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Purpose: This study was conducted to better understand the illness experiences and pal-
liative care needs in community—dwelling persons with cardiometabolic diseases. Methods:
This qualitative descriptive study was conducted with 11 patients (and three family mem—
bers) among 28 patients contacted. Interviews were led by the principal investigator in her
office or at participants’ home depending on their preference. All interviews were digitally
recorded and transcribed by a research assistant. The interviews were analyzed by two in—
dependent researchers using a conventional method. Results: Participants’ ages ranged from
42 to 82 years (nine men and two women). Three themes were identified: (1) same disease,
but different illness experiences; (2) I am in charge of my disease(s); (3) preparation for
disease progression. Participants were informed of the name of their disease when they were
diagnosed, but not provided with explanation of the diagnosis or meant or how to do self-
care to delay the disease progression, which increased the feelings of uncertainty, hopeless—
ness and anxiety. Taking medication was considered to be the primary treatment option and
self—care a supplemental one. Advanced care plans were considered when they felt the pro-
gression of their disease(s) while refraining from sharing it with their family or health care
professionals to save their concerns. All participants were willing to withhold life-sustaining
treatment without making any preparation in writing. Conclusion: Education on self-care
and advanced care planning should be provided to community—dwelling persons with car—
diometabolic diseases. A patient—centered education program needs to be developed for this
population.
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Palliative Care Needs in Community Dwelling Patients with Cardiometabolic Diseases

Table 1. Characteristics of Participants & Factors about the Interview.

No. Gender Age(yrs)  The place of interview Participants Primary diseases Co-morbidity CES-D 10 score
001 M 69 PI's office Participant alone Diabetes CKD 0
002 M 82 Participant’s office Participant alone Diabetes Prostatitis 0
003 M 64 PI's office Participant alone Diabetes MI, CHF, CKD 3
004 F 71 Participant'sHome (She  Participant alone (Her CKD 10
wanted to interview at mother participated in
home, because of her the interview partially)
90s mother)
005 M 42 PI's office Participant alone MI 15
006 M 70 PI's office Participant, wife CHF Hypertension, 3
Dyslipidemia
007 M 73 PI's office Participant, wife CKD HTN, Dyslipidemia, 0
Diabetes
008 M 74 PI's office Participant alone M CKD, Diabetes, 2
HTN, Hearing loss
009 F 68 PI's office Participant, husband Diabetes CKD, HTN 6
010 M 63 PI's office Participant alone Diabetes CKD, Heart disease 12
o1 M 57 PI's office Participant alone MI, Cardiacarrhythmia CKD, Lymphoma, 8
with a pacemaker Hyperthyroidism

PI: Principal Investigator, CKD: Chronic Kidney Disease, CHF: Chronic Heart Failure, MI: Myocardial Infarction, HTN: Hypertension, CES-D: Center for Epidemiologic

Studies Depression.
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Table 2. Thems and Sub-Themes of the Study.

Theme Sub-Theme

A new world of unknown

Role conflicts between a normal person
and a patient

Family support - Sustaining force of
my life

Lack of knowledge - My own way since
thisis my disease

Healthilliteracy - If private tutoring is
available, I would take!

Can't change - I would accept the facts

Can control - Making own decision is hard
forme

Same disease, different
iliness perceptions

|amthe person in charge of
my body and disease

Preparation of disease
progression

Source of information on advance directive
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