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Abstract

The purpose of this presentation is to share the results of a qualitative study
that explored the occupation-related caring experiences of family members of persons
with schizophrenialiving in the community. This study was carried out in Taiwan,
where institutionalization is never an issue due to insufficient psychiatric servicesin
the past but a substantial proportion of people with psychiatric illness has been
hanging around in the community. Previous studies have indicated that psychiatric
patients in the community were mostly unemployed and in a state of “idleness’. In
order to develop community occupational therapy programs that help caregiversto
assist their ill family membersin participating in meaningful occupations, the
researcher used the grounded theory methodol ogy to explore caregivers
occupation-related caring experiences. Caregivers expectations and needs related to
the patient’s occupational participation were also investigated. Preliminary results



indicate that caregivers do not have much knowledge about helping the patient to
participate in meaningful occupations. Results of preliminary data analysis aswell as
implications to occupational therapy will be presented.

Key words: psychiatric rehabilitation, needs assessment, community-based
occupational therapy, applied scientific inquiry
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Thirteen participants took part in the study. They were either from the
psychiatric department of the university hospital which the researcher is affiliated
with, or from alocal family group. Eleven (85%) of the participants were female and
only two were male. Among them, nine were mother to one or more patients; two,
sibling; and the other two, spouse (one of them was also afather to asick child).

As the theory of occupation-related caring experience is still  under
construction, the remaining section of this paper presents the main themes that are
currently extracted from the data.

Chaotic Stage
Most of the study participants have been caring for their sick family members

for ten years or more. The caring process could be summarized into three stages. The
chaotic stage started with the first episode of psychiatric disorder and followed by
attitudes of avoidance and inefficient coping. The participants reported a common
experience of shock when the family was first struck with psychiatric illness.
“When | realized what my daughter told me could not be true, | started
toworry...and | didn’'t know where to seek for medical help.

When recall the first sign of their sick family members psychiatric illness, many

participants commented on their lack of knowledge about this illness, mixed with

feelings of regret or blaming the system.
“Back then, | had not much knowledge about all the related
information. In fact, he needed not to do the military services (due to
the illness). | thought the school work required too much thinking in
the brain. Going to the military services did not require much thinking
and maybe he would get better. So...he joined the military when he was
called upon. But the situation got worse...When | went to visit him (two
months after joining the military), | felt he had become a totally
different person...(crying...)...How could my intact boy become like
this...so disoriented...Now I'm very regretful...] had no knowledge
about the illness back then, not at all...
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“In the early days, my son was treated at VGH and NTUH (both
medical centers) without any insurance or subsidiary. It was until we
moved to the east area [of the city] that we learned about the city
psychiatric institute [in which the treatment was less costly to the
family] . Hidden in the mountain, who would know the existence of such
a psychiatric institute? Many years had already passed by when my
son was treated at the city psychiatric institute.

During this stage, many participants had the experience of seeking religious
help. Caregivers or other family members believed that the God they worshiped
would cure the patient in magic ways. They were convinced that drugs were not good
to the human body and should be abandoned. Patients and the family believed in
alternative forms of “therapy” such as meditation and drinking holy water.

“... he didn't want to take the medicine. My mother heard about a
Taoist group in the south [of Taiwan] which claimed that the God
would cure my brother without medicine. This group got lots of witness.
During the gatherings, people were told not to take any medicine
because they would be cured [by God] .

“ At that time, an aunt from my husband’s side, who was a Buddhist,
said that my daughter was possessed, whatever, whatever...\\e paid
her to fly to Hua-Lian everyday, with the plane fare of two thousand
something each round, to request for [holy water] and bring it back for
my daughter to drink. . [

]

Whatever efforts the caregivers and the family had taken, all participants of
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the study resumed the responsibility of caring for the sick family member. One of the
participants shared her family’s experience of refusing welfare at this stage, because
traditionally welfare was only accepted by those without family or those being
abandoned by the family.
“A volunteer [at the hospital] told my husband that the medical
services were free. He replied, ‘this child has parents of her own. Why
would we receive the services for free?’

Back-on-track Stage
The next stage, back-on-tract stage, was the time when the caregivers realized

that the medical treatment was essential for their sick family members. Entering this

stage was usually signaled by the caregivers witness of worsening of illness in the

patient, or by the exhaustive state in the caregivers after combating with the

psychiatric symptoms by themselves for a period of time.
“He had another episode, which was worse than before. In the earlier
days, he would only experience auditory hallucination or become
suspicious. But that episode was out of control. My mother even
refused to take him to the hospital...| indeed witnessed his illness
getting worse and worse. Therefore | took all possible actions to...lead
him to the hospital ... to be hospitalized.

“ After three months of this [kind of life], | was really exhausted. | was
all worn out. | could not watch her all day any longer...I dared not to
go to sleep when she was awake, not even when she was in sleep. She
could run out at any time.

Many participants reported conflict experiences with the patient during this
stage. Such conflict seemed to be related to the caregivers awareness about the
problematic state in the patient or the family, but they had not yet become skillful in
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handling the encountered situations.

“ Although we consider ourselves as taking care of him, he perceives
we are picking at him. He relates it as we are about to take him to the
hospital. Sometimes when we had a quarrel, he took it as | was trying
to take him to the hospital again. He would have this kind of thought.
In fact, it was not true. We had tried to talk to himwith calm and peace.
But he would not remember this. All he remembers were those
experiences about us forcing him to the hospital.

One other participant reported similar experience about the patient’s “selective
memory” on the moments he was treated badly by the caregiver, which seems to
demonstrate the fragile nature of the caregiver-patient relationship.

“Frankly speaking, | amnot God. | could not take care of him without
any regret. Sometimes | got mad or talked back to him. And he...He
would not respond immediately. He would not have quarrels with me.
He could not respond so quickly. But he kept all these in mind. Things
get exploded after a while. He perceives | treat him badly. Once he had
been thinking about getting married with another woman and moving
out of the house.

In Chinese families, it is very common for the family caregiver to express his or
her affection and concerns to the patient by checking on his or her medicine routines,
instead of using words such as “I love you” or physically hugging the patient. When
there is a psychiatric patient in the family, conflict could be arisen from such usual
interaction between the caregiver and the patient. It could take a lot of efforts for the
caregiver to get back-on-track.

“Then, | didn't know what to do..." Annie, Annie, get up. Time to take

13



your medicine.” | woke her up every morning. *Annie, get up. Time to
take your medicine” ‘Oh. ‘Annie, hurry up. Time to take your
medicine’” 'Ok, ok.’...But one day she got mad when | asked her to
take the medicine. ' You have said the same thing all the time. You treat
me as a psycho. So what if | do not take the medicine?’

The back-on-track stage was characterized with one other feature: information
seeking. The caregivers would seek for information in relation to the caring of the
patient from any sources they had access to. Information seeking would later lead to
behavior change or more adopted reaction in the caregiver.

“1 had been asking for information everywhere. Someone told me that
thisillness needs to take the medicine for the rest of the life and that we
should not give up. This is why...when she is not well, | would not
worry if she does not get up and eat. | would worry a lot if she does not
take the medicine.

“1In the recent years, | went out and took courses, in which | learned a
lot. | felt it is necessary to allow my family to share my burden of
caring my husband. | had never told my family about my burden until
lately.

Action Stage
The third stage, action stage, was emerged when new learning or strategic
behavior come out of the caregiver base on the information sought or the caring
experiences.
“Later | found out that this group of patients needed a stage of
communication. Psychological rehabilitation is very important, in
which friends, instead of psychiatrists, play a very important role.
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What they need is friends.

“As | have taken care of her for such a long time, | learned that it is
very important not to give her too much pressure. | know it. No
pressure. The patient could not tolerate much pressure. Societal
pressure or family pressure, they are all the same. We can only care
about her, guide her, and give her warmth.,

Some of the actions taken by the caregiver during the action stage may not necessarily
be as efficient or effective.
“Later | tried to guide my brother to become friends with this patient
group. He accepted it at the beginning, but could not tolerate it
afterwards. Because | become friends with this patient group, he felt
distant from me. He felt all of these were arranged by me, and he
would not necessarily like those patients anyway.

Severa participants shared a common difficulty in arranging daily schedule for the
patient.

“Originally we thought he could read the historical novels, or play
ping-pong. | even bought a ping-pong table, wishing that he would
have interaction with us. He did not want to play ping-pong at all. We
then thought he is good at hand writing and maybe we could
encourage him to write dairies or memos, or practice calligraphy. He
didn't want to do any of these...\We may talk about this once or twice.
But if we talk more, it becomes harassment to him and makes him
annoying. [ ]
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Despite of the conflict experiences and difficulties encountered during the
previous stages, some participants experienced sense of achievement in the process of
caring the patient.

“This family is over if it has not been me... Because of my stability (in
my career), all our three children grew up normally, without the same
illness. Thisis something | am very happy about.

As scrutinizing the process of caring among these participants, a theme
“hanging there” emerged. It was the phenomena which the caregiver persistently
carried on their responsibility to the sick family member, even though they repeatedly
encountered physical and psychological stressin the process of caring.

“1 think marriage is a commitment. Besides, he has never unfaithful to
me. It's just that he is sick. He has never engaged in any extramarital
affairs, nor has he been alcoholic or physically abusive to me. There
is no reason for me to leave him...l think | am a responsible person. |
am responsible to my husband and to my children.

A contrast theme was also noted in one of the participants, which was |abeled
as “crossroad phenomena’. It is the phenomena which the caregiver is considering to
terminate his or her responsibility of caring to the patient. The phenomena were
emerged as the caregiver got burned out, resulted from such factors as aging, patients
recurrence of illness or intolerable disturbance, and a lack of support. The phenomena
were a dilemma to the caregiver, because the patient was still perceived as his or her
responsibility. But such responsibility was not able to be carried on, for the situation
has gotten out of the caregiver’s hands.
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“Looking at his situation, | feel it has come to a crossroad. Which
way should you take on? He is our child. Of course we have the
responsibility (to care him). But now he puts our neighbors in
danger...Or, you have to take him to the long-term care (facilities).
He is getting worse and worse...| don't know when he will hurt
someone with a knife for no reason. | cannot predict.

Needs

As emerged from the interviews, the followings were identifies by the
participants as the assistance that would be needed by caregivers of persons with
schizophrenia living in the community: (1) providing education of illness-related
knowledge to the family of patients, as well as the common people, (2) assisting in
arrangement of daily schedule, including more access to facilities in the community;
and (3) assistance in the patient’s placement (such as community accommodation and
long-term care facilities) when the caregiver can no longer care for the patient.

Figure 1 depicted the summary of the results.

Discussion

In the results of the preliminary analysis on data of the study, it emerged a
process of caring in three stages: chaotic stage, back-on-track stage, and action stage.
Qualitative data provided more rich information as how caregivers of persons with
schizophrenia progress in the process of caring. Severa issues are worthwhile for
further discussion.
Values and attitudes of Chinese families

The strong bond in the Chinese families should not be overlooked while
planning the future psychiatric servicesin Taiwan. In fact, living with the family is the
best solution for the patient’s benefit and is congruent with the current trend of
community care. All the study participants resumed the responsibility of caring their
family member who has psychiatric illness. It is highly recommended that related
policy making should cherish such resources and provide assistance to the family
caregiver in al possible ways.
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Members of Chinese families seldom express their affections to other
members in direct ways. In this study, it has been noted that many of the participants
had difficulties maintaining a constructive relationship with the patient, partly due to
the indirectly expressed affections. The vulnerability in caregiver-patient relationship
was also noted, in which the patient may selectively remember the moments they
were badly treated by the caregiver and constructive relationships may not be rebuilt
no matter how hard the caregiver have tried. It is implied that the family caregivers
need to be educated and supported in establishing and maintaining a constructive
relationship with the patient.

Other family roles

During the interviews, many participants mentioned about their other roles in
the family, which may be in conflict of caring the patient and adds the burden in the
caregiver. One participant shared her experiences with a sense of achievement that
after well planning and preparation, she took the patient abroad for two months. Such
experience support findings in other study™® that planning is very essentia in the
caring process and may enhance the quality of life in both the caregiver and the
patient.

The study results indicated that when evaluating their caring experiences,
caregivers do not only look at what they do to the patient, but also what they do in
other roles in the family. Managing other family roles was actually interwoven in the
caring process for the patient. In the future, related program planning needs to
consider caregivers other family role, in addition to their role in caring for the patient.
Needs identified by the caregiver

The study participants identified a few modest needs which could be
considered as valuable input to the psychiatric professionals, as well as to the system.
For education of knowledge related to the illness, professionals may review their
practice and see if related education to the caregiver has been included in the practice
routing; while the system may reexamine if related information is available and
accessible to the public.

For the need in assisting the arrangement of daily schedule in the community,
professionals such as occupational therapists may provide valuable contributions to
such request. As the great majority of occupational therapists work in the hospitals, it
is recommended that (1) occupationa therapists may strengthen their professional
competence in philosophies of community care and occupation-based service delivery,
and (2) the system may review the current service delivery mechanism and eliminate
possible barriers for occupational therapy servicesto be delivered in the community.

For the need of long-term care facilities, it should be taken as an urgent one. In
this study, participants especially those in their sixties and seventies expressed a great

18



concern about the unavailability and inaccessibility of long-term care facilities for
their family members with psychiatric illness. The system needs to take such need in a
Serious manner.

Summary and conclusions

This study explored the caregivers occupation-related experiences for persons
with schizophrenia living in the community. This manuscript presents the result of
preliminary data analysis. It is noted that the caring process may be described by three
stages: chaotic stage, back-on-track stage, and action stage. The process was also
interwoven with the family values and religious culture in the society of Taiwan.
Factors such as insufficient knowledge about the illness and conflict experiences with
the patient imposed direct impact on the caring process. A few factors were also
identified as contributing to the caregiver’s sense of achievement in the process. All
the study participants expressed a great concern about the future of their sick family
member, because the long-term care facilities are unavailable and inaccessible.

The study participants provided valuable input for the planning of further
psychiatric services in Taiwan. Certainly, the resource of family caregiver should be
cherished. Professionals and the system should provide necessary assistance and
support, so that the resource will not die out and patients greatest benefit will be
ensured.
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Figure 1.

Occupation-related Caring Experiencesin Caregivers of Persons with Schizophrenia Living in the Community
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