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Abstract
Purpose—This descriptive study examined problems and successes that a sample of 73 adult
caregivers new to the role expressed in the first year of caring for stroke survivors. Data were collected
from May 2002 to December 2005.

Method—Bimonthly, trained telephone interviewers asked the participants open-ended questions
to elicit their experience in caregiving. Guided by Friedemann’s framework of systemic organization,
we analyzed the data using Colaizzi’s method of content analysis.

Results—There were 2,455 problems and 2,687 successes reported. Three themes emerged from
the problems: being frustrated in day-to-day situations (system maintenance in Friedemann’s terms),
feeling inadequate and turning to others for help (coherence), and struggling and looking for “normal”
in caring (system maintenance vs. change). Three themes were attributed to the successes: making
it through and striving for independence (system maintenance), doing things together and seeing
accomplishments in the other (coherence), and reaching a new sense of normal and finding balance
in life (individuation and system maintenance).

Conclusion—These findings provided an in-depth, theory-based description of the experience of
being a new caregiver and can help explain how caring can be a difficult yet rewarding experience.
Knowledge of the changes over time allows health care professionals to tailor their interventions,
understanding, and support.
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Stroke is a medical emergency and on average, it occurs every 45 seconds. There are over 5
million people in America, who on have survived a stroke and who live with its aftereffects.
1 Most of these individuals return home after initial poststroke treatment and are cared for by
informal caregivers, such as family members, neighbors, and friends.2 Unlike chronic
conditions in which caregivers have time to master the role, caregivers of stroke survivors must
quickly learn how to care for these persons.3,4
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Background and Purpose
Stroke can result in cognitive, emotional, social, behavioral, and functional impairments.1 The
profound changes that can accompany stroke may create considerable uncertainty in caring for
the affected person and may necessitate changes in lifestyle or behavior patterns of both
caregivers and stroke survivors.5–8 Research suggests that stroke is a family affair,7 and there
needs to be more rigorous attention to caregivers’ issues and concerns. Caregivers need to learn
their role.9 Professionals need to think about, work with, and involve caregivers during
recovery from stroke.8,10

Problems
Accounts of high levels of distress in caregivers of stroke survivors have been reported in the
literature.10–13 Early studies in the 1990s indicated that significant stress and depression were
experienced by caregivers involved in a caring relationship for another,14,15 and this continues
into the 21st century.12 For example, in a study by Levine and colleagues,16 caregivers (n =
95) felt burdened or constantly overwhelmed every day with continuing problems, such as not
having enough time for themselves. Of these caregivers, between one half to one third
expressed feelings of anxiety and depression.16 The care recipient’s state of psychological
well-being may affect the caregiver, which, in turn, affects the care recipient.17 A more recent
study of stroke spousal caregivers revealed that this group experienced a decreased level of
psychological well-being.18 Boter and Rinkel6 found that stroke survivors were most
concerned with physical and emotional problems, whereas caregivers were more focused on
psychosocial problems. In the first months of dealing with stroke, caregivers were thinking of
long-term problems, particularly social support.8 Caregivers with more social support had
fewer depressive symptoms and greater well-being and general health that was independent of
social problem-solving skills.19

O’Connell and Baker20 noted that caregivers experienced considerable uncertainty about their
role in caring for stroke survivors. In qualitative pilot work prior to this current study, Pierce
et al.4 reported problem themes learned from the caregivers (n = 9) themselves. In the first 3
months of caring, caregivers reported problems that impacted them and their care recipients:
having independence issues, dealing with emotions, living with physical limitations, managing
comorbid conditions, participating in physical therapy, and having sleeping difficulties. The
only problem that focused solely on the caregivers, balancing it all, was related to role strain.
4 In a larger study by King and Semik,10 the most difficult time for caregivers (n = 93) was
hospitalization of the care recipient for the initial stroke. However, difficulties continued in
the first months post discharge into the second year of caring. A combination of factors caused
these difficult times: uncertainty with the situation and lack of confidence, information, and
skills; new and increased responsibilities; and the challenge of handling the survivor’s
impairments and emotions. Later in the stroke trajectory, a plateau in the survivor’s function,
health problems of caregiver and survivor, financial difficulties, and caregiver’s increased
emotional distress were more prominent. Unmet needs were reported by over half of these
caregivers; the caregivers felt unprepared for caregiving, were unable to enhance the survivor’s
emotional and physical function, and had difficulty sustaining self as well as family.10
Similarly, in a study by Bakas and colleagues,5 major areas of concern included lack of
information about stroke, including emotions and behaviors to be expected post stroke;
physical and instrumental care; and impact of role on the caregiver’s personal life.

Successes
Upon reviewing the literature on the effects of caregiving as it affects caregivers, it may be
tempting to conceptualize caregiving as a purely negative problem-oriented process that
produces feelings of distress and burden. However, there is evidence in the literature of feelings
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of well-being and positive effects of caring on the caregivers. In fact, these positive outcomes
are likely to be the motivations to continue the caring relationship.21

Even though not much has been published, the early study of Farran and associates21 serves
as an exemplar in that it points to the need for understanding the meaning of caring for another
and the potentially positive outcomes for the caring person. In that study, 94 caregivers valued
their feeling of confidence as being a factor that motivated them to give good care. The study
also addressed interpersonal issues. Caregivers valued positive aspects of relationships and of
the caring situation in a family context. For example, positive family and social relationships,
the care recipient’s love for the caregiver, pleasant memories of others, and accomplishments
were valued by the family caregivers.21

Evans, Bishop, and Ousley22 in interviewing family caregivers of stroke survivors found that
family relations seemed to be a source of strength. The maintenance of reciprocity in a
relationship seems to play a major role in caregiver satisfaction. In a study with predominately
white caregivers of stroke survivors (n = 9), Pierce and colleagues23 found that caregivers
pulled together with family and friends, felt connected, and supported one another. One
caregiver shared, “We have become a closer knit family, each helping one another, together,
getting each others’ ideas and thoughts as we care for our mother.” Pierce24 in 2001 reported
similar findings with 24 African American caregivers of stroke survivors. These families
worked closely together in caring, and these relationships provided satisfaction.24 This current
research answers the secondary aim of a National Institutes of Health study by providing an
in-depth, theory-based description of the experience of caring, that is, problems and successes
adult caregivers new to the role expressed in the first year of caring for stroke survivors.

Method
Sample and setting

For this study, we recruited caregivers from rehabilitation facilities in northern Ohio and
southern Michigan from May 2002 through December 2004 and followed them for 1 year.
Other inclusion criteria were that the care recipient had a new diagnosis of stroke and was
discharged to home following treatment. The caregiver was the primary person responsible for
providing the day-to-day care and was able to read, write, and understand English. This study
was guided by Friedemann’s25,26 framework of systemic organization.

Framework of systemic organization
According to Friedemann,25,26 behavior patterns to strive toward congruence or balance that
are acted out in daily life can be observed and organized into four process dimensions: system
maintenance, coherence, individuation, and system change. System maintenance in caregiving
situations involves the tasks of caring for the stroke survivor and the organization of tasks, time
schedules, work assignments, communication patterns, and procurement of outside help.
Maintenance also includes those actions caregivers undertake to maintain their own well-being,
such as rest and sleep, social contacts, good nutrition, and recreation. Coherence signifies being
at peace with oneself or feeling as one unified self. Coherence can be achieved by caregivers
through a variety of actions leading to renewed energy and a positive attitude. These actions
prevent anxiety, depression, exhaustion, or feelings of inadequacy. The third process dimension
is individuation, a process of self-development through learning, experiencing, and finding a
purpose in one’s situation and life in general. Caregivers learn by giving care, exploring facts
about stroke, interacting with others, or finding value in their caring through religion or
spirituality. Individuation leads to system change as caregivers become conscious of the impact
of their new responsibilities and make changes in their priorities, attitudes, and values and, as
a result, assume new behavior patterns.25,26
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Data collection and analyses
Demographic baseline data, such as age, gender, and employment, were obtained. Descriptive
statistics were computed to describe the sample. Caregivers were queried every 2 weeks via a
telephone by trained interviewers. The biweekly telephone contact prompted recall of events,
and contact was made 98% of the time. With open-ended questions, participants’ caregiving
experiences were elicited. The interviewers asked what was not working well (“What was the
biggest challenge” and “What were other problems”) and what was going very well (“What
was the most successful thing that has happened” and “Did you have any other successes”) for
the caregiver and the care recipient in the caregiving situation. These data were immediately
entered into web-based forms by the interviewers. The narrative data were later cleaned and
entered as text files into QSR N 5,27 a qualitative software management program, and analyzed
using Colaizzi’s28 rigorous method of content analysis.

In this content analysis, all investigators independently read all verbatim transcripts of the data
to establish a baseline impression of the whole dialogue. They then reread the transcripts and
extracted significant statements relating to the experience of caring. Significant statements and
phrases pertaining directly to the experience of caring were replete throughout these data and
early signs of clustering were evident. Using a coding categorization, based on
Friedemann’s25,26 framework of systemic organization that was previously developed,
piloted, and confirmed,9,23 statements and phrases were coded by the investigators as a group.
Throughout this process, the investigators discussed differences in coding or categorizing the
data until final agreement was reached. Analysis of these coded data revealed emergent themes.
Finally the results were integrated into an exhaustive description of the phenomena. With more
than 5,000 entries, these data are saturated and expand the knowledge of the experience of
caring in home settings.

Trustworthiness of the data and interpretations were further enhanced in the following ways.
The interviewers were trained in the use of the instrument, read literature, and attended
presentations by the investigators and the theorist. The biweekly interviews provided a vast
amount of data from the caregivers and the interviewers, which added to the trustworthiness
of the overall findings. Finally, although the researcher is part and parcel of the qualitative
research process, the added dimension of having all investigators/authors involved for content
clarification, refinement, and concurrence enhanced the data interpretation.

Results
Profile of caregivers and care recipients

Seventy-three caregivers completed the study: 18 (25%) men and 55 (75%) women. Of these,
there were 34 (47%) wives, 16 (22%) husbands, 13 (18%) daughters, 1 (1%) son, and 9 (12%)
other relatives or friends. Sixty-two (85%) caregivers were white, 9 (12%) were African
American, 1 (1%) was Hispanic, and 1 (1%) was American Indian. The caregivers’ average
age was 55 years, and the average years of education were 13. Twenty-seven (37%) caregivers
worked full-time, 12 (16%) worked part-time, and 34 (47%) did not work. Among the stroke
survivors, 58% were men and 85% were white. Their mean age was 63 years (range, 32–88
years).

Findings
Caregivers reported a total of 2,455 problems and 2,687 successes during the interviews for
the first year of caring. Although qualitative analyses do not allow for statistical comparisons,
the themes within the experience of caring are distinguished and described.
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Problems—The mean number of problems reported by each caregiver over the year was 34,
with a range of 0–15 problems reported in each 2-week period. Three major themes emerged
from these data. The first theme of being frustrated in day-to-day situations, system
maintenance in Friedemann’s terms,25,26 centered on physical tasks and household chores,
as well as role reversal and emotional and behavioral issues. For example, one wife said, “There
was not enough time in the day to provide care. …Taking care of him: bathing and dressing.”
One husband shared, “I had to learn how to cook, clean, pay bills, etc…as wife has always
taken care of household maintenance.” Another wife noted her changed role and shared, “It’s
almost like having another child because I have to remind him of things a lot. It’s not like it
used to be. Our relationship is different, it’s not the same.” Getting stroke survivors to listen,
accept, and do what they were able to accomplish was a challenge for caregivers. A daughter
shared, “The day to day challenges to get him to accept that things will never be the same is
difficult.” A husband said, “Changes must be made in our living arrangements and getting her
to accept this is a challenge. Everyday is different.” Another caregiver summed up many
responses, when she said, “Some days he is a pussy cat and other days, a grizzly bear.”

The second theme was feeling inadequate and turning to others for help, defined as
coherence according to Friedemann.25,26 Caregivers became overwhelmed and reached out
for support. A woman’s comment is representative: “This will be a lifelong struggle with my
husband…. It’s like this baggage that every morning you have to pick up and take with you.
Even at night it doesn’t completely go away, because he may wake up and can’t swallow.”
And so they sought help from family and others. Some caregivers were disappointed with the
amount of assistance provided, but most caregivers said over and over that family and friends
are very loyal and they continue to be supportive and helpful. A son said, “…I can call [family
and friends] anytime.”

The final theme, struggling and looking for “normal” in caring, system maintenance versus
change according to Friedemann,25,26 involved how, or if, life was moving to some definition
of normal (routine or usual) for the caregivers. A husband said, “The whole thing [stroke] is
the biggest challenge. You never think that you will be in this position and when you are, you
haven’t got a clue [how to deal with it].” One wife gave the following account, “Sometimes
you feel like you want a truck to hit you, but you don’t want to leave someone else with the
mess.” Another wife shared, “Life is never going to be normal again, but it is good. I never
thought he would be doing the things that he is doing now. You truly learn to value every day.”

Over time, caregivers reported frustrations with day-to-day situations that they worked on alone
or with the care recipient. More problems were revealed in the first 3 months, and the
caregivers’ responses revealed a pattern of transition that resembled the findings of King and
Semik.10 Initially, caregivers’ problems centered on physical tasks in caregiving and then
shifted to dealing with behavioral and interpersonal issues of the stroke survivor, exposing
their feelings of being overwhelmed and reaching out for support. By month 12, caregivers
saw some normality to their life or redefined what normal now was for them.

Successes—The mean number of successes reported by each caregiver over the year was
37, with a range of 0–10 successes reported in each 2-week period. The first theme that was
attributed to these data was making it through and striving for independence, system
maintenance in Friedemann’s terms.25,26 The stroke survivor became more independent with
the help and encouragement of the caregiver. One wife said that she tries to urge her husband
on in making gains toward recovery and that she “heard him singing in his room the other day
and that tickled her because his speech isn’t always so good, but he was singing.” Another
caregiver shared that motivation is part of caring, “We do everything that we did before, maybe
not as fast or graceful.”
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The second theme of doing things together and seeing accomplishments in the care recipient
emerged, coherence or togetherness in Friedemann’s words.25,26 One wife said, “I sit there
and tell him that he looks handsome. He laughs and tells me that he’s just an old man. To me,
he looks like his ‘old self’ and it just feels good.” A daughter noted that they were able to return
to doing things as a family when her father was more independent in walking: “We went to
the The Ohio State [university football] game with some family. It was so exuberating. They
were close, you could touch the cheerleaders, the band was right there. He had life in his face.
It was a neat experience seeing him enjoy it.”

The third and final theme was reaching a new sense of normal and finding balance in life,
individuation and system maintenance according to Friedemann.25,26 A wife commented,
“My husband is much more positive now. I believe that when things happen in life, it either
makes you a better person or a worse person and I think that he has become more appreciative
of what he has in life and dropped some of the bull— along the way.”

Successes reported at 3, 6, and 9 months and at the end of the study revealed a pattern of
beginning system change over time.25,26 Caregivers’ successes were seen initially in terms
of the care recipients’ progress to regain what they had lost. Thus, caregivers’ success focused
on the “other.” This expanded over time to caregivers’ descriptions of their own and the care
recipients’ involvement in activities and enjoyment of life, such as going out to dinner
(coherence).25,26 Successes were described in terms of life becoming organized and routine
(system maintenance); toward the end of the study, caregivers described being able to leave
the care recipient, socialize, resume prior activities, and enjoy interactive opportunities.25,26

Discussion
There are truly two sides to the caregiving story. Although the situation may be the same, these
caregivers experienced both positive (successes) and negative (problems) aspects as a result.
Consequently, the themes for the problems and successes are also similar. For example, looking
for normal was seen as a problem in that caregivers wished things were as they once were;
however, over time, they were able to find a new sense of normal and come to a fresh balance
in their lives and appreciation for what they had. In fact, these caregivers expressed more
successes during the first year of caring than problems.

At 3 months, the caregivers were dealing with problems that resulted in basic system
maintenance. Similar to King and Semik,10 they were very focused on the care recipients’
function and tasks needed to compensate for the loss of abilities. In general, the caregivers
described problem solving in terms of what the care recipient was doing or needing. Caregivers
were also working on initial system changes in trying to find the time and means to manage
the impact of the stroke. They expressed worries related to being overwhelmed, not having
enough time for self, and being concerned about the care recipient’s progress and safety. At 6
months, the problem emphasis had moved from tasks to behavioral issues as caregivers tried
to adjust to the daily hassles of living and dealing with stroke. The moods, fears, and worries
shared showed that the reality of the situation had “hit home” as caregiver and care recipient
now struggled together. The caregivers were working toward adjusting their lives, dealing with
uncertainty and adapting to changes as O’Connell and Baker20 also reported, and dealing with
the issues of individuation, as they learned and grew from the experience and faced the reality
of caring over time. Caregivers continued to describe their worries and concerns related to
having time to care for self, sharing frustrations, and being overwhelmed, as they dealt with
the care recipients’ progress or lack thereof and their moods, memory issues, and depression.
At 9 months, the caregivers shared care recipients’ behaviors that were frustrating and
additional concerns about personal safety or unsafe actions. By 12 months, the caregivers
described a normalization of their lives, incorporating whatever residual needs still existed for
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the care recipient. This may reflect an acceptance of the situation or an achievement of
successes, such as learning the role of caregiver.9 Caregivers were in a process of dealing with
letting go of trying to control the situation, as they struggled with the care recipient in daily
life events. The struggles reflected system maintenance and realistic movement toward
coherence and change within the family system.

At 3 months, successes dealt with the care recipients’ improved function of walking, physical
balance, and ability to do things or therapy going well. At 6 months, even though the emphasis
remained on the care recipient, there were reports of success in “getting out and doing things
together.” At 9 months, there was continued focus on being able to return to society. This was
coupled with increased reports of the care recipient being able to do things for themselves.
These findings of recognizing the care recipient’s strengths support earlier work by Ferran and
associates21 who found that there was a focus on relationships and being together. At 12
months, acceptance and working things out were reported successes. More examples of getting
out into the community and having more social successes were shared at this point. Positive
outcomes seemed to strengthen relationships.24,29 These successes support the movement
toward working on their relationships and demonstrating individuation and coherence.25,26
True system change was not yet achieved as caregivers still tried to maintain what they had.
Representative is the comment that one caregiver shared, “Stroke and the (caring) situation
have changed my outlook on life…. I can let the small things go, because they can wait.”

In summary, initially the caregivers were concerned with the challenges of new tasks and
learning new roles, and they just tried to make it through the day (system maintenance and
individuation).25,26 Successes were seen in terms of the care recipient doing a task or needing
less assistance with that task. From that early stage, problems as well as successes reflected
managing and creating routines or the care recipient completing therapy treatment. With time,
individuation began as caregivers became confident in leaving care recipients alone and as care
recipients were able to do some things on their own. A rebuilding of the relationship between
caregivers and care recipients also began, as they moved toward coherence. Together they went
out, participated in familiar or new activities, and began to see a future.25,26

It is up to the reader to decide if these findings apply to their locales and populations of
caregivers. Further research is needed with more diverse locations and cultural groups, as well
as with caregivers of individuals with other chronic diseases. Qualitative outcome
analysis30 might be useful for building on this study to extend the focus from understanding
the experience of caring and the problems and successes of caregivers of stroke survivors to
confirming the applicability of clinical strategies.

Implications for Health Care Providers
Findings of this study indicate crucial issues related to both sides of the caregiving story,
problems and successes. The opportunity to explore phenomena related to rehabilitation and
how various phenomena are related provides a basis for understanding practice. Research
findings can be applied in ways that enhance practice and ultimately improve outcomes.
Friedemann’s25,26 framework allowed us to not only identify specific problems and successes
but to also understand their interactions within the family system. This provides information
on when and where to intervene with caregivers and on the implications of such interventions.
Assessing caregivers’ distress and helping them manage their problems, along with identifying
and building on their successes, are critical to long-term adaptation. As there is a foreseeable
progression over time, providers should be able to assess where the caregivers are in this
adjustment process. They can then support caregivers to reach the next step.

Health care providers must think of caregivers as people who need care and should teach them
strategies that they can use to manage frustrations with the physical tasks, such as bathing,
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dressing, and grooming. Arranging for in-home or outpatient physical, occupational, or speech
therapy and in-home peer assistance are ways that caregivers can learn the day-to-day skills
of physical caring. Being connected to therapists, peers, family, friends, and/or neighbors who
have worked with others or experienced similar situations may help caregivers avoid feelings
of frustration and inadequacy with caring. In-person or online support groups may also provide
welcome relief; caregivers can share problematic issues, learn decision-making tactics, and
develop problem-solving skills, so that they feel less alone in this caregiver journey.
Professional counseling for the caregiver and/or family is another strategy that may be
beneficial in helping them deal with behavioral and interpersonal issues as they strive for life
to be “normal” again.

It is paramount to provide encouragement for the caregivers to support the stroke survivor in
achieving a level of independence. The findings of this study indicate that it is important for
caregivers and stroke survivors to do things together as time passes. Caregivers need to
celebrate small and large successes in the stroke survivor’s recovery of independence. If this
is not possible, they need support and encouragement to deal with what is reality or to develop
a new sense of “normal.”

Conclusion
As initial hospitalization stays continue to shrink, it is imperative for health care professionals
to intervene with new stroke survivors and their caregivers. For example, rehabilitation team
members should teach caregivers the physical tasks of providing care and later should provide
emotional support. Too often caregivers are ignored, and yet they are key players in successful
home caring in that first year. Home care provided by informal caregivers may decrease the
nearly 14 billion dollars per year of direct costs for nursing home care for stroke survivors.1
This study provided an in-depth, theory-based description of the experience of caring. The
resultant findings help clarify how caring for stroke survivors can be a difficult, yet rewarding
experience. Knowledge of the expected trajectory allows health care professionals to tailor
their interventions, understanding, and support.
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