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ABSTRACT
Background Stroke is a global public health problem with a magnitude of 13.7 million new stroke

cases and 25.7 million stroke survivors. Even though the exact burden of Stroke in Ethiopia
remains undocumented, it has been estimated that stroke deaths in Ethiopia reached 6.23% of total
deaths in 2017. Identifying the unmet needs of stroke survivors is essential to design interventions
that can potentially hasten their recovery process and improve their quality of life. Hence, the aim
of this study is to determine the Long Term Unmet Supportive Care Needs of Stroke Survivors in

Tikur Anbessa specialized hospital and Saint Pauls’ hospital millennium medical college.

Method Institution-based quantitative cross-sectional study was conducted on Stroke Survivors
who came to the neurology outpatient department for a follow up in Tikur Anbessa Specialized
Hospital and Saint Paul's Hospital Millennium Medical College. A total of 422 participants were
included in the study. Data was entered on EPI info and analyzed using SPSS version 25. The
dependent variable long term unmet need was dichotomized as no need and unmet need. Binary
and multivariable logistic regression were done to examine the predictors against the outcome of

interest.

Result Among the 422 participants which were included in the study 57.6% were male. The
median age of participants was 54.5 years with IQR (42.75-62.25) years. Three hundred sixty
(85.3%)of the respondents had Ischemic stroke. Seeking information about stroke and how to
avoid another recurrence (98.6%), concerns about public transport utilization (80.6%) and needing
advice about improving diet (79.4%) were the most frequently reported unmet needs. Long term
unmet supportive care needs of stroke survivors were significantly associated with lower
educational status (AOR=6.5; 95% CI 2.1,20.5), time since last stroke attack (AOR=2.0; 95% CI
1.1, 3.5, being hypertensive AOR= 5.3; 95% CI 3.1, 9.1), having heart diseases (AOR=2.6; 95%
Cl11.4,4.9) and physiotherapy utilization (AOR= 3.4; 95% CI of 1.839,6.369).

Conclusion The results from this study suggest significant unmet needs and gaps in clinical and
rehabilitation care in long-term stroke patients. High levels of unmet needs were reported by
people who had their last stroke attack within 6-12 months, with low educational level and have
comorbidities. The development of services to meet long-term needs among stroke survivors is
warranted.

Key words unmet needs, supportive care, long term, stroke, Ethiopia



1. Introduction

1.1. Background
A report by the world health organization (WHO) in 2018 stated that, non-communicable diseases

(NCDs) tend to stay longer and are the consequences of a combination of genetic, physiological,
behavioral, and environmental factors. The leading causes of NCDs are cardiovascular diseases,
cancer, chronic obstructive pulmonary diseases, and diabetes mellitus (1).

Stroke is a cardiovascular disease caused by interruption of blood supply to the brain due to a
blood clot or hemorrhage secondary to rupture in blood vessels. The interruption of blood supply
damages neurons in the brain, causing sensory motor deficits and other neurological manifestations
like confusion, difficulty of speaking or seeing with one or two eyes, and loss of balance or
coordination. The WHO classifies stroke types into ischemic Stroke, intracerebral hemorrhage,

and subarachnoid hemorrhage(2).

Stroke patients mostly present with unilateral or bilateral motor deficits, speech difficulties,
confusion, headache, and vertigo. Stroke can be diagnosed with clinical signs and symptoms along
with confirmatory diagnostic imaging techniques like CT scan and MRI of the brain. In addition
to providing acute treatments like anti-platelets, anticoagulants, thrombolytic therapy using rtPA,
and thrombectomy according to the type of Stroke, general acute supportive care treatments are

provided for all types of strokes (3).

Proper and integrated stroke management intends to reduce mortality, complications, hospital stay,
and to improve the prognosis of the patient. The prognosis of acute Stroke could be improved by
providing targeted interventions for modifiable risk factors like elevated blood pressure, tobacco
use, physical inactivity, alcohol consumption and diet by promoting physical activity, healthy diet,
smoking cessation, early detection and better control of hypertension, prevention of complications
and good comprehensive supportive stroke care decreases the morbidity and mortality of acute
Stroke(4).

Considering the long term complications of Stroke, survivors need a comprehensive supportive
and palliative care in addition to the clinical treatments. The WHO identified detection, screening,
and treatment of NCDs as well as palliative care as crucial components of the response to non-
communicable diseases. According to the WHO, "Supportive care is defined as rendering essential
services that satisfy stroke patients' physical, psychological, social, informational and spiritual



needs over the entire illness trajectory.” Supportive care is an essential buffering component of
stroke survivors that helps to regain emotional stability, social adjustment, cognitive function,
body image, future perspective, and physical recovery. Palliative care is a patient and family-
centered care that helps improve quality of life by providing relief from stress and suffering.
Palliative care is appropriate for patients and families of patients facing the problem associated
with a life-threatening illness. It takes bodily, emotional, intellectual, societal and spiritual needs

into consideration (5).

According to a report by the WHO in 2017, Stroke accounts for around 39,571 deaths in Ethiopia,
which is consistent with other hospital-based studies(6). The management approach for acute
stroke patients admitted to a hospital is according to standard medical guideline based on the stroke
type, which consists of treatment of underlying conditions and other complications as
appropriate(1). Forty-four percent of strokes in Ethiopia were hemorrhagic, which shows a high
discrepancy with western counties in which around 85% of strokes were ischemic(7). As a result,
the Ethiopian Federal Ministry of Health has identified hypertension as one of the significant risk
factors for NCDs. It is also working on promoting physical exercise by facilitating car free days
and encouraging a healthy diet to change the unhealthy habit and lifestyle of the community.
However, a lot is expected to be done on supportive care for those who are suffering from long

term complications of Stroke (8).



1.2.  Statement of the problem
Non communicable diseases (NCDs) are responsible for 41 million deaths globally, of which 15

million are between 30 and 69 years of age. Among all deaths caused by non-communicable
diseases, cardiovascular diseases take the major portion. Low and middle-income countries
(LMICs) are responsible for 85% of deaths caused by non-communicable diseases worldwide (9).
NCDs have become a significant public health problem in Ethiopia, accounting for an estimated

half of the total annual mortality and 46% of total national disease burden in 2015 (10).

There were around 14 million new cases of Stroke and 80.1 million prevalent cases of Stroke in
2016(11). Stroke is the second leading cause of death following ischemic heart disease, being
responsible for 8.76 million deaths, and taking lives every five seconds globally. The global
economic cost of adult stroke is more than 25 billion dollars per year. Stroke is the second most
common cause of adult disability (4.6%) of the global Disability Adjusted Life Years (DALYS).
Without interventions, stroke mortality is estimated to rise to 12 million deaths by the end of
2030(12). The increase in the magnitude of Stroke, thus calls the urge to identify their unmet needs
to accelerate their recovery. Developing countries account for 85% of the global stroke deaths and
87% of the global Stroke DALY, which is 3.5-3.8 times higher than in developed countries(13).

In sub-Saharan Africa (SSA), the development of appropriate service provision is limited by the
lack of vigorous estimates of long-term outcomes after Stroke. Increased problem of unrestrained
vascular causes due to low screening and treatment modalities, unstructured as well as unstable
acute stroke care in addition to scarce supportive care services were described as risk factors for
poor prognosis after Stroke. Besides, the prevalence of stroke survivors in SSA was reported to be
14.6/1000 people (14). The number of stroke survivors demanding rehabilitation is massive. Stroke
primarily marks young and industrious subdivision of the people in developing countries. It puts
a significant burden, which might unsettle the recent unassertive financial advances in these areas
of the world. Countries such as Ghana and Ethiopia have been reported to have physiotherapists
of 0.1 per 100,000 people, and South Africa has 6.7 per 100,000 people (15). Long term supportive
care service delivery should be patient oriented and designed compatible with the local situation.
Developing patient-centered services for stroke survivors in the long term necessitates an
understanding of the needs, experiences, and priorities of those living with Stroke, Therefore,
assessing the needs of stroke survivors in Ethiopia's set up is essential to improve stroke survivors'

quality of life(16).
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Although the exact burden of Stroke in Ethiopia remains unknown, it is estimated to account for
39,571 of total deaths in 2017. Mortality caused by NCDs accounts for 46% of the deaths per year
and is projected to increase by up to 70% by 2040 (8). Even though WHO has identified palliative
care as one of the responses for the fight against non-communicable diseases, Ethiopia's current
national policy mainly focuses on prevention, screening, and management of non-communicable
diseases. The Ethiopian national guideline for the management of NCDs indicates the transfer of
patients immediately to a hospital if suitable service is not available. According to the guideline,
emergency management includes coma care, fluid management, and control of BP. In contrast,
long term management recommendations include physiotherapy and treatment of risk factors like
hypertension and diabetes mellitus(DM)(7). Regardless of the guideline's clear recommendations
about the importance of rehabilitation services for stroke survivors, according to a report from the
world confederation of physical therapists, Ethiopia has physiotherapists of only 0.1 per 100,000
people. This shows there is a high mismatch in long term stroke rehabilitation care need and
delivery(16). Even though the need for palliative care for cancer and chronic kidney failure patients
is documented, supportive care services for stroke survivors is not given much attention by the

government(7).

To the best of our knowledge, we did not get studies conducted in Sub-Saharan Africa, including
in Ethiopia, which determines the unmet supportive care needs of stroke survivors. As there is a
significant knowledge gap in the area of stroke research in general in Ethiopia, this study intends
to fill the existing knowledge gap on the long term unmet needs of stroke survivors in the Ethiopian
context to decrease lost productivity, premature deaths as well as long term disability and help the

adult productive segment of the population suffering from the long term consequences of Stroke.
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1.3.  The Rationale of the study and Significance of the study
Africa has the highest burden of hypertension and appears to have the highest incidence,

prevalence, and case fatality of Stroke. Despite the proposition that strokes are the results of
increased age expectancy of the population, Africans tend to experience strokes at a younger age
and have worse outcomes (17)(18). This study assessed the magnitude of long term unmet
supportive care needs of stroke survivors and factors associated with this needs. This will help
enhance the quality of life by understanding the full impact of the unmet needs of the stroke
survivors as it is crucial and clinically of prime importance throughout their continuum of
survivorship and recovery process to offer timely and effective interventions. Identifying stroke
survivors' unmet supportive care needs clarifies where actions and resource allocations are

necessary for the healthcare setting to help the patients to overcome their difficulties.

This study will help policymakers in designing context specific appropriate strategies for
addressing the long term unmet needs of stroke survivors. It will also help researchers and the
scientific community in updating their knowledge on the current needs of stroke survivors in 2
largest hospitals in Addis Ababa, Ethiopia. As Stroke affects the younger adult population in low
and middle-income countries compared with the high income countries, identifying the unmet

needs for a quick recovery is vital to reduce the long term economic impact of the diseases.
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2. Literature review

2.1.  The magnitude of the problem
According to a review of data until 2016, which was published in 2019, globally, there were around

80.1 million prevalent cases of Stroke and 11- 14 million new stroke cases. Stroke is the second
leading cause of death and a major cause of disability throughout the world. Globally 70% of
stroke incidences occur in low and middle-income countries. In the last 40 years, high-income
countries managed to decrease the incidence of Stroke by 42%, unlike low and middle-income
countries in which the incidence has more than doubled. 84% of stroke patients in low and middle-

income countries die within 3 years of diagnosis, while only 9% die in high-income countries(19).

Low and middle-income countries (LMICs) now bear the highest burden of Stroke around the
globe. Developing countries account for 85% of the total global stroke death and 87% of the global
Stroke DAYLS, which is 3.5-3.8 times higher than the developed countries(20). In Middle East
Asia, the incidence rate of Stroke ranges from 22.7-250/100,000 populations per year. The overall
case fatality rate within one month was 12-32%. The incidence of first ever and recurrent Stroke

in the Middle East was 22.7 and 180 per 100,000 populations per year, respectively(21).

Due to the current epidemiologic transition, globalization, and adoption of western culture, there
is an elevation in incidence of Stroke with high mortality in low and middle-income countries.
This was aggravated by poor access to the health facility and high intra-hospital stroke mortality.
In addition to these, unavailability and poor access to rehabilitation services increase the mortality
and morbidity and makes the recovery process lengthier when compared to high-income countries
(22).

Even though the exact burden of Stroke in Ethiopia is unknown, it has been estimated to be
increasing. Stroke accounts for 2.5% of all hospital admissions and 13.7% of medical
admissions(23). According to the GBD report of 2015 in Ethiopia, the all cause crude years of life
lost rate was 32,397 per 100,000 people, non-communicable diseases (NCDs) caused 8,823 per
100,000 people. The age-standardized years' life lost percentage contribution of NCDs increased
from 27% in 1990 to 41% in 2015. NCDs were the leading contributor to age-standardized death
rates in Ethiopia, causing 710.9 deaths per 100,000 populations. Hemorrhagic Stroke was the fifth
leading cause of death, which accounts for 62.7 deaths per 100,000 people(8).
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According to a report by the WHO in 2017, stroke deaths in Ethiopia reached 39,571 or 6.23% of
total deaths. The age-adjusted death rate of Stroke accounts for 89.82 per 100,000population.
NCDs account for 42% of the total deaths per year, and by the year 2040, they are projected to
account for almost 70% of the country's disease burden. NCDs burden accounted for 17% of the
total deaths in 1990(24). Stroke affects individuals at the peak of the productive age group. Despite
its enormous impact on socioeconomic development, this emerging public health crisis has
received very little attention to date (25). In Ethiopia, no study has been conducted to assess the
unmet supportive care need for stroke patients. The previous studies conducted about Stroke were
using variable methods of classifying stroke types and about the in hospital mortality rates in

different regions.

2.2.  Supportive care need of stroke survivors
The WHO defined palliative care as an approach that improves the quality of life of patients and

their families who are facing problems associated with life threatening illness. It prevents and
relieves suffering through early identification, correct assessment, and treatment of pain and other
problems(26). The goal is to improve the quality of life for both the patient and the family. It is
appropriate at any stage and can be provided along with curative treatment. The term palliative
care is used interchangeably with supportive care, and a clear distinctive difference between the
two is not mentioned. Another similar term with supportive and palliative care is Hospice. Hospice
is delivered as an end life care. Hospice care focuses on five topics: communication, collaboration,
compassionate caring, comfort, and cultural (spiritual) care. The end of life treatment in Hospice
differs from that in hospitals because the medical and support staff are specialized in treating only
the terminally ill patients. Hospice is a type of care provided without curative intent and is usually

provided when the patient has 6 months or less to live(5).

According to WHO recommendations, the ratio of at least one neurologist for 50,000 individuals
in a state is needed to provide the appropriate care for stroke survivors. On the other hand, in SSA
in the best circumstance, it is one for 500,000 in countries like Ivory Coast and Senegal. In
Ethiopia, the ratio was one for 10 million people 10 years ago; it is now one for 5 million.
Neurology training programs in sub-Saharan Africa are relatively limited in number and have
several unmet needs including a slight team of faculty as well as a chance to regulate curricula and

financing of program’s. The lack of stroke units all over SSA, health professionals and limited

14



health care resources are contributing to the high stroke related mortality and the overall recovery
process of stroke survivors(22).

A qualitative study conducted in the UK stated that stroke survivors felt not backed up. The study
participants were questioned in the course of changeovers between units, discharge home, waiting
for therapies to begin, and when services withdrew. The majority of the respondents indicated that
the therapy they were receiving didn't have sufficient intensity, frequency, as well as length, which
was perceived as an unmet need. Ongoing visual, and hearing disorders appeared to be another

unresolved need that respondents felt had not been adequately addressed (27).

Another quantitative community based study which was conducted in the UK reported that almost
half of the stroke survivors who participated in the study reported long term unmet needs. Stroke
survivors related unmet needs with physical as well as emotional difficulties by which of those
participants who had experienced problems related to mobility, falls, pain, and incontinence,
unmet needs were reported by 25%, 21%, 15%, and 21% of respondents, respectively and of those
with stroke-related emotional problems, 39% of the respondents reported unmet needs. Higher
proportions of unmet needs were reported to fatigue, memory, and concentration. More than half
of the study participants reported wanting more information about the cause and prevention of
recurrence of Stroke(28). Both studies conducted in the UK stated that less than half of the study
participants had a longer term unmet need, which is potentially attributed to the availability of
rehabilitation centers and the health care delivery system of the country.

A national survey which was carried out in Ireland which used the self-reported long term unmet
needs tool (SRLNS), stated that over 80% of respondents had no long term unmet needs after
Stroke and that they are contented with the overall recovery progression following Stroke. But
common difficulties conveyed after Stroke involved movement complications, emotional
difficulties, tiredness, loss of attention, and arm dysfunction. Participants who declared problems
with speech, reading, as well as writing were more likely to receive speech and language
therapy(29).

Stroke survivors may face impairments, such as fatigue, cognitive disorders, mood disturbances,
and reduced quality of life (30). The beginning as well as development of exhaustion were
subjective for each respondent, being subjective by the individual experience of ongoing residual

symptoms, age, the understanding of comorbidities, weakness due to increased age and public
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situations. Due to tiredness and not having role, study respondents complained about several
feelings such as guilt, reliance as well as decreased self-confidence. Originally, blaming self was
recognized due to an incapacity to accomplish pre-stroke parts. These emotional state of blaming
self were stated by participants who were worried that they were not as emotionally existing to

their loved ones as pre Stroke, due to their lethargy or wanted to sleep more(31).

2.3. Determinants of unmet supportive care needs of stroke survivors

2.3.1. Sociodemographic characteristics
Previous literatures state that stroke recovery is greatly affected by the socioeconomic status of

survivors. A study in south London mentioned that there is a 75% chance of poor stroke outcomes
among survivors with low socioeconomic status compared with the ones with high socioeconomic
status after controlling for other variables. A study conducted in 8 diverse European nations found
that the risk of Stroke amplified by 9% per year in men and 10% per year in women(32). The
burden of Stroke in individuals younger than 65 years showed an increment with in the last few
decades, with the incidence increasing worldwide by 25% among adults aged 20 to 64 years (20).
There is a concerning shift in the overall stroke burden towards younger age groups, particularly
in low- and middle-income countries. About 12% of strokes in India occur in people younger than
40 years(33). On the other hand, a cross sectional study conducted in Germany about the Social
work support and unmet social needs in life after stroke stated that age and sex were similarly
distributed in patients(34).

2.3.2. Physiotherapy
According to a report from the world confederation of physical therapy; medical support, political

support, service demand or waiting list, economic considerations and educational level were one
of the factors identified as barriers to physiotherapy utilization (35). A cross-sectional study which
was conducted in West Africa stated that the physiotherapy utilization of stroke survivors is low.
Among those who were on physiotherapy, most were from urban residency(16). People with
Stroke should receive physiotherapy for at least 45 minutes every day until they start gaining their
motor functions back. Most people recover quickly, given the proper type of care is provided with
an adequate amount. After approximately three months, the recovery period usually slows down.
After this time, improvements usually happen. It is recommended that if stroke survivors have
ongoing difficulties, they should continue to have rehabilitation (including physiotherapy) for as
long as they need (36). A systematic review conducted in South Africa on the current rehabilitation
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services and physiotherapy stated that there is a need to focus on physiotherapy stroke
rehabilitation services and on barriers that hinder full social integration of the patient, including

return to work and improving quality of life(37).

2.3.3. Clinical characteristics

A study conducted in Germany to assess the unmet social needs of stroke survivors stated that
patients who had comorbidities like diabetes mellitus, hypertension and recurrent stroke reported
more unmet social support needs than those participants with no comorbidities. According to the
study findings patients with comorbidities reported at least one unmet need. In addition to reporting
negative impacts of stroke on their lives, participants in the study also reported more unmet needs
when having greater Modified Rankin Scale than patients with less disability measure (34). The
Modified Rankin Scale has been used in scientific study for above 30 years and is a common
standard for assessing functional outcomes in patients with stroke. Multiple studies have shown
that the MRS correlates with physiological indicators such as stroke type, lesion size and

neurological impairment as assessed by other stroke evaluation scales.

Measure of disability was found to be directly associated with decreased quality of life and wanting
more physical and psychosocial supportive care needs. A study conducted in Kenya stated that
males had higher score than females in all the domains except in physical functioning and that the
scores decreased with an increase in age in most domains(38). Another study conducted in South
Africa on the quality of life of stroke survivors in six months’ post stroke with a total sample of
100 participants consisted of 50% men, and 50% women with a mean age of 61 stated that 35%
had problems with mobility and self-care. In contrast, 42% had severe problems with everyday
activities, and 37.8% expressed having anxiety and depression. Quality of life at two months, and

urinary incontinence were significant predictors of quality of life at six months (39).

2.4.  Long Term Unmet Needs After Stroke Tool
Several tools have been used to capture unmet needs in the post-stroke population(40). The Stroke

Association survey was designed to identify unmet needs in stroke survivors, but the survey tool
has not been psychometrically evaluated. The Southampton Needs Assessment Questionnaire,
which is not a Stroke specific tool, and the Stroke Impact Scale tools' response rate, was low. The
self-reported unmet needs after stroke tool(SRLNS) contained fewer domains compared with other
Stroke specific tools(28). The Greater Manchester Stroke Assessment Tool (GM-SAT) has been
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intended for an evaluator to work with the stroke survivor to detect and give solutions for unmet
needs using set of rules. However, it takes around 73 minutes for a single patient to complete the
questionnaire (41). The Long-term unmet needs after stroke questionnaire (LUNS) tool is alone as
a self-completion questionnaire with well described acceptability, validity, and reliability to
identify the long term unmet supportive care needs in other countries. The LUNS tool has been
reported to be quick for stroke survivors to complete and easy to interpret. Within the stroke
population, it can be used practically to identify unmet needs relating to either Stroke or
comorbidities (42).

The LUNS is a 22 item questionnaire that measures the long term complications affecting physical
social and mental wellbeing in the particular context of long term stroke care. The center of aging
and rehabilitation developed LUNS as part of the National Institute for Health Research funded
program grant in the Bradford Institute for Health Research in the United Kingdom. It has been
recommended by the national stroke strategy of the United Kingdom and accelerated stroke
improvement program, LUNS can be used to identify the longer-term unmet needs after Stroke for
individual patients during post stroke review, and it also helps to evaluate how well a service is
meeting needs of stroke patients within a service. Even though the LUNSs questionnaire has neither
been validated nor translated in any local language in Ethiopia, the tool has been translated and

validated in other countries with other languages. It is reliable and valid (43).
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2.5.  Conceptual framework

Long Term Unmet
Supportive Care Needs

Physical relationships,
managing money, accessible
holidays, pain, driving,
memory, information,
employment, benefits, daily

occupations, bladder control,
mood, adaptations outside,
diet, personal care, home
help, moving house,
transportation, adaptations
inside, falling, mobility, blood
pressure

Neurologic factors
Type of stroke, recurrence,
Duration of stroke,

Disability level of the patient

Socio- demographics characteristics

Age, sex, marital status, educational status,
employment status, resident, income

Clinical factors Physiotherapy service utilization,
duration of physiotherapy utilization, comorbidities
like Hypertension, Diabetes mellitus, Heart diseases

e Broken arrows are used to indicate relationships that exist between variables, but will

not be assessed for this study.

Figurel: Conceptual frame work to identify the Long Term Unmet Supportive Care Needs among
adult stroke survivors adopted and amended from different literatures for this study (23-35).
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2.6.

Research questions

What is the magnitude of the Long Term Unmet Supportive Care Needs of Stroke
Survivors in TASH and SPHMMC?

What are the factors associated with the Long Term Unmet Supportive Care Needs of
Stroke Survivors in TASH and SPHMMC?
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3. OBJECTIVES

3.1.  General objective
To assess the Long Term Unmet Supportive Care Needs of Stroke Survivors in Tikur Anbessa

Specialized Hospital and Saint Paul’s Hospital Millennium Medical College, Addis Ababa,
Ethiopia.

3.2.  Specific objectives

1. To describe the long term unmet supportive care needs of stroke survivors

2. To assess the factors associated with long term unmet supportive care needs in stroke

survivors
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4. METHODS AND MATERIALS

4.1.  Study area and period
The study was conducted in Tikur Anbessa Specialized Hospital (TASH) and Saint Paul’s

Hospital Millennium Medical College (SPHMMC) in Addis Ababa, the capital city of
Ethiopia. Addis Ababa lies at an elevation of 2,200 meters (7,200 ft.) and is located at
9°1’48”N 38°44°24”E / 9.03000°N 38.74000’E. The hospital is a teaching hospital of Addis
Ababa University and a major referral center from all corners of the country. TASH treats
different neurologic cases on the neurology outpatient department(OPD) twice a week and
allocated one additional day to treat stroke survivors in the OPD. The neurology OPD of
TASH is found on the first floor of the hospital and treats an average of 30 patients per day
before the COVID 19 pandemic. SPHMMC is the second largest hospital in Ethiopia
following TASH. It treats all neurologic cases 4 days a week in the neurology OPD. All
stroke survivor’s attending Neurology OPD for follow up in TASH and SPHMMC who were
available during the study period were included in the study. The neurology OPD of
SPHMMC is found on the ground floor of the first building and patients are first treated by
the nurses who work on the neurology OPD. The study period was in 3 months’ period from
March 2020 to June 2020.

4.2.  Study design
Institution based cross sectional study was conducted.

4.3. Populations

4.3.1. Source population
All stroke survivors coming for a follow up in neurology outpatient department of TASH and

SPHMMC.

4.3.2. Study population
Stroke survivors above 18 years’ old who were diagnosed with stroke at least 6-months prior

to the time of the study period.
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4.4. Eligibility criteria
4.4.1. Inclusion criteria
Stroke survivors who were 18 years of age and above, had their last stroke attack at least 6 months

prior to the study period and started follow up at neurology outpatient department of TASH and
SPHMMC.

4.4.2. Exclusion criteria

e Stroke patients who were not able to represent themselves at the same time who didn’t have

anyone to represent them as a caregiver.

e Stroke survivors who had their last attack with in the past 6 months were excluded from
study.

4.5.  Sample size determination and sampling technique
The sample size was determined using single population proportion formula using Epi info
version 7.2.2.6 software. Since we couldn’t find any previous studies conducted to determine
the unmet supportive care needs for stroke survivors in Africa, sample size for the general
objective was calculated considering P=0.5 to attain the maximum sample size. In which P
represents the percent or proportion of stroke survivors who have long term unmet supportive

care needs

-) , N
z2 0Pl 1 — p)

£ h— -
w2

e Where, o= The level of significance which can be obtain as 1confidence level

e W= Maximum acceptable difference

e 7 0/2 = The value under standard normal table for the given value of confidence level

e p=Population Proportion
n=1.96"2*0.5*0.5/0.05"2

n= 384
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By considering non response rate, 422 stroke survivors were included in the study for the first
general objective. The sample size for the specific objectives was also calculated using Epi info
version 7.2.4.0 considering different factors but since the total sample size calculated for the
general objective had the largest value, 422 stroke survivors was included in the study.

4.6. Sampling procedure
All stroke survivors who were available at the TASH neurology OPD and SPHMMC neurology

OPD during the study period were included in the study. Due to the current COVID 19 pandemic,
the patient flow was reduced so all patients that are eligible were included in the study. During
selection of the participants, if the person was not eligible to be included or not willing to

participate, the data collector proceeded to the next eligible person.

4.7. Variables
Dependent variable — Long Term Supportive Care Needs (Physical relationships, managing

money, accessible holidays, pain, driving, memory, information, employment, benefits, daily
occupations, bladder control, mood, adaptations outside, diet, home help, moving house,
transportation, adaptations inside, falling, mobility, blood pressure) The mean of these variables

was calculated and further dichotomized by the mean to make it suitable for logistic regression.
Independent variables

Socio demographic characteristics; age, sex, marital status, educational status, employment

status, residence, income

Clinical factors; Physiotherapy service utilization, comorbidities like Hypertension, Diabetes

mellitus, Heart diseases, Disability level
Neurologic factors; type of stroke, duration since first attack of stroke and history of recurrence

4.8.  Data collection process
Data concerning patient’s socio-demographic and clinical characteristics and also supportive care

needs of the patient was assessed using a standard questioner. The questionnaire was translated
into Amharic and was tested by a pretest. The LUNSs is a standardized instrument for measuring
stroke patients’ longer term unmet needs. A total number of 22-items are included in the
questionnaire. The National Stroke Strategy in the UK only states that needs may continue in the
long term without suggesting when this period may start or end. The National Clinical Guideline
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for Stroke refers to ‘long term’ as 6 months or longer after stroke, which marks the period
immediately after active rehabilitation when maximum physical recovery is considered to have
been achieved(44). So Data was collected from stroke survivors after 6 months since their last
attack. Level of disability of the stroke survivors was also measured by using The Modified Rankin
Scale (mRS), which assesses disability in patients who have suffered a stroke. A score of 0 is no
disability, 1 is No significant disability despite symptoms; able to carry out all usual duties and
activities , 2 is Slight disability; unable to carry out all previous activities, but able to look after
own affairs without assistance, 3 is Moderate disability; requiring some help, but able to walk
without assistance , 4 is Moderately severe disability; unable to walk without assistance and unable
to attend to own bodily needs without assistance ,5 is Severe disability; bedridden, incontinent and
requiring constant nursing care and attention and 6 is death. Data was collected by nurses who
have bachelor’s degree in nursing and working in the neurology clinic of TASH and SPHMMC.
Training was also given for the data collectors for three days on the contents of the questionnaire,
identification of patients based on the inclusion or exclusion criteria, how to approach and get
consent from patients by the principal investigator. The principal investigator supervised the data
collection process every twice a week to monitor the data collection procedure.

4.9.  Operational definitions
A stroke survivor is a person who has had a stroke attack previously and is not currently receiving

acute comma care.
Care giver is an adult who takes care of the stroke survivor.

An unmet need was defined as ‘a problem that was not being addressed or one that was being

addressed, but insufficiently’.
Long term unmet need- unmet needs that exist at least after 6-month post stroke.

Quality of life is the state of wellbeing that is a composite of two components: the ability to
perform everyday activities that reflect physical, psychological, and social well-being; and patient
satisfaction with levels of functioning and control of the disease
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4.10. Data processing and management
The collected data was coded, entered, cleaned, analyzed and checked for its clarity,

consistency and completeness up to the end of each data collection period. Data was entered
using Epi INFO Software Version 7.2.4.0

4.11. Data analysis
Data were checked for completeness, consistencies and outliers by the principal investigator and

entered into Epi INFO version 7.2.4.0 software package. Then data was exported to Statistical
Packages for Social Sciences (SPSS) version 25 for analysis. The analysis ranged from simple
descriptive statistics to multivariable logistic regressions.

The descriptive part was summarized using frequency distribution and proportions for categorical
variables and for continuous variables like age and income level were described using median and
interquartile range since they were not normally distributed.

The 22 variables that were included in the LUNS tool were combined into one by calculating the
mean. The mean of these variables was further dichotomized by calculating its population mean
as having no unmet need and having unmet need. If a patient reported unmet needs that were above
the population mean, it is considered as having unmet need. On the other hand, if a patient reports
unmet needs below the mean value it was considered as having no unmet need.

The association between independent variables and unmet need categories (no & unmet need) was
first examined using bivariate logistic regression analyses. To identify associated factors of
supportive care needs multi-variable logistic regressions were used. Any variable with p-value of
< 0.2 on bivariate test was candidate for multivariable model along with variables that are clinically
significant. After inserting the candidate variables to the model, interaction among the variables in
the model was also checked.

After model building the goodness of fit of the model was checked using Hosmer &Lemeshow
test which was considered as the most reliable test, other model test used was omnibus test (to
compare the new model with baseline model). A p-value of <0.05 was used to declare a statistically
significant association and also 95% (CI) was constructed.

4.12. Ethical considerations
Ethical approval was obtained from the research and ethical committee of the School of Public

Health, College of Health Sciences, Addis Ababa University. Permission was also secured from
Anne Forster on behalf of Bradford Teaching Hospitals NHS Foundation as the tool couldn’t be

transmitted without prior written permission. Furthermore, the ethical review board of SPHMMC
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and TASH neurology department reviewed the proposal and another ethical approval was received
from both. The head nurse of the neurology clinic of TASH and SPHMMC was informed about
the objective of the study and written permission was obtained before starting data collection. Any
information learned from this study which might identify the participant was kept confidential.
Survivors with communication difficulties gave the information by the help of their care givers.
For caregivers or stroke survivors who were non-literate the consent was read to them and for
literate caregivers written informed consent was obtained before participating in this study. The
findings from this study will help to find out the unmet needs of stroke survivors and address the
policy implications to support the area. This will help health professionals to assess the unmet

needs and to address the identified gaps.

4.13. Dissemination of findings

After completion of this thesis, the final result will be submitted to Addis Ababa University

College of Health Science School of public health. The finding will also be submitted to the OPDs
of TASH and SPHMMC. The results of the study will be presented during thesis defense. It will
be steered for the local community of AAU’s academic and research community, and for relevant
public and private stakeholders. The findings of the research will also be conversed through
presentation in workshops and meetings, a brief summary of the key findings and
recommendations will also be developed and shared with conference participants. Abstracts from
the study will be presented on different seminars national and international scientific conferences.
And publication of the findings of the research will be made in an international peer reviewed

journals.
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5. Result

5.1.  Sociodemographic characteristics

A total of 422 participants were selected for this study. More than half of the participants (57.6%)

were male. Three hundred thirty-eight (80.1%) of the study participants were from urban residency
and of those, the majority (72.7%) were from Addis Ababa. Around three fourth of the total study

respondents stated that they are orthodox religion followers. Two hundred eight (58.2%)

participants attended secondary school and above. The overall median age was 54.5 years with
IQR (42.75-62.25) years and the overall income had a median value of 4000 Ethiopian birr and

with an IQR of (2000-6000) Ethiopian birr.

Table 1: Sociodemographic characteristics of stroke survivors in TASH and SPHMMC,

2020

Variables Categories Frequency(n=422) Percentage(%o)

Sex Male 243 57.6
Female 179 424

Residence Urban 338 80.1
Rural 83 19.7

Region Addis Ababa 307 72.7
Oromia 77 18.2
Ambhara 19 4.5
Others 19 4.5

Religion Orthodox 323 76.5
Protestant 45 10.7
Catholic 39 9.2
Muslim 15 3.6

Marital status Married 282 66.8
Never married 50 11.8
Divorced 32 7.6
Living together 58 13.7

28



Highest
educational level

Occupation

Age

Income

Illiterate

Can read and write
Primary school
Secondary school
Diploma and degree
Masters and above
Housewife/unemployed
Student

Farmer

Daily laborer
Government employee
Trader
Private/NGO

<45

45-54

55-64

65-74

75-84

>85

>500

500-2500

2500-5000
5000-10,000
>10,000

40
80
56

101

107
38
56
46
47
22

118
68
65
72
67

105

105
52
21
33

106

155

118
10

9.5
19
13.3
23.9
254

13.3
10.9
111
5.2
28
16.1
15.4
17.1
15.9
24.9
24.9
12.3
5.0
7.1
25.3
37
28.2
2.4
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5.2.  Clinical characteristics of participants

Ischemic stroke was the most commonly reported type of stroke accounting for 360(85.3%) of all

the total stroke types. More than half (62.6%)of the stroke survivors presenting to the neurology

OPDs of the hospitals where the study took place for a follow up had their last stroke attack before

12 months. One hundred ninety-two participants reported a history of stroke recurrence. Of all the

comorbidities reported, hypertension consisted the most part being reported by 61.4% of the total

study participants followed by diabetes mellitus which was reported by 27%(114) of the stroke

survivors. According to the Modified Rankin Scale measure of disability,37.7%(159) of the

respondents had no significant disability despite symptoms, whereas 3.8%(16) of the stroke

survivors had severe disability.

Table 2: Clinical characteristics of stroke survivors in TASH and SPHMMC, 2020

Variables Frequency(n=422) Percentage(%6)
Stroke type

Ischemic 360 85.3

Hemorrhagic 62 14.7
Time since last stroke attack

6 months 50 11.9

6-12 months 108 255

>12 months 264 62.6
History of recurrence

Yes 192 45.5

No 230 54.5
History of hypertension

Yes 259 61.4

No 163 38.6
History of diabetes mellitus

Yes 114 27
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No 308 73
History of heart diseases

Yes 82 194

No 340 80.6

Measure of disability

No symptoms at all 59 14

No significant disability despite symptoms 159 37.7
Slight disability 122 28.9
Moderate disability 44 104
Moderately severe disability 22 5.2
Severe disability 16 3.8
Death 0 0

Physiotherapy utilization
Yes 157 37.2
No 265 62.8

5.2.1. Physiotherapy utilization

Only 157(37.2%) of the stroke survivors who were included in the study stated that they utilize
physiotherapy services. Among those who use physiotherapy 8.3%(13) were receiving therapy
every day excluding weekends and holidays, meanwhile 35.7% of the participants reported that
they use physiotherapy 2-3 times per week for 30-45 minutes. On the other hand, 56.1%(88) of
the respondents stated that they use physiotherapy less than 2 times a week or irregularly. More
than half of the participants 62.8%(265) stated that they don’t use physiotherapy services.
Financial problems, long distance and unsatisfactory services in the physiotherapy centers were
reported by 38.2%,21% and 40.8% of the study participants as reasons not to use physiotherapy.
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Physiotherapy utilization

® participants who don't utilize physiotherapy

= participants who utilize physiotherapy

Figure 2: Physiotherapy utilization of stroke survivors in TASH and SPHMMC, 2020.

5.3.  The magnitude of unmet supportive care needs

All of the study participants who were included in the study reported at least one unmet need.
Almost all of the participants (416) stated that they need more information about their stroke (why
it happened and how to avoid having another one). Two hundred seventy-three (64.7%) of the
participants stated that they haven’t gotten their blood pressures checked and they would like to
get checked. Needing advice on how to manage pain (getting regular pain and finding no solution
to ease it) was also another unmet need that was reported by 54.5%(230) of the total study
respondents. Needing help, problems with bladder / bowel (accidents, constipation, diarrhea), need
help with cutting toenails, washing oneself or dental care (including dentures) and concerns about
getting back to driving were the least reported unmet needs. The magnitude of each unmet need is

summarized in the table below.

Table 3: The magnitude of unmet supportive care needs in TASH and SPHMMC, 2020.

Variables Frequency(n=422) Percentage(%o)
Need information about stroke 416 98.6
Need blood pressure checkups frequently 273 64.7
Need help managing pain 230 54.5
Worsening movement disorders 180 43
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Afraid of falling again 297 70.4

Need adaptations/aids inside home 224 53.1
Need adaptations outside home 212 50.2
Need advice about driving again 110 26.1
Need advice on traveling on public transportation 340 80.6
Need help in completing chores 231 54.7
Need to move to another home 250 59.2
Need advice about improving diet 335 79.4
Need advice about financial management 244 57.8
Need help to apply for benefits 302 72.5
Need advice on employment after stroke 306 72.5
Need help to take a bath and cut my nails 180 42.7
Need help with my bladder and bowel activities 142 33.6
Need advice about my physical relationship 208 49.3
Need help about concentration and mood 306 72.5
Need advice on how to occupy my day better 314 74.4
Need help with catering during holidays 223 52.8

5.3.1. Highly reported unmet needs
The top ten frequently reported unmet needs are summarized in the chart below. Nearly all (98.6%)

of the study participants reported needing more information about their condition and on how to
avoid another recurrence. Seeking advice on how to use public transportation is also another unmet
need reported by 80.6% of the study respondents followed by needing advice on modifying their
diet (79.04%).
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Long Term Unmet Supportive Care Needs

Home

Blood pressure

Falls

Benefits

Employment
Concentration and mood
Daily activity

Diet

Public transportation

Information

0.00% 10.00% 20.00% 30.00% 40.00% 50.00% 60.00% 70.00% 80.00% 90.00% 100.00%

Figure 3: Top 10 highly reported unmet needs among stroke survivors in TASH and SPHMMC, 2020.

5.4.  Bivariate and Multivariable analysis
The presence of association between sociodemographic characteristics and clinical characteristics

with Long Term Unmet Supportive Care Needs first was analyzed by bivariate logistic regression.
After examining the statistical significance of independent variables by using the bivariate logistic
regression. Residence, educational status, occupation, time since last stroke attack, history of
hypertension, history of DM, history of heart diseases and physiotherapy utilization were found to
be statistically significant variables with (p<0.25). Thus, these variables were further analyzed in
multivariable logistic regression. The table below summarizes the findings of bivariate and

multivariable logistic regression.
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Table 4: Association between sociodemographic and clinical characteristics with long term
unmet needs of stroke survivors, TASH and SPHMMC, 2020.

Variables Having unmet Un adjusted Adjusted P-value
needs OR(95% ClI) OR(95%Cl)
Frequency N(%b)
Residence
Urban 145(42.9) 2(1.2,3.2) 1.785(0.821,3.884)  0.14
Rural 50(60.2) 1 1

Educational status

Iliterate 18(45) 1.011(1.15.2)  2.9393(0.635,9.019) 0.1
Can read and write 53(66.2) 2.425(1.9,11.02) 6.551(2.087,20.561)  0.001
Primary education 22(39.3) 0.799(0.71,3.45)  1.318(0.406, 4.286)  0.46
Secondary education 38(37.6) 0.745(0.93,5.2)  1.747(0.615,4.966)  0.29
Diploma and degree 48(44.9) 1.005((1.23,2.7)) 0.594(0.238.1.484)  0.28
Masters and above 17(44.7) 1 1

Occupation

Housewife/unemployed 34(60.8) 1 1

Student 3(25) 0.250(1.1,1.83)  7.970(2.166,29.329)  0.23
Farmer 32(54.2) 0.702(0.53,1.4)  1.374(0.389, 4.849)  0.22
Daily laborer 2(28.6) 0.321(0.89,1.01)  1.603(0.526,4.884)  0.45
Government employee 73(52.9) 0.343(0.43,2.1)  1.961(0.317,12.148) 0.322
Trader 18(34) 0.208(0.51,2.3)  4.307(1.080,17.173)  0.421
Private/NGO 34(35.4) 0.938(0.59,3) 7.373(2.231,24.365)  0.07

Time since stroke

6 months 27(54) 1.63(1.2,1.9) 1.203(0.558,2.595) 0.34
6-12 months 58(54.2) 1.64(1.31,2.81) 2.004(1.121,3.581)  0.019
>12 months 110(41.8) 1 1

History of HTN
No 41(25.2) 1 1
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Yes 155(59.8) 4.4(2.8,4.5) 5.331(3.108,6.146)  0.001
History of DM

No 134(43.5) 1 1

Yes 62(54.4) 1.5(1.1,2.3) 1.104(0.635,1.921)  0.726
History of heart disease

No 139(40.9) 1 1

Yes 57(69.5) 3.2(1.96,4.5) 2.632(1.410, 4.913)  0.007
Physiotherapy utilization

No 139(52.5) 1.9(1.29,2.9) 3.422(1.839,6.369)  0.002
Yes 57(36.3) 1 1

Stroke survivors who can only read and write were more likely to report Long Term Unmet
Supportive Care Needs than those who had advanced educational status with an AOR of 6.551 and
a 95% Cl of (2.087, 20.561). Stroke survivors who had their last stroke attack within 6- 12 months
were also 2 times more likely to report long term unmet needs than those who had their last stroke
attack before a year or more with AOR=2.004 and 95% CI (1.121, 3.581). Being hypertensive was
also another variable which had significant association with Long Term Unmet Supportive Care
Needs, by which hypertensive patients were 5 times more likely to report Long Term Unmet
Supportive Care Needs than those who were not hypertensive with AOR= 5.331 and a 95% CI
(3.108, 9.146). Stroke survivors who utilized physiotherapy were 3.4 times more likely to report
unmet needs than those who don’t use physiotherapy with AOR= 3.422 and a 95% CI
(1.839,6.369). Stroke survivors with heart diseases were 2.6 times more likely to report long term
unmet needs than those who doesn’t have heart diseases with AOR=2.632 and a 95% CI of
(1.410,4.913).

36



6. Discussion

This study aimed to assess the magnitude of the long term unmet supportive care needs among
stroke survivors and its associated factors in Tikur Anbessa Specialized Hospital and Saint Paul’s
Hospital Millennium Medical College. We found that residence, educational status, occupational
status, time since last stroke attack, history of hypertension, history of diabetes mellitus, history of
heart diseases and physiotherapy utilization were found to be statistically significant factors for
patients to experience higher Long Term Unmet Supportive Care Needs. The median age of the
stroke survivors which were included in this study was 54.5 with interquartile range of 42.75 to
62.25 with males being the majority sex group. This is consistent with several hospital-based
studies and reports by which stroke seems to be affecting the younger age groups within this
decade(23).

Residency had a significant association with unmet supportive care needs on the binary logistic
regression. Participants living in rural areas were 2 times more likely to report unmet supportive
care needs than participants who live in urban areas. This might be caused by the lack of health
infrastructure and distance from the rural area. The findings go in line with a study conducted in
England by which participants living in less accessible areas to therapy reported more unmet needs
(45).

Disability level was identified by using the Modified Rankin Scale and only 3.8% of the study
participants had severe disability. This can be explained by those with severe disability may have
died earlier, or are difficult to be brought to a hospital (need of a CONTRACT taxi which is
expensive for an average Ethiopian, or stigma fear by families. The level of disability was
significantly associated with number of unmet needs reported. This finding was consistent with a
study conducted in Germany by which the level of disability of stroke survivors was significantly
associated with unmet psychosocial supportive care needs(46).

Physiotherapy utilization was reported by 37.2 % of the participants in this study. Similarly, a
study which was conducted in West Africa stated that the physiotherapy utilization of stroke
survivors is low (16). In this study, not being able to afford the services provided, long distance
from home to the physiotherapy utilization centers, transportation related issues and unsatisfactory

services were identified as reasons for not using physiotherapy. This goes in line with the report
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from the world confederation of physiotherapists were service demand or waiting list and
economic considerations are identified as barriers to physiotherapy utilization (35).

The prevalence of unmet supportive care needs in the current study ranged from 26.1%(Driving
needs) to 98.6%(Information needs). All of the study respondents reported at least one unmet
supportive care need from the 22 questions included in the LUNS tool. Likewise, in a study
conducted in Europe, two hundred eighty-four respondents (54%) reported wanting more
information about the cause of their stroke and prevention of recurrence. There were no significant
differences in reporting unmet needs by sex in our study. Similarly, a study conducted in Germany
stated that social support needs were almost equally reported among both sexes (34). Another
study conducted in Europe reported that Income was significantly associated with reporting Unmet
needs. It stated that stroke survivors with low socioeconomic characteristics reported more long
term unmet needs than those with high socioeconomic characteristics. On the contrary, we didn’t
find any significant association between income and reporting long term unmet needs above the
mean value(30).

History of hypertension was reported by 61 % of stroke survivors. Two hundred seventy-three of
the respondents in this study reported that they need blood pressure checkups more frequently.
Similarly, another study conducted in Addis Ababa Ethiopia mentioned that hypertension occurred
in 65% of the total study participants irrespective of their stroke type. In this study, Eighty-five
percent of the participants had ischemic stroke while only 14.7% had hemorrhagic stroke types.
On the contrary, the frequency of hemorrhagic stroke had been reported to be higher in Sub
Saharan African countries. This discrepancy might be the result of the increased mortality in
hemorrhagic stroke type. In addition, a hospital based study conducted in Ethiopia stated that the
in hospital mortality of hemorrhagic stroke types is higher than ischemic ones. So patients might
not make it until their long term checkups (6 months) (1).

In addition to Hypertension, clinical factors like Cardiac diseases and Diabetes mellitus also
contributed to reporting more long term unmet supportive care needs. On the other hand, a study
conducted in Tikur Anbessa specialized Hospital in Addis Ababa stated that the frequency of
diabetes in stroke patients was low. This discrepancy could be clarified by their limited sample
size and single hospital-based design of the study(23). But in another INTERSTROKE study, it
was stated that diabetes was prevalent among 21% of patients with ischemic stroke which goes in

line with our study(4). Cardiac diseases are mentioned as important risk factors for ischemic stroke
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in different literatures. In this study, history of heart disease was significantly associated with
reporting long term unmet supportive care needs after controlling for other variables. These
findings go in line with a study conducted in Europe by which patients who had comorbidities
reported more unmet needs than the others(47).

More than half of the study respondents (54%) reported needs related to pain management (they
have constant pain and nothing seems to ease it). On the other hand, a study conducted in England
stated that only 39.5% stroke survivors reported unmet needs regarding pain. This difference might
be as a result of the medical and rehabilitation system differences of the two countries. Worsening
of movement disorders and seeking help to improve these were reported by 43% of the study
respondents(27).

Another unmet need which was reported by most of the study participants (70.4%) in this study,
was being afraid of falling again and the fear is preventing them to do previous activities they were
used to function. In addition to this, needing help to improve concentration and memory were
reported by 72.5% of the total study respondents. This should be analyzed carefully as most
patients might need psychosocial support in addition to physiotherapy to heal physically and
mentally to move on with their activities without fear over time. Needing advice on getting back
to driving was one of the least reported unmet needs (26.1) while seeking information on how to
use public transportation again was one of the highly reported unmet needs (80.6%). Similar
findings were reported in Europe regarding transport and travel concerns(42).

Adaptations or aids are directly linked with physical disabilities, need for additional aids like
kitchen equipment) or adaptations like stair lift, grab rails inside the home are reported by 53.1%
of the study respondents in this study, whereas adaptations outside the home such as ramp, rail or
wheelchair were reported by half of the respondents (50.2%). This is critical to stroke survivors as
they suffer with the long term physical disabilities of the diseases. On the other hand, a study
conducted in Australia mentioned that mobility aids and home adaptations were provided for 54%
and 31% of the patients respectively after discharge from hospital and this facilitated their ability
to adapt to ongoing physical disabilities following their stroke. Mobility aids comprised
wheelchairs, scooters, walking sticks and frames, which allowed physical functioning as well as
independence(46).

Intimacy problems is mentioned as one of the most commonly reported emotional problems after

stroke according to the American stroke association. In addition, in a study conducted in Europe,
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feelings of guilt were reported for some respondents who were worried that they were not as
emotionally presented to their loved ones as they were before the Stroke. In our study, we found
that sexuality needs were reported by almost half (49.3%) of the participants. This figure was
unexpectedly high and should be understood with attention because talking about sex is a taboo or
embarrassing in the culture of our setup so patients might not be honest about sexual relationship
questions. Moreover, this might eventually make patients distinguish that sexuality is of little
significance in spite of having certain sexual problems(48)(27).

In our study stroke recurrence was reported by many stroke survivors who participated in this
study. This showed a discrepancy with a study conducted in Europe by which stroke recurrence
was reported by only 14% of the study participants. This difference can be explained by our
hospital based study and their study being a population based survey. Since it’s a hospital based
study more complications or recurrences might be reported than that of a population based
study(49). On the other hand, our finding goes in line with a study conducted in united states of
America, by which recurrent strokes make up almost 25% of the closely 800,000 strokes that
happen yearly in the USA. The study reported that around half of patients who survive an ischemic
stroke or TIA are at increased risk of recurrent stroke. In addition, recurrent events lead to
prolonged hospitalization and worsened functional outcome in the long term(50).

Another important variable which has a significant association with long term unmet supportive
care needs above the mean value is time since stroke attack, with a decrease in frequency of unmet
supportive care needs as time progresses from their last stroke attack. This was consistent with a
study conducted in Singapore on factors related to met needs for rehabilitation 6 years after post
stroke which stated that unmet needs after stroke seem to be relatively stable over time(51).

The current COVID 19 pandemic might have affected the findings of the study as most patients
who had appointment during this study period were not present and as a result this compromised
the intended sampling procedure. In addition, patients who were available despite the pandemic
might have serious concerns about their stroke which could affect the result.
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7. Strength and Limitation of the study

7.1.  Strength
e The analysis of previous studies on Unmet Supportive Care Needs of Stroke Survivors was

only descriptive but this study incorporated descriptive and advanced analysis

e Permission was obtained from Anne Forster on behalf of Bradford Teaching Hospitals

NHS Foundation to use the Long Term Unmet Needs Questionnaire Tool

7.2. Limitations

e The study was conducted in two hospitals in Addis Ababa, so the findings can’t be

generalized to all residents in Addis Ababa as well as other regions of the country.

e Due to the current COVID 19 pandemic, qualitative data was not collected to minimize

risk for both the data collectors and the patients.

e Due to the current COVID 19 pandemic, the patient flow was lower than anticipated so all
eligible patients who were available during the study period were included in the study to

attain the desired sample size (sampling procedure).
8. Conclusion

In our study, long term unmet supportive care needs were identified as problems to stroke survivors
being reported in varying frequency. Information needs about stroke and how to avoid another one
were the most frequently reported unmet needs. This study also revealed other factors associated
with long term unmet supportive care needs and highlighted the importance of considering
sociodemographic and clinical characteristics such as rural residence, lower educational level, time
since last stroke attack, the presence of comorbidities like hypertension as well as heart diseases
and physiotherapy utilization when working with stroke survivors on the health care settings as
these factors may help identify individuals who are more likely to experience unmet supportive

care needs.
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9.

Recommendation

Health care provider’s/health facilities:

Health care providers should provide information about the patients’ condition and how
to avoid recurrence, how to make dietary modifications and routine assessment of unmet
needs should be done along with medical care to address unmet needs whenever
encountered by patients as needs are subjective to each patient.

Appropriate physical rehabilitation programs in healthcare setting should be provided with
adequate intensity and quality for stroke survivors as unsatisfactory services in the
physiotherapy centers were identified by most participants as a reason not to utilize
physiotherapy in this study.

Health facilities should establish a psychosocial support service and group therapy sessions
for stroke survivors to help them cope with their disabilities, fears and future uncertainties

as most patients reported fears of falling again, problems with mood and concentration.

Researchers:

It would be good if future studies are done using a qualitative study on the unmet
supportive care needs to assess the needs in this country’s context and further community
based studies are recommended to assess the needs on a broader aspect.

The study should also be done on other regions of the country to identify the needs in

different contexts.

Governmental and non-governmental bodies/policy makers:

The findings from this study indicated that programs, guidelines and services should be
established and/or implemented to address the supportive care needs of these vulnerable
groups like public transportation usage for survivors with physical disabilities, special
benefits or employment opportunities for those in need should be arranged in a way that

would be suitable for stroke survivors.
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Annex

Annex 1

1.1. Study information sheet
Addis Ababa University College of Health Science School of Public Health

Title of the study- Unmet supportive care need of stroke survivors in TASH and SPHMMC, Addis
Ababa, Ethiopia.

My name is . I am part of a team for a master’s thesis project in Addis Ababa

University. We are conducting a research about the long term unmet supportive care needs of
stroke survivors in two specialized hospitals (TASH and SPHMMC) in Addis Ababa which.
Cardiovascular diseases are the major cause of death globally. Despite the efforts made by the
federal ministry of health to decrease the burden of NCDs by controlling hypertension, less
attention is given for those patients who have survived stroke. Therefore, this study aims to
determine the unmet supportive care needs of stroke survivors. The findings from this study will
help to find out the unmet needs of stroke survivors which will contribute to the recovery process
and address the policy implications. | may ask you about your disease and recovery process which,
maybe personal information but by participating in this study you will indirectly contribute to the
betterment of the life of stroke survivors. You are selected randomly by chance and we kindly
incite you to participate in this study. If you agree to participate in the study, you will be asked to
answer some questions about this research related questions and yourself. The interview will take
15-30 minutes.

Benefit- The findings from this study will help to find out the unmet needs of stroke survivors and
address the policy implications to support the area. This will help health professionals to assess
the unmet needs and to address the identified gaps.

Risk- | may ask you about your disease which may be personal information but by participating

in this study, you will indirectly contribute to the betterment of the life of stroke survivors.

Any information learned from this study which might identify you will be kept confidential.
Participating in this study is based on your voluntary willingness and you can withdraw at any
time. The information that you provide will be kept confidential. The data will not be used for

purposes other than this study.
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1.2. Consent form
I confirm that it is with a clear understanding of the objectives and conditions of the study that |

give my consent to participate in the study. | have been given the necessary information about the
research. | have understood that it is my right to withdraw from the study at any time. The proposal

has been explained to me in the language | understand.
Are you willing to participate in this study?

Yes No

Name of the patient/care giver

Signature
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Annex 2- Questionnaire (English version)

Identification

Patient registration card number

Disease code
Date of data collection

Section I: socio demographic characteristics

Instructions: the following questions are about socio demographic characteristics of the study
participant please circle on the numbers under the coding categories or record on the space
provided according to the participants response

101 Gender 1. Male
2. Female

102 How old are you?(complete years)

103 | Where is your Residence? 1. Urban

2.  Rural

Addis Ababa

Harari

Gamebela

Dire Dawa

Benishangul-Gumuz

Somali

Affar

Tigray

. Oromiya

10. Amhara

11.SNNPR
Never married
Married
Living together
Divorced/separated
Widowed

1
2
3
4
5.
106 | What is your religion? 1. Orthodox
2
3
4
5.
.0

104 | What is the name of the region you
came from?

© N U~ wwNE

105 | What is your current marital
status?

Protestant
Catholic
Muslim
Traditional
5
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107 What is your educational status 1. llliterate

2. Can read and write
3. Primary

4. Secondary

5. Diploma and Degree

6. Masters and Above

108 | What is your occupation? 1.Farmer

2. Daily laborer

3. Governmental employee
4. Trader

5. NGO/Private job

6. student
7.unemployed/house wife

8. others--------------m-mmmemmme e

109 | What is your partner’s educational| 1. No education

status?(for those only with partner) Can read and write
. Primary

1
2
3
4. Secondary
5. Diploma and Degree
6

. Masters and Above

111 | What is your monthly total HH| ------------m-mmmmemmmmeeee ETH birr
income?

113 | What is the size of your family? (per
household(HHS))




I would like more information about my

stroke (e.g. what is a stroke, why it has
happened to me and how to avoid having

another one)

I haven’t had my medication/blood
pressure checked for some time and

would like a check up

I regularly get pain and nothing seems to

ease it

My walking and general moving seems
to be getting worse and I’m not getting

any help with this

I am worried that | might fall (again) and
this is stopping me from doing my usual

things

I need additional aids (e.g. kitchen
equipment) or adaptations (e.g. stair lift,

grab rails) inside the home

I need adaptations outside the home (e.g.
ramp, rail) but they haven’t been ordered

yet or I’ve been waiting too long

I need some help / advice about getting
back to driving and / or getting a blue
badge

I would like to find out about traveling

on buses, taxis or trains
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10.

I would like outside help to get jobs done
in my home (e.g. cleaning, cooking,
ironing, fixing things)

11.

I would like to look into the options for

moving to another home

12.

I would like some advice about how to
improve my diet (e.g. alcohol, sugar, fat

and salt intakes)

13.

| need some advice to help me manage
my money better (e.g. paying bills,

getting my pension)

14.

I would like help to find out about, or to

apply for benefits

15.

I would like advice on employment after

stroke

16.

I need more help with things like cutting
my toenails, washing myself or dental
care (including dentures)

17.

| have problems with my bladder / bowel
(accidents, constipation, diarrhea) and
would like some help with this

18.

I am concerned about my physical
relationship with my partner and would

like some advice or information

19.

| forget things quite a lot or find it hard
to concentrate and would like some help
with this
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20. | often feel quite low, angry or worried
and would like to find out what help is
available

21. I would like to occupy my day better (e.g.
social outings, home library, hobbies)

but don’t know how to go about it

22. 1 would like to find out about holidays /
breaks (including transport) that cater for

people with disabilities

Stroke type

Ischemic

Intracerebral

Subarachnoid

Time since stroke attack 1. 6 months
2. 6 months- 1 year
3. >1year
History of recurrence? 1. Yes
2. .No
History of hypertension 1. Yes
2. No
History of diabetes mellitus 1. Yes
2. No
History of heart diseases 1. Yes
2. No

Measure of Disability level of the patient(The modified Rankin scale)

Description

Score
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No symptoms at all(fully independent)

No significant disability despite symptoms; able to carry out all
usual duties and activities

Slight disability; unable to carry out all previous activities, but
able to look after own affairs without assistance

2

Moderate disability; requiring some help, but able to walk
without assistance

3

Moderately severe disability; unable to walk without assistance
and unable to attend to own bodily needs without assistance

4

Severe disability; bedridden, incontinent and requiring constant
nursing care and attention

Dead 6
Physiotherapy
Physiotherapy service utilization 1. Yes
2. No
If yes, how many times per week for
how long?
If no, why? 1. Economic
reasons
2. Transportation/
distance
3. Dissatisfaction
with the
service
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Annex 3

3.1. Information sheet Amharic version
an/g aoojAeh,

A1L9°Y R84/PA _ RNAAUH NABA ANN BLACAE NANLHAN MG FIRUCT ABUL Tl
TELI® +@s B ANAN NPT PIRCIRC MG+ NA YAy NZE9D 1H PATTRAATE PATH AT
ATANNN AT 90Y AL ATDP PATCA(ICA) URIRT P nF+A APe Fhanm-F AL PR/
mEE P PMS ALY PRANAND 0228 MPMi+ AACNP TAMRINF AhAFS AAAT Fd90q PF
PATANNN &AYFT ATITRAT P+AA AP AVL ;LT Fdt ABAM I ACAP AHU MTF N ARA
PraRZy. 1PH:PMT+H LI HNTAIPDTE MPTRFI ATR IR NACNP PAULMN$P@DT ATLMN+AD-
£IARA:

PG+ PT AATY : P NFCA(ICN) UTaRT NLETD TH PATTBAATA PATH AT ATANNN &ATRT TP
ATEUF ATIDP APE FNTMO-F AL PORLL) MTH

PAGE $L9° +NtAd: BU MGTF ACNP PLLLHIT LCTPEY NNPMM. NBA NEFALT NTRLLT SA-
MML& A 15 -30 Lo PAINLE AT AL AT871E MPEPT AMLEPIFAL PARLARANT ARANTD N&6-
AL NOU-& PR daDm RIPTA: PGk MR d: NHU MGF AL NAPA+EP gOYgR 4 L5F a9 Am 7THA
PAGR:: 7IC 917 NHU DG AL ALA+4 PheC AT PLEID TH MR P15 = NheC 1H MPTRFPF
amhhd AA UaRIRPE NALD AAZFPR NPT AT NATTLAAPT EATRT AL N PRM ADAZT h AO/E
ANANG- IC LMP LA I NHU M&F N&+E PA+TIRA AT PAD- PMT ACSF P, LNLATD: ND M PEM-
APNS F88 N ARAN+®- NAGRP IC a°LE ANAND- ATL Ui F®- NNRT F2% P19FA: APNS ACNP
AT AT HAFLPTFT PAM-TT ARAN ATL dDYA A/ B NADM$ID NANHE D ATIL I A AT Mé. PP
PMS ATANRT AL ATRALT AT8 R A8SN ARATT NAP&ZY AT NAR+ANC AhNZ+NAMNT AT AR
ACNP NUARA™ A+PH PATANNN £J& AMIE/Ze  ATL0R/87H LUPTAI 2U PZB9™ 1H Pha
M$TMFPF §FM-::

PATHFEFT: CARTPY NATINT 15-30 LbP NG+ AL PAAGA: ATE U NAUARIRP NA.M PN NAT
goTANT Pa/N Nt AFCPT LFAA:

P+AFLPT ANF: MG+ AL PARA+EID Py PAMRA+E OB AT RAPTT MG+ ™AM +AFL P
NUY AT ARCH POMF EFAN T AT M PEPF aRARAR AA PIR AATRARAN &FAA = PAINPTT
MYF@D>YID M PR AAMPP LFAN:

@ AMC MNeTF NARZE AANATN AT F3+5 @&F: NHU MG+ PARLANANG BZE NG+ AT PR PH
ALY aRZE@90 N MAML €MC PAHI LPTA: PIIANNT aRoIAsk, (NIR) AL APHTINIR N+ARAAL MG+
NAP D&PFIR PIANNT TQITH(AIR) N7 CF AL TMLIAKT TIMPAP T4 NTNAMDC &ML PYHI
LUTA: OO/8 NEEA: NG+ MPF PHANANG: 28 Phg+ NANT NF LPCPA: BU PLPLATT
MoARMI9° PNFFA: NMG+E AMRA+E £ PLTF 1PF? 1- AP (NARZE AL P+L74, PEPLATF
P LMNS)
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3.2 Informed consent form Amharic version
N+AM TLE AL P+AAL+ &P LTI & AUTRIO+E M-

PHU MTF AATY T MPIR I 18T T $LID +N+A T TAMLPIT NTRINT 27 +INAT +7APATA
AY8.F9° NHU MG+ @AM aPMATR P7 NRIFTM-I° AT Mel/m ATLIPFA +191CFA = NHU me+
AMRA+E £ S L5 17

P+AFLED MLID PMNDM- : LMY/ AL Ar4 MF AAC %7

PMPem- >k (9P PMmPem &CM

PAPML% MMt 9976k ( NG+ +&MM NATP aB/ 970 AANT)
atee OB PqRA
NNda P+9eA

P+&mm¢e N9 &CM %7
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Annex 4- Questionnaire (Amharic version)

PFham, NCE €M
PNAF aOAL &MC
ao /B8 e+ANANNT +7

NEA AL PFayan ¢ L hem A5 PMUNL P U137 P+aAN+ hHU NFTF PAT D PEPTF DA
FMam MYE A18TE 11CTT EMLPA: NMPAL NC PADTY &MC PS5+ +NAFL FPAR
AAD 2hNN:AT8. 09 A&t N++ot NFPF 0 FMm M- M J ADAD LaDH))::

101 2 3. O
4. Mt

102 PACN® AL™M AT 1M-?2(NO™p
A0 ©panm)

103 e P N O TM-? 3. h+m

4. IMC

104 he+ hAA 10 Pad M. F? 11. A8.A ANN
12..UZC

13. J9°NA

14. £62P

15. NL7AA +9°H
16. A@A P

17. h&C

18. T2

19. ACTP

20. AM¢

21. .2MN

105 AT PAPT  PONF  UrF 6. PAIN/T
IEIm? 7. PIn/F
8.
9.

ANC PMPC
P+L /T O+ALR/T
10. .e9e+NAH/NF
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106

PACh® 12+ PO L1M7

6. ACTRAN

7. .OAAGD

8. TCENFIT
9. htAN

(O AW, o1 ~—

107

PAChP
IEIMm?

e+9ouct 28

1.PA+mml/F
2.NNG  do9e
3.panEan/p 248

4 AT 228

5. 8, TATH5 8.2

6. MATCAT hH NAL

108

NAUF A%TF @eNg NP
gy L m-?

1. ACH AEC

2. PbY Nt

3. PN

4.10%

4 P90 N&/PORYNNT PAUT
BCEF

6 +T¢

7 PNt ACPNT/NG PAAD-

109

PNANTP PHIUCT £28 9°7
PUA 102(NTBC AL AXNT NF)

1.PA+am/F
2.M97NNg  doeg
3.panEan/p o/ 8

4 A+E 228

5. & TATT 8¢

6. MA+CAT hH NAL

111

nac PACHP f1N, ™My NYt
102

----------------- NATERAPNC

113

en+AN NHE NATL N+ M
N7+ 10

59




N&EA UAT NZE9° 1H PA+TA PATH AT ATRANNN §AIFF

PIRAN AT PHE
FEN (AP) 1

PIPAN AT PhE
EN(ALR)0

1.

nA+hA+®- (hFch/ fIch NRZF) +aTe MNELP
hYh9oF A18.0m%

ALAIAU:: ATPAA AL AL P+ M NFCh (PICH N )
A18U 10 +NA HCHC +BCY /+NECH/ NI1LE T £Y
yaegm A1 AL AT ANNT FAT AATR 9IH AT8 L2719 97
Me Ll A18ANT... MNELLPE NAMT (BAX / TPAR /
FTAAU)

eeg® 4+t ht+AhU AT18U9 eyt hi+d hih
L FAU AT A J3-0F ALAIAU= (RAN /FTPAT / FAAY)

N 20 Yaoge NAMBHge yaoayy pag P o) hA% goygo
11C AATTU9T (RAX /TPAN / TAAY)

h{Mane, A8 U09° A AYPhPNA APNA MUY Y9
ARTT EFY RATTUIR=: (BAX / FPAT / TAAY)

A120 ADEP LU (£IM) Ne APLLU +IeNPR
AT8YE (PHAME. TICTFI)AMLLAT LHFA /1ENTFA
(BAX /TPAR / FAAY)

NN+ - (AHPOEC) A8 11C A18.54% PHhLEAIA
(A9°AA) hAdAI L A7 N+ NS NAE LH +294
PIRYLNT AL £28 AL PA PMCH a™L14P NZF (Nk
228 PAD MEI™ £F N AUT) MLAL ACPD-MT AGF
/ROING/ INFCITEANT AMNNA (AU hA®- N+EA)
payany apE /angdnen,/ AOh+4 P NFLY (RAN /
TPAR / TAAY)

hnt o-m9™ NZ185T 9N, o-hm Ai¢APh NAEL
ARePHNT /APHLIENT/PIPHPOCNT AT £I& 11C
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N%A% N INC / NFLA §C e 10 (BAK / FPAT /
FTAAY)

(™h,s AP18 AINZ/T)AT1LIT d0Y8F AdnBanc goh(
mLeI° ACKF AEAJIAU=

hHU N3A NF&IN7CF (A@-FNNT FANST NMEC) P Mme
AFAAL 0L POUAD-T MDP ALAIAL (RAX / TPAR /
FTAAU)

10.

NNt o-hm PADT Né AALE (ATIDEFT oo
A®ALET  AND AG+hAT  AA+hhA)PAD  ATH
PRLAIFA(RAN / +PAT / FAAY)

11.

AUT AAUNT U3 T ALY PPCNTTY N+ +F AA
Paq.aoF NF N7% /NP LC/NAD- PhNA/ PPSA?

12.

AM®IINYT AMARA NG ALAJIAU= (AFPAA dOMmm?
NRCT ™ AT O>-)

13.

A7878 NF TIHN ARLAT ATemM-ZF PA 17HAN
AMENA NG /ATH PHELATTA (BAN / TPAN / FAAY)

14.

A120 AUT AAUNT U3 AC8F ATH P, PZ91A% +&gnT
ECET hA N@-$T P12 NFC (BAX / TPAN / TAAY)

15.

h+A8A% N3A he A®emMC (W NACT 1IN ADTTH)
P, PNLA IPNC ALAIAU(LAN / FPAR / FAAY)

16.

PELT AMRZNT 1ART AMFIMAN ATV 2CATY
AMBETF +e L ACS T PNLAITA(RAN / TPAN / FAAY
)

17.

h &% AS h N4 2C N+LPH (AT AASMMCT &CPFT
+3mMm ) FoC NAMPLIMMT AC8F ALAIAU (EAN /
FTPAR / TAAY)
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18.

hNANE (32%) IC PA% ANAR /23®/ AT F1T PANNTA
AT 247 N+aAh+ oRC aoZ8 NAMT 2h LATA (BAN /
TPAN / FAAY)

19.

239 AH1IAU T 11C RZAAULT YANT ANAN AC1
11CFT ATMAN AMINANA AF14AUT Fhedt $70.A9
ATHY FICTF ™&FY AMH PNLATITA (RAX / TPAR /
FTAAU)

20.

Nt I LN+E ARLAUIPT TA ANAsLAU ASMAU-:
A18.U9° A1PALST ALUT URTT / ATH NSC (BAX /
TPAN / TAAY)

21.

¢+ A18F AECT 10 NDé Uid PMAALD NR ANNS
£ 9T AVLF 1@ PMLIM- PIRAM- TIC 1L PINTA
(AFPAA 32EF ICT NANCAELT T APANE HC HE MAT /
walk M2 ....

22.

NAZ&F 9% AT18U09 NNAAT ARhA  +8+3F
PN+ Y9L AT PH&INZTCTFT AT1AIANT NAMAM- AhAT
/8 AEAIAU =

&N EET

LU EST SmPTife? 1 AP

2 hbmPII°

PTLndar WPt A9t (0Pt 7 ? A0 ObT

er1emebar- WPt A9°7? 1 a77in oot
2 NCPt AP8U9° Tt C

hmt
3 NTLAM®@* A1\t
hhaoCat
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