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1 Introduction

Jim Orford

DOI: 10.4324/9781003799689-1


A little bit of very personal reminiscence may help to explain my motives for putting this book together and may assist in appreciating its general orientation. Although I was not aware of it at the time, the idea for this book had started to develop in the early 1970s when I was preparing a literature review on the influence of family factors on the outcome of treatment for alcohol problems. With characteristic wisdom my supervisors, Bram Oppenheim and Griffith Edwards, encouraged me to look not only at what had been written about marriage, the family and alcohol problems, but also at the parallel literature on other forms of psychiatric disorder such as depression, and further still to look at the effects upon the family of social crises such as unemployment and separation due to military service.

What I discovered in writing my review was that many of the features of family life that I had assumed to be characteristic of those families with a serious alcohol problem — conflict, poor communication, misunderstanding, a poor sex life, a rearrangement of family roles, heightened anxiety in all family members — were in fact not special to this group of families at all, but were characteristics general to families in distress or disorder for one reason or another. To give just two examples: I was struck by the way in which family members who later came to understand that a member of their family was suffering from ‘mental illness’ had gone through the same kind of lengthy process of uncertainty about what was wrong (Clausen and Yarrow, 1955) as had been described for families of ‘alcoholics’; and I was intrigued by the difficulties that families had in readjusting their roles on the husband’s return at the end of World War II (Hill, 1949) which was so reminiscent of descriptions of the difficulties that many families had of readjusting to having a sober husband after many years of excessive drinking. It was as a result of finding a whole series of such 2parallel observations that I wrote an article entitled ‘Alcoholism and marriage: the argument against specialism’, which was published in the Journal of Studies on Alcohol (1975). The present volume is a direct consequence of that initial shock to my naive assumption that all the difficulties observed in families with alcohol problems were special to them alone.

My principal motive in editing this volume has been to explore the commonalities that exist in the experiences of families that are troubled by a variety of apparently very different disorders, illnesses and handicaps. It seemed to me that others might also be led into making the same mistake that I had made. I began to see other specialisms developing. I wondered if those who were discovering the stresses upon families caring for elderly relatives with dementia, and who were attempting to help them, knew about work on how families attempt to cope with excessive drinking in the family. I suspected that the work of the social psychiatrists on ‘expressed emotion’ in families, and its influence on relapse in relatives suffering from schizophrenia or depression, was being pursued without due acknowledgement to work in parallel fields. I knew that the impact upon parents of bringing up a handicapped child had been of interest for some while (Tizard and Grad, 1961) but I wondered whether this, like alcohol and the family, was in danger of becoming a speciality. I was aware, also, of growing interest in the impact upon family members of chronic physical illness, either in adults or children, and in the ways families cope with these circumstances. Again I was interested to know how much of the experience of these families was unique and how much was shared with families coping with psychological disorders or handicaps.

At the same time as these specialisms — or fields of knowledge that are in danger of becoming specialisms — have been developing, there has been a general development in the provision of services, away from institutions and towards ‘community care’. This has inevitably led to a greater level of concern with the impact of chronic illness, handicap or disorder upon close relatives, with the way they cope, and with their needs. Developing understanding and ways of helping families in these predicaments has long been an essential part of social work, and this now constitutes an important element in a number of emerging sub-disciplines such as community psychology, community psychiatric nursing, community psychiatry and community occupational therapy. There has also been occurring a rapid growth in research on family functioning and in the development of theories of family life (Gale and Vetere, 1987). One way and another professionals 3and others who have dealings with illness, handicap or disorder are becoming much more alert to the family as part of the social context in which human difficulties occur. There is an eagerness to work with families.

A word is in order about the theoretical orientation of many of the chapters in this book, including the final chapter, which will not please some readers whose orientations towards the family are different. Indeed it was a second driving motive behind compiling this book that it should make a contribution towards correcting some prevailing professional theories about families and disorder which I felt were continuing to stand in the way of helping relatives and involving them fully. More will be said about this in the concluding chapter. Suffice it to say here that it is surprisingly common to find professionals blaming relatives for their families’ difficulties, failing to include them, and cutting them off from information. Some early theories of disorder in the family — the ‘schizophrenogenic’ mother, the dominant wife of an ‘alcoholic’, or the over-protective parent of a handicapped child, for example — can be seen now to have been crude. Yet they continue to exert a surprisingly strong influence upon professional training and practice. More sophisticated theories which are now in vogue, such as those based upon General System Theory, may be in danger of perpetuating some of the same attitudes by implying that disorder is a symptom of family pathology.

Perspectives adopted by authors of chapters in this book range from the feminist view of Dobash and Dobash in their chapter on marital violence, to the Systems view to which Palmer, Oppenheimer and Marshall give sympathetic attention in their chapter on anorexia. The perspective that readers will meet most frequently in this book, however, is one that Birchwood and Smith refer to in their chapter as a ‘transactional’ model. According to this perspective it is correct to think of ‘disorder’ — taken to mean any one of a whole range of family troubles, difficulties, illnesses or handicaps including those considered in this book — as being located in one particular member of the family. When working with this model the identification of one family member as the ill, handicapped or disordered person in the family is accepted by those working with the family, at least as an initial working hypothesis. In this important respect the prevailing view adopted in this book parts company with some Systems perspectives.

The view taken by most authors here is that the family is, nevertheless, to be seen as a complex interacting system. Those attempting to assist from outside meet a family that is very likely to have 4had a lengthy history, and in many cases a long period of attempting to adjust to disorder. The picture which the family presents is one that has been influenced by the genetic endowments and previous environments of all of its members; by influences from the external environment including accommodation, employment, neighbours, kin who are not living under the same roof, and values and attitudes which prevail in the particular society in which the family lives at that particular historical epoch. Most important of all, the family has been influenced by the continuing process of mutual, reciprocally influential patterns of change and adjustment which are common to all social systems (Bronfenbrenner, 1979).

This transactional process takes on a particularly salient form in the context of families coping with disorder. Family members are not merely victims of the stress caused by living with a relative who is brain-damaged or who drinks excessively, for example. By their attitudes or actions family members inevitably modify the behaviour of the family member identified as possessing the disorder or causing the family difficulty, and the impact of disorder is affected thereby. In some cases relatives may unwittingly help to maintain disorder or some of the problems associated with it.

This is not the same as saying that the family has caused a problem. The particular pattern of family interaction which is to be seen by the time outside help is involved is something that has evolved or emerged over time. It is the result of the family’s attempts to accommodate to the presence of disorder in its midst. In some instances — in some cases of anorexia or depression for example — the disorder may itself be part of the family’s way of accommodating to pre-existing tensions. Even then, however, the picture seen by the professional or outside helper will be largely determined by the efforts of the family to cope with the disorder itself.

There is a multitude of definitions of the word ‘system’. The perspective outlined briefly above makes a distinction between just two of them. It views families coping with disorder as a system but not a System: as a group of people whose way of accommodating to disorder in one of its members has emerged over time as a result of a transactional process, but not as individuals with a group pathology or disturbance of which disorder in one member is a symptom.

The content of the book is intended to be representative of the diversity of types of family difficulty for which this perspective is appropriate. Needless to say it is not exhaustive. Three gaps of which 5I am very aware are families and drug misuse (Stanton, 1979), families and agoraphobia (Hafner, 1977) and families and unemployment. Readers will doubtless be able to think of other topics which should have been included.

As it is, the book includes chapters on topics which have, between them, been construed as psychiatric or psychological problems, medical illnesses, chronic handicaps or social problems. In terms of age group the disorders considered cover those that affect children, as well as those affecting younger, middle-aged and elderly adults. The temptation to arrange chapters in an apparently logical order was resisted. It was felt that this would be inconsistent with the main intention of the book, which is to explore similarities and differences between families coping with different types of trouble irrespective of factors such as age or conventional categorisation.

Each of the chapter authors is an expert in her or his own field. A number of disciplines are represented, although psychology, and to a lesser extent sociology, predominate. Some authors have developed their expertise as a result of their experience in helping individual families, some by carrying out much-needed research in which families have had an opportunity to speak for themselves, and others have done both. What is common to them all is an unusually detailed and well-informed knowledge about families attempting to cope with a particular problem, and a welcome understanding of the lives and experiences of the families they have tried to help or understand.
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2 Schizophrenia and the Family

Max Birchwood and Joanne Smith

DOI: 10.4324/9781003799689-2


The 1960s witnessed a period of great optimism in the treatment of schizophrenia. The introduction of effective forms of drug treatment and prophylaxis led to an increase in the numbers of individuals discharged from hospital and maintained in the community. However in recent years the limitations of this policy have become apparent. The neuroleptic drugs do not always abolish the symptoms; they carry with them a high risk of relapse (50 per cent over 2 years) and social impairment, and frequently lead to distressing side-effects. It was not anticipated at the inception of this policy that many of those discharged into the community would continue to be so impaired and thus, even today, there continues to be a paucity of community resources to meet their needs. The consequence has been that the major burden of care has fallen on the immediate family.

Somewhere in the region of 60-70 per cent of people with schizophrenia will return to live with their families, particularly in the early years following the first admission to hospital (Goldman, 1980). Thus, families occupy a central role in the long-term community care of schizophrenia, a disorder which frequently leads to life-long disability in the young people whom it primarily affects.

Until recently the extent of the burden facing families and the nature of their specific needs have not been recognised by the mental health services. This was due in part to the Zeitgeist of the 1960s, which spawned the view that families were instrumental in the genesis of the disorder. For a long time an atmosphere of suspicion and mistrust has reigned between families and the psychiatric services, and consequently families’ pleas for help have tended to fall on deaf ears. In this chapter we will argue that a careful consideration of family needs and the options available for helping suggest that a major diversion of money and manpower is necessary in order to train and 8support families who are maintaining what is often a long-term burden. This offers the prospect not only of alleviating the family burden itself, but also of making a genuine impact on the outlook for this, the most debilitating of the psychiatric disorders.


Impact on Family Life

Perhaps the most significant effect on family life comes from the sometimes profound and long-lasting changes in the behaviour of the affected individual.

Table 2.1 documents the kind of behavioural changes which were observed by relatives of individuals with acute schizophrenia in a study by the first author. Taking all behaviours into account it was found that some 70 per cent of the families experienced some behavioural disturbance, with particularly severe disturbance in a sub-group of about 15 per cent (similar to the findings of Gibbons, Horn, Powell and Gibbons (1984) and Hewitt (1983)). As far as social performance is concerned Gibbons et al. report that at least three-quarters of their 9sample played only a limited part in household care and management, had limited spare-time activities and gave little support or affection to the main supporter.



Table 2.1: Behaviours observed by relatives of acute* schizophrenic individuals living at home




	
	Percentage observing






	Withdrawal

	51




	 Staying in bed




	 Emotional detachment




	 Avoiding social contact




	Psychotic symptoms

	36




	 Expressing passivity ideas




	 Persecutory delusions




	 Hallucinatory behaviour




	Behavioural excesses

	31




	 Aggression to relatives




	 Restlessness




	 Provoking family discord




	Impaired social performance

	51




	 Self-care




	 Domestic tasks




	 Independence skills







* Mean age = 26 years; mean admissions = 1.7; mean illness duration = 2.2 years (N = 53)

The effect on the main supporters, and on family life in general, hinges on the nature and severity of the disturbance in behaviour: the more severe the disturbance, and the more dependent the individual becomes, the greater and more pervasive the impact will tend to be. This impact is usually felt at a number of overlapping levels, which are summarised in Table 2.2.




Table 2.2: Consequences of schizophrenia for family life

Family-patient relationship

 Coping with disturbed behaviour

 Re-establishing the relationship

Emotional changes

 Coping with ‘loss’

 Stress symptoms

 Negative emotions: guilt, fear, embarrassment, anger

Family relationships

 Intra-familial tension: arguments, jealousies, divisions

 Loss of cohesion

 Rejection of the individual

Hardship

 Financial/employment problems

 Sacrificing personal needs

 Disruption/dismissal of long-term plans

 Disruption of household routine


It may be readily appreciated that the changes in behaviour and personality can prove extremely distressing for close family members. On the one hand there is the difficult emotional adjustment in coming to terms with the disintegration of the personality in a family member. On the other, the behavioural problems can prove extremely taxing to cope with and, in time, can lead to intra-familial tension, ambivalence in the relationship and sometimes outright rejection. It is clear from studies such as Gibbons et al. (1984) that the kind of behaviour which relatives find most distressing and difficult to cope with is that which is directed at them (e.g. rudeness, aggression), or is the product of active psychosis. The following extract from an interview illustrates the difficulty relatives have in knowing how best to respond to this kind of behaviour and the stress and conflict which 10is aroused in relatives when the disturbance impinges directly on them. The interviewee is the mother of a young person with schizophrenia discussing her reaction to her son’s accusations that she is trying to poison him:


the worst of it is the hate in his eyes, sometimes I don’t know how he thinks we could do something like that … I know he’s ill but sometimes I get angry inside, I mean, how would you react if your son said that to you? … it’s difficult to know what to say to him … if you say you’re not [poisoning him] that’s what he expects. We tried to tell him it was his illness but he just laughed (taken from Birchwood, 1983)



When relatives are asked about their needs, high on their priorities is a concern for advice and guidance about behavioural management (e.g. Kint, 1977). There are often no universal solutions to management questions, only ‘best’ answers for individual families. It often takes a long period of arduous trial and error before this is appreciated, if ever. One family, for example, went to great lengths to refute their son’s ideas that he was ‘under observation’. After prolonged argument and debate, his parents realised that refutation of these ideas was impossible: they discovered that it required very little in the way of evidence to support the delusion, as even everyday events were illogically taken as proof (in this case ‘enemy agents’ occupied red cars and since red cars frequently passed by, this was proof of the conspiracy). As a result this family became somewhat detached from the delusions with clear benefits to their own well-being. Too many relatives fail to achieve this kind of accommodation or ‘control’ over their situation, or do so only after a long period.

There are numerous emotional responses which can be identified. Guilt is one strong and prevalent emotion which in some instances motivates compensatory over-involvement. The meaning of this guilt is sometimes difficult to discern. Occasionally it seems to be associated with the feeling of uncontrollability; relatives feel they could and should be doing more, but feel they do not have the resources to manage more effectively. In others the meaning of the guilt stems from the way in which the problem is construed. The psychological character of the disorder raises the concern that early relationships or childrearing practices may be to blame, no doubt influenced by ‘pop’ psychology.

We have concentrated the discussion so far on the ‘key’ relative — the parent, spouse or ‘significant other’ — and referred only 11obliquely to the family as a set of relationships.

A common cause of intra-familial strife occurs when there is a lack of cohesion between parents or other family members in terms of the way in which the individual and the disturbed behaviour is construed and when family members disagree about how the individual should be managed. This can present a very disturbed and complicated picture. Take for example the following family.


The Dawson family

James has a 3-year history of schizophrenia. He is maintained at home with the support of large doses of neuroleptic medication but he is actively hallucinated and deluded, and believes his sisters are talking about him and plotting against him. James often shouts at the neighbours who he believes to be part of the ‘conspiracy’. He is frightened to venture outside the home and spends nearly all of his time in his bedroom where his meals are brought to him. James constantly provokes and accuses his younger sister Marcia, and has hit out at her on more than one occasion. Marcia shouts and swears at James whenever she is approached; however her elder sister Christine manages to stand up to him and therefore it was felt that James exploits the ‘weakest link’. Mrs Dawson has been struck on many occasions but tends to remain calm and tells James that she will not sit and talk with him in the evening if he treats her in this way. Unlike his wife, Mr Dawson is ambivalent toward James, who he believes to be malicious; thus Mr Dawson is very punitive toward James. Mr Dawson has a ‘soft spot’ for Marcia, which she exploits such that she over-reacts to James’s behaviour knowing that her father will come immediately to her defence. Conflict has arisen between parents because of Mr Dawson’s aggressive style and the father-daughter axis which has developed. These two factors are probably responsible for accentuating James’s behaviour and much of the family conflict.

In this family, as in many others, affiliative ties have been weakened and family cohesion impaired.

Descriptive accounts of families’ attempts to cope with the emergence of schizophrenia show that many find themselves unable to pursue their interests, social life or other sources of satisfaction as their energies are consumed thinking, worrying and caring for the individual (Creer and Wing, 1973). This sacrifice of personal needs is difficult to avoid and occurs to some degree in most families but in its extreme seems to be positively motivated. In some cases guilt 12may be aroused (‘How can I possibly go out and enjoy an evening with friends when she’s sitting at home plagued by voices?’). In others, relatives may feel that the individual is unable to manage alone for short periods and consequently is never given the opportunity to do so. This quasi-superstitious situation can tie relatives down unnecessarily. It is not uncommon, for example, to find relatives who have cut themselves off from friends or family, who have few sources of satisfaction and feel unable to take a break.




How Do Families Cope with Schizophrenia?: Five Interacting Dimensions of Family Coping Behaviour


1. Managing ‘schizophrenic’ disturbance

The coping strategies adopted by close relatives of individuals with schizophrenia were examined directly in a study of families of young acute schizophrenic patients with a 2-year history of schizophrenia (Birchwood, 1983). These families were experiencing a range of disturbed behaviours and were trying to adjust to their new situation. These families were interviewed at some length about their coping strategies in relation to each kind of behavioural change they witnessed. These individual coping responses fell into a number of groupings or strategies which individual relatives seemed to adopt with some consistency across all behaviours observed:


Coercion is a strategy where the relative adopts a punitive approach including criticism, verbal or physical aggression, threats, attempts to shame or embarrass and idiosyncratic reactions which are intended to provoke confrontation.

Avoidance strategies include responses which minimise relatives’ exposure to the behaviour either through withdrawing from the situation or through the adoption of expedients to curtail the behaviour (e.g. relatives might complete tasks with which the individual shows some difficulty).

Indifferent reactions are those where relatives do not respond because they do not perceive the behaviour as a problem; because the behaviour is ‘accepted’ (e.g. as part of the personality or illness) or because relatives have ‘given up’ trying to influence the situation.

Collusion includes those strategies where relatives actively 13condone, support or collude with the behaviour. For example, with the negative symptoms, relatives may make undue ‘allowance’ for the illness and may indulge or reinforce social withdrawal. With delusions, on the other hand, relatives may ‘go along’ with the belief to avoid argument.

Reassurance is a strategy reported only in relation to positive symptoms where relatives present a calm, stable exterior, emphasising the security of the home and their relationship, but nevertheless not agreeing with the individual’s beliefs or experiences.

Disorganised responses are those where relatives express feelings of desperation and helplessness, and engage in many strategies without consistency and without any clear dominant strategy emerging.

Constructive responses represent ‘special action’ taken by relatives to ameliorate the problem (but excluding coercive tactics).



The following examples show how some of these strategies relate to ‘characteristic’ problem behaviours.


Hallucinations and delusions

In one family Chris would frequently break off in mid-conversation and laugh inappropriately, and at other times he would shout out loud. His father would enquire about the content of the voices and would become dismissive and irritated by the interruptions:


I would laugh at them to show him how stupid they are and I’d try to bring him to his senses and I’d say ‘just watch the T.V., there’s nothing going to happen’ (‘coercion’)



In another family faced with a similar situation the individual’s wife would collude with her husband and act as if she too heard the voices, to ‘keep him company’ (‘collusion’).

Relatives face a dilemma of whether to go along with the delusions, or to confront them directly. As indicated previously, attempts to challenge delusions rarely pay off, and relatives can end up irritated and dismissive of the individual’s lack of ‘reason’. Some relatives find a calmer, more detached approach helpful, in which they might empathise with the reality of the experience for the individual but firmly assert that it is not their own (‘reassurance’).



14
Negative or deficit behaviours

Families respond very differently to withdrawal and underactivity. In the Dawson family referred to above James spent much of his day alone in his room. His parents responded to this behaviour by taking his meals to his room and did not expect or encourage him to behave otherwise (‘collusion’). Thus this family appear to condone James’s behaviour but also in this case their strategy served to reduce their exposure to him due to their fear of his aggression (‘avoidance’).

In another family the relatives served meals only at certain times and expected basic domestic tasks to be undertaken by the individual and his brothers. They provided a basic structure to his day (which his parents prompted) and encouraged him to do things which he enjoyed prior to the illness onset (e.g. helping out at his father’s working men’s club) (‘constructive’).

Beyond the availability of specific coping behaviours, three themes recur in families which have some bearing on their coping efficacy.The first is the availability of alternatives. When first faced with schizophrenia some families quickly run into difficulty if they do not have the flexibility to try different approaches, and become entrenched. Families who respond to problems flexibly, trying out different approaches, seem to be among the most confident families with higher self-efficacy. This is clearly shown in the work of Falloon and colleagues, who have achieved considerable success with families, teaching them to develop and evaluate as many alternatives as possible before a course of action is undertaken (Falloon, Boyd, McGill, Razani, Moss and Gilderman, 1982). The second theme, however, is consistency. There is among some relatives a tendency to try everything at once (the ‘disorganised’ response) causing distress to themselves and confusion to the recipient. For similar reasons, consistency between family members is also important.

A third theme concerns the extent to which relatives feel they must ‘make allowances’ for behaviour which is the consequence of schizophrenia and, related to this, whether they perceive their role within a ‘custodial’ or a ‘rehabilitative’ framework. For example, in one instance a relative reported that as her son was receiving medication, and attending hospital as an outpatient, he therefore remained ‘unwell’ and felt it was her duty to care for him and not to make any undue demands on him. Those relatives who understand that there may be limits to the individual’s abilities, and do not expect or aim to ‘normalise’ the behaviour, but who nevertheless set realistic standards, seem to fare better (see also Berkowitz, Kuipers,15Eberlein-Fries and Leff, 1981).




2. Concepts of schizophrenia


Myths

Perhaps the most common myth retained by relatives is that schizophrenics are inherently unpredictable and aggressive. The sense of intimidation and fear experienced by some relatives stems in part from this construction, which derives from split personality mythology and more recently from publicity given to the ‘Yorkshire Ripper’ case.



Illness vs. personality

Some relatives are inclined to view the behaviour of people with schizophrenia entirely within a personality framework. According to Vaughn (1977) this occurs predominantly in those families with a poor pre-illness relationship where personality constructions such as ‘lazy’ or ‘selfish’ continue to be used. Thus no distinction is made between behaviours which are directly related to schizophrenia (e.g. withdrawal) and those which are not. Clearly the effect of adopting such pernicious personality constructions impairs family relationships and can lead to punitive coping responses.



Symptoms and behaviour

Where relatives do not appreciate the relationship between the behaviour they observe and any associated psychotic phenomenology, unfortunate consequences can ensue. The parents of one quite disturbed individual were irritated and upset by his continued refusal to sit with them at mealtimes or to eat food prepared by them. Unbeknown to his parents, however, he was labouring under the delusion that his family were involved in a plot to kill him. In another case a mother’s anger at her son’s ‘laziness’ at his staying in bed all day was tempered by the knowledge that he believed he was receiving threatening ‘messages’ from the KGB about his neighbours and only felt safe in bed.



Expectations

The tenor of information gathered explicitly or implicitly from hospital staff about schizophrenia tends to be rather pessimistic or at the least very non-committal about the future, and about the role relatives can play (Creer and Wing, 1973). One relative remarked that he felt his 16role was one of the ‘orderly management of decline’ and that ‘all hope of a reasonable life together was gone’. His requests to the hospital for help were met with ‘raised eyebrows and a shrug of the shoulders’. Clearly such low expectations can be self-fulfilling and destructive of coping efforts.



Maintenance medication

There is widespread misunderstanding about the function of maintenance medication among relatives and patients alike. In particular, the value of medication as a prophylactic is not well understood (Smith and Birchwood, 1987). This misunderstanding can lead to noncompliance because individuals are encouraged to take medication when relatively well (unlike many medications), and the benefits are not immediately apparent whereas the costs, in terms of side-effects, are. The experience of side-effects is the main cause of non-compliance (Hogan, Awad and Eastwood, 1983) and clearly education about the ‘hidden’ advantages of medication is crucial.




3. Family cohesion

The nature and effects of low family cohesion have already been discussed. Many families are, however, able to withhold the strain, and collectively can act in a positive therapeutic manner. Family cohesion may be considered to have two components. The first is a support function, being the degree of emotional proximity between key relatives and other non-affected family members. The second is a problem-solving function in which family members work together as a unit to define and resolve problems, including those arising within and without the family environment.



4. Communication

A number of research teams have identified families where conventional rules of adult communication and emotional proximity have been breached (Berkowitz et al., 1981; Doane, Goldstein, Miklowitz and Falloon, 1986). In such families boundaries between the relative and the affected individual have broken down to such a degree that relatives are interacting in a manner more in keeping with a rather dependent and weak-willed child or adolescent. Relatives feel a need to talk and make decisions for the individual, who is credited with 17little initiative or responsibility. Take as an example the following extract from an interview by the authors with a relative and her 26-year-old daughter:


she’s not been doing well this week, she hasn’t really tried at all, have you Sue? [looks to daughter shaking head] … she tried some baking as you suggested, I gave her all the ingredients and gave her all the help I could but she was so slow and kept on asking me what to do next so I just had to finish it off for her, didn’t I Sue? [Question directed to S followed by pause] … come on Sue speak up … try and open your eyes … [Mother answers question]… Well, say goodbye Sue — you’ll have to excuse her, she’s forgotten her manners; just a bit shy today.



In this case, as in others, her mother feels her daughter needs close supervision and presents herself as a martyr to her daughter’s cause.

Three characteristics summarise these relationships: poor communication skills (e.g. poor listening skills, making demands rather than requests); an over-protective management style (e.g. failure to encourage initiative) and the relatives’ active sacrificing of their personal needs.



5. The neglect of personal and family needs

In addition to the neglect of personal needs of relatives which we referred to previously, the needs of other family members can be neglected; this may be of particular concern where there are young or adolescent siblings who may resort to acting out.

A thread running through these five dimensions of the family coping response is that essentially normal families are coping with disorder and are not primarily disordered themselves. This of course represents an apparent volte-face in the context of the long-held view that families represent the source of the pathogenesis in schizophrenia. Before attempting to integrate these elements of the family coping response and identify intervention possibilities, let us briefly examine the evidence from this alternative perspective to see what light is shed on family life in schizophrenia.
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Problem Families?

In this section the presence of abnormal family processes as a primary factor in the psychogenesis and maintenance of schizophrenia will be examined separately.


The rearing environment

Space precludes anything but a brief excursion into this important area, but the interested reader is directed to Hirsch and Leff s (1975) classic monograph on the subject. The subject at issue is whether the families of people with schizophrenia are intrinsically abnormal and pathogenic.

A number of theories have been proffered about the nature of these supposed ‘schizophrenogenic’ families, but the evidence for them is weak and contradictory and studies suffer from the problem that families are observed after the onset of schizophrenia, thus confounding cause and effect.

The Danish-American adoption studies bear directly on this issue (Kety, Rosenthal, Wender, Schulsinger and Jacobsen, 1975; Lowing, Mirsky and Pereira, 1983). These investigators identified individuals at high risk for schizophrenia (i.e. one or both biological parents were affected) who were adopted away within a month of birth into unaffected ‘normal’ families. These studies consistently show that the likelihood of developing schizophrenia among this ‘high-risk’ group does not vary in spite of quite profound changes in the rearing environment. The adoption technique is naturalistic and prone to bias; however at the very least the results show how difficult it is to break the cycle of schizophrenia from one generation to another through immersion of the high-risk individual in a ‘normal’ rearing environment, and thus that rearing by a schizophrenic parent is not a necessary (and certainly not a sufficient) condition for the emergence of schizophrenia. As this form of rearing has to be considered by family theorists as an extreme manifestation of ‘schizophrenogenic’ influences, then the basis for believing that the family has an independent role in the aetiology of schizophrenia must be seriously brought into question (Birchwood, Hallett and Preston, 1987).
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Family life and the course of schizophrenia

In contrast, there is compelling evidence that family life can exert a considerable influence over the course and outcome of schizophrenia. This stems largely from the British studies of ‘expressed emotion’ (EE). Essentially, these studies have shown that relatives rated as ‘high EE’ (based mainly on critical comments made about the individual during his acute admission) were associated with a much higher rate of relapse in the individual in the 9 months after his discharge compared to those from ‘low EE’ families (58 vs 16 per cent). The study by Brown, Birley and Wing (1972) was replicated by Vaughn and Leff (1976), and when the samples were combined (N= 128) an analysis revealed that EE, use of medication and duration of face-to-face contact between relative and patient, operated in a hierarchical, additive fashion. Thus individuals in low contact (less than 35 hours per week) with a high EE relative and taking regular medication showed a 15 per cent rate of relapse, comparable with the low EE group. Conversely, high contact with a high EE relative without the protective effect of medication predicted almost certain relapse (97 per cent).

The high EE measure clearly has a predictive value in its own right, and the functional equivalence of life events and high EE in precipitating relapse (Leff and Vaughn, 1980) supports the notion that high EE is an index of (chronic) stress in the family environment. However there must be doubt whether the EE concept itself can provide the means to develop the necessary descriptive and functional framework within which a model of the family interior can be developed if rational interventions are to follow. The EE concept is a typology and construes family characteristics as ‘traits’ in the same sense as personality or physical characteristics are individual traits. This trait construction is by its very nature an abstraction of family life which is potentially too rigid to accommodate its complexities. Thus, for example, it is unlikely that parents would be rated high EE in relation to all their offspring as the EE ratings are largely based on comments invited about schizophrenic symptoms and their development.

There is evidence from the original data reported by Brown et al. (1972), and Vaughn and Leff (1976), that high EE is not an endemic family trait but is a characteristic which develops with time. First of all, high EE tends to identify a more chronic group of individuals with more admissions (γ=0.51), behavioural disturbance (γ=0.82) and work impairment (γ = 0.73). Second, a comparison of the relationship between EE and relapse between first admission and readmitted individuals (Leff and Brown, 1977) showed that the effect is much weaker with first admissions: thus 38 per cent of first admissions from high EE families relapse within 9 months compared to 69 per cent for readmissions. This suggests that with time high EE families become more powerful in their influence, or that families are ‘incorrectly classified’ following first admission. Whichever is correct, it would seem that there are some developmental changes within these families.2021

22One interpretation of these data is that families emerge as high EE as chronicity advances. This is not to deny the causal significance of family characteristics, but to suggest that high EE is a visible sign of pathological family disturbance which emerges as the outcome of a developmental process.

If this hypothesis is true, why should it be that some families emerge as high EE (i.e. change their behaviour toward the schizophrenic member) after a period of time?

The most parsimonious answer is that families differ in their abilities or efforts to cope with a disturbed family member: it has been observed that low EE families respond in a calmer fashion (Kuipers, 1979) but this has not been examined empirically, although there is evidence that families do differ in their coping styles, which bears a relationship to outcome (Birchwood, 1983). For most families, schizophrenia and its attendant behavioural anomalies will be a novel experience so there will not be an existing repertoire of coping strategies available on which to draw. These will have to be developed afresh and observations of families’ adjustment to schizophrenia suggest that families do go through a period of trial and error in which the disturbed member is actively assimilated, but with varying results (Birchwood, 1983).

Under this model family influences are not construed as ‘trait’ characteristics in the systems theory sense, but as a learned coping response arising as a result of developmental interactions between the individual and his family (‘transactions’) whose primary goal is the assimilation of the disturbed member.

This ‘transactional’ model (Figure 2.1) presents what is argued to be the primary characteristic of families of schizophrenics, namely their propensity to assimilate a disturbed family member. A sequence of developmental interactions (transactions) is hypothesised between patient behaviour and the family coping response. The aim of the coping response is to ameliorate or improve relatives’ perceived control 23over the disturbance or, if this fails, to reduce exposure to it. The outcome of this determines the affiliative quality of the relationship that ensues and the acceptance of the individual within the family system. The ‘motor’ of the assimilation process is the nature and severity of patient disturbance, the construing of this as a ‘problem’ and the ensuing stress, concern and intra-familial tension.



Figure 2.1: The transactionalʼ model


[image: A flowchart illustrating the transactional model of behavioral disturbance, construing, and motivation. The model shows how symptoms, social disability, and conflict lead to disturbance as a problem, which then causes stress in relatives, intra-familial tension, and concern, leading to no coping behavior.]
[image: A flowchart illustrating the coping process and outcomes for families dealing with disorders.]

The assimilation process is facilitated (or restrained) by the operation of certain ‘process’ and ‘goal’ variables. Thus, for example, poor family cohesion or social support might dispose to a poor coping outcome through restricting the range of coping alternatives and heightening relatives’ distress. A continuum of outcome is posited with the poles of the continuum as indicated in the figure. High EE may be synonymous with ‘coping failure’ and underpinned by certain kinds of (possibly coercive) coping strategies. Low EE occupies one section of the continuum and is associated with ‘coping success’ in terms of perceived control, low stress and successful familial assimilation. However, the means by which ‘control’, low EE and intrafamilial stability is achieved may not necessarily be through the deployment of exemplary coping strategies. In some instances relatives have, for example, sought to reinforce social withdrawal as a means of controlling their exposure to severe behavioural disturbance, thus preventing stressful confrontations (Birchwood, 1983).




Family Interventions: Research Evidence

Three well-controlled family intervention studies have been undertaken in recent years, with very promising results.

The first such study of family intervention was conducted by Goldstein and his colleague in California (Goldstein and Kopeikin, 1981).Their intervention consisted of helping families identify stressful circumstances which might have precipitated the psychotic episode, to develop more effective stress-reducing strategies and to anticipate future ones. This was done to enable patients’ return to the family environment, particularly with the first 6 weeks in mind, as they argue that this is the maximum risk period for relapse.

The intervention was structured as a sequence of four steps with later steps depending on the successful completion of earlier ones. The first step was largely educational, to highlight the role of stress in its onset and improve family cohesion. The first therapeutic objective was to arrive at concrete descriptions of two or three stressful situations within the family (e.g. arguments about the individual’s 24inactivity). The second step involved developing strategies for managing or avoiding these situations. The third step involved evaluating and refining these strategies. Finally, future difficulties were anticipated and planned for. Goldstein and Kopeikin reported a controlled trial over a 6-week post-discharge period varying drug level (average vs low) and family therapy in a 2 x 2 factorial design; 104 young people (mean age 23 years) with schizophrenia entered the trial and were randomly assigned to the groups.

The high dose/family therapy group showed a much lower rate of relapse compared to the low dose/no family therapy group at both 6 weeks (0 vs 24 per cent) and 6 months (0 vs 48 per cent). No differences emerged between the remaining groups. Goldstein reported significant effects of drug (p<0.01) and family therapy (p<0.05) over 6 months, but did not report the results of their interaction or data for all group comparisons. One is struck by the absence of relapse in the high dose/family therapy group and the ability of family therapy to halve the rate of relapse in the low dose treatment groups (48 vs 21 per cent) over 6 months. The study suggests that high dosage of medication and family intervention are functionally equivalent in forestalling relapse, and when both are present (or absent) an extreme of outcomes is obtained. This study suggests that the very early adjustment of families to schizophrenia (two-thirds were first-episode patients) may be crucial and a brief 6-week intervention can correct this before relatively permanent response characteristics set in. Thus the generalisability of this brief intervention to an older sample, and also the durability of its effects, remain uncertain.

The research team in London that were largely responsible for the renewed interest in family therapy as a result of their work on ‘expressed emotion’, reported the results of their intervention programme 4 years later (Leff, Kuipers, Berkowitz, Eberlein-Fries and Sturgeon, 1982).

Their study was a simpler comparison of two groups (both N= 12) both stabilised on maintenance medication with one receiving the family intervention. In contrast to Goldstein their subjects were selected a priori as being at high risk of relapse (i.e. high contact with a ‘high EE’ family) and therefore were much older (35 vs 23 years). The intervention consisted of three components. The first was an educational package in which the relatives were informed about the nature, course and treatment of schizophrenia. The second was a relatives group in which high and low EE families met together and the therapists facilitated interactions between them. The rationale for this was that low EE families had found ways of coping with the 25everyday problems of living with schizophrenia, from which high EE families might learn. The third component of the intervention comprised individual sessions with families using ‘dynamic interpretations or behavioural interventions’.

At 9 months follow-up there had been only one relapse (9 per cent) in the family intervention group compared with 50 per cent of the control group, although one of the intervention group was not available to follow up. This was maintained over 2 years (Leff, Kuipers, Berkowitz and Sturgeon, 1985) although this held only when patients who defaulted on medication were excluded from the analysis. The intervention led to a significant reduction in criticism which accounted for a reduction of EE in five of the eleven families, and in five families there was a reduction in face-to-face contact; overall the social intervention was successful in 73 per cent and in these families there was no relapse.

    The appearance of the Leff et al. report was closely followed by a study undertaken by Ian Falloon and colleagues in California (Falloon et al., 1982). The Falloon intervention was highly structured and aimed to train individuals and families to recognise and resolve environmental stress within and outside the family. This was achieved by training families in a structured problem-solving technique and in interpersonal communication skills. They compared the family intervention (n=18) with the best available individual community after-care (n=18) including education about schizophrenia and vocational rehabilitative counselling. The contrast group therefore received an intensive psychosocial intervention. The subjects were some 10 years younger than Leffs, and most but not all came from high EE households.

Follow-up over 9 months showed a 6 per cent relapse rate in the family group (vs 44 per cent), matched by low readmission rate (11 vs 50 per cent) and lower monthly ratings of target symptoms. These results held up over 2 years of follow-up (Falloon, Boyd and McGill, 1984). Falloon also reports a greater tolerance of the families for social deficits, improved problem-solving effectiveness and improved family well-being. We are, however, not informed of any changes in EE. Falloon et al. found that the family intervention led to improved compliance with medication regimes; however, given maximum compliance the relapse rate is far lower than would be expected with drugs alone, and also the dosages of drugs required were much lower in the family group.

In two of the studies reviewed above the investigators did not restrict their sample to high EE families. This then raises a major 26question: is high EE sufficient to define all the important needs and risks associated with schizophrenia? This is unlikely. The index does appear to be a good short-term predictor of relapse. However, it remains to be seen whether these interventions can alter the course of schizophrenia in the long term, with or without longer-term family intervention. The prevention of short-term symptom exacerbation may turn out to be of only limited value in contrast to the individual’s quality of life which these interventions generally have not emphasised. It is known from follow-up studies (e.g. Watt, Katz and Shepherd, 1983) that there are numerous individuals who are marginally maintained in the community with considerable psychiatric or social problems who are not regularly readmitted and who would be overlooked in the EE assessment procedure. It has also been suggested that low EE families may reduce relapse risk by reinforcing the individual’s social withdrawal, thus alleviating stressful confrontations (Birchwood, 1983). Hence family interventions might be applied usefully to a broader range of individuals and their families than merely those who are high on EE. The important questions would then be within-group ones: what kinds of interventions help what kind of individual in what kind of family and with what kind of effect?



Intervention Strategies

Before considering the form which an intervention might take let us briefly bring together the specific needs which such an intervention might meet.


The needs of individuals with schizophrenia


	Restitution of social and role functioning.

	Prevention of relapse.

	Reducing distress caused by persisting symptoms.

	Amelioration of intra-familial relationship problems.





The needs of families


	Information about schizophrenia, its symptoms and treatment, particularly as it applies to families’ individual situations.

	Amelioration of adverse family consequences including disturbed 27family relationships, personal and social needs, financial/work difficulties and stress.

	Amelioration of adverse emotional reactions in key relatives (e.g. guilt, stigma, embarrassment).

	Practical advice on behavioural management and interaction skills.





Intervention procedures

On the basis of the transactional model outlined above, and the particular needs of patients and families, a three-stage intervention procedure is suggested. The primary function of the intervention is to assist families to improve their behavioural and emotional response to persisting behavioural disturbance in the affected family member in such a way as to meet the specific needs of the individual and his family. The following intervention model is perhaps somewhat different from existing or ongoing interventions in that it is entirely needsbased and does not rely on the EE measure as the primary index of need. The assessment of need — of the individual and his family — therefore forms an integral part of the overall intervention.


Assessment

Table 2.3 offers a basic set of assessments which may be used to assess ‘need’ for the individual and his family, and are currently used by the authors in Birmingham. The SBDS provides a detailed picture of disturbances, particularly those reported to be ‘troublesome’ by relatives. The social adjustment scales describe a profile of seven social functions including pro-social behaviour, recreations and independence. The family distress scale profiles the range of family hardships and consequences. The VCI provides a picture of family coping behaviour and the CFI and FIS provides a picture of family relationships including family cohesion, hostility and warmth.



Table 2.3: Some suggested assessment instruments




	Characteristic

	Measure






	1. Schizophrenia




	 Psychotic phenomenology

	Present State Examination (PSE — Wing, Cooper and Sartorius, 1974)




	 Behavioural disturbance

	Symptom-related Behavioural Disturbance (SBDS — Birchwood, 1983)




	 Social adjustment

	Social Adjustment Scales (Birchwood, 1983)




	2. Family




	 Expressed emotion/relapse risk

	Camberwell Family Interview (CFI — Brown and Rutter, 1966)




	 Family burden/stress

	Family Distress Scale — Extended (Pasamanick, Scarpini and Dinitz, 1967); Symptom Rating Test (Kellner and Sheffield, 1973)




	 Coping behaviour

	Video Coping Interview (VCI — Birchwood, 1983)




	 Family relationships

	CFI/Family Interview Schedule (FIS — Birchwood, 1983)




	 Concepts of schizophrenia

	Understanding Schizophrenia Scale (Smith and Birchwood, 1985)








Enabling family change

This second stage aims to overcome any constraints which have developed which will inhibit the coping efficacy of the family system. These constraints represent the ‘construing’, ‘process’ and ‘goal’ characteristics identified in the transactional model.

Understanding schizophrenia. Three areas of information might be covered. In the first, relatives should be provided with a general orientation to the disorder. The notion of schizophrenia as a syndrome affecting thoughts, emotions and behaviour is offered. Specific myths may be discussed and questioned including that of split personality, inherent aggressiveness and the notion that families cause schizophrenia. Families frequently ask about the cause of schizophrenia and it may help to provide a basic summary of prevailing ideas.28

The second area concerns the core symptoms. A simple description and examples of the major symptoms might be given; families find it helpful to learn how individuals experience these and first-hand accounts are helpful to improve empathy. Distinguishing between ‘positive’ and ‘negative’ symptoms is helpful as the latter are frequently construed in personality terms (e.g. ‘laziness’), although the impression must not be conveyed that they are unmodifiable. The amelioration of negative symptoms through appropriate management should be stressed. Relatives should be taught how symptoms can translate into behaviour (e.g. voices leading to laughing and talking to self). Families should be provided with feedback about the symptoms present in their relative, how they affect his thinking and 29behaviour and influence relationships.

The third area covers the treatment of schizophrenia. The benefits, limitations and side effects of drugs should be outlined, emphasising the role of maintenance medication as a prophylactic.

It is helpful to back up information with written materials (e.g. Smith and Birchwood, 1985). The value of information provision has probably been underestimated. There is evidence that it can reduce stress, reduce personality constructions of ‘schizophrenic’ behaviour and increase family optimism (Berkowitz, Eberlein-Fries, Kuipers, and Leff, 1984). However, the amount of information which is assimilated is not as important as the feeling of being more knowledgeable (Smith and Birchwood, 1987).

Improving access and use of resources. Many families are isolated, or are at least not aware of the potential of familial and professional resources. Within the family, mention has already been made of the damaging effects of low family cohesion. The family’s concern should be mobilised through involvement of family members in a collective therapeutic endeavour. The extended family can prove an invaluable resource if they are actively involved, and may serve to dilute the stress of managing severely disturbed individuals. Improving families’ access to professional resources including day-care and recreational outlets can be helpful, as well as ensuring that families have a contact in emergencies. Providing families with information about disability benefits, tax allowances and the possibilities for longer-term support (e.g. hostels) may also be needed.

Amelioration of family hardship. One of the main tasks here is to ensure that relatives, and the family unit, do not neglect their own needs. Encouraging families to resume some leisure activities, by, for example, asking what they would otherwise be doing with their time, can be a useful tactic. Relatives may need encouragement and even targeting (i.e. direction) to achieve this; many are surprised that the ‘catastrophes’ which they imagine might take place if they leave the individual unattended rarely take place. Again those in very adverse situations should be encouraged to take ‘breaks’ away from home. Often resistance is encountered to these suggestions, usually because of guilt (‘I am her mother and I am responsible for her welfare when she’s ill, but I can’t be a good mother if I spend an evening relaxing and enjoying myself). Guilt can be reduced by pointing out to families that looking after their personal needs in this way can improve the 30quality of their help through reducing stress on themselves. Meeting other families who have successfully accomplished this can be helpful.

Confronting negative emotions. The resolution of unhelpful emotions may derive from other components of the intervention, but in some cases they may need to be confronted directly. The first helpful step is to encourage relatives’ insight into such emotions, how they relate to specific situations and inhibit change. For example, in one family the individual refused to come down from his room for meals. His mother took his meals to his room because otherwise she would feel guilty, particularly as her son would ‘play on her emotions’ about it. It was suggested that, by continuing to take his meals in this way, she was actually reinforcing his isolation; responding to her guilt may bring short-term relief to her but was of considerable long-term cost to her son. Coming face to face with her emotions, and their consequences for her and her son, enabled her to take the second but difficult step, which was to change her coping response to one of refusing to take his meals to him, which later led to his joining the family at mealtimes. In general, then, the sequence should be first to confront the emotions and their situational antecedents, to analyse their consequences for the individual and his relatives and to suggest an alternative coping response.

Improving family relationships. Mention has been made of situations where intra-familial boundaries have broken down to a degree where relatives are interacting in an over-protective and intrusive manner. Again relatives need to develop insight into their behaviour and its consequences in order to encourage change. This change can be brought about through instruction and communication skill training (Falloon et al., 1984). These include training relatives: to listen in an ‘active’ way and to talk less in their interactions; to make requests rather than demands; to be explicit about their reasons for showing disapproval; and to encourage individuals to think and make decisions for themselves.



Managing schizophrenic disturbance

Interventions with families are clearly going to be time-limited, so it is important that the therapists do not act as a ‘crutch’, as this can lead to deterioration on termination of the major intervention. The provision of written materials should help here. More important, however, is the need for relatives to be taught to think and act independently, without the structure and prompting provided by the therapists. 31The provision of a framework to facilitate such independence has been used with success by Ian Falloon and colleagues (Falloon et al., 1982). These authors have adapted the problem-solving paradigm of D’Zurilla and Goldfried (1971), in which families are taught to clearly define the problem behaviour, to develop a range of possible solutions, to weigh the alternatives and to put into action their ‘best’ solution, over a reasonable period. This alone is often not sufficient for many families, who will initially need more direct guidance.

Two considerations must be weighed in the decision process. First of all, not all family-defined problems are problems for the individual with schizophrenia. In the case of the family who were embarrassed by their son’s behaviour with their neighbour, the problem (embarrassment) was the family’s — the neighbours may (or could) have been quite understanding. In other words the legitimacy of the problem should be first considered. Second, the solution to some problems may depend on an appreciation of relevant factors: for example, the individual who refuses medication may be unaware of its potential benefits; in a previous example the son’s incessant provocation of his sister may be related to delusional beliefs and exacerbated by his sister’s over-reaction.

Negative behaviours or deficits.
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