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RESUME

La plupart des recherches concernant les impacts des accidents vasculaires cérébraux (AVC) sur les couples ont été centrées
sur la transition vers le role de soignant ou de bénéficiaire de soins. Méme s’il est bien établi que la source principale du
soutien dans les cas de maladies chroniques soit le mariage, il n’existe que peu de données sur les effets de ces soins,
apres un AVC, sur la relation maritale. Afin de combler cette lacune, nous avons réalisé une étude qualitative fondée sur
une théorie a base empirique impliquant 18 couples dans lesquels 1'un des époux avait subi un AVC. Les résultats ont
mis en évidence deux thémes étroitement liés en ce qui concerne la dynamique de couple : organiser les soins, un theme
qui implique la découverte des problemes dans la vie de tous les jours et leur prise en charge; et repenser le
mariage, un aspect qui nécessite la détermination du sens rattaché a la relation de couple dans un nouveau contexte
caractérisé par des soins et des incapacités. Trois types du mariage se sont ressortis a partir de ces processus : la
«reconfirmation» du mariage tel qu'il existait avant '’AVC; la recalibration» du mariage autour des nouveaux soins; et la
«relation paralléle» — considérée comme «son mariage » a chacun des deux prtenaires. Ces résultats mettent en évidence
la nécessité de considérer les dynamiques des relations, en plus des connaissances associées a I’AVC et aux soins.

ABSTRACT

Most research on stroke’s impact on couples has focused on the transition to caregiving/receiving. Despite considerable
evidence that marriage is the primary source of support in the face of chronic conditions, little is known about what
happens to marriage in the context of care after stroke. To address this gap, we undertook a qualitative grounded-theory
study of 18 couples in which one partner had experienced a stroke. Findings revealed two interrelated themes of the
couple processes: working out care, which involved discovering and addressing disruptions in day-to-day activities; and
rethinking marriage, which involved determining the meaning of their relationship within the new context of care and
disability. Three distinct types of marriages evolved from these processes: reconfirmed around their pre-stroke marriage;
recalibrated around care; and a parallel relationship, “his” and “her” marriage. Our findings highlight the need to consider
relationship dynamics in addition to knowledge about stroke and care.
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Stroke treatment is a success story. With access to effective
emergency treatment, dedicated stroke care units, and
multidisciplinary rehabilitation, more than 85 per cent of
Canadians survive their stroke, and, of those, 85 per cent
return home (Hall et al., 2014; Krueger et al., 2015).

Stroke has gone from the third leading cause of death,
just behind heart disease and all types of cancer, to
fourth or fifth place in many countries (Feigin et al.,
2014; Krueger et al., 2015). Despite these successes,
only 15 per cent of survivors recover completely (Hall
et al., 2014). Worldwide, stroke remains the leading
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cause of adult disability (Hall et al., 2014; Teasell,
Fernandez, McIntyre, & Mehta, 2014). Although lives
have been saved, more stroke survivors and their
families are challenged to live with a broad array of
physical, social, and psychological impairments.

Stroke is a condition mainly of older adults, and, there-
fore, spouses are the primary family member for about
three quarters of survivors (Hall et al., 2014). Surpris-
ingly, there has been little emphasis on what happens to
marriage in the context of often permanent stroke-care
needs. Rather, there have been two separate themes in
stroke research, one emphasizing the need for care and
the other focusing on the negative impact of stroke on
marriage. To date, the preponderance of studies has
focused on the survivors’ need for care. About 25 per cent
of survivors require full-time assistance with basic
activities such as preparing a meal or getting out of bed
(Feigin et al., 2014; Mayo, Wood-Dauphinee, Carlton,
Durcan, & Carlton, 2002). A further 60 per cent, those
with non-physically disabling stroke, suffer from fatigue,
memory, and/or cognitive impairments. These issues
make it difficult for them to return to work or orga-
nize their daily lives (Adamit et al., 2015, Teasell et al.,
2014).

Research on marriage after stroke has often emphasized
the negative impact of stroke on spouses. Reviews link
greater spousal strain to more time spent with the survi-
vor and more onerous care (Gaugler, 2010; Quinn,
Murray, & Malone, 2014a). Divorce rates are signifi-
cantly higher in the three years after a first stroke than
they are for an age-matched population (Trygged,
Hedlund, & Kareholt, 2011).

Declines in relationship satisfaction are troubling
because the benefits of satisfying marital relationships
are now well documented (Holt-Lunstad, Smith, &
Layton, 2010; Robles, Slatcher, Trombello, & McGinn,
2014). The degree to which husbands and wives view
their relationship positively predicts future well-being.
People in satisfying marriages are less likely to suc-
cumb to acute illness and chronic illnesses, more likely
to recover faster, and less likely to die prematurely
(Uchino et al., 2012; Umberson & Montez, 2010). Care-
giving spouses who view their relationships with the
care receiver positively experience less caregiver burden
and continue in their caregiving role longer (Park &
Schumacher, 2014).

Given the importance of marital relationships, there
have been calls for research to understand how couples
negotiate their relationships in the presence of chronic ill-
ness and the need for care (Umberson & Montez, 2010).
The increase in number of stroke survivors living at
home, and for longer (Hall et al., 2014; Krueger et al.,
2015), as well as the gap in knowledge about post-stroke
marriages (Godwin, Ostwald, Cron, & Wasserman, 2013;
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McCarthy, Lyons & Powers, 2011) make stroke a strategic
site for examining marriages. Consequently, the focus
of this research study was to address the question: What
happens to marriage in the context of care after stroke?

Review of Literature

Stroke researchers have not typically sought to under-
stand experiences of survivors and their spouses as a
unit (McCarthy et al., 2011). Rather, researchers have
looked separately at caregivers’ experiences of care
work and at survivors’ experiences with impairment,
setting aside questions of how they relate as a couple
(Green & King, 2010; McCarthy et al., 2011). In the fol-
lowing section, we summarize the state of knowledge
in each of the two categories of stroke studies: those
that have examined the effects on spouses of care work
and the few that have examined the impacts of stroke
on marriage. We augment these findings with evidence
from research on other chronic conditions.

Spousal Care

Caregiving by spouses is crucial to survivors being
discharged home and to their ability to remain there.
Married survivors are more likely to be discharged
home (Mees, Klein, Yperzeele, Vanacker, & Cras, 2016;
Tanwir, Montgomery, Chari, & Nesathurai, 2014) after
a shorter hospital stay than single, divorced, or wid-
owed survivors (Bates et al., 2013; Kurichi et al., 2014).
Spouses take more severely disabled survivors home,
provide more intensive care, and continue to care longer
than other family or friend caregivers (Daniel, Wolfe,
Busch, & McKevitt, 2009; Gaugler, 2010).

In light of the importance of survivors’ need for care,
researchers have focused significant attention on care-
givers’ preparedness and ability to care, and on the
challenges of the care recipient’s illness, impairment,
and behavioural problems to the caregiver’s well-being.
For example, Cameron et al.’s (2014) “Timing it Right”
intervention assumes that caregivers’ educational needs
and types of care tasks will change from acute care
(preparation) through discharge home (implementation)
and community integration (adaptation). The study
found that spousal caregivers and those providing high
levels of assistance were at highest risk of caregiver
burden (Grigorovich et al., 2015). As the study centred
on caregiving, elements in the spousal relationship that
might have been distressing were not delineated.

A small amount of evidence points to the importance
of dynamics of the relationship as sources of spousal
caregivers’ distress (Gaugler, 2010; McCarthy et al., 2011;
Quinn, Murray & Malone , 2014b). Quinn et al. (2014b),
for example, in a study of younger couples post-stroke
found that spouses’ distress was based on relational
factors, like being troubled by changes to the husband


https://doi.org/10.1017/S0714980817000241

388  Canadian Journal on Aging 36 (3)

or wife they loved and married; feeling like they were
living with a stranger; as well as missing mutual con-
versations; sharing problems with, and receiving val-
idation from, the survivor. Spouses perceived that
survivors were no longer able to support them, but still
felt a relational obligation to care (Quinn et al., 2014b;
Visser-Meily et al., 2006).

Impact of Stroke on Marriage

In contrast to the large number of caregiving studies,
a smaller group have specifically considered spouses’
and survivors’ views of their marital relationships.
The main findings in these studies point to post-stroke:
emergence of roles akin to parent/child; disturbances
of marital equity; decrease in couple communication;
and diminished intimacy (Backstrom, Asplund, &
Sundin, 2010; Banks & Pearson, 2004; Buschenfeld,
Morris, & Lockwood, 2009; Quinn et al., 2014b;
Thompson & Ryan, 2009). Although most survivors
in these studies experienced some recovery or adap-
tation, marriages did not recover or were rendered
invisible. Two studies of couples undertaken a decade
apart illustrate this point. Quinn et al. (2014b) and
Banks & Pearson (2004) both characterized relation-
ships as separate careers with spouses focused on
caregiving and survivors on impairments. Although
knowledge of the negative impacts of stroke on rela-
tionships is useful, gaps remain in our understanding
of potential variation in relationships and the ways in
which couples maintain, adjust, or adapt their relation-
ships in light of impairments and the need for care.

A small number of studies measuring relationship
quality found post-stroke stability. Godwin et al. (2013)
and Ostwald, Godwin, & Cron (2009) found that spouses’
relationship satisfaction declined longitudinally, but
overall both survivors” and spouses’ means remained
high. Others have highlighted variation in marital sat-
isfaction post-stroke. Two European studies reported
that both partners were satisfied or highly satisfied in
about two thirds of couples with less than 10 per cent
dissatisfied, and the remainder discordant (Achten,
Visser-Meily, Post, & Schepers, 2012; Carlsson, Forsberg-
Warleby, Moller, & Blomstrand, 2007). Forsberg-Warleby,
Moller, and Blomstrand (2004) added a longitudinal
dimension to the examination of relationship satisfac-
tion by studying satisfaction trajectories one year post-
stroke. About half (52%) of spouses perceived that their
relationships remained as satisfying at one year as they
had been pre-stroke. Satisfaction increased for 21 per cent
and decreased for 27 per cent over that time (Forsberg-
Warleby et al., 2004). Significantly higher proportions
of survivors compared to spouses were satisfied with
their relationships, leading the authors to speculate that
survivors were considering support from their spouse
whereas some spouses had difficulty separating their
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caregiving from their spousal roles (Achten et al., 2012;
Carlsson et al., 2007).

Evidence from Other Chronic Conditions

Couple-based research in other chronic conditions has
also been theorized around the assumption that transi-
tions such as the impairment and need for care will
increase marital stress. A second assumption also is
apparent — that the way couples interact will influence
the trajectory of the marital relationship and of the ill-
ness. Researchers have found that marital relationships
can be preserved, restructured, and even improved
while the couple manages chronic diseases such as
cancer and heart disease (Berg & Upchurch, 2007;
Manne & Badr, 2008; Rohrbaugh & Shoham, 2012).
Studies consistently demonstrate that higher quality
marriages and/or positive dyadic coping significantly
improve outcomes such as symptom control and pre-
mature death rates (King & Reis, 2012; Rottmann et al.,
2015), and can increase relationship satisfaction (Berg &
Upchurch, 2007). Less is known about the specific ele-
ments of marital quality that contribute to illness man-
agement (Robles et al., 2014) or how couples rearrange
their relationships in the face of illness and the need for
care (Agard, Egerod, Tonnesen, & Lomborg, 2015).

Recent work in Parkinson’s disease, cancer, heart disease,
and older adults” discharge from intensive care adds to
our understanding of how couples rearrange their rela-
tionships (Agard et al., 2015; Buck et al., 2015; Martin,
2016; Miller & Caughlin, 2013). Agard et al. (2015) por-
trayed the process of leaving the caregiving role and
resuming the marriage as primarily under the spouse’s
control. In a study of spouses’ perspectives only, they
found that the survivor’s re-engagement in marriage
depended on the extent to which spouses assisted and
coached them. In contrast, Martin (2016) examined
couples’ perspectives of their relationship after the diag-
nosis of Parkinson’s disease. She found the potential
for both the person with Parkinson’s and their spouse
to undermine or support their partner’s role perfor-
mances. It was difficult for people with Parkinson’s to
refuse the individual illness role or care-receiver roles
without their spouse’s support. Also it was difficult for
spouses to refuse the caregiving role when the person
with Parkinson’s regarded themselves as a patient.
Further, relationship closeness influenced whether spou-
sal support was perceived as in one’s best interests or
as over-supportive or paternalistic.

In their developmental contextual relationship model,
Berg and Upchurch (2007) hypothesized that across time,
chronic illnesses influence relationship development
and that, in turn, relationships influence the course of
the illness. Stroke researchers have investigated spou-
sal caregiving and care receiving, but scant attention
has been paid to joint perspectives or how marriages
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develop in the context of caregiving and the survivors’
impairments and dependence (McCarthy et al., 2011;
Green & King, 2010). With the current study, we sought
to create knowledge towards addressing this gap.

Methods

Given the lack of research on how couples construct
their marriages after stroke, we used a constructivist
qualitative approach (Charmaz, 2006) for this study.
Transitions from life course theory and roles from
symbolic interaction theory served as sensitizing con-
cepts (Charmaz, 2006; Charon, 2010; Alwin, 2012).
Both life course and symbolic interaction theory are
concerned with understanding why people do things
and with the meanings that they give to their actions
(Charon, 2010; Turner, 2011). Life course theory exam-
ines how people’s lives are shaped through time
(Elder, 1985; Alwin, 2012), whereas symbolic interac-
tion is valuable for understanding how husbands
and wives shape each other’s roles (Charon, 2010;
Turner, 2011).

The concept of transitions has been central to life course
theory and to this research study. Originally, transi-
tions were conceptualized as “changes in state that are
more or less abrupt” (Elder, 1985, pp. 31-32), although,
more recently Alwin (2012) has argued that adjustment
to transitions occurs over time. Both types of changes
occur after a stroke transition. Survivors experience an
abrupt transition from being able-bodied to being
impaired (Taule & Réheim, 2014, Dowswell et al., 2000),
whereas the ways in which disability and marriage are
understood likely evolve with time. Older survivors
often have other chronic illnesses, but still find that
even mild physical and cognitive impairment from
stroke profoundly changes how they perceive them-
selves and are able take part in society (Adamit et al.,
2015, Pallesen, 2014).

Symbolic interactionism provides a conceptual under-
standing of how husbands and wives construct their
marriages. Meaning and roles are posited as fluid,
and negotiated in social interactions within marriage.
Agreement on mutual meaning of husbands’ and wives’
roles depends on negotiation. Partners are assumed
to adjust and accommodate their role behaviours and
the meanings they ascribe to them as individuals and
as a couple (Charon, 2010; Turner, 2011). In turn, sym-
bolic interactionists assume that conflict may arise
when role expectations and behaviour are not con-
gruent (Charon, 2010). Within the stroke literature,
the survivor’s and the spouse’s role changes are well
documented, but there has been little exploration of
the co-construction of marriage. For that reason, we
sought couples’ perspectives on how they reorganized
their roles.
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Data Collection

We used Charmaz’s (2006) approach to grounded
theory which evolved from symbolic interactionism,
to inform participant recruitment, data collection,
and analysis. The constructivist approach fits with
the symbolic interaction theory assumption that the
co-creation of meaning arises through interaction.
The goal is to understand the “why” questions of
social life, as well as the complexities of “what is”
constructed and how. Our constructivist assumption
was that we, as researchers, collected data to “dis-
cern and document” an interpretivist understanding
of how survivors and spouses constructed their roles
and marriages (Charmaz, 2006, p. 403).

Recruitment

Recruitment and data collection commenced once
the study was approved by the University of Alberta’s
Health Research Ethics committee. Posters, flyers, and
an exemplar recruitment email or newsletter story
were then provided to health and community venues
frequented by survivors. Those who expressed interest
were asked to contact the researcher. The first author
phoned all those who made contact, provided them
with information about the study, and screened for eli-
gibility. Inclusion criteria were (1) a physician’s diag-
nosis of stroke, (2) discharge home six months or more
prior to the study, (3) both partners consent to and
participate in interviews, and (4) married or in a com-
mitted relationship for 5 or more years pre-stroke. This
final criterion allowed us to target the experiences of
couples in established relationships.

We used theoretical sampling, looking for cases that
would explicate the developing categories (Charmaz,
2006). We continually updated the recruitment mate-
rial to seek couples who could expand emerging codes
on relationship development after stroke. For example,
after interviewing several couples who felt secure in
their relationships, we searched for couples who had
separated or had turned a conflictual post-stroke rela-
tionship around.

Interviews

A semi-structured interview guide was designed based
on the literature review and theoretical framework.
Aligned with life course theory — that the past will
influence the future — and to establish rapport with
participants and sensitize them to relationship devel-
opment as the focus, our initial questions were selected
from a couple’s oral history interview (Buehlman,
Gottman, & Katz, 1992). We included questions about
what attracted them to each other: “Tell me how the
two of you met and got together?” and “Of all the
people in the world, what led you to decide that this
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was the person you wanted to marry?” We asked how
they worked together: “As you look back, what are
some of the good things that happened in your mar-
riage?” and “Any tough transitions that stand out? How
did you get through that?”

The second set of questions focused on their current
situation. We queried their roles: “Tell me about the
hats you wear now or the jobs you juggle?” and how
they organized their days: “Could you describe a usual
day?” We also asked about specific moments: “What
about fun times?” and “What do you do to get through
those inevitable problems?”

Finally, participants were asked about their roles and
relationship on the survivors’ arrival home: “What
kind of hats did you wear then?”; “What events stand
out now?”; “How did you figure out what to do?”; and
“How did this affect your relationship?” The goal of
asking about post-stroke experiences last was to avoid
a direct pre- and post-stroke relationship comparison.
At the end of the interview, survivors and spouses
were asked to complete separate demographic forms
that included questions on age, education, number,
and type of chronic conditions, length of marriage, and
time since stroke.

All interviews were conducted by the first author from
October 2014 to March 2015. Interviews ranged from
45 minutes to two hours. Couples were offered a choice
of venues. All but one couple and a spouse chose to be
interviewed in their own home. Alternate venues were
public settings. Participants were not compensated for
their participation. Before data collection commenced,
participants were informed in writing and verbally
about the aim of the study, voluntary participation, and
maintaining confidentiality. In individual interviews,
participants were assured that the interviewer would
not disclose any information from their interview to
their spouse, nor use any information from that inter-
view to inform the interview with their spouse. Hus-
bands and wives completed separate written consent
forms. All participants gave oral consent to be digitally
recorded.

To ensure that couples in all types of relationships were
comfortable talking about their partner and their mar-
riage, we offered couples individual or joint interviews.
Couple interviews are a joint relational account and an
appropriate approach for a study of marriage requiring
both partners’ perspectives (Eisikovits & Koren, 2010;
Mellor, Slaymaker, & Cleland, 2013). There are advan-
tages and disadvantages to separate and joint interviews.
Dyadic interviews can jog memories as well as offer
opportunities for partners to expand on, modify, and/
or validate each other accounts. The content of the dia-
logue and the couples’ interactions are both data in
joint interviews.
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Individual interviews offer participants the chance to
speak frankly about sensitive issues in their relation-
ship that might not be disclosed in a joint interview
(Eisikovits & Koren, 2010; Mellor et al., 2013). Our par-
ticipants seemed to speak freely about their relation-
ship in both joint and individual interviews. Couples
in dyadic interviews often completed each other’s sen-
tences and expanded on their partner’s examples, and
in the individual interviews, survivors” and spouses’
rendition of events and interactions in their marriage
were very similar.

Participants were also asked if they could be con-
tacted for follow-up interviews to clarify the find-
ings. All participants, except one spouse, consented
to further interviews. Field notes were completed
immediately after each interview. The interviews
were transcribed by the first author. All identifying
information was removed, participants were assigned
pseudonyms, and then field notes and interviews
were imported into the NVivo 10 qualitative data
management software program (QSR International)
for ease of data management.

Data Analysis

The data were analysed using grounded theory
constant comparison methods (Charmaz 2006). All
analyses were inductive as the research aimed to
conceptualize/describe the patterns in the contexts
(circumstances, situations), interactions (actions,
responses), and consequences (outcomes), rather
than to test an explicit hypothesis (Charmaz, 2006).
As such, the data analysis began with reading each
interview as a whole to gain an overall perspective
of the relationship contexts. Analysis then proceeded
in three steps. First, we looked at survivors’ and
spouses’ actions and interactions and asked (1) why
this behaviour was present, (2) what they might be
expecting of their partner, and (3) what they might
have been thinking as they responded. Within actions,
we looked for “identifying moments” when partici-
pants regarded themselves or their partner differently
(Charmaz, 1991). We began by assigning primary codes
to participants” actions.

Second, we began axial coding to synthesize similar
primary codes into conceptual categories. As we com-
pared our primary codes from the first two interviews,
the themes of marriage submerged by survivors’ need
for care and then couples striving to return to marriage
emerged. Following Glaser and Strauss (1967), we used
sensitizing concepts to give “an initial direction in
developing relevant categories and properties” (p. 79),
but also kept in mind Charmaz’s (2006) caution to use
sensitizing concepts tentatively, dispensing those not
reflected in the data.
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Third, the developing insights from the axial codes
related to caregiving/care-receiving or marital con-
texts were collated and synthesized into subthemes.
To confirm final themes and subthemes, we used
constant comparison techniques with a case-by-case
analysis. We began by considering the disparate
cases — comparing couples who claimed they were
comfortable with relationships with those who spec-
ified they were struggling. Finally, we compared the
codes identified in our secondary case-by-case analysis
with the initial theoretical codes to ensure that no new
themes had emerged (saturation) (Charmaz, 2006).

Participants

Participants included 18 heterosexual couples, 15 who
remained together and three who had separated
(2 [Couple 7], 3 [Couple 15], and 6 [Couple 16] years
after the stroke). They were recruited through commu-
nity stroke groups, secondary stroke prevention clinics,
and rehabilitation clinics. Survivors were 45 to 91 years
of age (mean: 62.6) and spouses 35 to 91 years of age
(mean: 62.3). Seven survivors were female and 11 were
males. All survivors had returned home to their partner.
Married couples (n = 15) had been together for an
average of 35.6 years (range: 11 to 72) and those in
common-law relationships (n = 3) for an average of
15 years (range: 9-25) years before the stroke. Those in
common-law relationships considered they were mar-
ried and referred to themselves as husbands/wives.
The median time from the stroke to the first interview
was 4.3 years (range: 6 months—26 years).

Survivors were discharged home with a range of
physical, cognitive, and communicative impair-
ments. Four survivors had little visible physical
impairment. They were discharged after a few days in
acute care. Fourteen had moderate to severe impair-
ments from stroke including four who had been in a
coma (one week to three months); arrived home with
mobility aids (wheelchairs, n = 7; walkers or canes,
n = 5), and/or with instructions that they needed to
be monitored “24/7” because of impaired cognitive
functioning (n = 4). All survivors, even those with
mild stroke and had separated from their spouse,
said they could not have functioned at home without
their spouse for some time (range: 1 month to 5 years).
Both survivors and spouses thought survivors had
made a significant recovery after discharge.

Four of the survivors’ spouses had no chronic condi-
tions and six had one (e.g., benign enlargement of the
prostate, Crohn’s, arthritis). The other eight had three
to seven conditions all of which included two or more
risk factors for cardiovascular disease or stroke (e.g.,
hypertension, diabetes, atrial fibrillation, heart attack,
high cholesterol). Four specified that arthritis or heart
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conditions limited the amount of physical support
they could provide to the survivor.

Findings

The analysis of the interview transcripts revealed two
themes related to the post-stroke marriage develop-
ment processes. Theme 1, Working out care, involved
couples discovering and then addressing disruptions
in previously taken-for-granted activities. Theme 2,
Rethinking marriage, involved couples turning their
gaze back on marriage and determining the meaning
of their relationship in light of the new context of care
and disability. The two themes were found to be inter-
connected. Marriage was seen as underpinning the care-
giving relationship, while caregiving in turn required
new perspectives on marriage.

Theme 1: Working Out Care

Both members of the couple described survivors” home-
coming as comforting, yet unnerving. Coming home
was a milestone towards resuming life after stroke.
However, once home, survivors and spouses found
themselves in uncharted territory, with new roles
related to the survivor’s need for care (disabled person;
care receiver, caregiver), but with little knowledge of
what those roles would entail. “Working out care”
involved learning the territory of stroke impairment
and finding the right balance in terms of the amount
and kinds of care and assistance to the survivor, as well
as how best to deliver that help. A spouse character-
ized the uncertainty that both partners feel around all
these elements: “We were like actors being thrust into
the middle of an action movie without a director, script, or
acting experience” (Spouse, Couple 12).

Learning the Territory of Stroke Impairment

For both survivors and spouses, learning about stroke
impairment involved noticing and coming to under-
stand the impairments in their lives. Mild-stroke survi-
vors and their spouses had been told that the survivor
was lucky and could likely expect a full recovery. Yet
they were often confronted with invisible impairments
as they re-engaged in activities. Gaps in knowledge
and memory lapses interfered with ordinary activities
such as making a meal or buying coffee: “I said ‘Go and
make a sandwich.” When I came downstairs, he had a
piece of bread in his hand and that’s as far as he got”
(Spouse, Couple 11). Attempts to return to usual roles
at home or work resulted in a difficult confrontation
with impairments that survivors and spouses had been
unaware of.

| had significant cognitive damage which went
undiagnosed. | was cleared to return to work as a
special education teaching assistant. Work was an
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epic faill | couldn’t even do some of the puzzles my
pre-school students were doing. (Survivor, Couple 18)

It was difficult for survivors and spouses to know
when they could trust that the survivor was able to
do an activity or not. Uncertainty, fear, and frustration
brought emotions close to surface: “I couldn’t remem-
ber if I took my medication or not, I was just bawling,
emptying out the bottle, and counting the medication”
(Survivor, Couple 5).

Survivors of moderate or severe strokes and their
spouses also had to learn about impairments in their
home contexts. In some ways, they were better pre-
pared than those with mild stroke who had been
quickly discharged home. They had been diagnosed,
received rehabilitation, and been told that they could
expect some, but not complete, recovery. Spouses
had been warned that survivors might be untrust-
worthy at decision making, unable to find their
way home, and/or incapable of expressing emotions
appropriately. Unlike those with mild stroke who
were surprised by impairments, these survivors
expected them. The difficulty came in knowing what
to do:

Survivor: You know we just grazed the surface of
what stroke really was until it happened to us.
Spouse: Like her grandpa talked funny, but | didn't
know it was aphasia. We didn’t know it inside out
like we know it six years later. (Survivor & Spouse,
Couple 1)

Spouses also had a separate set of challenges in
determining the kinds of support that survivors
needed. Although they had received some assistance
and training to provide care, there were huge gaps.
Task training such as wheelchair transfers was helpful,
but there was little guidance on how to get the survi-
vor to do activities: “Like it was easy to let him sit on
the couch and watch TV, but how do you teach him
to move or to read?” (Spouse, Couple 12) and “She’s
very driven before ... but that deal is over” (Spouse,
Couple 7).

Survivors’ emotional reactions were particularly
difficult for spouses to manage: “After he called me
at work on his smartphone, he was screaming at
me because he couldn’t figure out how to make a call
on this smartphone” (Spouse, Couple 17). They were
unsure whether to be sympathetic, to explain why
the response was inappropriate, or to ignore the
problems.

That was a pretty stressful period ... you know,
very inflexible thinking was hard to deal with ...
her doctor told her to take [vitamin] B12 every
day. She was dead set against this, and we fought
about that ... [pause] ... but | never gave up.
(Spouse, Couple 6)
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Finding an Agreeable Balance

As survivors and spouses learned the territory of stroke
impairment, they had to find a balance between giving
and receiving assistance that was agreeable to both
partners. This was not easy. There was tension between
spouses’ views of their care roles and survivors’ views
of their independence. Couples had to think about
risk, survivor’s capabilities, and the locus of respon-
sibility for activities. Survivors were not sure what
activities they could manage.

| was worried to be on my own, independent
and alone in the house while she worked. She
worried about me falling. | promised | wouldn't
get out of the wheelchair until she came home.
(Survivor, Couple 15)

Spouses struggled as well. Responsibility for making
decisions about what survivors could or should do
weighed heavily on spouses: “So you take somebody
who I consider could do everything better than I could.
How do you start telling them what to do?” (Spouse,
Couple 11). Most spouses referred to feeling like a
parent or custodian rather than a partner:

We would go for daily walks around the neigh-
bourhood, and she would ask me “when can | go
alone” and | would say “well, pretty soon’... | was
thinking like Christ, what if something happens, but
on the other hand she wants to do this ... | worried
a little bit, but she came back and she was happy.
(Spouse, Couple 6)

Spouses differed in their approaches to finding the
balance. One approach was to assist survivors to
increase their capacity through helping, encouraging,
and challenging them.

| just try to figure out the limits of what he could
do ... like he loved doing puzzles. So we got
kids" puzzles and we put one over there and |
said, “Now we're going to leave this here until
you can do it.” So he kept telling me, “l can’t do
this.” And | just said, “Yeah you can.” So that's
how we worked. (Spouse, Couple 11)

A second spousal approach was to do most activities
for survivors. Many of these spouses worried that the
survivor would hurt themselves or were cautious
about others’ safety. Others said doing things for survi-
vors became habitual: “Ijust did everything for him all
day. I helped him put on his shoes. Well, he couldn’t
put on socks” (Spouse, Couple 16). A few spouses
found it was easier for them to do activities for survi-
vors than to watch them struggle: “Basically I wind up
doing a lot even though she could do it because it’s just
painful to watch” (Spouse, Couple 2). Regardless of the
approach, tensions arose when there was disagreement
on roles. Some spouses were frustrated by the survivor’s
apparent unwillingness to do more for themselves:
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“He did stuff with the therapist, but the minute
he walked in the front door, that’s where it ended.
He knew I wouldn’t let him go out with his shirt
unbuttoned” (Spouse, Couple 16). All survivors dis-
liked being dependent, but a few resented how their
spouses’ provided support:

Spouse: So ... that was really hard because he
didn’t want to do it, and | was screaming at him
to do whatever he need to do, and he was saying
“no, leave me alone.”

Survivor: | believe that a stroke survivor should not
force himself to try and do things which they know
are not good for them. (Couple 8)

Survivors often felt guilty about their spouses having to
take over responsibility for their tasks and activities:
“I feel like I wrecked where he meant to go ... [pause] ...
what he meant to do” (Survivor, Couple 2). One survivor
even admitted that she transferred her resentment of
post-stroke dependence to her husband:

Oh there were lots of fights. I'd be crying my eyes
out on the couch, watching him in the kitchen, doing
all that he could and knowing he was not having an
easy time with it. But, like sometimes that | hated him
so bad 'cause he could just get up and leave; | didn't
have that choice. (Survivor, Couple 1)

Regardless of the tensions inherent in working out care,
participants emphasized that marriage underpinned
the caregiving relationship. All survivors credited their
spouses’ care for the recovery and quality of life they
had achieved.

After my stroke it took me like five years to get back
to where the lights were on and someone was home
because my brain was so scrambled. So, she got
me back on track ... basically did whatever she had
to do to keep our heads above water, you know -
financially, and medically, and everything else too.
(Survivor, Couple 16)

Willingness to give and receive help was seen as part of
their commitment to marriage. Survivors and spouses
had higher expectations of support from a spouse and
also thought their spouse’s help and advice was more
influential than that given by family or friends.

Spouse: Caring for a husband or wife is very
different than if it is a friend because this is your
soul mate; you would do anything for your soul
mate.

Survivor: Yeah, a husband or wife is different
because they have a much more profound influ-
ence on the stroke victim. Like when she makes a
suggestion to me, I'm more apt to do it because
she is my wife. (Couple 10)

The interconnection between care and marriage was
also evident in how the intensive process of working
out care consumed much of survivors” and spouses’
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energy. During that time, marriage was not a main
preoccupation. Looking back, both survivors and
spouses described marriage as being in the background:
“in my mind I guess the relationship was there but it
was somewhat submerged” (Survivor, Couple 11) or
“the relationship dipped down with worry and care”
(Spouse, Couple 4). Marriage provided the impetus
to care: “It’s that ‘for better or for worse, richer or
poorer, sickness and health’. I believed in those words,
you know, and that’s what you do when you care
about somebody” (Spouse, Couple 16).

Theme 2: Rethinking Marriage

Eventually, an awareness of marriage began to re-emerge.
These were important times for couples who were con-
fronted with the need to rethink their marriage in light
of their new situation. For some, turning their gaze back
onto marriage was gratifying. Old relationships were
reconfirmed, or changed relationships were acknowl-
edged and accepted. We identified three stable rela-
tionship patterns: reconfirmed around their pre-stroke
marriage; recalibrated around care; and a parallel rela-
tionship, his and her marriage. Three couples divorced.

Reconfirmed Marriages

Some relationships were characterized by reaching new
understandings of their husband and wife roles and on
re-establishing emotional connections.

Survivor: | can’t say that we haven’t had bad
patches; sometimes she’s unreasonable, but usu-
ally she’s okay. But | think we've really been in love
since we met and that hasn’t changed much.
Spouse: It just was tested for a while and [we] sort
of had to find a new balance, but yeah, we started
with a really strong base. (Couple 11)

Shared history and a willingness to work together
helped them come to these understandings. Narratives
of friendship and teamwork were hallmarks within
these couples’ conversations.

Spouse: The doctor said to take that book home,
he would never read. He talked to him like he
was a child. | didn'tl We read that book together.
We are the kind of couple that sticks up for each
other. We work together, especially when the going
is tough.

Survivor: Yeah, that's it in a nutshell. We are a
team. It's attitude towards life. Accept what life
throws at us. (Couple 12)

Frankness about the impact of changes resulting from
stroke and willingness to compromise helped couples
learn about each other and how to live together in new
ways.

Spouse: What she was saying didn’t always make
sense; the group in rehab would laugh. She thought
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she was being funny, but | decided to tell her what
was wrong.
Survivor: Yeah, he was able to tell me, explicitly
where | was on the ball and not on the ball, basi-
cally. | was ... totally devoted to his opinion.
(Couple ¢)

Working out mutually agreeable marital roles could
be difficult. Several couples spoke about conflict over
different perspectives.

| don’t know if | verbalized divorce, but | was
ready to give it up. He just wouldn’t do anything.
| called the ambulance and he spent two weeks in
the psych ward. The psychiatrist also asked to see
me. That was the turning point in our relationship.
We had to re-learn how to relate to each other.
(Spouse, Couple 17)

Regardless of differences, respect for each other’s
position was evident in these couples’ interactions in
the interviews and also their descriptions: “We don't
always agree, but we listen to what each other says”
(Survivor, Couple 5). The route to consensus was
often a circuitous process in which survivors and
spouses had to adapt pre-stroke relationship rules or
develop new standards that fit their new context of
survivors’ impairments. Participants used terms such
as “learning” or “realizing” to describe the process of
coming to agreement on post-stroke roles.

Survivor: What she saw as an encouragement,
| saw as interference. My argument was if | don’t
try it I'll never know what my limits are; it's the
only way I'll learn.

Spouse: And my argument was “you’re going to
get hurt.”

Survivor: But ultimately, | think we both realize that
each of us has valid points, and we've both learnt
to live with each other’s warts again. (Couple 8)

Belief in the importance of reciprocity and mutuality
in their relationships was an important driver of
recreating marriage. Both survivors and spouses
wanted to feel like their partners loved or liked them
and that they were contributing emotionally to their
partner.

The underlying reason you're willing to persevere,
and to work through situations that present problems
is that you love the person, but you do really want
them to show the same for you. That's when it's a
marriage again. (Spouse, Couple 18).

We've always been husband and wife, but our
sexual life changed after stroke. Completely! But if
there’s closeness it doesn’t matter. There’s so much
closeness and just love. (Spouse, Couple 4)

To summarize, the process associated with these recon-
firmed marriage patterns involved working together,
being able to resolve conflicts, and feeling that each
mattered to their partner.
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Re-calibrated Marriages

Some couples re-calibrated their relationship around
care. They referred to loving or respecting each other
and considered themselves husbands and wives, but
care had changed the dynamics of the relationship.
Couples stated they continued to love each other, but
also referred to the survivors’ changing and spouses’
main role as caregiver.

It's just really hard things to deal with not ... to
destroy the love in the marriage unless you let it
happen. Well it's different now, | am a caregiver.
It doesn’t mean it's [the marriage] no good anymore.
(Spouse, Couple 1)

Spouses raised the extra work and responsibility asso-
ciated with their husband or wife’s dependence:

| know he’s my husband, | know | love him but
you're right in the thick of having to care, too.
You're always thinking about what needs to be
done. Before you didn’t even have to think; he
would do everything himself, right? (Spouse,
Couple 10)

Survivors and spouses referred to commitment as a
defining feature of their relationship: “You’ve made
a commitment to each other when you got married
‘In sickness and in health, ’til death do you part’?”
(Survivor, Couple 10), and “Yes, I made a commitment
to keep the family together” (Survivor, Couple 14).
Loyalty to the survivor and/or their marriage vows
was the initial impetus to bring the survivor home
and to work at regenerating the meaning of the rela-
tionship.

Survivor: Oh baby, love her.

Spouse: Couples have to realize how much commit-
ment you have to each other, and you either have to
be the kind of person where you cry and feel sorry
for yourself or you just get on with it. (Couple 3)

Caregiving spouses and survivors agreed that spouses
held the balance of power in the relationship. “I would
say that I do the majority of everything, now. In our
business [he] did a lot more. Things have changed”
(Spouse, Couple 3). Spouses compensated for the sur-
vivors’ impairments while acknowledging survivors’
preserved abilities and what they did in the relationship.
Survivors agreed with their spouse about their situation
and credited their spouse’s efforts for their autonomy
and independence.

Survivor: Since my aneurysm there has been a
change in the way we make decisions in that |
lean more on her to help me and guide me in my
decision making. Before, | was fairly controlling
in many ways.

Spouse: | also will also say that | have tried to help
him be independent; John does the finances like he
used to, but with other things John had the tendency
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to say, ‘Could you help me2’ And | am tough;
[I'd say], "You do it', but I've had to be tough and
| was never was before like that, never. (Couple 10)

Both survivors and spouses emphasized how they
enjoyed their lives and continued to enjoy a range
of activities in which survivors could successfully
engage. Some couples emphasized what they did as
a couple: “She and I still do everything together. She
just needs help to get into the boat now” (Spouse,
Couple 1). Others focused on joint activities with
their family: “He likes looking after the grandkids.
[They] go right to him. I watch” (Survivor, Couple
14). Couples, however, stressed that re-defining their
roles and relationship had been difficult at times, but
that they had negotiated a relationship that incorpo-
rated care and impairments:

But we have now come to a place where we're
satisfied with each day and what | can do in that
day, and I'm not feeling inadequate or that I'm not
contributing fo my marriage or society. I'm feeling
that | have a place, and I'm very focused on trying
to be a good husband and father and grandfather.
(Survivor, Couple 10)

The critical processes in marriages recalibrated around
care were being committed to a partner or marriage,
reaching agreement on changed roles, and finding
activities they both enjoyed.

Parallel or Separated

Some couples were unable to reconnect. Three couples
lived parallel lives as survivor and partner (his and her
marriages), and three couples separated. Although they
were able to work out care, differences in expectations
around emotional involvement and roles ignited fric-
tion in the relationship. Initially, disagreements about
what survivors should or could do safely often trig-
gered arguments and hurt feelings. Some disconnected
spouses thought the survivors weren’t trying hard
enough: “I've potentially walked into a situation where
my wife can’t or won’t do 50% of what she was doing”
(Spouse, Couple 7), and “He is just lazy. He can do
things, but he doesn’t” (Spouse, Couple 16). Others
responded ambivalently about the survivors’ efforts:
“Yes, he should exercise, but he doesn’t. He wants to
chop the wood instead, and I think he will hurt him-
selt” (Spouse, Couple 9).

Survivors thought their spouse’s ambivalence dimin-
ished their efforts: “After I painted this room, all he said
was ‘I thought you were going to tape the rest of the
house” (Survivor, Couple 7), and “She would just jump
in and put it together. She didn’t give me a chance”
(Survivor, Couple 16). Several survivors indicated that
their spouses saw only their impairments and therefore
could no longer see them as partners in a marriage.
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When | started to become a man again she really
started to pull away. Being me, | was like an instructor
again. But | was still the guy who could drown in his
own spit. You're damned if you try and damned if
you stay in your chair; you're sfill broken baggage.
(Survivor, Couple, 15)

Other survivors claimed their spouses regarded them-
selves as caregivers, and they no longer saw themselves
as spouses: “He thinks care, not husband’” (Survivor,
Couple 2). Perceptions that their partner regarded
them differently than how they saw themselves sensi-
tized survivors to spouses’ responses to them: “You are
not really a husband because you're a guy who ends up
paying bills twice, you know; always needing [being]
watched” (Survivor, Couple 9).

Spouses agreed that survivors” and their expectations
were mismatched, but gave different reasons for the
discrepancies than survivors. Loss of common interests
was a main concern: “The main thing we did together
was sports, and now she can’t do that. There’s nothing
left” (Spouse, Couple 7). Time spent together was less
enjoyable: “And he became really dependent upon me,
which I think was very difficult. We don’t like doing
the same things” (Spouse, Couple 9). Spouses in par-
allel marriages or who divorced claimed the survivor
continued to be focused on their own needs: “It was all
about him. He would say, ‘My days are hard. I need to
go to bed at 9.” [Oliver] didn’t consider me” (Spouse,
Couple 15).

Some couples had different perspectives of their part-
ners’ emotional needs. A spouse complained about the
survivor not caring about her emotionally: “... when
he’d come to bed he just crept in the bed and that was
it. No roll over, put his arms around me, comfort me,
cuddle me” (Spouse, Couple 16). The survivor agreed,
but said he didn’t have the energy, and she didn’t
understand that he was too tired to do both.

With my ex and |, she wanted so much mental
and emotional intimacy before she was willing to
do the physical intimacy, and | just didn’t have
the energy or stamina to give her everything she
needed in order to get what | needed or wanted.
(Survivor, Couple 16)

Another survivor, who separated six months after the
interview, thought the lack of emotional connection
would likely end their relationship: “I just got back
from a week with him. He was more interested in his
work friends than me. I felt like, I was an inconve-
nience” (Survivor, Couple 7). Couples avoided discuss-
ing anything that might trigger emotions because such
conversations would usually underscore the differences.
“I don’t think we talk as much as we should ... Neither
of us like confrontation” (Survivor, Couple 9). Ambiv-
alence went unresolved: “We don’t talk. We don’t work
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it out. He just does things that I can do” (Survivor,
Couple 2). Whether couples remained together (1 = 3)
or separated (n = 3), there were few physical or emo-
tional connections to their partner:

We're very individual. | do my thing, she does
her thing, you know, her hiking and biking, and
we sleep in separate bedrooms. It's not my first
choice. No, like she’s going to take a trip and |
get the impression that she doesn’t want me to
come with her. (Survivor, Couple 9)

She says she lost me, but | lost her as well. | was
desperate for her loving arms. Desperate for her
touch, | didn’t mean sexually either. | got used to
that stopping. | mean just feeling loved. After a
while, she never held my hand, never touched me.
Now we have split | am recovering better. Happy
being me. Don't have to feel a failure. Don't have to
worry about not pleasing her. (Survivor, Couple 15)

In sum, the patterns associated with disconnected mar-
riages were difficulty resolving divergent expectations,
being unable to reach agreement on reciprocal roles,
and finally the feeling that their partner no longer loved
or liked them.

Discussion

This study demonstrates that the transition to stroke
precipitates dramatic changes to marriage. At the
outset, the multitude of care and illness tasks put
care into the forefront. Yet in the early days of finding
their way, marriage underpinned couples’ care work
and commitment. Subsequently, as they attempted
to bring marriage back into focus, it was care that
required attention as they considered its salience in
relation to marriage. Some reconfirmed marriage as
the pre-eminent role, while others recalibrated mar-
riage to incorporate care. A third group were unable
to reconnect. They disagreed on expectations, were
unable to resolve ambivalence about their marriages,
and lived with emotional distance in parallel his-and-
her marriages.

Role of the Marriage Relationship in Caregiving

The committed relationship, married or common-law,
between survivors and spouses was important in
working out care. Spouses took on caregiving respon-
sibilities because they were committed to the survivor
or to marriage as a long-term commitment. All survi-
vors, even those who had separated, credited their
spouses for their current well-being. Both spouses and
survivors, however, found that learning new caregiving
and receiving roles presented a steep learning curve.
They responded differently: taking a collaborative
approach, with spouses doing activities with survivors
who helped as they could; having spouses assume all
responsibilities; or working through a volatile period of
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disagreements about conflicting expectations, but trust-
ing that their partner had their best interests at heart.

Marriage influenced participants’ perceptions of their
caregiving and receiving interactions. Spouses cared
because of their marriage or love for their partner.
Several of our spouses explained that they would do
much more for their husband or wife than for more
distant family or friends. Survivors trusted their spouses’
feedback.

Our findings point to a key gap in how we intervene in
post-stroke relationships. Although stroke caregiving
reviews often recommend augmenting spouses’ care-
giving skills or respite care to reduce spouses’ burden
of care, and the impact of survivors’ characteristics
(e.g., impairments, behaviour, depression) on spouses’
well-being (Bakas et al., 2014; Quinn et al., 2014a), our
findings highlight the importance of the relationship
between survivors and spouses and the need to con-
sider how relationship dynamics and quality influence
both partners” well-being. This dynamic has been clearly
recognized in studies related to other chronic conditions
(Pretter, Raveis, Carrero, & Maurer, 2014; Robles et al.,
2014; Traa, De Vries, Bodenmann, & Den Oudsten, 2015).
The quality of the relationship may influence survivors’
recovery, spouses’ burden of care, mortality, and quality
of life as has been demonstrated in other chronic condi-
tions (King & Reis, 2012; see also reviews: Badr & Krebs
2013; Falconier, Jackson, Hilpert, & Bodenmann, 2015;
Martire, Schulz, Helgeson, Small, & Saghafi, 2010;
Park & Schumacher, 2014; Robles et al., 2014).

Effects of Care on the Marriage Relationship

As survivors began to recover and adapt, they wanted
to return to as many of their pre-stroke roles as pos-
sible. Spouses were faced with decisions about how to
use their considerable power as caregivers. Difficulty
coming to agreement on relational roles and power
issues were at the root of couples’ distress, a finding
that stands in contrast with that of previous studies.
For instance, Rochette, Bravo, Desrosier, St-Cyr Tribble,
and Bourget (2007) hypothesized that at six months
post-stroke, a slowing recovery accounted for survi-
vors’ perceptions of taking back control and spouses’
perceptions that they were losing control. Our work,
like research in other chronic conditions (Agard et al.,
2015; Berg & Upchurch, 2007; Manne & Badr, 2008),
suggests that in addition to illness and caregiving,
changes in the relationship itself are stressful. Couples
faced the uncertainty of two transitions, the first to
caregiving /receiving and then a second to recalibrate
the meaning of their relationship. Future research would
benefit from differentiating the stress of care tasks, from
stress related to changes to structure and functioning
of relationships.
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To date, stroke has been theorized and researched
mainly as an illness transition. Changing the theoret-
ical focus from illness to marriage in this research ren-
dered the marital transitions and couples’ relationship
work visible. Our findings revealed that in addition to
rehabilitation and respite care, the marriage relation-
ship may offer additional opportunities to improve
stroke survivors’ and spouses’ outcomes. The elements
of marriages precisely amenable to intervention were
beyond the scope of this research, but couples sug-
gested that communication and working together were
crucial elements in managing stroke and improving
their relationship. Reviews of couple interventions in
chronic illness find those targeted to enhance couples’
communication (express emotion, share concerns, com-
municate needs) had the largest effects on health and
relationships (Badr & Krebs, 2013; Martire et al., 2010;
Shields, Finley, Chawla, & Meadors, 2012).

Benefits of Working Together

Our findings add to evidence that working together
to address care in the face of impairment can help
preserve or even enhance satisfaction with marriage
(see, for example, a recent meta-analysis indicating
that dyadic coping is associated with relationship
satisfaction in health and in illness [Falconier et al.,
2015]). There were no timelines for adjustment.
However, coming to agreement on role changes and
the pattern of their couple identity distinguished
those who were able to recalibrate their relationship
from those who disconnected. Similar to previous
findings, smooth relationship functioning and mar-
ital satisfaction depended on husbands and wives
being able to agree and co-create their relationship
(Gottman & Notarius, 2002; Murray & Holmes, 2011).

Implications: The Importance of
Relationships

In transitions to illness where caregiving is necessary,
stress is often attributed to problems of spousal coping
with care rather than to the relationship between care-
givers and receivers. Survivors in this study believed
that spouses’ care skills increased their physical and
emotional recovery. Care receivers are generally seen
as passive recipients of the caregivers” help rather than
as contributing partners (Agard et al., 2015; Park &
Schumacher, 2014). A novel finding is the extent to
which survivors and spouses perceived survivors were
active participants in recreating their relationship.
Similar to other research on chronic conditions, marital
closeness contributed to survivors” and spouses” well-
being above and beyond care (Mancini & Bonanno,
2006; Martin, 2016; Falconier et al., 2015; Robles et al.,
2014; Traa et al., 2015).
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These findings are also relevant to questions of what
dimensions of satisfying marital relationships contribute
to well-being after older adults’ transition to chronic ill-
ness. Our findings support the idea that the way survi-
vors and spouses respond to their marital partners’
caregiving/receiving and husband /wife role-making
efforts is an important factor in how couples (re)create
closeness or increasingly feel separate from their marital
partner. The relationship dynamics by which older cou-
ples develop positive caregiver, survivor, spouse, and/
or couple identities are worthy of further research.
Although it is premature to suggest that group stroke
interventions include relationship advice, the couples
who received marital counselling recommended others
should be offered this opportunity.

Next Steps in Research on Marriage and
Stroke

The methodological approach we used in this research
was taken advisedly as we were examining uncharted
questions about marriage and chronic illness. We now
have a foundation upon which to build our under-
standing of the diversity in ways in which couples
recreate their marriages after stroke; insights into
distinctions between marriage and care; and a sense
of the considerable efforts made by couples to move
forward with their lives. Other approaches are needed
to move forward our understanding of what contrib-
utes to trajectories of marriage after stroke. These
include taking into account demographic factors
such as age and sex; contextual factors such as family
support and social networks; and quality of pre-stroke
relationships.

Intersectionality may offer a research framework by
which to examine marital role construction within the
stressful context of illness and disability. An intersec-
tionality approach presumes that culture, and in turn
relations, are shaped by the distribution of power,
privilege, and position in society (Calasanti & King,
2015). The assumption is that diversity operates to sub-
ordinate some people and license others. Differences
in social location such as the privileges of marriage or
gender and the stigma of age/disability can overlap.
Jeopardy cannot be captured by looking at each differ-
ence independently because the synergy alters experi-
ences in more complex ways (Calasanti & King, 2015).

With our small sample size and constant comparison
thematic analysis, it was not possible to take into
account these intersectionalities. However, there were
signs in the data that such things as gender and pre-
stroke marital relationship might well be better under-
stood through an intersectional theoretical framework
and a larger and more diverse sample. For example,
there is evidence women are less likely to be discharged
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home after stroke because they do not have someone
prepared to care; and evidence that female spouses
are more likely to bring disabled survivors home
(Mees et al., 2016, Smurawska, Alexandrov, Blandin, &
Norris, 1994). There were also hints in our research
that relationship processes could be influenced by
gender. Women referred to being natural caregivers
or mothering. Parallel findings from the caregiving
literature indicate that women provide more instru-
mental help than men and that women caregivers
experience more stress, more depressive symptoms,
and lower well-being and physical health (Gaugler,
2010; Pinquart & Sorensen, 2006). Similarly, marital
researchers find that stress in the relationship affects
wives” mental and physical health more than husbands’
(Robles et al, 2014; Uchino et al., 2012).

Broader contexts of marriage also may be important
in understanding marital processes after stroke. Neff
and Karney (2016) argued that stressful environmental
contexts such as poverty and lack of support are stron-
ger contributors to marital conflict and marriage break-
down than individual-level interactions. There were
some indications in our study that support, external to
the relationship, might influence how couples recon-
struct their marriages. Some couples mentioned that
their networks disappeared, leaving them to cope alone.
Further, there were hints that younger couples’ lack of
resources (e.g., spouses had to return to employment)
may have added to the stress. Research that specifically
includes resources and stressors external to the marriage
may help tease out any life course differences between
younger and older couples.

Finally, longitudinal research on marriage trajectories
after stroke is warranted. Our study was cross-sectional,
and analyses were based on participants’ reminiscences
of their marriages. Given these constraints, we began to
consider time by looking for “identifying moments”
(Charmaz, 1991, p. 207), when survivors become aware
of themselves as partners. Notably, it took some survi-
vors much longer than others before they began to think
about marriage. There may well be other turning points
in marriage that have yet to be explored. It would be
useful to follow couples longitudinally to explicate var-
iations in trajectories over time and how relationships
continue to develop.

In this study, stroke survivors and spouses credited
survivors’ recovery to being married and able to return
home to a spouse. They recommended research on the
impact of marriage on stroke recovery. By these partic-
ipants” descriptions, survivors’ recovery was remark-
able. As reviews and meta-analysis specifically of
cancer and heart disease, as well as those combining
chronic conditions, demonstrate significant associations
between marital quality and health (Badr & Krebs, 2013,
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Martire et al., 2010; Robles et al, 2014, Shields et al., 2012),
future studies should examine if marital quality impacts
stroke recovery. Little causal research has been done to
determine “how and for whom marital quality impacts
health” (Robles, 2014, p. 431, italics in original). Longitu-
dinal research combining levels and types of post-stroke
physical and cognitive impairments, marital satisfaction,
and relational processes could provide important new
knowledge about how marriage influences health as well
as how illness contributes to marital quality.

Conclusion

Our findings illustrate a kind of dance between marriage
and care after stroke. Some couples connected around
their pre-stroke relationship pattern and others on a
relationship that centred on care. They were in uncharted
territory, as uncertain about how to relate in the pres-
ence of chronic illness as they were about stroke man-
agement and caregiving. Neither stroke management
and caregiving nor marriage can be understood in isola-
tion from relational dynamics. In research and practice,
married couples” needs and well-being should be
assessed as individuals and a couple. It is important to
determine if the post-stroke stress is related to care-
giving tasks or the survivor/spouse relationship.
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