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Caregivers of Stroke Survivors: Exploring the Role of Spousal Caregivers through an Occupational
Therapy Lens

The purpose of this qualitative study was to explore the occupational needs of caregivers of stroke survivors
and to identify potential implications for occupational therapy’s role with this population. Methods: Focus
groups and a semi-structured interview were used to gather an in-depth perspective on caregivers’ needs and
level of participation in valued activities. Interactions were recorded and transcribed verbatim. Data analysis
included open coding, formulation of categorical patterns, and thematic analysis. Rigor was enhanced through
peer review, multiple coders, member checking, and triangulation. Results: Four primary themes emerged:
(1) the essential need for additional services and support; (2) the amount of time spent on addressing spouses’ needs
resulted in occupational loss; (3) finding new ways to participate in daily life activities; and, (4) an association
between the survivor’s level of impairment and the caregiver’s quality of life. Conclusion: Demands of caregiving
can lead to changes in roles, responsibilities, and routines. OT practitioners are uniquely qualified to reinstate
valued occupations into daily life, formulate balanced routines, and provide client specific supports and
resources. OT services could provide strategies to enhance caregivers’ ability to partake in meaningful
occupations and resume a balanced lifestyle. More research is needed to determine the occupational needs of
caregivers and the effectiveness of caregiver interventions.
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ABSTRACT  
The purpose of this qualitative study was to explore the occupational needs of caregivers of stroke survivors and to identify potential 
implications for occupational therapy’s role with this population. Methods: Focus groups and a semi-structured interview were 
used to gather an in-depth perspective on caregivers’ needs and level of participation in valued activities. Interactions were 
recorded and transcribed verbatim. Data analysis included open coding, formulation of categorical patterns, and thematic analysis. 
Rigor was enhanced through peer review, multiple coders, member checking, and triangulation. Results: Four primary themes 
emerged: (1) the essential need for additional services and support; (2) the amount of time spent on addressing spouses’ needs 
resulted in occupational loss; (3) finding new ways to participate in daily life activities; and, (4) an association between the survivor’s 
level of impairment and the caregiver’s quality of life. Conclusion: Demands of caregiving can lead to changes in roles, 
responsibilities, and routines. Occupational therapy practitioners are uniquely qualified to reinstate valued occupations into daily 
life, formulate balanced routines, and provide client specific supports and resources. Occupational therapy services could provide 
strategies to enhance caregivers’ ability to partake in meaningful occupations and resume a balanced lifestyle. More research is 
needed to determine the occupational needs of caregivers and the effectiveness of caregiver interventions. 

 
Introduction 
Stroke, or cerebrovascular accident (CVA), is the leading cause of adult disability in the United States today.1 In fact, according to 
the Centers for Disease Control and Prevention, approximately 795,000 Americans suffer a new or recurrent stroke each year with 
the average length of stay being 6.1 days in an inpatient hospital following a stroke.1 With hospital length of stays decreasing and 
stroke prevalence rising, there has been an increase in the amount of informal care that patients are receiving following a stroke. 
Much of this care is provided by unpaid, informal caregivers, who are often spouses, children, and relatives of the recipient of 
care.2 Informal caregivers are those unpaid individuals who assist others in completing daily life activities and/or medical tasks.3 
There are an estimated 65.7 million informal caregivers in the United States who are providing care for someone who is ill, disabled, 
or aged.3 Some conservative estimates provided from the American Heart Association assert that informal family caregivers for 
stroke survivors provide an average of 20.4 hours of unpaid care per week.2 Unfortunately, it appears that more studies have 
focused on the stroke survivors with research aimed at understanding how their lives are impacted following a stroke and less 
emphasis has been devoted to the informal caregivers of stroke survivors.4-6 Even though more current research has drawn 
attention to several noted barriers and facilitators of participation in daily life activities for stroke survivors, the needs of their informal 
caregivers often go unmet.7-17 Allied health professionals are uniquely qualified to meet some of these needs. Moreover, allied 
health professionals, researchers, and policy makers are advocating and starting to mandate that the assessment of individuals 
with chronic conditions include the assessment of the family caregiver.18 

 
More recently, strides have been taken to better understand the impact, often referred to as “burden,” placed on informal 
caregivers.7,10,18, Research has suggested that the provision of informal caregiving can have negative implications on the informal 
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caregivers’ mental, physical, social, and financial well-being.10 Unfortunately, interventions to assist caregivers of stroke survivors 
have had little impact at reducing this burden.10,20,21 Employment and volunteering opportunities are greatly impacted when informal 
caregiving responsibilities are incorporated into a daily routine.14 Research suggests that up to 70% of informal caregivers reduce 
work hours, change jobs, or stop working completely to provide care for their loved one.11 Additional research indicates that up to 
83.3% of informal caregivers do not have paid jobs due to the demands of caregiving.16 Furthermore, it is estimated that family 
caregivers in the United States spend $5,531 out-of-pocket annually for direct costs associated with being a caregiver which adds 
to the financial strain of decreased income from reduction in gainful employment.3 Moreover, informal caregivers often adjust their 
lives to accommodate caregiving responsibilities, and they give up things they consider to be unnecessary (e.g., regular exercise, 
hobbies, free time, socialization with friends, vacations, activities, and leisure time pursuits) for the betterment of the stroke survivor 
and family.8,13,22 Although informal caregivers of stroke survivors are affected in a multitude of negative ways, positive outcomes 
such as an increased appreciation for life, feeling needed, building strength and confidence, and feeling important and useful, have 
also been noted by caregivers.10,23,24 Since the need for informal caregiving following stroke is prevalent and the number of 
caregivers providing informal care for stroke survivors is increasing, it is important for allied health professionals to explore and 
address their unmet needs.  

Researchers across several fields have attempted to generate knowledge surrounding the caregiver experience. Several 
disciplines have attempted to understand these experiences as they relate to their own scope of practice. For example, researchers 
in medicine have attempted to understand caregiving as it relates to physical health, highlighting morbidity and the deterioration of 
the caregiver’s health.17 The field of psychology has identified psychiatric morbidity and strain associated with caregiving and has 
designed psychological interventions aimed at minimizing stress and caregiver burnout.12 Nursing professionals have used 
educational programs to support spouses of stroke survivors and to help these informal caregivers become competent 
caregivers.24,25 

Healthcare professionals working in physical disability settings will see patients with a stroke more often than any other diagnosis.28 
Occupational therapists are charged with addressing the needs of populations who are experiencing occupational deprivation, or 
an inability to participate in meaningful and satisfying life activities over a prolonged period of time.26,29 Occupations can be 
described as the things that people do to occupy their time and attention; they are meaningful and personal activities that individuals 
choose or need to engage in.30 The Occupational Therapy Practice Framework: Domain and Process, 3rd edition, identifies a 
broad range of occupations, including leisure, social participation, and work (both gainful employment and volunteer work).31 
Multiple research studies provide evidence to support the link between occupational engagement and one’s health and well-
being.32 Investigating and better understanding the needs of caregivers for stroke survivors as they relate to everyday meaningful 
and relevant occupations will help identify if there truly are unmet needs, what those needs are, and how to develop foundational 
knowledge that can serve to guide future practice with this underserved population. Occupational therapists are distinctively 
qualified to develop this knowledge and work with informal caregivers so that they can live fulfilling and satisfying lives, and, 
ultimately, provide better care.  
 
It has only been within the past couple of years that occupational therapy research has begun to investigate and identify 
occupational loss of valued activities in caregivers for stroke survivors.13,22 Informal caregivers who are unable to continue to 
engage in their valued activities are at risk for experiencing occupational deprivation.26 Moreover, caregivers who are challenged 
with balancing the role of caregiving with their other occupations may find it difficult to focus on and appreciate the positive aspects 
of caregiving, and as a result, are placing the recipient of care at a higher risk for negative consequences.27 In fact, preliminary 
evidence suggests that occupational loss is associated with lower levels of mental health among informal caregivers.13 Thus, the 
literature indicates a need for qualitative studies that explore losses, changes, and personal growth in caregivers of stroke survivors 
and recommends that future studies consider gathering information about new responsibilities and the impact of such changes.13 

In summary, researchers in several fields have measured the amount of burden placed on informal caregivers of stroke survivors 
and have utilized several methods to describe the caregiver experience; yet, there has been little done to address the needs of 
these caregivers with an appreciation for their unique experiences and individual needs. Thus, there is currently a lack of in-depth 
knowledge to understand and address the needs of caregivers for stroke survivors as they relate to everyday meaningful and 
relevant occupations. The intention of this study was to explore the caregivers’ needs as occupational beings; therefore, it was 
guided by the following research questions: 

 What are the occupational needs of caregivers of stroke survivors in regards to leisure, social participation, work, and 

volunteer work? 
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 How can occupational therapists collaborate with caregivers to attend to their occupational needs? 

Methods 
To facilitate the understanding of the lived experience and occupational needs of informal caregivers providing care for a stroke 
survivor, a phenomenological approach was selected to guide the development of the research questions, sampling, data 
collection, and data analysis.33-35 This study was approved by the University's Institutional Review Board and informed consent 
was obtained from all participants. 
 
Participants 
A convenience sample was used to recruit all participants of this study.33-35 Only caregivers who had provided six or more months 
of informal care to a person who experienced a stroke were included in the study. Investigators collaborated with the head 
coordinator of support groups at an in-patient rehabilitation center in the Midwest to identify participants who met the inclusion 
criteria. Additionally, investigators recruited participants via professional networking and flyer distribution. All participants provided 
informed consent to partake in the study.  

The participants in this study were all Caucasian and ranged from 50 to 75 years of age, with a mean age of 65. All participants 
were female spousal caregivers, living in the Northwest suburbs of Chicago, IL, and were assuming the role of the primary caregiver 
at the time of the study.  
 
Data Collection  
This qualitative study used focus groups and individual interviews in order to gain an in-depth perspective of the experiences and 
needs of caregivers of stroke survivors. Three participants (n=3) attended 3 consecutive focus group sessions held at a 
rehabilitation facility in the Midwest. Additionally, one face-to-face interview (n=1) was performed at a private, yet, convenient 
location for the participant. Face-to-face interviews were offered to participants who met the inclusion criteria, were interested in 
participating in this study, but who were unable to attend the focus groups due to caregiving responsibilities or transportation 
issues. Focus groups and face-to-face interviews were implemented to attain personal stories and experiences related to 
engagement and/or inability to engage in desired leisure, social participation, work, and volunteer opportunities; strategies used to 
maintain occupational balance throughout their daily routine; and experiences or lack of experiences with outside caregiver 
supports. More specifically, the three focus groups and the individual interview were semi-structured around the guided topics and 
questions related to 1) leisure and social participation; 2) work and volunteer work; and 3) strategies to participate in areas of 
occupational performance (please see Appendix A). Use of focus groups was the preferred method of gathering qualitative data 
because the researchers felt that there would be value in individuals within the group being able to cue or prompt each other in 
ways that the researchers would not be able to do in an individual interview.32-34 The strategic composition of the focus groups 
promoted homogeneity by stimulating enriched discussions based on similarities of being a caregiver of a stroke survivor. 
Participants were also encouraged to provide differing perspectives regarding their current occupational needs in the topic areas 
discussed in order to highlight the importance of individualized considerations.35 However, the researchers in this study were also 
sensitive to the fact that there might be some informal caregivers who would be interested in participating in this study and have 
valuable information to share; yet, they might not be able to attend the focus groups because of caregiver responsibilities and/or 
transportation issues.   

All focus groups and interviews were audio taped, transcribed verbatim, and lasted between 30 - 90 minutes. Please see Appendix 
A which provides sample focus group and interview questions. General to more specific questions were asked throughout the 
sessions to allow participants to open up, reflect, and consider alternatives to potentially utilize in their current routine.35 The use 
of both focus groups and interviews allowed for the possibility of confirming or replicating findings.35  
 
Data Analysis 
To ensure authenticity, rigor was addressed through the use of member checking, regular peer debriefing, and triangulation of 
data.33 Member checking was done through a follow-up interview with the participants and was used to determine the accuracy of 
the major themes and findings. Member checking also provided the participants with an opportunity to offer any additional thoughts. 
All of the participants verified the accuracy of the data; yet one out of the four of the participants (n =1), after having additional time 
to reflect on her responses in the initial interview, offered additional information regarding her experiences of being an informal 
caregiver. Focus groups occurred weekly with the first three authors all being present during the data collection process. Peer 
debriefing, which is also sometimes referred to as analytic triangulation, occurred in two different forms. First, the three researchers 
who were directly involved in data collection engaged in a reflective process after each focus group and interview to discuss 
researcher’s assumptions and identify their impact on the analysis. Additionally, these researchers used this reflective process to 
refine interviewing questions and techniques for future interviews. Rigor, trustworthiness and authenticity of the data was also 
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increased via peer debriefing by having the fourth author, who was not present during the active part of data collection, as well as 
additional peers who were not involved in this study, aid in the reflective process by probing the researchers’ thinking throughout 
the research process (i.e., peer debriefing occurred throughout the methodology, data collection, data analysis, and interpretation 
of the data.37  

Second, thematic analysis was used to identify patterns of behavior regarding individuals’ occupational needs.33,34,38 Each 
researcher coded all of the interview transcriptions by organizing information into categorical brackets and analyzing data for 
patterns.34 Codes and patterns that emerged were discussed and re-coded until the first three authors came to consensus. 
Thematic analysis also occurred by peer review of the fourth author. Lastly, in order enhance accuracy of the data and validity of 
the interpreted themes, as stated above, the researchers performed member checking to ensure that the final themes portrayed 
the participants’ insights into the occupational needs of caregivers of stroke survivors.  
 
Findings 
Four major themes emerged from the data analysis to describe the unique occupational needs of caregivers for stroke survivors. 
The perspectives of participants revealed similar experiences as being the primary caregiver to their spouse. Patterns of these 
experiences were combined together to form concise themes, which are presented next. 
 
Theme one: The Need for Additional Services and Support 
The first theme was identified as “Caregivers for stroke survivors have the essential need for additional services and support 
provided by healthcare professionals or community organizations.” More specifically, caregivers reported the lack of availability of 
support groups for the caregivers of stroke survivors. They felt there was a lack of education regarding resources, which required 
them to find their own support networks in the community. For example, one participant reported that “there’s a lot of stuff to make 
the caregiver a better caregiver, but not necessarily to make the caregiver’s life any better.” In particular, some of the participants 
expressed struggles to find convenient and affordable care for their husbands in order to accomplish what they wanted and needed 
to do throughout the day. One participant stated “I don’t really want to have to pay for someone to have to come in and take care 
of him.” Whereas, another participant asked “How do I get somebody to come in and help me if something happened to me?” Many 
of the participants expressed something similar to what one participant verbalized “they really don’t have as much resource things 
out there for the caregiver.” Because of the costly nature of formal caregivers, spousal caregivers were unable to pay for support, 
which impacted how they spent their time and decreased their ability to complete desired tasks. Caregivers identified a direct need 
for the provision of realistic, useful, and productive strategies to implement in daily life. In fact, one participant stated, “There were 
things to look at online or there was a support group at the hospital, but I found it be very unfulfilling. I don’t need a coffee group.” 
Other caregivers appreciated the social interactions as a result of participation in support groups, but found the benefits to be short-
term.  
 
Theme two: The Extensive Amount of Time Spent on Addressing Spouses’ Needs Resulted in Occupational Loss  
The second theme was identified as “The abundant amount of time required to address their spouses’ needs resulted in 
occupational loss and a need to create a balanced routine between caregiving, daily chores and household responsibilities 
(instrumental activities of daily living), and leisure in order to maintain optimal health and well-being.” Caregivers expressed how 
the first few months of caregiving was solely devoted to attending to the needs of their loved ones. One participant stated that she 
stayed with her husband from 9am until late at night. By the time she would get home she had to help out with her grandchildren 
before going to bed and barely had time for anything else in her remaining schedule. “There just wasn’t enough hours in a day…it 
was very time consuming…I took care of him and I took care of the home...I was totally busy with my husband…there was no 
leisure time…” Whereas, another participant said “that initial time was mind boggling…everything got put aside...there was no time 
for me…” As the recovery process continued, a substantial amount of time was spent transporting their spouse to outpatient 
treatment sessions. Another participant explained how overwhelming the change in routine had been for her. She stated, “It’s very 
hectic when you come over here [therapy] three times a week.” She also indicated that the home exercises were a lot to handle 
and that she rarely had time to participate in any leisure or social activities.  
 
Caregivers also talked about how they not only have to perform their own “household duties (e.g., laundry, cooking, cleaning, 
shopping), but, how they now need to perform their spouses’ duties, as well (e.g., taking the garbage out, doing household repairs, 
paying bills). Participants described how not only caring for their spouse, but how partaking in their “husbands’ jobs” also impacted 
their ability to do what they needed or wanted to do. One participant explained:  

“My husband was the tech guru of the family, and I was happy with that arrangement, looking to him to explain or fix all 
issues tech. He also handled the finances and investments and his own medications, and routine doctor visits. Now I 
have to do those things... I joke with friends who are male caregivers whose wives have had strokes and they have 
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similar frustrations of cooking... I tell them that if they’ll show me how to start the mower, I’ll show them how to boil 
water…It’s kinda funny, but it’s not…now I have more work to do and less time to do some of my things….not sure who 
will take care of us if I get sick or injured.” 

Time in the caregivers’ daily routine was almost solely spent attending to their spouses’ rehabilitative needs. Participants shared 
experiences about how they would have to intentionally schedule time to do basic things like exercise or grocery shopping and 
had to put participating in in more “fluffy” things like leisure and social activities aside. They indicated that they were committed to 
their husband’s recovery, which routinely appeared to supersede any of their own needs or desires, and at times, might be putting 
their own health and well-being at risk.  
 
Theme three: Finding New Ways to Participate in Daily Life Activities  
The third theme that was identified was centered on the concept that the caregivers suffered from occupational deprivation; yet 
eventually, they were able to re-engage in some meaningful and valued activities but in a modified manner. As alluded to previously, 
caregivers unanimously described how, especially in the beginning of the rehabilitation process, that the caregiving responsibilities 
were extremely demanding and left no time for leisure, social participation, or time to participate in other forms of meaningful 
activities. For instance, participants reported that “I can’t get to church…I can’t go out with friends…I can’t go to the symphony…We 
don’t do date night… We no longer go to the movies, plays, basketball games…” However, these informal caregivers discussed 
how they were (eventually) able to adjust and resume participation in some of their leisure and/or social activities, but in a manner 
which was different than how it was prior to the spouses’ stroke. For example, one participant stated that “we pretty much try to go 
along as we did before, but maybe less often and a little slower...” Even though many of the meaningful activities in the past were 
lost; some were continued through modified or adapted participation. For instance, a participant described how she was part of a 
roller coaster club with her spouse and frequently traveled across the country to ride coasters with friends. Since her spouse could 
no longer participate in the riding aspect of this hobby, they began to attend “no-coaster” conventions learning about the 
development of parks and roller coaster structures. She said a supportive group of friends always volunteered to stay with her 
spouse when she had an opportunity to ride.  
 
Planning ahead and being flexible with challenges facilitated success in resuming cherished interests together for some of the 
caregivers. A different couple primarily engaged in socializing with friends and family prior to the stroke as one of their major 
occupations. However, because of the spouse’s severe language deficits after the stroke, these types of interactions came to a 
screeching halt. It wasn’t until the couple was introduced and trained on a communication device that he was then able to effectively 
express his needs, and the couple was then able to actively socialize with their friends again. Ultimately, it changed how, where, 
and who they socialized with, but they were able to re-engage in some social opportunities in a modified manner. Another 
participant’s primary passion had to do with reading and discussing books. She belonged to three book clubs prior to her husband’s 
stroke. She had to let go of her preferred book club because it met in the evenings and she could not afford to pay a caregiver to 
stay with her husband during those hours. Recently however, she found a new book group that met in the morning, which was 
more conducive to her family’s schedule; she wasn’t able to meet with her original groups, but she was now able to participate in 
a leisure activity that she enjoyed. Whereas another caregiver and stroke survivor who engaged in a variety of leisure pursuits 
together prior to the stroke said since they are no longer able to participate in many of the events out in the community, “we now 
do jigsaw and word puzzles together…that’s our afternoon therapy.” She expressed that they can’t do all of the things that they 
used to do, but expressed feeling very gratified that she is able to work with her husband on activities that address his physical 
and cognitive deficits due to his stroke and that they are now able to do something fun together again.   

Theme four: An Association between the Survivor’s Level of Impairment and the Caregiver’s Quality of Life 
The final theme that was identified was that: there appears to be an association between the spouses’ level of impairment after 
the stroke and the caregiver’s overall quality of life. In other words, we discovered that the more severe the deficits were and/or 
the more caregiving which was required, the less likely the caregiver participated in any former occupational interests. For example, 
a participant explained her husband's stroke was not severe and his barriers were limited to mild limitations in the use of his right 
arm. She felt confident that his stroke would not create a barrier to the activities they participated in previously. More specifically, 
she described a brief loss of ability to engage her desired interests. The findings in this study appeared to indicate that the level of 
independence of the stroke survivor is associated with the psychological and/or physical stress of the caregivers. To explain further, 
a participant explained how she was unable to leave her husband alone because his stroke resulted in such severe limitations to 
his independence in daily life. She stated, “Even if he’s sleeping, I cannot run out to get milk.” She added that this extra stress has 
changed her flexibility within her routine and requires additional planning and scheduling before leaving the house. Caregivers 
providing care for loved ones with a lot of caregiving needs reported anxiety about burnout and limited quality of life for the caregiver 
and the spouse. Caregivers expressed how they were fearful about their own physical ailments and how they could combat vital 
caregiver responsibilities. To be more specific, one participant explained a recent experience: 
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“Well I’m having issues now where I think I tore the meniscus in my knee and it’s just from lifting my husband all the 
time…So it’s like, I’m going for an MRI Thursday…if I’m gonna be laid up, who am I gonna get to take care of him…how 
am I going to have to pay for that? It is all very stressful…where is the quality of life for him or me?” 

In addition, another participant stated how she needs to have surgery on her foot that will require a 12-week recovery time to 
alleviate on-going pain. She said, “Since so much of that time I would be compromised in helping my husband, I have not figured 
out how to accomplish happy feet without him having huge setbacks.”  

Discussion 
Findings of this study revealed that although each caregiver who participated in our study was unique and faced her own individual 
barriers, all of women expressed a fundamental need for additional services and supports tailored to caregivers, especially in terms 
of figuring out ways to “do it all” or ways to still be able to engage in desired leisure, social participation, and volunteer opportunities. 
In other words, the informal caregivers were looking for strategies to maintain an occupational balance throughout their daily 
routine. Moreover, those who were provided with resources in the past found them to be very unfulfilling. While personal assistants 
and respite care are viable options for some caregivers, services that were not reimbursed became less feasible for many 
caregivers because they increased the financial burden already associated with caregiving. This finding is consistent with the 
current literature that indicates that supports specific to caregivers’ needs are largely unavailable or inept.7-11,14-17  

Caregivers in this study also identified a direct need for the provision of realistic and useful strategies that would enable them to 
participate in valued activities, even if in a new capacity. Some researchers have shown that spouses of stroke survivors actually 
report lower levels of quality of life as a whole and lower satisfaction with leisure and socialization than the stroke survivors 
themselves.39 Kniepmann and Cupler examined occupational changes that occur in caregivers for spouses with stroke; they 
suggested that when a spouse and his or her caregiver are able to participate in occupations together, they then have the capacity 
to influence the quality of life for both the caregiver and stroke survivor.40 Likewise, the caregivers in this study expressed 
satisfaction and placed high value on participating in occupations with their spouses, even if they did so in a new capacity. Also, 
caregivers in this study believed that the survivor’s impairment level following the stroke had a significant influence on their ability 
or inability to engage in both personal and shared occupations. These findings supported the findings in the literature which 
demonstrated a relationship between demands of female spousal caregivers and interference with their free time and 
independence.41  

Caregivers who participated in this study faced different barriers and therefore would require different approaches or resources to 
support their engagement in valued activities. Immediately following their husband’s stroke, caregivers described a selflessness 
and commitment to their husband’s recovery that superseded any of their own needs or desires. They talked at length about how 
important therapy was in helping their husbands regain function and independence. Many of the women even began to take on 
the role of a therapist at home and were devoted to carrying out home programs. They also took on home maintenance tasks and 
other chores that once belonged to their husband because they did not perceive that they had any other choice, and they also felt 
it was their responsibility to do so. The general attitude that was common among the caregivers was, “you do what you gotta do.” 
However, their willingness to take on so many responsibilities for the betterment of their husband and home led to occupational 
imbalances for these women. In other words, the results of this study reinforced the need to further explore the needs of caregivers 
as well as the need to address this population which appears to be at risk for occupational deprivation.13,22,26,31 
 
One of the biggest limitations of this study pertains to the small sample (n=4) size; in other words, it is not known if the findings in 
this study represent the experiences of other caregivers. Although there is controversy regarding the ideal number of participants 
in a focus group, some researchers recommend that a focus group consist of at least 6-12 participants.37 Since the focus groups 
in this study only consisted of only 3 participants, it is possible that the limited number of participants in the focus groups had an 
impact on the information provided. Also, the researchers of this study initially sought to explore how several areas of occupation 
including leisure, social participation, work, and volunteering have been affected by the caregiver role. Because all of the 
participants were retired or only worked occasionally, the impact of caregiving on the worker role was minimally addressed. 
Additionally, since all of the caregivers were female spousal caregivers, this might not represent the needs and experiences of 
male spousal caregivers. In other words, there may be key differences if the caregiver is male, an adult child, or a friend versus a 
female spouse. 
 
Conclusion 
Demands of caregiving can lead to changes in roles, responsibilities, and routines. Given the large occurrence of adult disabilities 
as a result of strokes in the United States and the amount of people providing informal care for these stroke survivors, it is imperative 
to explore the occupational losses, new responsibilities, and the impact of such changes on the lives of informal caregivers. This 



Caregivers of Stroke Survivors: Exploring the Role of Spousal Caregivers through an Occupational Therapy Lens 7 

 

© The Internet Journal of Allied Health Sciences and Practice, 2016 

study provides preliminary evidence to suggest that there are many unmet needs of informal caregivers for stroke survivors. 
Occupational therapy practitioners are uniquely qualified to reinstate valued occupations into daily life, formulate balanced routines, 
and provide client specific supports and resources. Occupational therapy services could provide strategies to enhance caregivers’ 
ability to partake in meaningful occupations and resume a balanced lifestyle. More research is needed to determine the 
occupational needs of caregivers and the effectiveness of caregiver interventions. Future studies need to include a larger sample 
size to better understand the impact of caregiving on the caregivers’ ability to engage in meaningful occupations, how health care 
providers can help support the caregiver, and what the effectiveness of caregiver interventions appear to be. Future research 
should determine if similar findings are seen with other cohorts of female spousal caregivers as well as other types of informal 
caregivers.  
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