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Experiences of Family Caregivers of Patients with Terminal Cancer

Choi, Eun Sook’ - Kim, Keum Soon?
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*Professor, Seoul National University, College of Nursing, Research Institute of Nursing Science, Seoul, Korea

Purpose: This study done to identify the experiences of families caring for patients with terminal cancer. The question was,
“What is the caregiving experience of a family who has a member with terminal cancer?” Methods: Grounded Theory was ap-
plied and in-depth interviews were done with 11 family members. Interviews were recorded with the interviewees’ consent and
were transcribed and analyzed. Participants’ relationships to patients were 6 spouses, 4 daughters, and 1 mother. The ages of
the participants were between 32 and 62, with an average of 47.5. Results: The study showed “enduring with bonds” as the
main category and the main factor affecting this category was the “patients’ diagnosis of terminal cancer.” The caregiving ex-
perience was divided into four stages: shock, confusion, struggle, and acceptance. Mediating factors were relationship with
the patient, intimacy with the patient, social support, communication, and trust. Conclusively, participants underwent internal
maturity, and changes occurred in family and social and personal life. Conclusion: The families took care of the patients with
responsibility and love. The study results should help with the understanding of a family with a member with terminal cancer
and should be used to develop nursing, mediating, and consulting programs for these caregivers.
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Diagnosis of Terminal Cancer

¥

Main Category : Enduring with a Headstall
Headstall : Pain, Responsibility; Type of Caregiving : Dedicated Caregiving,
Aggressive Caregiving, Obligational Caregiving, Passive Caregiving

. '

' '

Shock Confusion

* Confronting reality

—Confronting the
worsening condition

—Grieving knowing that
there is no cure

« Finding the cause of the
cancer

—Searching for the figure

 Key figure within the 1>

family

« Avoiding reality

—Denying

—Not letting the
patient know of his
/her terminal stage

« Hope to find a cure

—Going to several
different hospitals

—Hoping for God™ s

miracle by using

Folk remoties —Advertising medical

examinations for cancer « Receiving help

—Finding all possible
resources for use

Struggle/Fight

¢ Undertaking nursing

—Staying by the patient’ s side/
To be considerate of the
patient’ s feelings/ Smiling/
Enduring pains and nursing

« Protecting the Patient

—Observing the medical staff/
stopping crying visitors/actively
requesting for pain control o]

« Managing One’ s Self

— Being thankful of all circumstances

miracle ‘nga}??ingt oneself — Putting up with other family —Deciding where the Siblings .
—Hoping for a 1shing to conquer members selﬁshqess patient will spend his/ —Conlflicts between
cancer —Taking care of one’ s own body/ couples

Consoling one’ s self

prevention — Gaining strength through books 4 g — Less social
—Wishing for developing a — Using a home nurse : Preparmg for; separation interaction

method to cire chance « To Struggle Between the Patient —PreParlng for the funeral — Difficulty meeting
« Receiving hospice care and Other family members *}S{aymg farewells friends

counseling — Putting off other family members siLiving Day by Day + Changes in Personal
—Finding a hospice = Coo_rdinating visiting hours —Havmg hc()jpe, on thg Life

counselor » Holding Onto a Strand of Hope other hand, preparing _Can' t have a

— Trying folk remedies
— Holding onto a strand of hope

Results of
Caregiving

Acceptance

* Accepting Reality
—Accepting death
—Letting the patient know

his/her terminal stage of
cancer and imminent

* Inner Growht

—Wanting to help the
sick

— Finding meaning in
life

death ) )
— Wishing a comfortable jCIl:IOOKmE 'Ba}?k qu1 Life
death - anges in Family

Relationships

« Choosing the Location of
J —Conflicts between

the Deathbed

her last moments
—Deciding to move to a
hospice hospital

« Changes in Social
Relationships

death

—Living day by day Personal life

— Quitting job

i

1 )

« Conviction : Personal Conviction

« Relationship with the Patient : Married Couple, Parent—Child Relationship

« Closeness with the Patient: Close relationship, Distant relationship

« Social Support: Medical support, support from other family members, Support from friends and neighbors
« Level of Harmony in Communication : Conversing, Avoiding conversation

Figure 1. Model of experiences of family caregivers with terminally ill patients with cancer.
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