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Background

Strokes result in devastating consequences to both the survivors and caregivers, therefore
it is important that it is appropriately managed and caregivers are well supported. In
order to do this effectively, we need a better understanding of the challenges faced by
stroke survivors and their caregivers, in a country with limited provisions for
rehabilitation. Our aim was to explore the experiences of stroke survivors and their
caregivers’ 1-year post discharge from stroke rehabilitation in Bangladesh.

Methods

Twenty stroke survivors and their caregivers were selected for our qualitative,
single-centred study. Participants were chosen using a convenience sampling method. A
semi-structured questionnaire was used to collect data during face-to-face interviews. Six
themes were deciphered following analysis of the data collected.

Results

There was a low return to work rate and poor awareness of stroke and its risk factors.
There was no provision of rehabilitation whilst in hospital or at home and a lack of advice
on how to access rehabilitation after hospital. Stroke survivors and caregivers’
experienced physical, social and emotional wellbeing challenges.

Conclusions

Schemes to increase the awareness of stroke and its risk factors are needed to reduce the
incidence of stroke. Earlier access to rehabilitation and ongoing support and training
through implementation of a stroke pathway may improve outcomes for stroke survivors
and caregivers. Future research should investigate the challenges of returning to work
and the experiences of stroke survivors and caregivers who did not receive rehabilitation.

Stroke is the second leading cause of death! and third
leading cause of disability? worldwide. In 2013 it resulted
in 6.5 million deaths and 113 million disability adjusted life
years.3 Asia holds 60% of the world’s population, it is ex-
pected that as the control of infectious diseases improves in
South Asia life expectancy will increase.# This may result in
a higher exposure to risk factors associated with stroke and
therefore a higher incidence of stroke, especially if modi-
fiable risk factors are not managed. Limited availability of
healthcare in countries such as Bangladesh may result in
higher mortality rates and greater numbers of disabled sur-
vivors.4

In addition to the physical impairments caused by a
stroke, the emotional, social and economic impacts of the
stroke can be overwhelming for stroke survivors and their
families.5 Post-stroke depression is thought to affect about
one third of people with chronic stroke, it is difficult to
diagnose and therefore remains unrecognised and under-
treated.b Post-stroke depression, along with factors such as
social isolation, age and decreased function has been asso-

ciated with a reduction in participation.”8 The majority of
stroke survivors living at home 6 months after stroke re-
ported a lack of social, recreational and meaningful activ-
ity.9

Balancing the dual responsibility of caring for the stroke
survivor, whilst maintaining the necessary adjustments in
their lifestyle, is challenging for caregivers.10 Therefore it is
also critical to consider the effects of a stroke on the care-
giver, especially given the sudden onset and the unexpected
lifestyle changes required to adapt to this situation. Under-
standably, this can result in chronic stress, compromising
the caregiver’s physical health,!! subjective well-being and
self-efficacy.12

While the effects of strokes on survivors and caregivers
have been well documented, little is known about how these
findings compare to a Bangladeshi population given the
limited provision of rehabilitation services available to
stroke survivors.13 Therefore the aim of this study is to ex-
plore the experiences of stroke survivors and their care-
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givers 1-year post discharge from stroke rehabilitation in
Bangladesh.

METHODS

A qualitative study design was selected to develop a greater
understanding of the experiences of stroke survivors and
their caregivers. Ethical approval (CRP-BHPI/IRB/10/18/
1252) was obtained from the Institutional Review Board,
at the Bangladesh Health Professions Institute (an acade-
mic institute of Centre for the Rehabilitation of the Paral-
ysed (CRP)). Participants were informed about the study
and its aims. Informed written consent was gained prior to
commencing interviews through the provision of verbal and
written information in Bengali.

PARTICIPANTS

Stroke survivors and caregivers who were attending the CRP
for a routine follow-up, 1 year post discharge from their
rehabilitation were considered for the study. A period of
1-year post discharge from rehabilitation was selected to
identify long-term challenges faced by stroke survivors and
their caregivers when reintegrating into the community,
thereby identifying potential unmet rehabilitation and so-
cial needs when returning home. Only patients who com-
pleted their rehabilitation at CRP were included in the
study. This ensured that they had received input from qual-
ified therapists from one of the only centres in Bangladesh
where stroke survivors can access an integrated rehabil-
itative service encompassing Physiotherapy, Occupational
Therapy and Speech and Language Therapy. 14

To be included in the study, patients must have a con-
firmed diagnosis of stroke by a registered Doctor, this was
necessary due to the number of unqualified people practis-
ing medicine in Bangladesh. This would ensure that an ac-
curate diagnosis had been made by a qualified medical pro-
fessional. One of the objectives of the study was to gather
information from the caregivers, therefore the caregivers
had to be present at the follow-up to provide this informa-
tion.

Patients were excluded if they had a previous history of
stroke, surgery for stroke or a Transient Ischaemic Attack.
Patients with severe communication or cognitive impair-
ments were excluded due to the subjective nature of the
study.

DATA COLLECTION

The sample population was selected using the convenience
sampling method. A small number of participants were ap-
propriate for our qualitative study, of those, twenty partici-
pants were sufficient to reach data saturation point.

Data was collected between 315t March 2018 and 30th
May 2018 from participants who attended a follow-up
stroke rehabilitation session at CRP, Savar, Bangladesh.
CRP is one of the few providers of stroke rehabilitation in
Bangladesh.!3

A semi-structured questionnaire was developed to guide
the researchers in their data collection during the interview.
Five participants previously piloted this questionnaire. All

socio-demographic information was collected and ques-
tionnaires completed during face-to-face interviews at CRP
led by a final year physiotherapy student supported by their
academic supervisor. All interviews were carried out in Ben-
gali and recorded on audiotape. Interviews lasted approxi-
mately thirty minutes and no repeat interviews were con-
ducted. Data was stored in the form of transcripts and voice
recordings; any patient identifiable information was kept
safe in a locked office.

DATA ANALYSIS

Three data coders manually reviewed the transcripts and
a qualitative content analysis was conducted to verify the
data and decipher common themes. Information was then
translated into English. The transcripts were not returned
to participants for comments and the participants did not
provide feedback on the findings. The researchers did not
provide treatments or have any prior relationship to the
participants.

RESULTS

Of the twenty-five stroke survivors and caregivers ap-
proached, twenty consented to this study and completed
their interview. The majority of our stroke survivors were
male (65%), employed (70%) and had some form of edu-
cation, with only 5% having received no formal education.
Each stroke survivor had a caregiver who supported them at
home with various daily tasks. The caregivers were aged be-
tween 16 and 75 years old and most were female (70%). (See
Table 1 for socio-demographic details).

Six themes were deciphered following analysis of the
data collected.

THEME 1: PRIOR KNOWLEDGE OF STROKE

Despite the majority having some form of education, only
one stroke survivor reported prior knowledge of stroke and
its associated risk factors.

“I know that hypertension, depression, fatty food, heart
attack can cause a stroke.” (35-year-old female)

All stroke survivors were unaware they had had a stroke
until this diagnosis was confirmed by a doctor.

THEME 2: HOSPITALISATION POST STROKE

All stroke survivors attended hospital after their stroke.
Length of Stay (LOS) in hospital varied from 1 to 30 days.
Stroke survivors were asked about their experiences in hos-
pital.

“... I was just lying in bed. During my stay, about 16
days, I did not move myself out of bed. I did everything
in bed. I slept a lot. I was just on medication. I did not
receive any rehabilitation services.” (90-year-old male)

None of the stroke survivors received rehabilitation
(Physiotherapy, Occupational Therapy or Speech and Lan-
guage Therapy) during their hospital admission. 55% re-
ported no improvement in their physical, psychological or
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Table 1. Patient and caregiver socio-demographic details

Patients Caregivers
Age:
11-30 0(0%) 6 (30%)
31-50 11 (55%) 8 (40%)
51-70 7 (35%) 4 (20%)
71-90 2(10%) 2 (10%)
Gender:
Male 13 (65%) 6 (30%)
Female 7 (35%) 14 (70%)
Occupation:
Homemaker 6 (30%) 10 (50%)
Self-Employed 2 (10%) 0(0%)
Employed (Public and Private Sector) 12 (60%) 9 (45%)
Student 0(0%) 1(5%)
Educational status:
No formal education 1(5%) 2 (10%)
Up to Secondary School Certificate 10 (50%) 12 (60%)
Higher School Certificate 3(15%) 2 (10%)
Bachelor degree and above 6 (30%) 4(20%)

social wellbeing whilst in hospital, whereas 45% reported
some improvement.

“... 1 .did a lot of tests and had medicine. I could not
move my left arm and left leg. There were no improve-
ments in my movement during my hospital stay. I asked
doctors and nurses about my recovery, they assured me
I would be able to walk again. No one advised me or
helped me to move. All of them told me to lie down on
the bed and not move.” (30-year-old male)

Stroke survivors were asked about the healthcare system
in Bangladesh. 90% had poor perceptions of the govern-
ment health services however they were unable to identify
how it could be improved. 10% had a good experience using
the healthcare system.

“... No one explained to me or my family what to do.
I was just lying in bed. After a week they discharged
me but they did not tell me what I needed to do next.
I could not move the right side of my body and I had
some problems speaking. I did not have any informa-
tion about rehabilitation services after stroke. I did not
even receive any therapy during my stay at hospital. If
therapy services were available at hospital I could get
more benefits. When the hospital discharged me, I went
back to my home. I was just lying down at home as I did
in hospital. One of my family friends suggested I go to
CRP, but CRP was far from my home... A service near
my home or in the community will definitely reduce my
suffering and the cost.” (30-year-old male)

THEME 3: ACCESS TO REHABILITATION FOLLOWING
DISCHARGE FROM HOSPITAL

The stroke survivors heard about CRP from varying sources,
45% were recommended CRP by relatives and 40% were re-
ferred by a doctor. The remaining 15% were encouraged to

attend by friends and neighbours who had previously re-
ceived treatment from CRP.

“On discharge, no one from the hospital told me about
rehabilitation services. They told me to do some ex-
ercise at home. One of my relatives informed me that
he knew someone who had been to CRP after their
stroke. That patient received therapy and regained his
mobility. He encouraged me to go to CRP for therapy.”
(35-year-old female)

All stroke survivors received physiotherapy intervention
at CRP, with 60% receiving occupational therapy in addition
to physiotherapy. 35% received speech and language ther-
apy alongside their physiotherapy and occupational therapy
intervention.

“As I had problems with my mobility, managing daily
activities and my speech, I received physiotherapy, oc-
cupational therapy and speech therapy. All therapies
were useful, particularly physiotherapy, which helped
me to walk again...” (52-year-old male)

THEME 4: LEVEL OF INDEPENDENCE ONE YEAR POST
DISCHARGE FROM CRP

18 stroke survivors reported being able to transfer from ly-
ing to sitting independently and 14 reported independence
with some activities of daily living. 8 reported that they
could mobilise unaided and 4 reported improvements in
their mood. 1 stroke survivor reported regaining movement
only in his fingers and another reported no improvement in
his function.

One stroke survivor describes the positive outcome fol-
lowing therapy:

Journal of Global Health Reports 3



The long-term challenges faced by stroke survivors and their caregivers following a stroke in Bangladesh: a qualitative study

“I gained about 80% of my mobility back after receiving
physiotherapy at CRP. When I went back to my commu-
nity, I did my daily activities; I did my cooking, washing
and some other activities. It was a new life for me. I did
not believe I could walk again or do something for my
family.” (35-year-old female)

In contrast, another stroke survivor describes their neg-
ative experience:

“I was completely dependent on my family. I started my
therapy at CRP 9 months after my stroke and I did not
improve much. I always need someone to help me. At
home my wife does everything. I was not able to go back
to my job. I was not able to visit the nearby shop from
my home. I felt like a prisoner. I could not go outside
and meet people to speak to.” (60-year-old male)

THEME 5: CHALLENGES OF RETURNING HOME
FOLLOWING REHABILITATION AT CRP

All stroke survivors required some support from their care-
givers. 80% were unable to access safe and effective rehabil-
itation.

“When I went home from CRP, I still needed therapy.
Unfortunately, there was no facility for therapy in my
community. In my nearby town there was a therapy
centre and I went there only once. That centre was
run by a non-qualified therapist. He was once a patient

me. This is so frustrating and humiliating.” (30-year-
old female)

The remaining 30% returned to work or homemaking.

“I am lucky that I recovered very well. Although it is
not 100%, I can do all of my work. Very occasionally I
need help from someone. I have returned to my work. I
work for a private company. If I could not go back to my
job my family would be in big trouble. Now my son and
daughter are able to continue their study.” (52-year-old
male)

All stroke survivors reported that their stroke had a neg-
ative impact on their household income.

“Continuing therapy is expensive. I spent all of my sav-
ings and borrowed some money. Therapy not provided
by CRP is not satisfactory. But living around CRP and
having therapy is expensive. In my community, no
therapy service is available. If I had enough money I
could continue my treatment here at CRP.” (42-year-old
male)

Other common challenges included social isolation and
some communication difficulties.

“I am lonely because my wife and children have given
up on me” (57-year-old male)

“I have some communication problems which has led
to me losing money and having issues with socialising”

caregiver and claimed he had some short training. But (30-year-old female)

he only treated me with some electrical devices. He

used red light (Infrared Radiation)...” (45-year-old THEME 6: THE CHALLENGES EXPERIENCED BY
male) CAREGIVERS

10% attended a private therapy centre for treatment. . . . .
? P by Caregivers were asked about the impact of their relative’s

“At the town in my district I found one therapy centre stroke on their life. Common challenges included financial

run by a physiotherapist. I went there several times. It struggles and a lack of time for their social, educational and

was far from my home and travelling to that centre was personal needs.

very difficult. I could not use public transport comfort-

ably. I needed to hire private transport, which was ex- “My mum cannot do much for herself. I have to help

pensive. The quality of the therapy service was satisfac- her with her daily activities. I also need to cook, do

tory but not as good as CRP.” (52-year-old male) washing and other activities for my family. I have little

time for studying and to go to school. I have already
The remaining 10% continued to stay near CRP and seek dropped a year. I don’t know what will happen next
treatment. year.” (16-year-old daughter)
“CRP discharged me from its regular therapy services ANOTHER CAREGIVER DISCUSSED THE FOLLOWING
but I did not go back to my home, as I could not walk. FINANCIAL CHALLENGES

So what would I do if I went back to my home? I rented
a house close to CRP and took extra therapy services
from various therapy centres around CRP.” (51-year-old
female)

“My father was the only member of our family earning.
He ran a small shop. Since his stroke he has not able to
go back to his job. He is not earning anymore. We have
already spent all of our savings and borrowed money
from our relatives. We don’t have enough land or any
other sources of income. I am in the middle of my study.
I am not sure if I will get a job or not. I also need to
spend a lot of time with my father. My mother’s health
is also not good. So I always feel helpless.” (22-year-old
son)

70% of stroke survivors were unable to return to work or
homemaking due to the physical, mental and social impli-
cations of their stroke.

“I was a housewife... Now I am useless. [ am a burden
on my family. My husband, son and daughter always
spend time with me. Most days my daughter cannot
go to her college. My husband is depressed. He already When asked about how their health had been affected,
:&ilgseglﬁélglhd?rﬁ?zgx ??@ﬁ?ﬁeozglgrtlsrx;is;tﬁr; only 10% of caregivers no physical problems. 55% of care-

) 8 givers had developed back pain with a further 25% reporting

or not. I am always thinking and depressed. What is the ) ) . . .
future of my family? I can’t visit anywhere. No social neck pain from caring for their relative. 10% of caregivers
reported upper limb paraesthesia.

activity. I have to depend on others to wash and bath
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“My husband is dependent on me... I need to give a lot
of physical effort. I am always busy doing something.
I have very little time for rest. Initially I did not know
how to move my husband, I use a lot of effort to move
him. Now I have developed pain in my back. I am not
feeling well. I have no rest in the day. I cannot sleep
well as my husband wakes up in the middle of the night,
so I have to wake up as well.” (42-year-old wife)

Most caregivers were unsure how the healthcare system
could be improved. However, some felt that more preven-
tative and rehabilitative programmes should be more easily
accessible for caregivers and government hospitals should
provide therapy.

“... Two of my family members are always busy with my
patient. Actually, we cannot do any other work. If ther-
apy services were available in my Sub District Hospi-
tal or in the community it would be good for us. Ther-
apy services must be provided in government hospitals
then we can get this service for free or low cost. Private
therapy services are expensive.” (27-year-old male)

DISCUSSION

Our study found that knowledge of stroke and its associated
risk factors amongst participants was poor prior to their
stroke. With such poor awareness of the risk factors asso-
ciated with stroke, it is likely that very few understand the
importance of seeking medical advice to manage any mod-
ifiable risk factors. Stroke mortality is higher in Asia when
compared to Western Europe, the Americas and Australa-
sia.15> Many of these strokes could be preventable if aware-
ness is improved and these risk factors are better managed.

Research has found the use of mass media and public ed-
ucation campaigns are effective in increasing awareness of
stroke and its risk factors.16:17 Previously, there have been
various barriers that may have affected how easy it was to
disseminate information via media sources in Bangladesh
including low literacy levels!®19 and difficulty accessing in-
ternet in rural areas.20 As these barriers reduce, it is vital
that the government and health professionals work closely
to educate the public to reduce this growing epidemic.*

Despite a varying LOS, none of our stroke survivors re-
ceived any form of rehabilitation during their acute hospital
admission. A Cochrane review found that patients with
acute stroke who receive multidisciplinary rehabilitation
were more likely to survive, regain independence and return
home.2! Stroke guidelines have emphasised the importance
of early multidisciplinary assessment and rehabilita-
tion,22:23 which is associated with greater functional out-
comes on discharge and follow-up?4 and a shorter hospital
LOS.25 The lack of advice and rehabilitation in hospital con-
tributed to the stroke survivors’ poor satisfaction level with
the healthcare system in our study.

Other factors delaying the initiation of rehabilitation in-
cluded inconsistent advice, a low rate of onward referrals
from medical professionals (40%) and an absence of path-
ways linking stroke survivors into rehabilitation facilities.
Studies have found that significant improvements were
made in rehabilitation in the first 3 months following a
stroke, with the recovery rate decreasing between 3 and 6

months.26:27 This is illustrated in our study as a stroke sur-
vivor who did not receive any rehabilitation until 9 months
post-stroke reported minimal improvements in his function
following rehabilitation. In addition, these delays result in
an increased risk of secondary complications occurring in
the absence of therapy intervention.28

The common challenges in our study experienced by
stroke survivors were financial issues, social isolation and
difficulties walking which is consistent with previous re-
search.>2930 Returning to work was another challenge
identified in our study. Previous research has shown that
it is influenced by the ability to walk, cognitive function
and occupation and is associated with improved satisfaction
with life.3! Therefore, return to work schemes should be in-
cluded within rehabilitation.32 Despite 40% reporting in-
dependent mobility and 70% reporting independence with
some daily activities, only 30% of stroke survivors in our
study returned to work. This may be the result of a lack of
ongoing community rehabilitation in Bangladesh.33 More-
over, the lack of governing bodies for professions such as
physiotherapy leaves stroke survivors seeking ineffective
and unsafe treatment from unqualified and unregulated
therapists.33

Challenges faced by the caregivers in this study included
financial struggles and a lack of time for their social, edu-
cational and personal needs. For example, one young care-
giver had no time for her education. Although caregiving
can improve carers’ self-efficacy, enable them to learn new
skills and strengthen family relationships, it often results
in chronic stress, which has a negative impact on the care-
givers’ physical and psychosocial health.!l With no gov-
ernment care homes or support for informal carers,3* we
found that the responsibility of supporting the stroke sur-
vivor may have forced a shift in the relationship between
caregiver and stroke survivor, with one caregiver referring
to their affected family member as “my patient”. Consider-
able changes in family roles and responsibilities were also
identified by family caregivers in Sri Lanka3> and India,3¢
with their lifestyles being significantly altered in an un-
favourable way.35 These studies also recognised the need
for better provision of caregiver education and support,
which is consistent with our findings.

Back and neck pain were the most common physical
complaints for caregivers in our study. This indicates the
need for further support through preventative and rehabil-
itative training, which was identified by caregivers in this
study to improve the healthcare system. Research suggests
that this should be in the form of psychosocial interven-
tions to improve skills such as problem solving and stress
coping3® as well as practical nursing training to reduce
caregiver burden. 10

There were several limitations to this study. Despite the
small sample size in our study, our findings are supported
by recent studies in Sri Lanka3> and India,37 which have
investigated similar topics. Unmet community rehabilita-
tion needs were identified akin to those in Bangladesh, with
affordability and availability limiting access to rehabilita-
tion.3537 Although the value of qualitative research is well
recognised,38 due to the translation from Bengali into Eng-
lish, it could have resulted in slight misinterpretation of the
participants. Our population is not representative of those
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who did not receive any rehabilitation due to the absence
of a care pathway to identify stroke survivors. As the in-
terviewer was a student physiotherapist affiliated with CRP,
there was potential for professional bias to occur. Lastly,
this was a single-centred study based near Dhaka, the cap-
ital of Bangladesh. This may have accounted for the high
prevalence of educated and employed participants, reduc-
ing the generalisation of our findings across Bangladesh.

CONCLUSIONS

The awareness of stroke and its risk factors was poor. The
government and healthcare professionals need to improve
education about this topic to increase awareness and reduce
the incidence of stroke.

No participants received rehabilitation during their hos-
pital stay and all experienced delays in accessing rehabili-
tation upon discharge. Implementation of a stroke pathway
that increases awareness and onward referrals to rehabilita-
tion may improve access and reduce these delays. Thus, im-
proving possible outcomes for stroke survivors and reduc-
ing caregiver burden.

Both stroke survivors and caregivers experienced socio-
economic, psychological and physical strains therefore on-
going support and training should be available to reduce
these burdens.

Most stroke survivors did not return to work. Future re-
search should investigate this issue and the experiences of
stroke survivors and caregivers who did not receive reha-
bilitation. This would help identify areas for development
in healthcare and rehabilitation, whilst working towards
Bangladesh achieving its Sustainable Development Goals.
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