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BIOGRAPHICAL RECASTING OF FAMILY CAREGIVERS AMONG DISABLED STROKE
SURVIVORS

KASMA BOONYAWATTANA 4836765 SHMS/M
M.A. (MEDICAL AND HEALTH SOCIAL SCIENCES)

THESIS ADVISORY COMMITEE: MULLIKA MUTTIKO, Ph.D.,
PENCHAN SHERER, Ph.D., WACHARA RIEWPAIBOON, M.D., M.Sc.

ABSTRACT

This qualitative research “Biographical recasting of family caregivers among
disabled stroke survivors” aimed to study the meaning of disability resulting from a stroke
based on the caregiver’s viewpoint; the meaning of being a caregiver; the caregiver’s
experience in taking care of a stroke survivor and the way they recast themselves by taking
better care of their physical body, improving the conception of self, and increasing the time
required to care of his/her spouse, all through interviews. The subjects were 10 key people (1
husband and 9 wives) who had been taking care of a stroke survivor after a 3-6 month critical
period of mobility problems and did not include stroke survivors with cognitive, perceptual or
communication problems.

The results were divided into 2 parts: The first one, which studied the meaning of
disability with the experiences of caregivers during the critical period of 3-6 months, found
that the caregivers gave the meaning of disability as abnormalities in moving the body in
which the disease was caused by drinking or smoking. As a result, they changed their thoughts
to trying to find a cure and seeking help in several ways, so that the stroke survivor would get
better soon. Secondly, studying the way that caregivers recast themselves in their physical
body, self conception, and time management, after 6 months. From this, it was found that the
caregiver felt that the moving ability of the stroke survivor improved very little and therefore,
accepted that the stroke survivor couldn’t go back to work as previously. Moreover, they used
a lot of money in treating a stroke survivor. The caregiver then started thinking about their
potential in terms of making money for the family and at the same time planned how to take
care of a stroke survivor, both at the present time and in the future. This research found that
the caregivers recasting was defined by 3 characteristics: 1) Recasting themselves to be the
head of the family while taking care of their spouse. 2) Recasting the former self into the
career while working near their homes, and 3) Positive self-images and taking the roles of
caregiver, household manager, and also arranging the house in order to make it more
convenient and easier to care for the stroke survivor while planning more time for themselves.

In addition, the caregiver’s recasting was dependent on conditions such as; the
duration of sickness, age of the caregiver, family’s income, and experience in taking care of a
person.

The suggestion of this research is that it should be given importance in the
systems of counseling, empowerment, follow-up care, and includes arranging activities to
strengthen the potential of a male’s caregiver.

KEY WORDS: BIOGRAPHICAL RECASTING / CAREGIVER / PERSON WITH
DISABILITY / STROKE SURVIVOR
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EXTENDED SUMMRY

Introduction

Cerebrovascular disease or stroke is an important health problem in every
country as it leaves both short and long term consequences to patient and family.
Moreover, it is found that stroke is among ten first leading causes of death around the
world. Incidence of the disease is 4.4:1,000 populations in developed countries and
1.43-14: 1,000 populations in developing countries. Advancement in health-social
science could help patients effectively, which may reduce death rate.

In Thailand, hypertension and stroke are the fourth leading causes of
death, with heart disease, cancer and accident ranked from first to third respectively.
Paralysis from stroke can affect all ages but more than 70% are older age group (more
than 65 years old). The abnormality could be only temporary or still permanent, and
leads to death not less than 25%. In general, stroke patient can survive first 30 days
and 90% of the survivors still have disability, and 60% of all those who are disabled
need continuous rehabilitation program for a while to be able to take care of
themselves. Nevertheless, there are 20% of the patients who need someone to take
care of them, all the time.

According to the increasing number of stroke patients and the condition of

limitation in taking care themselves afterward, they usually need caregiver and rely on
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health personnel in order to rehabilitate them. Therefore, Thai government and private
sections have to provide rehabilitation service as part of healthcare system.
Furthermore, as they give the definition of “stroke” by using biomedical framework,
the process of curing and taking care of patients has to be managed in an institution-
based rehabilitation process which is carried out mainly by healthcare professionals,
for example; physiatrist, rehabilitation nurse, physical therapist, and occupational
therapist. The rehabilitation process that is used in the institution is based on specialist
skills and places patient’s relatives or caregivers as linkage between medical domain
and traditional way of life.

Playing role as caregiver to a beloved one seems to be obliged to family
members in order to support patient both physically and mentally. Although today’s
medical technology together with multi-disciplinary approach of healthcare providers
have improved patient’s prognosis, caregivers remain significant part in regaining
strength and ability. In doing so, caregivers use their able-body to compensate the
weakness, recast themselves to be more potent in order to fulfill impairment of the
patient. Moreover, they need to sacrifice most of all their time to take care of
chronically-ill patient.

Therefore, caregiver’s role, which usually be taken by his/her spouse,
plays an important role in improving patient’s condition and quality of life. Medical
system indicates caregiver to be assistance of healthcare providers and live his or her
life along with patient during the treatment process. He or she needs to follow
treatment plan of doctor, nurse, physical therapist, and occupational therapist. This
may put caregiver under stressful condition that leads them to be a hidden patient, as
well. As caregivers accept their role in taking care of stroke survivor, they need to
prepare themselves in handling the lost of some parts of their life. So, healthcare
providers also need to pay attention to caregiver’s physical and mental health.

From information above, the researcher realized the importance of the
problem and is interested in studying the framework and symbolic interaction theory
to explain roles of caregiver, the way how each caregiver recast his/herself to be in a
good health and how they manage their time in taking care of stroke survivor. This
information will show the way they recast themselves in relation to body condition,

self concept and using personal time in daily life activities. This information will be
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useful for us to improve our system to meet the needs of stroke survivor’s caregiver
which may affect to the efficiency in caring and to better quality of life, both for stroke

survivor and caregiver.

Objectives of this research

1) To study the meanings of disability of stroke patients from caregiver’s
viewpoints

2) To study the meanings of being caregiver of stroke patients

3) To study the experience of stroke patients’ caregivers

4) To study the recasting method of stroke patients’ caregivers

Scope of thesis research

This research investigated method of recasting lives of stroke survivors’
caregivers in the issue of taking better care of their physical body, improving the
conception of self, and increasing the time required to care his/her spouse. Ten

caregivers were interviewed during October 2008 — April 2009.

Research methodology

This study was qualitative research by using BBC framework and
symbolic interaction theory to explain the way that caregivers recast themselves in
order to take care stroke survivors in terms of taking care of their physical body,
improving the conception of self, and increasing the time required to care his/her

spouse, both at the present time and in the future.

Study area and sampling

Study was conducted by purposive sampling in the Rehabilitation Center
which served persons with disability in physical and mobility, both from nearby and
rural area. Stroke patients who came to this center had to have stable condition, that is,
after critical period and ready for rehabilitation. First, they were assessed, and set

goals by physiatrist. Afterward treatment programs were conducted using multi -
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disciplinary team approach, including patient and relatives to join in planning
rehabilitation program for each patient.

Samples were key caregivers, either male or female, who had been taken
care of stroke patient with physically impairment, limitation in managing his or her
self care in post-acute phase, 3-6 months after critical period. The reason of using this
period is because the recovery of disease is rapidly progressed but patient still have
disability. Caregivers of patients with communication or cognitive and perceptual
problems were excluded. Interview was conducted in caregiver of stroke patient who
was in rehabilitation process, was sick not more than one year, and could spend time

in the study not less than 3 month.

Tool in this research

The researcher interviewed subjects based on the narrative method with
key question guidelines. This research was accepted by the Committee of human Right
Relate to Human Experimentation, Mahidol University, and composed of 4 parts;
which are 1) Socio - economic questionnaires for caregivers and stroke survivors
2) Question guidelines about meaning of disability and meaning of caregiver’s role,
3) Question guidelines about experiences in taking care of stroke survivors and
4) Question guidelines about the way that caregivers used in recasting themselves in
relation to body condition, self concept, and using personal time in daily life activities.
The questions can be changed according to context of each subject.

Tool testing

In order to valid the tools in this study the researcher sent all questions to
the key advisor who is an expert in this field for reviewing and giving suggestion.
Then, it was tested with some caregivers (1 male, 1 female) who were not the subjects
in this research. The researcher rearranged the questions by adding up and cutting off
some points before sending to the same advisor again. After proposed to the
Committee of human Right Relate to Human Experimentation, Mahidol University,
the researcher rearranged the questionnaires according to the suggestions, and then

started interviewing the subjects.
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Data collection

The researcher selected subjects from patients who had been given
rehabilitation program at the center, both as outpatient cases and inpatient cases. All
subjects were defined as a stroke survivor with physical and mobility problems and
did not include stroke survivor with cognitive, perceptual or communication problems.
They must be at the stage of post-acute phase, 3-6 months after critical period and less
than 1 year. Caregivers were relatives or other persons who must not be a hiring one.
The researcher selected subjects by asking ward-nurses in inpatient cases. In outpatient
cases the researcher studied OPD card and phoned them in order to find out more
information such as duration of sickness, the key person who had been taking care of
patient, and the level of understanding and communication. The researcher selected
subjects mainly by own self and recruited some more cases with help from colleagues.
Finally, the researcher could reach to all 10 subjects (1 male and 9 female caregivers).

The researcher made an appointment before interviewing the subjects, so
that they can arrange their time. At the beginning, the researcher explained the aim of
the study and clarified the subjects that this is to study direct experiences in real life of
stroke survivor’s caregiver. Data were collected by 3 interviews at 1 month interval in
each caregiver, each interview lasted 45 minutes. One out of three interviews was
supposed to be conducted at home-based context in order to observe interaction
between caregiver and stroke survivor. Caregivers were interviewed in privacy that is
one-on-one to the interviewer.

The researcher used note- taking and tape recording in each interview,
when there was an important point the researcher wrote down key words and added
more information after finishing the interview, including release information from the
tape recorder day by day. The information was arranged according to objectives of this
research and the researcher rechecked whether the information complete or not and
then prepared some topic that was unclear. The researcher then prepared for the next

interview.

Checking information
Referring to data collection which was 3 intervals of interview, the

researcher rechecked consistent of information by repeating questions to subject and
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observing caregiver while they were taking care of stroke survivor, both at the
institute-based and home-based context. At the same time, the researcher seek more
information from close persons or healthcare personnel. Besides, the researcher shared
the interviewed information to caregivers and discussed with each subject whether

they understood the same meaning or not.

Data analysis

Data analysis started with preparing the information which was collected
and analyzed from the whole process of the interview; that is, the researcher took note,
released tape recorder, arranged them into a group. After that, the sorted information
was arranged and summarized to be the result of this study by explaining the

consistency between the information and theories.

Ethics

The researcher concerned about the rights of the subjects in this study in
several aspects; privacy, keeping secret and accept to give information. Prior to data
obtaining, subjects were explained about the objectives and benefit of the research and
were asked the willing to join the program. Subjects remained the right to withdraw
the study at all time. To protect the prestige of subjects, assumed names were used in

the narratives and all data would be kept secret and destroyed at the end of the study.

Results

This research “Biographical recasting of family caregivers among disabled
stroke survivors” studied in 10 key caregivers (1 husband and 9 wives), with age
between 46-66 years old. Half of all were housewives with no constant income. The
rest were retired government officers and self-employed who able to provide some
financial support to family. The duration of marriage was 15 - 40 years and duration of
being caregivers was 3 — 11 months. Three out of ten caregivers were interviewed at
both institute-based and home-based while the rest 7 caregivers were interviewed only
at hospital. The result of the study is divided into 2 parts, 1) disability & caregiver role

and meaning and experiences and 2) recasting model of stroke survivors’ caregiver.
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Part I: disability and role of caregiver: meaning and experience
Meaning of “disability”” from stroke survivors

The meaning of disability was the first experience of caregiver in
reflecting to sickness of family member. Therefore, they understood the meaning of
“disability” or abnormality by interaction with other persons, through thinking process
to find the meaning and plan for self concept to be caregiver, according to expectation
of social norm. They experienced that disability was something not in a certain
condition which they had to manage and adapt his or herself to a new role.

According to experiences in taking care stroke survivor during the critical
period of 3-6 months in this study, caregiver gave the meaning of stroke into 2 groups;
abnormality from physical mobility and cause of abnormality. In detail, abnormality
from physical mobility composed of 2 meanings; physical did not respond and
weakness of arms and legs. In the part of cause of disability, caregivers gave the
meaning referring to their knowledge from medical side which composed of 2
meanings; physical abnormality occurred from diseases and occurred from drinking
and smoking. Nevertheless, some caregiver could not find any explanation, they tried
to relate to the circumstance and brought it to the abnormality for example; stroke

occurred because patients were shock from aspiration with bleeding.

Meaning of ""Caregivers"

Caregiver’s role was created from process that caregiver assessed the
abnormality and process of entering rehabilitation program from patient’s unexpected
disability. They had to change their regular life and learnt new experience.

From the research, caregiver’s role was taken by family members,
especially spouses, which corresponded to social norm. Therefore, caregivers during
the age of 44 - 66 years old must face with harsh and complicated burden both in
lifestyle change and financial issue in the time of deterioration of his or her own
health. From their viewpoint, there were four meanings of “caregivers” 1) compulsory

necessity 2) karma 3) return of gratefulness and 4) responsibility as a spouse.
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Experience of being caregivers

After taking care of disabled spouse for a period of time, caregivers then
learnt through sign and symptom that there was no certainty in curative end of
disability. They had experienced the meaning of live or death, anxiety and depression,
and fear of lost. They had tried to accept and searched for information about the
disease, seek for support and physical treatment and dealt with financial crisis. Then,
caregiver would bond with patient through love and care. In summary, their
experiences can be divided into 5 parts; 1) close-to-death experience, 2) lost
experience, 3) support seeking experience, 4) activities in hospital experience, and
5) financial crisis experience.

The study of caregiver’s experience in the first 3-6 month critical period
showed their self concept to control themselves, determination to face the truth,
confidence in making decision in alternative treatment method. They must learn and
adapt to be a caregiver and leader in solving financial problem. It was found that
caregivers recast themselves according to medical model in the context of hospital
which focused on diseases. At the initial phase of the disease, caregiver acted
following social expectation, focusing on his/her spouse returning to normal.
Therefore, recasting model in accordance with BBC (Biographical time Body Concept
of self) concept of this study showed mostly on caregiver’s thought, thus not consider
about their physical body or planning process to maintain caregiver’s role in the
future.

However when caregiver evaluated their spouse and realized that he/she
could not be treated in short time, they would start recasting themselves in order to
live together happily. In doing so, they would consider process to take better care of
their physical body, improve the concept of self, and increase the time required to care

of his/her spouse at the present time and in the future.

Part |1 Recasting of stroke survivor’s caregiver
Most of caregivers were aging who should rest or took care of their own
health so elapsed time was very important for them. The experiences from the

beginning of the sickness and turned to be a stroke survivor was important for
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caregivers, in terms of recasting themselves. Caregivers needed to recast themselves
by taking better care of their physical bodies, improving the concept of self, and
increasing the time required to care of his/her spouse. The research revealed detail of

recasting method as followed:

Physical body recasting

Physical body recasting was a thought process of an individual in
comparing functional capacity before and after being caregiver. They needed to
prepare their own body to support and take care of others. Most caregivers did not
realize the importance of taking care of their own health and neglect the declining
health status. Therefore, physical body preparation of caregiver was aimed at
convenience in supporting patient rather than in improving their own functional
capacity, health status, and wellness.

The study showed that there were 2 forms of physical body recasting:
improving health status and relaxing oneself. Improving health status was to enrich
caregiver’s body in order to have enough energy to take care of patient. At the same
time, they also needed to relax from tiredness of all burdens and rearrange household
environment to be comfortable for both patients and themselves.

Concept of self recasting

Changing the role from spouse to stroke survivor’s caregiver forced
caregiver to attach to activity in attending patient which led to the lost of self esteem
and lost of ability to live independently. Although reluctant to be, they were not
succumbed to limitation of their lives as caregiver. Playing role as caregiver was
something expected from society. Meanwhile, they could also have their own selves
which might oppose the role. Counteracting of the two roles was the process of
recasting new self to replace the old one and be more independent.

According to this research, there were 3 concepts of self recasting:
1) recast to be more hopeful, 2) recast to combine oneself with illness and karma, and
3) self discipline recasting. All three domains were supposed to help decreasing
limitation in taking care of patient and form new concept of self which would be

coherent with caregiver desire and patient satisfaction.
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Time recasting

Physical body recasting and concept of self recasting were related to time
recasting in order to increase the time required to care his/her spouse and manage
time in caregiver’s life to be most efficient. This research showed that caregiver
recasted their time in 2 ways 1) time management to increase time to resume his or her
own activities, and 2) manage the time to be more flexible such as; find other people
to replace caregiver’s role.

Although caregivers had recasted their time, study showed that they still
concerned of their spouse. However, recasting process brought caregivers more time
which led to recast self concept to be more lively and willing to take care of
chronically ill patient.

Once chronic illness happened in family, husband or wife acting as
caregiver needed to recast his or her time. At the same time, person with disability and
caregiver recasted their relationship in 4 ways: 1) recast to be more of friendship
relation, 2) recast caregiver to be leader and decision maker, 3) recast to be more
attached to each other, and 4) turning relationship to be as boss and servant.

From data collected in this research, it was found that the caregiver felt
that the moving ability of the stroke survivor improved very little and therefore,
accepted that the stroke survivor couldn’t go back to work as previously. Moreover,
they used a lot of money in treating a stroke survivor. The caregiver then started
thinking about their potential in terms of making money for the family and at the same
time planned how to take care of a stroke survivor, both at the present time and in the
future. This research found that the caregivers recasting was defined by 3
characteristics: 1) Recasting themselves to be the head of the family while taking care
of their spouse. 2) Recasting the former self into the career while working near their
homes, and 3) Positive self-images and taking the roles of caregiver, household
manager, and also arranging the house in order to make it more convenient and easier

to care for the stroke survivor while planning more time for themselves.
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Discussion

1. In this research, caregiver’s roles was taken by both female and male. It
should be considered that the male caregiver accepted this role as obligation, as he was
retired and had no payment job, whereas female accepted it due to wife’s duty.
Therefore, caregiver’s role is not a monopoly or assignment to particular person in the
family. In Thai society, it is expected that a wife should take the caring role, thus
female has no choice to choose. Though, at the present time women are provided with
more opportunities to work, but it is still claimed that caring role should be a female’s
duty. If she denies that role, she will be a bad person, from the society viewpoint. She
has to accept this appointed role, even if she remains the rights to choose her way of life.

2. This research found that caregivers had to adapt themselves to the
hospital system and learnt ways of caring, thus the caregivers met the stress, suffering
from uncertain symptoms, behaved themselves following treatment programs and
appointed activities which brought caregivers stress and anxiety. Caregivers had to
stay with their spouse in medical processes, which determined to cure patients.
Medical system is a big dominating system and a monopoly in curing, with medical
doctor acting as a controller giving treatment through their knowledge and corporation
between institution and technology. The system slowly controls patients. This
possession is under the reasonable-based of thinking that can be calculated and
measured. However, when it comes to chronically-ill patients, especially illness with
disabilities, medical knowledge could not specifies or prognoses when the patient will
be normal. It is questioned to the medical system whether it is treatment failure that
patients still need to go back to hospital over and over again. They have to spend
more money and time with the traveling. At the same time, the illness becomes
confusing situation to caregiver and stroke survivor that they have to seek other ways
to heal disabilities.

3. The recasting of self concept is a mechanical condition happened when
there is symbolic interaction between the caregiver’s role and disability’s role. It is a
thought process of caregivers when interact with husband/wife or other persons. Social
action of individual is combination of social and thought process in which person
would act in terms of knowing situation that happening around her/him. It is also
comprised of an explanation ability and constructing language meanings ability, and
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symbolic action in responding to any emotion. It is believed that each person retains
ability in giving meaning to things happen around him/her and ability to response to
oneself and other person’s idea. Individual must has reason and sympathy for
example; stroke survivor’s caregiver had to understand condition of beloved stroke
survivor and ready to construct symbolic respond to dependent stroke survivor. At the
same time, they had to learn how to live happily with stroke survivor. The ways they
used in recasting themselves in relation to body condition, self concept and using
personal time in daily life activities were the strategies that caregiver used to relieve
themselves. Although, it might look like they stepped out from suffering but in fact it
was only in their imagination.

4. This research found that caregivers were both female and male spouse
which was Thai value of good relationship in the family that husband and wife would
take care of each other for ages. If not, they would be stigmatized of irresponsibility.
It was expected that family member should take care of sick person such as; if parents
were sick, their child should be the one who took care them in order to give respect
back to the parents. However, this study showed that the child scarcely had time to
help their parents. On the other hand, child usually depended on parents in terms of
financial problems. Moreover, today’s family model is mostly single family, so it is

even more difficult to have their children taking the caring role.

Recommendations

Result of this study reflected the problems of stroke survivor’s caregiver
which should lead to improvement of healthcare service and system.

1. Recommendations to healthcare worker and relevant organizations

- Organizations should try to enhance awareness of caregiver’s
suffering in order to broaden viewpoint in caring of patient in social and spiritual
aspect along with the body impairment aspect.

- Program model for stroke survivor’s caregiver should be
developed in order to strengthen caregiver skill and economize the expense in
traveling to the hospital.

- Support should be set up to comfort stroke survivor’s

caregiver and family for example; room arrangement for caregiver instead of resting
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beside patient’s bed or at the terrace, respite care or day care program development to
relieve burden from caregiver.

- Several empowerment methods should be encouraged to
stroke survivor’s caregiver such as; by using narrative of well — recasted caregiver as
in this research, by strengthening caregiver’s skill and knowledge by medical
personnel and counselors.

- Organization should set up follow-up system to recognize
problems in all cases. If possible, network for person with disability should be
organized by hospital and conjoined with community.

2. Recommendations to policy makers
- Knowledge and understanding to society about chronic
diseases and disabilities should be promoted through public relations in order to
reinforce lifestyle modification to prevent those diseases.
- Social believe that caregiver is obliged only to woman
should be modified. According to this research, men can response well as family

member’s caregiver.

Recommendation for further studies
Further studies should include experiences of person with disability which
could be in narrative directly from patients in order to understand integrative story and

provide better care for patients with chronic disease and disability.
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