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Abstract

Families of people with severe and persistent mental illnesses experience extraordinary stress for long periods of time. Because of this stress and that fact that family members are the major caretakers of people with mental illness it is proposed that they have certain rights which are as follows:

Right to Relief from Burden

Right to Financial Support for Family Organizations

Right to Information

Right to Request Commitment of a Family Member

Right to Emotional Support

Right to Respite Care

Right to be Part of a Treatment Team

Right to Training in Behavioral Methods

Right to Review Patient Records

Right to be Free of Responsibility for Actions by the Patient

Right of Parents to Have Custody of Their Children

Rights of Parents with Mental Illness to Have Custody of their Children

The World Health Organization has noted that human rights have a key place in mental health legislation. Among the rights that are mentioned are 1) the principle of the least restrictive alternative, 2) confidentiality, 3) informed consent, 4) the issue of voluntary and involuntary treatment in hospital or community, 5) periodic review, 6) the question of competence judged by accredited mental health professionals, 7) housing, 8) education, 9) employment, 10) disability benefits, and 11) access to psychotrophic medication.  These are all rights of patients or persons with mental illness and there is but one mention of the right of families: the right to information (Funk et al., 2003). This list should be expanded.

World wide, families are the primary caretakers of people with schizophrenia and other severe mental disorders (Magliano et al. 1998). Family members experience stress in caring for an ill person, but tend to have great affection for the ill person and do not begrudge their caretaking obligations (Johnson, 2000). Families everywhere are spending 24 hours a day with their ill relative and without much support from mental health professionals. Usually, being a caretaker is thought to mean that the patient lives in the home of relatives, and that is often the case. However, the patient can live elsewhere and relatives can still play a major role in the patient’s treatment, rehabilitation and day-to-day living.

 In discussing the rights of families of people with serious mental illness several assumptions are made. One of these is that people who have serious mental illnesses have a public health problem and that these public health illnesses are expensive to treat. It can be assumed that serious mental illnesses are treatable and with the kinds of care that we know are available to us now can lead to recovery for many people or at least to such diminished symptoms that they can have a satisfactory quality of life. There is also the assumption that because of the extraordinary costs and severity of the illnesses the state has primary responsibility for providing treatment. Furthermore, it can be assumed that because families of the person with serious mental illness do in fact provide most of the care they are entitled to certain rights, and these should be guaranteed by law. Finally, it is assumed that the goal of treatment and rehabilitation is recovery. Recovery does not mean that the person is entirely free of symptoms, but it does mean that it is possible to live in the community much like a normal person.

Family Stress orBurden.


It is usual for related people to take care of each other. Parents care for their children, wives take care of husbands, and husbands take care of wives. Grandparents care for their children and grandchildren. This is ordinary. What is not ordinary is caring for a person who has a serious mental illness. This can be extraordinarily difficult and stressful (Doornbos, 1996). Symptoms of the illness make life difficult for all around the psychotic person: delusions are unreasonable ideas, hallucinations intrude on behavior, thoughts may be disorganized. There may be threats or acts of violence.  This continues and even when the person is quite stable there are tasks to be carried out; for example, seeing that the person takes medication as prescribed or applying for state disability payments. In addition, families do not understand mental illness and often cannot make sense of the behaviors of the ill person (Johnson, 2000). Expenditures of time and money deplete family resources (Clark & Drake, 1994). Families may also be subject to abuse or violence by ill relatives (Vaddadi, Gilleard & Fryer, 2002).


Many relatives function as caretakers of people with mental illness. One study found 60 percent of patients with serious mental illnesses returned to the home of relatives after hospitalization. In a survey for this paper of 12 reports on families and burden 54% of people with schizophrenia lived with relatives. This was usually parental, but sometimes it was a spousal home, and in a few cases the home of a child of the ill person. When the consumer lives at home relatives are expected to provide housing, food, and clothing. In addition they are expected to see that medications are taken as prescribed, that appointments with mental health professionals are kept, to monitor the physical health of the consumers, check on the continuity of disability payments, investigate the possibility of obtaining more effective medication, arrange for prevocational or educational training, provide transportation, deal with legal problems, and arrange for hospitalization if relapse occurs. In performing these functions, families act as nurses, case managers, paralegals, and rehabilitation counselors, to name some of the professional roles associated with these duties. Families are not required by law to perform these functions, but they are expected to do so by mental health professionals and society in general. If they do not and the consumer relapses or leaves the mental health system to join the legions of the homeless, the family is said to be dysfunctional and derelict in its duties. The strength of the expectation for family responsibilities is so great that families might argue that they have a right to be trained to carry out these functions effectively and that they have a right to the resources that are necessary to do what is expected of them.


There is agreement that burden can be considered as having two forms: objective which is the behavior of the patient that is found to be difficult to handle, and subjective, the impact of the behavior on the emotions of the caretaking person. NAMI, the National Alliance for the Mentally Ill, in the United States, surveyed its members and found that the most disturbing patient behavior was lack of motivation and this was also most difficult to understand (Hatfield, Coursey & Slaughter, 1994).  Families wonder if the behavior is related to the mental illness or is it simple laziness? If it is viewed as part of the mental illness, it means one thing to the relative and can be accepted as something that might be treated, but if it is seen as laziness, the patient may be rejected as a loser

 In the NAMI survey, the next four questions, for which more than 70% of the respondents agreed, were related to negative symptoms or disorganized behavior. They were poor eating or sleeping, difficulty completing tasks, isolation from others and poor handling of money. Violence against others was seen as a problem by 16%. The kinds of behaviors that have been found to be burdensome should point to the kind of information and training family members could use. 


Subjective burden typically includes feelings of anxiety, and low self-esteem or depression among caretakers (Tsang, Tam, Chan, Cheung, & Chang, 2003). They feel helpless and have a negative view of the future. They may also have negative feelings about the ill person. The fact that caretaking relatives often become depressed points to a major public health problem (Goldman, 1982).Research by Eakes (1998) showed that relatives often have what they described as “chronic sorrow,” or as Lefley (1987) stated: “a type of permanent pain that can be controlled, but never totally eliminated” (p. 6). 


The matter of burden or family stress has been discussed at length because the argument for the rights that follow is based on the fact that a serious burden exists for nearly all families of people with serious mental illness. Owing to the nature of severe mental illness as a disorder that affects interpersonal relations this burden is perhaps greater than the burden associated with other illnesses and thus, deserves special attention.

The Right to be Free of Burden


Families have a right to have relief from the burden of caring for a person with mental illness. The argument against adoption of this right is to raise the question, can burden be alleviated? The answer is “yes, but not easily.”  Burden can be relieved somewhat by providing information about mental illness (Hazel et al., 2004), but real relief from burden comes about when the ill person recovers (Johnson, 1994). Magliano and associates (2000) also found that burden decreased as the patient’s social functioning improved, and that this came about with the use of behavioral family therapy. The use of clozapine has been found to decrease burden, again, as symptoms declined in severity, burden declined (Dickson, Williams & Dalby, 1995) 

Right to Have Support for Family Organizations. 

Family organizations have existed since 1965 when Zenkaren was created in Japan. Now, about 80 countries have these organizations. They play an important role in three ways: they provide mutual support, education and advocacy. They provide a united voice for relatives of people with mental illness, and for people who have these illnesses, consumers. Because of the importance of these family organizations, and because they are non-profit and dependent on the contributions of members, they never seem to have enough money to do what has to be done.  It can be argued that they should receive government support. In the United States there is no guarantee of state support for family organizations, but most state NAMI groups do receive some government funds, usually by having the NAMI group manage projects such as jail diversion or guardianship training programs. The NAMI groups receive funds for providing these services and the overhead funds help to make it possible to operate an office and pay the salary of a NAMI state administrator. 

Government support is provided directly to family organizations in Holland and Sweden and probably in several other European countries. There is a recognition of the important role these organizations play in helping to improve the quality of life of people with serious mental illnesses. In Sweden the government supports disability organizations if they serve disabled people nationwide, have 500 or more members, and are politically and religiously independent. 

Right to Information

Families have a right to be provided with the information needed to carry out caretaking responsibilities. Families need to know what mental illnesses are, what causes them, how they are best treated, and how to obtain needed resources.  They should also be provided with training in coping skills and in ways of reducing environmental stress. Families report that they have not received needed information about serious mental illness from mental health professionals (Creer & Wing, 1975; Fadden, Bebbington & Kuipers, 1987; Hanson & Rapp, 1992; Solomon, Beck & Gordon, 1988). Furthermore, research has shown that families want information (Francell, Conn & Gray, 1988; Hatfield, 1979). Even though this provision of information is basic to being able to care for a person with mental illness, over most of the world it is rare for families to be given this information and training. Families are only rarely given training in how to recognize early warning signs of pending relapse (Johnson, 2000). With this training they could take steps to forestall relapse. 

We find that few professionals provide useful information. They do not tell families about prescribed medication, even though it is usually a family member who must manage the day-to-day administration of medication, often in the face of strong opposition from the ill person (Johnson, 2000; Jungbauer & Angermeyer, 2002). Families everywhere report that they do not understand serious mental illness and need more information in order to cope (Eakes, 1998; Winefield, Barlow & Harvey, 1998). There are several kinds of information, but to gain access to it requires some creativity.

Reading pamphlets or books about the illnesses is a frequently used source of information. In the United States, the book by Fuller Torrey, Surviving Schizophrenia, is highly regarded. 

Information is provided at family organization meetings and conferences in the United States the NAMI annual convention is an example of a rich source of information. Some professionals offer training sessions on what serious mental illnesses are, what causes them, how they are treated and what the family can do to cope and offer support. In the US these courses tend to be rare. Professionals have had difficulty in providing information. First, they do not know what families want to know. They have not reviewed the literature or done their own research by listening to family members. Second, they tend to treat information sessions as therapy groups. Families then are not only deprived of information, but are angered that they are treated as patients. 

NAMI members, especially Joyce Burland, invented the Family-to-Family program in which the training sessions are provided by NAMI members who have been trained to be trainers. There are 12 sessions with the topics mentioned above. This is a  form of family education.

Family-to-Family is popular and it does provide useful information, but it not the most effective means of providing training. For this we turn to Behavioral Family Therapy (BFT), which is also called Family Psychoeducation and sometimes called Behavioral Family Management. These provide the information presented in Family-to-Family, but also include the patient in all sessions, continue for at least six months, and add assessment of problems, problem solving, and communication skills training. It is delivered in the family home or in clinics and it may focus on an individual family or families may be assembled in groups. This way of providing information is vastly superior to other ways in that it actually reduces relapse and promotes social adjustment. Family-to-Family leads to increased knowledge and a feeling of increased competence, but it has no effect on patient relapse. Noting that even at a 15-year follow-up families were highly stressed Brown and Birtwistle (1998) recommended that early on they be offered behavioral family therapy. Joyce and associates (2003) found that effective coping was related to decreased stress, and coping skills increase with BFT.  Most important, a review of BFT found strong effects on relapse (Barbato & D’Avanzo, 2000) and since that report there have been seven more studies with positive relapse results.

These forms of information transmission should all be available to families. It is their right to have this information. The first four types of information provision can be managed by families, but the most effective requires the work of professionals who work with the family as partners in treatment. Families and consumers have told us over and over that they want and need information about mental illness. Given that when family members have information they feel more competent as caretakers and able to do what needs to be done. Consumers who are provided with information are more likely to be compliant to prescribed treatments, and therefore, less likely to suffer relapses. The positive effects of information provision are enormous, and the cost of providing this information is negligible. 

Rights of Families in the United Kingdom and Sweden

The United Kingdom and Sweden have taken the lead in providing rights to families. Guidelines in the fairly new National Health Service Plan of the United Kingdom state:

 “ All individuals who provide regular and substantial care for a person on CPA should have an assessment of their caring, physical and mental health needs repeated on at least an annual basis (and) have their own written care plan which is given to them and implemented in discussion with them”  (Appleby, 2004).

All families who are caring for a person with a severe mental illness are covered by these legal rights. In addition, families are to be offered behavioral family therapy which should take place over at least 10 sessions and last more than 6 months. In Birmingham, the Meriden group has provided training to a large number of mental health workers so this legislation can be implemented broadly. Other groups throughout the United Kingdom are providing similar training in order to have enough trained staff to fulfill this legally authorized training for family members and consumers.  


Sweden has gone even farther than the UK. Now, owing to reforms of the Swedish Health Care Act, throughout the nation, relatives and patients are invited to join the treatment team from the beginning of treatment. They participate in diagnostic and treatment planning sessions, and with training, they assist in carrying out this treatment. This participation is their right by law.


These developments show that rights for families can be enacted into law and applied widely.

Right to Request Commitment of Psychotic Relative


A request to have a relative placed in custodial care, in a hospital, is clearly a call for help and it comes when the ill person rejects suggestions that he or she needs treatment for a mental illness. This right is honored in nations that have mental health codes.

The deprivation of a person’s civil rights is a serious matter and one that is regulated by law and may be undertaken only with reason. In the United States most of the states require evidence of danger to self or others or of a worsening condition. There are other protections having to do with review by experts and length of time for which the person may be committed. For the mentally ill person commitment is dreaded and this is for many reasons, not least of which is the knowledge that it means going to a psychiatric hospital where one is treated as a patient and not as a free human being. Furthermore, most psychotic people do not see themselves as ill (Amador, 2000). Since they are not ill they see no reason for treatment, and are often non-compliant with treatment. This rejection of illness places the ill person and relatives in conflict, which typically lasts until the patient becomes aware of personal mental illness. 


Commitment is called for by families, but is also dreaded by them. Although families do not commit a person, the state does that, the family is most often involved in requesting commitment. To deliberately deprive a loved one of civil rights is extremely unpleasant and it is done only because the family members know that it must be done to get proper treatment in a time of crisis. It is done when the patient is out of control and beyond ordinary persuasion or reasoning.


To avoid hospitalization but to continue treatment the use of outpatient commitment has been developed.  The results have been mixed, but it is clearly useful for some patients and it apparently works best when supplemented with assertive community treatment (Swartz & Swanson, 2004).The person does not have to enter a hospital if he or she will comply with the doctor’s treatment on an outpatient basis. Another way to avoid hospitalization is to use prevention methods. The patient and family are trained to identify prodromal, or early, symptoms and to increase medication dose levels if they appear (Herz, et al., 1989). Usually, more medication and lowered levels of stress will be sufficient to reduce symptoms, and thus to reduce the need for hospital care.

Right to Emotional Support


Information is essential, but families are also emotionally stressed and some could benefit from emotional support.  They live with great stress and many become depressed. This support is rarely provided by psychiatric personnel, and when provided, the sessions take on characteristics of group psychotherapy rather than support. This is often resented by family members.  Support may not appear, in part, because of the stigma associated with serious mental illness, and its strangeness for most people. Mental health professionals are typically overworked and may not have time to provide support sessions. They should, however, take time to direct family members to support organizations that do provide these sessions. Grella and Grusky (1989) found that family members appreciated the emotional support provided by case managers.


The most common response to this need has come from family organizations which typically include mutual support group meetings as part of their overall program. These are led by members of the family organization and are typically not mental health professionals. These support groups have been found to play a key role in reducing burden (Cook, Heller & Pickett-Schenk, 1999)

Right to Respite Care


Caring for a person with mental illness is usually difficult and is a full-time job. Nevertheless, the caring people sometimes need time for themselves, to take a break, to get some distance from the turmoil of mental illness (Smith, 2003). They may need time to handle business or professional obligations. This can be informally handled in several ways. Sometimes other relatives can come in to the home for a few days or it may be possible to hire a competent caretaker. Perhaps the best solution is to have a community mental health center operated respite care house that is available by appointment. This should be welcoming, friendly and attractive. Having the patient move there for a short stay also has the advantage of showing that alternative housing is possible and may even be desired by the patient.


There are also options for shorter respite times. Having the patient attend a psychosocial clubhouse each day would free up time for relatives, and it would be a place for learning new skills and having social contacts. Most clubhouses include recreation, social interaction and vocational training.

The Right to Be Treated as a Part of the Treatment Team


This is a radical idea and it does depart from conventional psychiatric thinking. It is rare in psychiatric practice. There are several reasons for hesitation. Psychiatric staff say 1) we have never done this, 2) it will impede the progress of our always pressured team meetings if we have to explain what we are doing all of the time, 3) it will be apparent that we often operate with much uncertainty and this could undermine the family’s confidence in us, and 4) some of the discussion will almost certainly include matters that are private. These are good reasons, but not entirely valid.

Family members report feeling disregarded or dismissed by mental health professionals. Their opinions or knowledge were not often requested by professionals. They did not feel part of a treatment team despite being expected to provide housing and case management functions when the ill person left the hospital (Johnson, 2000).

A study carried out in Canada (Perreault et al., 1999) found that the majority of patients wanted to have relatives involved in their treatment and more than a third complained that their relatives had not been invited to participate. Eakes (1995) found relatives in her sample wanted to be included in the treatment process. 

This openness is being practiced now in Sweden (Jonsson & Malm, 2002). Patients and near relatives join mental health professionals in case conferences. They remain part of the treatment team for as long as necessary and research demonstrates that this is part of vastly improved outcomes. In one large study patients with schizophrenia were followed for two years. At that time, 43 % showed an absence of symptoms compared with 6% for the control group (Falloon et al., 2004). Of course, there was a set of integrated treatments to go along with openness.

Right to be Trained to Use Behavioral Methods


The record of behavior treatments, beginning with Ayllon and Michael (1959) and their token economy, has been stellar. Behavioral methods are now part of hospital programs, used in skills training and psychotherapy, individual and group, but powerful as they are, they are rarely taught to families of people with severe mental illness. The need is great as families, in their role as caretakers, are confronted with challenging behavioral problems by the patient. These include smoking in bed, not combing one’s hair before going out, talking to self while in public, being physically or verbally aggressive, playing music too loudly, staying up all night and refusing medication. The appropriate use of behavioral techniques by members of the household could lead to improvements. (Van Houton et al., 1988). Parents of children with autism have been trained to use behavioral methods for many years with excellent results (Lovaas et al., 1973). Smith (2003) found that 65% of the families in his study expressed a desire to have this form of training.

Right to Review Patient Clinical Records 

This is regarded by some as an impossible demand and of no value because mental health professionals believe that it is they who need to make decisions and to plan and carry out treatment, but it is not an impossible demand and one that actually can have great value. One family had personal experience with this. They learned over the years that their son’s records which followed him from hospital to hospital and to clinics included the follow information: 1) he was an adopted child, 2) he owned a large amount of land in south east England, and 3) that he had had a lobotomy. Staff in each hospital or clinic acted as though each of these items was true. In fact, none were true, but were part of the patient’s complex delusional system. If the family had had access to clinical records they could have presented a true story and the items could have been removed from the record or notes of clarification pointing out that these were delusional ideas could have been inserted. As it was, believing these bits of information were true deprived the patient of optimal treatment. This is no longer an issue if the family and patient are part of the treatment team as in Sweden.

Right to be free of responsibility for actions by the patient

In Spain and Japan relatives, especially parents, of a mentally ill person may be held responsible for the actions of the patient. If the patient runs along a street breaking store windows, the family is responsible for the cost of replacing those windows. In Spain attempts have been made to provide insurance, but insurers are reluctant to accept policies believing that the risk is too great. This is an area of active legislative reform. In the United States relatives are not held responsible for the actions of the patient, if the patient is an adult.

Right of Parents to Have Custody of Their Children


Too often parents find that in order to get treatment for their child they must legally give them to a state agency. This is called parental custody relinquishment. Some 20% of parents must relinquish their children (Higgins, 2002). This practice has grown from the psychodynamic idea that since the illness was caused by the parents they should not be expected to be part of the treatment. In 1926 Anna Freud stated the matter eloquently: 

But who bears this responsibility in a child’s analysis? To remain consistent, we would have to say: the responsibility would rest with the persons concerned with the child’s upbringing, with whom the child’s superego is in any case still inseparably bound, that is with his parents…But here we have some serious reservations. We cannot forget that it was these same parents or guardians whose excessive demands drove the child into an excess of repression and neurosis. The parents who are now called upon to help in the child’s recovery are still the same people who let the child get ill in the first place. Their outlook has in most cases not changed (Freud, 1974, pp. 58-59.).

Her words still live in the minds of state agency professionals who are willing to take children from their parents. The alternative is to have the child stay with parents and the parents trained to work with mental health workers and provided information and support they need to care for the child. 

Thirteen states have banned parental-custody relinquishment solely to obtain mental health services.

Rights of Parents with Mental Illness to Have Custody of their Children

If a parent has a serious mental illness mental health professionals often assume that the parent can not care for her or his child. The child is taken away and placed with relatives or often placed in the care of strangers in foster care. Children can remain in the care of parents, even if one has a severe mental illness. The other parent should be supported in assuming caretaking as well as marital responsibilities. 

These parents are now receiving attention with special legislation in Iowa in the United States (FSS/PACE Program (2003).  With federal research funds, programs have been set up across the state to help these parents. Case management is provided along with psychotherapy for children and parents. Medication along with illness management training is provided. In addition, there is parent and problem solving skills training. The outcomes have been satisfactory.

Conclusions Regarding the Rights of Relatives

Two of these rights are currently in effect in the United States and an argument has been made that the others could be legislated although in some instances more research may be necessary. It is expected that full implementation of these rights would have positive results for relatives. We would expect less rejection of the patient. There should be greater cooperation by the family with mental health professionals and outcomes would be improved.  Burden would be reduced. Implementation of these rights for families would also help patients move toward recovery. It is imperative that a bill of rights for relatives be enacted as soon as possible.

References

Amador, X. (2000). I am not sick; I don’t need help. Peconic, NY: Vida Press.

Anderson, E. A., & Lynch, M. M. (1984). A family impact analysis: the deinstitutionalization of the mentally ill. Family Relations, 33, 41-46.

Appleby, L. (2004). The national service framework for mental health—five years on. London: Department of Health.

Ayllon, T., & Michael, J. (1959). The psychiatric nurse as behavioral engineer. Journal of the Experimental Analysis of Behavior, 2, 323-334.

Barbato, A. & D’Avanzo, B. (2000). Family interventions in schizophrenia and related disorders: a critical review of clinical trials. Acta Psychiatrica Scandinavica,. 102, 81-97. 

Brown, S., & Birtwistle, J. (1998). People with schizophrenia and their families. British Journal of Psychiatry, 173, 139-144.

Buck, J. A. & Mark, T. L. (2006). State administered spending on mental health services by type of service. Psychiatric Services, 56, 29.

Clark, R., & Drake, R. E. (1994). Expenditures of time and money by families of people with severe mental illness and substance use disorders. Community Mental Health Journal, 30, 145-163. 

Cook, J. A., Heller, T., & Pickett-Schenk, S. A. (1999). The effect of support group participation on caregiver burden among parents of adult offspring with severe mental illness. Family Relations, 48, 405-410.

Creer, C., & Wing, J. (1975). Living with a schizophrenic patient. British Journal of Hospital Medicine, 14, 73-82.

Doornbos, M. M. (1996). The strengths of families coping with serious mental illness. Archives of Psychiatric Nursing, 10, 214-220.

Eakes, G. G. (1995). Chronic sorrow: the lived experience of parents of chronically mentally ill individuals. Archives of Psychiatric Nursing, 9, 77-84.

Fadden, G., Bebbington, P., & Kuipers, L. (1987). The burden of care: the impact of functional psychiatric illness on the patient’s family. British Journal of Psychiatry, 150, 285-292. 

Falloon, I. R., H., Montero, I., Sungur, M., Mastroeni, A., Malm, U., et al. (2004). Implementation of evidence-based treatment for schizophrenic disorders: two-year outcome. World Psychiatry, 3,  104-109.

Francell, C. G., Conn, V. S., & Gray, D. P. (1988). Families’ perceptions of burden of care for chronic mentally ill relatives. Hospital & Community Psychiatry, 39, 1296-1300.

Freud, A. (1974). Introduction to psychoanalysis: Lectures for child analysts and teachers. Vol. 1, 1922-1935. New York: International Universities Press.

FSS/PACE Program (2003).  Helping parents with mental illness retain custody of their children. Psychiatric Services, 54, 1526-1528.

Funk, M. and others. (2003). Mental health legislation & human rights. Geneva: World Health Organization.

Gawande, A. (2004). The bell curve: what happens when patients find out how good their doctors really are. New Yorker, December 6.

Grella, C. E., & Grusky, O. 1989). Families of the seriously mentally ill and their satisfaction with services. Hospital and Community Psychiatry, 40, 831-835.

Goldman, H. H. (1982). Mental illness and family burden: a public health perspective. Hospital & Community Psychiatry, 33, 557-559.

Hanson, J. G., Rapp, C. A. (1992). Families’ perception of community mental health programs for their relatives with severe mental illness. Community Mental Health Journal, 28, 181-197.

Hatfield, A. B. (1979). Help-seeking behavior in families of schizophrenics. American Journal of Community Psychology, 7, 563-569.

Hatfield, A. B., Coursey, R. O., & Slaughter, J. (1994).Family responses to behavior manifestations of mental illness. Innovations & Research, 3, 41-49.

Hazel, N. A., McDonell, M. G., Short, R. A., Berry, C. M., Boss, W. D., Rodgers, M. L., & Dyck, D. G. (2004). Impact of multiple-family groups for outpatients with schizophrenia on caregivers’ distress and resources. Psychiatric Services, 55, 35-41.

Herz, M. I., Glazer, W., Mirza, M., Mostert, M., & Hafez, H. (1989). Treating prodromal episodes to prevent relapse in schizophrenia. British Journal of Psychiatry, 155 (Suppl.), 123-127.

Higgins, T. (2002, April 17). Many parents, despairing for children’s mental health talked into giving up custody. Knoxville, News Sentinel, p. A15

Johnson, D. L. (1994). Current issues in family research: Can the burden of mental illness be relieved? In Lefley, H. P. & Wasow, M. (Eds.) Helping families cope with mental illness,  pp.309-328, Chur, Switzerland: Harwood.

Johnson, E. (2000). Differences among families coping with serious mental  illness: a qualitative analysis. American Journal of Orthopsychiatry, 70, 126-134.

Jonsson, J., & Malm, U. (2002). The Social Network Resource Group in Sweden: a major ingredient for recovery in severe mental illness. In Lefley, H. P. & Johnson, D. L.  (Eds.) Family interventions in mental illness: international perspectives (pp. 93-104). Westport, CT: Praeger. 

Joyce, J., Leese. M., Kuipers, E., Szmukler, G., Harris, T., & Staples, E. (2003). Evluating a model of caregiving for people with psychosis. Social Psychiatry & Psychiatric Epidemiology, 38, 189-195.

Jungbauer, J., & Angermeyer, M.C. (2002). Living with a schizophrenic patient: a comparative study of burden as it affects parents and spouses. Psychiatry: Interpersonal & Biological Processes, 65, 110-123.

Lefley, H. P. (1987). Aging parents as caregivers of mentally ill adult children: an emerging problems. Hospital and Community Psychiatry, 38, 1063-1070.

Lovaas, O. I., Koegel, R., Simmons, J. Q., & Long, J. S. (1973). Some generalization and follow-up measures on autistic children in behavior therapy. Journal of Applied Behavior Analysis, 6, 131-166.

Magliano, L., Fadden, G., Madianos, M., de Almeida, J. M., Held, T., Guarneri, M., Marasco, C., Tosini, P., & Maj, M. (1998). Burden on families of patients with schizophrenia: results of the BIOMED I study. Social Psychiatry & Psychiatric Epidemiology, 33, 405-412.

Perreault, M., Paquin, G., Kennedy, S., Desmarais, J., & Tardif, H. (1999). Patients’ perspective on their relatives’ involvement in treatment during a short-term psychiatric hospitalization. Social Psychiatry and Psychiatric Epidemiology, 34, 157-165.

Smith, G. C. (2003). Patterns and predictors of service use and unmet needs among families of adults with severe mental illness. Psychiatric Services, 54, 871-877.

Solomon, P., Beck, S., & Gordon, B. (1988). Family members’ perspectives on psychiatric hospitalization and discharge. American Mental Health Journal, 24, 108-117.

Swartz, M. S. & Swanson, J. W. (2004). Involuntary outpatient commitment, community treatment orders, and assisted outpatient treatment: what’s in the data? Canadian Journal of Psychiatry, 49, 577-578.

Torrey, E. F. (1994). Violent behavior by individuals with serious mental illness. Hospital and Community Psychiatry, 45, 653-662.

Torrey, E. F. (2001) Surviving schizophrenia, 4th Ed. New York: HarperCollins.

Touchet, B. K., Drummond, S. R., & Yates, W. R. (2004). The impact of fear of HIPAA violation on patient care. Psychiatric Services, 55, 575-576.

Tsang, H. W.., Tam, P. K., Cheung, C. F., & Chang, W. M. (2003). Sources of burden on families of individuals with mental illness. International Journal of Rehabilitation Research, 26, 1230130.

Vaddadi, K. S., Gilleard, C., & Fryer, H. (2002). Abuse of carers by relatives with severe mental illness. International Journal of Social Psychiatry, 48, 149-155.

Van Houton, R., Axelrod, S., Bailey, J. S., Favell, J. E., Foxx, R. M., Iwata, B. A., & Lovaas, O. I. (1988). The right to effective behavioral treatment. Journal of Applied Behavior Analysis, 21, 381-384.

Veltro, F., Magliano, L., Lobrace, S., Morosini, P. L., et al. (1994). Burden on key relatives of patients with schizophrenia vs. neurotic disorders: a pilot study. Social Psychiatry & Psychiatric Epidemiology, 29, 66-70.

Winefield, H. R.,, Barlow, J., & Harvey, E. (1998). Responses to support groups for family caregivers in schizophrenia: who benefits from what? Australian & New Zealand Journal of Mental Health Nursing, 7, 103-110.

