
 
 
 
 
 
 
 
 
 
 

CARERS OF THE CARE-SEEKERS: THE LIVED EXPERIENCES OF PRIMARY 
CAREGIVERS OF PATIENTS WITH STROKE 

 
Blaise B. Nieve 

 
PhD in Nursing (cand.), PhD in Education major in Educational Leadership, MA Nursing, BS Nursing, RN, 

CMSRN, NEA-BC, MHFAider® 
Clinical Nurse II, Adult General Medicine Stepdown Unit, Duke University Hospital, Durham, NC, USA 
Adjunct Professor, Graduate School – School of Nursing, San Pedro College, Davao City, Philippines 

 
 

https://doi.org/10.5281/zenodo.11638449 

 
ABSTRACT 
 
Despite extensive research on the impact of stroke on patients, the experiences of 
primary caregivers have not been given equal attention, particularly in terms of the long-
term support they require. This phenomenological study was designed to develop an 
understanding of the lived experiences of the primary caregivers of patients with stroke, 
to discover what their experiences are as partakers of the burden of stroke, and to know 
how these experiences mean to them. Participants were selected purposively and were 
limited to caregivers who were at least 18 years old and had been a caregiver for at least 
six months. The stroke patients were those who had a stroke for at least six months and 
were living with some form of disability. Data were gathered through in-depth interviews 
conducted at a tertiary healthcare institution in Panabo City. Utilizing Colaizzi’s method 
of qualitative data analysis, the study generated the following themes: Prologue: Taking 
Up the Mantle, The Adventure: Living the Life of a Hero, The Achilles’ Heel, and Heroes 
Prevail. These themes revealed that as caregivers embodied the role of becoming carers 
for stroke patients, they perceived their experiences as akin to being heroic. They 
expressed initial hesitancy in accepting the role, gradually learned to live with and accept 
their responsibilities, faced numerous challenges, and ultimately found meaning and 
fulfillment in their caregiving journey. 
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INTRODUCTION 
 

Stroke, often referred to as a brain attack, is a critical medical condition that 
significantly impacts both the patients and their primary caregivers (National Stroke 
Association, 2012). According to the 2016 Heart Disease and Stroke Statistics Update by 
the American Heart Association (2016) and the Centers for Disease Control and 
Prevention (2015), stroke remains a leading cause of long-term disability worldwide. Each 
year, the World Health Organization (2014) reports that 15 million people suffer from 
stroke, with 5 million deaths and another 5 million left permanently disabled. In the 
Philippines, stroke stands as the second leading cause of death and disability, a statistic 
that shows no signs of decreasing (Navarro et al., 2014; Loo & Gan, 2012).  

 
The increasing incidence of stroke globally and locally poses profound implications 

not only for the patients but also for their primary caregivers. These caregivers face 
substantial physical, emotional, and mental challenges as they support their loved ones 
through recovery. While extensive research has focused on the impact of stroke on 
patients, the experiences of primary caregivers have not received the same level of 
attention. Most studies emphasize acute care and early discharge support, with less focus 
on the long-term support required in community settings where caregivers play a crucial 
role (Aziz et al., 2016).  

 
Caregivers become the primary support system for stroke patients after 

hospitalization and are integral to the healthcare team, contributing significantly to the 
rehabilitation and recovery of stroke survivors. However, caregiving can be stressful, and 
caregivers often experience various interrelated individual, interpersonal, and 
organizational issues in managing stroke-related deficits. This stress can lead to 
significant psychological distress, affecting caregivers' quality of life (Duncan et al., 2005; 
National Stroke Association, 2012; Lau et al., 2009; Plank et al., 2012).  

 
Research has shown that stroke survivors and their caregivers face enormous 

challenges as they move through the phases of stroke management, including the stroke 
crisis, expectations for recovery, and the crisis of discharge. Caregivers often struggle to 
adapt to their new roles and responsibilities, which can strain familial relationships and 
personal well-being. Furthermore, caregivers frequently experience issues such as role 
changes, difficulties with social and leisure activities, communication challenges, financial 
problems, and physical and emotional health problems (Lutz et al., 2011; McGurk & 
Kneebone, 2013; O’Shea & Goode, 2015; Olai et al, 2014).  

 
Studies have highlighted the high Caregiver Burden (CB) scores among stroke 

patient caregivers, attributed to factors such as low patient functional ability and 
insufficient municipal social service support. Significant burdens are also due to the time 
spent caring for stroke survivors and uncertainty about the future, particularly in the early 
post-stroke period. The health-related quality of life of spouses of stroke survivors 
decreases not only in the initial years but also in the long term, influenced by their age 
and the level of the stroke survivor's disability. Additionally, caregiving significantly 
impacts the domains of work, leisure, and friendships, with the negative effects closely 
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linked to the unmet needs of the stroke survivors (Andrew et al., 2015; Olai et al., 2014; 
Persson et al., 2015). 
 

Despite these challenges, caregivers play a vital role in the health continuum of 
stroke survivors, influencing their rehabilitation and overall quality of life. Effective nursing 
interventions that provide caregivers with skills to manage physical, cognitive, emotional, 
and behavioral stroke-related problems are essential for both initial treatment and 
ongoing management throughout stroke recovery (National Stroke Association, 2012; 
Gillespie & Campbell, 2011; Grant et al., 2014; Rahman et al., 2017; Winstein et al., 2016; 
Yuki & Kudo, 2011).  

 
Over time, caregivers learn to adapt to the demands of caring for stroke survivors. 

Studies have found that while a significant burden is experienced by caregivers in the 
post-acute and chronic phases of stroke, this burden tends to decline over time. Although 
stroke caregiving is initially associated with persistent psychological distress, by three 
years post-stroke, caregivers’ life satisfaction, depression levels, and mental health 
quality of life become comparable to those of non-caregivers. Decreases in caregiver 
burden significantly correlate with improvements in caregivers' physical, psychological, 
and environmental quality of life, indicating that the quality of life for both stroke survivors 
and their caregivers is interlinked and significantly influenced by changes in the survivors' 
physical function over time (Jaracz et al., 2015; Haley et al., 2015; Pucciarelli et al., 2017). 

  
Despite varying findings, these studies collectively emphasize that caregivers face 

substantial challenges but play a crucial role in the health and recovery of stroke patients. 
Recognizing their significant contributions and addressing their needs through further 
exploration of their experiences is essential for improving their well-being and the care 
they provide. 

 
Given the critical role that primary caregivers play, it is imperative to develop a 

deeper understanding of their experiences. This study aims to explore the lived 
experiences of primary caregivers of stroke patients, highlighting their significant yet often 
overlooked contributions. By bringing these experiences to light, the study hopes to 
advocate for better support systems and recognition for primary caregivers, ensuring their 
needs are addressed alongside those of the patients they care for. 
 
Research Questions 

This study aimed to explore the following research questions: 
 

Central Question: 
• What are the lived experiences of primary caregivers of patients with stroke? 
 

Sub-question: 
• How do primary caregivers interpret and find meaning in their caregiving 

experiences? 
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METHODOLOGY 
 
Study Design 

This study utilized a phenomenological research design to explore and understand 
the lived experiences of primary caregivers of stroke patients (Creswell, 2013). 
Phenomenology is well-suited for this purpose as it aims to describe and interpret the 
essence of lived experiences, providing deep insights into the personal and subjective 
world of the participants. This approach allowed us to capture the rich, nuanced 
experiences of caregivers as they navigate their roles. 
 
Setting 

The data collection for this study was conducted at a tertiary healthcare institution 
in Panabo City. This institution, with a 173-bed capacity, offers a wide range of medical 
services to the residents of Panabo City and its neighboring areas. The setting provided 
a comfortable and private environment for in-depth interviews, ensuring that participants 
felt at ease while sharing their experiences. The study was conducted from January 2017 
to March 2017.  
 
Participants 

Participants were selected using purposive sampling, focusing on primary 
caregivers who met specific criteria. Eligible participants were those who were at least 18 
years old and had been caregiving for stroke patients for a minimum of six months. The 
stroke patients they cared for had experienced a stroke at least six months prior and were 
living with some form of disability. The study aimed for data saturation, which was 
achieved with eight participants. 
 
Data Collection Procedure 

Data collection involved conducting in-depth, one-on-one interviews with each 
participant. These interviews were guided by a validated questionnaire and were 
designed to elicit detailed and meaningful responses about the caregivers' experiences.  

 
The procedure was as follows: 

1. Orientation and Consent: Participants were thoroughly oriented about the study's 
nature, purpose, and procedures. They were informed of their rights, including 
voluntary participation, the right to refuse to answer questions, and the right to 
withdraw at any time. Informed consent was obtained from all participants. 
 

2. Interviews: The in-person interviews were conducted at a location within the 
healthcare institution chosen for the comfort and privacy of the participants. Each 
session was audio-recorded with the participants' consent to ensure accuracy in 
data transcription. The interviewer used a researcher-made semi-structured 
interview guide which was validated by three research experts. Both the English 
and Visayan versions of the interview guide have been validated and deemed 
appropriate for the purpose of the study.  
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3. Data Validation: To ensure the reliability of the data, transcripts of the interviews 
were reviewed and validated by the participants. This reflective dialogue helped 
confirm that the participants' intended meanings were accurately captured. 

 
4. Thematic Analysis: Data were analyzed using Colaizzi’s method of qualitative 

data analysis. This involved extracting significant statements, formulating 
meanings, and identifying common themes across the participants' experiences. 

 
Trustworthiness of the Study 
 

Ensuring the trustworthiness of this phenomenological study was paramount to 
validate the findings and establish the credibility, transferability, dependability, and 
confirmability of the research. These criteria, proposed by Lincoln and Guba (1985), were 
meticulously applied throughout the study to ensure its rigor and reliability. 

 
Credibility refers to the confidence in the truth of the data and the interpretations 

of the researcher. To achieve credibility, several strategies were employed. The study 
utilized Colaizzi’s method of phenomenological data analysis, a well-regarded approach 
in qualitative research, ensuring that the analysis was systematic and thorough. The 
questionnaire guideline used for in-depth interviews was evaluated by experts in the field 
of research to ensure its relevance and effectiveness in capturing the lived experiences 
of caregivers. The researcher’s prior employment at the participating organization 
facilitated an in-depth understanding of the organizational culture and the caregiving 
context, enhancing the credibility of the data collected. Eight participants were carefully 
selected to ensure a comprehensive exploration of the phenomenon. The study reached 
data saturation, meaning that no new information emerged from the additional data, 
ensuring a thorough understanding of the caregivers' experiences. Conducting a pilot 
study with four primary caregivers helped assess the feasibility of the research design 
and tools, ensuring that they effectively captured the necessary data. During interviews, 
participants were encouraged to be open and honest. They were assured of their right to 
withdraw from the study at any time without any repercussions, fostering a trusting 
environment. The researcher engaged with research experts to discuss the data analysis 
process. Peer debriefing helped identify any potential biases and provided an additional 
layer of scrutiny to the research findings. The findings were validated through related 
literature and theories, ensuring that the interpretations were grounded in existing 
knowledge. 

 
Transferability pertains to the extent to which the findings can be applied to other 

contexts or groups. To enhance transferability, detailed descriptions of the research 
context, participants, and findings were provided. This comprehensive account allows 
readers to determine the applicability of the results to other settings or populations. 

 
Dependability involves the stability and consistency of the research process over 

time. To ensure dependability, the study underwent external auditing by research experts 
who were not involved in the study. These experts reviewed the research process and 
findings to confirm that the data supported the conclusions drawn. The research process, 



1139 
 

Ignatian International Journal for Multidisciplinary Research           Vol 2 No 6           June 2024          www.icceph.com 

including data collection and analysis procedures, was meticulously documented. This 
transparency allows for the replication of the study and verification of the findings. 

 
Confirmability ensures that the findings are shaped by the participants’ 

experiences rather than researcher bias. To achieve confirmability, a clear audit trail was 
maintained, documenting every step of the research process. This included data 
collection methods, decisions made during analysis, and the development of themes. 
Participants reviewed the transcripts and the derived themes to verify that their 
experiences were accurately captured. This feedback loop ensured that the 
interpretations truly reflected the caregivers’ perspectives. Throughout the data collection 
and analysis phases, reflective dialogue was used to cross-check the accuracy of the 
interpretations with the participants. This iterative process helped maintain the 
authenticity of the findings. 

 
By rigorously applying these criteria, the study ensured that its findings were 

credible, transferable, dependable, and confirmable. This robust methodological 
framework provided a trustworthy account of the lived experiences of primary caregivers 
of stroke patients, offering valuable insights for healthcare professionals, policymakers, 
and support organizations. 
 
Ethical Considerations 
 

The study adhered to ethical principles to protect the rights and well-being of the 
participants. Ethical soundness of the study was evaluated by the technical panel of the 
Master of Arts in Nursing Program of Davao Doctors College, Inc. as well as the research 
board of the study's locale. This ensured that the research conformed to established 
ethical standards and guidelines. 

 
Participants provided informed consent after being fully briefed about the study's 

purpose, procedures, and potential impacts. They were made aware of their rights, 
including the right to withdraw from the study at any time without any consequences. This 
informed consent process was crucial in ensuring that participation was voluntary and 
based on a clear understanding of what the study entailed. 

 
Confidentiality was rigorously maintained throughout the study. Participants' 

privacy was protected by removing personal identifiers from the transcripts, and all data 
were securely stored to prevent unauthorized access. This approach safeguarded the 
participants' identities and the sensitive information they shared. 

 
The principle of beneficence guided the study, which was conducted with the intent 

to benefit the caregivers. By bringing their experiences to light, the research aimed to 
highlight the challenges they face and inform better support systems for them. This focus 
on beneficence ensured that the study was not only ethically sound but also meaningful 
and impactful for the participants and the broader community of caregivers. 
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RESULTS 
 
Profile of the Informants 
 

The demographic profile of the study participants provides insight into the diverse 
backgrounds of primary caregivers of stroke patients. The participants include individuals 
with varying levels of healthcare experience, ranging from nurses and nursing assistants 
to those without any formal healthcare background. 

 
Among the eight participants, four are nurses, reflecting a strong presence of 

individuals with professional healthcare training. These participants are aged between 23 
and 32 years old, indicating a relatively young group of healthcare professionals. 

 
Two participants are nursing assistants, both aged 24 years old. Their roles 

support the primary caregiving activities and highlight the involvement of ancillary 
healthcare staff in the caregiving process. 

 
The remaining two participants do not have formal healthcare training. Participant 

3, who is unemployed and 30 years old, and Participant 5, a 59-year-old self-employed 
individual, represent the segment of caregivers who may face additional challenges due 
to their lack of professional healthcare experience. 

 
This demographic diversity underscores the varying degrees of preparedness and 

challenges faced by caregivers. It also highlights the need for tailored support systems 
that address the unique needs of both healthcare professionals and laypersons providing 
care to stroke patients. 
 
Lived Experiences of Caregivers of Patients with Stroke 
 

The study uncovered several key themes and subthemes that provide a 
comprehensive understanding of the lived experiences of primary caregivers of stroke 
patients. These themes reveal the practical realities and emotional journeys of caregivers, 
highlighting both the challenges they face and the sources of resilience and fulfillment 
they find in their roles. 
Theme 1: Prologue: Taking up the Mantle 
 

This theme captures the initial phase of the caregiving journey, where caregivers 
are confronted with the sudden need to take on the responsibility of caring for a stroke 
patient. It includes the subthemes of Call to Adventure, Refusal to the Call, Heeding the 
Call, and Meeting with the Mentor, reflecting the stages of acceptance and adaptation to 
the new role. 

 
Call to Adventure. Caregivers often begin their journey suddenly, without prior 

warning. The moment a loved one suffers a stroke, caregivers are thrust into a new role, 
often out of necessity rather than choice. One participant recalled, "At the moment my 
aunt had a stroke, there was nobody else who could take care of her, and since I have a 
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nursing background, her family decided and asked my mother and me if I could be my 
aunt’s caregiver" (Participant 1). 

 
Refusal to the Call. Initial reactions to the caregiving role often include hesitation 

and reluctance. The overwhelming nature of the responsibility can lead some to initially 
refuse the role. "There were times when my cousins and I fought over whose turn it is to 
take care of my grandmother. I felt angry because I still had things to do other than 
caregiving" (Participant 4). 

 
Heeding the Call. Despite their initial reluctance, many caregivers accept their 

roles out of love and duty towards their loved ones. They find a way to rise above their 
fears and hesitations. "Since he is my father, my family agreed to make me the primary 
caregiver. Actually, my sibling and I take turns in taking care of him, but it was I who really 
was with my father the most" (Participant 3). 

Meeting with the Mentor. Caregivers often receive guidance and support from 
healthcare professionals, family members, and their own inner strength. This support is 
crucial in helping them navigate their new responsibilities. "St. Luke’s had given us a diet 
plan, and his physical therapy was twice a week. He also had regular follow-up check-
ups with Dr. P" (Participant 3). 
 
Theme 2: The Adventure: Living the Life of a Hero 
 

This theme describes the ongoing journey of caregiving, likened to a heroic quest. 
Caregivers cross into a new realm of experience, characterized by challenges and 
responsibilities, but also supported by others. The subthemes are Crossing the Threshold 
of Being a Hero, A Hero’s Duty, and Heroes Assemble!, illustrating the day-to-day tasks 
and the support networks caregivers rely on. 

 
Crossing the Threshold of Being a Hero. Once caregivers accept their role, they 

enter a new, challenging phase of life. This transition involves adapting to new routines 
and responsibilities. "The moment my grandfather had a stroke, we immediately brought 
him here because he was a regular here and because I work here as well. It seemed 
automatic that I was chosen to become his caregiver because I was a nurse and the only 
nurse in our family" (Participant 8). 

A Hero’s Duty. Caregiving involves a wide range of tasks, from basic daily care 
to complex medical procedures. The dedication required can be immense. "Usually by 
afternoons, I give her baths, turn her to her sides, change her clothes, change her 
catheter, and feed her through her NGT" (Participant 1). 

 
Heroes Assemble! Support from family and friends is crucial. Caregivers often 

rely on their network to share the burden. "Yes, there were three of us siblings, and we 
have our cousins as well who help us in taking care of our father" (Participant 2). 
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Theme 3: The Achilles’ Heel 
 

This theme focuses on the vulnerabilities and struggles that caregivers face. It 
encompasses the significant physical, emotional, and social tolls of caregiving, 
highlighted by the subthemes “With Great Power Comes Great Responsibility,” Heroes 
Bleed, and Facing the Big Battle. These subthemes address the immense stress and 
potential for burnout that caregivers endure. 

 
“With Great Power Comes Great Responsibility” The role of a caregiver comes 

with significant responsibilities, often leading to feelings of being overwhelmed. "At the 
time I became the primary caregiver of my grandfather, the responsibility of being in-
charge of his health was overwhelming for me" (Participant 8). 

 
Heroes Bleed. Caregiving takes a toll on caregivers’ physical and mental health. 

Social isolation and personal sacrifices are common. "My life was really affected. At the 
moment my father had a stroke, I was about to take exams at that time, and I was a 
graduating student at that. I was so busy meeting the ends of my requirements, even to 
the point of not being able to study because I’d allot my study and rest periods to taking 
care of him" (Participant 2). 

 
Facing the Big Battle. The constant demands of caregiving can lead to significant 

stress and burnout. "As for the physical aspect, I just deemed that I needed strength to 
turn her to her sides because she was somewhat overweight" (Participant 1). 
 
Theme 4: Heroes Prevail 
 

The final theme celebrates the resilience and ultimate triumph of caregivers. 
Despite the myriad challenges, caregivers find meaning and fulfillment in their roles. The 
subthemes The Road Forward and Resurrection of the Hero describe the ongoing journey 
of personal growth and the renewed sense of purpose that many caregivers experience. 

 
The Road Forward. Despite the hardships, caregivers find ways to move forward, 

often driven by the progress and recovery of their loved ones. They develop strategies 
and routines that help them manage their responsibilities more effectively. 

 
Resurrection of the Hero. Ultimately, caregivers find a sense of purpose and 

fulfillment in their roles. The journey, while challenging, leads to personal growth and 
resilience. "For me, if you have children that aid you in caregiving, you’d have a breather, 
as if your burdens will lessen because of them" (Participant 5). 

 
 
DISCUSSION 
 

Life after stroke, for most patients, hadn’t been an easy life to live with. In fact, it 
took them several months and, for some, even years before they recovered from and 
adjusted to the life of having a stroke. Although the complications that resulted from the 
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stroke event, and the changes it brought to them, varied from one person to another, 
these patients, owing to their decreased in or loss of their capacity to live their lives on 
their own, all faced the same brand of challenge – that is, taking on the role of being a 
care-seeker. However, these stroke patients aren’t the only ones who faced big changes. 
Their caregivers faced them too. Their lives, much to what these stroke patients have 
had, haven’t been an easy one to live with as well, and, in most cases, these caregivers, 
as they began to take up the role of being the carer of these care-seekers, did not have 
a good understanding of the mantle they were about to wear, of the role to which they 
were about to commit, and they were not well-prepared to take on even the basic tasks 
to meet the patients' needs after stroke. Furthermore, these patients and their caregivers 
did not have adequate time to deal with the shock and crisis of the stroke event, let alone 
the crisis of discharge and of all the new responsibilities with which they have dealt and 
continue to deal with after it occurred – an experience which has been reflected in other 
studies (Andrew et al., 2015; Byun & Evans, 2015; Haley et al., 2015; Lou et al., 2015; 
Lutz et al., 2011; McGurk & Kneebone, 2013; Persson et al., 2015; Olai et al., 2014; 
Timber & Smith, 2011).  Simply put, their lives, in all its aspects, have never been the 
same after stroke. 

 
Nevertheless, amidst all odds, these stroke patients and their caregivers found 

solace and support in the presence of their family and friends, in the teachings and insight 
of their healthcare providers, and, most importantly, in the sustenance of each other – as 
was underscored in several studies (Gillespie & Campbell, 2011; O’Shea & Goode, 2015; 
Plank et al., 2012; Grant et al., 2014). Together, living after stroke and with stroke had 
become a series of ups and downs, of trials and errors, and of frustrations and 
satisfactions.   

 
The insights gained from this study are invaluable for healthcare professionals, 

policymakers, and support organizations, emphasizing the critical role of primary 
caregivers and the need for comprehensive support systems. Recognizing and 
addressing the multifaceted needs of caregivers is essential to improve their quality of life 
and, consequently, the health outcomes of stroke patients. 

 
One of the primary insights from this study is the necessity for robust community-

based support programs that offer both emotional and practical assistance to caregivers, 
as was suggested by the National Institutes of Health (2015). Such programs can provide 
a range of services, including help with daily tasks, transportation, and access to local 
resources. By integrating caregivers into the broader healthcare system, these programs 
can ensure they receive the comprehensive support needed to manage their caregiving 
responsibilities effectively. Emotional support through peer groups and counseling can 
alleviate the psychological burden, while practical assistance can ease the day-to-day 
caregiving load. 

 
Moreover, implementing flexible work arrangements and respite care options is 

crucial to help caregivers balance their caregiving responsibilities with other aspects of 
their lives. Flexible work policies, such as adjustable work hours, remote work options, 
and extended leave provisions, can significantly reduce the stress and burnout associated 
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with balancing full-time employment and caregiving duties. Respite care options are 
equally important, providing temporary relief and allowing caregivers to take necessary 
breaks to maintain their well-being (Doty & Spillman, 2015; Swanke & Zennan, 2009). 

 
In addition, offering comprehensive training programs is vital to equip caregivers 

with the necessary skills and knowledge to manage the complex needs of stroke patients 
effectively, as was suggested by Pitthayapong et al. (2017). These programs should 
cover practical skills, patient care techniques, and the use of medical equipment. Ongoing 
training is essential to address the evolving needs of both caregivers and patients, 
ensuring that caregivers are always prepared to provide the best possible care. Such 
training empowers caregivers, enhancing their confidence and competence in managing 
their roles. 

 
Furthermore, incorporating Chada’s (2014) recommendation of providing access 

to mental health services is critical to address the emotional and psychological challenges 
that caregivers face. Caregiving can be an isolating and emotionally taxing experience, 
leading to stress, anxiety, and depression. Access to professional counseling and mental 
health support can help caregivers cope with these challenges, improving their overall 
mental health and resilience. These resources should be readily available and tailored to 
meet the specific needs of caregivers, offering them the support they need to sustain their 
caregiving efforts. 

 
By addressing these needs, the quality of life for both caregivers and stroke 

patients can be significantly improved. Enhanced support systems, flexible work policies, 
comprehensive education and training, and accessible mental health resources can 
ensure better health outcomes and more sustainable caregiving practices. The insights 
from this study highlight the resilience of caregivers and underscore the critical 
importance of providing them with the support they need to continue their vital work 
effectively. Investing in these areas not only benefits caregivers but also contributes to 
the overall well-being and recovery of stroke patients, fostering a healthier, more 
supportive community for all. 
 
Limitations of the Study 
 

This study provides valuable insights into the lived experiences of primary 
caregivers of stroke patients, but it has several limitations. The small sample size and 
specific geographic focus may affect the generalizability of the findings. Selection bias 
could also be present due to the purposive sampling method, and reliance on self-
reported data may introduce recall bias. Additionally, the cross-sectional design captures 
only a single point in time, missing the evolving nature of caregiving, and the cultural 
context may limit applicability to other settings. 

 
Despite these limitations, the study has notable strengths. The phenomenological 

design allows for an in-depth exploration of caregivers' experiences, providing rich and 
detailed insights. Colaizzi’s method ensured rigorous data analysis, enhancing credibility. 
The diverse participant backgrounds add depth to the findings, and the focus on an under-
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researched group addresses a significant gap in the literature. These strengths contribute 
to the study’s overall value in informing support systems and interventions for primary 
caregivers of stroke patients. 
 
Conclusions 
 

This phenomenological study aimed to explore and understand the lived 
experiences of primary caregivers of stroke patients. Through in-depth interviews and 
qualitative data analysis, we uncovered four major themes that encapsulate the 
caregiving journey: Prologue: Taking up the Mantle, The Adventure: Living the Life of a 
Hero, The Achilles’ Heel, and Heroes Prevail. These themes reveal the multifaceted 
nature of caregiving, highlighting both the immense challenges and the deep sense of 
fulfillment that caregivers experience. 

 
The study found that caregivers often begin their roles with reluctance and 

hesitation, faced with overwhelming responsibilities and significant lifestyle changes. 
Despite these initial struggles, they adapt and grow, finding strength and resilience 
through their journey. The constant demands of caregiving take a toll on their physical, 
emotional, and social well-being, yet caregivers also find meaning and purpose in their 
roles, driven by love and duty towards their loved ones. 

The findings of this study underscore the critical yet often overlooked role of 
primary caregivers in the rehabilitation and recovery of stroke patients. The study 
emphasizes the need for comprehensive support systems that address the physical, 
emotional, and social needs of caregivers, ensuring they are equipped to manage their 
responsibilities effectively while maintaining their well-being. 
 
Recommendations 
 

The research has drawn the following recommendations to nursing practice, 
education, and research from the findings of the present study. For nursing practice, to 
better support primary caregivers of stroke patients, it is essential to develop and 
implement integrated caregiver training programs. These programs should focus on 
practical skills, patient care techniques, and the use of medical equipment. Training must 
be ongoing to address the evolving needs of both caregivers and patients, ensuring that 
caregivers are equipped with the latest knowledge and skills necessary for effective care. 
Regular health assessments for caregivers are crucial to monitor their physical and 
mental health. By conducting these assessments, healthcare providers can identify signs 
of burnout and health deterioration early, allowing for timely interventions and support. 
Additionally, establishing counseling and mental health support services can help 
caregivers cope with the emotional and psychological challenges they face. Providing 
access to these services can significantly alleviate stress and improve caregivers' overall 
well-being. 

 
In addition, nursing education programs should incorporate modules specifically 

focused on caregiver support. These modules should emphasize the importance of 
understanding and addressing the needs of caregivers, preparing future nurses to provide 
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holistic care that includes both patients and their caregivers. By integrating this 
perspective into the curriculum, nursing students will be better equipped to offer 
comprehensive support. Training in effective communication techniques is also essential. 
Educating nursing students on how to communicate empathetically and practically with 
caregivers ensures that they can provide the necessary guidance and support. This 
training will enable nurses to build strong, supportive relationships with caregivers, 
fostering a more collaborative and effective care environment. 

 
For nursing research, there is a need for longitudinal studies to explore the long-

term impacts of caregiving on physical and mental health. These studies should examine 
how the challenges and needs of caregivers evolve over time, identifying effective 
interventions that can support them throughout their caregiving journey. Research into 
the effectiveness of various support interventions is also critical. By evaluating programs 
such as caregiver training, support groups, and mental health services, researchers can 
determine the best practices for alleviating caregiver burden. Furthermore, studying the 
experiences of caregivers across different cultural and socio-economic backgrounds is 
essential to identify unique challenges and tailor support needs accordingly. This 
research will provide a more comprehensive understanding of caregiving dynamics, 
ensuring that support interventions are inclusive and effective for diverse populations. 

 
 Furthermore, it is the hope of the researcher that the following policy 
recommendations be implemented in healthcare systems to provide sustainable support 
to the primary caregivers of patients with stroke. First, advocating for policies that provide 
flexible work arrangements and respite care options is crucial to help caregivers balance 
their caregiving responsibilities with other aspects of their lives. Many caregivers face the 
challenge of juggling full-time employment and caregiving duties, which can lead to 
significant stress and burnout. Flexible work policies, such as adjustable work hours, 
remote work options, and extended leave provisions, can alleviate some of these 
pressures, allowing caregivers to manage their time more effectively. Respite care 
options, which provide temporary relief by arranging professional care for the patient, are 
also essential. These policies not only support caregivers' well-being but also ensure they 
can continue to provide high-quality care to their loved ones without sacrificing their own 
health or job security. 
 

Moreover, promoting the development of community-based support programs is 
vital for offering practical assistance and emotional support to caregivers. These 
programs can provide a range of services, including help with daily tasks, transportation, 
and access to local resources. By integrating caregivers into the broader healthcare 
system, these programs can ensure that caregivers receive the comprehensive support 
they need. For example, community centers can host workshops and support groups, 
providing a platform for caregivers to share experiences and receive guidance from 
professionals and peers. These initiatives can create a supportive network, reducing 
feelings of isolation and enhancing caregivers' ability to manage their responsibilities 
effectively. 
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In addition, launching public awareness campaigns is essential to raise awareness 
about the critical role of caregivers and encourage community support and recognition of 
their contributions. These campaigns can highlight the challenges caregivers face and 
the invaluable service they provide, fostering greater empathy and understanding within 
the community. Public recognition can lead to increased support from employers, 
policymakers, and community members. Campaigns can utilize various media platforms, 
including social media, television, and community events, to reach a broad audience. By 
bringing attention to the importance of caregiving, these campaigns can drive societal 
changes that support caregivers, such as improved access to resources and better policy 
implementation. 
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This study was conducted in full compliance with ethical standards. Informed 
consent was obtained from all participants, ensuring that they were fully aware of the 
study's nature, purpose, and procedures. Participants were informed of their right to 
withdraw from the study at any time without any repercussions. The anonymity of the 
informants was rigorously maintained, with personal identifiers removed from all data to 
protect their privacy. Throughout the study, the well-being of the informants was 
safeguarded, and every effort was made to minimize any potential distress or discomfort. 

 
There were no conflicts of interest involved in the conduct of this study. The 

researcher adhered strictly to ethical guidelines to avoid plagiarism, ensuring that all 
sources were appropriately cited and credited. Additionally, there was no bias in the 
interpretation of the findings; the data were analyzed objectively to provide an accurate 
representation of the caregivers' experiences. The results of this study were used purely 
for research purposes, contributing to the body of knowledge on caregiving and informing 
better support practices for caregivers of stroke patients. 
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