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Abstract

Background
Stroke is a major cause of disability, leaving most survivors functionally dependent. Optimal recovery
requires expert care from multidisciplinary health professionals. However, limited access to such
services in resource-constrained countries places the long-term burden of caring for stroke survivors on
family members. However, little is known about the context-specific realities faced by these informal
caregivers in Ghana. This study aimed to explore the lived experiences of informal caregivers of stroke
survivors in the Upper East Region of Ghana.

Methods
This was a descriptive phenomenological study, involving 12 purposively sampled informal caregivers
who accompanied stroke survivors to the physiotherapy unit of the Upper East Regional Hospital. Data
was obtained through individual face-to-face interviews, transcribed verbatim, and analyzed using
reflexive thematic analysis.

Results
We found that informal stroke caregivers struggle with an overwhelming workload amidst limited
opportunities for rest and sleep, culminating in sheer physical exhaustion and chronic fatigue.
Emotionally, caregivers experienced profound sadness and worry, fear and anxiety, and sometimes anger
and frustration.

Conclusion
Our findings suggest that the burden of stroke transcends the pain and anguish endured by survivors but
adversely impacts the physical and emotional wellbeing of informal caregivers. This calls for tailored
policies and interventions that address the unique challenges faced by family members caring for stroke
survivors in Ghana.

1. Introduction
Stroke is a global health concern, affecting over 101 million people worldwide and responsible for more
than 6 million deaths annually [1]. Beyond the high prevalence and fatality, stroke is a leading cause of
disability [2], leaving survivors with varied impairments that render them functionally dependent [3, 4].
The complex aftermath of a stroke requires expert care from multidisciplinary health professionals,
preferably delivered in dedicated stroke units [5, 6]. However, limited access to such services in Ghana
and similar resource-poor countries [7, 8], shifts the long-term burden of care to friends and family
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members categorized as informal caregivers [9]. In these countries, informal caregivers provide more
than 80% of the support needs of stroke survivors [10]. They assist with activities of daily living while
serving as the vital link between survivors and healthcare providers [11, 12].

In Ghana, caring for a sick family member is considered a reciprocal responsibility [13, 14]. But within the
context of post-stroke care, this practice is a stressful life-changing experience [10]. Unlike other
conditions, the sudden nature of stroke onset leaves families inadequately prepared to assume
caregiving roles [7, 15, 16]. This has devastating consequences on the health and well-being of informal
caregivers [10, 12, 17]. Yet, the welfare of informal stroke caregivers remains under-prioritized in Ghana.
Whereas available evidence recommends a dyadic approach to stroke management [18, 19], post-stroke
care remains patient-centered in Ghana, often focused on improving functional independence of
survivors, with limited consideration given to the wellbeing of informal caregivers [20].

Consequently, the level of strain experienced by informal stroke caregivers is overwhelmingly high in
Ghana [21, 22]. Reports from urban areas of the country indicate that over 76.7% of informal stroke
caregivers are severely distressed [21]. The situation even worsens in the Upper East Region, a medically
under-served area where stroke ranks among the top five non-communicable diseases recorded each
year [23]. The researchers have also noted a worrying trend where informal caregivers in the region are
often overlooked during discharge planning for stroke survivors. This does not only negatively impact the
quality of informal care rendered to stroke survivors but undermines their safety and well-being [24]. It
further leaves caregivers with limited time to care for themselves, resulting in poor outcomes including
declining health, restricted social life, and dwindling family income [24, 25]. Thus, given the increasing
burden of stroke in Africa [26], Ghana may be headed for a looming health crisis if this situation remains
unaddressed.

While a plethora of research exists on the experiences of informal caregivers globally [12, 27, 28], studies
on the context-specific realities faced by caregivers in Ghana remain limited. This is detrimental to
efforts toward ameliorating the burden of stroke on caregivers. Thus, this study explored the experiences
of informal caregivers of stroke survivors in the Upper East Region of Ghana.

2. Materials and Methods

2.1. Study Design
The study utilized the descriptive phenomenological design to explore the experiences of informal stroke
caregivers in the Upper East Region of Ghana. This design was appropriate for the study as it allowed for
an in-depth exploration of participants’ subjective experiences, yielding valuable insights into how people
experience an intricate social phenomenon such as caregiving.

2.2. Study Setting
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The study was conducted at the physiotherapy unit of Bolgatanga Regional Hospital. This 226-bed
capacity hospital was selected because it is the only public health facility with a fully operational
physiotherapy unit in the region.

2.3. Study Participants and Sampling Strategy
The study was conducted on 12 purposively sampled individuals who assumed primary responsibility for
the care of a stroke survivor. Eligible participants were adults aged 18 years or older, had been caregivers
for at least three months, and were willing to share their caregiving experiences. Caregivers were
excluded if they had mental health issues affecting communication or were healthcare professionals.

2.4. Data Collection Instrument
Data was collected through individual face-to-face interviews using a semi-structured interview guide.
The interview guide had open-ended questions with several probes to facilitate a thorough discussion of
the topic. It was piloted on the first two interviews to assess the clarity of questions.

2.5. Data Collection Procedure
Between October and November 2024, caregivers accompanying stroke survivors to the regional
hospital’s physiotherapy unit were screened by a case manager to determine their eligibility for inclusion.
Details of the study was explained to caregivers who met the inclusion criteria, and they were given one
week to decide. Fourteen (14) caregivers ultimately consented to participate and were scheduled for
interviews. To ensure a quiet and conducive environment, the interviews were conducted in a designated
interview room at the reproductive and child health unit of the hospital. Each interview session began
with informal conversation to ease participants, before the main questions and several follow-up
questions to elicit detailed responses. Field notes were also taken to help capture non-verbal cues. Data
saturation was achieved with twelve (12) participants, with no new insights emerging from the data, and
this constituted the study’s final sample.

2.6. Data Management and Analysis
In preparing for analysis, all audio-recorded interviews were transcribed verbatim and returned to
participants for verification. The data was then analyzed using reflexive thematic analysis by Braun &
Clarke, 2020, a ‘data-driven’ approach that identifies patterns within datasets to understand shared and
unique experiences [29]. During this six-phased iterative process, we repeatedly read the transcripts to
familiarize ourselves with the data (phase 1), then created descriptive labels on relevant segments of
each transcript, yielding 152 initial codes (phase 2). In phase 3, patterns were identified and grouped into
candidate themes. These candidate themes were then reviewed and refined to ensure coherence with
the overall dataset (Phase 4). During phase 5, we defined and named themes, ensuring that each theme
was distinct and centered around a core concept. The report was written during the sixth phase,
reflecting the experiences shared by informal caregivers.

2.7. Methodological Rigor

Page 4/15



Credibility of the study was enhanced through member checking, where transcriptions were shared with
participants for their validation. An audit trail of coding processes and theme development was also
maintained to enhance dependability. Interviews were conducted using the same interview guide,
enhancing consistency in data collection. Confirmability was ensured through peer-debriefing, where the
data was scrutinized against codes and themes generated. Transferability was enhanced by providing a
detailed description of the research processes.

2.8. Ethical Consideration
The study had ethical approval from the Committee on Human Research and Publication Ethics of
KNUST (CHRPE/AP/1135/24). The rights of participants were protected by explaining the study’s
purpose and all data collection processes before involving them. Participants were further made to
understand that their participation was voluntary, and they could withdraw at any stage of the study. It
was only after this that participants were made to sign a consent form indicating their approval to take
part in the study. To maintain anonymity and confidentiality of participants, they were not required to
provide any identifying information, such as name or house address. Also, each transcript was assigned
a serial code that could only be identified by the researchers.

3. Results
3.1. Demographic Profile of Participants

A total of twelve caregivers, comprising five males and seven females, aged between 19 -52 years
participated in the study. Almost all participants (n=11) had a minimum of Junior High School education,
and eight (8) were in active employment. Most participants were non-spousal caregivers and had been in
the role for more than three months. Table 3.1 is a summary of the demographic characteristics of
participants. 

Table 3.1: Demographic Characteristics of Participants
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Code Age
 

Sex Educational
Level

Employment

Status

Marital 

Status

Caregiving

Duration

Caregiver

Type

 

P1 43 Male  Tertiary Employed Married 7 months Filial  

P2 19 Male   SHS Employed Single 5 months Filial   

P3 22 Male Tertiary Unemployed Single 4 months Filial   

P4 50 Female Tertiary Unemployed Separated 8 Months Sibling   

P5 52 Male Junior Employed Married 11 months Sibling   

P6 34 Female SHS Employed Married 5 months Sibling   

P7 22 Female SHS Employed Married 6 months Filial  

P8 35 Female JHS Employed Married    7 months Sibling  

P9 23 Male JHS Unemployed Single 5 months Filial  

P10 37 Female Tertiary Employed Married    2 years Spousal  

P11 40 Female Primary Employed Married   10 months       Spousal

P12 25 Female Tertiary Unemployed Single    3 years         Filial

NB: JHS= Junior High School, SHS = Senior High School 

3.2. Themes and Sub-themes Identified

As shown in table 3.2. below, analysis of the data yielded two main themes, with several sub-themes that
detailed the realities faced by informal stroke caregivers in Ghana.

Table 3.2. Main Themes and Sub-themes

Theme Sub-themes

 

Physical Depletion
Increased Workload
Limited Rest and Sleep
Physical exhaustion

 

Emotional Distress
Fear and Anxiety
Profound Sadness and Worry
Anger and Frustration

Theme 1: Physical Depletion
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This theme captured how sustained caregiving eroded the physical stamina of caregivers. Notable sub-
themes included, increased workload, persistent tiredness, and limited rest and sleep.

Sub-theme 1: Increased Workload

Participants indicated that providing for the basic care needs of the stroke survivor like feeding, lifting,
and grooming substantially increased the workload. Yet, many others assumed additional
responsibilities for roles previously performed by survivors. A participant explained: 

“She used to do a lot of things in the house, like cooking and taking care of the house. …but when it came
and happened like that (referring to the stroke), I can say 70% of my time is now spent on her” (P2).

Some participants described devoting considerable time and energy preparing herbal remedies for
survivors, compounding their workload. A participant stated, 

“They will let us boil it [herbs], we’d use that one to bath him, and we’d cover him with blanket too. Those
things [herbal remedies] are helping, but needs time, and maybe makes you tired at the end of the day” (P8).

Sub-theme 2: Limited Rest and Sleep

Participants lamented that the never-ending nature of stroke care activities made it nearly impossible to
obtain adequate rest or sleep. According to a participant, “it isn't easy. Sometimes, I have to wake up as
early as 3:00am or 3.30am and come down to wash” (P4).

Sube-theme 3: Persistent Tiredness

Cumulatively, the demanding routines of post-stroke left caregivers feeling persistently tired. A
participant noted, 

“It's always the tiredness. You become tired. Helping him is not easy."  (P6).

Theme 2: Emotional Distress

This central theme highlighted the psychological burden endured by caregivers, and was captured in
subthemes including, sadness and worry, fear and anxiety, as well as anger and frustrations. 

Sub-theme 1: Fear and Anxiety 

The abrupt and dramatic manner in which the patient’s health rapidly changed from normalcy to a near-
death situation left caregivers feeling shocked and terrified. According to one participant,

“When your human being [referring to the stroke survivor] is paralyzed like that, it’s not always easy. The
person was not like this. So, when it happens like that, it's not going to be easy” (P6). 
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Also, the risk of stroke recurrence or associated medical crisis made caregivers anxious and
hypervigilant. A participant lamented,

 “… I wouldn't want to leave her alone at home and attend funerals and all that” (P3).

Sub-theme 2: Sadness and Worry 

Witnessing a once active relative reduced to a state of complete dependency made some caregivers sad
and worried. In the words of one participant, 

“… if you are living with someone you use to chat normally and it comes to a time that this person cannot
even pick a phone to call you again, even to open the mouth and talk to you is now a problem. That is my
worry” (P5). 

Others were traumatized by the daily pain and anguish endured by the stroke survivor, describing it as a
heartbreaking experience that left them profoundly sad. A participant stated,

 “… you will see that she is suffering. She doesn’t sleep in the night” (P1).

Sub-theme 3: Anger and Frustration

Participants described feeling frustrated whenever they were unable to understand what the stroke
survivor was trying to communicate. As one participant put it; 

“Hmm. He cannot talk, when he wants to tell you something, he cannot talk. I don’t understand what he
wants to say.” (P11).

Others were constantly angered by the disruptive behaviors displayed by some stroke survivors. 

4. Discussions
This study explored the lived experiences of people caring for family members with stroke in the Upper
East Region of Ghana. Our findings revealed that post-stroke care is an extremely demanding
responsibility that constantly stretched informal caregivers beyond adaptive limits, resulting in diverse
physical and emotional experiences.

The complex web of responsibilities involved in post-stroke care particularly increased the workload of
caregivers while eroding opportunities for rest and sleep, culminating in sheer physical exhaustion and
chronic fatigue. With little to no practical support, caregivers described navigating difficult and labor-
intensive routines like feeding, bathing, lifting, and repositioning survivors, which left them persistently
tired. These findings are consistent with studies documenting the adverse physical impact of round-the-
clock post-stroke care on informal caregivers [12, 27, 30, 31]. Indeed, evidence from comparable low-
middle-income countries suggests that without adequate support, sustained engagement in such
demanding routines places caregivers at heightened risk of adverse physical outcomes [28, 31, 32]. This
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implies that in countries where access to respite and support services are limited, caring for a family
member with a stroke becomes an embodied form of labour that depletes the physical reserves of
informal caregivers. Our findings thus point to critical gaps in Ghana’s post-stroke care framework, where
the continued systemic neglect of informal caregivers following a stroke survivor’s discharge exposes
them to unmitigated physical strain that threatens the long-term sustainability of their role.

In addition to meeting the direct care needs of survivors, caregivers further assumed additional
responsibility for roles previously performed by survivors. Many others spent considerable time and
energy sourcing and administering herbal remedies to stroke survivors, adding to their already
demanding role. These findings resonate with studies showing that accommodating the direct care
needs of a stroke survivor, in addition to expanded family roles has dire physical consequences on
informal caregivers [16, 33, 34]. The situation is said to be particularly dire where caregivers are required
to take on stereotypical gender roles [10, 16, 27]. Strikingly, caregivers in the study endured this physical
strain in silence, perhaps reflecting deeply entrenched Ghanaian cultural values that frame caring for sick
family members as a reciprocal familial obligation [14]. This implies that the physical strain borne by
informal stroke caregivers, is not a sole product of conventional caregiving tasks, but equally stem from
the cumulative demands of expanded roles, coupled with culturally sanctioned values and practices. The
prominence of complementary and alternative medical remedies as a significant contributor to caregiver
strain, particularly highlights context-specific dimensions that remains underexplored in stroke care
literature. This underscores the need for culturally responsive approaches to the assessment and
management of caregiver burden. Reliance on standard models that overlook such cultural dimensions
could underestimate the burden of stroke on informal caregivers in resource-poor settings.

Beyond the obvious physical toll, caregivers faced invisible yet profound emotional struggles that
weighed heavily on them. Echoing the findings of earlier studies [35–37], the dramatic manner in which a
loved one’s health rapidly changed to a near-death situation, coupled with the risk of associated post-
stroke sequelae, triggered intense fear and anxiety among caregivers. Also, the pain and anguish
endured by stroke survivors caused profound sadness and worry for most caregivers. Similar
experiences were documented by earlier studies [38–40], suggesting that emotional burden of stroke is
not merely limited to the stroke survivors but equally affects their informal caregivers.. Indeed, existing
evidence suggests that the post-stroke caregiving role can emotionally tether caregivers to a stroke
survivor in such a way that it becomes nearly impossible to detach from their sufferings [12, 41].
Understandably, witnessing such intense suffering without any remedy evokes a feeling of guilt, as
caregivers often misinterpret this to mean failure in their role. This points to perceived uncertainties and
limited understanding about the trajectory of stroke recovery. Thus, underscores the need to strengthen
caregivers’ education about the clinical realities of stroke recovery before a survivor’s discharge. This
could help ease misplaced guilt, while promoting realistic expectations about rehabilitation outcomes.

The study further revealed that cognitive limitations imposed by stroke on survivors frequently result in
communication difficulties and personality changes that frustrate caregivers. Amidst this, some
survivors displayed behaviors that seemed counterproductive, making caregivers angry. These
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experiences support the findings of studies showing that post-stroke amnesia and other communication
difficulties are a significant contributor to emotional distress in caregivers [42, 43]. The findings further
align with evidence showing that resistant or uncooperative behaviors from stroke survivors can derail
the gains made in post-stroke rehabilitation [11]. This anger and frustration may over time expose
caregivers to emotional exhaustion, compassion fatigue, and a gradual erosion of the very empathy
needed to sustain them in the caregiving role. There is therefore the need to incorporate behavior-change
psychoeducational training into discharge planning programs for stroke survivors. Such interventions
may not only mitigate frustration and despair but improve self-efficacy and psychological wellbeing of
caregivers.

Limitations

The study’s use of a qualitative design coupled with a relatively small sample size (n = 12) limits
generalization of our findings beyond the study area. Also, our reliance on self-reported data is subject to
recall and social desirability biases, as such participants might have exaggerated or under- reported their
experiences.

Conclusions
Caring for a family member with stroke emerged as a very challenging experience, marked by profound
emotional distress, heavy responsibilities, and physical depletion. This burden was intensified by the use
of complementary and alternative remedies, coupled with certain culturally sanctioned values. Findings
of the study thus highlight the cumulative and context-specific nature of post-stroke care burden on
families, particularly the contribution of complementary remedies and cultural values to this intense
burden, underscoring the need for structured support systems that acknowledge and incorporate local
caregiving practices into post-stroke care.
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