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Abstract

This research study explores the need for palliative care by the patients who are recovering from stroke after
an acute event. Stroke survivors need comprehensive care for their physical, psychosocial, spiritual well-being and
additional support. The comprehensive total care in all aspect of physical, social and spiritual well-being can only
be offered by the holistic approach of palliative care focusing, as it does, on the rehabilitation for stroke survivors to
improve their quality of life.
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Rehabilitation is an aim orientated processes to facilitate
regaining full function (as far as possible) in patients who have had a
cerebrovascular accident and who su er from combination of physical,
intellectual and speech problems. In the presence of di culty with
speech or depressive symptoms, there is signi cant dependence on the
family caregiver with challenges to the patient, caregiver and the rehab
team.

Palliative care isde ned by the WHO (World Health Organization)

and it can be delivered over several months including at the end of life.

e de nition of “Palliative Care” by the World Health Organization
in 2002 is:

“An approach that improves the quality of life of patients and
their families facing the problems associated with life threatening
illness, through the prevention and relief of su ering by means of early
identi cation and impeccable assessment and treatment of pain and
other problems, physical, psychosocial and spiritual”20

Methodology

is research work is a cross sectional study using mixed methods-
both quantitative and qualitative-interviewing patients, and family
members of patients, who had su ered from a cerebrovascular accident.
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90% Con dence Interval speci ed limits [42% --62%)]
( ese limits equal prevalence plus or minus precision)
Estimated sample size: n = 68

Qualitative study

Patients with speech capacity and family members of aphasic
patients were included for purposive sampling. It was estimated that 10
patients out of total 72 participants would provide qualitative data and
that recruitment would continue to data saturation.

Estimated sample size: n=10

Quantitative study

e data-collection tool was the SS-QOL Scale, which was used
as questionnaire administered as a structured interview with stroke
patients.  is SS-QOL tool was developed in the USA. is is a
consistent and e ective tool for measuring self-reported quality of
bodily health, set equal to amongst people with mild to moderate
stroke.

e “Stroke Speci c-Quality of Life (SS-QOL)” Scale isan e ective
tool for measuring and to evaluate the quality of life in patients a er
survival from an acute stroke.

e SS-QOL questionnaires were available in the website and
there was no permission needed to use those questionnaires as tools
to identify the patient’s quality of life a er surviving stroke.  ese
were used in few other countries as well and there was validity of
questionnaires. It has been validated in Denmark [7], Turkey [8], and
the Netherlands [9], although not in South Africa. From the previous
research articles, it is revealed that the “Stroke Speci ¢ Quality of Life
Scale (SS-QOL)” is an appropriate tool to check the quality of lifea er
survival from stroke.

e questions were simple and related to the daily activities of life
a er surviving from stroke. Questionnaires were used for SS-QOL tool
interpreted and translated into isiZulu language for the participants by
the research assistant nurse. Even a set of questionnaires was in isiZulu
language for isiZulu speaking participants speci cally. All four-research
assistant could speak and understand both isiZulu and English.

e research assistants were quali ed professional nurse both
from MOPD as well as from Medical ward. Research assistants were
trained by Pl how to do correct interpretation and not to deviate
from the original questions. Simple terms were used to explain the
questionnaires to the participants.

Answered questionnaires are options to score such as 5 ("no help
needed/no trouble at all/strongly disagrees”), 4 ("a little help/a little
trouble/moderately disagree”), 3 ("some help/some trouble/neither
agree nor disagree”), 2 ("a lot of help/a lot of trouble/moderately
agree™), and 1 ("total help/could not do it at all/strongly agree”). Stroke
Speci ¢ Quality of Life scales o er score for each domain as well as a
total score, with higher scores indicating restored functions.

Qualitative study

An interview guide was designed which includes a questionnaire
and an information sheet to elicit the patient’s experience of stroke
and care needs. e questionnaire was designed in discussion with
the research supervisor and drawing on the literature regarding
the experience of stroke and the researcher’s experiences in stroke
care. ere were six open ended questions in the interview guide
questionnaires which re ect the daily life needs for a stroke patient.

e Pl asked the questions in English and the research assistant used
the isiZulu translations to ask the questions of isiZulu participants. e
answers provided by the patients or relatives were noted by research
assistant and at the same time, the research assistant interpreted all the
answers in English to the PI for documentation. A er nishing each
patient interview, the Pl and research assistant veri ed the answers of
respective questionnaires together.

ere were a few patients or family members who chose to

withdraw from the interview process, this was accepted. Depending on Speror
y(assste p )Tcipanftand care needs. sT intervieto )Tj-0.012 Tw .83 comy

rpppruvoo s:stored functionuesc6ose ts. u
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Ethical approval of the research work was obtained from HREC
(Human Research Ethics Committee) at UCT and reference number
was 588/212.  erea er, ethical approval was obtained from Provincial
Heath Department (Ref: HRKM 089/13) and also from the facility
where the study was conducted, respectively.

Results

Demographic results

A total of 72 participants were interviewed of whom 31(43%) were
male and 41(57%) female patients who had a stroke. e participants’
ages ranged from 40 to 80 years and majority were 50 to 60 years of
age. Majority of the participants were married and had family size of
4-5 persons. It also reveals that the majority of participants were black
African population. Participants were interviewed both at MOPD and
in-patient ward (Table 1 and Figure 1)

Figure 1 show that most of the participants were female and
majority of patients were between 50 to 60 years of age.
Co-morbidity

e main co-morbidities reported among all participants,
hypertension 58(81%) and diabetes 28(61%). Some patients also had
both hypertension and diabetes.

CategoryFrequencyn and %Gender

Few participants were su ering from other chronic diseases as well,
such as arthritis, epilepsy and HIV diseases. It was found that majority
of the patients were su ering from hypertension before they had a
CVA (Table 2).

Out of 72 patients 26 have been su ering from anxiety and 36
patients were su ering from depression (Table 3).

e majority 68 (94%) of the participants responded that they
do have a spiritual belief. Few patients (8 out of 72 participants) had
knowledge about palliative care. Most patients had also seen by other
doctor before at MOPD during their previous consultations for post-
stroke management (Table 4).

Stroke speci ¢ quality of life scale (SS-QOL)

e results identi ed that which functional disabilities are mostly
a ected and in uencing their daily activities in life. Participants
were more concern about their physical functional disabilities and
which in uence patients’ daily activities in life. Participants were also
psychologically distressed, with some participants expressing their
concern with tears in the eyes.

From the ndings of SS-QOL questionnaires’ it was also revealed
that how severe the residual disabilities were a er surviving stroke and
how the patients were coping with those morbidities. Allthe ndingsare
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. Frequency
Variable Category nand %
Hypertension Yes 58 81%
No 14 19%
Diabetes Yes 28 39%
No 44 61%
Table 2: Co-morbidities for participants.
. Frequency
Variable Category n and %
i Yes 26 36%
Anxiety
No 36 44%
. Yes 36 44%
Depression
No 26 36%
Table 3: Psychological level of participants.
: Frequency
Variable Category n and %
» . Yes 68 94%
Spiritual belief
No 6%
- Yes 8 11%
Knows about palliative care
No 64 89%
Yes 70 97%
Seen by other doctor
No 2 3%

Table 4: Other history.

stipulated with statistical manner in tablesand gures. Both descriptive
statistics and dimensional statistic were used to explain their functional
capability from mild to severe in nature. Because of their functional
disabilities Social and Emotional factors both were a ected.

Table 5, describes the mean and the range of functional disability
of the participants.

Table 6 shows the frequency distribution functional disability from
very severe to none.

Figure 2 shows the severity of functional disability of participants
for SS-QOL survey.

Figure 3 shows that 41% patients out of 72 participants had severe
total functional disability that is physical, emotional and social.  irty
two percent of patients had severe physical functional disability and
33% patients had severe emotional functional disability a er survival
from stroke.

Table 7 shows the statistical analysis inferential ranking of the 12
dimensions of functional disabilities. e mean and standard deviation
was calculated to determine the statistically signi cant of di erent
dimensions.

Table 8 reveals that the social functions are a ected more than the
emotional functions.

(Table 9) Pearson Product Moment Correlations-Dimensions (n
=72)

Correlations are Statistically signi cant at 0.05 level for n = 72 if
[r] >=.232

Practically signi cant if |r| >=.300

In Table 10, sample t-Test was done for classi cation of di erent
dimensions of functional disabilities. e dimensions from above table

show most of them were statistically signi cant with a p-value of <.
0005. Sample size was adequate to statistically analysis of the data.

Table 11 shows that both social and emotional factors p-value
<0.0005 are signi cantly compromised.

Table 12 shows  ematic analysis developed the following themes:

e rst theme dealt with the life changing e ect of the stroke. e

second theme dealt impact on quality of life a er stroke. e third

theme dealt with holistic care needs. e fourth theme dealt with loss

of independence a er surviving from a stroke. e h theme dealt
with spiritual aspects of patient’s experience.

Summary

e SS-QOL survey identi ed physical, emotional and social
dysfunctions were the major concern of the participants. e severity
of dysfunctions also stipulated in the SS-QOL survey.

is study detects the di erent levels of patients need and where
to focus care a er surviving from stroke to improve their quality of
life. e questionnaires used had satisfactory core reliability with
Cronbach's o coe cients greater than 0.60 for all scales and greater
than 0.70 for ve [12].

Measures of reliability were acceptable in this study; Cronbach's a
correlation coe cient was more than 0.60 for all scales. e patients’
functional abilities are diminished, and this correlated with the
limitations in performing activities for daily living.

e interview guide was designed to elicit the patient’s experience
of stroke, post-stroke complications and the care needs. Ten patients
(n=10) were recruited to participate in the qualitative study out of total
seventy-two (n =72) participants for the whole study.

It was found that all ten participants could speak and understand
English and they were interviewed during their follow-up consultation
in presence of family members or the care givers at MOPD (Medical
Outpatient Department).

e rsttheme
e second theme dealt

ematic analysis developed the following themes:
dealt with the life changing e ect of the stroke.
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Mean S.D. Minimum Quartile 1 Median Quartile 3 Maximum

D.S.Soc Role 1.60 0.58 1.00 1.15 1.40 2.00 3.00
D.S.Fam Role 1.93 0.63 1.00 1.33 1.67 2.33 3.33
D.P.Mobility 1.95 0.52 1.00 1.67 2.00 2.00 3.00
D.P.Energy 2.01 0.67 1.00 1.67 2.00 2.33 4.00
D.P.Work 2.13 0.56 1.00 2.00 2.00 2.33 4.00
D.P.UEF 2.14 0.55 1.00 1.60 2.00 2.40 3.60
D.P.Self care 2.24 0.59 1.00 1.80 2.00 2.60 3.80
D.E.Mood 2.56 0.78 1.00 2.00 2.60 3.20 4.40
D.E.Personality 2.62 0.89 1.00 2.00 2.33 3.33 4.67
D.P.Lang 3.26 1.68 1.00 1.80 3.00 5.00 5.00
D.E.Thinking 3.76 1.06 1.33 3.00 3.84 5.00 5.00
D.P.Vision 4.21 1.26 1.00 3.38 5.00 5.00 5.00
F.Social 1.77 0.53 1.00 1.27 1.70 2.15 3.00

F.Physical 2.56 0.55 1.56 211 0Q54 0d(0.59)Tj8.568201.6(FA0)ROIEASD T(0.55)T|8.56

4.0 Td(L.
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Factor Mean SD H, t-value d.f. p-value Cohen's d Category
F.Social 1.77 0.53 ? #2.51 -11.95 71 <.0005 141 Severe
F.Physical 2.56 0.55 ? %251 0.79 71 433 n/a Severe or Moderate
F.Emotional 2.98 0.77 ? #2.51 5.23 71 <.0005 0.62 Moderate
Table 11: One-sample t-Test (d.f. =71) Classifcation of Dimensions variables.
THEME ONE THEME TWO THEME THREE THEME FOUR THEME FIVE
1.Life changing 2. Impact on quality of life 3. H?\:E;g:scare 4. Loss of independence 5. Spiritual aspects
1.1 Experiencing 2.1Experiencing . - -
the effect of Bad quality of 3.1 Understanding a holistic care 4.1 Isolation 5.1 Spiritual
L ) approach Concerns
disability life
1.2 Awareness 4.2 Loss of
about Post-stroke 2.2 Hope for good quality life " o
e physical ability
disability

Table 12: Table of themes and sub-themes developed in data analysis.

impact on quality of lifea erstroke. e third theme dealt with holistic
care needs. e fourth theme dealt with loss of independence a er
surviving from a stroke. e  h theme dealt with spiritual aspects of
patient’s experience.

Discussion

Palliative care is ‘an approach that improves the quality of life of
patients and their families who are facing the problems associated with
life-threatening illness, through the prevention and relief of su ering
by means of early identi cation, proper assessment, and the treatment
of pain and other problems: physical, psychosocial and spiritual.

is study highlights the impact on physical, emotional and
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