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Caregiving and Friendship
Perspectives From Care Partners of
People With Aphasia
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Friendship is an essential component of quality of life. The ongoing lifestyle changes and strain typ-
ically experienced by care partners of people with aphasia (PWA) can impact their social network,
with friendships being particularly vulnerable to change. This study aimed to understand the im-
pact of caregiving on care partners’ friendships over time from the perspective of care partners
of PWA. An online survey addressing care partners’ demographics, care recipients’ demographics,
and care partners’ perceptions of their friendships over time (before caregiving and during the
acute and chronic stages of caregiving) was codesigned with three care partner stakeholders and
then distributed to other individuals who care for a person with aphasia. Survey responses from
35 care partners of PWA who completed the survey were analyzed using quantitative and quali-
tative methods. Most participants reported their friendships were different in both the acute and
chronic stages of caregiving compared with before caregiving. Overall, perceived friendship satis-
faction and support decreased over time. Qualitative analysis revealed five main factors that could
either facilitate or hinder care partner friendships, including role changes, personal character-
istics, friendship initiation, friendship interactions, and outside influences. This work highlights
that caring for a loved one with aphasia negatively impacts friendships for many care partners,
and these friendship changes are often long-lasting. More resources for managing the impact of
aphasia on care partners’ social lives are needed, which, in turn, might improve the friendships
and well-being of both the care partner and their loved one with aphasia. Key words: aphasia,
caregiving, care partner, friendship, stroke
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FRIENDSHIPS are vital for good quality
of life (Therrien et al., 2021). Unique

from family relationships, the voluntary na-
ture of friendships allows for people to
establish committed relationships with indi-
viduals of their choosing whom they often
identify with as equals and share common
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interests (Patterson et al., 1993). Friendships
are associated with many benefits, including
increased life satisfaction (Patterson et al.,
1993), greater happiness (Adams & Blieszner,
1995), higher morale and self-worth (Fiori
et al., 2006), and better physical and mental
health (Holt-Lunstad, 2016).

Major life events are known to affect a per-
son’s social network, with friendships being
particularly vulnerable (Wrzus et al., 2013).
Social convoy theory (Kahn & Antonucci,
1980) explains that a person travels through
life with their convoy of social relationships,
which change over time in response to life
events. According to this theory, relationships
with individuals in the center of someone’s
convoy, typically family and closest friends,
should remain stable and weather the ups and
downs of life, whereas relationships with peo-
ple in the convoy periphery are less stable
and are more likely to be negatively impacted
by changes in the person’s social role or other
life situations. Nonkin relationships are typi-
cally the ones that dissolve more easily when
life circumstances change, and this is espe-
cially true if the mutual benefit or reciprocity
between friends becomes unbalanced (Wrzus
et al., 2013). Moreover, non-normative life
events (e.g., death of a relative or illness)
tend to have a more negative impact on
one’s social networks and often result in a
reduced social network as opposed to antic-
ipated, normative life events (e.g., puberty,
marriage), which often increase social net-
work size (Wrzus et al., 2013).

Brain injury, and resulting aphasia, is a
major, unexpected, non-normative life event
that can impact the social network of both
people with aphasia (PWA) and their care
partners. Research shows that PWA are at risk
for social isolation and typically participate
in fewer social activities, experience friend
loss, and often have more family-based so-
cial networks (Azios et al., 2021; Manning
et al., 2019; Northcott et al., 2018). Research
on the relationship between PWA and their
care partners emphasizes the critical impor-
tance of this interpersonal relationship to
both parties’ well-being and highlights that

relationship struggles often occur because of
both individuals adjusting to their new roles
(McCarthy et al., 2020). There is less research,
however, focused on care partners’ other rela-
tionships, particularly friendships, which can
be influenced by lifestyle changes inherent to
caregiving (White et al., 2007).

Given the sudden onset of stroke/brain
injury and resulting aphasia, care partners
quickly adopt numerous roles, such as being
their loved one’s advocate, therapist, mo-
tivator, and guardian (Shafer et al., 2019).
These unexpected roles are intensified af-
ter insurance-covered therapy sessions are
exhausted, leaving the care partner as the
primary individual to assist with the person’s
ongoing communication needs, as well as
other possible needs, including assistance
with grooming, meals, medication manage-
ment, and mobility (White et al., 2006).

Caring for a loved one with aphasia not
only can bring the care partner and the care
recipient closer together and give the care
partner a rewarding sense of purpose but
also results in stress and strain for many
(McPherson et al., 2011). The burden many
care partners of stroke/brain injury survivors
experience from intensive caregiving is typi-
cally long-lasting (Opara & Jaracz, 2010) and
can worsen their own physical and men-
tal health resulting in “third party disability”
(Shafer et al., 2019). Navaie-Waliser et al.
(2002) caution that care partners are at
risk of becoming patients themselves due to
the personal costs and sacrifices involved in
dedicated caregiving. Unfortunately, it is com-
mon for care partners of stroke/brain injury
survivors to experience decreased overall
well-being and quality of life, as well as in-
creased mood changes, depression, anxiety,
loneliness, and social isolation (Loh et al.,
2017; McPherson et al., 2011; White et al.,
2006). These negative health consequences
can be heightened for care partners who are
caring for a loved one with greater needs
or challenges, such as a person who has
greater communication impairment, greater
physical impairment, and/or declining abil-
ities, such as the case with progressive
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illnesses (Rombough et al., 2007; The
National Alliance for Caregiving & American
Association of Retired Persons, 2020; White
et al., 2006). Disparities in stroke care (e.g.,
access to services, type and timing of treat-
ment provided), which disproportionately
affect racial minorities (Ikeme et al., 2022;
Jacobs & Ellis, 2022), also can increase care-
giving demands and negatively impact health
outcomes for both the stroke/brain injury sur-
vivor and their care partner.

Haley et al. (2019) reported that care part-
ners of PWA were less integrated in their
communities and participated in fewer social
and leisure activities than their age-matched
controls. The reduced life participation ex-
perienced by care partners of PWA is likely
a consequence of a substantial reduction of
time with others (Johansson et al., 2022).
Recent work by Graven et al. (2020) high-
lighted that social support acts as a coping
resource for care partners of individuals with
heart failure, a group that provides long-term
care such as the care partners of PWA. Sim-
ilarly, a “supportive social environment” was
a desired facilitating factor to managing the
role of caregiving identified by 14 care part-
ners of stroke survivors in an interview study
by White et al. (2007). Together, these find-
ings suggest that positive social relationships,
including friendships, have the potential to al-
leviate aspects of caregiving burden.

Rombough et al. (2006) explicitly stated
that research dedicated to understanding the
role of friend support for aphasia care part-
ners is needed; however, this area of research
remains mostly unexplored. Therefore, this
study aimed to better understand caregiv-
ing and friendship dynamics among aphasia
care partners. Specifically, the purpose of this
study was to explore the impact of caregiving
on friendship over time by gathering aphasia
care partners’ perspectives about their own
friendships before they started caregiving and
during the acute and chronic phases of care-
giving for their loved one with aphasia.

It is critical to note that the original idea
and motivation for our research focused on
care partners’ friendships originated from

small group discussions the first author fa-
cilitated at the “Team Friendship” table with
four PWA and their five familial care partners
at the 2018 Project Building Research Initia-
tives by Developing Group Effort (BRIDGE)
conference (Hinckley et al., 2019). Therefore,
this work focused on a personally meaning-
ful issue that was organically inspired from
aphasia care partners conversing with one an-
other and their loved ones with aphasia at a
conference focused on stakeholder-engaged
research. Moreover, this work addressed two
gaps in the research literature by concen-
trating on an often overlooked, yet impor-
tant area of caregiving research, friendship,
and by focusing on an often understud-
ied, yet prominent population of caregivers,
aphasia care partners. This research study
aimed to provide information about the
following:

1. How do friendships of care partners
change over time, including the time be-
fore onset of their loved one’s aphasia
and during the acute and chronic stages
of caregiving?

2. How do care partner and care recipient
demographic factors relate to care part-
ners’ perceived friendship satisfaction?

3. What factors identified by care partners
appear to facilitate or hinder the main-
tenance and development of their own
friendships?

METHOD

This research was approved by the Florida
State University (FSU) Institutional Review
Board. An online survey focused on caregiv-
ing and friendship was created by the authors
using Qualtrics survey software and was open
for 2 months (December 2020 and January
2021). Care partners from the FSU Apha-
sia Registry and Repository were invited via
email to participate. In addition, the survey
link was emailed to several speech–language
pathologists known to the authors who work
with PWA and was shared with two aphasia
centers to distribute directly to aphasia care
partners.
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Participants

In this study, a care partner is defined as
a person who is not employed by an agency
and provides voluntary assistance to a PWA in
their home and/or community. Study partici-
pation required that participants (a) identify
as a caregiver for a person with chronic apha-
sia, (b) have access to the internet, and (c)
be able to read and respond to the survey in
English.

Survey development

An advisory group consisting of speech–
language pathology graduate student re-
searchers (n = 2), speech–language patholo-
gists who work with clients with aphasia (n
= 2), communication sciences and disorders
programs faculty researchers with a focus on
aphasia, friendship, and/or survey work (n =
3), and three aphasia care partner stakehold-
ers (n = 3) worked collectively to develop
the friendship survey used in this study.
The aphasia care partners in the advisory
group were known to the first author. This
group of care partners consisted of one man
and two women who identified as White,
ranged in age from 52 to 68 years, and were
spouses of a PWA. A literature search using
key words related to “caregiving,” “friend-
ship,” “stroke,” and “aphasia” was completed
to inform the survey questions. We generated
potential survey questions based on the lit-
erature search findings and their experience
working with aphasia care partners, as well
as on a friendship survey we developed for
PWA for a related project so that these two
surveys shared common elements to allow
for future comparison of perspectives and
experiences among PWA and their care part-
ners. To ensure that this survey adequately
addressed aphasia care partner experiences
with friendship, three care partners in the ad-
visory group were invited to complete and
critique the drafted survey. After viewing
the survey online and taking notes contain-
ing their thoughts and impressions, two of
the care partner stakeholders independently
shared their input with one of the authors

via a phone conversation. Their feedback was
manually transcribed during the conversation
and read back to them before the conver-
sation ended to confirm it was understood
correctly. All the changes suggested by these
two care partners were made, given their ed-
its were feasible and the research team agreed
they would improve the survey. Modifications
were made to several questions to reflect the
care partners’ observations and comments,
such as providing more contextual informa-
tion for the different sections and individual
questions of the survey, as well as rewording
survey questions care partners found criti-
cal or insensitive to be more inclusive and
empathetic. For example, one stakeholder ex-
pressed that the survey made her feel sad
about not making new friends, so a ques-
tion was changed from “People often make
new friends in . . . ” to “On occasion, people
have the opportunity to make new friends....”
A third care partner completed the revised
survey and shared via email with one of the
authors that he did not have any suggested
changes; therefore, no further changes were
made to the survey. See Table 1 for more in-
formation regarding the contributions of care
partner stakeholders in this study, illustrated
by the Guidance for Reporting Involvement
of Patients and the Public (GRIPP2-SF) check-
list (Staniszewska et al., 2017).

The final survey took approximately 30–
45 minutes to complete and consisted of
80 questions (71 closed-ended, nine open-
ended) organized into three sections: a
care partner demographics section (“About
You”); a care recipient demographics sec-
tion (“About Your Loved One with Aphasia”);
and a friendship-specific questions section
(“About Your Friendships”). At the start of
the survey, care partners provided standard
demographic information (age, race, gender
identity, years of education, employment sta-
tus, marital status). They also were asked
caregiving-specific questions pertaining to
time spent caregiving, relationship to the per-
son with aphasia, caregiving activities, and
caregiver support group attendance. In the
second section, care partners reported on
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demographics pertaining to their care recip-
ient, including the same demographic infor-
mation they answered about themselves, as
well as aphasia-specific questions (e.g., cause
of aphasia, time since onset of aphasia, and
care partner’s perception of their loved one’s
aphasia severity—mild, moderate, severe, or
not sure—and overall health—very bad, bad,
neither good nor bad, good, or very good).
In the final section, participants answered
closed-ended questions about their friendship
satisfaction, support, activities, and commu-
nication methods before onset of their loved
one’s aphasia, during the acute stage (i.e., first
6 months) of aphasia recovery and caregiv-
ing, and during the chronic, present time of
caregiving. Open-ended questions addressing
barriers and facilitators to friendship main-
tenance and development during both the
acute and chronic stages of caregiving also
were included. Participants were instructed
not to consider their family relationships
when answering the friendship-related sur-
vey questions. Given the survey occurred
during the COVID-19 pandemic, questions
pertaining to the pandemic’s effect on friend-
ships were included at the end of the survey.
Prior to the questions asking about the
chronic stage, participants were asked to con-
sider the time prepandemic, to the extent
possible.

Data analysis

Descriptive statistics (i.e., means, stan-
dard deviations, ranges, and frequencies)
were calculated for the closed-ended survey
questions. Spearman’s rank-order correlations
were conducted to examine how ordinal
(aphasia severity, PWA health status) and
continuous (age, months caregiving, months
since aphasia onset) demographic variables
related to the ordinal variable of interest,
current friendship satisfaction (“very dissat-
isfied” to “very satisfied”) in the chronic
stage. For nominal data (race, gender iden-
tity, and employment status), chi-square tests
of association were used to examine relation-
ships with perceived friendship satisfaction.
Wilcoxon signed rank tests were performed

to determine whether there was a statistically
significant difference in the ratings of per-
ceived friendship satisfaction and friendship
support between different time points (be-
fore caregiving, acute stage of caregiving, and
chronic stage of caregiving).

The open-ended survey questions address-
ing perceived barriers and facilitators to
friendship were analyzed qualitatively. Codes
and subcodes were identified to categorize
participant responses and later applied to the
data, after five authors independently read all
responses and met to revise and reach agree-
ment on all codes for all responses. The final
codes were able to be applied to all the open-
ended responses and there was not a need
to code some responses as “other” or to cre-
ate additional codes, indicating a saturation
of responses among the participants. If a re-
sponse did not address the posed question
or was lacking information/clarity, then it was
not categorized.

RESULTS

Participant characteristics

Forty-eight aphasia care partners accessed
the survey; however, responses from 13 peo-
ple were not included in the final analysis.
Two care partners involved with survey de-
sign were excluded because of significant
survey changes made after their participation.
Two more care partners were excluded be-
cause they care for a loved one with primary
progressive aphasia; these participants were
excluded from the final data analysis, given
their loved ones’ abilities would be expected
to decline over time, which can affect their
caregiving experience differently from care
partners of loved ones with chronic apha-
sia, who typically improve, to some extent,
over time. Three participants were excluded
because they answered “no” when asked if
they identified as a caregiver, and six partic-
ipants were excluded because of failure to
complete 50% or more of the survey. After re-
moving these data, 35 participant responses
remained.

Copyright © 2023 Wolters Kluwer Health, Inc. Unauthorized reproduction of this article is prohibited.



Caregiving and Friendship 63

The average age of the 35 participants was
59.26 years (SD = 13.28, range = 24–92) and
average completed years of education was
16.51 (SD = 2.59, range = 12–24). Partic-
ipants reported caregiving for a loved one
with aphasia for 48.94 months (SD = 30.28,
range = 9–120) on average, 94% (n = 33)
reported residing with their loved one with
aphasia, and 11% (n = 4) reported attending
a caregiver support group. See Table 2 for ad-
ditional participant characteristics, including
race, ethnicity, gender identity, employment
status, relationship to care recipient, daily
time spent caregiving, and care partners’ per-
ception of their loved one’s aphasia severity
and overall health status.

Changes in care partners’ friendships
over time

Maintenance and development of
friendship

Fifty-seven percent (n = 20) reported
friendships during the acute stage of
caregiving differed from friendships be-
fore they started caregiving, and 66% (n =
23) reported friendships remained different
during the chronic stage. Despite friendship
changes, all participants reported some de-
gree of friendship maintenance at the present
time, with 29% (n = 10) being friends with
“everyone,” 20% (n = 7) being friends with
“many,” and 51% (n = 18) being friends with
“some” friends from before caregiving.

Regarding friendship development, 29%
(n = 10) of participants made new friends
during the acute stage, and this increased
to 80% (n = 28) reporting they made at
least one new friend in the chronic stage.
They met new friends at various places;
however, many places were tied to care-
giving responsibilities, including meeting a
new friend in a medical setting, loved one’s
therapy session, or an aphasia group during
the acute (37%; n = 13) and chronic stages
(31%; n = 11). Eighteen participants (51%)
said that at least one new friend also was a
caregiver.

Table 2. Aphasia care partner demographics
(N = 35)

Participant Demographics n %

Race and ethnicity
White or Caucasian 29 83
Black or African American 4 11
Asian or Asian American 2 6
American Indian or Alaskan

Native
1 3

Hispanic, Latino, or Spanish
Origin

1 6

Gender identity
Woman 27 77
Man 8 23

Employment status
Full-time 15 43
Part-time 3 9
Stopped working to give

care
6 17

Retired before caregiving 11 31
Relationship to care recipient

Spouse or partner 31 89
Child 3 9
Parent 1 3

Daily time caregiving
>8 hr 23 66
7–8 hr 3 9
5–6 hr 4 11
3–4 hr 2 6
1–2 hr 3 9

Perception of care recipient’s
aphasia

Mild 2 6
Moderate 21 60
Severe 12 34

Perception of care recipient’s
health

Very good 8 23
Good 15 43
Neither good nor bad 9 26
Bad 2 6
Very bad 1 3

Friendship satisfaction

Participants ranked their friendship satis-
faction on the following scale: “very dissatis-
fied” (1), “dissatisfied” (2), “neither dissatis-
fied nor satisfied” (3), “satisfied” (4), or “very
satisfied” (5). Their average response for the
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Figure 1. Aphasia care partners’ (N = 35) perceived friendship satisfaction and support over time.

period before caregiving was 4.06 (SD =
1.26), and the most frequent response (49%;
n = 17) was “very satisfied.” During the acute
stage, the most frequent response (49%; n =
17) changed to “neither satisfied nor dissatis-
fied” and the average was 3.09 (SD = 1.15).
For the chronic stage, the average was 2.83
(SD = 1.15) and the most frequent response
(34%; n = 12) was “dissatisfied.” Wilcoxon
signed rank tests determined there was a
statistically significant decrease in perceived
friendship satisfaction from before caregiving
(Mdn = 4.00) to the acute stage of caregiving
(Mdn = 3.00), z = −3.28, p = .001, and from
the time before caregiving (Mdn = 4.00) to
the chronic stage of caregiving (Mdn = 3.0), z
= −3.56, p < .001. There was no statistically
significant difference in perceived friendship
satisfaction between the acute stage of care-
giving (Mdn = 3.0) and the chronic stage of
caregiving (Mdn = 3.0), z = −1.21, p = .22.

Friendship support

Participants reported the degree to which
they felt supported by friends on the fol-
lowing scale: “not at all” (1), “not well” (2),
“okay” (3), “well” (4), and “very well” (5).
For the time before caregiving, the average
response was 3.91 (SD = 0.74) and the most
frequent response (46%; n = 16) was “well.”
During the acute stage, the most frequent re-
sponse (40%; n = 14) changed to “very well”
and the average was 3.94 (SD = 0.99). For the
chronic stage, the average was 3.27 (SD =

0.98) and the most frequent response (43%;
n = 15) was “okay” (see Figure 1). When
asked whether they sensed a change in friend
support (“more,” “same,” “less”) during the
COVID-19 pandemic, the majority (63%; n =
22) reported feeling equally supported. One
person reported more friend support, and 11
people (31%) reported feeling less supported
by friends during the pandemic. Wilcoxon
signed rank tests determined there was a
statistically significant decrease in perceived
friendship support from before caregiving
(Mdn = 4.00) to the chronic stage of care-
giving (Mdn = 3.00), z = −3.72, p < .001,
and from the acute (Mdn = 4.00) to chronic
stages of caregiving (Mdn = 3.0), z = −3.16,
p = .002. There was no statistically significant
difference in perceived friendship support
between the time before caregiving (Mdn =
4.0) and the acute stage of caregiving (Mdn =
4.0), z = −0.19, p = .84.

Friendship communication

Before caregiving, the most used method
of communicating with friends was talking
in person (46%; n = 16; see Figure 2). Dur-
ing the acute stage, talking by phone (40%;
n = 14) and texting (37%; n = 13) became
the two most common forms of communi-
cating with friends, and these two methods
remained the most used for 69% (n = 24)
of people in the chronic stage. In addition
to method of communication, care part-
ners reported what they talked about most
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Figure 2. Aphasia care partners’ (N = 35) most common communication methods and activities with
friends over time.

often with friends. In the acute stage, the ma-
jority (74%; n = 26) talked about “aphasia/
stroke/brain injury” and several (34%; n = 12)
remained focused on this topic with friends
in the chronic stage. Two people reported
having no communication with friends dur-
ing the acute stage, and one person did not
communicate with friends in the chronic
stage of caregiving.

Friendship activities

Before caregiving, the most common activ-
ity was “eating/drinking” with friends (46%;
see Figure 2). During the acute stage, the
most frequently reported activity was a lack
of activity or “did not meet with friends”
(34%; n = 12). “Just visiting” (31%; n = 11)
was the most frequent activity to take place
with friends during this time. In the chronic
stage, “eating/drinking” (37%; n = 13) and
“just visiting” (34%; n = 12) were the two
most common friendship activities.

Friendship and COVID-19

When asked whether the COVID-19 pan-
demic affected their friendships (“yes” or
“no”), 22 of the 35 care partners (63%)
reported “yes” that the pandemic affected
their friendships. When asked how often
they interacted, in person or remotely, with
friends (i.e., “more,” “less,” “the same”),
the majority (57%; n = 20) reported inter-
acting less often with their friends. Twelve
care partners reported interacting the same
amount as usual, and two people interacted
more often with friends during the pan-
demic. Regarding perceived level of friend

support during the pandemic (i.e., “more,”
“less,” or “same”), the majority (63%) felt
equally supported by friends during the pan-
demic compared with before the pandemic
occurred. One care partner felt more sup-
ported by friends, and 11 people reported
feeling less supported by friends during the
pandemic.

Relationships between demographic
factors and friendship satisfaction

Age, race, gender identity, employment sta-
tus, time after onset of aphasia, and the
care partner’s perception of their loved one’s
aphasia severity were not statistically signif-
icantly related to care partners’ friendship
satisfaction. The total number of months care-
giving showed a negative association with
friendship satisfaction (r = −.392, p = .020)
such that as the number of months caregiving
increased, friendship satisfaction decreased.
In addition, care partners’ perception of their
loved one’s health status, rated on a scale
from “very bad” to “very good,” showed a
positive relationship with friendship satisfac-
tion (r = .396, p = .019) such that better care
recipient health was associated with better
friendship satisfaction for the care partner.

Barriers and facilitators to friendship
maintenance and development

Table 3 summarizes and provides examples
of care partners’ responses to open-ended
questions addressing barriers and facilita-
tors to their own friendships. Responses
were related to five main factors (i.e., role
change, personal characteristics, friendship
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initiation, friendship interactions, and outside
influences) defined in Table 3. Within these
factors, participant responses were identified
as being related primarily to the care partner,
person with aphasia, or friends.

DISCUSSION

Care partners’ perspectives on
friendship over time

This study highlights perspectives of care
partners of PWA regarding the impact of care-
giving on their friendships over the course of
their caregiving experience. Most care part-
ners felt their friendships differed in both
the acute and chronic stages of caregiving
compared with before they were caregiving,
yet all 35 participants reported maintaining
friendships with at least some friends. These
findings align with predictions of social con-
voy theory (Wrzus et al., 2013) that social
networks shift after a major life event, with
close relationships in the middle of a person’s
convoy remaining intact, such as the endur-
ing friendships reported by our participants.

Development of new friendships also oc-
curred for most participants, although this
was more likely to occur in the chronic ver-
sus acute stage of caregiving, with more than
half of participants befriending a fellow care
partner. This positive finding supports the so-
cioemotional selectivity theory (Löckenhoff
& Carstensen, 2004), which states people
are motivated to emphasize relationships that
will best meet their emotional needs. This
preference for emotionally meaningful rela-
tionships is said to be more prevalent when
people perceive their time is limited, which
can occur for numerous reasons including
times of illness or nearing the end of life. So-
cioemotional selectivity theory supports the
idea that care partners with limited time due
to caregiving responsibilities might be drawn
to spending their available time with another
care partner who can relate to their life situa-
tion and provide desired emotional support.

Despite the maintenance of old friend-
ships and development of new friendships for

many care partners in this study, there was
an overall decrease in perceived friendship
satisfaction and support over time compared
with the time before caregiving. Friendship
satisfaction and support were perceived more
favorably in the acute stage than the chronic
stage of caregiving for some participants.
The higher rating of friendship satisfaction
and support during the acute stage might re-
flect friends initially being more available to
support the care partner during their family
medical emergency. Care partners are under-
standably preoccupied with their loved one
and focused on their survival and recovery
in the acute stage, likely leaving little time to
be concerned with maintaining or developing
their own friendships at that critical time. In
the chronic stage of caregiving, however, care
partners are likely more attuned to friend-
ship changes that have occurred and may
feel less satisfied and supported if friendship
interactions have not resumed to precaregiv-
ing status or do not meet their current social
support needs.

Perceived friend support is known to be
a key variable to friendship success, even
more so than a person’s total number of
friends or how often a person sees their
friends (Patterson et al., 1993). Therefore,
more work dedicated to addressing the de-
creased support that was reported in this
study and others (White et al., 2006, 2007)
is critically needed. White et al. (2006) found
that “very few” care partners of stroke sur-
vivors reported using support services that
would either help them care for their loved
one (e.g., nursing, day center) or support
themselves (e.g., mental health counseling or
support groups). In fact, none of the 52 care
partners in the White et al. (2006) study re-
ported going to a caregiver support group,
and only four of the 35 care partners in the
current study reported attending a caregiver
support group. These results are discouraging
and demonstrate the need for more sup-
port resources, particularly caregiver support
groups, given some care partners make mean-
ingful friendships with fellow care partners.
Northcott and Hilari (2018) emphasized the
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key role that care partners play in supporting
their loved one with aphasia and that more
support options for care partners are needed
to allow them to care for themselves and, in
turn, their loved one with aphasia.

The reported changes in friendship com-
munication methods and activities are likely
a reflection of, or perhaps are contributing
factors to, the decrease in friendship satis-
faction and support observed in this sample
of care partners. The demands of caregiv-
ing place limits on how a care partner can
communicate with friends and what activi-
ties can be enjoyed with friends, especially
during the acute stage when most individuals
with aphasia need around-the-clock supervi-
sion; however, time-intensive care also can
be required well beyond the acute stage
of recovery. This time-consuming and typi-
cally long-lasting caregiving might contribute
to most care partners in this study switch-
ing from primarily communicating in person
with friends before caregiving to communi-
cating most often by phone or text messaging
in both acute and chronic stages of care-
giving. Care partners also made noticeable
changes to their friendship activities, illus-
trated by the finding that in the acute stage of
caregiving, the most frequently reported ac-
tivity was a lack of interaction or not meeting
with friends at all. Participants who did meet
with friends during the acute stage tended to
“just visit” at this time compared with going
out. These results represent the care partners’
primary or most frequent friendship activi-
ties and communication methods; however,
they might not reflect their preferred ways of
interacting with friends. Haley et al. (2019)
found discrepancies between the social ac-
tivities that 70 care partners of PWA were
currently doing and what they wanted to be
doing. “Having coffee/tea with friends” was
a desired activity for more than 70% of their
participants, demonstrating that many care
partners want more leisure time with friends.

The findings surrounding changes in care
partners’ most common methods of com-
municating and interacting with friends over
time (see Figure 2) cannot be explained ex-

clusively by caregiving responsibilities and
need to be discussed in the context of
worldwide increased use of asynchronous
communication and the possible effects of
the pandemic. The common use of smart-
phones and texting among the general public
likely contributed to changes in friendship in-
teractions over time. However, an increase
from 14% of care partners primarily commu-
nicating by texting before caregiving to 37%
primarily communicating with friends via tex-
ting in the acute stage suggests new demands
of caregiving contributed to their greater use
of texting, which can occur anytime that is
convenient for them. Similarly, a decrease
from 46% of participants reporting that they
talked in person as their primary communi-
cation method with friends before caregiving
to only 11% primarily talking in person in
the acute stage of caregiving indicates their
new caregiving role negatively affected their
ability to talk in person with friends. These
changes in the acute stage of caregiving do
not reflect pandemic effects because that pe-
riod of time occurred before the pandemic
onset for all our study participants except
four people whose acute stage of caregiving
overlapped with the beginning of the pan-
demic. In the chronic stage of caregiving, the
continued low percentage (9%) of care part-
ners talking in person as their most common
way of communicating with friends might
represent effects of a combination of caregiv-
ing demands, communication technology and
options, and the pandemic. Participants were
instructed to respond on the basis of activity
prior to the pandemic; however, we discuss
in the following text how that could be diffi-
cult for some people to accurately do.

It is critical to emphasize that some partic-
ipants in our study reported that they did not
communicate or meet with friends at all dur-
ing the acute stage, and this remained true
in the chronic stage for a few, when most
care partners had resumed going out with
friends. Care partners with severely limited
interactions with friends are at risk for so-
cial isolation and likely have a greater need
for social support resources. It is important
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to keep in mind, however, that people have
different preferences regarding social engage-
ment. These differences are apparent in two
participants who both reported they “never”
interacted with friends in the chronic stage
of caregiving. One of these care partners said
they were “dissatisfied” with their current
friendships, “not well” supported by friends,
and only friends with “some” people they
knew before caregiving. The other care part-
ner who “never” interacted with friends said
they were “neither satisfied nor dissatisfied”
with their current friendships, felt “okay”
friend support, and still friends with “every-
one” they knew before caregiving. These two
individuals appeared to respond differently
to their lack of friendship interactions, with
one having potentially more negative conse-
quences for their social well-being. Future
work should carefully examine social prefer-
ences, social isolation, and loneliness in care
partners who identify as more introverted or
extroverted and determine whether different
interventions or resources are needed to sup-
port people’s varying needs for intensity and
manner of social connection with others.

Demographic variables related to care
partners’ friendship satisfaction

The more months a person had been care-
giving, the more likely they were to report
less satisfaction with their friendships. This
result mirrors the finding that more time
spent caregiving is associated with a lower
quality of life for many care partners of stroke
survivors (Rombough et al., 2007). Moreover,
the negative association between caregiving
time and friendship satisfaction might be in-
tertwined with the typically persistent, or
sometimes even increasing, caregiving strain
that many care partners of stroke survivors
experience over time (Opara & Jaracz, 2010;
Vincent et al., 2009; White et al., 2006).
This continued caregiving strain can result
in burnout, leaving the care partner with re-
duced time, interest, or energy for friends. In
addition, this negative relationship between
time and friendship satisfaction might be ex-
plained by friends’ actions or lack thereof.

The longer a person has been caregiving, the
greater the chance friends may stop reach-
ing out. Care partners can feel forgotten or
abandoned by friends and therefore friend-
ship satisfaction can suffer after the initial
period of their loved one’s stroke or brain in-
jury when friends usually rally around to offer
support (White et al., 2007).

Care partners’ perception of their loved
one’s overall health also was related to care
partner friendship satisfaction, with better
care recipient health being associated with
better care partner friendship satisfaction.
Better health of a PWA may imply that the
person can do more for themselves and that
less caregiving is needed, which may lead
to less caregiving burden. Fewer caregiving
needs might allow more time for care part-
ners’ friendships. Other research with care
partners of stroke survivors reports a similar
finding, in that care partners’ quality of life
improved when care recipients had fewer be-
havioral or mood disturbances, had greater
independence, and were more reintegrated
into their communities (Rombough et al.,
2007; White et al., 2006). A care partner in
the White et al. (2007) study illustrated this
relationship when she said, “He’s improving,
so I’m improving.” These findings show that
the health and social well-being of care part-
ners and PWA can be highly interconnected.

Research suggests other demographic vari-
ables such as age, gender identity, and
employment status are associated with care
partner quality of life or perceived caregiver
burden (Opara & Jaracz, 2010; Vincent et al.,
2009). These factors were not related to par-
ticipants’ perceived friendship satisfaction in
this study. Perhaps, the variables related to
quality of life and caregiver burden differ
from those related to friendship satisfaction,
and/or the small sample size and relatively
homogeneous sample (e.g., predominately
White, college-educated, middle-aged women
of unknown income level who were spouses
of the PWA and not working at the time of this
study) of care partners in this study preclude
these relationships from being adequately
examined.
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Factors identified by care partners that
influence friendship success and
challenges

Participants collectively wrote about many
factors that influenced their friendships, and
these were summarized into five main factors:
role change, personal characteristics, friend-
ship initiation, friendship interactions, and
outside influences (see Table 3). Changes in
roles (e.g., changes in activities and respon-
sibilities) are known to strain relationships
between care partners and stroke survivors
(McCarthy et al., 2020), and almost all care
partners in this study reported how their
caregiving role also strained their friendships.
Participants frequently described caregiving
burden, during both the acute and chronic
stages, with almost all emphasizing a lack
of time or energy to socialize. Fortunately,
care partners also shared some positive role
changes, including friends assuming the re-
sponsibility of learning about aphasia or
serving in new roles such as helping with
childcare.

Regarding personal characteristics, care
partners shared that their feelings of guilt,
embarrassment, and a lost sense of self
contributed to friendship difficulties. These
common feelings of psychological distress
among stroke caregivers are known to neg-
atively influence quality of life (Rombough
et al., 2006), and the current work shows
their bearing on friendship as well. Care re-
cipients’ physical disability, aphasia, and lack
of interest in being around others also were
said to interfere with care partners’ friend-
ship opportunities. Interestingly, Northcott
and Hilari (2011) identified the same factors
as barriers to the friendships of PWA. Finally,
care partners shared that their friendships suf-
fered when friends felt uncomfortable and
shied away. For some friends, this avoidance
may reflect the relationship no longer feel-
ing mutually beneficial (McPherson et al.,
2011). Not surprisingly, being a caring friend
who is comfortable with aphasia was iden-
tified by many participants to help their
friendships, highlighting the importance of
emotional support for successful friendships.

Many participants found friends initiating
contact to be especially helpful to maintain
their friendships. Care partners also identified
the benefit of initiating interaction them-
selves. Successful friendship interactions fo-
cused on activities that not only could be
enjoyed by both the person with aphasia
and the care partner but also included time
alone with friends. Unsuccessful interactions
included friends fading away or the care part-
ner finding the conversation trivial or not a
good use of their time. Negative friendship
interactions might be a result of social sup-
port burden, which often occurs when a care
partner finds it burdensome to seek and re-
ceive support from others because of their
intense caregiving lifestyle (Wittenberg-Lyles
et al., 2014). This notion is further supported
by our participants describing their hesitancy
to reach out to friends or the immense effort
required to do so.

Finally, participants described “outside in-
fluences” or factors not directly related to
their individual friendships that either helped
(e.g., belonging to a group) or hurt (e.g.,
financial challenges) their friendships. Over-
lapping with some of the “outside influences”
discussed by our participants, White et al.
(2006) noted that health and social support
services (e.g., support groups, meal services,
counseling) often are not used by caregivers
of stroke survivors. Together, these findings
illustrate the need for more outside resources
for care partners and to identify specific ser-
vices (e.g., financial assistance) that might
help caregiver social well-being.

Limitations and future directions

Interpretation of this work is limited by
the small and homogeneous group of care
partners who participated in the study. Fu-
ture work should further explore the impact
of caregiving on care partners’ friendships
by sampling a larger, more diverse group of
care partners and consider using different
methodologies that might allow for a deeper
understanding of caregiving and friendship
dynamics. Longitudinal methods could be
used to follow the same care partners over
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time or, alternatively, experience sampling
methods might be implemented, which
would allow for a person’s daily lived expe-
rience of friendship to be studied intensely
over a few weeks. In addition, the use of
focus groups and individual interviews might
make it easier for participants to share more
meaningful information and better allow
researchers to confidently achieve saturation
of responses than is typically possible in
an online survey with a convenience sam-
ple. With future survey work, the use of
cognitive interviews to assist with survey
design and validation would strengthen the
methods we employed and better represent
the voices of care partners. Future research
endeavors with larger samples can focus on
important demographic variables that can
influence a person’s caregiving experience
(e.g., age, race, gender identity, income
level/socioeconomic status, language use,
preferred recreational activities, health status
of care partner, physical mobility status of
loved one) in order to help determine why
some care partners perceive their friendship
experiences more positively than others and
identify which care partners are most at
risk for social isolation and loneliness. These
future findings can lead to person-centered
friendship and social support interventions.

Going forward, a diverse group of care part-
ners should be invited to play a more integral
role on the research team, with greater contri-
butions to the study aims, design, and dissem-
ination of findings. Our results demonstrate
that social support resources and interven-
tions for care partners of PWA are greatly
needed, and future work should first look to
care partners to guide the development of
those social supports. The GRIPP2 checklist
(Staniszewska et al., 2017) can facilitate en-
hanced stakeholder engagement in aphasia
research.

Finally, it is important to acknowledge that
the COVID-19 pandemic likely impacted par-
ticipants’ responses to questions regarding
the chronic stage of caregiving. Participants
were asked to think about their friendships
prepandemic when answering those ques-

tions; however, it had been 9 or 10 months
since the start of the pandemic when par-
ticipants completed the survey, so results for
the chronic stage were likely influenced by
a combination of caregiving and pandemic
effects on people’s social lives. Most partici-
pants had been living in the chronic stage of
caregiving for many years prior to the start
of the pandemic, which allowed for numer-
ous years of interacting with friends while
in their role as a care partner. Therefore,
most participants had ample prepandemic
friendship experiences to reflect upon when
answering questions regarding their friend-
ships during the chronic stage of caregiving
before the start of the pandemic. However,
it is important to acknowledge that it is dif-
ficult for a person to accurately reflect back
nearly a year and not have their current
experience of the pandemic influence their
memories or responses. Therefore, responses
in the “chronic” stage of caregiving might
be a recount of caregiving and friendship
clouded by the first 9–10 months of living
in the COVID-19 pandemic. It is interesting
to note that when the participants were ex-
plicitly asked to think about the impact of
the pandemic on their friendships, the ma-
jority, but not all, reported that “yes” their
friendships were different, and not surpris-
ingly many reported they interacted “less”
often with friends. However, the majority felt
the “same” level of friend support they felt
before the pandemic began. These responses
might very well be different if asked today,
nearly 3 years into the pandemic. Implica-
tions of the pandemic and its lasting changes
on how care partners currently interact with
friends deserve further research.

CONCLUSION

Friendship is an essential component of
quality of life, and this work highlights that
caring for a loved one with aphasia often
impacts the friendships and social life of
the care partner. Negative changes in friend-
ships put care partners at risk for reduced
quality of life, loneliness, and other poor
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health outcomes. The overall health and
social well-being of care partners deserve
greater attention and more available social
support resources, including interventions
aimed at improving care partner friend-
ship maintenance and development. Care
partners play an instrumental role in their
loved one’s aphasia recovery and reentry
into their community. Better social support

for care partners likely equals better sup-
port for PWA, too (Rombough et al., 2006).
Continued stakeholder-engaged research and
clinical practice focused on the social im-
pact of aphasia on PWA and their dedicated
care partners, as well as their friends, are
needed to assist all involved in aphasia re-
covery achieve better friendships and social
well-being.
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