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ABSTRACT

This research aims to describe Muslim caregivers’ experience in caring for
patients with end-stage renal disease receiving palliative care. Qualitative method informed by
hermaneutic phenomenology was used. Informants were nine primary caregivers who were aware
of the terminal diagnosis and provided care for patients for at least one month. Data were
collected using individual in-depth interviews and non-participant observation. The interview
transcriptions were analyzed using the four life-worlds of van Manen’s approach.

The findings of the study were reflected within four life-worlds. Lived body
included the thematic categories of 1) being tired, 2) feeling proud to care, 3) making oneself
strong and ready to care, 4) doing one’s best, and 5) having firm faith in Allah. Lived relations
consisted of 1) taking care on the basis of love and bond, 2) repaying gratitude, 3) those
surrounding the patients are important, and 4) being a bridge between God and the patient. Lived
space included 1) the home is a meaningful and important place, 2) God is always in mind
everywhere, and 3) God determined a place of death. Lived time comprised 1) time is precious
and meaningful, and 2) life time is determined by Allah.

The study found that caring for a patient with end—stage renal disease receiving
palliative care can be divided into two phases: end-of-life phase and terminal phase. End-of-life
phase focused on promoting comfort. End-of-life care had seven subcategories, including
1) encouraging the patient to take medicines as prescribed and to follow the doctor’s appointment,
2) seeking alternative therapies, 3) promoting personal hygiene and comfort, 4) preparing
appropriate food, 5) being caution of patients’ accidents, 6) alleviating distressful symptoms, and
7) encouraging patients to adhere to God all the time. Terminal phase focused on promoting

peaceful death and being with God. Terminal care consisted of five subcategories; 1) caring for



®)

personal hygiene and promoting comfort, 2) preparing food unlimitedly according is patients’
requests, 3) alleviating distressful symptoms, 4) supporting the last wish of patients to die at
home, and 5) encouraging patients to adhere to God all the time

The results of the study provide a better understanding of Muslim caregivers’
experiences in caring for patients with end-stage renal disease receiving palliative care. They can
be used as basic information for health care providers to develop a culturally sensitive practice

guideline for caregivers to care for patients with end-stage renal disease receiving palliative care.
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