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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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