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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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