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Abstract

It is completely taken for granted that family members will compassionately care
for each other during illnesses. However, if the case requires difficult, stressful care or
long-time endurance, what cognitive processes do family carers go through? We
attempted to elucidate this cognitive process by describing the stages of progression

the family carers pass through in their care taking.

Before conducting the investigation, we had expected to obtain a definite answer
to a seemingly simple, but fundamental question in care taking; “Why does a family
care for its 1ll members?” The outcome, however, was a revelation to us; most
participants in our study did not give any answer to what had made them to look after
their ill members in spite of difficulties and grief in care taking. The family carers
seemingly pass through several cognitive stages in care taking, finally arriving at a
certain level of awareness, a state of mind whereby caring for their sick members no

longer requires any reasons, purposes or goals at all.

In this study, therefore, we tried to illustrate as accurately as possible the family
carers’ internal thought process, its stages of development and the process towards

awareness as their unconscious destination point in their care taking.

Much has been said regarding the care provided to people who are ill or have
disabilities; for instance, about the sense of burden, burnout syndrome, or subjective
sense of satisfaction while providing care. However, our review of previous research
reveals that there have been few comments on long-term care, or on the meaning of
care seen from the family’s view-point. Although some methodological difficulties
finding appropriate analysis methods or getting cooperative participants for such a
delicate study have been given as reasons for this fact, we suspect another reason
might be that research interest has not been stimulated by this seemingly

commonplace issue, a family caring for its members.

For this study we gained cooperation from families caring for members with
Behcet’s disease. Individual interviews on care were conducted, interview recordings
were transcribed and the transcribed text data were used for analysis. A
logical-hermeneutic analysis based on the life history and an analysis using

quantification by text mining were then conducted.

First, as a hypothetical conceptual framework, a logical-hermeneutic analysis of

one case was done to create a model of “a process whereby the family member delivers

v



care”’. Three stages were hypothesized; the family carers recognize their care role (care
role-expectation), then they learn instrumental care practices and acquire competency
(care role-taking) and finally, they deliver actual care (care role performance).
Furthermore, we assumed cognitive changes of carers gradually occurred in
accordance with their perspectives on patients, starting with their initial positions as
“care resources”, then working as “co-carers” with other care professionals and finally,
recognizing that they themselves are, so to speak, “secondary patients” or “support

clients” who require help and intervention from other care resources.

Cooperation was obtained from 11 families of Behcet’s disease patients. A pair of
elderly parents interviewed together were taken as one case, so the number of cases

was 10, including 3 husbands, 2 wives, 4 mothers, 1 father and 1 brother.

A logical-hermeneutic analysis was done with a focus on the temporal alignment of
events in daily life and the interaction between the patient and the family in daily care,
thus the “care history” was extracted for each case. Relationships between various
Iinterview transcripts were analyzed using a multidimensional analysis
(correspondence analysis and cluster analysis) with text mining. The keyword
components represented as “clusters” in x- and y-axis positions were extracted.
Following necessary adjustments based on the preliminary analysis, these keywords
were classified according to patient care history. In this way we attempted to extract
family carers’ underlying perception about care role, and clarify the carers’ coping way

and problems they are faced with in their care taking.

Through the above analysis, a variety of carer types were identified. In family care,
each family has different stories and themes, and they face their ill members in
different circumstances affected by those specific stories and themes. Therefore, we
classified these types into ten categories under the following titles; “self-suppression

type,” “trial-and-error type,” “calm-handling type,” “value-confirmation type,”

AN 13 b AN13 b1

“life-discovery type,” “grief and writhing type,” “torn-apart type,” “issue confrontation

type,

” .

uneasy watchful type” and “objective observation type.”

Twelve factors that were considered to have an influence on family’s perception and

acquisition of care role were also confirmed; they were “interaction with patient in

&

care,” “timing of disease onset,” “carer’s age,” “household finances,

»” o«

stress,” “marital

timing,” “personality of patient,” “family’s understanding of patient,” “type of

”»”

involvement,” “management of medical aspects,” “family’s experience of disease or
disability” and “family learning.” Out of the 12 factors, we selected 5 which we
considered to be most influential; “household finances”, “stress”, “family’s

understanding of patient”, “family learning” and “management of medical aspects” but



since the fifth factor of “management of medical aspects” was categorized under
medical care support, the other 4 factors were examined from the view-point of social

welfare support.

Among the four, “family’s understanding of patient” had the greatest effect on carer
performance. This factor refers to how the patient thinks of his or her illness and how
well the family understands the patient’s feelings. To our great interest, when the
family carers feel that the patient has accepted the illness, their motivation to
commitment was promoted. Conversely, the family’s care role perception was inhibited
when the patient was thought of as being unwilling to accept the illness. This outcome

was not related to the sex of patients or the length of illness.

From the results of the analysis, it was found that family’s consciousness seemed to
change in stages, from being “care resources” to “co-carers” and then to “support
clients” as above mentioned. The family seemed to develop their perception of care role,
learn and acquire the knowledge and competence of care taking and carry out their
care work in an effort to understand the patient’s feelings about the reality of their
illness and position as a care recipient. Furthermore, their care perception seemingly
underwent a lot of changes as they accumulated experiences during this care process,

until they finally reached the highest level of perception, that is, “care awareness.”

Two new findings were obtained in this study. First, the family, while functioning
in a supportive role, also needs constant support from other care resources. Therefore,
supportive involvement and intervention from professionals are thought to be most
necessary not only at the last level of perception as a “support client” but from the
early stage and throughout all the stages of care taking process. Second is that a
qualitative transformation, which we dare to call “care awareness,” occurs in carer’s
consciousness through all kinds of painful experiences such as decision making or
involvement in serious matters of life and death. These changes had not been predicted

in our original conceptual model.

Focus group interviews were held to obtain feedback on the results of the survey
from participants and to investigate measures for family support. During these
interviews, a climate of mutual support was created between interviewees by sharing
difficulties and distresses in care taking, suggesting that this is also effective, in some

sense, as a means of family support.

This study showed that family perception of patient care arises under various
conditions surrounding the patient and the family. The manner of coping, therefore,

varies from family to family, from individual to individual. In the same way, what



family carers require as “support clients” differs from case to case. However, there was
one thing common to every participant, that is, the family built up “endurance” by
directly confronting the adversity of disease, and at the level of “care awareness,” they
were more or less led to accept the actuality and share “the present” with the ill person,
always looking ahead for “the future.” This study also demonstrates that the actual
state of care taking cannot be interpreted only in a stereotypical framework based on

the difficulties the family confronts in care taking.

In response to the question, “Why does the family provide care?” participants did
not give any specific answers or reasons. As we postulate, it could be said that care is
something more than a human act done with reasons or purposes. Families are always
put in the front row of care history where they lead their own lives with patients and

discover the meaning of life and care.

We sincerely hope that the above findings from this study will contribute to future

research concerning care and the family.

Key words © family carer, the awareness of care, Behget’s disease, text mining
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