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Summary: Health politics defend that people with mental diseases should be kept within the
community. The family is asked to look after these people, without being prepared for that. The
family doesn’t understand their ill relatives neither the revelation of the illness, dealing as well
with guilt, physical and emotional overload, social isolation and frequently economical
difficulties. This study allows us to identify the health needs in the families with relatives
suffering from mental illness, and develop healthy strategies to overcome the difficulties caused
by the illness. Our aim is to promote health in these families. For this investigation we
conducted semi-structured interviews within a sample composed by relatives of mental patients.
The families feel insecure and don’t know what to do, saying it would be important to know
how to deal with the ill person and where to turn to in case of family instability. The
information allows us to help the family to readjust their new life projects.
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INTRODUCTION
Commentaries about the family’s responsibility upon the becoming ill of one of their
members are frequent. In many situations and, apparently more and more, the family, or

its absence, is the centre of emotional disruption.
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The aggressions sometimes observed in the families have a different dimension than in
other contexts. On the other hand, any family member expects to find in the family the
emotional and psychological support to answer the complex demands of today’s
society.

The family is recognized as the most important group in society and has been suffering
changes as time goes by, both in its structure as well as in the performance of its roles
and interactions in a community. On the other hand, these interactions interfere with the
development of its members within the family, being that the space where the health
concept and healthy life habits are acquired.

We verify in everyday life that the cares continue to be centred in the ill person and the
family continues to be seen as a supporting system of the ill relative, being responsible
for the control of the illness, especially with those who suffer from schizophrenia. In
these cases it’s frequently the family who mainly cares for people with schizophrenia.
To verify if these study results also apply to the region where we belong to, we decided
to do our own study with families of mental illness people. We approached the families
during hospitalization of the ill person. We thought it would be the best phase of the
living experience of the situation, since they had the problem shared with the health
services, and on the other hand had still in their recent memories the difficulties they
went through. They were facing as well the fact that the stay in hospital was limited to a
quite short period of time (the maximum would be of a month).

We collected information about: i) the way they dealt with the ill, ii) how they faced the
iliness according to the social environment they belonged to, iii) what information they
had to face the moments of greatest emotional tension caused by the illness and which
implied necessarily their capacity do adapt to the situation and to integrate themselves

in the environment where they lived and iv) what resources they had to deal with the



situation. By resources we understand the information available to interact with the
mental patient, the supports they had from the community, such as: big family,
neighbourhood, support groups and health services such as: family nurse, ambulatory
services, contacts with the services at the hospital where they had been. Thus, the aim of
the study is to identify the health necessities in the families of ill people with the
possibility of being helped in developing healthy strategies to overcome the difficulties

caused by the illness.

The family of the mental patient: short approach

A healthy family is the one which, in a situation of adjustment to a stress situation: (i) is
able to give answers to the needs of their members, to deal in an efficient way with the
transitions; (ii) is flexible with power distribution; and (iii) keeps the patterns of
interaction and the working rules between them and the community where they live in
(McCubbin and McCubbin, 1993). Olson et al, (1989) consider as well the necessity of
maintaining the balance and the cohesion and adaptability, what makes a good
communication within the family easier.

The family health concept has been evolving accordingly to the cultural, economical,
religious changes and other characteristics of contemporaneous societies.

The promotion of family health refers to activities done by families to make them
stronger as a unit. The aim is to regain the health of all members, when for any reason
this is threatened (Stanhope & Lancaster, 1999)

Families which have a member with mental illness tend to adapt to the presence of the
illness, starting even to restrict their participation in social events due to the prejudice
existent in society (Nasi, Stumm and lldegrandt: 2004) or due to the necessity of caring

of the ill person, situations which often are associated to the change of habits in the



family group as well as in the relations with the social group. Usually there is a greater
tension, the family seeks isolation, goes less out for walks or other contacts with the
outer world, reducing thus their leisure moments (Moreno: 2000).

We can observe that in everyday life mental diseases cause a big impact on the families’
balance, since “these families provide not only physical and emotional support, but
support as well the negative impact of discrimination” (WHO, 2001: 58). When these
families are not able to use their adjustment strategies they need external help,
“..available (...) support sources in community ” (Martins: 2002: 139), which allows
them to recover the balance.

Literature reveals us that the appearance of the mental illness in a family member causes
the family the need of help to deal with “...the guilt, the overload, the pessimism and
social isolation, which come from the suffering that insanity causes, both to them as to
the ill person” (Souza and Scatena, 2005: 174).

They also refer that each family that lives with the metal disease experiences that in a
unique way and it’s always “a critical moment of its development cycle” (Souza and
Scatena, 2005: 177).

In 2003 Pereira and Jr., in their study about the dynamics of the relation between mental
health services, psychiatric patient and family, tried to identify the difficulties felt by the
family dealing with mental illness, showing that the idea that the “mental disorder is
painful for who lives with the illness, and not less difficult for the family that lives with
people in this situation ” (Pereira and Jr., 2003: 95).

We know the mental illness is complex because it affects not only the person but the
whole, both, in its individuality as in the relation with others. It affects the emotional,
social and intellectual behaviour of the ill person. The World Health Organization

characterizes it as “changes in the way of thinking and emotions, or by the damage of



the social and psychological way of working. It results from biological, psychological
and social factors.” (World Health Report 2001). It is as well assumed that mental
disorders exert a great impact upon the families’ balance, since “these families provide
not only physical and emotional support, but support as well the negative impact of
discrimination” (WHO, 2002).

It’s necessary to find solutions to help a family finding its emotional balance. It’s
necessary to search this people so that they may express what they think and how they
live with this situation daily.

The mental health report by WHO (2001) refers that the most common disorders, which
in general cause severe disabilities, include depressive disorders, disorders due to use of
substances and schizophrenia. According to that report, mental and neurological
problems match with 30.8% of all lived years with disability, what causes a deep and
lasting economical impact, not only for the family, but as well for the community. Not
to talk about the low life quality resulting from the lack of support of social necessities
and working methods, basics for people with severe mental disorders.

The revision of specialized literature shows that the first systematic trials to relieve the
impact of the mental illness overload for the family appeared in 1955. They researched
emotional and cognitive problems presented by wifes during the illness of their
husbands, to the adjustment of the illness within the family and to the families’
dissatisfaction about the available information and the access to health professionals
(Marsh: 1992).

Schene et al. (1993) reminds us, by doing a revision of the 21 most used instruments to
evaluate the impact of a mental disorder in a family that all researchers consider the
symptoms and behaviours of the mental patient as being factors of chronic stress, with

which the family members should learn to deal. There are various changes in the



family’s dynamics, such as: (i) anguish feelings; (ii) financial consequences caused by
unemployment or precarious assiduity; (iii) harmed family interaction; (iv) distance
between family and social environment; (v) stigma; shame; (vi) little participation in

leisure activities; and others.

Method

Sample

The sphere of our study will integrate family members of ill people with diagnostic by a
psychiatrist of the hospital entities where the interview will be held and the management
of the questionnaires and the nurses of the same places. In the study will be included: (i)
family members of ill hospitalized adults, who accept to participate in the study; (ii)
families of a ill person in need of specialized psychiatric intervention; and (iii) those
who belong to the family of the ill person, that is, live with him/her daily, with affective

and economical bonds in common.

Instrument

We used semi-structured interviews with the family members of hospitalized mental

illness people, with the aim of receiving answers to the expressed questions. The

support guide was done according to the Calgary® Model. This Family Evaluation

% The Calgary Family Evaluation Model was developed by two Canadian nurses in the University of
Calgary, Wright and Leahey (2002)). It is frequently used to identify difficulties within the family, by
allowing doing an evaluation upon: family structure — internal, external aspects and family context;
family development — trainees, tasks and bonds and the family’s way of working — instrumental and
expressive.



Model (MCAF) is organized in a multidimensional way, having three basic categories:
structural, development and functional. It presents extended world views, such as post-
modernism, feminism and Cognition Biology. The family evaluation has as first step the
examination of the structure by the professional that cares of the mental patient,
defining its composition, family type, observing losses and family deaths, definition of
gender and evaluation of the influence of sex when there are social, cultural or family
beliefs regarding the feminine and masculine roles that may cause family tension. The
understanding of the social context in which the family is integrated is very important
so that the professional may understand the stress factors and family resources, being
necessary to find out the affective bonds between their members and the social support

network.

Procedures

We have randomly chosen three families, which would follow the criterions described
previously, to do the interviews.

In order to let them decide freely weather to participate or not in the interviews, they
were informed about: aims of the study, time and duration of the interview, the
necessity of taping the interview; explanation of confidentiality terms and of possible
doubts; the choice of time and space to do the interviews in order not to interfere with
their professional, family and social commitments.

The interviews were coded through a letter and a number. At the end of the transcription

of the interview’s content the tapes will be destroyed.




Ethical principles of voluntary acceptance of each participant were respected, taking
into consideration the information about the aim of the study, confidentiality of the
information, the freedom of participating in the study, as well as all the remaining
requirements of a research process, being here included the corresponding permission of
the person, as well as the requirements and corresponding permissions of the places
where the data collection was done.

The obtained data was handled with the help of content analysis.

Results

Considering our aims, the analysis of the content of the information of the three families
selected for the study made it obvious that these families still consider a mental disorder
as something difficult to understand but that causes suffering both, at an individual as
well as at a family level.

When families are adapted to the situation of a ill family member, it is expected that
they are able to act accordingly and to manage their lives within the normal group and
social patterns. The families we found feel insecure, without knowing what to do,
expressing that it would be important to know how to deal with the ill person, who to
turn to in a situation of instability of the family member. The information allows as well
the family to readjust its life projects according to the health limitations or expectations.
They feel insecure due to the complexity of the illness, due to the little information they
have about its evolution and about how to behave in the face of the expressions of the
ill, as we may verify in the following excerpts:

“it’s hard to see him like that and not be able to do anything (...) I don’t know what 1

could do” (B1).



“this has been lasting for two years already and | am not able to find a doctor who
discovers what his problem is” (C1).

“there was never a doctor who told us that my father had 100% this” (C2).

It seems that the most comfortable situation would be to extend hospitalization “iz
would be good that he would stay here a long time to see if he gets completely cured,

but this depends (...) depends on the doctor, isn’tit?...” (Al)

Adapting to the disease situation is not easy. Within the interviewed families we could
identify a feeling of insecurity and discomfort before the unpredictability of its future
and although they keep some expectations, they live with the fear that something may
happen. “the changes of humour (...) he can become very aggressive in five minutes,
and that’s the greatest problem” (B2).

“It’s unsafe to have a person like that at home because you can’t be relaxed for 5
minutes (...) there has to be always someone who is with him 24 hours a day or we

cannot have a rest” (C1).

The integration in the social environment is quite easy to achieve when one knows the
places and how to behave in them. With the unpredictable behaviours the social
adaptation is embarrassing or even not possible. To help families overcoming this
difficulty, it should have at its disposal some information about the possible behaviours
of the ill person in an instability situation.

Families show not to know what to do because they don’t know anything about the
illness and about how to deal with their relative: “No. I was never informed about
anything. I don’t know” (Al). And continues: “Me...what I know is that when he gets

aggressive | leave him alone and close myself up in my room (...) or close myself up in



the house (...) where I am, I am locked up! After a while I come out again and then he’s
better” (Al). “Only in the internet... and the psychiatrist talked to me... I have the
impression they don’t know how to deal with him, either” (B1).

The son of C makes an interesting parallelism about the information he received when
he was diagnosed with an organic disease and its respective cares and the information
received as far as his father’s illness is concerned: “As far as my disease is concerned,
they called me, my wife and my mother and explained how | should deal with the
situation at home, the cares | should take, what I should and what I should not do, they
explained everything in details”, he says “ here the only information we were given was
that in case it happens to call an ambulance (...) and avoid the things he can reach.
What is difficult because he is a person who takes 10 pills every day” (C1).

We observed that the interviewed people have difficulties in have affective relationships
with others, including those who are close, and the loss of social competences, although
sometimes they try to hide it justifying their distance with: “I think that they are
ashamed (...) that their son has a problem” (Bl). “As family we have never had a big
support from the rest of the family (...) as soon as the problem appeared...” (C2); “they
hide, suppress it (...) in my family they try to suppress it” (C3); or “...if they ask me I
say he’s at the beach” (Al).

The resources we can use to deal with an unpleasant situation can be internal or
external, but need always some learning that is acquired with time. They may learn to
deal with the illness and with its implications, leaving many times projects
unaccomplished. “me having my goals, me working and fighting for a better live and
having a completely different person next to me (...) it’s complicated (...) it’s very
complicated” (B1). Being with these ill people at home is a permanent emotional load,

which is easily transmitted: “I have already realized that the illness has no cure (...)

10



hospitalization is a relief” (B2), or: “I don’t know how to deal with him” (C3). With the
years, and with the getting conscious that the illness has no cure, it takes the relatives to
a feeling of exhaustion “I feel frustrated because (...) I know he will create expectations
again, as the last time he got out, but nothing will happen and then he goes under again
(...) exactly the same will happen, thus, in a year or even less he will be here again (...)

understand my powerlessness.” (B1)

Extended hospitalization seems to be an alternative found by various relatives: “My
Wife wants him to stay here half a year. However, they surly don’t want him to stay here
half a year as well. Maybe they want to turn him away” (A2). Some elements refer the
importance of divine help, through prayer: “I ask God for help every day” (Al).

The support families find, when one of their relatives becomes unstable, at the end of
the first decade of the XXI century, are the police forces. With the lack of supervision
services of these families the only way of finding the first help, when a ill element has a
new crisis, is the “GNR” (Guarda Nacional Republicana — National Republic Guard). “/
went to the guard (meaning GNR)... health delegation and delegate...from one day to
the other he took care of the papers and brought him here” (B1).

If the aim of the family health promotion is to recover the health of all family members,
when, for any reason, it is threatened (Stanhope & Lancaster, 1999), then, there is a lot
of work to do to help the families of mental illness people.

Discussion and conclusions

After various decades studying the consequences mental diseases bring to families, as
the studies of Marsh (1992) show, we can conclude that it is still necessary to insist in

the inclusion of the family in the whole process of the taking care.
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The relatives are involved with the patient, as such, the therapeutical interventions
strategies will have to imply all family elements, who feel that necessity, so that the
balance is re-established. In this way it will be easier for the family to adopt behaviours
and compatible family interaction patterns with the management of the anxiety the
impact of the illness causes. The capacity to involve themselves in the new family roles
and functions will get better, the relation quality with the patient will get better as well
and they readjust their new attitudes according to the illness.

The current health politics follow the sense that the patients should be kept within the
community, but such will only be possible if the family is prepared to deal with them
and with the implications of the mental disease. “..the guilt, the overload, the
pessimism and social isolation” (Souza and Scatena, 2005: 174) are expressions
common to all families of our study, as well as social isolation and interpersonal
conflicts in the family.

We had the opportunity to observe that the relatives go to the hospitalization services
various times, mainly in the following situations: to visit the patient, to talk with the
doctor so that he/she gets more information about the patient or when the patient goes to
spend the weekend at home. In all the situations the interventions are centred in the
patient. When they ask about the evolution of the health conditions of their relative the
most frequent answers are: “is doing well”, “is getting better”. When families address
the technicians they expect more than this. These moments can be reserved, as well, for
a dialogue centred in the family. A correct intervention next to the family, clarifying
symptoms, and reinforcement about the necessity of therapeutical support are important.
However, the possibilities of success are greater if they are kept up with strategies to
deal with the ill relative, such as avoiding conflicts and depreciative criticism towards

the patient, as well as a correct guidance if any alteration is observed in the behaviour of
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the patient or if it is predictable that a situation that will cause more anxiety to the
patient will happen. Sometimes | feel that if families had the liberty to phone a nurse or
one of the doctors in a stress situation, the emotional overload would diminish
considerably. These are little interventions that may be useful, since they allow the
relative to not feel lonely and to know who to turn to in a moment of crisis.

The family is being cared for when it is helped to understand the behaviours of the ill
person, when their effort to care for their relative is acknowledged, when keeping an eye
on the behaviours, when cooperating with the therapeutical strategies, but, essentially,
listening to them and valuing their difficulties, centring them in the current problems,

helping them negotiating solutions or adopting new ways of dealing with problems.
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