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A B S T R A C T

Purpose: The purpose of this study was to explore the dyadic experience of caring for a family member with
cancer. Particular attention was given to examine the relationship between dyadic perceptions of role adjust-
ment and mutuality as facilitators in resilience for posttreatment cancer patients and family caregivers.
Method: For this convergent parallel, mixed-methods study using grounded theory methodologies, 12 dyads
were recruited from the National Institutes of Health Clinical Center in Bethesda, Maryland, USA. Qualitative
data collection focused on social interactions between cancer patients and their family caregivers to better
understand and describe how post-treatment patients and caregivers create mutuality in their relationships, how
they describe the processes of role-adjustment, and how these processes facilitate dyadic resiliency. Quantitative
data collected through electronic survey included the Family Caregiving Inventory (FCI) for Mutuality Scale,
Neuro QoL Ability to Participate in Social Roles and Activities, and Satisfaction with Social Roles and Activities-
Short Forms, and Mental Health Continuum-Short Form (MHC).
Results: Eleven participants were spouses. Twenty-two self-reported as Caucasian. The sample ranged from 35 to
71 years of age (Caregiver M=53.7, Patient M=54.3). Most of the caregivers were female (n=8; 66.7%) and
most of the patients were male (n= 9; 75%). Qualitative interview data illuminated two primary psychosocial
processes relating to resilience, role adjustment and mutuality, as key facilitators for transformation and growth
within dyadic partnerships coping with the challenges of cancer treatment and cancer caregiving.
The FCI-mutuality score for patients (M=3.65 ± 0.47) and caregivers (M=3.45 ± 0.42) reflected an

average level of relationship quality. Relative to participation in, and satisfaction with social roles and activities,
patients (M=50.66 ± 7.70, M=48.81 ± 6.64, respectively) and caregivers (M=50.69 ± 8.6,
M=51.9 ± 8.75, respectively) reported scores that were similar to the US General Population (M=50 ± 10).
Conclusions: New patterns of role adjustment and mutuality can assist with making meaning and finding benefit,
and these patterns contribute to dyadic resilience when moving through a cancer experience. There are few
interventions that target the function of the dyad, yet the emergent model identified in this paper provides a
direction for future dyadic research. By developing interventions at a dyadic level, providers have the potential
to encourage dyadic resilience and sustain partnerships from cancer treatment into survivorship.

1. Introduction

While diagnosis, treatment and survivorship of cancer has a tre-
mendous effect on patients, the experience also has a profound influ-
ence on patients’ spouses and/or family, as many cancer patients are
reliant on the care provided by their loved ones (Tolbert et al., 2018). In
the United States alone, approximately 43.5 million family members
provide support for individuals coping with illness, undergoing cancer
treatment, and navigating the logistical and financial stressors of

medical care (National Alliance for Caregiving NAC in Collaboration
with AARP, 2015). Research suggests that loved ones provide ap-
proximately $450 (€402) billion a year in uncompensated services, as
well as significant amounts of time and energy, making family car-
egiving a major public health concern, and a federal research priority
(Feinberg et al., 2011; Kent et al., 2016; Institute of Medicine, 2013).
Previous studies focused on family caregivers reveal that this

burden can lead to role strain and stress, increasing caregivers’ own
risks for morbidity and mortality (Geng et al., 2018; Stenberg et al.,
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2010; Vitaliano et al., 2003). Caregiving tasks drain caregivers of
physical, emotional, social, financial and spiritual reservoirs (Biegel
et al., 1991; LeSeure and Chongkham-Ang, 2015). As a consequence,
caregivers often experience similar physical and mental health out-
comes as cancer patients (Hagedoorn et al., 2008). While some initial
interventions focused on approaches to individual stress reduction, skill
building and education to increase caregiver preparedness, researchers
have shifted from the conceptualizing of cancer as an illness experi-
enced by two discrete individuals (e.g. patient and caregiver) to a
“relational event” (Miller and Caughlin, 2013) through which the care
recipient and caregiver share a co-created experience.
Analytic models utilizing cancer care recipient-caregiver dyads

allow researchers to elicit perspectives from both patient and caregiver
to better understand the interrelatedness of the cancer experience
(Fletcher et al., 2012). As the couple or patient/family member pair
come to function as a unit for cancer treatment negotiation, inter-
personal emotional support and logistical care coordination, the dyadic
pair affect one another's quality of life (QoL) and psychological ad-
justment (Hagedoorn et al., 2008; Tolbert et al., 2018). These life al-
tering events catalyze role negotiation, and a new “dyadic identity”
emerges as they manage shared stress and make meaning out of mutual
trauma (Badr et al., 2010; Gibbons et al., 2014).
Many dyadic projects highlighted relational function with regards to

emotional distress or other negative manifestations of stress in the
process of designing interventions to bring immediate improvements to
patient and caregiver QoL (Li and Loke, 2014). Yet this narrow focus
led to the inadvertent, if frequent, neglect of the more positive aspects
of dyadic function, such as an emergent and shared sense of meaning
and purpose, improved family relationships (Li and Loke, 2013), and a
positive connection between strong relational identity and individual
coping (Ahmad et al., 2017). These positive outcomes have the poten-
tial to provide relevant information for researchers developing supports
to help patients and caregivers develop resilience across the diagnosis
and stressful treatment trajectory, yet little is understood about what
makes dyadic partnerships successful.
Some studies indicate that more successful dyadic relationships

have achieved what researchers term “mutuality” (Altschuler et al.,
2018). Lewis et al. (2008) define mutuality as “the extent to which the
couple shares the same meanings, attitudes and orientation” toward the
illness and demonstrates interpersonal sensitivity to the degree that one
partner “is aware of the other partner's feelings and thoughts”. Al-
though understudied with regards to dyadic cancer experiences, there is
evidence that low mutuality is a predictor of caregiver morbidity from
role strain and burden, whereas high mutuality confers protective ef-
fects to one or both partners over time, often increasing dyadic con-
fidence during periods marked by uncertainty and suffering (Park and
Schumacher, 2014). This study examines the link between dyadic
perceptions of role adjustment and mutuality as facilitators in resilience
for posttreatment cancer patients and family caregivers.

2. Methods

This project aimed to gain insight into, and describe concepts re-
lating to, the dyadic experience of caring for a family member with
cancer. We conducted a convergent parallel, mixed-methods study
using grounded theory methodologies focused on human social and
psychological processes made apparent through social interactions be-
tween cancer patients and their family caregivers (Blumer, 1962, 1969;
Carter and Fuller, 2016; Guetterman et al., 2019).

2.1. Setting and sample

We recruited a purposive sample of 12 dyads (e.g., cancer patients
and their family caregivers) (n=24) from 32 dyads visiting an on-
cology ambulatory clinic at the National Institutes of Health Clinical
Center (NIH CC) in Bethesda, Maryland, USA. Patient participants and

their designated family caregivers were eligible if they were: in a family
caregiving situation for at least 6 months, age 18 or older, and at least
six weeks from completing cancer treatment. Both the patient with
cancer and caregiver had to be fully aware of the diagnosis and treat-
ment, able to participate in a verbal interview, and able to read and
write English. Once potential participants were identified and deemed
eligible, an investigator explained all study procedures and provided a
copy of the written consent form. Eligible dyads were invited to contact
the study team if they wanted to participate. Of the 12 patients, ten had
recently completed their third treatment for recurrent disease. One
participant who lived with an unknown diagnosis for 39 years, had
undergone a bone marrow transplant, their first “oncologic treatment.”
Another patient with a cancer recurrence after 14 years underwent a
second treatment.

2.2. Data collection and methodology

We utilized a convergent parallel design to prioritize qualitative and
quantitative methodology equally. Qualitative data and quantitative
survey data were collected concomitantly, ensuring that electronic
surveys were completed within 7 days of the qualitative interview
participation. Prior to study initiation, Institutional Review Board (IRB)
approval was obtained from the investigators’ affiliated institutions
(NCT 02566174).

2.2.1. Qualitative data collection
A focused interview guide was used to ensure consistency of topics

during the interviews. Participants chose the time and place to be in-
terviewed, either in person in a private room within the hospital or by
phone. Patients and caregivers were interviewed individually and only
once. Individual interviews lasted from 30 to 90min. Each participant
was asked: a) What has this cancer illness experience been like for you?
b) What is the communication like between the two of you? c) Describe
how your family member's illness/disease changed/influenced the way
you interact with each other. d) Please describe adjustments or changes
(e.g. in roles) you have made to be involved in your family member's
care. Further probes were employed to gain deeper insight into issues
discussed.
All interviews were conducted by a principal investigator who

worked with another investigator to organize and analyze data for in-
terpretation. Interviews were audio-recorded and transcribed verbatim.

2.2.2. Quantitative data collection
Participants completed an electronic survey including socio-demo-

graphic questions, measures of mutuality [Family Caregiving Inventory
(FCI) for Mutuality Scale], role adjustment (Neuro QoL Ability to
Participate in Social Roles and Activities, and Satisfaction with Social
Roles and Activities-Short Forms), and Well-Being (Mental Health
Continuum-Short Form). The following measures were administered:

1) The FCI Mutuality Scale instructs participants to select the extent to
which they agree with each of the provided statements addressing
the quality of a relationship using a 5-point Likert Scale. A total of
15 items addressed the relationship dimensions of reciprocity, love,
shared pleasurable activities, and shared values among the patient
and caregiver. The average of all items across these four overarching
themes produced a total mutuality score. Mean scores less than or
equal to 2.5 were considered low mutuality (Archbold et al., 1990).

2) The Neuro-QoL is a multidimensional set of brief measures that
evaluated symptoms, concerns, and issues for specific patient po-
pulations. The Ability to Participate in Social Roles and Activities as-
sessed the degree of involvement in one's usual social roles, activ-
ities and responsibilities, including work, family, friends and leisure.
The Satisfaction with Social Roles and Activities assessed the satisfac-
tion with involvement in one's usual social roles, activities and re-
sponsibilities, including work, family, friends and leisure. The score
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was standardized to a mean of 50 (SD 10). A higher T-score re-
presented more participation and higher satisfaction in social roles
and activities. The psychometric properties of these measures are
well established (WWW.NEUROQOL.ORG).

3) The Mental Health Continuum-Short Form (MHC-SF) consists of 14
items chosen from the MHC-Long Form as the most prototypical
items representing the construct definition for each facet of well-
being. Three items represented emotional well-being, six psycholo-
gical well-being, and five social well-being. The response option for
the short form measured the frequency with which respondents
experienced each symptom of positive mental health, and thereby
provided a clear standard for the assessment and a categorization of
levels of positive mental health similar to the standard used to assess
and diagnose major depressive episode in the Diagnostic and
Statistical Manual of Mental Disorders (Keyes, 2007).

2.3. Data analysis

As warranted in convergent parallel research, quantitative and
qualitative data were analyzed independently; then both sets were
merged for analysis and overall interpretation (see Fig. 1). Descriptive
statistics (frequencies, percentages, measures of central tendency
[mean with standard deviations or median with range]) and compar-
isons were computed for quantitative data. For qualitative analysis,
investigators met after every 2–4 dyadic interviews to summarize key

and recurring points from interviews and field notes. The investigators
reviewed interviews using constant comparative analysis to derive
conceptual and in-vivo codes, compare codes to one another, derive
conceptual categories, and relate categories to codes and to other ca-
tegories. Coding strategies included: open coding of words and phrases
to capture meaning and render codes into conceptual categories, axial
coding to delineate relationships between conceptual categories, and
selective coding to integrate, refine and identify the main theme of the
research. During these sessions, decisions were made to guide further
data collection to capture details of primary concepts (Corbin and
Strauss, 2008). Theoretical saturation occurred when the pre-de-
termined core categories were linked to subcategories, and information
became redundant (Corbin and Strauss, 2008).
Four criteria were used to ensure trustworthiness of the study results

(Speziale et al., 2011). Dependability and confirmability were achieved
through on the spot validation, triangulation of interviews with self-
report instrument results, and an audit trail and transparent processes
that transformed interviews to findings. Study participants were asked
to validate the final report and ensure credibility of study findings.
Transferability and “fit” of theoretical rendering was achieved through
translation of results for practicing nurses who care for similar groups
of patients with cancer (Corbin and Strauss, 2008). In the final phase of
analysis, family dyadic caregiving study participants were asked to
review and to critique the validity of our emerging theory (see Fig. 2).
Categories developed in this study were also validated with current

Fig. 1. Research design.

Fig. 2. An Emergent Model for Building Dyadic Resilience for Cancer patients and their Family caregivers.
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literature on individual and family resilience (Southwick and Charney,
2018; Walsh, 2016). Comparisons between our results and current
views on individual and family functioning when dealing with adversity
revealed evidence of sub-categories and strategies used by study par-
ticipants.

3. Results

3.1. Participant characteristics

Of the twelve dyads that participated, eleven were spouses and the
other a brother sibling dyad. Twenty-two self-reported as Caucasian,
one patient as ‘Other,’ and the sibling dyad as African American. The
sample ranged from 35 to 71 years of age (Caregiver (CG) M=53.7
SD=10.2, Patient (PT) M=54.3 SD=12.2)). Most of the caregivers
were female (n=8; 66.7%) and most of the patients were male (n=9;
75%). Except for one patient, all participants had completed a high
school education. The sibling patient lived alone, while 7 patients
(58.3%) lived with spouse/partner and 4 (33.3%) with spouse/partner
and dependent children. The time between end of treatment and study
participation ranged from 6 weeks to 2 years. Demographic information
can be found in Table 1, and information regarding patient diagnosis
and treatment in Table 2.

3.2. Role adjustment and mutuality as keys to resilience over the course of
cancer care

Qualitative interview data illuminated two primary psychosocial
processes, role adjustment (at the onset of cancer and post-treatment),
and mutuality (dyadic and in broader social relationships) as key fa-
cilitators for dyadic resilience and growth when coping with the chal-
lenges of cancer treatment and cancer caregiving. Within those primary
themes, there are subthemes, indicated in the text. We have omitted
verbal pauses (e.g. and, um, you know, etc.) to enhance readability,
otherwise the quotes are represented verbatim.

3.2.1. Role adjustment at the onset of cancer
3.2.1.1. Adjusting to having cancer. With the diagnosis of cancer, and
onset of treatment, both patient and caregiver engaged in role
adjustment. As the majority of patients were generally feeling well at
the time of the interviews, and their caregivers were withdrawing from
their active roles as caregivers, their responses were reflective about the
overall journey. In the treatment phase of cancer, patients recognized
their need to be self-centered. One referred to this as being in the “take
mode,” while another said he became the “hub”. These feelings were
not always comfortable for the patients. One noted that it was “hard”
existing in the unknown; not able to see “beyond getting through each
day”. Another acknowledged “guilt” towards his spouse as a result of
the social restrictions brought on by his cancer treatment. Even so,
patients understood the need to focus on ‘self’ as a necessity of cancer
treatment. A patient articulated,

“My primary role is taking care of myself and getting better. That's very
important to me right now … when you're trying to get better, all of that
takes precedence over all those other things”.

Caregivers' noted the need for role adjustment as well. One in-
dicated that her personal priorities changed drastically, saying, “It's all
relative. What used to be important, before the illness, is less important
now”. Others described their caregiver roles as a “big adjustment”,
“life-altering”, and “time-consuming.” Some had to “learn how to deal
with it.” One man mentioned how this changed his employment, as he
could no longer work in the way he had previously while still caring for
his wife.

“Tele-work ended for me about three years ago with the government shut
down. The people I worked for wouldn't let me tele-work anymore and I

couldn't do my job and take care of [Spouse's Name]. So, I retired. So, it
changed. I enjoyed work. I enjoyed what I was doing. But [Spouse's
Name] and her care became more important.”

A wife mentioned how her husband's cancer affected his work, self-

Table 1
Participant characteristics.

Characteristic Caregiver
(n=12)

Patient (n=12)

n (%) n (%)

Age, Mean (SD) min-max 53.7 (10.2)
(40–71)

54.3 (12.2)
(35–61)

Sex (self-report)
Male 4 (33) 9 (75)
Female 8 (67) 3 (25)

Race
Caucasian 11 (92) 10 (83)
African American 1 (8) 1 (8)
Other 1

Education Levela

9–12th Grade 0 1 (8)
High School Graduate 1 (8) 0
Some College 2 (17) 4 (33)
Associates Degree 1 (8) 0
Bachelor's Degree 2 (17) 5 (42)
Graduate or professional Degree 6 (50) 1 (8)

Marital Status
Married or Partnered 11 (92) 11 (92)
Single or Never Married 1 (8) 1 (8)

Living Arrangements
Alone 0 1 (8)
With Spouse/Partner Only 8 (67) 8 (67)
With Spouse/Partner and Dependent
Children

4 (33) 2 (17)

Relationship to Caregiver/Patient
Spouse/Partner 11 (92) 11 (92)
Sibling 1 (8) 1 (8)

As a Caregiver/Patient, are you receiving additional help from:
Family 1 (8) 2 (18)
Friend 1 (8)
Multiple Others 5 (42) 3 (27)
None 5 (42) 6 (55)

Length of Caregiving (Caregiver Only)
19–36 months 2 (17)
37–48 months 3 (25)
5 years or longer 7 (58)

Average # of days/week providing care/support (Caregiver Only)
0-4 3 (25)
7 9 (75)

Employment Status
Full-time 4 (33) 3 (25)
Part-time 2 (17) 1 (8)
Not Working (Disabled, Unemployed,
Retired)

6 (50) 8 (65)

If working: Hours per week, Mean
(SD)

32.6 (19.9) 35 (13.5)

Has he cancer or caregiving experience affected your ability to work?a

Yes (work less hours/left job) 8 (67) 2 (18)
No 4 (33) 9 (82)

Household Income
$ 10,001-$ 29,999 1 (8.3) 0
$ 30,000-$ 49,999 0 2 (17)
$ 50,000-$ 69,000 0 1 (8)
$ 70,000- $ 89,999 2 (17) 1 (8)
$ 90,000-$ 149,998 5 (42) 5 (42)
More than $ 150,000 2 (17) 0
Declined 2 (17) 3 (25)

Do you need help with finding resources?
Yes 4 (33) 4 (33)
No 8 (67) 8 (67)

Do you need financial assistance?
Yes 2 (17) 3 (25)
No 10 (83) 9 (75)

NOTE: an, declined to answer.
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concept as a provider, and eventually their sex life. In general, care-
givers reported the need to slow the pace of their lives so that the pa-
tient could recover.

3.2.1.2. Coping with a lack of control. The subtheme of coping with the
lack of control brought about by cancer was pervasive across all
situations in the illness experience for both patients and caregivers.
Participants cited necessary adjustments due to restrictions imposed by
the illness and the medical establishment, the liminality of living with
the unexpected, and grappling with thoughts of their own death or the
possible death of a partner or spouse.
Patients and caregivers were emotionally strained from their ex-

perience. Some expressed mutual suffering, anger about their current
situation, and uncertainty about the future. As patients were fighting
for their lives, they spoke of “being chained to the hospital” and were
frustrated with the ambiguity. One patient spoke of having to “track”
his future to make sure he does not, “look beyond a point that [he] can
deal with”. A woman discussed her attempt to control the un-
controllable by helping her husband “check out who [his] future spouse
might be”. The conversation did not go over well, and the wife admitted
with some degree of humor that “He got really mad” and said “flat out
… we will not discuss this” although she continued to “look around”.
The inability to plan day to day and move forward with life goals led

couples to creatively cope with negative emotions. One caregiver took
an existential perspective in order to feel in control of his destiny, “We
didn't talk about my anger.” When they did, however, he tried to do it
“as lovingly” as possible. He acknowledged his struggle to cope with his
resentment, indicating that it was not his wife's “fault” that the cancer
happened.
Although the role adjustments stemming from this lack of control

had the potential to strain the dyadic relationship, couples more often
spoke of coming together with situations they faced as opposed to
moving apart. The wife who had mentioned sexual strain due to cancer,
said, “We hold hands all the time. We have a loveseat we sit on together
… physical closeness … is important to us”. The husband who spoke of
his resentment, amended, we try

“not to let the anger about what has happened stand in the way of being
as loving to each other as we possibly can. Because in that way we
transcend. That is our power”.

A sufficient number of dyads mentioned the need to make sure that
adjustments were agreeable to both partners. This discussion itself, and
the role negotiation appeared to help the overall process of dyadic re-
silience.

3.2.2. Role adjustment post cancer treatment
3.2.2.1. Adjusting to post treatment realities and transforming roles. While
much of the data collected, focused on adjusting to new roles during
cancer treatment, some participants were candid about their changing
roles at the completion of treatment as well. Caregivers' discussed
responsibilities in terms of being a “parent” who allowed the patient to
feel in control. They functioned as illness manager, and filtered
information to family and friends. Besides medication administration,
transportation to appointments, and monitoring symptoms, caregivers
helped patients “not be stuck” and “deal with life.” As the couples
moved toward survivorship phase, patients’ needs lessened, and
caregivers “weaned” themselves from their role in order to be a
spouse or partner again. This back and forth experience is described
by a caregiver:

“I wasn't letting him because I was supposed to be in charge. And he was
like, what are you doing? I'd like to go for a walk. And I'd say, Well, you
can't walk without me. And he's like, I'll go without you. [I'd respond],
No. You can't, because if you fall then it's my fault because I'm the
caregiver. And he's like, This is weird.

The caregiver acknowledged that the awkwardness of the role
transformation lasted for “about 30 days, and ended when her daughter
said, “Mom, I don't think its dad. You're just being overbearing”.

3.2.2.2. Benefit finding and meaning making out of adversity. Interviews
also revealed much about how dyads engaged in benefit finding and
meaning making. This process was expressed in various unique ways in
the data of participating couples. Patients told us that cancer was “life
changing,” and that they felt they had “gained more than they had
given up”. Another said, “[Cancer] gives life a little more meaning; a
little bit more value”.
Caregivers too noted how “priorities change as a result of cancer”.

Both patients and caregivers alluded to “we” as opposed to “me” in
relation to important decisions and experiences. One husband whose
wife refused another course of chemotherapy because of the negative
influence it had on her quality of life, listened to his wife's wishes.

“My wife wanted to find something that would make her own body fight
against this and cure it. So we are going to look at immunotherapy
plans.”

Many examples like this were shared by participating couples who
eventually moved past the acute phase of treatment and toward their
new lives with renewed purposes and goals. As they reflected back on
what had happened, they sought the “silver lining,” those moments that
made things better, brought value to relationships, inspired new ap-
preciation for life. Caregivers spoke of how cancer changed them per-
sonally, made them better people—more compassionate and more in
tune to humanity. Caregiver perspectives included salient points such as
“change after treatment breathes new life into the family,” “I'm thrilled
(the cancer) happened,” and “It was a significant emotional event that
catapulted us to a better life”.

3.2.3. Increasing dyadic mutuality
3.2.3.1. Becoming closer. Successful dyadic partnerships discussed ways
in which the adversity they faced through cancer caused them to
become closer. They mentioned remaining mindful of strategies such as
“loving each other,” “admiring and valuing one another,” and
“unquestioningly committing to the illness experience.” Some
mentioned that their affection for one another deepened. One patient
told us:

“… sometimes if I get upset in the relationship … I can't question her love
for me in ways because I think about all she's done throughout the cancer
diagnosis and treatment that she selflessly did so much … which just
shows me how much she really cares.”

Caregivers saw the commitment they made to care for their loved

Table 2
Patient (n= 12) clinical characteristics.

Question

How long have you had the current diagnosis?
7–12 months 2 (17)
13–24 months 2 (17)
25–36 months 2 (17)
37–48 months 1 (8)
About 5 years or longer 4 (33)

Diagnosis
Acute Leukemia 1 (8)
Lymphoma 4 (33)
Non-Hematologic Condition 1 (8)
Solid Tumor 6 (50)
Initial Treatment 2 (18)

Treatment Type
Stem Cell Transplant 5 (42)
Cellular Therapy (non-transplantation) 6 (50)
Surgical Plus Hormonal 1 (8)

NOTE: an, declined to answer.
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ones as an expectation of their relationship (i.e. “what you do for
someone you love). Nearly all expressed that there was “no choice in
the matter.” One caregiver said, “It probably brought us closer, a level
of respect … he absolutely makes it easy for me to care”. Another said,
“I'm just doing what I know he would do for me”. Other dyads noted
how spirituality and prayer could help them feel closer. One patient
discussed unexpected ways in which the acute treatment period of the
cancer experience brought him and his partner together as a chaplain
helped them pray.

“After the surgery, they have a chaplain that goes around; she was
wonderful. She came in there and was talking to me, [Spouse's Name]
and her dad. And [Spouse's Name] and her dad are Jewish. But the
chaplain is for all faiths and she seems to have a really good under-
standing of all faiths. She was just an amazing person to talk to. And, I'm
not usually someone who would be intrigued by that at all. She actually
got us to pray together, like we wanted to, which is odd because me and
[Spouse's Name] have never done that.”

3.2.3.2. Working together. As the mutuality increased during the illness
journey, patients and caregivers noted that the intimacy in their
relationships grew. Dyads expressed their experiences of suffering
together, working together, and communicating. Patients mentioned
that they felt that caregivers “understood” their struggles battling
cancer. One patient said of her relationship, “We just kind of are one
in many ways; ” a statement echoed by her spouse,

“Together, we have been discovering these new levels of chaos and
trauma, but that's been great because we've both learned how to deal with
them … symbiotically.”

Patients described synergy in the collaboration both verbally and
non-verbally. Communication improved because it had to. One patient
told us, “We realize that it’s more important that we talk about how
you're feeling … more essay-type questions as opposed to multiple
choice”. Another claimed, “We just kind of spring into action. That's
how we work. We don't even have to talk sometimes. We communicate
by some other means”.

3.2.3.3. Taking care of one another. Dyads saw themselves as a
caregiving team. As a member of that team, they supported one
another emotionally. Patients remarked that caregivers kept their
spirits up and, in some instances, the caregivers’ presence was enough
to put the patient into a better mood. Caregivers acknowledged that
they provided a lot of moral support and encouragement, both partners
learning to express emotions openly.
Dyads also noted the need to “stay tuned into” their partner, “stay

positive,” and “encourage one another to self-care.” Patients noted an
increased ability to be in tune with the caregiver's hopes and dreams for
the future, whereas caregivers focused on the patient's overall health
and well-being. Even though their foci differed, the dyads were mu-
tually protective of one another. One patient indicated, “We pick up
each other's strengths and weaknesses … we know that one of us has to
be strong at all times. I mean it's not good to have a bad day on the same
day”. A caregiver added:

“I think [optimism] is good. I think it starts the day on a positive note,
starting the day together, because we always end the day together.”

A caregiver, who said her primary role in life was “Joy Giver,”
mirrored this sentiment, saying,

“I know in my heart, what I need to be doing is bring joy to [Spouse's
Name] … everything else will fall into place. Every day you find that bit of
joy and there's always one thing you can be thankful for, even on the
crappiest days”.
Even so, many caretakers acknowledged the challenge of being open

and honest with their partners regarding difficult emotions while trying
to maintain a positive and supportive front. One caregiver told us, “It's

not like I want to hide anything from him, but … it's a delicate balance”.
Another admitted, “I could handle things better, be stronger.” But then
went on to suggest, “… it's important not to put up that façade, to show
your weaknesses …. it's almost better for the patient to see them a little
bit.” The caregiver also suggested that she shares these difficult emotion
with her support people, saying, “I thinks it's important that the kids see
that … this stinks … this is life and death, but we can get through it”.

3.2.4. Mutuality in broader social relations
3.2.4.1. Awareness and replication of mutuality in multiple
relationships. Patients and caregivers also found new roles through
social networks like peer-to-peer discussions online and other social
media that extended their reach to people with whom they otherwise
would not have had contact. Many took advantage of online peer to
peer group interactions because they learned about other people's
experiences. Study dyads found that access to internet, apps, and
other electronic resources, simplified their learning about the illness
and treatment options. They had the most recent cancer research at
their fingertips.
Still, with the change in focus and intensity of the cancer experi-

ence, some dyads noted “evaporating relationships” because they were
“not fun any longer.” Even though some relationships weakened and
dissolved, others developed so that circles of friends expanded to in-
clude those who understood and those who worked to simplify dyads’
lives by helping with the many changes that come with a tumultuous
cancer treatment situation. Caregivers, in particular, recognized that
the cancer treatment experience had made them “more empathetic”
and caused them to “appreciate people around them a whole lot more.”
One caregiver said that her family was moving as a result.

“You have to appreciate the people that stand by you through this … and
that is why we are moving. My family … the ones that were emotionally
there for us. They're in Florida. I want my son near that”.

Another spoke of others in similar situations he had met along the
way, saying, “I've met all kinds of people that I probably never would've
come across … and I appreciate that”. In these ways, the cancer ex-
perience allowed caregivers to reinforce and value extant social support
connections while building new social connections to sustain resilience
post cancer.

3.2.4.2. Giving back. Multiple participants praised the “unknown
heroes in their [lives] like nurses and doctors.” Their growth in
character and perspective garnered positive support from others, and
led many to adopt altruistic roles so they were able to “give back.” A
caregiver said:

"It gets back to priorities. I'm doing a lot of peer work, both with our
church and with the United Way [a charitable organization]. This has
really helped me to continue to realize that you need to help other people
because you get help, and it's all about what can you do for someone else.
Not because others do it, but because it's the right thing to do. And if I
can't do it, what's the purpose of it all, right?"

Many interviews illustrated how cancer inspired altruism in patients
and caregivers who worked independently and as a unit toward the
greater good.

3.3. Survey overview

Patients and caregivers reported similar scores for FCI-mutuality,
Neuro-QOL participation in, and satisfaction with, social roles/activ-
ities, and total MHC (p > 0.05). The FCI-mutuality score for patients
(M=3.65 ± 0.47) and caregivers (M=3.45 ± 0.42) reflected an
average level of relationship quality. Relative to participation in, and
satisfaction with social roles and activities, patients
(M=50.66 ± 7.70, M=48.81 ± 6.64, respectively) and caregivers
(M=50.69 ± 8.6, M=51.9 ± 8.75, respectively) reported scores
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that were similar to the US General Population (M=50 ± 10) (WWW.
NEUROQOL.ORG). The majority of the dyads (58%, n=7) reported
congruence relative to their mental health: 2 dyads (29%) were flour-
ishing, 4 (57%) were moderate, and only 1 dyad (14%) was lan-
guishing.

4. Discussion

4.1. Building dyadic resilience

The findings from this study build on existing evidence, albeit
limited, of the dyadic experience when caring for a family member with
cancer. A dyadic experience that ebbs and flows across the course of
cancer treatment was well described in this study and is similar to the
experience previously described by couples experiencing breast cancer
(Keesing et al., 2016) and a stroke (López-Espuela et al., 2018). An
important point to consider when a study describes the dyadic experi-
ence with certain cancers, e.g. breast cancer, is the influence of gender
(men caregivers) that can impact the generalizability of the findings
when a different relationship match exists (women caregivers). Ad-
ditionally, the acuity level of the patient may impact the dyadic ex-
perience. The dyads in the current study were beyond their active
treatment phase and reported good communication. During a more
acute phase of an illness, the dyadic experience can be quite different
with a breakdown in communication or other challenges that can de-
grade their relationship (Wawrziczny et al., 2019). Communication is
an important aspect of dyadic-based interventions yet more evidence is
needed to optimize their dialogue and the effectiveness of the inter-
vention (Badr, 2017).
In the current study, building dyadic resilience throughout the

cancer experience was influenced by multiple interrelated factors,
much like that described by caregivers of patients with Dementia
(Teahan et al., 2018). Generally, the mere presence of a family care-
giver across the cancer trajectory can have a positive impact on the
patient's life and the adoption of healthier habits (Litzelman et al.,
2017). Relational mutuality was an additional factor in the current
study and has been associated with positive dyadic outcomes during
cancer (Kayser and Acquati, 2019) and heart failure (Vellone et al.,
2018). The importance of benefit-finding was also well described in this
study and supports existing evidence that highlights its importance in
cancer care (Li et al., 2018). This is also documented in spousal couples
experiencing Parkinson's Disease where greater perceived benefits are
related to better marital quality (Mavandadi et al., 2014).
The presence of family resilience can foster positive outcomes in

cancer patients leading to post-traumatic growth and improved quality
of life (Li et al., 2019). In the present study the positive experiences
associated with caregiving extended beyond the immediate dyad re-
lationship and extended to others in the form of altruistic behaviors.
This was a novel finding in this study that has not been previously
described.

4.2. Role adjustment, mutuality, and the significance of converged data

Those interviewed in our study demonstrated how individuals ad-
justed to roles multiple times throughout the cancer journey. Although
the patient's health status and their partner's roles were not stable
overtime, the dyads reported good relational mutuality and were so-
cially well adjusted. For the cancer patient/caregiver dyads, these fac-
tors may be important mediators for dyadic resilience. The quantitative
data suggest that even through the traumatic experience of cancer di-
agnosis and treatment, dyadic partners ‘reset’ their relationships, de-
monstrating mutuality scores consistent with the broader U.S. popula-
tion, finding their status quo and connectedness. Even so, this is only a
partial aspect of the dynamic.
While participants sought a level of ‘comfortable’ congruence, they

not only maintained their connectedness but they also experienced

transformation. Qualitative data revealed new patterns of role adjust-
ment and mutuality that assisted them in finding meaning and benefits
as they moved through a significant cancer treatment experience (see
the Emergent Model for Building Dyadic Resilience, Fig. 2). These
patterns were indicative of expanded forms of resilience for both cancer
patients and their caregivers.

4.3. Need for integrated dyadic research

Recognition of the care recipient-caregiver dyad reveals a promising
location for development of an integrated interventional support for
both patient and caregiver, relocating research tendencies to focus on
discrete individuals, instead, considering their interrelatedness (Miller
and Caughlin, 2013). We suggest that the cancer experience provides a
unique opportunity to build on the positive tendencies inherent in
dyadic partnerships already engaging in role adjustment and mutuality
development in the midst of uncertainty. By attending to the dyadic
pair, and acknowledging the degree to which each effects the other's
quality of life, researchers can identify appropriate supports to help
both work more effectively as a pair to manage both shared stress and
traumatic experience (Badr et al., 2010; Gibbons et al., 2014).

4.4. Limitations and strengths

As participants were drawn from the National Institutes of Health
Clinical Center, a research medical facility in the United States, the
findings of our project may not be representative of other clinical set-
tings in diverse locales (e.g. rural, impoverished, etc.). Further, we
engaged participants using purposive sampling methods which may
introduce researcher biases. Moreover, our sample was relatively small,
and homogenous in terms of race/ethnicity, education and socio-
economic status. Additionally, the couples who agreed to participate
were generally well-adjusted, while the couples who declined to par-
ticipate may have been less well adjusted. However, our data highlight
common elements of the cancer journey experienced by dyadic partners
and offer important insights into the interplay of role adjustment and
mutuality as key facets of resilience during intensive cancer treatment,
and healthy reorientation to ‘normal’ life patterns post cancer treat-
ment.

5. Conclusions

Diagnosis, treatment and survivorship of cancer effects inter-
personal relationships, social networks, finances, and functioning of
patients and their family caregivers. Still there are few interventions
that target the function of the dyad formed between patient and their
primary family caregiver. The psychological processes identified by our
participants, and the emergent model identified in this paper, provide a
solid foundation for future research. Findings from our study demon-
strate how even the most successful partnerships suffer tremendous
stress due to illness and changing life circumstances. By developing
interventions at a dyadic level, researchers and healthcare providers
have the potential to encourage dyadic resilience and sustain partner-
ships from cancer treatment into survivorship.
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