de Willige et al., 2005). Scores on self-efficacy were in 

line with other self-help and out-patient treatment settings (Carpinello et 

al., 2000). Self-esteem was also comparable with other studies in 

schizophrenia (Valmaggia et al., 2005). 

 

Intention to treat  

Participants had a significant increase in contact with peers outside of the 

sessions (P=0.03) and on esteem support (i.e. asked for advice, received a 

compliment, asked for help; P=0.02) in comparison with the WLC 

condition (Table 2). The positive effect on peer contact did not generalize 

to other relationships; for instance, contact with family and friends. 

Regarding self-efficacy, self-esteem, and self-reported quality of life, no 

between-condition differences were found, but participants in both 

conditions improved over the study period. Mixed model analyses showed 

no other relevant differences between conditions over time or in 

interaction effects between intervention and time. 

 
Table 2. Intention to treat analyses of outcome of guided peer support groups versus waiting-list 

control (mean, SD) 
 GPSG (N=56) WLC (N =50) Condition 

Effect 

 T0 T8 T0 T8 P-value1 

PNQ 

     Proportion improved   

      peer contact 

 

* 

 

56% 

 

* 

 

31% 

 

0.03 

 

SSL-I total score 

SSL-D total score 

     SSL-D Esteem support 

 

74.9 (12.4) 

60.2 (15.9) 

10.5 (3.3) 

 

74.0 (15.6) 

55.5 (16.1) 

9.0 (2.7) 

 

69.7 (14.8) 

58.7 (13.9) 

10.2 (3.4) 

 

68.4 (16.4) 

57.0 (15.8) 

10.2 (3.4) 

 

0.42 

0.42 

0.02 

 

MHCS total score 

 

66.4 (12.0) 

 

67.5 (12.0) 

 

62.2 (12.0) 

 

64.8 (14.5) 

 

0.84 

 

Rosenberg total  score  

 

26.4 (4.3) 

 

27.0 (3.9) 

 

25.4 (5.1) 

 

26.5 (5.0) 

 

0.97 

 

WHO QoL total score 

 

60.2 (8.9) 

 

60.9 (10.0) 

 

56.7 (10.3) 

 

59.2 (11.0) 

 

0.87 

Note.- GPSG=Guided Peer Support Groups; WLC=Waiting-List Control; PNQ=Personal Network 

Questionnaire; SSL=Social Support List; MHCS=Mental Health Confidence Scale; WHO QoL= 

WHO Quality of Life. 1 GLM-analysis (univariate) adjusting for baseline values. 
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The influence of adherence 

A comparison between high (≥9 sessions) and low attenders (<9 sessions) 

at baseline showed no differences on outcomes, except for the advocacy 

subscale of the MHCS, on which low attenders scored significantly better. 

 

Neither age nor gender, duration of illness, psychotic episodes, severity of 

psychopathology, or treatment location predicted which participants 

would complete the intervention. 

 

The results of the completer analyses are shown in Table 3. The high 

attender group did significantly improve on social support, self-efficacy, 

and quality of life compared with the low attender group. 

 
Table 3. Completer analyses of outcome of high versus low attenders (mean, SD) 

 High Attenders (N =31) Low Attenders (N =25) Condition 

Effect 

 T0 T8 T0 T8 P-value1 

PNQ  

     Proportion improved on    

     having a partner 

 

N/A 

 

13% 

 

N/A 

 

0% 

 

0.08 

 

SSL-I total score             

     SSL-I Esteem support 

     SSL-I Social 

     companionship 

SSL-D total score  

 

77.7 (12.2) 

13.1 (2.8) 

11.4 (2.5) 

 

58.2 (16.9) 

 

78.7 (14.9) 

13.7 (3.4) 

11.9 (2.6) 

 

55.0 (15.4) 

 

71.4 (11.9) 

13.3 (2.6) 

10.4 (3.1) 

 

62.7 (14.5) 

 

66.6 (13.9) 

11.8 (2.9) 

9.7 (2.4) 

 

56.4 (17.4) 

 

0.13 

0.03 

0.01 

 

0.75 

 

MHCS total score 

     Optimism  

     Advocacy 

 

65.0 (10.6) 

25.2 (4.4) 

12.6 (2.5) 

 

69.6 (11.0) 

26.7 (5.2) 

13.9 (2.0) 

 

68.0 (13.5) 

25.7 (6.2) 

14.2 (2.9) 

 

64.3 (13.1) 

23.7 (5.4) 

13.3 (2.6) 

 

0.01 

0.01 

0.01 

 

Rosenberg total score 

 

26.2 (4.4) 

 

27.1 (3.8) 

 

26.6 (4.4) 

 

26.8 (4.1) 

 

0.62 

 

WHO QoL total score 

     Physical health  

     Social relations  

 

59.9 (8.2) 

13.3 (2.0) 

12.6 (3.7) 

 

63.4 (8.9) 

14.4 (2.2) 

13.5 (3.3) 

 

60.5 (9.8) 

13.6 (2.9) 

12.6 (3.2) 

 

57.2 (10.5) 

13.1 (3.1) 

11.1 (3.2) 

 

0.01 

0.02 

0.00 

Note.- PNQ=Personal Network Questionnaire; SSL=Social Support List; MHCS=Mental Health 

Confidence Scale; WHO QoL=WHO Quality of Life. 1 GLM-analysis (univariate) adjusting for 

baseline values.  
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Predictors of positive outcome 

To determine which participants benefited most from this intervention, 

we compared participants who improved at least 0.2 SD (Cohen, 1988) on 

overall quality of life at follow-up with the remaining participants. No 

demographic or clinical characteristics predicted the improvement of 

overall quality of life except for some effects on the domain scores of the 

quality of life scale.  

 

More negative symptoms at baseline (P=0.02) and more distress caused by 

these symptoms (P=0.05) predicted improved psychological health, but 

not on social relations (P=0.01). More distress caused by positive 

symptoms (P=0.05) and a longer duration of illness (P=0.06) predicted 

improved social relations. Those with higher distress from negative 

symptoms had significantly less chance of improving on social relations  

(P=0.01). Positive change in peer support did not predict a better quality 

of life score. 

 

Positive additive effects 

Results on psychopathology showed additional effects of participation in 

peer support groups. In fact, the participants in the experimental 

condition had statistically significant, fewer negative symptoms (P=0.02) 

and less distress from these symptoms (P=0.04) in comparison with the 

participants in the control condition. In addition, no between-condition 

differences were found in hospitalization rates (P=0.28) during the 

intervention. 

 

Evaluation of the intervention 

Almost all participants (85%) reported that the intervention fulfilled their 

expectations. They felt supported by other participants (82%) and were 

satisfied with the guidance of the nurse (93%) who, from their 

perspective, was indispensable (89%). They preferred the guidance of a 

nurse (74%) to the guidance of a peer (13%) or any other discipline (13%). 

The bi-weekly meetings were considered to be convenient and the 

sessions to be of sufficient length. Participants positively evaluated the 
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structure of the sessions (working in pairs alternating with group 

discussions).  

In addition, the nurses were very satisfied and well engaged in this 

intervention. They appreciated the groups as a valuable intervention for 

the patients, feasible to implement, and as a positive professional 

experience for themselves. They were observed to have high commitment 

rates to the developed GPSG-intervention. The scores ranged from 3 to 4, 

with a mean of 3.5. 

 

Economic aspects of peer support groups 

The mean costs of the minimally GPSG mounted up to € 250 per patient 

over the course of the study (2003–2004). This included the costs of an 

individual’s contact with a nurse prior to the start of the peer support 

groups and the costs of the meetings attended (about € 20 per meeting per 

patient). The estimated mean total costs of the two conditions were close 

to € 5750 over the 8 months of the study. The costs of admissions to 

psychiatric hospitals (approximately one-third of the total costs in each 

condition) largely influenced the mean total costs of healthcare use in 

both conditions. Differences in healthcare costs prior to the study 

complicated the interpretation of the differences in mean total costs 

between the peer support group and the control condition. Results of the 

mixed model analyses demonstrated no relevant differences between 

mean total costs of the two conditions. 

    

DiscussionDiscussionDiscussionDiscussion    

    

This first RCT on peer support groups for people with psychosis 

demonstrates that this intervention is effective in improving their social 

network by encouraging mutual relationships and in enhancing their 

appraisal support. Intention to treat analysis showed no significant benefit 

on the outcomes self-efficacy, self-esteem, and quality of life. However, 

the high attender group did significantly improve on social support, self-

efficacy, and quality of life. The intervention had the greatest impact on 

the quality of life of participants with a longer duration of illness and 

more positive and negative symptoms at baseline. 
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The GPSG-intervention, which was tailored to the specific needs of this 

patient group with cognitive impairments, is fully applicable and 

implementation of the intervention can occur without additional costs.  

The finding that peer support groups lead to more mutual relationships is 

essential, as most people with psychotic disorders have small social 

networks with few opportunities to share their experiences with other 

people. The deficits we found in desired support and social relations, 

when compared with other affected and healthy subjects, highlighted 

even more the need for such an intervention. Peers can therefore play an 

important role in compensating for this deficiency in their social network, 

preventing both social and emotional isolation of other members in this 

group as they report feeling more appreciated. The finding is all the more 

striking given the chronic character of our population. Thus, this study 

demonstrates that the peer group improved social contacts within an 

existing group. 

The lack of effect on other relationships, such as family or friends outside 

of the mental health environment, may reflect the impoverished social 

environment commonly experienced by schizophrenic patients. This is 

also illustrated in this study where 74% of the patients had no partner.  

 

Participants tolerated the intervention very well. Hospitalization rates 

during the study did not differ between the experimental and control 

condition. In the experimental condition, we even found positive additive 

effects of the intervention as participants reported fewer (distress of) 

negative symptoms at the end of the study.  

 

From the patients’ perspective, the presence of the nurse was 

indispensable: the ‘minimal guidance’ structure creates the opportunity 

for patients to have peer-to-peer contact without having to take charge of 

the further organization of the sessions and the recruitment of 

participants over a longer period.  

 

Treatment adherence in schizophrenia (Gray et al., 2006; McIntosh et al., 

2006) is a well-known problem, but rarely studied in psychosocial 

intervention studies. In our study, adherence could not be explained by 
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demographic and clinical characteristics. Therefore, other factors, such as 

goal attainment of expectations and intrinsic motivation at entrance (e.g. 

to see how others cope with their problems, recognition of own problems) 

require further study. This also pertains to the active ingredients of the 

GPSG-intervention.  

 

To date, related research into peer support groups for mental disorders 

with a RCT-design is scarce. Peer support has been studied in RCTs, but 

in interventions that were based on the principle of peers as service-

providers in mental health (Clarke et al., 2000; Davidson et al., 2004; 

O'Donnell et al., 1999; Solomon & Draine, 1995). For psychosis, only one 

study on peer support groups per se has been published (Hyde, 2001). The 

author of this study suggested a possible effect on relapse and symptoms.  

 

An explanation for the modest effect on quality of life in our study may 

be the relatively high score on the individual item ‘overall quality of life’ 

at baseline (ceiling effect) as only 16% of the respondents rated their 

quality of life as poor. One may argue that quality of life is too indirect 

and broad an outcome measure for this type of intervention with only 

three of the 26 items on the WHO QoL measuring social aspects.  

New studies on peer support should focus on the instruments relating 

more specifically to the three types of support that peer supporters 

generally offer each other: emotional, appraisal, and informational 

support (Dennis, 2003).  

 

One of the limitations of our study is the absence of an attention-placebo 

control condition. The waiting-list control group may have improved 

from anticipation-effect.  

Second, our results may not generalize to in-patient or substance-

misusing patients as our participants were all clinically stable, non-

substance-misusing out-patients.  

Third, the results are related to the GPSG-intervention. The effects of 

another design (i.e. weekly meetings, open group, peer guided) on the 

outcomes are not known.  
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Fourth, the chosen instruments are all self-reporting. Some might say that 

the credibility of self-reports is questionable in schizophrenia research 

because of their lack of insight into their illness. However, we see no 

reason why this choice would have affected the main results or their 

interpretation as all questionnaires were filled out under the same 

circumstances by participants in both conditions. In addition, a strength is 

that self-report takes into account patients’ own perceptions which are of 

value even if they differ somewhat from clinician-rated assessments (Niv 

et al., 2007). 

 

To insure the further implementation of the GPSG-intervention, a 

manual, training curricula, and supervision for nurses were developed. 

The manual sets out the recruitment procedures, logistics, and the 

protocol for each meeting in detail. Training and supervision highlight 

and secure the minimal guidance attitude of the professional.  

 

In conclusion, our study enriches previous work on peer support as the 

first in psychotic patients evaluating the effectiveness, intervention, and 

economic aspects of this approach. Contact with peers can play an 

important role in the prevention of social and emotional isolation. Future 

studies on peer support groups should evaluate the factors that influence 

intervention adherence and should explore instruments measuring the 

support itself. 
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AbAbAbAbstractstractstractstract    

    

Objective Objective Objective Objective Peer support groups are rarely available for patients with 

psychosis, despite potential clinical and economic advantages of such 

groups.  

MethodMethodMethodMethod In this study, 106 patients with psychosis were randomly 

allocated to minimally guided peer support in addition to care as usual 

(CAU), or CAU only.  

Results Results Results Results No relevant differences between mean total costs of both groups 

were found, nor were there significant differences in WHOQoL-Bref 

outcomes. Intervention adherence had a substantial impact on the results. 

ConclusionsConclusionsConclusionsConclusions It was concluded that minimally guided peer support groups 

for psychosis do not seem to affect overall healthcare expenses. Positive 

results of additional outcomes, including a significant increase in social 

contacts and esteem support, favour the wider implementation of such 

groups. 
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IntroductionIntroductionIntroductionIntroduction    

 

Psychotic disorders - and schizophrenia in particular- have a negative and 

restricting influence on social life. People suffering from psychosis report 

the need for peer support groups to share their experiences. By sharing 

experiences they can offer each other appraisal, emotional and 

informational support (Dennis, 2003), and hope (Davidson et al., 2006). 

Although the literature on the effectiveness of peer support groups for 

chronic somatic diseases reports conflicting findings, peer support is well 

accepted and provided for diseases like diabetes, cancer and asthma (Doull 

et al., 2005). In contrast, peer support in mental healthcare is still early in 

its development (Davidson et al., 2006), not well studied, and seldom part 

of the standard care provided (Hyde, 2001). 

 

In 2003, the University Medical Center Groningen started a multi-centre 

randomized controlled trial to study the effectiveness of minimally guided 

peer support groups in people with psychosis (Castelein et al., 2008a). 

Peer support groups aimed at psychosis had not been investigated in a 

controlled design before. Quality of life was the primary outcome of the 

study, other outcomes were social network, social support, self-efficacy 

and self-esteem.  

 

Alongside this clinical study, an economic evaluation was conducted to 

inform decision-makers on the economic aspects of minimally guided 

peer support for psychosis. It is well known that psychotic disorders are 

among the most expensive illnesses worldwide, leading to considerable 

burden for patients and their carers, the healthcare system and the 

community as a whole (Knapp, 1997). In this context, information from 

economic studies focusing on psychotic disorders is of much importance 

for decision-makers to identify, prioritise and implement interventions 

that use the available healthcare resources most efficiently. In recent 

years, peer support for psychosis appears to have become increasingly 

relevant for mental healthcare institutions, especially when considering 

the pressing budget constraints and limited human resources (Barlow et 

al., 2002). Peer support groups do not seem to cost much in terms of 

initial investments, and only few healthcare resources are required to 
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sustain these groups (Solomon, 2004). Moreover, it has been suggested 

that peer support may actually lead to cost savings by decreased utilisation 

of mental health services (Segal et al., 1998).  

 

Despite the assumed clinical and economic advantages of peer support 

groups in psychosis, no previous studies have closely examined economic 

aspects of these groups. Consequently, it is currently unclear whether 

peer support should be wider implemented in mental healthcare systems. 

This paper presents the results of the first economic evaluation examining 

costs and health outcomes of minimally guided peer support groups in 

psychosis. . . .     

    

MethodsMethodsMethodsMethods    

 

The economic evaluation was part of an 8-month randomised controlled 

trial (ISRCTN: 02457313) on the effectiveness of minimally guided peer 

support provided in addition to care as usual (CAU) for individuals with a 

history of psychosis. The design of the clinical trial will briefly be 

described in the following sections, details are presented elsewhere 

(Castelein et al., 2008a). 

 

Study population and randomisation procedure 

Recruitment of patients took place between January and August 2003 in 

four outpatient clinics located in different parts of the Netherlands. 

Patients were eligible for the study if they had experienced one or more 

psychotic episodes in the past and were at least 18 years-of-age. Exclusion 

criteria were: drug or alcohol dependency, language difficulties that 

would have impeded the assessments and severe psychotic symptoms that 

would possibly hamper the communication with other peers. Those who 

met inclusion criteria received information about the study and were 

asked to participate. After providing written informed consent, patients 

were randomly allocated (per centre) to one of the two treatment 

conditions; minimally guided peer support plus CAU or CAU only. 

Randomisation was carried out by an independent research associate, who 

was not involved in the current study. Patients were randomized by 

computer-generated random block number to ensure an equal balance per 
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centre. The design of the study did not allow for masking researchers to 

service assignment. However, we expect this to interfere only minimally 

with the study results as all questionnaires used were self-report 

instruments. 

 

Treatments 

CAU in the Netherlands for the targeted patient population consists of 

various forms of care, depending on the needs and the situation of a 

specific patient. In practice, CAU may range from low-frequent contacts 

with healthcare professionals to psychiatric hospital admissions or the use 

of sheltered living accommodations. During the study, patients in both 

groups received any type of care (available under the heading of CAU) 

they required.  

 

In addition, patients who were assigned to the experimental condition 

also received minimally guided peer support. Each closed peer support 

group included approximately 10 patients and involved 16 sessions of 90 

minutes biweekly over 8 months (Castelein et al., 2008b). The aim of the 

intervention was to stimulate peer-to-peer interaction and to limit the 

influence of healthcare professionals. Nurses were trained in the 

intervention and the ‘minimal guidance’ attitude: offering structure, 

continuity, and a sense of security without actively interfering in the 

group process. Each session had the same structure discussing daily life 

experiences in pairs as well as group wise. Topics of each session were 

brought up by the participants. 

 

Outcome measures and power analysis 

The primary outcome measure of the study was the abbreviated World 

Health Organisation Quality of Life assessment (WHOQoL Group, 1998). 

This is a widely used quality of life instrument, with 26 items measuring 

four domains of well-being, i.e. physical, psychological, social, and 

environment. Two additional items focus on the overall ‘quality of life’ 

and ‘general health’. Scores on these four domains and the additional 

items can be combined to create an overall score of quality of life (ranging 

from 18-90).  
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Power analyses were based on results of the WHOQoL-Bref in another 

study (Wiersma et al., 2004) in this patient population; 30 patients were 

required in each treatment condition in order to detect a clinically 

relevant difference of 5 points (SD 9) between groups with an alpha of .05 

and a power of 80%. Additional patients were included in the study as 

some drop-outs were anticipated.  

Besides the primary outcome measure, various additional instruments 

were administered during the study. These instruments focused, among 

others, on social network, social support, self-efficacy, and self-esteem. 

Results of these secondary outcomes were not directly included in the 

economic evaluation.  

 

Costs and unit prices 

The economic evaluation focused on costs inside the healthcare sector. 

Costs that were registered included costs related to inpatient and semi-

inpatient care, outpatient and community care, general healthcare, visits 

to day activity institutions, and medication use (prescribed and non-

prescribed). Costs of minimally guided peer support were assessed in 

detail, and included costs of nurses who attended the peer support 

meetings, housing costs, and telephone costs of contacting patients. 

Quantities of used resources were registered for all the patients available 

at the various times of measurement. Most of the information was 

collected by means of a detailed questionnaire on healthcare 

consumption. Measurement took place at four-month intervals, starting at 

the time of inclusion until the end of the follow-up period 8 months later 

(T0, T4, T8). Recall intervals were restricted to the previous four months 

in order to improve the reliability of cost data collected in this specific 

population. The questionnaire assessed, among others, number of 

admissions to psychiatric hospitals, contacts with psychiatrists and 

psychologists, and visits to day activity institutions. Information on 

medication use was collected through various healthcare professionals 

involved. In order to facilitate comparisons with other economic 

evaluations, unit prices, i.e. the price of one unit of each included cost 

type (available on request), were mainly based on Dutch standard prices 

(Oostenbrink et al., 2004). True costs of used resources were estimated 

when standard prices were not available. All unit prices were based on 



Economic aspects 

55 

the price level of the Euro in the year 2005. Reference prices established 

for previous years were adjusted to prices of 2005 by applying the 

consumer price index. 

 

Design of the economic evaluation and statistical analysis 

The economic evaluation was designed as a cost-effectiveness analysis. In 

cost-effectiveness analysis, costs and the primary outcome measure are 

used to calculate the incremental cost-effectiveness ratio relative to one or 

more alternatives (Drummond et al., 1997). In the present study, costs and 

health outcomes of patients who were allocated to the peer support 

condition were compared with results of patients in the CAU condition. 

Primary outcome measure in the economic evaluation was the 

WHOQoL-Bref, the instrument on which power analyses of the clinical 

study were based. Costs and health outcomes were not discounted due to 

the relatively short time horizon of the study.  

 

Various additional analyses, including bootstrap analyses, were planned to 

provide information on the uncertainty of the results of the economic 

evaluation. Bootstrapping (Efron & Tibshirani, 1993) is an iterative 

method that consists of randomly selecting patient data (with 

replacement) from the observed population to create a simulated 

distribution of data. Furthermore, sensitivity analyses were scheduled to 

examine the consequences of intervention adherence for healthcare 

utilisation and differences in mean total costs between groups.  

 

Analyses of costs and clinical outcomes were conducted in accordance 

with the ‘intention-to-treat’ principle, using mixed model methodology 

(SPSS 14) under the assumption of missingness at random. Mean total 

costs and WHOQoL-Bref outcomes were included as dependent variables 

in the models presented in this paper. Fixed effects consisted of treatment 

condition, time, and the interaction between treatment and time. Baseline 

outcomes (T0) were included as covariate in the models to account for 

initial differences between groups. P-values less than 0.05 were 

considered statistically significant. 
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ResultsResultsResultsResults    

Patient characteristics 

Details on patient characteristics and patient flow are described in the 

clinical paper (Castelein et al., 2008a). In total 128 patients were referred 

to the study, of whom 22 were excluded for various reasons. The 

remaining 106 patients were included after providing informed consent. 

Mean overall age of these patients was 39 years (SD 11), 65% was male. 

By far the most patients had experienced more than two psychotic 

episodes in the past. The mean duration of illness was approximately 10 

years (SD 9). Of the 106 included patients, 56 patients were randomly 

assigned to the peer support condition and 50 to care as usual 

(CAU).There were no significant differences between these groups on any 

of the assessed baseline characteristics, which included age, gender, 

psychotic episodes, duration of illness, educational level, and occupational 

status.  

 

Healthcare utilisation and costs 

Table 1 shows the various medical costs generated by both groups during 

the 8 months of the study. Furthermore, this table also displays 

information on the utilisation of healthcare services; the percentage of 

patients using each cost type involved is provided. 

 

Costs of admissions to psychiatric hospitals had a substantial influence on 

total costs (approximately one third of the total costs in each group). The 

use of sheltered living accommodations was associated with considerable 

cost differences between groups. For most types of community care, costs 

were higher for patients in the peer support group. On the other hand, 

costs of visiting daily activity institutions were higher for CAU. The 

interpretation of these various differences is not straightforward, since 

there were already differences in service use and costs between groups 

prior to the study. This will be discussed in more detail when comparing 

the total costs during the entire study period.  
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Table 1. Medical costs during the study period of 8 months (T0-T8) 

1 Percentage of patients using the cost types concerned. 
2 Consultation Office for Alcohol and Drug addiction. 

 

Guided peer support 

group + CAU (n=56) 
 

CAU 

(n=50) 
Cost types 

Mean costs 

(SD) 
%1  

Mean costs 

(SD) 
%1 

      

Intervention      

Minimally guided peer support  250 (97) 100  0 (-) 0 

      

Inpatient and semi-inpatient 

care 

 

 

  

 

Hospital admission 1712 (5314) 20  1471 (5741) 12 

Day care 767 (2377) 14  687 (2166) 12 

Sheltered living 820 (2984) 7  230 (1624) 2 

      

Outpatient and community care      

Psychiatrist 255 (348) 64  164 (218) 60 

Psychologist 153 (359) 25  81 (208) 20 

Social-psychiatric nurse 249 (558) 59  203 (409) 78 

Social worker 0 (-) 0  54 (210) 14 

Crisis intervention 23 (77) 9  13 (51) 6 

Psychiatric home care 249 (1069) 20  242 (996) 14 

CAD 2 16 (122) 2  9 (64) 2 

Other outpatient care 23 (96) 7  89 (405) 14 

      

General healthcare      

General practitioner 18 (46) 16  29 (90) 18 

Alternative health care  13 (86) 5  2 (13) 4 

Emergency care 0 (-) 0  6 (28) 4 

Other general health care 8 (57) 2  5 (31) 4 

      

Day activity institutions      

Day activity centre 83 (217) 21  137 (399) 24 

Drop-in centre 79 (321) 13  145 (493) 20 

Recreational/activity centre 6 (42) 4  32 (132) 8 

Other institutions 29 (173) 5  43 (165) 8 

      

Medication      

Prescribed 503 (553) 86  504 (460) 88 

Non-prescribed 13 (54) 11  6 (32) 6 
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The mean costs of providing minimally guided peer support were € 250 

per patient. Of these costs, approximately € 40 consisted of fixed costs, i.e. 

these costs were the same for all the patients in this group, which 

included costs of an individual contact with a nurse prior to the start of 

peer support meetings. Costs of attending a peer support meeting were 

estimated at about € 20 per meeting per patient (including housing costs, 

attendance of a nurse, and costs of food/drinks served during these 

meetings).  

 

Total costs and mixed model analyses 

An overview of the mean total costs during the various measurement 

periods of the study is provided in Table 2.  

 
Table 2. Mean total costs during the study  

Guided peer support 

group + CAU 
 CAU 

Measurement period 

n 
Mean total 

costs 
 n 

Mean 

total 

costs 

95% CI 2 

       
4 months prior to T01 56 4170  48 2078 -74, +4561 

T0-T4 56 2379  44 2215 -1556, +1711 

T4-T8 51 3170  46 2395 -1610, + 3076 

1 Period of 4 months before the start of the study. 
2 95% non-parametric confidence interval (CI) for mean cost differences between groups.  

Lower and upper boundaries of the CI are presented. 

 

In spite of the randomisation procedure, considerable cost differences 

were found between groups in the four months before the start of the 

study. Therefore, costs prior to the start of the study were included as 

covariate in the analyses. Results of the mixed model analyses focusing on 

mean total costs during T0-T8 are displayed in the first part of Table 3. 
 

The effect of the baseline costs included as covariate in the model was 

significant. There was no significant intervention effect, nor were there 

significant differences over time (neither main effect nor interaction 

effect between intervention and time). Inclusion of the interaction 

between time and centre led to significant improvements of the model, 

although the effect of the interaction itself was not statistically significant.  
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Cost estimates based on the applied model, which corrected for baseline 

differences in costs and differences between centres over time, 

demonstrated that no relevant differences between mean total costs of 

both groups could be found. Estimated mean total costs of both groups 

were close to € 5750 during the 8 months of the study. 
 

Table 3. Costs and WHOQoL-Bref results; ANOVA table based on mixed effect analyses1 

   
Outcome measure with model effects 

df F p 

Costs     

Effects 
   

Intervention (1,68) .025 .874 

Time (1,67) .318 .575 

Intervention * Time (1,66) .896 .347 

Time * Centre (8,68) 1.229 .296 

Baseline costs (covariate) (1,67) 4.825 <.05 

WHOQoL-Bref 

   

Effects 
   

Intervention (1,98) .660 .418 

Time (1,94) 1.654 .202 

Intervention * Time (1,94) 1.401 .240 

Baseline results (covariate) (1,100) 115.809 <.001 

    
1 Mixed effect analyses included a random effect of subject. 

 

Health outcomes 

Results of the WHOQoL-Bref, the primary outcome measure of the study, 

are presented in Table 4. At T0, the mean score on the WHOQoL-Bref 

was somewhat higher for the peer support group.  

 

Results of the mixed model analyses focusing on the WHOQoL-Bref are 

shown in the second part of Table 3. T0 results were included as covariate 

in the mixed model analyses. There was no significant effect of 

intervention or time. Furthermore, there were no indications for relevant 

differences between groups in WHOQoL-Bref results over time, as 
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demonstrated by the non-significant interaction between intervention 

and time. The effect of the baseline results included as covariate in the 

model was significant. 

 
Table 4. WHOQoL-Bref results, mean values and standard deviations 

Guided peer support 

group + CAU 
 CAU 

Measurement 

n Mean (SD)  n Mean (SD) 

      
T0 56 60.2 (8.9)  50 56.7 (10.3) 

T4 54 59.1 (9.2)  44 58.1 (10.7) 

T8 52 60.9 (10.0)  45 59.2 (11.0) 

 

Sensitivity analysis 

Intervention adherence can have a substantial impact on the effectiveness 

of interventions, as demonstrated by the clinical results of this study 

(Castelein et al., 2008a). The sensitivity analysis specifically focused on 

the economic consequences of intervention adherence in the peer support 

groups. Of the 56 participants in the peer support groups, 31 attended at 

least nine sessions (high attenders) and 25 attended less than nine sessions 

(low attenders). Comparisons of differences in healthcare costs between 

high and low attenders demonstrated that the estimated mean total costs 

during the study were lower for high attenders. The mean difference in 

favour of the high attenders ranged from approximately € 500 to € 1600, 

depending on the applied approach (directly measured costs or mixed 

model estimates).  

 

Various additional analyses, including bootstrap analyses, were initially 

scheduled to examine the economic outcomes in more detail. Due to the  

- not statistically significant nor clinically relevant- results of the standard 

analyses focusing on costs and the primary outcome measure, the 

additional analyses did not lead to relevant supplemental information for 

policy makers, and are therefore not presented in this paper. 
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DiscussionDiscussionDiscussionDiscussion    

 

The current paper presented the results of the first economic evaluation 

examining economic aspects and health outcomes of peer support groups 

for patients with a history of psychosis. In contrast to expectations, results 

of the economic evaluation did not show relevant differences in costs or 

primary health outcome (quality of life assessed with the WHOQoL-Bref) 

between patients who attended peer support groups (in addition to CAU) 

and those who received CAU only. 

 

The mean costs of providing minimally guided peer support for patients 

with psychosis were € 250 per patient. Mean total costs of healthcare 

utilisation during the 8 months of the study were approximately € 5750 

for both groups, after correcting for initial cost differences between 

groups. These total costs are comparable with healthcare costs assessed in 

previous studies in patients with psychosis or schizophrenia (Flood et al., 

2006; Knapp et al., 2002). Hospitalisation costs can have a large impact on 

the total amount of costs in the area of mental healthcare. In the current 

study, the influence of hospitalisation costs was somewhat less 

pronounced than in a previous study focusing on first episode psychosis 

(Stant et al., 2007). Approximately one third of the total costs consisted of 

hospitalisation costs, in contrast to the study on first episode psychosis 

where more than half of the total costs was related to hospital admissions. 

When studies apply a societal perspective (Drummond et al., 1997), 

overall costs generally tend to be higher (and sometimes even much 

higher), especially when costs of productivity losses are included (Carr et 

al., 2003; Mangalore & Knapp, 2007). In the present study, costs outside 

the healthcare sector were not assessed since it was assumed that these 

costs would not be influenced by peer support groups.  

 

The primary outcome measure of the study was the WHOQoL-Bref, 

which is considered to be a reliable instrument for assessing quality of 

life, also in patients with mental illness (Skevington et al., 2004). 

Although the number of included patients was in accordance with 

required sample sizes calculated prior to the study, relevant differences 

between study groups could not be found on the WHOQoL-Bref. 



Chapter 4 

62  

However, additional outcome measures did show improved functioning 

on various domains that are relevant for patients with psychosis 

(Castelein et al., 2008a). For instance, patients in the peer support groups 

had a significant increase in contacts with peers outside of the sessions. 

Furthermore, patients significantly improved on esteem support (i.e. 

asked more often for help or advice, received more compliments from 

others). Another interesting finding concerns the relation between 

intervention adherence and the effectiveness of peer support groups. High 

attenders were functioning significantly better than low attenders 

according to various outcome measures, including overall quality of life 

assessed with the WHOQoL-Bref, the primary outcome measure. Results 

of additional economic analyses indicated that high attenders seem to 

make less use of healthcare resources and generate less costs than low 

attenders. These findings imply that it may be worthwhile, both from a 

clinical and economic point of view, to try to improve intervention 

adherence in peer support groups for psychosis. 

 

There are various limitations that should be taken into account when 

interpreting the results presented in this paper.  

First of all, the differences in costs between groups prior to the start of the 

study complicated the comparisons of the mean total costs generated 

during the study. Therefore, costs were analysed by mixed models 

methodology that corrected for these initial differences.  

Secondly, the economic evaluation specifically focused on costs in the 

healthcare sector, without registering non-medical costs. Before the start 

of the study, it was assumed that peer support meetings would not lead to 

differences in non-medical costs between groups. However, since no 

studies have been published in this area before, it is unclear whether this 

assumption is correct.  

Finally, patients were followed for 8 months within the Dutch healthcare 

system. Although current findings do not suggest that longer follow-up 

periods would change overall results, following patients for a longer 

period of time may lead to valuable additional information on peer 

support groups. Moreover, since there can be considerable differences 

between countries in terms of the organisation of healthcare systems, 

measurement of costs, and types of care provided under the heading of 
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CAU, the present results will need to be replicated outside of the 

Netherlands.  

 

Prior to this study, there were no publications available on both clinical 

and economic aspects of peer support groups for psychosis. Based on the 

current findings, it can be concluded that the introduction of peer support 

groups for psychosis does not seem to affect overall healthcare expenses. 

Although no improvements were found in terms of overall quality of life 

when comparing the peer support groups with CAU, positive outcomes on 

additional outcome measures (significantly more social contacts and 

esteem support) did seem to favour the wider implementation of such 

groups. 
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AbstractAbstractAbstractAbstract    

    

ObjectiveObjectiveObjectiveObjective To find the predictors of successful participation in peer support 

groups for psychosis by studying the influence of active ingredients and 

attainment of goals.  

MethodMethodMethodMethod The subjects (n=56) participated in a controlled trial on the 

effectiveness of peer support groups. Patients were interviewed after the 

last group meeting at 8 months about attainment of goals like ‘more 

knowledge about the problems and treatment of others’ and on the active 

ingredients of the intervention in terms of ‘recognition and self-

expression’ and ‘social support’. Additionally, the predictive value of 

group adherence, and group atmosphere as well as clinical characteristics 

of the subjects was investigated. 

ResultsResultsResultsResults    The intervention was most successful in improving the 

information on and insight into each other problems. Statistically 

significant correlations were found between goal attainment and both 

active ingredients, group adherence, and group atmosphere. Clinical 

characteristics such as duration of illness and number of psychotic 

episodes, were not associated to goal attainment.    Successful participation 

in peer support groups for psychosis was predicted only by ‘recognition 

and self-expression’ explaining 63 percent of the variation.     

Conclusion Conclusion Conclusion Conclusion ‘‘‘‘Recognition and self-expression’ predict successful 

participation in peer support groups for psychosis. 
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InInInIntroducttroducttroducttroductionionionion 

 

What makes a peer support group successful from the perspective of the 

participants? In other words, what do people in these groups experience 

as active ingredients necessary to make it a useful intervention? Studying 

the effectiveness of minimal guided peer support groups (GPSGs) for 

psychosis (Castelein et al., 2008a), the question rose as why some people 

gain by participating in such groups whilst others are less satisfied and do 

not find what they came for.  

 

Sociological as well as psychological theories have been put forward to 

explain the underlying social processes in peer support such as the 

experiential knowledge, helper-therapy principle, social comparison, 

social learning, and social support theory (Salzer & Shear, 2002; Solomon, 

2004). An important factor in peer support is the use of so called ‘referent 

power’: in a non hierarchical way support and knowledge are exchanged 

(Salem et al., 1998; Salem et al., 2000). While being among equals in 

status, people influence each other based on a sense of identification. In 

contrast, expert power is based on knowledge and expertise of a 

professional (French & Raven, 1959; Salem et al., 2000). By definition, 

referent power is not replicable in a professional-client orientated 

relationship.  

 

From other studies on group interventions, context specific factors also 

have shown a critical influence on successful participation. The 

importance of a pleasant atmosphere and (clinical) stability of the 

participants was demonstrated in a study on psycho-education groups in 

schizophrenia (Sibitz et al., 2007). From studies on groups for depressed 

people, sufferers from asthma or alcohol addiction, it has become 

apparent that the predictive value of more specific therapeutic factors, 

such as interpersonal input and cohesiveness may vary with patient 

populations (Roman, 1997; Yalom, 2005).  

 

In this study, the focus will be on what makes peer support successful in 

the eyes of the participants of minimal guided groups for people with 

psychosis. We will address what participants describe as important 
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ingredients and what they experienced as having gained by their 

participation. This study is part of a larger study on the effectiveness of 

the minimal guided peer groups in psychosis (Castelein et al., 2008a). As 

some analyses showed that intervention adherence i.e. group adherence is 

a major predictor of effect, its influence will also be investigated, as well 

as some clinical characteristics of the participants like duration of illness 

and number of psychotic episodes.  

    

MethodsMethodsMethodsMethods    

Design and subjects 

The participants of 5 peer support groups (n=56) were assessed at baseline 

and follow up at 8 months. All subjects participated in a controlled study 

on the effectiveness of peer support groups for psychotic disorders. 

Patients were included if they had a clinical diagnosis of schizophrenia or 

a related psychotic disorder according to DSM-IV criteria and were 18 

years of age or older. One of the exclusion criteria was severe psychotic 

symptoms which would hamper the communication with peers (for more 

details see: Castelein et al. (2008a). 

    

The intervention  

Peer support interventions are in essence quite diverse in their design and 

execution, and greater accuracy in their description and naming is needed 

to advance the science in this field. The GPSG intervention is best 

characterised as a ‘minimally guided peer support group’. ‘Minimal 

guidance’ refers in this case to two aspects of the intervention: it follows a 

prescribed format, and the groups are ‘professionally guided’ by a nurse. 

The details of the guided peer support group (GPSG-) intervention 

(Castelein et al., 2008b) are shown in figure 1.  

 

Measurement 

In a Dutch study on peer support in psychiatry, Janssen & Geelen 

investigated motives to participate in peer support with an 20-item 

questionnaire (Janssen & Geelen, 1996). In our study, these items were 

modified into questions referring to what participants experienced as 

having gained by participating in a peer support group like ‘More 

knowledge about the problems and treatment of others’ and ‘More self-
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esteem’ (see Table 1). Two of the 20 items were considered inadequate as 

they referred to changes in the relationship with the partner and 

professional carer and these effects were not aimed for these groups.  

 
Figure 1 Detailed description of GPSG-intervention 

Aim The aim is to share experiences with each other about how to 

cope with daily life after a psychotic episode. 

Patient group People with schizophrenia and related psychotic disorders  

(in- and outpatients) 

Method of support Closed group 

Introductory session Before entering the group, each participant has an introductory 

session with the professional. Aim: check participants’ motives 

and match with the patient group 

Number of sessions 16 

Frequency Once in 2 weeks 

Duration of one session 90 minutes (including break) 

Design of the session Pairs exchange positive experiences from the previous two 

weeks (ten minutes). Next, all pairs share with the group the 

stories they just heard (ten minutes). Then the nurse initiates 

the general discussion by asking, “What have you just heard 

that could be of interest for the whole group?” Next, the 

participants choose the theme of the session (five minutes), 

briefly introduced by the nurse (two minutes). After a 15-minute 

break, they share their experiences about the theme in pairs (15 

minutes); participants reconvene for the final plenary session 

(25 minutes). At the end, the nurse briefly summarizes the 

session (eight minutes). 

Time 4h30-6h00 PM 

Themes Participants themselves per session choose themes. The 

themes should relate to the illness, for example: living with 

psychosis, telling others about your illness, or resuming your 

job. 

Setting of intervention Mental Healthcare Organizations 

Number of participants Approximately 10  

Recruitment Participants needed to enrol themselves 

Composition Heterogeneous (gender, age, duration of illness)  

Peer or professional led Professional: nurse 

Role professional Minimal guidance: not actively interfering in the group process. 

The focus is peer-to-peer interaction (Doull et al., 2005). 

Training professional 

needed 

Yes 

Manual available for nurse Yes (Castelein et al., 2008b)  

 

Positive and negative changes are rated on a 5-point scale ranging from 1 

‘strongly decreased or worsened to 5 ‘strongly increased or improved’. 
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Their assessment was done at the end of the study (8 months). A sum 

score (range, 18-90) was calculated with higher scores indicating more 

goal attainment at the end. The internal consistency of the original 

questionnaire was good with a Cronbach Alpha of 0.89 for the whole 

questionnaire in our study. 

 

The active ingredients (AI) - i.e. working mechanisms - were worded in 

such way that participants were asked to evaluate the extent to which 

they believe that the active ingredients accounted for the effectiveness of 

the group. This seems to be a good way to assess what people think is 

helpful about the group. This assessment was done by a 14-item 

questionnaire (Kerseboom et al., 2000), which has two dimensions: (AI 1) 

‘recognition and self-expression’ (range, 7-35) and (AI 2) ‘social support’ 

(range, 7-35). The ‘recognition and self-expression’ scale includes items 

that reflect both telling one’s own story and hearing the experiences of 

others (e.g. ‘I recognized myself in others’, ‘I got time and the opportunity 

to tell my story’, ‘I saw that I was not the only one with this problem’ and 

‘Other peers understood me very well.’). The ‘social support’ scale 

includes items like ‘I got social support from the other participants’ and ‘I 

got out of my social isolation’. All items start with the same part of the 

sentence: ‘The effect that the peer support group had on me, is achieved 

by the fact that…’. Items were scored on a 5-point Likert scale  

(1=completely disagree and 5=completely agree). The Cronbach alpha of 

the original questionnaire was good on both subscales (0.86 on AI 1 and 

0.81 on AI 2).  

 

In the literature, group atmosphere and clinical stability have been found 

to be predictors of success in group interventions. One question - ‘Did you 

feel at ease during the sessions?’- assessed the group atmosphere was 

added (feeling at ease: 1=never and 4=always). Psychopathology was 

assessed by the Community Assessment of Psychic Experiences (CAPE, 

Konings et al., 2006; Stefanis et al., 2002) with the last 2 weeks as the 

reference period. The CAPE contains 42 items and measures positive, 

negative and depressive symptoms. It provides a total score of the 

‘frequency’ and ‘distress’ dimension of these symptoms (both ranging 



Predictors of successful participation 

73 

from 42 to 168). Higher scores on the CAPE indicate more (distress of) 

symptoms.  

 

Finally, gender, age, duration of illness, number of psychotic episode 

lifetime, and group adherence were recorded. The guiding nurse of each 

peer support group collected data on group adherence by noting the 

presence of each participant after each session. 

 

All questionnaires were self-reporting and filled out by the participants 

during a separate group session where assistance from an independent 

professional (nurse) was available. 

 

Data analysis 

Linear regression (enter method) was used to determine the predictors of 

total goal attainment. Descriptive analyses examined the active 

ingredients and goal attainment. The Mann-Whitney U test analysed 

between group differences between low and high attenders. The 

significance levels were set at 0.05 and all tests were two-tailed. SPSS 

(version 14) was used for all analyses. 

 

ResultsResultsResultsResults    

Sample characteristics 

The 56 subjects had a mean age of 37.8 (SD 10.5), 68% was male, 64% 

lived alone and 73% had no partner. Of the participants, 77% had a DSM 

IV-diagnosis of schizophrenia and 23% had a related psychotic disorder. 

The number of self-reported psychotic episodes lifetime was: one (18%), 

two (34%) and three or more (48%). Mean duration of illness was 9.5 

years (SD 8.6). High and low attenders were distinguished as follows. 

Thirty-one participants took part in nine or more of the total offered 16 

sessions and were defined as ‘high attenders’, while the remaining 25 with 

less sessions were defined as ‘low attenders’. 

 

Generally, participants reported a pleasant atmosphere during the 

sessions: 27% felt always at ease, 60% felt mostly at ease and only 13% felt 

mostly uncomfortable. The finding that 92% would recommend the 
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intervention to other peers supports this. All participants were also 

clinically stable (data not shown, see: Castelein et al., 2008a). 

 

Predictors of goal attainment 

Participants attained a number of goals simultaneously. Table 1 presents 

the ten goals with the highest attainment rates. The mean total goal 

attainment score was 65 out of 90 (range 52-83) indicating that 

participants in general felt improved on all goals. 

 
Table 1. Attained goals reported by participants of peer support groups for psychosis on T8 on 

percentages (N=56) 

 (Strongly) increased or 

improved 

Knowledge about the problems and treatment of others  82 

Information on how others cope with their problems 76 

Recognition 71 

Personal storytelling 71 

Cosiness 66 

Acknowledgement 55 

Solidarity 54 

Learning about myself 53 

Helping others 48 

Self-esteem 48 

 

We examined the correlations between total goal attainment and 

(potentially) predictors: group atmosphere, the two active ingredients (AI 

1=recognition and self-expression; AI 2=social support), group adherence, 

psychopathology, duration of illness and, lifetime number of psychotic 

episodes. Statistically significant correlations were found with group 

atmosphere (r=.422, p=0.003), recognition and self-expression (r= -.754, 

p=.0000), social support (r=-.546, p=.000), and adherence (r= .379, p=.008).  

 

Next, a multivariate regression analysis of these four variables showed 

that ‘recognition and self-expression’ appeared to be the only predictor of 

goal attainment (p<.001) (see Table 2). This ingredient did account for 

63% of the variation in the total effect score. Notably, of all items of 

active ingredients the recognition that they were not the only ones with 

these problems was perceived as most helpful (81%). 
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Further, there was a significant difference between high and low 

attenders on the perceived attainment of goals overall (p=0.02). The high 

attenders attained more goals (mean score: 66.6) compared to the low 

attenders (mean score: 61.7). This led to the examination of attendance 

rate on attainment of individual goals on the item level. High attenders 

were more successful in gaining insight (p=0.003), increasing knowledge 

on the coping style of others (p=0.038), obtaining information on the 

problems of others (p=0.006), improving self-esteem (p=0.017), and 

improving their coping style (p=0.020).  

 
Table 2. Regression analysis: Predictors of goal attainment in peer support groups for psychosis 

Model Unstandardized 

Coefficient 

Standardized 

Coefficients 

 B SE B Beta 

Constant 95.32 4.86  

AI 1 Recognition and self-expression 1.38 .28 .60* 

AI 2 Social support .41 .24 .19 

Group adherence 1.75 1.54 .12 

Group atmosphere  .90 1.25 .08 

Note R2=.63.  * p< .001. AI=active ingredient 

 

The differences between high and low attenders with regard to the active 

ingredients demonstrated a strong tendency towards ‘recognition and self-

expression’ (p=0.059). On the item-level, more people in the high 

attenders group did ‘recognize themselves in other peers’ (p=0.001), ‘did 

know their position by hearing the story of others’ (p=0.012), ‘did not feel 

left alone with their problems’ (p=0.035) and ‘received more social 

support from the other participants’ (p=0.043) compared to low attenders.  

    

DiscussionDiscussionDiscussionDiscussion 

 

The participants reported that the GPSG-intervention was very successful 

in improving the information on and insight in how others handle their 

problems. High goal attainment rates were found on several aspects 

simultaneously. Although social support, group adherence, and group 

atmosphere were associated with the number of attained goals, they did 

not predict the overall total goal attainment. However, high attenders 

benefited much more from the intervention with regard to the number of 
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perceived goals. The most important predictor was the dimension of 

‘Recognition and self-expression’ enabling participants to share 

experiences and to learn from other peers. This refers directly to the 

concept of referent power. Our conclusion is that referent power is 

indeed at work in peer support groups for psychosis.  

 

Yalom (2005) has defined curative factors of group psychotherapy such as 

instillation of hope, universality, imparting of information, altruism, 

imitative behaviour, and interpersonal learning. Participants in our study 

recognized that they were not alone in their unique problems. Using the 

classification of Yalom, universality - i.e. the feeling of having problems 

similar to others, not alone - should be seen as the most important 

curative factor in peer support groups for psychosis. 

 

In line with sociological and psychological theories, the dimension 

‘Recognition and self-expression’ i.e. opportunity to express yourself 

towards equals is most associated with experiential knowledge and social 

learning. From these theories, we know that people learn more from peers 

that have experiential knowledge than from others who miss these 

experiences. Also notions from other theories are reflected in the data.  

 

In contrast to the literature, goal attainment was not predicted by group 

atmosphere in our study. This could be due to the single item question, 

and to the lack of its variability: about 88% of the participants felt mostly 

or always at ease during the sessions. The other factor for successful 

participation in a group intervention, viz. clinical stability, was examined 

in our study, but not unexpectedly, this factor did not predict goal 

attainment as only stable in- and outpatients were included in the GPSG-

intervention.  

 

According to many professionals, people with a severe mental disorder, 

such as a psychotic disorder, have no need for such peer support 

(Davidson et al., 1999) and are unable to offer each other useful support 

(Davidson et al., 2006). Also, group treatment is seen as a not viable 

option for this patient group (Mead & Copeland, 2000). Yet, our study 

clearly demonstrates that the GPSG-intervention enables people with 
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psychosis to benefit from referent power when exerted in a pleasant 

group atmosphere. This study gives some support to a more optimistic 

point of view about the value and effectiveness of peer support groups for 

psychosis. 

 

This is the first study to our knowledge that uses regression analysis 

instead of descriptive analysis to gain more understanding of the processes 

that are involved in goal attainment in peer support groups for psychosis. 

Earlier studies evaluated the effectiveness without exploring the patients’ 

opinion on what was helpful in peer support.  

 

A methodological weakness of this study is that there is some overlap in 

the items assessing active ingredients and goal attainment e.g. both scales 

have a recognition item. Our study should be seen as a first step towards 

the exploration of predictors of successful participation. More research is 

needed on measures.  

Another weak point may be the lack of generalizability. The results may 

not be generalized to in-patient or substance-misusing patients as our 

participants were all clinically stable, non-substance-misusing out-

patients. 

Finally, all chosen instruments are self-reporting. Some might say that 

this is a good way to assess what people think is helpful about the group 

intervention, but an unusual way to assess the relationship between 

process and outcome. Our approach assumes that participants can 

accurately assess the extent to which different aspects of the experience 

help them to make changes. The rating of active ingredients by an 

independent researcher during each session would be worthwhile in 

order to see whether this would yield to other results.  

 

In conclusion, peer support groups for psychosis that help patients to 

attain their goals are effective because of the use of referent power in the 

form of facilitating people to express their thoughts, feelings, concerns 

and to learn from each other how to cope with set backs and how to solve 

problems. The recommended structure for this is contact in pairs and in 

the group with registration of the activities to provide a comfortable 

atmosphere that facilitates self-expression. 
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Abstract Abstract Abstract Abstract     

    

ObjectiveObjectiveObjectiveObjective This study compares three instruments measuring 

empowerment as an outcome in studies with people with psychotic 

disorders. The internal consistency, discriminant and convergent validity, 

sensitivity to symptom levels, and clinical usefulness are evaluated.   

Method Method Method Method Fifty patients were administered the Empowerment Scale (ES), 

the Personal Empowerment Scale (PES) and the Mental Health 

Confidence Scale (MHCS), together with the Community Assessment of 

Psychic Experiences for assessing psychotic symptoms (CAPE). 

ResultsResultsResultsResults The MHCS has good internal consistency, while the ES and the 

PES perform just below standards. The instruments demonstrated 

moderate correlations between total scores, much less so between 

subscales. All three instruments are comparably associated to symptom 

severity. 

ConclusionsConclusionsConclusionsConclusions All three instruments measure some aspect of empowerment 

in the severely mentally ill. However, empowerment is too broadly 

defined to have convergent validity in these instruments. In patients with 

psychotic disorders, psychometric qualities and clinical usefulness support 

the use of the MHCS. 
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IntroductionIntroductionIntroductionIntroduction    

 

Empowerment is an outcome pursued by advocacy groups, consumer 

organizations, mental health professionals and health care providers. It 

originates from the political arena and has not yet reached a consensus on 

its definition. The many definitions of empowerment suggest that the 

concept is still evolving (Rogers et al., 1997) and the number of empirical 

studies on empowerment is limited.  

 

Most definitions of empowerment include participation in society in 

terms of access to employment, education and other valued resources 

(Rappaport, 1987; Segal et al., 1995) but there is a distinction between 

definitions focusing on interpersonal characteristics (control over one’s 

life and the recovery process or the efforts to achieve more control and 

self-efficacy (Rogers et al., 1997)) and those that also highlight 

influencing the organizational and societal structure in which one lives 

(Segal & Silverman, 2002).  

 

In instruments developed to measure empowerment these differences can 

be recognized. In this study, the impact of these differences is assessed 

and it is questioned whether these instruments measure the same concept. 

Also we aim to gain some insight in how to choose the right instrument of 

empowerment for a population of patients with psychotic disorders. The 

instruments studied are the  Empowerment Scale (ES) (Rogers et al., 

1997), the Personal Empowerment Scale (PES) (Segal et al., 1995) and the 

Mental Health Confidence Scale (MHCS) (Carpinello et al., 2000). They 

are the most frequently cited in literature and their reliability and validity 

have already been established for people with severe mental illness 

(Markowitz, 1998; Rogers et al., 1997; Segal et al., 1995).  

 

Here we will reappraise their internal consistency, convergent and 

discriminant validity, and the instrument applicability for patients with 

psychotic disorders (Bengtsson-Tops, 2004; Corrigan et al., 1999). As for 

their convergent and discriminant validity, we hypothesize that the total 

scores of the instruments will have correlations of at least .70, and that 

between subscales with common content the correlations will be even 
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stronger. Further, we assess the association between empowerment and 

the level of symptoms. 

    

MethodsMethodsMethodsMethods    

 

Participants were recruited between August 2005 and December 2006 in 

inpatient and outpatient services of the University Medical Center 

Groningen, Groningen, and the Adhesie Psychiatric Institute, Deventer, 

in the Netherlands. Recruitment occurred only for the purpose of this 

study. Inclusion criteria were age 18 to 65 years, a good understanding of 

the Dutch language and a clinical diagnosis (by experienced SCAN-

trained psychiatrists according to DSM IV criteria (Wing et al., 1990)) of 

schizophrenia or a related psychotic disorder. There were no exclusion 

criteria. The study is in accordance with the Declaration of Helsinki and 

all patients provided written informed consent.  

 

All participants completed the three self-report questionnaires in one 

testing session. Also, demographic and clinical characteristics such as 

duration of illness (time since first contact with mental healthcare 

organization) and lifetime number of psychotic episodes were gathered. 

Although all questionnaires were designed for self-administration, there 

was assistance from an independent professional available for the 

clarification of items if needed.  

 

The ES reflects the construct of  empowerment as defined by consumers 

of mental health services and encompasses both the interpersonal as the 

societal perspective (Rogers et al., 1997). The 28-item scale consists of five 

factors: self-efficacy–self-esteem, power–powerlessness, community 

activism, righteous anger, and optimism–control over the future (see 

Table 1). The items are worded as statements. Examples are: ‘I feel 

powerless most of the time’ and ‘People have a right to make their own 

decisions, even if they are bad ones.’ The total score ranges from 1 to 4 

with higher scores indicating more empowerment. The internal 

consistency of the ES scale as a whole is good with an alpha of .86 (n=261) 

and .81 (n=1827) (Rogers et al., 1997; Rogers et al., 2007).  
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The PES focuses on control over common life domains, including shelter, 

income, service provision, and the individual's ability to minimize 

unwanted occurrences, such as personal danger and homelessness (Segal 

et al., 1995). It contains in total 20 items, such as: ‘How much choice do 

you have about how you will spend your free time?’, ‘How likely is it that 

you will be physically threatened in the course of next month?’ The two 

subscales are ‘discretion’ and ‘reduction in chance’, both consisting of 10 

items. The total score on the PES ranges from 30 to 100, with higher 

scores indicating more empowerment (Segal & Silverman, 2002). The 

Cronbach alpha of the PES as a whole is .84 (n=310) (Segal et al., 1995) 

and .78 and .74 for discretion and reduction in chance subscales (n=1027) 

(Rogers et al., 2007). 

 

The MHCS (Carpinello et al., 2000) is a 16-item scale with three subscales: 

optimism, coping and advocacy. The focus is on the intrapersonal aspects 

of empowerment as the instrument is originally designed to measure self-

efficacy. The questions refer to a person’s global confidence in his/hers 

coping ability across a wide range of situations. Questions start with: 

‘How confident are you right now that you can: …’ Examples are: ‘set 

goals for yourself’ and ‘deal with symptoms related to ones mental illness 

diagnosis’. The total score ranges from 16 to 96 with higher scores 

indicating more empowerment. The internal consistency of the MHCS is 

good with an alpha of .94 (n=610) (Markowitz, 1998). 

 

The Community Assessment of Psychic Experiences (CAPE) (Konings et 

al., 2006) contains 42 items and measures positive, negative and 

depressive symptoms. It provides a total score of the ‘frequency’ and 

‘distress’ dimension of these symptoms (both ranging from 42 to 168) and 

an overall score ranging from 84 to 336. Higher scores on the CAPE 

indicate more (distress of) symptoms. Period of examination for this study 

was the preceding two weeks.  

All instruments are available after permission of the first author (no fee 

for use).  

 

We examine the internal consistency with Cronbach’s alphas and the 

mean inter-item correlation coefficient (MICC) for each (sub)scale. We 
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consider the alpha to be sufficient if ≥ .80 and an MICC of ≥.25. Also, 

correlations of ≥.70 are considered to be sufficient for convergent validity 

and correlations of ≤.40 for discriminant validity (Cohen, 1988).  

 

In schizophrenia, the formulation of the items is very important as many 

patients experience difficulties in abstract thinking, understanding 

ambiguous sentences and have attention problems in long sentences 

(Thoma & Daum, 2006). For this reason, we will evaluate the clinical 

usefulness of the three instruments in our population. We evaluate the 

formulation of the items (i.e. ambiguity, concreteness, relevance, response 

alternatives and length), the number of missing values and self-reported 

experiences of the patients. Analyses were conducted using SPSS, version 

14. 

 

ResultsResultsResultsResults    

 

Fifty patients were recruited: 36 (72%) participants were male, mean age 

was 31.4±13.0 years, their ethnic background was white, and duration of 

illness of 6.5± 6.3 years. Twenty-two (45%) were living alone, 2 (4%) 

were married, 5 (10%) had competitive employment, and 25 (50%) had a 

high school, college or university degree. The lifetime number of 

psychotic episodes was: one (N=13, 27%), two (N=12, 25%) and three or 

more (N=23, 48%). The diagnostic criteria for schizophrenia were fulfilled 

by 39 participants (78%), while eleven participants (22%) had a related 

psychotic disorder (i.e. psychosis NAO, delusional disorder).  

All participants were able to complete the instruments on their own and 

only used limited aid for the clarification of the items. The mean total 

score on the CAPE frequency dimension was 71.7±16.2 and on the 

distress dimension: 67.7±19.5 leading to an overall score of 139.6±34.8 

indicating mild symptoms. 

 

Results on internal consistency of the original study and this study are 

presented in Table 1, together with the means and SDs for each (sub)scale.  

The MHCS showed the highest level of internal consistency. The ES had 

low Cronbach’s alphas and MICC’s on some subscales. The PES had a too 

low MICC on the total score. The means and SDs found in our study 
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population are comparable with another study on the effects of 

participation in consumer-operated services programs in severe mental 

illness (Rogers et al., 2007). 

 
Table 1. (Sub)scale, number of items, Cronbach Alpha original study, Cronbach Alpha of this 

study, mean inter-item correlation coefficient (MICC) of this study, mean (M) and standard 

deviation (SD) per (sub)scale in 50 patients with schizophrenia or a related psychotic disorder  

 Subscales Number 

of items 

Cronbach 

alpha: 

original 

studya 

Cronbach 

alpha: 

this study 

MICC: 

this 

study 

M SD 

Empowerment 

Scale (ES)a  

self-esteem 

power 

community 

optimism 

anger 

total score 

9 

8 

6 

4 

4 

28 

* 

* 

* 

* 

* 

.85 

.87 

.50 

.73 

.54 

.59 

.82 

.43 

.11 

.31 

.23 

.26 

.14 

2.8 

2.6 

3.1 

2.8 

2.4 

2.8 

0.5 

0.4 

0.4 

0.5 

0.5 

0.3 

 

Personal 

Empowerment 

Scale (PES)b 

 

discretion 

reduction 

total score 

 

10 

10 

20 

 

* 

* 

.84 

 

.77 

.81 

.85 

 

.25 

.30 

.22 

 

42.7 

40.7 

83.4 

 

4.8 

6.1 

10.1 

 

Mental Health 

Confidence 

Scale (MHCS)c  

 

optimism 

coping 

advocacy 

total score 

 

6 

7 

3 

16 

 

* 

* 

* 

.94 

 

.88 

.87 

.76 

.93 

 

.55 

.49 

.51 

.45 

 

25.4 

28.8 

13.4 

67.6 

 

5.6 

6.0 

2.7 

12.8 

a  Possible scores range from 1 to 4, with higher scores indicating more empowerment 
b  Possible scores range from 30 to 100, with higher scores indicating more empowerment 
c  Possible scores range from 16 to 96, with higher scores indicating more empowerment 
* No data on Cronbach Alpha available   

 

All correlations between the total scores of the three instruments were 

too low to meet the standard for a satisfactory convergent validity (see 

Table 2). Most subscales of the empowerment instruments were weakly 

correlated with a mean correlation of .34 (ranging from .03 to .66). Even 

the comparably optimism subscales of the MHCS and the ES correlated 

too poorly (r=.59, p<.01). 
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Empowerment was negatively associated to symptom scores as measured 

by the CAPE, correlations varied from -.58 to -.67.  
 

Table 2. Pearson Correlations between Empowerment Scale (ES), Personal Empowerment Scale 

(PES), Mental Health Confidence Scale (MHCS) and Community Assessment of Psychic 

Experiences (CAPE) in 50 patients with schizophrenia or a related psychotic disorder  

 Empowerment 

Scale 

Personal 

Empowerment 

Scale 

Mental Health 

Confidence 

Scale 

Community 

Assessment of 

Psychic 

Experiences 

Empowerment Scale 1 ,405** a ,341* a  

Personal Empowerment 

Scale 
,550*** 1 ,406** a  

Mental Health Confidence 

Scale 
,612*** ,554*** 1  

Community Assessment of 

Psychic Experiences 
-,575*** -,595*** -,673*** 1 

*** p < .001, ** p<0.01, * p<.05  
a Controlling for CAPE scores 

 

 

The clinical usefulness of the instrument was evaluated in grammatical 

and lexical ways (Streiner D.L. & Norman, 2003). In the ES 4 items are 

negatively worded. The MHCS and PES phrase items as a personal 

question (in the MHCS starting with: ‘How confident are you …?’ and in 

the PES with ‘How likely is it that you…?’). The ES also uses statements 

such as ‘People should try to live their lives the way they want to’ or 

(abstract) sayings, such as ‘Making waves never gets you anywhere’.  

Notably, the ES and MHCS have both one response format, while the PES 

uses three response formats (no choice-a lot of choice; 0-100%; very 

likely-very unlikely).The mean number of letters in the items of the 

MHCS, ES and PES were 24, 42 and 53, respectively. Because of missing 

values a total score could not be calculated for the PES in 7 patients 

(14%).  

 

Patients reported that many items in the PES did not apply to them (for 

example: ‘How likely is it that you have a place to stay? … will get 

enough to eat in the next month?), simply because they did not have 

minimal resources or were hospitalized at that moment. They also 

reported difficulties in answering the PES items that referred to a 
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possibility in the month ahead (10 out of 20), saying ‘I really have no 

idea.’ ‘How do I know that?’ No difficulties were reported with regard to 

the MHCS and ES that refers to the present with items such as ‘How 

confident are you right now that you can set goals for yourself?’  

 

DiscussionDiscussionDiscussionDiscussion    

    

This study investigated the measurement of empowerment in psychotic 

disorders by assessing the internal consistency, discriminant and 

convergent validity, sensitivity to symptom levels, and clinical usefulness 

of three self-report instruments simultaneously: the ES, PES and the 

MHCS. The three instruments were developed for the broad population of 

all people with severe mental illness, and their psychometric qualities also 

extend to people with schizophrenia. The results on internal consistency 

favored the MHCS above the ES and the PES that just failed to meet the 

standards in this study. Although the instruments were significantly 

associated on the total score, the (inter)correlations were moderate 

suggesting that each instrument measures different aspects of the concept. 

Of note, in this study we did not validate the instruments. Nor is the 

question addressed whether any of them really measures empowerment. 

 

Empowerment is still broadly defined and constitutes of several domains. 

The low convergent validity of the instruments found in our study may 

very well be explained by the different definitions of the empowerment 

construct in the different instruments. The MHCS empowerment concept 

is related to personal self-confidence. The ES empowerment concept is 

defined as self-efficacy in combination with societal empowerment, 

whereas in the PES it is defined as the number of choices and 

opportunities one has in life and in the meeting of basic needs.  

 

The instruments were equally sensitive for the symptom scores as 

measured by the CAPE. The correlations we found are in accordance with 

the clinical notion that psychiatric symptoms are negatively correlated 

with empowerment (Bengtsson-Tops, 2004; Corrigan et al., 1999). About 

36% of the variance of the empowerment scores could be explained by 

the symptom severity. Although all three instruments were influenced by 
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psychopathology, there is also evidence for another common factor 

though: when controlled for psychopathology, correlations between the 

empowerment scores remained significant. 

 

Aside of internal consistency and type of empowerment under study 

(intrapersonal, interpersonal and societal), study objectives and clinical 

usefulness are important factors when it comes to choosing one of the 

instruments. 

 

The ES can be used in measuring empowerment in a broad category of 

mental illnesses; for example in studying supported education and 

supported employment or evaluating consumer operated services. In 

vocational rehabilitation studies of chronically ill and homeless people, 

the PES will assess the lack of resources and unmet needs (Segal et al., 

1995). The MHCS will fit well in studies aimed at treatment effect in 

interventions, such as peer support groups (Castelein et al., 2008), dual-

focus self-help groups (Laudet et al., 2003) and cognitive behavioral 

therapy (Durrant et al., 2007), but does not measure the societal 

empowerment.  

 

The clinical usefulness of the instruments depends on the cognitive 

disabilities of our study population. The ES and PES formulated some of 

their items as sayings, for this reason both instruments can lead to 

difficulties in our population which has problems when confronted with 

figurative language (Thoma & Daum, 2006). The missing values in the 

PES also indicated that the instrument was not fully applicable for 

hospitalized patients, although this is not mentioned as a restriction in the 

manual of the instrument. The MHCS uses positively worded, personal 

and short items and has no missing values and a positive evaluation by the 

patients. In our view, the MHCS is the most clinically useful instrument 

to use in a population of patients with schizophrenia.  

 

Strength in this study is the fact that this is the first study to report the 

Cronbach’s alphas and MICC’s of each subscale. An important limitation 

of this study is the small sample size of 50 patients. However, our results 

on internal consistency are in line with the original, much larger studies 
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(Rogers et al., 2007). Therefore, we do not expect that the sample size will 

account for the lack of association between the instruments. 

 

ConclusionsConclusionsConclusionsConclusions    

    

All three instruments are designed to measure empowerment in severe 

mental illness, but they seem to focus on different aspects.  

The results provide more evidence for discriminant than for convergent 

validity. Their psychometric qualities in our study population are 

moderate to good. The choice of an instrument depends on the research 

hypothesis and the target population. For research focusing on 

intrapersonal empowerment the MHCS is to be preferred, whereas the ES 

or PES would be more adequate when societal empowerment is the 

objective. For patients with psychotic disorders, the MHCS is 

recommended because of its good psychometric qualities, its short and 

personally formulated items that refer to concrete every-day situations 

and its applicability in people with cognitive disorders. A more precise 

definition of empowerment and operational definitions of subdomains of 

empowerment are needed before rehabilitation research that aims to 

improve empowerment can be performed. 
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Summary of major findings Summary of major findings Summary of major findings Summary of major findings     

 

This thesis investigates the (cost) effectiveness of guided peer support 

groups (GPSGs) for people with psychosis, evaluates the proposed 

methods of the intervention, identifies the active ingredients in GPSGs, 

and increases insight into the measurement of the concept of 

empowerment as an outcome for studies of people with psychotic 

disorders.  

 

First, in Chapter 2, the proposed intervention was described, as there is a 

great diversity in peer support interventions. This description provides 

the reader with detailed information on the GPSG intervention (e.g. the 

structure of the sessions, the role of the professional, etc.).  

 

The effectiveness of the GPSG intervention is studied in Chapter 3. The 

GPSG succeeded in improving participants’ social network by enabling 

and strengthening mutual relationships, and by enhancing their esteem 

support. Group attendance was found to be an important predictor of the 

major effects of this intervention; those with high attendance experienced 

positive changes in social support, self-efficacy, and quality of life, 

whereas those with low attendance did not. Both participants and guiding 

nurses positively evaluated the intervention’s methodology. When asked 

more specifically, participants appreciated the proposed structure and 

intensity. Above this, the guidance of a nurse was preferred to that of a 

peer or of a nurse (or another professional) with a peer.  

 

Chapter 4 describes in detail the economic evaluation of the intervention. 

The GPSG intervention did not, in fact, affect overall healthcare expenses, 

supporting the wider implementation of such groups. 

In Chapter 5 the active ingredients of the intervention were identified 

from the patients’ perspective and placed in a theoretical perspective. This 

was particularly interesting since most studies focus only on the 

effectiveness of an intervention, ignoring why it actually works. 

‘Recognition and self-expression’ seemed to be the best predictor for goal 

attainment. Prevailing theories on psychosocial processes - e.g. 
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experiential knowledge and social learning - also apply to the active 

ingredients of this GPSG intervention.  

 

Of all the outcome measures, empowerment is most closely linked to peer 

support. Although consumer organisations greatly appreciate this concept, 

its definition is not unequivocal. Chapter 6 provides insight into the 

measurement of this concept of empowerment as an outcome for studies 

of people with psychotic disorders. The Empowerment Scale (ES), the 

Personal Empowerment Scale (PES), and the Mental Health Confidence 

Scale (MHCS) were compared for their psychometric qualities - which in 

this study population were moderate to good - and clinical usefulness. The 

results demonstrated more evidence for discriminant than for convergent 

validity, leading to the conclusion that all three instruments seem to focus 

on different aspects of empowerment. Taken together, the findings 

favoured the use of the MHCS in patients with psychotic disorders. 

 

Methodological considerations Methodological considerations Methodological considerations Methodological considerations     

Research design 

A randomised controlled trial (RCT) was chosen to compare the effects of 

the GPSG to a situation where there was no specific peer support 

intervention. The participants in the control group were placed on a 

waiting list to ensure that their wish for peer support would be granted. 

This is a patient-friendly research design, as all participants will actually 

receive the intervention. This design also reduces bias - due to refusal or 

uncooperativeness - to a minimum. There are, however, some 

methodological limitations. No long-term effects (> 8 months) have been 

assessed since all participants had entered the peer support group after 

some time. There is possibly some spillover effect since the waiting list 

control group could improve from an anticipation effect. Finally, a 

comparative analysis of the specific effects related to the intervention (e.g. 

acknowledgement or recognition) cannot be performed because the 

control group is only exposed to usual care. This may have led to an 

underestimation of favourable outcomes, but was obviated by 

investigating the active ingredients of the GPSG intervention from the 

patients’ perspective (Chapter 5). 
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Generalising results 

To ensure homogeneity and avoid intervening and uncontrollable effects, 

RCTs often use extensive inclusion and exclusion criteria, setting them 

apart from the ‘real world’. Here, a minimum of exclusion criteria was 

chosen - only inpatients and substance-misusing patients - to allow a high 

degree of generalisation of the data. Patients’ symptom severity reflected 

the usual composition of the patient population in the recruitment areas. 

Moreover, the randomisation was successful, as no differences were found 

between participants in the experimental and control condition on 

baseline characteristics of socio-demography, functioning, and 

psychopathology. 

 

In contrast with psychotherapy research literature suggesting effect sizes 

of 0.5 SD, a somewhat smaller improvement of 0.2 SD was chosen as a 

positive outcome on the quality of life in the GPSG intervention. This 

seems to be legitimate, according to the literature (Cohen, 1988), as such a 

relatively small change may already be considered clinically relevant 

given the chronic character of the psychiatric population under study. 

 

Further, the waiting list patients received the usual care offered by the 

Dutch healthcare system; its results may not be readily transferred to 

other regions, since there can be considerable differences between 

countries in terms of healthcare systems. The same argument holds for 

the economic evaluation.  

 

In the psychometric study on empowerment, three different 

measurement instruments were compared. For the interpretation of the 

results presented in this article, the sample size cannot be expected to 

account for the lack of association between instruments, as these results 

on internal consistency are in line with the original studies with larger 

sample sizes (n=610 (Markowitz, 1998) and n=1,827 (Rogers et al., 2007)). 

 

Measuring quality of life and self-esteem 

Quality of life is considered an important outcome in the treatment of 

schizophrenia, although its determinants are poorly understood  
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(Narvaez et al., 2008). It may be argued that quality of life is too indirect 

an outcome for this type of intervention. Thus, in many studies on 

psychosocial interventions, quality of life does not seem to be very 

sensitive to changes (Kemmler et al., 1997). Peer support may very well 

influence the social aspects of quality of life, but such an effect can remain 

unnoticed, e.g. if only a few items of the QoL instrument are related, as 

on the WHO QoL (3 items out of 26).  

 

In this RCT, the quality of life of the participants was relatively high at 

baseline: not more than 16% percent rated their quality of life as (very) 

poor. Thus, finding no statistically significant improvement may be 

ascribed to a ceiling effect.  

 

Narvaez et al. (2008) distinguish two forms of quality of life: a subjective 

(i.e. life satisfaction) and an objective quality of life (i.e. participation in 

activities and relationships). A ‘subjective quality of life’ scale would 

therefore probably add valuable information when studying peer support 

interventions.  

 

Also, the Rosenberg Self-Esteem scale can be subject to discussion. Self-

esteem should be responsive to treatment interventions (Robson, 1988). In 

this study, 48% of the experimental group reported increased self-esteem 

when asked directly via the ‘Self-reported effects scale of peer support 

groups’, but, surprisingly, these scores are not reflected by a positive 

change on the Rosenberg scale, raising the question of whether it 

measures a ‘trait’ or a ‘state’. This issue is also discussed in other studies. 

For example, Torrey et al. (2000) declare that the trait-like nature of 

global self-esteem makes it insensitive to life changes and that it is a too 

distant outcome for rehabilitation-induced functional improvements. 

Future researchers should be aware that a strong direct relationship 

between self-esteem, as assessed with the Rosenberg scale, and desired 

outcomes is absent in most studies on mental illness. 

 

The use of self-reporting 

All the instruments chosen for this research project are self-reported 

questionnaires. It may be argued that the credibility of self-reporting in 
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schizophrenia research is questionable due to the lack of insight and self-

reflection among psychotic patients. On the other hand, the strength of 

self-reporting instruments is that they reflect patients’ own perceptions, 

which have value even if they differ from clinician-rated assessments (Niv 

et al., 2007).  

 

In the randomised controlled trial all questionnaires were completed 

under the same circumstances by both conditions: during a separate group 

session where assistance from an independent professional was available. 

Therefore, it is not likely that this manner of data gathering would have 

affected the main outcomes or the interpretation of the results of our 

studies. 

 

Another point of discussion is whether psychopathology can adequately 

be assessed through self-reporting, since the Community Assessment of 

Psychic Experiences (CAPE) was used (Konings et al., 2006). Originally, 

the CAPE was not designed for assessment in such patient groups, but for 

recording lifetime psychotic experiences in the general population. 

Notably, a specific feature of the CAPE is the section on distress reported 

by the subject. As distress due to symptoms is a subjective outcome, it 

may very well be scored most reliably by the patients themselves. 

Although this is the first use of the CAPE in people with a psychotic 

disorder, this is not the first study to assess psychotic symptoms through 

self-reporting in this patient population. Two recent studies have already 

demonstrated the validity of patients’ self-reported assessments of 

psychotic symptoms in schizophrenia (Hamera et al., 1996; Niv et al., 

2007). In these studies, other instruments were used (the Brief Psychiatric 

Rating Scale (BPRS), a clinician-rated measure, and the BASIS-R, a self-

reporting measure. Both studies concluded that assessing psychotic 

symptoms through self-reporting appeared to be a valid procedure. 

 

Finally, there were some changes in psychopathology for both conditions 

in this trial. If self-reporting bias had influenced these scores, its effect 

seems to have been equal.  
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Adherence 

A serious problem in the treatment of schizophrenia is intervention 

adherence (Tsang et al., 2006). In contrast to drug research where non-

adherence rates are about 50% (Nose et al., 2003), this phenomenon is less 

well studied in psychosocial intervention studies. It is not known to what 

extent the intervention’s adherence level makes a difference. There are no 

procedures on how to divide participants by different levels of adherence. 

For example, how many sessions are needed to call someone a ‘high 

attender’? How many sessions must a patient attend before there is any 

effect? Thus, the definitions of ‘high’ and ‘low’ attendance were created 

for this study, based on experiences with groups and on patients’ 

indications that a total of eight sessions was not sufficient.  

As group processes need some time, the expectation was that attendance 

for at least half of the sessions was required to bring some benefit to the 

patient. Therefore, in the GPSG intervention study, a cut-off point of nine 

or more sessions was used to define good adherence, primarily based on 

the total number of sixteen sessions. This seems a reasonable number for 

patients who have negative symptoms as these symptoms may lead to, for 

instance, a low energy level and a lack of interest in or ability to socialise 

with other people.  

 

Other strategies to create attendance definitions may have been: a 

classification based on the mean number of participant sessions, on the 

professionals’ definition of good adherence, on the number of sessions 

needed to see any effect, or on the lowest quartile as ‘low attenders’ and 

the others as ‘high attenders’.  

    

Clinical implicationsClinical implicationsClinical implicationsClinical implications    

Should peer support groups be added to the usual care for people with 

schizophrenia? 

The GPSG intervention aims to reduce the patient’s burden by 

strengthening his/her social environment. Indeed, significant 

improvements in the number of mutual relationships and in esteem 

support were found (Chapter 3). These findings are important, as many 

people suffering from psychotic disorders are socially isolated. To our 

knowledge, this is the first intervention that has had a direct, positive 
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influence on this aspect. People with schizophrenia also feel emotionally 

isolated. They have few opportunities to share their experiences with 

other people. The peer support group intervention perfectly addresses this 

mostly unmet need (Chapter 5). Thus, the peer support group can be 

considered successful in reducing the burden of the disease.  

 

Notably, the self-reported, negative symptoms responded favourably in 

the course of the intervention (Chapter 3). This is a significant 

achievement for such a chronically ill population, as these symptoms are 

difficult to treat.  

 

The intervention is feasible to implement in other centres, as the same 

effects were achieved in four different mental health organisations. On 

top of this, cost aspects turn out to be neutral (Chapter 4). 

 

Possibly the greatest barriers are the many misconceptions about the 

benefit of peer support for schizophrenia. The results of this thesis 

strongly plead for a reappraisal of the clinical assumption that people with 

schizophrenia do not need or are not able to benefit from peer support 

groups (Chapter 5). 

 

These findings have direct implications for daily treatment programmes 

for people with schizophrenia. Peer support groups have already been 

mentioned as a promising intervention that needs further study in the 

Dutch ‘Multidisciplinary Guideline for Schizophrenia’ (Landelijke 

Stuurgroep Multidisciplinaire Richtlijnontwikkeling, 2005), the guideline 

that describes evidence-based interventions for the care of patients with 

schizophrenia. In the next edition of this guideline, a promising 

intervention should be replaced by an effective intervention. Thus, the 

question of whether peer support groups should be added to the usual 

care for people with schizophrenia should be confirmed. 

 

What about ‘minimally guided peer support groups’? 

Peer support interventions are in essence quite diverse in their design and 

execution, and greater accuracy in their description and naming is needed 

to advance the science in this field. The GPSG intervention is best 
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characterised as a ‘minimally guided peer support group’. ‘Minimal 

guidance’ refers in this case to two aspects of the intervention: it follows a 

prescribed format, and the groups are ‘professionally guided’ by nurses. 

The professional offers structure, continuity, and a sense of security, but 

this should be as ‘minimal’ as possible to stimulate the peer-to-peer 

interaction. In these groups, the professionals were consistent in their 

prescribed role. Participants also highly valued the fact that the group was 

led by nurses rather than peers. Another name for the intervention could 

be ‘professionally guided peer support group’, but this term would then 

imply a larger role for the mental health worker in lieu of the peer-to-

peer interaction, which is, after all, the essence of the intervention. 

 

‘Minimal guidance’ also refers to the ‘minimal interventions’ that are 

designed to provide effective care while reducing the need for input from 

professionals (Bower & Gilbody, 2005). Such interventions are 

predominantly based on referent power (i.e., influence based on the sense 

of identification with peers) instead of relying on expert power (i.e., 

influence based on the knowledge and expertise of the professional) 

(Salem et al., 2000). So, to be more precise, the minimal guidance of a 

professional is to stimulate, as much as possible, referent instead of expert 

power.  

 

What should be the role of the nurse in providing minimal guidance? 

The sessions’ design, as well as their minimal professional guidance, were 

important aspects of this study. When asked, participants preferred the 

guidance of a nurse to that of a peer or to the combination of the two. 

Notably, patients did not see the presence of the nurse as a barrier for 

peer-to-peer interaction. This finding is also supported by a review on 

professional interface with mutual-aid self-help groups (Stewart, 1990). 

That study, measuring the perceptions of participants as well as 

professionals, concluded that professional involvement with self-help 

groups is desirable if the professionals’ role is indirect and non-

authoritarian and if the information about the intervention is clear and 

well circumscribed.  
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Davidson et al. (1999) studied the presence of a professional in peer 

support in mental illness. That study also supported the presence of a 

professional since peers often experience confusion about their role, that 

is, whether to act as a peer or as a professional.  

The most important point in this discussion is that professionals should 

not want to ‘professionalize’ the groups (Toro et al., 1988).  

 

Taken together, these findings and the existing literature support the 

presence of a nurse, but its role should be indirect and non-authoritarian, 

without actively interfering with the group process (Castelein et al., 

2008). In the proposed intervention, the nurse should primarily offer 

structure, continuity, and a sense of security. Participants have positively 

evaluated this model.   

 

Which characteristics distinguish peer support groups from self-help 

interventions? 

Several programs are closely related to the GPSG methodology, such as 

Schizophrenics Anonymous (SA) groups, GROW groups, Recovery Inc. 

groups, and various other self-help groups (den Boer et al., 2007). 

Although comparable in the sense that mutual help is the main 

characteristic, there are differences in focus, theoretical perspective, and 

of the target group. Different self-help interventions can also be 

distinguished by the value they place on the experiences and input of 

members of the group and of professionals. Here is a short description of 

some of the self-help interventions that have some resemblance to this 

intervention, the GPSG, but are in other ways distinctively different.  

 

Schizophrenics Anonymous (SA) self-help groups and GROW groups are 

different from this peer support intervention as they make use of a 

twelve-step program. This program - originally proposed by Alcoholics 

Anonymous (AA) as a method of recovery - has a set of guiding principles 

to use to overcome problems varying from addiction to serious, long-term 

behavioural problems. SA and GROW focus on positive change towards a 

healthier life and are ‘treatment-oriented’. In this respect they also differ 

from GPSGs as these groups aim primarily at the burdens of the disease. 

This yields also for Recovery Inc.’s method which is based on principles of 
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cognitive therapy. In a GPSG, no therapeutic principles are used by the 

nurse other than facilitating communication, exchange, and support. The 

conceptual strength of the GPSG intervention is based on sociological and 

psychological theories as peers themselves make use of experiential 

knowledge, social comparison, social learning, social support, and the 

helper-therapy principle. 

 

Another distinction between different self-help interventions is the target 

population. GROW and Recovery Inc. intend to be open to all people 

who have difficulties coping with their daily life problems, though most 

members are suffering from a severe mental illness. The SA groups are, 

just like the GPSG groups, only open to people suffering from 

schizophrenia or related psychotic disorders.  

 

A last important distinction between interventions has to do with the 

relative importance that is placed on the experience and input of the 

group members versus the input of professionals or professional 

knowledge. Groups can be guided by professionals or by group members 

themselves. In developing a program and a methodology, some 

interventions give priority to ‘referent’ power, i.e., facilitating the 

exchange between peers, or to ‘expert’ power, where theoretical 

principles and professional knowledge is more important. The SA, 

GROW, and Recovery groups are mostly operated by non-professionals. 

These groups make use of expert as well as referent power as the non-

professional guides use the twelve-step or cognitive therapy approaches. 

In the GPSG intervention there is no place for expert power but all efforts 

are made to create a good climate for the exchange between group 

members; there is use of referent power. Since people suffering from 

psychosis sometimes have difficulty interacting in groups because of 

cognitive disabilities, minimal professional guidance is offered. The GPSG 

intervention is developed with the idea that this kind of minimal 

guidance, guaranteeing continuity and security, gives more room for 

referent power.  
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Is the GPSG methodology ready for further implementation? 

Starting on the micro-level (nurses and patients), implementation of the 

GPSG methodology is feasible as a manual, training curricula, and 

supervision for the guiding nurses are developed and available (to date 

only in Dutch). The intervention appears to be easily transferable and 

there are no barriers on this level, provided that the rationale of the 

methodology and the role of the nurse are explained. Patients appear to 

welcome the intervention with enthusiasm. On the meso-level, other 

mental healthcare organisations in the Netherlands are already trained in 

the GPSG approach. However, there are some barriers. Although many 

MHC institutions show peer support groups in their care program, few 

actually offer them. Such a decision is based mostly on the costs of the 

intervention and on existing evidence-based practice guidelines or 

protocols. Although the Dutch ‘Multidisciplinary Guideline for 

Schizophrenia’ (2005) mentioned peer support groups as a promising 

intervention, they must be integrated in the therapeutic arsenal to have a 

meaningful impact (Epping-Jordan et al., 2004). The Dutch patient 

organisation, Anoiksis, informed about the GPSG study, is willing and 

able to play an important role in supporting the intervention and in 

informing its members.  

Finally, on the macro-level, the results of the economic evaluation now 

available - showing no additional healthcare costs - should persuade 

health insurance companies to reimburse the intervention.  

 

Thus, although the GPSG methodology is ready for further 

implementation, work still has to be done to inform nurses, MHC 

facilities, health insurance companies, and researchers about the state-of-

the-art of peer support groups for people with schizophrenia. Possibly, 

the greatest barriers have been the lack of published studies on this 

subject in schizophrenia, the lack on how to support these groups, and the 

existing clinical assumptions that these people would not need or benefit 

from it. 
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Future research Future research Future research Future research     

 

As this is the first controlled study on peer support in psychosis, 

replication studies are needed, preferably outside of the Netherlands, 

since there can be differences between countries in terms of the types of 

care provided as usual care. The long-term effects of the intervention 

should be studied in a controlled study that makes use of an attention-

placebo control condition or is at least done according to routine outcome 

assessment procedures. 

 

Another research question still to be answered is under what conditions 

peer support works best in care programs for people with schizophrenia, 

and what the effects of other designs are (i.e., open group, unlimited 

number of sessions, etc.). 

 

With the methodology positively evaluated, it is also tempting to study 

the use of the GPSG intervention in another patient population. The 

structure of the sessions is potentially useful and easy transferable in other 

chronic illnesses such as rheumatoid arthritis, eating disorders, ADHD, 

and bipolar disorders. Comparable elements of the methodology (e.g. 

working in pairs) has already proven to be effective for depression and 

general anxiety disorders (den Boer et al., 2007).  

 

Finally, this field would benefit from more consistent use of standard 

outcome measures. Existing objective quality of life instruments are 

measuring various life domains (e.g. the WHO QoL assesses the physical, 

psychological, social, and environmental domains) which may be 

insufficient to indicate the kinds of benefits one obtains from talking with 

peers. Subjective quality of life measures are probably more appropriate.  

 

Further, measures are needed to assess the sense of hope, personal control, 

shared experience, reduced isolation, and confidence that participants 

report.  

 

With regard to the concept empowerment, future research could make 

use of larger samples to execute factor analysis that can answer questions 
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on its conceptualisation. This would make it possible to extract the items 

that are relevant for the empowerment issue within schizophrenia, finally 

leading to the development of an empowerment instrument that is 

appropriate for this patient population.  

 

Summary Summary Summary Summary     

 

Peer support groups are still a neglected topic in the field of psychosis 

research and deserve more attention. The positive findings of this first, 

controlled effect study on peer support in psychosis urge that more 

attention should be paid to the use of this intervention in the clinical field 

and in research. Notably, the assumption that people with schizophrenia 

do not or cannot benefit from peer support groups needs to be 

reappraised, as active ingredients that underlie peer support groups in 

general also pertain for groups tailored for people with schizophrenia. 

 

Davidson et al. (2006) state that the intervention is still in a stage of early 

development due to the lack of effect studies. Hopefully, this thesis will 

propel this process, taking a step toward the further implementation of 

the intervention among people with psychosis. The intervention has 

already proved to be easily transferable to different mental healthcare 

organisations. Nurses may be stimulated by the availability of the already-

developed manual and training curriculum to set up peer support groups 

themselves.  

 

Finally, our study on empowerment adds to existing knowledge in the 

field regarding instruments that may assess ‘empowerment’ in psychotic 

disorders. The Mental Health Confidence Scale has to be recommended in 

this patient population. 
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Verschillende redenen liggen ten grondslag aan de behoefte om contact te 

hebben met lotgenoten. Hoofdstuk 1Hoofdstuk 1Hoofdstuk 1Hoofdstuk 1 geeft een beschrijving waarom 

lotgenotengroepen voor mensen die een psychose hebben meegemaakt 

een aanvulling zouden kunnen zijn op het huidige behandelaanbod. 

De voornaamste reden is dat veel mensen na een psychose ernstige 

beperkingen ervaren, waardoor zij zich zowel sociaal als emotioneel 

geïsoleerd voelen. Het is moeilijk om hun bijzondere ervaringen - zoals 

wanen en hallucinaties - te delen met anderen die dit niet hebben 

meegemaakt. Veel studies bevestigen dit en laten hoge percentages (44  

tot 64%) zien als het gaat om sociaal isolement. Een studie waarin maar 

liefst 76% van een groep chronisch psychiatrische patiënten aangeeft dat 

hun hulpverlener de belangrijkste persoon is in hun leven, geeft nogmaals 

de ernst van de situatie weer.  

Men geeft zelf aan ontevreden te zijn over het eigen sociale netwerk, 

waarmee de behoefte aan lotgenotencontact is gecreëerd. Patiënten willen 

weten hoe anderen omgaan met hun ziekte en willen leren van elkaar. 

Een psychose openbaart zich veelal in de adolescentiefase, waardoor juist 

jonge mensen die nog volop in het leven staan beperkt worden in hun 

sociaal functioneren. Ze krijgen bijvoorbeeld niet de kans hun opleiding 

af te maken, een leuke baan te zoeken en een partner te vinden. Het 

vroege begin, de bijbehorende psychopathologie en het chronische 

karakter van de ziekte - slechts 20% herstelt volledig na een eerste 

psychose - leiden eveneens tot de behoefte aan lotgenotencontact.  

Ook de organisatie van de gezondheidszorg speelt hierin een rol. De 

afgelopen decennia is de zorg zich steeds meer buiten de instelling gaan 

afspelen, waardoor langdurige opnames verhoudingsgewijs minder 

voorkomen en er meer wordt ingezet op ambulante hulp. Dit doet een 

groter beroep op het sociale netwerk dat juist bij deze mensen veelal 

ontbreekt.  

Daarnaast behoort de zorg voor mensen met schizofrenie wereldwijd tot 

de duurste zorgcategorie. Een interventie als de lotgenotengroep zou, bij 

bewezen effectiviteit, een goede aanvulling zijn in het zorgaanbod. Het is 

namelijk een relatief goedkope interventie: een groepsaanpak waarbij 

slechts één professional nodig is.  
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Het moge duidelijk zijn: lotgenotengroepen lijken erg nodig te zijn. Tot 

nu toe wordt er echter nauwelijks gebruik gemaakt van 

lotgenotengroepen in de zorg voor mensen met schizofrenie. 

 

Rond 1920 werd er voor het eerst waarde gehecht aan lotgenotencontact 

in de psychiatrie. Volgens psychiater Harry Stack Sullivan waren 

lotgenoten bij uitstek bekwaam in het helpen van elkaar. In de jaren 

zeventig kwam er meer aandacht voor lotgenotencontact door de opkomst 

van de patiëntenbeweging in de psychiatrie. Men maakte zich hard voor 

hervormingen in de zorg en stelden de bestaande stigma’s aan de kaak. De 

patiëntenbeweging was destijds evenwel minder gericht op het delen van 

ervaringen met lotgenoten en het leren van elkaar. 

Het is opmerkelijk dat lotgenotengroepen voor andere chronische 

aandoening zoals diabetes, kanker en astma al vele jaren beschikbaar zijn, 

maar dat dit niet het geval is voor mensen met schizofrenie. Hoe komt dat 

eigenlijk? De oorzaak zou kunnen liggen in de veronderstelling dat 

mensen met schizofrenie geen behoefte hebben aan lotgenotencontact. 

Bovendien zou men er geen profijt van hebben. Verder waren er 

wetenschappelijk gezien slechts een paar kwalitatieve studies 

voorhanden, overigens wel met positieve resultaten. Een gecontroleerde 

effectstudie was echter nog nooit uitgevoerd.  

De meeste lotgenotenstudies - ongeacht de aandoening - hebben als 

primaire uitkomstmaat de kwaliteit van leven. Daarnaast gaat het vaak om 

een verbetering van de psychische en fysieke gezondheid of om een 

gewenste gedragsmatige verandering.  

 

De centrale hypothese van dit proefschrift is, dat deelname aan de 

lotgenotengroep leidt tot een beter sociaal netwerk, meer sociale steun, 

meer empowerment en meer zelfwaardering. Hierdoor wordt indirect de 

kwaliteit van leven verbeterd. Naast onderzoek naar de effectiviteit wordt 

in dit proefschrift aandacht besteed aan de kosteneffectiviteit en de 

werkzame mechanismen van de interventie. Verder is het begrip 

‘empowerment’ sterk gerelateerd aan de lotgenoteninterventie. Om deze 

reden is er nader onderzoek verricht naar dit begrip, met de vraag welk 

instrument gebruikt zou moeten worden bij mensen met schizofrenie. 
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Hoofdstuk 2 Hoofdstuk 2 Hoofdstuk 2 Hoofdstuk 2 geeft een beschrijving van de ontwikkelde 

lotgenotenmethodiek. De lotgenotengroep zoals die door ons werd 

aangeboden, wijkt enigszins af van wat gangbaar is bij lotgenotengroepen. 

De groep in de regel bestaande uit 10 deelnemers, wordt namelijk 

‘minimaal begeleid’ door een verpleegkundige. In eerste instantie was het 

wel de bedoeling dat een deelnemer de rol van begeleider op zich zou 

nemen, zodra het groepsproces goed op gang was gekomen. De ervaring 

leerde ons echter, dat de groep al gauw ophield te bestaan zodra de 

verpleegkundige zich had teruggetrokken. Dit leidde tot de noodzaak een 

methodiek te ontwikkelen, waarbij het lotgenotencontact optimaal kon 

zijn, ondanks de aanwezigheid van een verpleegkundige. De term 

‘minimaal begeleide lotgenotengroepen’ werd in het leven geroepen. Er 

volgde een nauwkeurige taakomschrijving van de verpleegkundige. Hij/zij 

dient te zorgen voor structuur, continuïteit en een goed groepsklimaat, 

zonder inhoudelijk deel te nemen aan de groepsgesprekken. Hoe meer de 

verpleegkundige intervenieert, des te meer dit ten koste gaat van de 

essentie van de interventie, namelijk het delen van ervaringen en het 

leren van elkaar. Het uitgeven van een draaiboek getiteld ‘Het begeleiden 

van lotgenotengroepen voor mensen met een psychose’, het ontwikkelen 

van een trainingsprogramma voor verpleegkundigen en het aanbieden 

van supervisie na elke sessie, moeten garant staan voor een ‘echte’ 

lotgenotengroep.  

 

Wat de methodiek bijzonder maakt is, dat deze rekening houdt met de 

cognitieve en sociale beperkingen die mensen met schizofrenie hebben. 

Deze beperkingen maken het functioneren in een (lotgenoten-)groep 

soms moeilijk: bijvoorbeeld, kan iemand adequaat reageren op anderen, 

als hij/zij tegelijkertijd zelf stemmen hoort? In elke sessie worden om deze 

reden plenaire gedeeltes afgewisseld met gesprekken in tweetallen. Dit 

biedt deelnemers die het moeilijk vinden in een groep te praten, de kans 

hun verhaal te vertellen. De lotgenoteninterventie in onze studie bestond 

uit 16 bijeenkomsten van 90 minuten, eens per twee weken, zodat 

iedereen acht maanden deelnam aan de groep. Per bijeenkomst kozen 

deelnemers zelf een onderwerp gerelateerd aan het leven na een 

psychose. 
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In hoofdstuk 3  hoofdstuk 3  hoofdstuk 3  hoofdstuk 3 worden de uitkomsten van de deelname aan een 

lotgenotengroep voor mensen met een psychose beschreven. Er is 

gekozen voor een gerandomiseerde gecontroleerde studie met een 

wachtlijst, dat wil zeggen een studie waarbij deelnemers (experimentele 

groep) werden vergeleken met niet-deelnemers (controlegroep). De niet-

deelnemers stonden op een wachtlijst en kregen pas na acht maanden de 

interventie aangeboden. Uiteraard ontvingen zij in deze periode 

standaardzorg. Er is gekeken naar de effecten van deelname op het sociale 

netwerk, sociale steun, empowerment, zelfwaardering en de kwaliteit van 

leven. Tevens werd de methodiek geëvalueerd.  

Vijf lotgenotengroepen met in totaal 56 deelnemers en vijf controle-

groepen bestaande uit 50 deelnemers, deden mee aan deze landelijke 

multi-center studie.  

Het belangrijkste resultaat was, dat deelnemers aan de lotgenotengroep op 

het gebied van sociaal netwerk en sociale steun significant verschilden 

van de controlegroep. Specifieker, maar liefst 56% van de deelnemers 

rapporteerde na afloop van de interventie meer contact met lotgenoten 

buiten de sessies om. Voor mensen met een klein sociaal netwerk en/of 

weinig mogelijkheden ervaringen te delen met anderen, is dit een 

essentiële verbetering. Dit effect generaliseerde niet naar een verbeterd 

contact met bijvoorbeeld familie en/of vrienden.  

De experimentele groep ging weliswaar op nagenoeg alle andere 

uitkomstmaten vooruit, zonder een significant verschil met de 

controlegroep. 

 

Een andere onderzoeksvraag was welke deelnemers het meeste profijt 

hadden van de interventie. Daartoe werden deelnemers die vooruit 

gingen in kwaliteit van leven, vergeleken met deelnemers die dat niet 

ondervonden. Een voorspeller voor het verbeteren van de kwaliteit van 

leven in het algemeen werd niet gevonden. Wel vonden wij voorspellers 

voor de domeinen psychologische gezondheid en sociale relaties. 

Deelnemers die veel (last van) negatieve symptomen hadden bij aanvang 

van de groep, verbeterden significant op psychologische gezondheid. Een 

tweede belangrijk resultaat was, dat mensen die veel last hadden van 

positieve symptomen en/of mensen met een langere ziekteduur, 
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significant vooruit gingen op het domein sociale relaties. Voor deze 

chronische zieke groep is dit natuurlijk een goed resultaat. 

Veel interventies bij schizofrenie proberen de negatieve symptomen te 

verminderen, maar weinig slagen hier ook echt in. Hoewel de 

lotgenoteninterventie niet als doel had de psychopathologie (psychotische 

klachten) te verbeteren, vonden wij wel positieve effecten op dit gebied. 

Deelnemers van de lotgenotengroep hadden significant minder (last van) 

negatieve symptomen na afloop van de interventie in vergelijking met de 

controlegroep.  

 

Interventietrouw 

Het was opvallend dat er nogal wat deelnemersverschillen waren in het 

aantal bijgewoonde sessies. Wij wilden dan ook onderzoeken of 

deelnemers die negen of meer bijeenkomsten aanwezig waren, meer 

verbeterden dan hen die minder vaak kwamen. Interventietrouw bleek 

inderdaad bepalend te zijn voor het effect. Trouwe deelnemers scoorden 

significant beter op sociale steun, empowerment en kwaliteit van leven. 

Het loonde dus om zoveel mogelijk te komen.  

Nader onderzoek werd gedaan naar de voorspellende waarde van patiënt- 

of ziektekenmerken in relatie met interventietrouw. Er werd geen enkele 

predictor gevonden: leeftijd, sekse, ziekteduur, aantal meegemaakte 

psychoses, ernst van de psychopathologie, noch behandelsite blijken van 

invloed op interventietrouw. In hoofdstuk 5 is verder onderzocht wat 

trouwe en minder trouwe deelnemers onderscheidt.  

 

Methodiek  

De methodiek werd in de landelijke studie positief geëvalueerd door 

zowel deelnemers als begeleiders. Maar liefst 85% van de deelnemers gaf 

aan dat de interventie aan hun verwachtingen voldeed. De opzet waarbij 

een verpleegkundige de groep minimaal begeleidde, werd ook positief 

geëvalueerd: 93% was tevreden over de begeleiding en 89% gaf aan dat de 

aanwezigheid van de verpleegkundige onmisbaar was. De begeleiding 

door een verpleegkundige (74%) kreeg de voorkeur boven die door een 

lotgenoot (13%) of een combinatie hiervan alsook boven die door een 

andere discipline (13%). 
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Hieruit mag geconcludeerd worden dat de ontwikkelde methodiek 

geschikt is voor mensen met schizofrenie. Het geeft patiënten de kans 

lotgenotencontact te hebben zonder verder belast te zijn met het werven 

van deelnemers en verantwoordelijk te zijn voor de organisatie ervan. 

 

Hoofdstuk 4 Hoofdstuk 4 Hoofdstuk 4 Hoofdstuk 4 beschrijft de resultaten van de kosteneffectiviteitanalyse. In 

dergelijke analyses worden de kosten van de interventie afgewogen tegen 

het te verwachten effect, in dit geval een verbetering op kwaliteit van 

leven. Tot nu toe is geen enkele studie gepubliceerd die de kosten van 

deze interventie in beeld heeft gebracht. Dergelijke studies zijn vooral 

interessant voor beleidsmakers die moeten kiezen of een interventie wel 

dan niet moet worden opgenomen in het behandelaanbod. 

Minimaal begeleide lotgenotengroepen bleken een goedkope interventie, 

de gemiddelde kosten van de interventie waren namelijk € 250,- per 

patiënt. In dit bedrag zijn alle kosten meegenomen: 

kennismakingsgesprek met de begeleider, gebruik van de ruimte, catering 

en de aanwezigheid van de verpleegkundige. De gemiddelde 

gezondheidszorgkosten over de gehele studieperiode (8 maanden) waren 

in beide condities ongeveer € 5.750, -. Dit wil zeggen dat deelname aan de 

lotgenotengroep niet leidde tot een toename van de 

gezondheidszorgkosten. We vonden weliswaar een verschil in 

opnamedagen - deze zijn het meest bepalend voor de totale kosten - 

tussen deelnemers in de lotgenotengroep en mensen die op de wachtlijst 

stonden. Dit ten nadele van de experimentele groep. Het verschil was er 

echter al voor de start van de studie en na correctie hiervoor, was dit niet 

meer significant. 

De belangrijkste conclusie was dat deelname aan de lotgenotengroep niet 

leidt tot een toename van de gezondheidszorgkosten, maar ook niet tot 

een significante verbetering op de kwaliteit van leven.  

Omdat op andere uitkomstmaten zoals sociaal netwerk en sociale steun 

wel positieve veranderingen werden gevonden en de interventie verder 

kostenneutraal is, zien wij uiteraard mogelijkheden voor verdere 

implementatie.  
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Hoofdstuk 5 Hoofdstuk 5 Hoofdstuk 5 Hoofdstuk 5 onderzoekt de werkzame mechanismen van de 

lotgenotengroep in relatie tot de behaalde doelen die de deelnemers 

rapporteren. Er is weinig bekend daarover.  

Om dit nader te onderzoeken werd aan alle deelnemers gevraagd welke 

doelen zij hadden behaald aan het einde van de lotgenotengroep. Tevens 

werd gevraagd naar de - volgens henzelf - werkzame mechanismen. Het is 

namelijk van belang niet alleen te kijken naar het effect van een 

interventie, maar ook naar hoe dit effect wordt bewerkstelligd. 

Over het algemeen behaalden deelnemers veel doelen: ze verkregen meer 

informatie over problemen en behandeling van anderen, verwierven meer 

inzicht in hoe anderen omgaan met de ziekte, konden hun eigen verhaal 

vertellen, kregen herkenning voor hun problemen en vonden 

gezelligheid.  

Deelnemers noemden zelf als belangrijkste werkzame mechanismen de 

volgende vijf aspecten: de tijd en gelegenheid krijgen om je verhaal te 

doen, ervaren dat je niet de enige bent met dit probleem, niet geforceerd 

worden, zichzelf herkennen in anderen en begrepen worden door andere 

deelnemers. Deze mechanismen zijn te verdelen over twee schalen: 

herkenning - zelfexpressie en sociale steun. 

Door een totaalscore te maken van alle behaalde doelen werd - met 

behulp van regressieanalyse - gekeken welke factoren de totaalscore het 

best voorspellen. Dit bleken beide werkzame mechanismen (herkenning - 

zelfexpressie en sociale steun), interventietrouw en groepsklimaat. 

Psychopathologie, ziekteduur en het aantal meegemaakte psychoses 

bleken niet significant samen te hangen met de totaalscore van behaalde 

doelen. De regressieanalyse toonde aan dat succesvolle deelname wordt 

bepaald door het vinden van herkenning in een groep en de mogelijkheid 

tot zelfexpressie (tijd en ruimte krijgen voor je verhaal). De verklaarde 

variantie van dit model was maar liefst 63%.  

 

Interventietrouw 

De vraag was of wij aan de hand van behaalde doelen door deelnemers en 

de gepercipieerde werkzame mechanismen mogelijk wel uitspraken 

zouden kunnen doen over interventietrouw. De effectstudie liet namelijk 

zien dat patiënt-en ziektekarakteristieken hierbij geen voorspellende 

waarde hadden.  
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Er werden inderdaad significante verschillen gevonden tussen trouwe en 

minder trouwe deelnemers op behaalde doelen en werkzame 

mechanismen. Zo verkregen de trouwe deelnemers meer inzicht in de 

ziekte, meer kennis over de problemen en copingsstrategieën van 

anderen, meer zelfwaardering en leerden zij beter omgaan met de ziekte 

dan de minder trouwe deelnemers.  

Tevens scoorden zij op het gebied van werkzame mechanismen 

significant beter op: het zichzelf herkennen in andere lotgenoten, het 

beter kunnen bepalen van hun eigen positie door verhalen van anderen, 

het zich minder alleen voelen met hun problemen en het krijgen van 

steun van andere deelnemers.  

 

Meningen die enigszins heersen onder professionals, zoals: mensen met 

schizofrenie hebben geen behoefte hebben aan lotgenotencontact, 

kunnen elkaar onvoldoende steunen en groepsinterventies zijn niet 

geschikt bij deze doelgroep, kunnen op basis van deze studieresultaten 

worden ontkracht. Geconcludeerd mag worden dat minimaal begeleide 

lotgenotengroepen deelnemers in staat stelt te profiteren van de 

zogenaamde ‘referent power’ welke in de literatuur staat voor het leren 

van gelijken, in dit geval van lotgenoten. 

Dit begrip staat in tegenstelling tot de zogenaamde ‘expert power’ waarbij 

men leert van professionals. We zouden dan ook willen pleiten voor een 

optimistischere kijk op lotgenotengroepen voor mensen met een 

psychose. Deelnemers geven duidelijk aan dat zij hun doelen behalen en 

dat herkenning en zelfexpressie hierin bepalend is. 

 

Hoofdstuk 6 Hoofdstuk 6 Hoofdstuk 6 Hoofdstuk 6 gaat in op het begrip ‘empowerment’ en onderzoekt met 

welk instrument dit het beste gemeten kan worden bij mensen die een 

psychose hebben meegemaakt. Bij het herstel van patiënten is 

empowerment een veelgebruikt begrip. Desondanks is er tot op heden 

geen eenduidige definitie van het begrip en worden er verschillende 

instrumenten gebruikt. Om meer inzicht te krijgen in het begrip 

empowerment en het meten ervan, hebben wij de drie meest gebruikte 

instrumenten in de literatuur met elkaar vergeleken. In de vergelijking 

zijn de Mental Health Confidence Scale (MHCS, Carpinello, 2000), 

Empowerment Scale (ES, Rogers, 1997) en de Personal Empowerment 
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Scale (PES, Segal, 1995) meegenomen. Vijftig patiënten vulden de lijsten 

in. Er werd gekeken naar de interne consistentie, discriminerende en 

convergente validiteit, gevoeligheid voor symptomatologiescores en de 

klinische toepasbaarheid. 

Wat betreft de interne consistentie (betrouwbaarheid), waren de 

resultaten ten gunste van de MHCS. Verder vonden wij hoge correlaties 

tussen de totaalscores van de schalen, maar niet op de subschalen. 

Hierdoor is er sprake van lage convergente validiteit, dit wil zeggen dat de 

instrumenten weliswaar een vergelijkbaar begrip meten, maar zich 

richten op verschillende aspecten van dit begrip. Voor onderzoekers is het 

dan ook van belang te weten op welke manier ze verschillen. Zo blijkt de 

MHCS zich vooral op intrapersoonlijke empowerment te richten, de ES 

op interpersoonlijke empowerment en meet de PES beide aspecten. De 

drie instrumenten zijn allen even gevoelig voor symptomatologie.  

De klinische toepasbaarheid valt eveneens ten gunste van de MHCS uit. 

De andere twee lijsten maken veelal gebruik van gezegdes. Dit kan 

moeilijkheden opleveren bij het invullen ervan, aangezien mensen met 

schizofrenie vaak moeite hebben met abstract denken en figuurlijk 

taalgebruik een letterlijke betekenis geven. 

Op basis van de psychometrische kwaliteiten en de klinische 

toepasbaarheid, bevelen wij de MHCS aan voor het meten van 

empowerment bij mensen met schizofrenie. Het is een korte lijst met 16 

items welke goed door mensen met een psychose in te vullen bleek. 

Ondanks deze aanbeveling moet de MHCS niet meteen als standaard 

worden gezien. Afhankelijk van de onderzoeksvraag, kunnen ook de ES 

(bijvoorbeeld bij studies naar begeleid leren) en PES (bij studies naar 

arbeidsrehabilitatie) bruikbaar zijn bij mensen met schizofrenie. 

 

In hoofdstuk 7 hoofdstuk 7 hoofdstuk 7 hoofdstuk 7 worden de belangrijkste bevindingen van ons onderzoek 

nog eens samengevat en wordt ingegaan op de klinische implicaties 

hiervan. Daarnaast wordt stilgestaan bij de methodologische beperkingen 

van de studies en worden aanbevelingen gedaan voor toekomstig 

onderzoek.  

De belangrijkste conclusie van de verschillende studies is, dat deelname 

aan een lotgenotengroep leidt tot meer contact met andere lotgenoten en 

waarderingssteun. Trouwe deelname leidt tot significante verbeteringen 
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op sociale steun, empowerment en kwaliteit van leven. Mensen hebben 

baat bij deelname aan de groep wanneer zij zich herkennen in de 

ervaringen van anderen en hun eigen verhaal kunnen vertellen. De 

interventie zoals nu ontwikkeld (vaste structuur zelf gekozen thema’s, 

begeleiding door verpleegkundige) biedt zoals blijkt uit de evaluatie van 

deelnemers en begeleiders, de juiste voorwaarde voor een dergelijke 

uitwisseling. Daarbij toont de kosteneffectiviteitstudie aan dat de 

interventie niet leidt tot een toename van gezondheidszorgkosten. Wat 

betreft het meten van empowerment bij mensen met schizofrenie wijst 

vergelijking van drie verschillende meetinstrumenten uit dat de Mental 

Health Confidence Scale van Carpinello het beste gebruikt kan worden bij 

deze doelgroep.  

 

Methodologische beschouwingenMethodologische beschouwingenMethodologische beschouwingenMethodologische beschouwingen    

Generaliseerbaarheid 

De effectstudie kent, door opzet en selectie van deelnemers, beperkingen 

waar het de generalisatie betreft. Zo is het, door de beperkte 

onderzoeksduur, niet mogelijk uitspraken te doen over de lange 

termijneffecten van de groepen. En, hoewel er weinig exclusiecriteria zijn 

gehanteerd, mogen de resultaten niet gegeneraliseerd worden naar 

patiënten met een ernstig psychotisch toestandsbeeld en patiënten met 

drugsmisbruik. Doordat de studie in Nederland is uitgevoerd met de 

standaardzorg die hier voorhanden is, is het niet zonder meer aannemelijk 

dat met name de resultaten van de kosteneffectiviteitstudie ook gelden 

voor andere landen. 

 

Wachtlijstconditie 

De keuze voor een vergelijking van de deelnemers aan de 

lotgenotengroepen met deelnemers op een wachtlijst, heeft zekere 

beperkingen. Omdat de controlegroep alleen standaardzorg kreeg 

aangeboden, konden zij niet bevraagd worden op uitkomstmaten als 

herkenning en erkenning. Anderzijds zou het kunnen zijn dat participatie 

in het onderzoek al tot enig positief effect heeft geleid.  
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Uitkomstmaten 

De keuze van uitkomstmaten als kwaliteit van leven en zelfwaardering bij 

de lotgenoteninterventie behoeft enige discussie. Mogelijk is kwaliteit van 

leven een te indirecte uitkomstmaat voor het meten van effect, aangezien 

de interventie veranderingen beoogt op met name de sociale aspecten van 

iemands leven. De gebruikte ‘WHO- QoL BREF’ meet dit domein slechts 

met 3 van de 26 items. Indien er in een onderzoek alleen wordt gekeken 

naar de totale kwaliteit van leven, kan een positief effect op het domein 

sociale relaties, over het hoofd worden gezien.  

Daarnaast is opvallend dat, hoewel 50% van de deelnemers aangeeft dat 

zij door deelname aan de groep positiever over zichzelf is gaan denken, de 

uitkomsten op de Rosenberg-schaal geen verandering in zelfwaardering 

laten zien. De schaal lijkt ook in ons geval eerder een ‘trait’ (karaktertrek) 

dan een ‘state’ (toestandsbeeld) te meten (Torrey e.a., 2000).  

 

Zelfinvullijsten 

In al onze studies is gebruik gemaakt van zelfinvullijsten. Probleem 

hierbij zou kunnen zijn dat deze manier van invullen minder geschikt is 

voor mensen met schizofrenie. Zij kampen mogelijk met een gebrek aan 

ziekte-inzicht en verminderde mogelijkheid tot zelfreflectie. Een voordeel 

van zelfinvullijsten is dat het de ervaringen en het oordeel van de patiënt 

weergeeft en dit heeft onze voorkeur bij lotgenotenonderzoek.  

 

Interventietrouw 

Bij schizofrenie is interventietrouw een serieus probleem. Bij 

medicatiestudies blijkt soms wel 50% niet trouw de medicatie in te 

nemen. Bij psychosociale interventies is dit fenomeen minder goed 

onderzocht. Er zijn geen standaarden ontwikkeld die aangeven aan 

hoeveel bijeenkomsten men minimaal moet deelnemen om enig effect te 

verwachten. Wij hebben in onze studie gekozen voor een afkappunt van 

negen bijeenkomsten (op een totaal van 16). Ontwikkeling van richtlijnen 

rondom het berekenen van afkappunten voor therapietrouw bij 

psychosociale interventies zou wenselijk zijn. 
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Klinische implicaties Klinische implicaties Klinische implicaties Klinische implicaties     

Dient de interventie toegevoegd te worden aan de standaardzorg? 

De studieresultaten tonen aan dat de interventie in staat is om het sociale 

netwerk van mensen met schizofrenie te versterken. In een populatie die 

zich veelal in een sociaal en emotioneel isolement bevindt, is dit een 

essentiële bevinding. In de literatuur geven patiënten ook aan dat 

interventies gericht op het verbeteren van hun sociaal functioneren, 

onvoldoende worden aangeboden (‘unmet need’). De 

lotgenoteninterventie zou hierin mogelijk een rol kunnen spelen. Het 

verdient dan ook aanbeveling om lotgenotengroepen toe te voegen aan de 

standaardzorg. 

 

Waarom is er gekozen voor de term ‘minimaal begeleide 

lotgenotengroepen?’ 

Er zijn veel verschillende termen voor interventies waarbij 

lotgenotencontact een rol speelt. Gedacht kan worden aan de 

Schizophrenic Anonymous groepen, GROW-groepen, Recovery Inc. 

groepen en zelfhulpgroepen. Toch zijn er verschillen tussen deze groepen 

qua doelgroep, het gebruik van theorieën (cognitieve therapie en/of 

psychotherapie) en de input van de professional.  

Wij hebben gemeend dat de term ‘minimaal begeleide’ lotgenotengroepen 

het beste past bij de door ons ontwikkelde methodiek. ‘Minimale 

begeleiding’, omdat iedere sessie wordt begeleid door een 

verpleegkundige die zich volgens de voorgeschreven methodiek niet 

inhoudelijk met de groepsgesprekken bezig houdt. Daarnaast verwijst 

‘minimale begeleiding’ ook naar het begrip ‘minimal interventions’ uit de 

literatuur, waarbij men streeft naar effectieve zorg met minimale input 

van de professional.  

De interventie richt zich duidelijk op ‘referent power’ (leren van gelijken) 

en niet op ‘expert power’ (leren van de professional). Specifieker, de rol 

van de professional is het zoveel mogelijk stimuleren van deze ‘referent 

power’.   

 

Wat is de rol van de verpleegkundige? 

Deelnemers geven op een expliciete vraag hiernaar aan, dat hun voorkeur 

uitging naar de begeleiding door een verpleegkundige en niet naar de 
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begeleiding door een lotgenoot of een combinatie hiervan. Zij zien de 

aanwezigheid van de verpleegkundige niet als een belemmering in het 

lotgenotencontact. Stewart (1990) concludeert in een overzichtsartikel 

over de rol van professionals bij lotgenotengroepen, dat dergelijke 

groepen begeleid mogen worden door een professional mits deze een 

indirecte, niet-geautoriseerde rol speelt. Wij zouden dan ook willen 

pleiten voor een verpleegkundige die enkel structuur, continuïteit en een 

veilig klimaat biedt en zich niet inhoudelijk bezig houdt met de 

groepsgesprekken. 

 

Kan de methodiek geïmplementeerd worden? 

In de multi-center studie bleek reeds dat de methodiek goed 

overdraagbaar is en dat de interventie snel door instellingen kon worden 

uitgevoerd. De aanwezigheid van het draaiboek en een training voor 

verpleegkundigen draagt daar mede aan bij. De uitkomsten van de 

kosteneffectiviteitstudie zijn van belang om in de toekomst beleidsmakers 

en zorgverzekeraars te overtuigen van het nut van de interventie. Wel 

moet nog veel werk worden verzet om alle verwijzende disciplines te 

informeren over de ‘state of the art’ van lotgenotenonderzoek. 

 

Toekomstig onderzoekToekomstig onderzoekToekomstig onderzoekToekomstig onderzoek    

 

Dit is de eerste studie naar het effect van lotgenotengroepen voor mensen 

met een psychose is, daarom zijn replicatiestudies nodig, bij voorkeur 

binnen gezondheidszorgstelsels met een ander standaardzorgpakket. 

Replicatiestudies gericht op: de lange termijneffecten, andere doelgroepen 

(bijvoorbeeld bij mensen met ADHD of een bipolaire stoornis) of op de 

effecten van een iets andere opzet (open groep, onbeperkt aantal sessies 

etc.) zijn daarnaast relevant. Deze nieuwe studies zouden gebaat zijn bij 

een verdere ontwikkeling van specifieke uitkomstmaten gericht op hoop, 

persoonlijke controle, gedeelde ervaringen, isolement en zelfvertrouwen. 

Tot slot zou de empowermentstudie met een grotere steekproef 

gerepliceerd kunnen worden, teneinde met factoranalyse een vragenlijst 

te ontwikkelen specifiek voor mensen met schizofrenie. 
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In 1999 kwam ik als onderzoeksmedewerker op de Afdeling Psychosen 

van het UMCG werken. Ik voelde mij daar meteen thuis door het leuke 

contact met collega’s en patiënten. Op de afdeling werden diverse 

interessante studies uitgevoerd variërend van medicatiestudies tot 

epidemiologische studies. Deze combinatie, een prettige werksfeer 

gepaard gaande met uitdagend onderzoek, heeft ervoor gezorgd dat ik in 

2003 vol enthousiasme begon aan het promotietraject.  

 

Dr. Rikus Knegtering, beste Rikus, niet voor niets noem ik jou als eerste. 

Jij gaf mij de kans om mezelf verder te ontwikkelen toen ik net op de 

Afdeling Psychosen kwam werken. Je stond open voor nieuwe ideeën en 

zorgde voor goede randvoorwaarden, samen met in memoriam drs. 

Hannie Wolff. Tijdens onze vlotte samenwerking aan jouw proefschrift, 

stimuleerde jij mij tot het schrijven van een eigen onderzoeksvoorstel. 

Deze werd gehonoreerd en zie hier het resultaat! Niet alleen in de 

beginfase was je belangrijk, ook tijdens het verdere promotietraject was je 

betrokken en coauteur van meerdere artikelen. Je was een goede 

leermeester! 

 

Pieter Jan Mulder, beste Pieter Jan, eigenlijk is dit hele proefschrift 

begonnen met jouw vraag: ‘Hee buuv, heb je even?’ Onze kamers 

grensden destijds aan elkaar op de afdeling. Je was overtuigd van het nut 

van de interventie, maar de methodiek stond nog niet op papier en over 

het effect van de interventie bij onze patiënten was nauwelijks 

gepubliceerd. Het was duidelijk, de interventie moest onderzocht worden, 

mocht het ooit toe worden gevoegd aan het behandelaanbod en zo 

geschiedde. Ik ben je dankbaar voor het trainen en superviseren van alle 

verpleegkundigen, je assistentie bij alle metingen - waarbij je zelfs je bril 

uitleende aan deelnemers die deze vergeten waren - en het meedenken 

tijdens het gehele proces. De combinatie van jouw praktische en mijn 

onderzoekservaring is geslaagd! Je verdient het om als paranimf aan mijn 

zijde te staan ook als blijk van waardering voor de verpleegkundigen die 

de groepen hebben begeleid en ons eigen verpleegkundig team.  

De bonkevaart is bereikt!  
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Dr. Richard Bruggeman, beste Richard, jou ben ik veruit de meeste dank 

verschuldigd. Je was mijn dagelijkse begeleider bij alle studies. Je gaf mij 

alle ruimte zelfstandig te werken en was er als copromotor altijd op de 

momenten dat ik je echt nodig had. In jouw overvolle agenda werd dan 

meteen een plekje voor mij gemaakt, soms zelfs aansluitend op een lange 

werkdag. Super van je! Ik waardeer je kritische blik, oprechtheid en 

humor. Ook heb ik veel bewondering voor de manier waarop je leiding 

geeft aan grote landelijke studies. Ik hoop dat ‘onze bekende competitie’ 

nog vele jaren zal duren! 

 

Dr. Jooske van Busschbach, beste Jooske, ik heb heel veel van jou geleerd. 

Je bent kundig in het schrijven van prachtige teksten (hoe vaak ik niet 

heb gedacht, kon ik dat maar!), statistisch goed onderlegd en verzet in 

deeltijd het werk van een fulltimer. Je las mijn manuscripten dan ook heel 

nauwkeurig en wist precies waar het over ging. Je dacht en leefde altijd 

met mij mee op onderzoeksgebied, maar ook op het persoonlijke vlak. Dat 

vond ik erg fijn en siert jou als copromotor!  

 

Prof.dr. Durk Wiersma, beste Durk, dank je wel voor de plezierige 

begeleiding. Je hebt mij geleerd ingewikkelde dingen helder te 

formuleren. Ook leerde je mij beter schrijven (geen herhalingen!). Jouw 

feedback altijd keurig in potlood weergegeven, zal ik straks gaan missen. 

Een mooie herinnering heb ik aan Venetië, want daar kreeg ik jouw 

‘jawoord’ voor het manuscript. Mille grazie! 

 

Prof.dr. Mark van der Gaag, beste Mark, ik vond het heel fijn dat jij als 

begeleider erbij kwam. Vanuit een andere instelling zag jij vaak op afstand 

meteen wat er moest gebeuren als het denk- of schrijfwerk bij mij even 

stagneerde. Tevens wil ik je danken voor je belangrijke rol bij het starten 

van de groepen bij Parnassia. Hierdoor konden wij maar liefst twee 

groepen starten in Den Haag! Je bent een groot voorstander van het ‘ping 

pong effect’ en deze manier van werken paste goed bij mij. Na een kort 

telefoontje met jou kon ik de hele dag weer ‘empowered’ verder! Dank je 

wel voor alles! 

  



Dankwoord 

133 

Voor het slagen van de lotgenotenstudie zijn de patiënten erg belangrijk 

geweest. Zonder jullie fantastische inzet was dit proefschrift er niet 

gekomen: bedankt. Het invullen van de lijsten kostte de nodige energie, 

toch haakte bijna niemand af tijdens de studie. Dit onderstreepte het 

belang dat jullie zelf ook hechtten aan de lotgenotenstudie. Ik hoop dan 

ook dat ons onderzoek veel gaat betekenen voor de schizofreniezorg!  

 

Niet alleen de UMCG-collega’s van de Afdeling Psychosen ben ik 

dankbaar, maar ook collega’s van andere instellingen. Mede door de 

samenwerking met andere instellingen werd het mogelijk om dit 

onderzoek uit te voeren. De GGz Friesland (Leeuwarden), Adhesie 

(Deventer) en het psychomedisch centrum Parnassia (Den Haag) waren 

direct betrokken bij de studie. Verpleegkundigen, psychiaters, arts-

assistenten en secretariaten van deze instellingen waren allen 

behulpzaam.  

De meeste dank ben ik uiteraard verschuldigd aan de verpleegkundigen 

die eens per twee de groepen hebben begeleid. Joke Veenstra, Harmannus 

Goedhuis, Brando Brijker, Jaap van de Hudding, Anneke Hogeboom en 

Ype Hof: bedankt! Ook dank aan de verpleegkundigen die na afloop van 

de studie de controlegroepen hebben begeleid.  

In het bijzonder wil ik de prettige samenwerking met Adhesie nog even 

noemen, omdat zij ook deelnamen aan de empowermentstudie. Just van 

der Linde en Harmannus Goedhuis: bedankt!  

Op deze plaats wil ik ook graag de betrokkenen bedanken van de GGz 

Groningen (Winschoten) die tevens een groep hebben gedraaid, maar 

waarbij het ons niet lukte om genoeg deelnemers te werven voor een 

controlegroep. Astrid Kuster, Ernst Blömer, Chris Verhagen en Hans 

Klein: dank voor jullie inzet. 

  

Ook vele andere collega’s zijn belangrijk geweest voor dit proefschrift. 

Nynke van der Wal, beste Nynke, ik wil je bedanken voor je rol in de 

pilotstudie voorafgaand aan de landelijke studie, maar vooral voor onze 

vriendschap. Ik geniet van de leuke dingen die wij samen met onze kids 

doen. Je bent een fijne vriendin! 

Dr. Peter de Jong, dank voor je hulp bij de pilotstudie. 



Dankwoord 

134  

Dr. Dennis Stant, beste Dennis, dank voor de prettige samenwerking in de 

kosteneffectiviteitstudie en onze gezellige kostenefficiënte lunches!  

Dr. Herman Kluiter, drs. Willem Lok en dr. Sjoerd Sytema, dank voor 

jullie methodologische en statistische ondersteuning.  

Drs. Geke Taymour, beste Geke, dank voor je assistentie bij de beginfase 

van de studie. Onze werkrelatie is overgegaan in een fijne vriendschap. Ik 

kom je na mijn promotie snel weer es opzoeken!  

Drs. Erna van ’t Hag, beste Erna, ook jij stond altijd stand-by en was 

behulpzaam bij de dataverzameling. De lange schrijfdagen werden 

enigszins verbroken door ons gezamenlijk sportuurtje, heerlijk was dat. 

Dank je wel voor je gezelligheid, belangstelling, het lenen van je boeken 

en de leuke schouwburgbezoekjes! 

Dick Bruggeman, thank you for critically reviewing my manuscripts!  

Marit de Sonnaville, dank voor het verzamelen van de data in de 

empowermentstudie.  

Henk Hallie, dank voor het invoeren van de data van de 

kosteneffectiviteitstudie.  

Sietse Dijk, dank voor het aanleveren van veel literatuur.  

Martha Messchendorp, dank voor je advies en hulp bij de opmaak van het 

proefschrift.  

Ellen Visser en Esther Holthausen, bedankt voor jullie tips en advies op 

promotiegebied. Het was fijn dat ik altijd even binnen mocht lopen. 

Mijn congresmaatjes, Nynke Boonstra en Marieke Pijnenborg. Wij 

deelden vele kamers op congressen en promovendidagen, daardoor was 

het altijd erg gezellig. Bedankt voor ons leuke lotgenotencontact en onze 

vriendschap!  

Verder al mijn lunchmaatjes bedankt voor een aangename ‘break’ tijdens 

de werkdag: Inge Rinzema, Susan Bunskoek, Ingrid Domhof, Joost Keers 

en Kerstin Wolters.  

 

Prof.dr. Don Linszen, prof.dr. Wijbrand Hoek en prof.dr. Wim van den 

Heuvel, dank voor het lezen en goedkeuren van het manuscript. Beste 

Wim, bij jou ben ik als student afgestudeerd, ik vond het daardoor extra 

leuk dat je zitting nam in de leescommissie. En je hebt gelijk gekregen: 

een bul is slechts een begin in de onderzoekswereld! 
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Geen onderzoek zonder financiële ondersteuning. Daarom wil ik op deze 

plaats ook Zon Mw, het RGOc, Stichting Roos, UMCG (Doelmatigheids-

gelden) en de Afdeling Psychosen bedanken. In het bijzonder wil ik 

Stichting Roos noemen. Deze stichting heeft tot doel het verbeteren van 

de kwaliteit van leven van mensen met schizofrenie. De stichting is in het 

leven geroepen door ons collega drs. Hannie Wolff. Beste Hannie, ook al 

ben je nu niet meer bij ons, ik weet dat jij zou stralen bij het zien van dit 

proefschrift en al helemaal omdat het onderzoek is naar een 

verpleegkundige interventie. Ook jij zorgde voor goede randvoorwaarden 

in het begin: verpleegkundigen vrijplannen op de afdeling, zodat ze een 

lotgenotengroep konden starten. Door de bijdrage van jouw stichting ben 

je tot aan het eind betrokken geweest: dank je wel!    

 

Ook patiëntenvereniging Anoiksis, in het bijzonder Peter Reuvekamp, 

bedankt voor de betrokkenheid en feedback. Ik hoop dat we gezamenlijk 

kunnen nadenken over het implementeren van de lotgenotengroepen. 

 

Voor de totstandkoming van dit proefschrift ben ik ook veel mensen uit 

mijn privé-leven dankbaar. Lieve vrienden en vriendinnen: bedankt voor 

jullie belangstelling, steun en voor de leuke dingen die we samen doen in 

het leven! Greta, bedankt voor je hulp bij de omslag. 

 

Mijn schoonfamilie ook bedankt, in het bijzonder Popke en Coba voor het 

vele extra oppassen toen ik hoogzwanger van Lies was en het manuscript 

beslist wilde afronden. Jullie zijn fantastisch als schoonouders en ook als 

pake en beppe! Lieve Harmien, ook jij bedankt voor al het oppassen. Het 

is fijn dat we als schoonzussen zulke dikke vriendinnen zijn! 

 

Lieve Evert, mijn broer. We hebben een sterke band en daarom vind ik 

het ook zo geweldig dat jij naast mij staat tijdens de verdediging. Ik ben 

trots op je! Het wordt tijd om onze broer-zusdag weer in het leven te 

roepen, vind je ook niet?  

 

Als allerlaatste dank ik degenen aan wie ik het proefschrift opdraag.  

Leave heit en mem, Marten en Antje. Tja, daar zit ik dan in jullie 

zolderkamer het dankwoord te schrijven van mijn proefschrift. Wie had 
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dat nou verwacht? Ik kan zo een pagina vol schrijven over alles waar ik 

jullie dankbaar voor ben, maar ik denk dat je als ouder geen groter 

compliment kan krijgen dan dat ik het nu zelf als moeder net zo goed 

probeer te doen als jullie. Jullie hebben mij altijd gestimuleerd en 

gesteund in de dingen die mij bezighielden. Ook nu kan ik nog altijd op 

jullie als ‘hulptroep’ rekenen. Tige tank!  

Lieve Jelmer en Lies, jullie zijn ‘mems leave lytse poppies’. Ik geniet 

enorm van jullie. Jelmer, mem hoeft nu gelukkig niet meer zoveel te 

‘typen’, hoor!  

Lieve Bert, bedankt voor je ondersteuning en praktische hulp tijdens het 

gehele promotietraject. Jij gaf mij altijd alle ruimte om aan mijn 

proefschrift te werken. Dat waardeerde ik enorm. Maar vooral bedankt 

voor je liefde: ik kan me geen fijnere partner wensen!  
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Stynke Castelein werd op 29 juli 1974 geboren in Sijbrandaburen, 

gemeente Rauwerderhem (Frl.). Zij behaalde in 1992 haar VWO-diploma 

(Atheneum) aan de Rijksscholengemeenschap Magister Alvinus te Sneek. 

Vervolgens studeerde zij één jaar Romaanse Talen en Culturen aan de 

Faculteit der Letteren van de Rijksuniversiteit te Groningen. In 1993 

startte zij met de opleiding Maatschappelijk Werk en Dienstverlening aan 

de Hanzehogeschool Hogeschool van Groningen, welke in 1997 werd 

afgerond. Tijdens deze studie werkte zij als medisch maatschappelijk 

werker in Beatrixoord op de CVA- en de Dwarslaesie-afdeling.  

In 1997 ging zij Sociologie studeren aan Rijksuniversiteit te Groningen. 

Deze studie - met de specialisatie Medische Sociologie – werd in 1999 

voltooid. Haar afstudeeronderzoek bij het Noordelijke Centrum voor 

Gezondheidsvraagstukken te Groningen richtte zich op de tevredenheid 

van patiënten over de huisartsenzorg en verschillende medische 

specialismen. 

Vanaf 1999 werkt zij als onderzoeksmedewerker/onderzoeker op de 

Afdeling Psychosen van het Universitair Medisch Centrum Groningen. 

Zij participeerde o.a. in studies naar seksuele dysfuncties, obstetrische 

complicaties en neurologische verschijnselen bij schizofrenie.  

In 2003 verwierf zij samen met haar begeleiders een ZonMw-subsidie in 

het kader van Praktijkzorgprojecten. Deze financiering betekende de start 

van het promotietraject. Later verkreeg zij eveneens gelden van Stichting 

Roos, Doelmatigheidsgelden UMCG en het Rob Giel Onderzoekcentrum 

welke de afronding van het proefschrift mogelijk maakten.  

  

Stynke woont samen met Bert Koopmans. Samen hebben zij twee 

kinderen: Jelmer (2006) en Lies (2008). 
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Internationale publicaties (Internationale publicaties (Internationale publicaties (Internationale publicaties (PeerPeerPeerPeer----reviewed journal articles)reviewed journal articles)reviewed journal articles)reviewed journal articles)    

 

Castelein S, Gaag M van der, Bruggeman R, Busschbach JT van, Wiersma, 

D. Empowerment in People with Psychotic Disorders: A Comparison of 

three Instruments. Psychiatric Services 2008: 59: 1338-42. 

 

Castelein S, Bruggeman R, Van Busschbach JT, Van der Gaag M, Stant 

AD, Knegtering H, Wiersma D. The effectiveness of peer support groups 

in psychosis: A randomized controlled trial. Acta Psychiatrica 

Scandinavica. 2008: 118: 64-72. 

 

Castelein S, Mulder PJ, Bruggeman, R. Peer Support Groups with minimal 

Guidance for Schizophrenia: a nursing intervention. Psychiatric Services. 

2008: 59: 326.  

 

Knegtering H, Van den Bosch R, Castelein S, Bruggeman R, Sytema S, 

Van Os J. Are sexual side effects of prolactin-raising antipsychotics 

reducible to serum prolactin? Psychoneuroendocrinology. 2008: 33: 

711-17 

 

Boks MP, Selten JP, Leask S, Castelein S, van den Bosch RJ. Negative 

association between a history of obstetric complications and the number 

of neurological soft signs in first-episode schizophrenic disorder. 

Psychiatry Research. 2007; 149: 273-7.  

 

Knegtering H, Boks M, Blijd C, Castelein S, van den Bosch RJ, Wiersma D. 

A randomized open-label comparison of the impact of olanzapine versus 

risperidone on sexual functioning. Journal of Sex & Marital Therapy. 

2006; 32: 315-26. 

 

Knegtering R, Baselmans P, Castelein S, Bosker F, Bruggeman R, van den 

Bosch RJ. Predominant role of the 9-hydroxy metabolite of risperidone in 

elevating blood prolactin levels. American Journal of Psychiatry. 2005; 

162:1010-2. 
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Knegtering R, Castelein S, Bous H, van der Linde J, Bruggeman R, Kluiter 

H, van den Bosch R. A randomized open-label study of the impact of 

quetiapine versus risperidone on sexual functioning. Journal of Clinical 

Psychopharmacology. 2004; 24:56-61.  

 

Knegtering H, van der Moolen AE, Castelein S, Kluiter H, van den Bosch 

RJ. What are the effects of antipsychotics on sexual dysfunctions and 

endocrine functioning? Psychoneuroendocrinology. 2003; 28:109-23.  

    

Abstracts 

Castelein S, Bruggeman R, van Busschbach JT, van der Gaag M, 

Knegtering H, Stant AD, Wiersma, D. The effectiveness of peer support 
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self-help groups: a multi-center randomized controlled trial. 
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PJ, Knegtering H, Wiersma D. The effectiveness of support groups for 

people suffering from psychosis: a multi-center randomized controlled 

trial. Schizophrenia Bulletin. 2005; 31, 521 

 

Castelein S, Knegtering H, Beintema H, Dost S, Klene M, Drenth B, Bosch 

van den RJ. The long-term effects of depot antipsychotics or clozapine on 

sexual functioning. Schizophrenia Research. 2004; 67: s181.  
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Castelein S, Bruggeman R, Mulder PJ, Knegtering H. Usefulness of semi-

structured support groups in schizophrenia. Schizophrenia Research. 

2003; 60: Supplement, ISSN 0920-9964. 

 

Bous H, Castelein S, Kluiter H, Teske A, Knegtering H. The antipsychotics 

and sexual functioning questionnaire (ASFQ): A pilot study evaluating 

reliability and validity in patients treated with antipsychotics. 
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