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Background information 

 It is by now widely accepted that the relatives of a person with schizophrenia 

should be included in the patients’ mental health treatment (1-3). It has not always been like 

this in mental health services. On the contrary, the relatives of a mentally ill person have been 

both accused of being the cause of the illness and to have a negative impact on the course of 

the rehabilitation and been kept out of contact with their hospitalized family member (4-6) .   

 Today guidelines for treatment of schizophrenia do recommend family 

intervention both for the benefit of the patients’ rehabilitation, and for the family members’ 

own health and quality of life. (1-3). Still, there is a challenge in fulfilling the guidelines in 

parts of the mental health system (7-9). 

A specialized rehabilitation inpatient unit for persons with schizophrenia at 

Østmarka, St. Olav Hospital, Norway provides psychoeducational courses aiming to reduce 

stress and enhance coping for family members and caregivers based upon the stress-coping 

model of Lazarus and Folkman. For the last five years, this program has been evaluated for a 

research study. 

This thesis is twofold, first in paper 1 I will attempt to summarize the historical 

and scientific perspectives of mental health treatment and the changes in the relatives roles, 

and second in paper 2 I attempt to evaluate the impact if a six session psychoeducative 

intervention for relatives on their appraisal of experiences of caregiving and evaluation of 

own health and functioning. 
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ABSTRACT 
Purpose: The current paper aims to describe the last century changes in the relatives’ role in 

treatment of individuals with schizophrenia in medical, psychological, social, and research 

perspective. 

Methods: A literature review was obtained by searches on Bibsys, Helsebiblioteket, ISI web 

of Science, and PubMed. Key words were schizophrenia, psychosis, psychiatric history, 

caregiver burden, family intervention. Evidence based literature was obtained via searches of 

ISI Web of Science, EBCON, Pubmed, and Google Scholar computerized databases from 

1960 through November 2008. Reports of earlier reviews of literature and original research 

were included. 

  

Conclusions: From being assumed as a cause of mental illness, to influence course and 

relapse, and now to be an important resource of the treatment and recovery of the patient, the 

relatives now are also recognized as caregivers with their own needs for help and support. 

There are still challenges to include evidence-based treatment in the clinical settings.  
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INTRODUCTION 
Schizophrenia is a serious condition with symptoms as hallucinations, delusions 

(often by bizarre nature), psychomotor disturbances and incoherent speech. Individuals with 

such disturbances may be associated with persons that are dangerous, lazy, incompetent at 

work, and unable to be a family member that fulfil his or hers social obligations. The illness 

lasts long and may lead to different disabilities. Rehabilitation is often considered as difficult 

and especially if it has to take place in a hostile environment characterized by ignorance and 

prejudice (10).  

Several theoretical (e.g. medical, psychological, and sociological paradigms), has 

affected the way severe psychiatric disorders are understood (11-15). The different 

perspectives has emotional and practical consequences, both for the ill individuals and for 

their family (6, 13). Today, the family members of people with severe mental illness, now 

also named caregivers, are considered important and helpful resources in the treatment and 

rehabilitation for the patient. This is a relatively new perspective. Only a few decades ago, 

relatives were considered as causes of the illness (4-6).  

The first part of this paper gives an overview of the perspectives and treatments of 

psychosis and schizophrenia during the last century, and the consequences for the relatives of 

the patients. In the next chapter there will be a brief examination of schizophrenia research, 

research on family and social relationship, stigma, recovery, family members as caregivers, 

and family intervention. I will summarise and discuss information from the psychiatric history 

and other events that have influenced the altered perspectives of mental illness and the 

consequences that changed perspectives have had for the role of family members of the 

mentally ill, and discuss the challenges for the future. 

Research questions 
1) Description of changes in the treatment perspectives and the role of 

the family members of individuals with severe mental illness during 

the last century in mental health treatment settings. 

2) Review of the research for the role of the family in treatment of 

schizophrenia.  

3) What challenges are there in the treatment of individuals with 

psychosis and their family members in the future? 
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Literature search and selection 
The computer generated search was limited to text books and empirical studies 

published in scientific journals written in English or Norwegian, and textbooks with approved 

conceptualizations of themes in this thesis were accepted. All literature chosen describes 

situations in the western part of the world. The search was conducted using the following 

keywords: schizophrenia, family, caregiver, caregiver burden, caregiver experience, expressed 

emotion, family intervention, and psychoeducation. 

 Search strategy for history information. Literature research was accomplished on 

PubMed, ISI Web of Science, Helsebiblioteket, Bibsys Ask, Cinahl, and Google Scholar, and 

in the NTNU university library. 

Search strategy for empirical studies. Relevant trials from 1960 to November 

2008 were identified by electronic literature searches at: ISI web of Science, PubMed, 

EBSCO Psychology and Behavioural Sciences Collection, Scirus, Google scholar, Cochrane 

Library, and the reference lists of identified studies and other reviews were examined.  
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TRADITIONALLY TREATMENT PERSPECTIVES OF SEVERE 
MENTAL ILLNESS AND THE ROLES OF THE FAMILIES 

This chapter aims to describe and understand the history of, and the situations for 

the family members of individuals with schizophrenia in mental health treatment. The roles of 

family members of patients with schizophrenia have changed as the theoretical and clinical 

perspectives have changed during the last century. 

 

The sign of a modern society is the development of science for various areas and 

that the religious perspective of the world is replaced by the scientific view. Humans are no 

longer under the influence of any heavenly body but seen as a machine administrated by 

physical and chemical processes. As a result of this modern explanation mental illness 

became psychiatry, a medical discipline (13). Schizophrenia (Greek: schizein=split, and 

phren=mind) is the name the Swiss psychiatrist Eugen Bleuler in 1908 gave the state that the 

German psychiatrist, Emil Kraepelin, a few years earlier had called Dementia Praecox. 

During the last century when psychiatry has strived to unveil the cause and aetiology of 

schizophrenia and other psychotic conditions it has been conceptualised predominantly as a 

medical illness as other medical illnesses. One looked for a clear cause like a bacterium, a 

brain damage, a diseased gene, or pathological developmental condition (14, 16, 17).  

Biomedical perspective  

From late 19th century through the first decades of the 20th century mentally ill 

people were taken care of in asylums segregated from the community according to a moral 

treatment model. Moral treatment implied physical custody, food, clothing and work but there 

was lack of specific treatment methods. The caring function period was succeeded by new 

experimental physical treatment methods at mental hospitals and was assumed curative. Early 

in the 20th century when the bacterium causing the syphilitic’s brain damage was discovered, 

and the experience of syphilis successfully cured by penicillin, it gave even more reason to 

believe that schizophrenia was an organically determent disorder that could be cured. (1, 4, 5, 

13, 14).  In the 1950s, the modern pharmacological neuroleptica, antidepressiva and 

anxiolytica were documented as very effective to calm the symptoms of psychosis, to cure 

deep depression faster, and to reduce anxiety and insomnia. Medical treatment replaced 

lobotomies and reduced compulsory methods. There was new optimism for the future for a 

large group of hospitalized patients (14, 16, 17).  
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In the moral treatment perspective and asylum period the patients were separated 

from their family, and there is no discussion found from the time period describing the 

relatives’ situation but there were assumption to hereditary which must have influenced many 

families’ lives. In the first part of the 20th century mentally ill people, among others with 

defined aberrations e.g. blindness, Huntington’s Chorea, feeble-mindedness, alcoholism, 

nomadism, and prostitution, considered to be a hereditary defect and sufferers were in many 

countries subject to eugenics. Thousands were sterilized as the result of the assumed 

genetically unfit, and thousands incarcerated. Even though the scientific reputation of 

eugenics started to decline in the 1930s, a time when eugenics was used as a justification for 

the racial policies of Nazi Germany, some western countries continued this treatment until the 

1970s (18). In the 1970s and the 1980s, when mentally ill patients were discharged from the 

hospitals, little effort was made to provide facilities in the communities because the guiding 

principle was that the chronic disorders were caused and maintained by institutional 

subcultures. Most patients therefore moved in to live with their families which got a custodial 

role without getting information or supervision about the illness and how to manage. Despite 

the assumptions, the ex-patients’ “institutionalized behaviour” remained incongruous, 

independent upon their living environment, and became a disruption to family life (19-21). 

 

The medical model does not have preferences only to the biomedical approach. 

During the first half of the 20

Psychoanalysis and psychodynamics 

th century the treatment was mainly based on psychoanalytic 

methods and even if antipsychotic drugs were developed and available from the 1950s, 

psychiatric treatment continued to be influenced by psychological approaches (22).  

Contemporaneous Kraepelin’s scientific descriptions of symptoms and prognosis of mental 

illness, Austrian neurologist and psychiatrist Sigmund Freud attributed neurosis and other 

mental disturbances to the patient’s childhood development and experiences in his former life 

and that the more severe mental illnesses such as psychosis, paranoia, and manic depressive 

conditions were expressions of deep emotional disturbances causing emotional attachment to 

other people problematic. Schizophrenia, he claimed, was a result of unresolved feelings and 

repressed libido. There were polarizing fronts among psychiatrists to the psychoanalytic 

approach, from full dedication to skepticism and even hostility. Still, psychoanalytic and 

psychodynamic explanations became the foundation for both treatment methods and academic 

theory about the child’s development and the driving forces in the human mind. The 

psychoanalysis introduced by Freud, was proposed to interpret the individual’s present mental 

http://en.wikipedia.org/wiki/Racial_policy_of_Nazi_Germany�
http://en.wikipedia.org/wiki/Nazi_Germany�
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state with the elucidation that his former life and experiences has importance to the meaning 

of his or hers thoughts and feelings. This anchored in theories of the unconscious mind and 

defence mechanisms as repression. Treatment by psychoanalytic methods intended to cure 

psychopathology through the patient’s free associations or in dialogue between the patient and 

a psychoanalyst. Following Freud there were several schools with psychodynamic perspective 

built on the psychoanalysis. There was Mahler with self- and object differentiation, Fairbairn 

and Kernberg with object relation theory, and there was Kohut who was most concerned 

about self-representations (13, 22-24).  

Both the psychoanalytic and the psychodynamic perspective see psychological 

problems in adulthood as anchored in the early childhoods. This would be described as 

disturbances in development, faulty understanding of the environment, early lack of security 

and fulfilling of needs, or inadequate quality in attachment to others, especially the mother 

(12, 13, 25). Prior to the 1970s, individual and group psychotherapies for schizophrenia were 

generally based on psychodynamic theories, or theories that conceived of schizophrenia as 

being caused by pathological behaviour or communication patterns of the patient’s family. 

These treatment methods stigmatized the patients’ families, often their main or only support 

system (26).  

 

Psychiatry became a product of the welfare state and the Enlightenment. Even if 

doctors in the early 1900s defined mentally illness as an inheritable brain disease, there was 

strong faith in humans as rational beings, and if surrounded by common sense could heal the 

madness, the so called moral treatment. The positive results of the segregation of mentally ill 

in the huge asylums failed to come, the patients did not get well, and the asylums became 

overcrowded. Simultaneously society called for stronger demands for normality and efficacy, 

and the most important intention from society to psychiatry became to keep deviants in 

control and away from their families and the community (16, 27). After dramatic events like 

both World War I and World War II the psychoanalysis and offspring’s like the 

psychodynamic theories thrives and the interest of the individuals social and emotional factors 

increased, mostly because of all the physically and mentally harmed veteran soldiers and the 

perspective of humans health as a public matter. In the 1920s the behaviorist perspective grew 

both theoretically and clinically. Perspectives on humans as physical objects: one by objective 

observations of behavior could reveal the psychological problems scientifically, and the 

treatment approaches were reinforcement, forming and learning by role modeling. Post WW 

Social perspective – a debate about illness and normality  

http://en.wikipedia.org/wiki/Unconscious_mind�
http://en.wikipedia.org/wiki/Defense_mechanism�
http://en.wikipedia.org/wiki/Psychological_repression�
http://en.wikipedia.org/wiki/Psychopathology�


 

8 
 

II, adherents of humanistic and systemic perspectives were critical to what was seen as 

insufficient in the psychodynamic perspective. Humanistic perspective, in brief, claims each 

human is a free individual, capable of response, and able to make his and her own choices to 

fulfill his potential. The systemic perspective based on cybernetic and homeostasis in 

biological systems was transferred to the interaction between individuals and between the 

individual and the environment or the context (13).  

Ronald Laing and colleagues, a group of psychiatrists based in London, led a 

movement to treat psychiatric illness politically rather than technically, the antipsychiatry 

arose. They regarded the psychotic person not as ill, but as an individual in an alienated 

society, the one that could unmask the madness of society in large and the family in 

particular. With the advent of the antipsychiatry in the following decades, the idea of saving 

the person with schizophrenia from the family became stronger. The family was considered as 

a repressive institution, and there was no reason to repair a dysfunctional family because a 

functional family was considered even worse. The psychotic person literally had to be saved 

from his family and the psychiatrists attempt to normalize him (14). In 1956, Palo Alto, 

California, anthropologist Gregory Bateson and colleges with a perspective based on 

interaction and linear systemic theory articulated that schizophrenia was a disease stemming 

from double bind situations. Double bind is explained by that the communication from the 

parents to the children are incongruent or formed as abstract conflicting messages. The 

perceived symptoms of schizophrenia was therefore an expression of distress by the 

communication style where the child grew up “guessing” about which messages were relevant 

or worthy of attention (4, 24). In Italy, at about the same time, the perspective also was that 

schizophrenia was connected to family interaction, but the Milano group substituted the linear 

view of the schizophrenia caused by family with a circular systemic perspective as a kind of 

co-evolution between the person with schizophrenia and the patterns within the family. The 

psychotic person does not see any existential sense in the family, and his behaviour does not 

make sense for the other family members (26).  In Europe these principles arouse the 

discussion of whether the disturbances came from inherited or environmental problems, or a 

combination. Several psychiatrists, among them German Frida Fromm-Reichmann and 

American Theodore Lidz founded the foundation for schizophrenia in the environment of the 

families where children grew up, and the terms “skewed” family and “schizophrenogenic” 

mothers became common concepts. Lidz noted that schizophrenogenic mothers managed to 

be impervious to the needs and wishes of other family members, and that there was a 

malfunction of the parents that caused the child’s mental disturbance. He described the 
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mothers’ psychotic or very strange concepts to remain unchallenged by the husband; creating 

a reality within the family. In his book ”Schizophrenia and the Family” (28), Lidz calls this 

phenomenon folie à deux, a shared delusion between the two parents. If the delusional ideas 

of the dominant parent are shared by all family members, the result is a folie à famille. Still, 

Lidz criticised a culture of blame against schizophrenogenic mothers, writing: 

“I also find it very distressing that because the parents’ attitudes and interactions are 
important determinants of schizophrenic disorders, some therapists and family 
caseworkers treat parents as villains who have ruined the lives of their patients” (28 
p. 26). 
 

In wake of the psychodynamic perspective, there were both implicit and explicit 

views that the atmosphere in the family, and so called dysfunctional communication pattern, 

could influence the course of severe mental illness. British psychologist George W. Brown 

and colleagues, who search for links between peoples’ vulnerability for mental illness and 

their social conditions, realized that despite new treatment methods and care, discharged 

schizophrenia patients still had a tendency to relapse with a recurrence of symptoms. This was 

even more frequent for those who moved back into the family home than those who lived 

elsewhere. The hypothesis was that a high degree of expressed emotion (EE) in the family 

environment was an index of characteristics of relatives which were likely to cause a relapse 

of symptoms, independently of other factors such as length of illness, type of 

symptomatology or severity of previous behaviour disturbance (6, 29). 

With the accusation of being cause of a family members’ mental illness or 

representing a risk for the patients relapse, the family would be exposed for stigmatization. 

Stigmatisation is a dimension of suffering added to illness or diversity experience, and has 

been found to lead to social isolation, limited life chances and delayed help-seeking 

behaviour. Persons with schizophrenia - and their family, friends, and social group - may be 

shunned, denied protection under the law, and treated as humans of less worth (27, 30, 31).  

The consumer movement established in 1948 in New York, was a self help group 

for discharged mental hospital patients with very strong ethics for empowerment (32). At 

about the same time in UK, The Mental Health Research Fund was set up by a group of 

people who were dismayed by the lack of funding for research into mental health problems. 

The self help groups set up funds to provide grants for research and development projects and 

they adopted an integrative approach bringing together professionals from a range of 

disciplines which recognised that mental health was influenced by a combination of both 

Consumers’ movement 
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social and biological factors. By the 1960s, as a key founder for research, consumer 

movements had the power to influence government policy on mental health. By the 1990s 

they realized the huge potential for spreading information by the World Wide Web, and the 

consumer movements became large online mental health informants and sources for 

campaigns. Similar organisations by former patients, their families, and health professionals 

all around the western world arose. They had testimonies from individuals that had 

experienced recovery from severe mental illness. There were longitudinal studies on former 

patients documenting that the course of the illness is more variable both within and across 

individuals and that many individuals with strict diagnosis have a very good outcome (33, 

34).  

The American psychiatrist Joseph Zubin, in the mid 1970s, searched for a wider 

perspective to describe and understand why some young people developed psychosis. He 

unified the biomedical and psychosocial knowledge about the course of schizophrenia in a 

stress-vulnerability model (12, 35). The model conceives the symptoms and course of 

schizophrenia as the results of combined effects of environmental stress and biological 

vulnerability in individuals, an integrative perspective. The stress-vulnerability model 

describes that the individual has his or her own level or degree of vulnerability which can be 

described both by a biological and psychological nature, and has by these a strength or 

weakness for physical or psychic frustration, generally called stress. Thus, the rehabilitation 

program to prevent onsets of new psychosis is highly dependent on the interactions with the 

environment and social circumstances. Environmental stressors may include substance abuse, 

stressful disruptive life events, or a hostile or critical family (35). Still, within the integrative 

perspective for serious mental illness, we are allowed to see the person in process to get out of 

a patient role situation. One should not only focus on getting free of symptoms of an illness, 

but for the individual to have the same main goal for life as any other adult person; to get an 

education, a job, living space, friends and family, and good physical and mental health. The 

Recovery Model for severe mental illness is conceptualized by professionals, politicians, as 

well as consumers, families, and former consumers of mental health services. Although there 

are different definitions, angels of perspective, meanings, graduations and even contrasting 

understandings of the terms Recovery, Psychosocial Rehabilitation, and Psychiatric 

Rehabilitation, they all describe a collaboration between the patient, the community, health 

services, family members, and peers. There is no longer top-down, clinician-driven treatment, 

Current perspective of schizophrenia and recovery 
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meaning there is an emphasis on empowerment: helping the consumer develops a sense of 

control in his or her life (12, 20, 22, 36-41).   

The family members of a person with psychosis are currently respected as some 

of the most important resources for the patients’ way to recovery, and are respected as 

caregivers with lots of responsibility and burden, and as individuals with their own needs. The 

family members’ knowledge of the patient through their relationship: their knowledge of his 

history, his personality, and his resources, are important information for the health care 

system, and for the treatment and recovery (42). Still, the relatives have a history of their own. 

Relatives of a person with difficult or strange behaviour will wonder what is going on. After 

months, or even years with worry and wonder they have to admit that professional help is 

unavoidable. Meanwhile they may have worried so much that their own health is poor, their 

income reduced, their social and leisure activities being restricted and their domestic routine 

upset (21). Relatives own needs will be secondary and they may feel that they always have to 

‘be there’ for the sick family member what is described as caregiver burden: Family members 

of persons with schizophrenia often provide emotional support, financial assistance, and 

housing to their mentally ill ones. They have to be their advocacy and case manager as well, 

and they worry about their child’s future, and his or her rejection to treatment (specified as an 

objective burden), the cumulative impact of the self-blaming, the grief, the confusion, the 

anger, the frustration, the guilt, and the consequences of social stigma (specified as subjective 

burden). The strain the family of a psychotic person must face and the stressors which they 

must contend with on a daily basis is a threat to their own quality of life and health. The 

family members will have to learn how to cope with the illness and the situation by gaining 

new comprehension and knowledge as tools to new ways for appraisal of their stressful 

situation. To achieve better circumstances of life, the health service professionals have to 

realize the family’s real situation and be aware of their real needs which often are of a 

practical kind like financial or residential (21, 42-46). While families earlier were held 

responsible for both care and cause for their ill relative, they were excluded from the 

treatment. There is now increasing agreement that a collaboration between the patient, the 

family, and the service system are the ultimate base for recovery (47). 

Family members and caregivers 

In the USA, at the beginning of the twentieth century, there was an understanding 

that mental disorders could be prevented by working therapeutically with the families of 

potential psychiatric subjects. This was a starting point for family therapy: an approach mostly 

Family intervention 
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used for families of children with conduct disorders (26). 

Psychoeducation today is an umbrella concept. There are countless versions of 

modern interventions for families. Since the mid 1980’s they were grouped under this term 

which includes behavioural family interventions, eclectic psychosocial family treatment and 

the various kinds of multi-family and relatives’ groups (49).  

The professional interest in family 

interventions for schizophrenia increased out of observations that about one third of 

schizophrenia patients discharged to live with families characterized by high levels of EE had 

three times higher risk of psychotic relapse than those who were discharged elsewhere, even 

if adherence to prescribed medication was adequate. The families had to learn how to behave 

to prevent relapse  (6, 48). The family approach later shifted away from family therapy 

attempting to get families to change their ‘disturbed’ communication patterns, a perspective 

and kind of therapy which not only was ineffective, but perhaps even damaging for the patient 

and the family (47). In the “social learning”, psychoeducation, the family as a whole should 

help the considered biologically mentally ill family member in a careful manner to get a better 

understanding and a better treatment for the patient (49). The psychoeducative models had 

common assumptions and were based on biological aspects of the illness. The assumptions 

were that the families were ‘normal’, that they have been hit by an illness, just as any other 

illnesses that are severe and chronic. The treatment included drugs and rehabilitation; the 

therapist should have an alliance with the sane recourses in the family and give the 

information needed to the family. The proper psychoeducative method was didactic, explicit, 

standardized, and empirically validated so there was no need for special trained or educated 

personnel (47, 49).  

 
 

RESEARCH ON SCHIZOPHRENIA AND THE ROLE OF THE 
FAMILY IN TREATMENT AND REHABILITATION 

As the earlier parts of this paper presented the interest for the family members of 

the schizophrenia patient has increased in the mental health system the last years. Table 1 

shows the number of hits at PubMed, the world’s largest database in medicine, of 

schizophrenia in general, and to schizophrenia and family, family or caregiver burden and 

experience during the last fifty years compared to EBSCO Psychology and Behavioral 

Sciences Collection with the same search words as in the medical base. This table shows that 

there currently are about 2 per thousand of the articles that include schizophrenia that also 

includes the families/caregivers experience or burden in Pubmed, where in EBSCO as much 
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as 63% of all schizophrenia articles included the family or caregiver. 20% of the articles about 

schizophrenia in EBSCO also included the family or caregivers experience.  

 
Table 1 
Search years 
01.01-12.31  

1960-1969 1970-1979 1980-1989 1990-1999 2000- nov 
2008  

      Database 
Search 
phrases 

 
PubMed 

 
EBSCO 

 
PubMed 

 
EBSCO 

 
PubMed 

 
EBSCO 

 
PubMed 

 
EBSCO 

 
PubMed 

 
EBSCO 

Schizophrenia 2282 
 

91 3747 135 6394 223 13152 1238 24658 4745 

Schizophrenia 
And family 

42 5 143 4 479 29 1097 124 1945 526 

Schizophrenia 
And family 
Or caregiver 

 7  23 1 142 32 873 78 2988 

Schizophrenia 
And family 
Or caregiver 
and burden 

 5  4  35 16 207 46 808 

Schizophrenia 
And family 
Or caregiver 
And 
experience 

 5  6  50 10 227 21 956 

 

There is still not found any single or definite cause of schizophrenia, and no 

curative medication. The research at the biomedical topics are wide and diverse, but not a 

subject in this thesis. As table 1 show, there is increasing interest in research of the family 

perspective in schizophrenia from several subject areas. There is research pro and con the 

assumed relational causes of the illness, there is research on the illnesses consequences for the 

family, and there is research in schizophrenia treatment perspective and methods involving 

and taking care of the family.   

In the early 1940 the idea of eradicating mental illness through family prevention 

was well established in the USA. To work with this aspect one needed social conditions as 

well as scientific. The practical consequences of the great deinstitutionalization gave the 

social conditions, and the emergence of contemporary cybernetics, fostered by among others 

Gregory Bateson and his colleges in the Palo Alto group, gave the scientific conditions. The 

latter focused on the communicational and the interactional aspects of the relationships 

between any kinds of beings i.e. machinery, animals, and people. Bateson’s group studied the 

settings by which they intended to prove in individuals got mentally ill – within the family, 

Double bind research 
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and the product of the study was the concept double bind. Double bind is a communicative 

situation where a person receives different or contradictory messages from the environment 

(33).  

Based on their own former studies from the 1950s about the relationship between 

the schizophrenic patients course of symptoms and emotional environment, George W. 

Brown and his colleagues in 1972, surprisingly found that there were more relapses and 

rehospitalisation among patients discharged from the hospital to the family’s home than 

among those who were discharged to live alone or elsewhere (6). Patients and their families 

were seen on several occasions and The Camberwell Family Interview (CFI) was developed 

as a devise measuring “Expressed Emotion” (EE) (6, 29). The original concept of EE 

includes a set of positive and negative emotional relationships, among which three major 

negative components; criticism, hostility and emotional over-involvement, and became the 

focus of research (6, 48). The finding that EE was associated with the course of psychiatric 

disorder generated a great deal of clinical and research

Expressed emotion research 

 interest in EE as an important risk 

factor. Hundreds of family studies have been done based on CFI to discover and analyse the 

effect of EE. Most studies assume that the attitudes of family members with high EE are too 

strong to handle for the vulnerable patient, in addition to the mental illness. High family EE 

were shown as the best predictor of symptomatic relapse, and the “treatment” was to reduce 

contact between patient and family (48). The hypothesis that the dysfunctional family pattern 

caused relapse was never proved, but it was recognised that some families had high EE that 

correlated with the patients relapse rate. It was later acknowledged that the family appraisal of 

the circumstances of having a mentally ill family member living in the house was associated 

with high EE, and that high EE was found in about half of all families studied, with or without 

mentally ill family member (33, 53-55). Simultaneously as the criticism to the interpretation 

of EE, there was accumulating scientific evidence of a neurobiological basis of psychiatric 

disorders. A combination of biological and environmental factors emerged as explanations for 

the mental illness, and that the families dysfunction may be seen as a result of the illness, 

rather than a cause which resulted in a theoretical paradigm shift from blaming and 

pathologizing the family to the recognition and acceptance of  family as an invaluable 

resource, both for the patient and the professionals.(46, 50).  

Considerable research has documented the stigmatization of people with mental 

illness and its negative consequences also may have serious affect on families of psychiatric 

Stigma research 

http://en.wikipedia.org/wiki/Communication�
http://en.wikipedia.org/wiki/Contradiction�
http://en.wikipedia.org/wiki/Message�
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patients. Phelan and colleges made a study of 156 parents and spouses of a population-based 

sample of first-admission psychiatric patients. They found that while most family members 

did not perceive themselves as being avoided by others because of their relative's 

hospitalization, half of the informants reported concealing the hospitalization at least to some 

degree. Both the characteristics of the mental illness, and the social characteristics of the 

family were significantly related to 

To study stigma of schizophrenia patients and their families, Corrigan & Penn recommend 

looking at studies of other stigmatized groups and taking lessons from social psychology on 

discrediting psychiatric stigma. Approaches as protests, education, and promoting contact 

between the general public and persons with these disorders should not be accepted by faith. 

These methods may give better life to some, but they may also result in a rebound effect or 

resistance to change. They also conclude that having the focus on changing public attitudes 

should not exclude the fact that persons with mental illness must learn some strategies to cope 

with the impact of stigma (54). A meta-analysis of 49 empirical studies of whether stigma has 

reduced during the last decades, showed no clear evidence for that, but the authors could see 

what they call some meaningful pattern (55),  

levels of family stigma (51). Family members in other 

studies also report lowered self-esteem and strained relationships with other family members 

because of stigma and that they may be the victims of a “courtesy-stigma” (i.e. being 

stigmatized because of their association with someone with a severe mental illness) (52, 53). 

As a natural consequence of the medical perspective, that severe mental illness 

could not be cured, treatment had emphasized on maintenance and stabilisation of the 

patient’s functional level and the research had emphasized on the psychopathology of the 

illness. Still, some professionals had wider perspectives and claimed that a fundamental basic 

need for a person with schizophrenia who is trying to recover is that the community is well 

prepared to assist and give recommended service. In 1980 Stein & Test gave publicity to their 

invented and proved successful conceptual model for the development of community-based 

treatment for psychiatric patients as alternative to hospitalization. Their goal was to avoid the 

revolving-door hospitalization many patients experienced. The model, called Assertive 

Community Treatment (ACT), was based on years of studying patients’ need for support and 

helped to develop skills to cope if they should live in and become included in the community. 

The conceptual model is based on a multidisciplinary team that serves the individual. The 

service is available all day year round to get help with basic needs and motivation. In addition 

they are offered education, help with problem solving, financial management, health care, 

Schizophrenia recovery research 
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medication, and family involvement to be part of the society (56). The program got a Golden 

Award of Hospital and Community Psychiatry in 1974, and has since spread gradually, being 

used community by community, and state by state until it became in use nationwide (US). 

ACT has been subject of numerous randomized controlled trials and research has shown that 

this type of program is effective to maintain the contact with the severely mentally ill persons. 

It reduces hospitalization, and is considered more satisfactory to the patients and their family 

than standard care (57, 58). Some critics to the evidence of the success of ACT are addressed 

to the methods of studies done and that the compared standard care called ’home services’ is 

not defined clearly enough to be distinguished from the ACT. There have also been 

discussions to see if the model is too paternalistic; the ethics of ‘forcing’ treatment on people 

that are of no danger to themselves or others, and that there are problems with early health-

seeking care (59, 60). Courtenay Harding presented in1987 the findings on two 32 years 

longitudinal studies of schizophrenia outcome. It showed that about two thirds of 269 ex-

patients from Vermont State Hospital did well in a cohort following a 10 year bio-psycho-

social rehabilitation program after deinstitutionalization. The former patients had, besides 

being treated with antipsychotic drugs, been followed up by a special team of professional 

caregivers and provided with housing, jobs, education and social support. Harding’s study 

may represent a centrepiece of the recovery movement (61). Research on recovery is wide. As 

described elsewhere, there is diversity and disagreement of the definitions of the terms used in 

the recovery/rehabilitation, and about how to measure possible results. Some claim 5 years 

without hospitalization, some two. Some ask if periods without symptoms is valid as 

recovered, and if, for how long periods? Some say totally lack of symptoms and some say 

coping with symptoms are fine, some say no need for medication while others mean that a 

well medicated person with good adherence is great, some measure function compared to 

people without mental illness, some say subjective experience of recovery and some say 

objective (33, 62-64). Resnick and colleges describes the confusion about the 

conceptualization of recovery and demand clear operational definitions a necessity for the 

research agenda within the recovery vision to advance (65). The original Schizophrenia 

Patient Outcomes Research Team (PORT) from 1998, with recommendations for the 

treatment of schizophrenia based on existing scientific evidence (66), was updated as recent 

as in 2003 since new knowledge already had occurred to help people with schizophrenia: This 

evidence points to the value of treatment approaches combining medications with 

psychosocial treatments, including psychological interventions, family interventions, 

supported employment, assertive community treatment, and training skills (67, 68).  
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In the last few decades with a new approach to schizophrenia, there is a new 

approach on the family members’ roles. Caregiving is referred to as the relationship between 

two adult individuals who are related. The caregiver undertakes an unpaid and unidirectional 

responsibility for the other who’s mental health problems are disabling and long-term in 

nature (45, 69). In 1978, the first article found on PubMed’ list of the subject schizophrenia 

and caregiver, Hatfield was studying how the parents of adult schizophrenia patient living at 

home searched for help and support. He found that families of the mentally ill risk reduction 

of their psychological and physical resources to the point that their personal efficiency may be 

reduced and that the organization and stability of their family life is threatened (19). Gubman 

& Tessler searched for consequences of the families after the deinstitutionalization of the 

mentally ill in a sociological perspective. There was much concern about the former patients. 

Were they going to be neglected by society? What burden of care and support would there be 

for the family of the patients who came from institutions with care and support 24 hours a 

day? They defined the term family burden as to characterize the load, carrying capacity, and 

strain experienced by family members as individuals and as members of a social system. They 

saw the historical perspective of studies of families involved in their ill relative in three 

different phases. The first consisted of mental illness in the perspective of family interaction 

and communication as the causal agent, followed by the double bind theory. The second 

perspective, or social scene, view families as agents of rehabilitation, in focus to prevent 

relapse. Both of these perspectives are characterized by Gubman & Tessler as only limited 

and useful in explaining the impact of mental disorder on other family members. The third 

perspective is to study the family burden literature where the family problems are explained 

relative to the patients’ illness. Though they acknowledged that the use of the term burden, 

could tend to blame and stigmatize the ill person, which was not intended. The term is in wide 

use and easily understood (45). Brady and McCain found in a review of 63 studies of family 

perspectives that many experiences of living with someone with schizophrenia were adverse 

with respect to; the uncertainty about the cause of the disease, disturbing behaviour, lack of 

support, lack of reciprocity as it relates to the patient, and the family members reaction to the 

schizophrenia symptoms and the way they interpreted the symptoms. The patient’s negative 

symptoms such as lack of energy, lack of purposeful activity, and general responsiveness, 

were often attributed to the patient’s personality. The relatives often thought this kind of 

behaviour was purposely designed to aggravate, annoy, or provoke other family members 

(70). Veltman interviewed 20 caregivers and got all the information about frustration, fear, 

Research on family members as caregivers 
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concern, confusion, hope, sympathy, sadness, grief, anger and guilt. The theme most resonant 

were: stigma of mental illness and the caregiving role, system issues, love and caring for the 

ill relative and the life lesson learned. Some of the interviewed spoke about the stigma they 

sometimes felt unappreciated, blamed, and misunderstood by the general public and 

sometimes by health professionals as well. Stigma was also a challenge for their social life, 

the isolation they felt, and that there was no quality of life for a caregiver. The stigma, some 

told, was not only theirs as caregivers, but also very significant for the ill relative. Several 

families and the ill relatives kept the mental diagnosis as a secret from extended family and 

friends. Some were frustrated by the lack of service and help caregivers of family members 

with other disabilities like cancer or dementia were given compared to themselves. The 

caregivers were very eager to talk about the struggles with “the systems”: the health services, 

treatment, hospitalization, and the financial strains and oversight. The caregivers were also 

concerned about issues not taken care of by the system for their ill relative such as support to 

get a fit place to work and adequate housing (71). The experience and consequences of 

providing care to relatives with chronic mental illness are mainly focused in the adverse 

perspective. Veltman’s study also proved that there are many family members that emphasise 

the positive aspects; it seems to depend on the relatives’ appraisal of their circumstances. The 

caregivers were a bit surprised at first when questions about positive sides of caregiving came 

up, but the majority felt that the caregiving had made them stronger, more patient, and more 

appreciative about time spending with the family (71). The latest review confirms the 

caregivers’ burden experienced by family members of declined freedom to live their own life 

on own terms; conflicting perspectives and expectations between patient and family members. 

Cost of time, emotional and psychological impacts, and economy; and cost of general health 

quality for the family members.  Three concerns matter to the experience of burden: the 

patient and the disorder itself with symptoms and long-term course; the caregivers’ ability to 

cope; and the community and the context where the caregiving takes place. Even if the role of 

the family is recognized useful, and even if the community-based services are gradually better 

organized, services for families are described as fragmented and inadequate (72).  

Spaniol and colleges wrote in 1992 that numerous studies have shown the 

dramatic difference between the professionals’ understanding of what families need and the 

families own perception of their needs.  The professionals’ beliefs and attitudes, and their lack 

of appropriate help skills and knowledge often lay an extra burden of guilt on the newly 

traumatized families. Few families are prepared to deal with such a trauma as realizing that a 

Family Interventions by professionals  
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family member is seriously mentally ill. The family goes through the normal crises reaction: 

shock, denial, depression, anger, acceptance, coping, and affirmation as any person 

confronted with a traumatic illness. When families begin to accept the limitations of what can 

be done, they focus more on how to manage the symptoms and improve the function of their 

mentally ill family member. Professionals that are familiar with the families’ process of crisis 

and loss may be a resource and can work more closely with the family at a time when they 

have less self blame and more assertiveness. Professionals can help families to see their 

experience as a natural result of a traumatic crisis, one which requires new coping and 

adaptation skills (73). Most studies on family intervention some decades ago used the relapse 

or rehospitalizing of the patient as measurement for efficacy. There were few studies that 

examine whether the relatives who attended the family interventions gain benefit in terms of 

reduction of stress or burden of care, and if, it was as a secondary aim. The study of Fallon 

and Pederson was the only one, out of 23 research groups, that systematically investigated the 

effect of family intervention on relatives’ distress. They found that those relatives included in 

family intervention had less global burden and greater levels of coping (74). A significant 

consensus about critical elements of family intervention in treatment emerged in 1999 under 

the encouragement of the leaders of the World Schizophrenia Fellowship. A group of 

scientists: McFarlane and colleges, developed the original consensus, which was then refined 

and ratified by clinicians, consumers, advocacies, family members, and by clinical researchers 

working in this field (75). In 2000 Dixon reviewed 15 studies of family interventions and 

concluded that the new recovery paradigm for consumers and families has underlined the 

importance of looking beyond relapse when assessing program efficacy. She finds the 

efficacy compelling, and that family education programs should be differentiated to fit parents 

or siblings, and that it should be implemented in the best practice guidelines as it is in PORT, 

although, she revels that it is hardly used in a clinic environment (76). Families need and want 

education and information about coping and communication skills. They need emotional 

support, and to be treated as collaborators. In some cases it may even be necessary for the 

professionals to entice families into collaboration by acknowledging the difficulties they have 

experienced and apologize for the way they have been treated by the mental health services 

(36). It was later recognized what crucial role family had on the outcome after an acute 

episode of schizophrenia had occurred. The new paradigm with collaboration between the 

family and the mental health service have changed the perspective and the focus (47). The 

goals for working with families are considered twofold as McFarlane and colleges describe:  
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1. “To achieve the best possible outcome for the individual with mental illness 
through treatment and management that involves collaboration among 
professionals, family, and patient.  

2. To alleviate suffering among the members of the family by supporting them in 
their efforts to foster their loved one’s recovery” (47 p 225). 

   
A few years later, 2006, Pharoah and colleges who’s review is measuring EE, 

frequency of relapse, hospital admission, and compliance with medication, found that family 

interventions may reduce the risk of relapse and improve compliance with medication, but 

because of inadequate data in several of the studies they concluded that further studies are 

needed to give confidence to the effect of such intervention (77). There are now numerous 

programs and guidelines for recovery of schizophrenia involving the family. They might 

appear different and have diverse approach, but the main goals and principle of all family 

interventions are twofold: the fact that family is a valuable resource for the patient and the 

recovery process; and the knowledge that family members also need attention for their own 

needs (20, 38, 78-80). 

 

DISCUSSION 
The main purpose of this paper was, based on literature, to investigate the last 

century’s history of the roles of the relatives of persons with psychosis or schizophrenia. This 

was done in the context of the current situation where relatives are considered as important 

resources in the treatment and recovery of the patient and that they need to be taken care of as 

caregivers. This is a relatively new perspective, now we know the severity of the illness and 

how it also engraves the surroundings. Knowledge of mental disorder has been situated, 

bounded to the historical, cultural, and social context. The concepts used are socially 

constructed categories that reflect and are connected to the conceptualization at the time (13, 

14, 16). We have seen that the explanatory models for schizophrenia are not only determent 

for the treatment of the patient, but that it has a ripple effect on how the society reacts on 

diversity, and that it also has a great consequence for family members of the considered 

mentally ill person. I will first briefly describe the known roles of the relatives’ through the 

historical view from the medical, the psychological, and the sociological perspectives of 

schizophrenia and treatment. Second, I will discuss how the current perspective on relatives 

as valuable sources for treatment and individuals in need of their own have arose through 

sociological perspectives, consumers movement and research, then I will finish with a few 

perspective of the future.  
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The medical, psychological and social perspectives on mental illness described in 

this thesis have shown the societies and the mental health professionals’ different views. 

These perspectives are not necessarily bounded to time periods and shifting paradigms, but 

could rather be seen as different angels to view the phenomena of schizophrenia. The different 

perspectives, or angles, have through the last century in some periods run parallel at different 

professional sites or schools and in some periods one perspective has been predominant to the 

other. Even with these different perspectives the treatment or the societies’ caretaking of the 

mentally ill patients has in superior view been fairly linear and uniformed based on the 

conceptualization at the time period, and based on societies need of structure and control: ill 

in contradictory to not ill, segregated from society inn asylums with the issue of moral 

treatment, and hospitalization with experimental treatment; psychopharmacological treatment 

as curative and deinstitutionalization in the view that “old treatment” in asylums and hospital 

had maintained the mental illness.  

In the family burden perspective: when the patients were taken care of in the 

asylums and hospitals kept away from family and society, either to be raised in moral 

treatment or treated with physical methods, without any literature describing their situation 

we only can assume that the families was burdened by worry and maybe ashamed. Little 

information of mentally illness was exchanged except for the psychiatrists contacted the 

relatives at an early stage of the hospitalization to secure information (81). Later, when 

psychological and social perspectives of mental illness disseminated in the western world, the 

discussions about heritage or environment as cause of the illness arose, which again led to 

unintended blame of the family. First, by the psychoanalytic and psychodynamic perspectives, 

it was assumed that lack of fulfilling of needs in early childhood, and especially 

unsatisfactory quality in the relationship from the mother to the child. Then by the 

antipsychiatry, were the politically aspect of the patient as a sane victim of a mad family in a 

mad world. And further by the social aspects of normality discussion of families’ 

dysfunctional communication style, double bind, schizophrenogenic mothers, or expressed 

emotion was the cause of the illness or to have negative influence on the course of the 

rehabilitation (82). These perspectives seemed to be interdisciplinary shared and was basis for 

interventions for the family. The families needed to be learned how to get out of their 

dysfunctional patterns and behave normal (26). Though the history of the treatment of 

individuals with schizophrenia and their families seems to be of an adverse character, there is 

to admit and to be underlined that all approaches for treatment was done with the best 

intentions to help the patients. 
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The recovery model on schizophrenia as we se today, are based on the theoretical 

and clinical fact that all humans have the same value and right to fulfil his life and potential in 

the community and research proving that former patients has recovered with the right 

interventions (36, 56). Still, we have the same perspectives with us. Researchers are still 

hunting for the brain deficit, or inherited genes to explain the illness. The genes may be a part 

of the vulnerability in the stress-vulnerability model as well as the environment or amount of 

external stressors that has impact on the psychological strength (35). The recovery model, 

although it is an idiom with many explanations, see the patient as a person who are carrying 

the illness or the vulnerability, but still be allowed to live a descent life like anyone else. It is 

described as the integrative model. The family members are currently also respected and 

treated as important actors in the recovery and as individuals with their own needs (2, 33, 62, 

63). How did it change to be this way? There is probably many and complex explanations and 

answers to the question. A lot has happened in the world, perspectives on individuals are 

changed, and politics and economics have changed. Some of the elements are shown in table 

2a. The biggest event or change was probably the deinstitutionalization of mentally ill which 

is described reasoned in the effective psychopharmacology, social economy, or idealism. 

Anyway, during the 1970s and 1980s the mentally ill patients moved back to the community 

and they often lived with their family (15, 45, 83).  

The whole perspective of health and illness in general has changed: Decrease in 

infectious disease is mostly matched by an increase in disease caused by social and 

behavioural factors. This has again increased the achievement of prevention of illness and 

encourages and instructs people to be responsible of their own health. A lot of the medical 

treatment are moved from the hospitals to the community settings, the doctor-patient relation 

are in some degree changed to treatment by interdisciplinary expert groups, on-line and other 

information channels gives people more knowledge of health and illness, and there is a new 

consumer perspective on those in needs for support. These factors must be seen as political 

and sociological approaches in addition to the medical, and also explain some of the changed 

approaches in the mental health care system (84). After the deinstitutionalization, when it was 

demonstrated that the communities did not have the needed facilities for the mentally ill, 

many families had to take care of their ill relatives, which later was concluded as disturbance 

to the family life (19, 43, 45).  

Enterprising mental patient advocacies grounded consumers’ movements and 

foundations to fulfil their rights as humans as anyone else’s. A main goal was to found 

economical possibilities to research on mental health and possibility for rehabilitation. Early 
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in the 1980s, especially in the US and UK, there was a rapid growth of a non-professional 

family self-help. Family advocacy movements were mainly initialized because of the 

experienced burden imposed upon them by the prevailing professional and society practice. 

This often led to unsupported family care-taking of impaired patients. Growing consumer 

movements among people with schizophrenia that had experienced recovery challenged both 

the traditional perspective of the course of the illness and the associated assumptions about 

the possibilities of people with the illness living a productive and satisfying life. Their will to 

fight was supported by long term studies that suggest that as much as 50% of people with 

schizophrenia have good outcomes. It was earlier assumed that it was unlikely that afflicted 

individuals could make a complete return to full functioning, or the assertion that about 20% 

of people with psychosis had a benign form of the illness, or were misdiagnosed in the first 

place, and therefore would be able to come back to the functional level they had before the 

episode of psychosis (33, 40, 85). The self-help groups started out with relatives of 

individuals with severe mental illness but were soon supported by prominent psychiatrists and 

other mental health professionals. These groups became very strong in encouraging brain 

research. In addition, being a major part in reversing any beliefs about the family being to 

blame for the mental illness. It should be recognized that self-help groups, not only give 

education, but also network support. Reduction of stigma and social alienation are other 

benefits of this approach. Though, families are different and this kind of program does not 

release pure enthusiasm, it does not fit all families in all situations (42, 86). However, the 

consumers’ and their families’ contribution and achievement may have catalysed the process 

to where we stand today. Not only did they fight for their human rights, respect, and a decent 

life, they also organized for economical constraints for research, which again opened a wider 

scientific perspective at mental diseases and recovery.  

The cause of schizophrenia is still not discovered, and the research on this issue is 

vast. Optimal drug therapy remains the cornerstone of clinical management of psychotic 

disorders and is a psychiatrist issue. The intention of people with mental illness remain in 

their homes whenever possible require the community to be prepared to oblige the pragmatic 

needs of the individual is not seen as a psychiatrist issue. In addition to the biomedical and 

natural science on the illness itself, researchers from social sciences have been studying the 

phenomenon of schizophrenia in interaction with the environment for a few decades. That 

means that the hegemony of the psychiatrists to study psychiatry is repealed. Especially after 

the deinstitutionalisation sociologists, social workers, and mental health care professionals, 

other than psychiatrists, have in theory and clinical work gradually built their own 
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perspectives of persons with mental illness included their families’ needs at home and in the 

community. Gubman & Tessler described in 1987 three analytic themes in studies of social 

sciences on families and mental illness: 1) – in a view of family interaction as a causal agent, 

2) – family as agents of rehabilitation as help preventing relaps, and 3) – the family as bearers 

of burden (45). These total different approaches were all relevant at about the same time 

period, in the 1970s and 1980s. In the first two themes studies were describing the 

dysfunctional or skew family, and a strong assumption that families with high EE caused or at 

least were factors for adverse course on the schizophrenia patient i.e. (5, 6, 48). These 

conclusions were considered as facts for a long time and may in retrospect be seen as the 

strongest elements to a blaming attitude to parents and in particular the mothers. The 

psychodynamic explanations of mental illness were popular, but the theories lost their 

credibility by the lack of supporting evidence. Family therapies based on systemic 

dysfunction as a cause of the mental disability, did not demonstrate the clinical efficacy that 

was hypothesized (87, 88). Later reviews of EE studies show the controversy and criticism 

about the concept as i. e.: that there are a number of other relevant issues that should be 

considered, that there is not proven any continued linkage of the EE components in one single 

global variable, that even if high EE could predict relapse there still is no evidence that it 

causes relapse, and that it is not advisable that treatment strategies should be based on those 

who tend to blame relatives for the patient's continuing 

For family members to be the important collaborators and involved in the 

treatment of the ill relative, or as a supporters to him living his own life as described in the 

recovery terminology, they need knowledge and information. As the understanding of family 

difficulties. Even if Brown et al could 

give evidence to the emotional and interactional problems in the family might precipitate 

relapse for the patient, they have failed to show that family factors are necessary and 

sufficient causes to schizophrenia (50, 89, 90). However, this research on family members’ 

influence on the individuals with schizophrenia must be considered as a base for the reversed 

perspectives. New explorative phenomenological research based on the family members own 

descriptions of their experiences having a mentally ill relative living at home reversed the 

perspective: that families with a person with schizophrenia had reasons to express emotions 

and that EE was found in half of all families, with or without a mentally ill family member 

(50, 52). In the wake of the consumers’ movement and the failure to prove the psychosocial 

perspectives by research, the biomedical perspective of schizophrenia again became the 

principal perspective. Studies of schizophrenia as a brain disorder or neurocognitive deficits 

resulted in new understanding of the family (82).  
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burden actually was explored by the expanded research of expressed emotions, the current 

family intervention may also be described as a refined result upon the interventions given to 

improve family behaviour. The systemic theory admits that the patients as a family member, 

like the other family members, are in interaction to each other and have a mutual influence on 

each others’ life. This perspective is later described by the term of a new relevance of the 

symbolic interactional approach, where the roles of the lay people improve the quality of the 

treatment programmes (83). Family members in need for help and support after the 

deinstitutionalization is first described by Hoenig & Hamilton in 1966 (43) and is considered 

the main source for this perspective followed by Hatfield in 1978 (19) and further by Gubman 

& Tessler in 1987 as caregivers with objective and subjective burden (45). Although, during 

the last few years more studies are done to reveal personal costs of having a family member 

with schizophrenia that is most burdensome for the relatives. The relatives describe illness 

related issues as positive and negative symptoms, they describe lack of knowledge and 

information, they describe severe impact on their own life, and they describe problems with 

the mental health system (70-72). Even if most of the research on schizophrenia including 

relatives is continually focused on the benefit for the patient and measurements are relapse 

rate, rehospitalisation, and compliance with medication (77), there is an amount of studies on 

family intervention programs with intentions to help the relatives to cope with the situation 

available today and the research is confirming this as evidence-based treatment both for the 

patients’ recovery and the relatives well being (2, 47, 76, 91, 92).  

Along this way the relatives of persons with schizophrenia and other psychoses 

have moved from not be mentioned, to be viewed as cause of the illness in different ways, to 

be agents for bad course of the rehabilitation, and now to be considered as a main resource in 

the recovery process. The radical change of perspective of the relatives of individuals with 

schizophrenia may be a discussion of linearity in development of knowledge or paradigm 

shifts. The examination of the historical treatment perspectives and research in this thesis may 

give an impression of many perspectives or disciplines that has developed themselves and 

each others to find a kind of consensus for the best treatment for schizophrenia which also is 

described (93). In retrospect it is neither easy to overlook an explanation of paradigm shifts. 

According to Spaulding and colleagues, paradigms are sociological phenomena, in the way 

that they represent the collective beliefs and conventions of a community. In scientific 

communities, paradigms are associated with philosopher and historian Thomas Kuhn who 

claimed that communities generally tend to adhere to a single, dominant paradigm even while 

new, alternative paradigms evolve. Spaulding and colleges pursue Kuhn’s argument with their 
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conclusion: “The new paradigms evolve in response to limitations in the explanatory or 

practical power of the dominant paradigm. Eventually, the value of the dominant paradigm 

becomes outweighed by an alternative, and the community undergoes a paradigm shift. New 

paradigms bring fundamental changes in key premises and usually an expansion of 

explanatory and practical power” (22 p. vi).  

Table 2b continues the perspective from table 2a in today’s perspective and with 

open questions for the future. This can be the story of improvement on a scientific and a 

macro level, but there are still a lot of challenges for the individuals in the clinical setting. The 

paradigm shift may still not be completed. The knowledge that is available today both for the 

mental illness and the influence it has on the relatives must be transferred so that all 

stakeholders are attended to for their own individual needs, not the least of which is to prevent 

distress and illness for already heavy loaded relatives, an approach which also is good social 

economics. In combination with medication, skill training, education, and assertive 

community treatment, family interventions are established with evidence to reduced relapse 

rates, improved compliance with medication, and reduced cost of care for schizophrenia 

patients and their family members. Still, there is a gap between this knowledge and 

approaches applied in routine mental health service settings. This is described as the biggest 

challenge to give the best services for all involved in the illness to have their needs taken into 

account (2, 7-9, 94). There are described obstacles in the systems, systems which are clearly 

most concerned for the patient. Even if the patients have the right to the best known treatment, 

the majority of routine mental health programs do not include evidence-based treatment 

where family intervention is an essential part, and even indicating the best way to utilize 

limited health recourses (2, 8, 94). Researchers look forward to positive changes in the 

clinical world which includes: investing more in research for curative treatment; research 

must be available to all stakeholders in the system, maybe in plain language; the need for 

developing a training program for the professionals letting the patient, the family, and 

frontline staff solve problems according to the consumers goals; and, more cooperation 

between grass root organizations and the health system i.e. (7-9, 93, 95-97).  

Limitations of this study 
The described situations in this thesis are focused on the western world. The time periods 

described must be and are approximate because the modifications and corrections have 

happened gradually and at some different timeperiods in different continents and countries. 

As a master thesis of health sciences, this paper has only shown the main subjects naturally 
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belonging to this subject area and is not complete regarding to all changes in perspectives 

during the time period. The system of beliefs and scientific knowledge have changed 

dramatically in most areas in society during the last decades, e.g. economy, politics, 

technology, and knowledge management, which also are great mediators for the change in the 

perspectives of humans, and health both physical and mental.  
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ABSTRACT 
Objective: The aims of this study was to interpret the impact of a brief psychoeducational 

intervention on negative appraisal of caregiving experience, positive appraisal of caregiving 

experience, and health and functioning in relatives of patients with psychotic disorders 

compared to a waiting list control.  

Methods: Family members (N=68) of patients with psychosis received a six-session (a total 

of 15 hours), multi-family format psychoeducative intervention, - and completed an 

Experience of Caregiving Inventory (ECI) and COOP/WONCA (CW), which is a self 

reporting measure of the general state of health and functioning at the beginning, and at the 

end of the intervention. Those who went directly to the intervention (N=36) was used as 

intervention group and those who had to be on a waiting list (N=32) was used as a control 

group. 

Results: The study revealed significant differences between the psychoeducative intervention 

group on the ECI subcategory “problems with services” after the intervention period 

compared to the change in the control group (reduction mean -0.10 v. 2.36; P= 0.043, effect 

size 0.062). There were no significant differences at the ECI total negative, the ECI positive 

subcategories, or on the C/W.  

Conclusion:  The findings in this study suggest that psychoeducational intervention have 

reduced the relatives’ negative appraisal of the mental health services, but not increased the 

positive appraisals of experiences or the health and functional level.   
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INTRODUCTION 
Schizophrenia is a severe mental illness recognized as having resistant psychotic 

symptoms, with a lifetime prevalence of approximately 1%. The condition is disabling and 

causes the patient and his or her family great personal suffering and loss, and significant costs 

for society in terms of frequent hospitalizations and the need for long-term economic support. 

The onset of symptoms typically occurs in adolescence or early adulthood. Evidence-based 

treatment includes medical and psychosocial intervention (1-3). The restructuring of mental 

health services from hospitals to the community has led family members of individuals with 

schizophrenia to play a major role in the care of their ill relative, with a majority of the 

patients living in the family home (2, 4).  

Studies have shown that having a family member with severe mental illness has 

consequences for the relatives on both a pragmatic and emotional level, which has often been 

described as caregiver burden. The definition of objective burden is to handle an individual’s 

behavior due to the illness and symptoms, as well as providing emotional support, financial 

assistance, housing, advocacy in addition to being the case manager in cooperation with 

health and social services; the cumulative impact of self-blame, grief, confusion, anger, 

frustration, guilt and the consequences of social stigma are recognized as subjective burden 

(4-11). The strain and stress faced by the family of a psychotic person on a daily basis may be 

a threat to the family members own health, and a lack of knowledge or information about the 

illness may also lead to frustration and strain for the family (5, 16, 17). Researchers have 

found that family members’ or caregivers’ experiences are closely associated with the amount 

of knowledge about the illness (12), and that their appraisal of the situation may enhance their 

coping skills and help to moderate the level of distress and burden experienced (13, 14).  

There are several recovery and rehabilitation programs with family interventions 

for patients and relatives of persons with schizophrenia (23-25). Research on the impact or 

effect of family intervention, both clinically and scientifically, has traditionally been 

measured with patient outcomes such as a reduction of psychotic episodes, fewer 

hospitalizations and an improved adherence to medication. Family intervention is now 

considered to be evidence-based treatment for the benefit of the recovery process for the 

patient and is recommended in the best treatment guidelines (1-3). On a global basis, it has 

often been shown as a secondary outcome that family members included in family programs 

have less burden and greater levels of coping (15-17). Despite these recommendations, 

researchers have concluded that too little has been done by mental health services to reduce 
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the family’s burden as an equal concern in the total approach for the recovery of persons with 

schizophrenia, asking them to look beyond relapse when assessing program efficacy and 

urging professionals to learn to see the family members’ own perceptions in relation to the 

need for intervention (18-22).  

It has been highlighted that we need scientific evidence of the effect or impact for 

more of the treatments that are offered and we need to implement evidence-based practice in 

ordinary treatment (23). It is within this context that this program has been evaluated for a 

structured research study. To investigate if there was any impact on a brief psychoeducation 

intervention in a clinical setting on caregivers it was necessary to find an inventory that 

measured the whole with of the family members’ experience. By using the cope-appraisal 

theory, the inventors of the Experience of Caregiving Inventory intended to overcome the 

limitations of measuring burden which has no “gold standard” for research, but does have 

both objective and subjective aspects as concerns. The experiencing of distress may be 

described as a result of the appraisal and coping strategies used, in addition to being a process 

that is very much dependent on the level of stress or threat and the carer’s capacity for coping 

and social situations (20, 24, 25).  

The main aim of this study was to assess the impact of psychoeducative 

intervention in a group format consisting of six weekly sessions in appraisal of caring for 

relatives of individuals with psychotic disorder. The primary measure outcome was if there 

were any differences measured in the relatives reported negative appraisal of experience of 

caregiving before and after the intervention comparing with a waiting list condition. The 

second aim was to examine any different change on the positive appraisal of experience of 

caring, and the third aim if there were any difference in the participating relatives reported 

health and functioning before and after the intervention. 

 

MATERIAL AND METHODS 
 Design - The study was carried out as a not randomized between groups 

comparative pre-post design. The participants were measured pre-intervention and post-

intervention (six weeks). The relatives who could not go directly in to the intervention served 

as waiting list controls. They were measured pre- and post a six week period before their 

commencement of the psychoeducative intervention.  

Subjects - The subjects were participating in a six-session psychoeducative 

family intervention and research program during five separate periods between March 2005 
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and April 2009. The subjects were 68 relatives of family members of patients receiving 

treatment at a specialized rehabilitation unit for persons with early stage psychosis. The 

subjects were family members of 34 inpatients and four outpatients of this unit. The 

catchments area of the hospital covers a population of approximately 280,000 inhabitants. The 

program aims to reduce stress and enhance coping for family members. The inclusion criteria 

were: 1) relative to a patient who have more than eight week examination and an established 

psychotic condition according to ICD 10 (F20 - F29) assessed by experienced psychiatrists 

and psychologists, 2) age between 18 and 70 years, 3) ability to speak and understand the 

Norwegian language, and 4) consents to participate from both the patient and a family 

member. For this study, family member was defined as being those nearest as stated by the 

patient him/herself. The patient orally consented for the participation of each of the family 

members invited, with a limit of three persons per patient. Although family intervention is 

presented to all patients and families as a routine part of treatment, the formal introduction 

and invitation to the study were distributed together with the invitation and program for the 

psychoeducative intervention.  

Procedure and Intervention - After introducing the study to the relatives, written 

informed consent was obtained (Appendix 2). The relatives filled in two form packages. The 

baseline form package were completed by the participants at the start of the intervention, 

contained demographic data such as gender, age, educational level, marital status, type of 

relationship with the patient, amount of time spent with the patient, and capacity for 

work/studying. The Experience of Caregiving Inventory (ECI) (24) and the COOP-WONCA 

Functional Assessment Charts were also given out and completed (26). The post intervention 

form package, containing ECI and C/W, was filled out during the first week after the last 

session. The relatives on the waiting list for intervention completed the baseline form package 

in the pre-treatment period six weeks before their participating of the psychoeducative 

intervention and the post form package at the start of the intervention. The subjects 

participated in six weekly sessions, each lasting for 2.5 hours, which were conducted by three 

mental health professionals with special education in the performance of family programs. 

Sessions 1 through 4 were mainly educational and included a 30-minute informal pause for 

socializing with coffee and snacks, while sessions 5 and 6 were based on a shorter educational 

part followed by smaller discussion groups (Table 1).   
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Table 1 - Content of psychoeducative intervention. 

Session 1  

 

Lectures by an experienced psychologist 

Introduction to the course and presentation 

of the course supervisors and the 

participants; 

Lessons 1 & 2: What are psychoses? A 

biopsychosociological approach. 

Description, symptoms, attitudes, diagnosis 

and prognosis  

Session 2 

Lectures by the course supervisors and/or other 

mental health professionals 

 

Lesson 3: Psychosocial approach 

Lesson 4: Therapeutic milieu 

Session 3 

Lectures by a mental health professional and a 

social worker 

 

Lesson 5: Substance abuse and psychoses   

Lesson 6: Social and economical rights 

Session 4 

Lectures by a psychiatrist 

Lesson 7: Medical treatment 

Lesson 8: Mental health legislation 

Session 5 

Interactional session led by two experienced 

psychologists and the course supervisors 

Lesson 9: Family members’ experiences; 

Participants are organized into smaller 

groups for sharing experiences and 

discussion.  

Session 6 

Interactional session led by two experienced 

psychologists and the course supervisors 

Lesson 10: Coping with a relative with 

severe mental illness; 

Participants are organized into smaller 

groups, focusing on stress appraisal and 

coping. 

 

 

 

Description of the Instruments Used for Outcome Measures - The Experience 

of Caregiving Inventory (ECI) (24) is a measure of appraisal developed within a stress-coping 

paradigm, which was designed as a self-report inventory in relation to the experience of 

caregiving for a relative with severe mental illness. The ECI consists of 52 items measuring 

negative experiences and 14 items measuring the positive experience of being a relative. It has 

10 rationally derived subscales with good internal consistency, eight of which are negative 

(difficult behaviors, negative symptoms, stigma, problems with services, effects on the 

family, the need to provide back-up, dependency, loss) and two that are positive (rewarding 

personal experiences, and good aspects of the relationship). Items are rated on a five-point 
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Likert scale (i.e. 1= never, 2= rarely, 3= sometimes, 4= often, 5= nearly always). Higher 

scores on the negative sub-categories are reflecting greater severity, and higher scores on the 

positive sub-categories are reflecting a more positive appraisal. A total negative ECI score 

was calculated by adding up the negative factors. The ECI was designed to be an outcome 

measure for interventions aimed at promoting caregiver well-being, and the scale has valid 

construct, a high internal consistency and is reliable (25, 27). For the present study, a 

Norwegian version translated by N. A. Smedby and revised by G. E. Folden was used 

(Appendix 1). 

COOP-WONCA  Functional Assessment Charts (Dartmouth Primary Care 

Cooperative Information Project-World Organization of National Colleges, Academies and 

Academic Association of General Practitioners/Family Physicians) (28) is a self-report 

measure of one’s general state of health and functioning over the past two weeks that is 

comprised of six charts. Five of the charts present different domains: Physical fitness, feelings 

(emotional problems), difficulty in doing daily activities, limited social activity and overall 

health. The sixth chart measures the experience of a change in health status. Each chart is 

rated on a five-point scale ranging from 1 (good functional status) to 5 (poor functional 

status). The scale has demonstrated acceptable levels of construct validity, reliability and 

sensitivity to change (42, 43), and an official Norwegian version is used in the present study 

(28) (Appendix 1). 

Statistical Analysis - All data and analysis were conducted using the Statistical 

Package for the Social Sciences (SPSS), version 16 (29). To compare the intervention group 

and waiting list controls, a parametric test (independent t-test) was used on the continuous 

variables: the relative’s age and scores on the Experience of Caregiving Inventory and 

COOP/WONCA. A non-parametric test (chi-square test) was used to compare frequencies of 

the following nominal variables: gender, kinship to the patient, education level, marital or 

cohabitant status and the amount of time spent with patient. The scores on ECI factor 

“stigma” were not really normally distributed, but still acceptable according to generally 

accepted criteria (30). A one-way between-groups analysis of covariance, ANCOVA, was 

conducted to compare if there were any impact in appraisal of caring or health and 

functioning at post- psychoeducation compared with the post waiting-list period. The 

independent variable was the type of group (intervention or not), and the dependent variable 

was ECI and C/W scores respectively post intervention and post waiting list period. 

Participants’ ECI and C/W score pre-intervention and corresponding pre-waiting-list period 

were used as the covariate in this analysis.  
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 Exclusion and Missing - Seven participants of the psychoeducative course did 

not provide both pre- and post-questionnaires and were excluded from the study after two 

reminders. The variable, “How long have you considered yourself as a relative to a person 

with mental illness?” had 12 (18%) missing and 5 (7%) answers with a number corresponding 

to the patients’ ages and were not used. Two respondents had failed to answer the questions 

on one page of the paper questionnaire, although different pages. Except for one variable with 

three missing, there was one or two randomly missing, which was filled in with the mean for 

the variable as was done for the variables on the two pages that had not been answered.   

Ethical Issues - Ethics approval was obtained from The Regional Medical 

Research Ethics Committee, Central Norway, and the Norwegian Social Science Data service 

(NSD)  in order to do the research (Appendices 3 and 4). The subjects were informed about 

the purpose of the study and about the fact that the register and analysis would not imply any 

consequences for them. The data for the study was treated both anonymously and 

confidentially. The present study is practice-close research and the researcher has a close 

relationship to the family intervention program and to the current ward. It was therefore 

important to bear in mind that neither the patients nor the relatives were forced to participate, 

and were assured that they would have the same quality of treatment if they refused.  
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RESULTS 
 

 
Figure 1. Flowchart of the participants 

 

 One hundred and three family members of patients were eligible and 68 were 

included. 36 went directly to intervention. The relatives were allocated to intervention group 

or waiting list depending on hospitalization time according to time of year the next 

psychoeducative intervention was to be arranged. Thirty-two relatives had to bee on a waiting 

list before their commencement to the next groups coming up and were included to the study 

as waiting list controls. During waiting list period the patients and relatives received treatment 

Withdrew before the start (N= 

18). 

 Lived too far from the hospital 

(n=5), claimed they did not 

need because they had an MD 

in the family (n=3), because 

they worked night shifts (n=3), 

were not interested (n=3), 

because of their own stress 

related to illness (n=2), and 

because of disagreement within 

split families (n=2).  

Experimental group: 

Allocated directly to 

psychoeducative group 

(N=36) 

Waiting list control group: 

(N=32) 

Received psychoeducative 

intervention after waiting time 

time 

 

 

Eligible relatives (N=103) 

Relatives consenting to participate (N=75) 

 

Included in study as experimental group and/or waiting 

list controls (N=68) 

Failed to complete questionnaires (N=7) 



43 

 

as usual. Treatment as usual for the relatives includes that the patient is encouraged to invite 

the family members to get involved in treatment with their knowledge and personal support. 

They are invited to visit the ward, to participate in meetings and treatment planning, and they 

are invited to personal conversations with the mental health professionals about their own 

experiences. The patient’s leave for weekends are always discussed with the family: in 

forehand to create and agree for content of the leave and strategies for retreat to the ward, and 

afterwards to discuss the experiences. A total of 68 relatives of 38 patients, with a mean age 

of 23 years (SD±4), were included in the study according to the inclusion criteria (Figure 1) 

and were represented by 29 (42.6%) mothers, 14 (20.6%) fathers, 14 (20.6%) siblings, four 

(5.9%) spouses and seven (10.3%) others, including three grandparents, three stepparents and 

one aunt. At baseline the groups did not differ in the demographic issues or the baseline 

scores on ECI nor C/W. Other characteristics of the participants in the intervention group and 

the waiting control group are shown in Table 2. 

 

Table 2. Demographic data of participants and baseline/ -pre treatment scores 

 
 
Characteristics 

Waiting list 
control 

baseline  
N=32 

Intervention 
group 

baseline  
N=36 

Total 
 
 

N=68 

P-values 

Age, mean (SD) 
45.88 (±12.94) 45.36(±12.78) 45.6 (±12.8) .870 

Gender, noa (%)      

        Female 23 (71.9) 22 (61.1) 45 (66.2) .349 

Relationship, no (%)a 
    

        Parents 21 (65.7) 22 (61.1) 43 (63.2) .700 

Education level, no (%)a 
    

        College or university  
        degree 

 

15 (46.9) 

 

16 (44.4) 

 

31 (45.6) 

 

.841 

Marital status, no (%)a 
    

        Married or cohabiting 24 (75.0) 26 (72.2) 50 (73.5) .796 

Time with patient, no (%)a 
    

        Together once or more 
        per week 

 

14 (43.8) 

 

16 (44.4) 

 

30 (44.1) 

 

.954 

ECI total negative, mean (SD) 
149.72 

(±25.83) 

141.47  

(±33.92) 

145.35 

(±30.45) 

.268 

Coop/Wonca total, mean (SD) 
14.13 

(±3.94) 

13.06 

(±3.66) 

13.55 

(±3.80) 

.250 

a 
Pearson Chi-square 

 

 
 

After adjusting for pre- intervention/pre-waiting list scores, there was a significant 

difference between the two groups on post-intervention scores on the Experience of 

Caregiving Inventory (ECI) subcategory “problems with services”, (mean change -.10 v. 2.36; 

P= 0.043, effect size 0.062). This factor included eight items: how mental health professionals 

do not take you seriously, dealing with psychiatrists, how to deal with the mental health 
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professionals, how health professionals do not understand your situation, how to make 

complaints about his care, finding out how hospitals or mental health services work, doctors 

knowledge of service available, and difficulty getting information about his illness.  There 

were no significant differences on any other ECI negative subcategory, in the total negative 

ECI scores, in the positive ECI subcategories, or the COOP/WONCA as shown in Table 3.  

 

Table 3. ANCOVA results with mean and standard deviation of the groups 

 Waiting list Psychoeducative intervention 

 Pre Post Pre Post 

Instruments/ 

Factors (possible score range) 

Mean SD Mean SD Mean SD Mean SD 

ECI-total negative (66-330) 149.72 (25.84) 144.84 (28.64) 141.47 (33.92) 134.42 (28.93) 

  Difficult behaviour (8-40) 24.31 (4.86) 22.28 (5.75) 21.03 (6.81) 19.39 (6.12) 

  Negative symptoms (6-30) 18.63 (5.14) 19.22 (5.60) 18.19 (5.54) 17.97 (4.68) 

  Stigma (5-25) 11.84 (3.72) 11.09 (3.85) 10.50 (4.55) 10.56 (3.51) 

  Problems with services (8-40) 19.53 (6.24) 19.63 (5.88) 20.39 (6.88) 18.03 (5.88)* 

  Effects on family (7-35) 18.91 (5.00) 18.06 (4.82) 16.69 (5.82) 17.00 (4.93) 

  Need to back up (6-30) 18.88 (4.79) 18.44 (4.10) 17.00 (4.99) 16.08 (4.49) 

  Dependency (5-25) 16.28 (4.20) 15.78 (3.80) 15.72 (3.60) 14.58 (3.51) 

  Loss (7-35) 21.34 (4.24) 20.81 (4.94) 21.94 (4.99) 20.81 (4.96) 

  Positive experiences (8-40) 27.25 (6.03) 27.40 (5.68) 27.31 (5.82) 26.44 (5.43) 

  Good aspects (6-30) 20.25 (3.76) 20.31 (4.11) 19.67 (3.46) 19.83 (3.58) 

CW-total (6-30) 14.13 (3.94) 13.69 (3.86) 13.06 (3.66) 13.33 (4.18) 

*P < .05 

DISCUSSION 
The present study was conducted to evaluate the impact of a six-session family 

education program for relatives’ appraisals of the experience of caring for a family member 

with psychosis compared to a waiting list control group. Of the eligible relatives 75 % 

consented to participate in the psychoeducative intervention and 70 % completed the survey.  

Significant positive change was demonstrated in the psychoeducative intervention group 

compared to the waiting list control group on Experience of Caregiving Inventory (ECI) 

subcategory “problems with services”. There were no significant change for the 

psychoeducative intervention group compared with the control group on the total negative 

ECI, other negative or positive ECI subcategories, or the self-reported health and functioning 

on the COOP/WONCA.  

The participation rate in this study was high as also was experienced by other 

researchers studying relatives of first episode psychosis patients (14, 31). This is in contrast to 

what is reported elsewhere in studies including relatives to patients with schizophrenia (32-

34).  This may be explained by the findings that relatives are more burdened at first episode 

psychosis, if the patient is young, or have short illness duration (4, 14, 20, 35). No other 
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studies are found that explicit describes and discuss that psychoeducational intervention for 

relatives by professionals decreases the relatives’ negative appraisal of experiences of 

“problems with the services” as I have found in this study. Although Addington and 

colleagues discuss the overall reduction in levels of distress in a three year study, their results 

shows that ECI subcategory “problems with services” have significant improvement over 

time (14). Two studies of family-to-family 12 week programs confirm possibility to influence 

the relatives’ knowledge about the illness and of the mental health services (36, 37). Magliano 

found significant increase in relatives’ perception of professional support in an intervention 

group compared to a control group in a controlled trial (38). The amount of burden for the 

relatives in this study was in line with, or higher compared with the findings of Addington 

and colleagues (14). There is presumable room for improvement in the relatives’ experience 

of the mental health system. Previous studies of caregivers adverse appraisals of experience 

have shown the burden caused directly by the illness: the patients symptomatology and 

frightening behaviour (4); and by the impact on the patient himself: lack of employment, lost 

ability to perform expected roles, or want of social life (4, 39). It is also experienced that 

relatives appraisal not necessarily are predicted by the patients symptomatology but by the 

impact of the illness on their own life which sometimes may be experienced of bigger strain 

than the illness itself: Stigma and problems with services or “the system” in general are 

reported, and there are described more specific experiences as lack of information, lack of 

understanding from the professionals, lack of respect and not being taken seriously, or lack of 

willingness from the professionals to include the family in treatment as collaborators (8, 14, 

40-42). Patients have also reported low satisfaction with the services cooperation with their 

relatives (43). Research has confirmed that relatives are in need for information and support. 

There is consensus about family interventions as evidence-based treatment should be 

integrated in all treatment for psychosis or schizophrenia both as the best treatment for the 

patient and for the relatives well being. There are studies of effect or impact of family 

interventions that have outcome results showing how families have less distress, better quality 

of life or better general well being after participated in such (2, 12, 44). The improvement in 

the appraisal of the relation to the services could be interpreted in the light of Lazarus & 

Folkmans’ stress-coping theory. This theory postulates that stress is a relationship between 

the person and the environment, and that it is how people handle demanding situations 

through two levels of appraisal that ensues stress or not. The stress-coping theory through 

appraisal includes a cognitive and emotional perspective on efforts to manage external or 

internal conflicts as a dynamic process. The goal of the stress-coping theory is: by strengthen 
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the mediating factors, the secondary appraisal process or state, and cognitive adaptation will 

decrease the experience of difficult situations or stressors. (45). In the opposite it is shown 

that relatives’ with passive coping including: avoidance, resignation, and self blame is 

associated with increased burden (46). It is both pragmatic and inter-human more comfortable 

to cope with something and someone one are familiar to than to something or somebody one 

know nothing about. It is understandable to experience fewer problems with someone that 

invites you, respects you as a collaborator, gives you knowledge, and tries to understand and 

help out with your needs than with someone that ignores you and even excludes you from 

your relative’s treatment. If the relatives’ sense acceptance, are taken seriously, get 

knowledge of the illness and the mental health service systems, and meet others in similar 

situations, this can function as mediators for the distress (47). Lack of control and mastery are 

according to Noh & Turner powerful predictors of distress among family members. 

Perception of control and mastery are not fixed but develops as the individual attempts to 

master the surroundings (48). It is also confirmed in general caregiving literature that to get 

proper information, to be involved in decisions, to feel that there are someone to contact when 

its needed, and be assured they are doing the right thing improves coping strategies (49, 50). 

The improvement after psychoeducation demonstrated in this study on the ECI subscale, 

“problems with services,” could also be explained as a benefit of new knowledge, by the 

content of the education served on pragmatic topics. The affirmation given during the 

psychoeducation that independent of the family as caregivers the patient will always have a 

broad spectrum of professional follow-up if needed, and that he or she has legal rights from 

both the health services according to treatment, care, and follow-up, and from the social 

services according to housing, economic support, adapted education or employment.  

There may be several explanations for the failure to show significant 

improvements for the other aspects of a negative appraisal of the experience. From a time 

perspective, one reason could be that the distress and problems in the family have probably 

been in this state for a long time, maybe years, and that it should not be expected that a brief 

education program could change such a state of negative experiences and worries. Addington 

and colleagues have results from a longitudinal study which say that the more severe the 

distress, the longer it takes to improve the level of distress (14). Cuijpers claims to be fairly 

safe to conclude that interventions with less than ten sessions have no important effect on 

relatives burden (51). That some appraisal may change in a brief intervention Merinder and 

Pekkala have shown, they saw a good trend in the results of an eight-week family educational 

program for patients with schizophrenia and their relatives when focused and measured 
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relatives’ knowledge and satisfaction with their involvement (52, 53), which is not as personal 

and emotionally loaded as the more predominant issues in this study. From a methodological 

perspective, Szmukler and colleagues are raising a question about what could be the most 

appropriate measures for an evaluation of carers’ intervention, though we must bear in mind 

that carers are not patients and that the psychological morbidity may not be appropriate (24). 

Even if ECI measures the carers’ appraisal, and given the cronicity of caring difficulties, it 

may be quite unrealistic to expect much change in caregivers’ distress even if the 

interventions intention is to meet the carers’ needs (32). Another reason could be that an 

inventory used were not sensitive enough to measure change as claimed by Leal and 

colleagues (54). A different perspective of why the appraisal of the negative experience is not 

modified could be in a the theoretical philosophical perspective, such as in the stress-coping 

theory of Lazarus & Folkman in a contrary way: If the relatives realized during the 

intervention what a serious impact the psychosis or schizophrenia has on the patient and on 

their entire family’s life: the new information has brought in new and different reasons for 

distress. Coping seen as a complex process may have turned from problem-focused strategies 

of avoiding threats (the fear of serious illness in their child), to emotional strategies for 

achieving mastery of the new situation (45, 55, 56). The lack of effect on the reported health 

and function in the C/W scale could also be attributed to a scale insensitive to change. 

Kinnersly and colleagues tested consulting patients to primary care compared with a 

comparable non-consulting control group on the C/W. They found no change in reported 

health and functioning over two weeks in the non-consulting group (57). We must again bear 

in mind that our participants are not patients and there is no comparable data about an 

equivalent samples’ reported health and functioning without having a relative with mental 

illness. A last and plausible reason for no significant overall effect being found on either an 

ECI or C/W in the intervention group compared to the control is that this psychoeducative 

intervention is only one of several approaches to the relatives included in ordinary treatment 

at this particular hospital ward. This could also be a methodological confounder in the study. 

Conclusions made in reviews of studies with similar topics are that this field struggles with a 

lot of methodological problems and that the lack of an existing framework for such research 

yields an implicit inconsistency (21, 58, 59).  

However, it is stated through consensus that family interventions is considered 

evidence-based treatment to reduce relapse and rehospitalisation for the patient, that 

compliance of medication are increased when family members are involved, and it is also 

stated that relatives have reduced negative appraisal in the experience of caring when they are 
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involved in the treatment through family interventions (2, 14, 17, 18, 60, 61).  Still, there is a 

gap between this knowledge and approaches applied in routine mental health services were 

there is and under utilization of family interventions (23, 61-63). To be able to collaborate in 

the treatment and recovery process it is important for mental health consumers and their 

relatives’ to get knowledge of mental illness, the mental health services, the legislation, and 

their rights. “The services” should be considered as services, and not sources for distress and 

burden. Although this is a small study, the result that showed relatives’ decreased problems 

with services after participating in brief inexpensive psychoeducative interventions should be 

replicated in larger randomized studies or qualitative examinations of the caregivers’ general 

experiences.  

Limitations of This Study 

Accurate assessment of experience of caring for an individual with severe mental 

illness may be problematic. In the current study it was important to have reliable quantitative 

self-report measures of both negative and positive experience of caring (24). The use of self-

reporting inventories to measure peoples experiences are discussed in the context of 

subjectivity. A study in a clinical setting creates several challenges: in this study it was 

difficult to isolate the impact of one approach among a wide spectrum of attention and 

approaches that is offered to the relatives in the same time period, especially when the control 

group received the same ordinary approaches in the waiting period; only one psychoeducative 

family intervention group was carried out per year, meaning that some patients were newly 

hospitalized while others were discharged and that the family members were therefore in a 

different state according to the crisis level (47); there was no way to randomize the relatives 

to allocate as participants or control group; the relatives’ were familiar to the researcher’s 

close relationship to both clinical work in the same ward and the psychoeducational program 

and could bring in a bias. There was no distinction between family members if they had more 

or less responsibility for the patient or could be called key carer. The small sample in this 

study did not allow examination of subgroups. Caregivers are homogenous in terms of what 

they report with regard to different appraisals and different needs in their situation. In a 

review of research on caregiver burden, Baronet addresses future researchers about the 

importance of giving attention to the diversity among subgroups of caregivers when analyzing 

their different needs (58). Although we have not been able to show any significant impact on 

the relatives’ overall negative appraisals, positive appraisals, or health and functioning after 

the intervention in this study, it would be a risk of type two errors to conclude that 
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psychoeducative intervention for relatives has no significant impact on the aspects of 

caregiving without randomized studies with larger samples. 

 

Implications for practice 

Most of the participants in this study were relatives with a first time experience with the 

mental health services. For relatives to experience active support from the professionals early 

in the treatment process may increase the capability to collaborate in the further process 

which is for the better for the patient’s recovery process and for their own well being. The 

difference between the intervention group and the waiting list controls may indicate that a 

brief intervention must be offered as soon as possible after the hospitalization. To have the 

knowledge that the professionals are taking care of their ill family member may also give the 

relatives an appraisal of being seen, heard and paid attention to as persons with their own 

needs which are aspects that may strengthen the coping strategy and give a sense of mastery 

and control. Additionally, we must bear in mind during the hospitalization and intervention 

that the relatives may be in a state of negative appraisal in regard to their severe situation, and 

we should include this as a topic while we are cooperating with them during the treatment. It 

would probably be a benefit to both the patient and the family members if a brief intervention 

at the first hospitalization could be offered in a combination with long term intervention such 

as Multifamily Group Treatment in a rehabilitation period if necessary.  

 

CONCLUSION 
This study has shown significant difference between the intervention group and the control 

group in decreased negative appraisal of experiences of the services. No significant results are 

found on other negative or positive appraisals of experiences or the health and functioning. 

Because of the described limitations, we cannot draw definite conclusions about the 

effectiveness of this intervention.  
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