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Abstract

Objectives: Caregivers of patients with cancer are at significant risk for existential distress.

Such distress negatively impacts caregivers’ quality of life and capacity to serve in their role as
healthcare proxies, and ultimately, contributes to poor bereavement outcomes. Our team developed
Meaning Centered Psychotherapy for Cancer Caregivers (MCP-C), the first targeted psychosocial
intervention that directly addresses existential distress in caregivers.

Method: Nine caregivers of patients with glioblastoma multiforme (GBM) enrolled in a pilot
randomized controlled trial evaluating the feasibility, acceptability and effects of MCP-C, and
completed in-depth interviews about their experience in the therapy. One focus group with three
MCP-C interventionists was also completed.

Results: Four key themes emerged from interviews: (1) MCP-C validated caregivers’ experience
of caregiving; (2) MCP-C helped participants reframe their “caregiving identity” as a facet of
their larger self-identity, by placing caregiving in the context of their life’s journey; (3) MCP-C
enabled caregivers to find ways to assert their agency through caregiving; and (4) the structure

and sequence of sessions made MCP-C accessible and feasible. Feedback from interventionists
highlighted several potential manual changes and overall ways in which MCP-C can help facilitate
caregivers’ openness to discussing death and engaging in advanced care planning discussions with
the patient.

Significance of Results: The overarching goal of MCP-C is to allow caregivers to
concurrently experience meaning and suffering; the intervention does not seek to deny the reality
of challenges endured by caregivers, but instead to foster a connection to meaning and purpose
alongside of their suffering. Through in-depth interviews with caregivers and a focus group with
MCP interventionists, we have refined and improved our MCP-C manual so that it can most
effectively assist caregivers in experiencing meaning and purpose, despite inevitable suffering.
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Introduction

The approximately 6 million Americans who serve as family and friend caregivers to
patients with cancer are an essential extension of the healthcare team (Kent et al., 2019).
Caregivers perform tasks that may be emotionally, physically, existentially, socially, or
financially demanding, and as a result, they are at increased risk for psychiatric morbidities,
including anxiety and depression (Braun et al., 2007; Cliff et al., 2000; Covinsky et al.,
1994), and physical health conditions, including poor immune functioning, cardiovascular
disease, and sleep difficulties (Buyck et al., 2013; Carter, 2003; Hudson et al., 2011; Kim
et al., 2014). This significantly impacts their capacity to provide high quality care to patient
loved-ones and can lead to poor bereavement outcomes (Cho et al., 2006).

A critical, potential driving element of these outcomes is existential distress, which has
been described as including feelings of hopelessness, demoralization, loss of personal
meaning and dignity, feelings of burden towards others, and the desire for death or the
decreased will to continue living (Christakis et al., 2006; Hearson et al., 2007; Vitaliano
etal., 2002). For cancer caregivers, the competing demands of cancer caregiving, other
caregiving responsibilities (i.e., childcare), paid employment, and personal life goals have
the potential to lead to psychological, spiritual, and existential distress. Indeed, our
systematic review highlighted existential concerns as a significant area of unaddressed
suffering among caregivers of patients with brain tumors (Applebaum, Kryza-Lacombe,

et al., 2016) and patients undergoing hematopoietic stem cell transplantation (Applebaum,
Bevans, et al., 2016). Together, these reviews indicated that caregivers commonly struggle
with: (1) changes in their sense of identity; (2) guilt regarding their responsibility to care for
themselves while also attending to the complex needs of the patient; (3) changes in and loss
of their relationship with the patient due to the impact of illness and treatment on patients;
and (4) fears and anticipatory grief regarding the impending death and need to continue life
after the patient has died.

Despite being a source of suffering, the caregiving experience is concurrently an opportunity
for meaning-making and growth (Park et al., 1997). Meaning-making is rooted in the
existential concept of one’s ability to find meaning despite suffering. Having a loved

one diagnosed with cancer and experiencing the resultant challenges may both engender
suffering and be a transformative experience that ultimately leads to increased meaning,
more adaptive coping, and growth (Bauer-Wu et al., 2005; Calhoun, 2006; Pargament et

al., 2006; Park et al., 1997). Caregivers may find meaning through the choices they make
(e.g., the attitude taken toward this role), creative endeavors (e.g., taking responsibility for
one’s life and goals while concurrently providing care), and experiences (e.g., gaining a new
appreciation for their relationship with the patient). Making meaning of suffering, therefore,
is one possible mechanism through which caregivers may experience growth as opposed to
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distress (Frankl, 1963, 1967; Frankl, 1972, 1978), and finding meaning in caregiving has the
potential to buffer against caregiver burden.

In response to the increasing recognition of existential distress among caregivers and

to a lack of targeted psychosocial interventions (Applebaum, 2019b; Applebaum et al.,
2013), we developed Meaning-Centered Psychotherapy for Cancer Caregivers (MCP-C)
(Applebaum et al., 2015). Based on Meaning-Centered Psychotherapy (MCP), an approach
proven to be highly effective in enhancing spiritual well-being and decreasing existential
distress among patients with advanced cancer (Breitbart et al., 2012; Breitbart et al., 2015;
Breitbart, 2017), MCP-C is a brief structured psychosocial intervention that seeks to assist
caregivers to connect to a sense of meaning and purpose in life despite the challenges of
caregiving (Applebaum et al., 2015). Through MCP-C, caregivers come to understand the
benefits of connecting with meaning and how various sources of meaning may serve as
resources, buffer common symptoms of burden, and diminish despair, especially as loved
ones transition to end-of-life care (Applebaum et al., 2018).

The MCP-C manual was originally developed through five focus groups with caregivers

of patients with various sites and stages of cancer and using a modified Delphi approach
(Jandhyala, 2020; King Jr et al., 2021; Niederberger et al., 2020) in which caregivers
provided feedback on the original manual, their feedback was incorporated, and they
subsequently provided another round of feedback (Sekayi, 2017). The resultant manual was
then used in several pilot trials enrolling caregivers of patients with a wide range of cancers,
cancer stages, and treatment types to explore the feasibility, acceptability, and preliminary
effects of MCP-C (Applebaum, 2019a; Applebaum et al., 2018). The manual was most
recently used in a pilot trial evaluating the feasibility, acceptability, and effects of MCP-C
when delivered to the very vulnerable group of caregivers of patients with glioblastoma
multiforme (GBM), a highly aggressive neurologic disease, with median survival of 12.1 to
14.6 months (Wen, 2008). Personality changes, mood disturbances, and cognitive limitations
are ubiquitous in the clinical course of GBM and make the provision of care particularly
challenging (Salander, 1996), and the brief but intense period of caregiving combined with
patients’ poor prognosis produces significant existential distress in caregivers (Catt et al.,
2008). Such caregivers may benefit significantly from MCP-C but may find engagement in
psychosocial care burdensome.

In advance of a large-scale randomized controlled trial to more thoroughly examine the
efficacy of MCP-C, we sought to refine the manual to ensure that the approach attends
comprehensively to caregivers’ existential needs. We focused on data from caregivers of
patients with GBM as they represent one of the most burdened groups and hence, are
caregivers from whom we could derive rich data regarding how to best deliver MCP-C to
meet caregivers’ psychosocial needs without adding additional burden. As such, the purpose
of the present study was to explore ways in which the approach achieves these goals and
determine any recommendations for changes.
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Data presented here come from a subset of participants enrolled in a pilot randomized
controlled trial among 60 caregivers of patients with glioblastoma multiforme (GBM)
randomized to either seven sessions of MCP-C or Enhanced Usual Care (i.e., distress
screening and targeted referrals). In addition to caregiver participants, feedback was
provided by three MCP-C therapists who served as interventionists on prior MCP trials
and on the current MCP-C trial.

Caregiver participants were recruited from Memorial Sloan Kettering Cancer Center (MSK)
in-person at clinic appointments, via physician referral, and through informational flyers
posted in clinic waiting rooms. Participants were: (1) at least 18 years of age; (2) a self-
reported current caregiver to a patient with glioblastoma multiforme (GBM); (3) able to read
and understand English; (4) able to provide informed consent; and (5) had a score > 4 on the
Distress Thermometer (DT) (Roth et al., 1998) and indication that this distress was related
in some way to caregiving per self-report. Only one caregiver per patient was able to enroll.
Participants were excluded if they had—in the judgment of the consenting professional,
clinician or Pl-severe psychopathology or cognitive impairment likely to interfere with the
participation or completion of the protocol or ability to provide meaningful information.

Sixty caregivers met inclusion criteria, provided informed consent, and were enrolled in
this trial. After completion of MCP-C, a random subset of participants (N=10) engaged
in semi-structured interviews that explored how the intervention attended to their unique
experience of caregiving-related distress. We aimed to limit interviews to 10 based on
qualitative methodological standards for reaching data saturation (Guest et al., 2006); by
the 10th interview, we reached data saturation of themes based on participant reported
experiences.

Meaning-Centered Psychotherapy for Cancer Caregivers (MCP-C)—MCP-C
(Applebaum, 2019b; Applebaum et al., 2015) is a 7-session intervention that utilizes
didactics, discussion, and experiential exercises that focus on themes related to meaning
and caregiving as follows: Session 1-Concepts and Sources of Meaning; Session 2—ldentity
Before and After Becoming a Caregiver; Session 3—-Historical Sources of Meaning: Legacy
(past, present and future); Session 4—Attitudinal Sources of Meaning: Encountering Life’s
Limitations; Session 5-Creative Sources of Meaning: Creativity and Responsibility; Session
6—Experiential Sources of Meaning: Connecting with Life via Love, Beauty, and Humor;
and Session 7-Transitions: Reflection and Hopes for the Future. Caregivers are assigned
readings and homework exercises specific to each session’s theme and which are utilized

to guide discussion in subsequent sessions. MCP-C was delivered in person for 18 months
before the COVID-19 pandemic, and then over a secure videoconferencing virtual platform
for the remainder of the trial.
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MCP-C Interventionists—MCP-C therapists were pre-doctoral clinical psychology
graduate student externs and interns and post-doctoral clinical psychology fellows engaged
in training placements at MSK. Therapists were extensively trained by the study PI (A.A.)
in the rationale, principles, and implementation of MCP-C and received weekly supervision
with prior review of audio/video recorded sessions. After the completion of the trial, the
study PI conducted one focus group with three MCP-C therapists who had several years

of experiences in delivering MCP and MCP-C across several trials enrolling patients with
advanced cancer and their caregivers, and who had served as the primary interventionists on
the current trial. This discussion focused on therapists’ perceptions of the MCP-C manual
and suggestions for changes that would augment the intervention’s capacity to enhance a
sense of meaning and purpose among caregivers.

Qualitative Analysis.

Results

Interviews with caregivers were audio-recorded and transcribed verbatim. Transcripts were
analyzed using an inductive thematic analysis approach, involving two phases of “vertical”
and “horizontal” coding (Kuckartz, 2014). In the vertical phase, each transcript was
reviewed independently by the study’s qualitative methodologist (K.L.) and the coding team
(R.G., M.L., M.B.). For each interview, coders identified key participant feedback regarding
each session and met to reach consensus on key conceptual findings. Once all transcripts
were coded, the team sorted key findings into categories; in this horizontal phase, the team
reviewed statements within each conceptual category to identify recurrent themes across the
entire dataset. These themes were then discussed and refined in a consensus meeting with
the study PI (A.A.).

The study was approved by the MSK Institutional Review Board #18-075 and listed on
ClinicalTrials.gov with identifier: NCT03454295.

Caregiver Interview Results

Ten caregivers completed in-depth semi-structured interviews, though audio quality for

one precluded transcription. Therefore, nine interviews were included for analysis. Five
caregivers participated in MCP-C in person, four over telepsychiatry. Demographic
information for these nine participants is presented in Table 1. All nine were female and

on average, 54 years old. The majority (78%) were married/partnered to the patient for
whom they were providing care. At the time of the interview, caregivers had been providing
care, on average, for 7.9 months and for a little over seven hours a day.

Four key themes emerged from the interviews (see Table 2), as well as session-specific
feedback.

Theme 1: MCP-C validated caregivers’ experience of caregiving.—MCP-C
provided a space for caregivers to step back from everyday challenges and reflect on their
experiences, including their growth over time. Participants noted that they had put their
own needs on the “back burner” while caring for their loved one and appreciated having
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dedicated space to discuss their challenges. In fact, most felt that in the absence of MCP-C
enrollment, they would not have given themselves the time or space to reflect.

Theme 2: MCP-C helped participants reframe their “caregiving identity” as a
facet of their larger self-identity, by placing caregiving in the context of their
life’s journey.—Throughout sessions, participants reflected on ways their experiences
informed their caregiving identity, integrating caregiving into the “structure” and “journey”
of their life. Discussions of /dentity, history, and legacy in Sessions 2 and 3 helped
caregivers realize that their new “caregiver identity” was not necessarily separate from

their “pre-caregiving” selves. Many noted that they “drew strength” from this perspective by
recognizing how their past experiences informed their current role as caregiver. Participants
felt that by contextualizing caregiving within their life’s journey, they were able to reframe
caregiving as an important part of their life, without having the caregiver role subsume their
entire identity.

Theme 3: MCP-C enabled caregivers to find ways to assert their agency
through caregiving.—Session 4 discussions of attitude enabled caregivers to reflect on
their agency as a caregiver. While many circumstances feel out of a caregivers’ control, in
this session caregivers considered their aftitude as something within their control and as

a result, participants came to define attitude as the way one chooses to react to difficult
circumstances. Similarly, participants noted that Session 5 allowed them to think about
ways to assert control over their well-being; participants framed self-care as “responsibility
towards yourself.” Similarly, participants related the concept of creativity to agency in how
one chooses to live one’s life.

Theme 4: The structure and sequence of sessions made MCP-C accessible
and feasible.—Caregivers felt that the structure and sequence of sessions were
appropriate. Most appreciated that sessions were structured around the central concept of
meaning, facilitating connections between each session. Participants also appreciated the
space to think about concepts of meaning and identity that they otherwise would not have
discussed. Among participants who received care pre-pandemic, most preferred receiving
care in-person, though all acknowledged that having choice over mode of delivery was
helpful given their unpredictable schedules. Caregivers also shared that it would be most
beneficial to participate in MCP-C early in the patient’s illness journey.

Session Feedback—~Participants found each session uniquely beneficial and no essential
changes to the manual were identified. Specific session-by-session feedback is summarized
as follows: Session 1 was a “non-intimidating” introduction to /meaning; Session 2 helped
participants integrate the role of caregiver into their sense of identity; Session 3 helped
participants draw strength from their past experience and reflect on how legacy could be
created through caregiving; Session 4 assisted caregivers in cultivating a sense of acceptance
and agency through caregiving; Session 5 facilitated a sense of responsibility to the self;
Session 6 helped caregivers reflect on how they can connect to the “bigger picture” of

their lives and to a sense of appreciation of caregiving, though several found the concept
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of “transcendence” difficult to define after the session; and Session 7 was described as an
opportunity to reflect on progress in therapy and hopes for the future.

Therapist Focus Group Results

Several suggestions for manual edits were made. First, interventionists shared conceptual
perspectives that should be incorporated into therapist guidelines, including maintaining

an awareness of the potential for the patient’s death and the implication of the meaning-
centered work for preparing caregivers for bereavement. Much of the work done in MCP-
C can be drawn on as caregivers face future challenges, including end-of-life care and
bereavement. Therapists discussed the application of the concept of /egacy and the Legacy
Project as opportunities to explore the caregiver’s legacy and that of their loved one,

and how caregivers can carry forward patient legacies into bereavement. More broadly,
helping caregivers engage in advanced care planning was highlighted and emphasized as an
important area for inclusion in the therapist guide.

Other feedback focused on additions to session questions and experiential exercises. First,

as a compliment to exploring caregivers’ definition of meaning in Session 1, the therapist
team suggested the inclusion of caregivers’ definition of caregiver, given the focus of this
adaptation on caregiving and the impact of this role on all aspects of caregivers’ lives.
Second, the team suggested adjusting the third experiential exercise question in Session 4,
the session that focuses on the attitudinal source of meaning (i.e., the meaning caregivers
derive through facing limitations and losses and obstacles). This question focuses on facing
death, and in the original MCP-C manual asked caregivers to reflect on their own death. This
was perceived as a missed opportunity to explore the topic of advance care planning and
reflect on the death of the patient. As such, the question was changed to, “What would your
loved one with cancer consider to be a good or meaningful death? If you have discussed this
with him/her, what can you do to help ensure that their wishes are carried out? If not, would
Yyou be open to discussing this with him/her before we finish MCP-C?” Therapists agreed
that these additions would facilitate the caregiver exploring both their own and the patient’s
conceptualization of death, and also provide an opportunity to discuss challenges or conflicts
in communication that may be occurring between patient and caregiver around these difficult
topics. Finally, the team suggested an additional (optional) homework assignment, the Se/f-
Care Project, to be introduced in Session 5. The Self-Care Profect involves caregivers
responding the to the following questions and making a commitment to integrating self-care
into their lives: What does it mean to you to take responsibility for your own needs? What
aspect of your own life (or identity/sense of self) do you most want to nurture? What can
you commit to doing regularly, starting toaay, that is in service of your well-being?

Discussion

Participation in MCP-C provided caregivers with a space that felt like “their own,” allowed
them to focus on themselves, and validated the challenges of caregiving. Sessions helped
contextualize the caregiving identity in the context of caregivers’ larger life story and
assisted them in connecting to a sense of agency. For many, MCP-C also enhanced
caregivers’ sense of connectedness to patients and supported them in navigating anticipatory
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grief. Together, these themes highlight ways in which MCP-C helped to address suffering
among caregivers that is universal: feeling isolated, unseen, and powerless, and a sense that
they had no choice in becoming a caregiver. Session-by-session feedback confirmed that the
material presented in the 7 sessions was appropriate for caregivers of patients with GBM,
and that GBM-specific tailoring was not needed to make the manual acceptable for this
unique population. However, the construct transcendence was identified as one potentially
requiring greater explanation.

In terms of timing and mode of delivery, several participants shared a desire to receive
MCP-C earlier. A previous trial of a web-based MCP-C delivered to caregivers of patients
with all sites and stages of cancer (Applebaum et al., 2018) indicated that caregivers who
had been in the role for more than 2.5 years were less likely to drop from treatment
compared to those who had been caregivers for shorter periods of time. We hypothesized
that the capacity to engage in meaning-making was more accessible for caregivers whose
loved ones were not recently diagnosed and who had moved through the crisis period of
diagnosis. Here, given the rapidity with which GBM progresses and the swift emergence
of caregiving-specific existential challenges (Applebaum, Kryza-Lacombe, et al., 2016), this
is a group for whom the delivery of MCP-C earlier in the caregiving trajectory—potentially
soon after patients have completed an initial course of treatment post-diagnosis—would be
optimal.

From the opening of the study through February 2020, MCP-C sessions were delivered
in-person, and we transitioned to delivery over telepsychiatry in March 2020 due to the
COVID-19 pandemic. Participants who received sessions pre-pandemic in-person found
participation feasible and they were appreciative of the flexibility of therapists to hold
sessions at times that accommaodated caregivers’ schedules. There was no difference in
attrition between caregivers who received MCP-C in-person versus over telepsychiatry,
though recruitment efforts were aided by the ability to recruit and enroll participants without
in-person contact. As has been documented repeatedly over the past 18 months, the benefits
of providing psychosocial care over telepsychiatry are vast and address many of the well
documented barriers to psychosocial care reported among caregivers (Devine et al., 2016;
Hudson et al., 2006; Mosher et al., 2015). This study, like many others conducted in

2020, supports what is likely a shift in care delivery for caregivers to primarily web-based
modalities.

Therapist feedback led to modifications centered around adding experiential exercise
questions that reflect the unique needs and experiences associated with caregiving, and

the importance of considering how elements of MCP-C may serve to prepare caregivers for
advanced care planning discussions and bereavement. In the first session, paired with the
standard MCP exploration of how one defines the construct of meaning, a question was
added to elicit the caregiver’s definition of caregiver. Just as the construct of meaning is
unique to each of us, so too is the construct of caregiver. By explicitly exploring caregivers’
definition and experience of this role without judgment, therapists can support caregivers in
considering the meaning they may derive from the role. Moreover, this exploration serves
as an important assessment point and responses can be used in future sessions to drive
discussion about meaning and caregiving.
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Another modification suggested was expanding questions in the fourth session that explore
one’s concept of a good or meaningful death. In the original version of MCP-C, this
question was designed to understand what a meaningful end-of-life experience might look
like for the patient. Questions added take this discussion a step further in prompting
caregivers to share whether they have had conversations with the patient about death.

These conversations about advanced care planning are understandably challenging for
caregivers and patients, and the addition of a question about the patient’s wishes and
barriers to engaging in difficult conversations can facilitate such discussions. Indeed, simply
acknowledging the possibility of death with caregivers in this trial prompted many to have
profound and effective discussions with their loved ones that they otherwise had been
avoiding. By explicitly exploring the topic of death, this also provides an opportunity to
understand the complex emotions caregivers may have: concurrent anticipatory grief and

a sense of anticipatory relief coinciding with patient death, as well as guilt about that
anticipated reaction. Through these additional prompts, therapists may use meaning-centered
perspectives-such as choosing one’s attitude and living and giving a legacy-to gently guide
caregivers in exploring these complexities.

The final change to the MCP-C manual was the addition of a Se/f-Care Project which

can serve as marker to reinforce messages around responsibility to care for one’s self and
as a means to inspire continued integration of self-care long after completing MCP-C. In
tandem with the Se/f Care Project, caregivers are also introduced to the idea of Legacy
Project, which similarly communicates that MCP-C is meant to provide caregivers with
tools to support them in connecting with meaning despite the continued challenges they face
in caregiving. Through the Legacy Project, caregivers may enhance their connectedness to
their own legacy, as well as that of the patient, and explore ways in which they can carry
forward that legacy after the patient’s death. Pairing discussions of self-care and self-legacy
can be powerful in enhancing a caregiver’s sense of meaning while caregiving and into
bereavement.

The overarching goal of MCP-C is to allow caregivers to concurrently experience meaning
and suffering; the intervention does not seek to invalidate suffering and challenge, but
instead to foster a connection to meaning and purpose alongside of this suffering. Through
trials with various groups of caregivers, we have refined and improved our MCP-C manual
so that it can most effectively assist caregivers in experiencing meaning and purpose, despite
inevitable suffering.
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Caregiver participant characteristics

Characteristic N=9

Gender, n (%)

Female 9 (100%)
Age

Mean (SD) 54.3 (15.9)

Median (IQR) 52 (49, 69)
Race, n (%)

Asian/Pacific Islander 1(11%)

Caucasian/White 8 (89%)
Relationship status, n (%)

Single 1(11%)

Married/Partnered 8 (89%)
Education, n (%)

\Vocational school or some college 1(11%)

College degree 2 (22%)

Professional or graduate School 6 (67%)

Income, n (%)

$40,000 to $74,999 1(11%)
$75,000 or more 7 (78%)
Prefer not to answer 1(11%)

Employment status, n (%)

Paid full-time employment 5 (56%)

Paid part-time employment 1(11%)

Homemaker 1(11%)

Not employed- Retired 1(11%)

Unemployed 1(11%)
Patient’s cancer stage, n (%)

Stage IV 8 (89%)

Unstaged 1(11%)
Months spent providing care

Mean (SD) 7.89 (7.56)

Median (IQR) 6 (2, 10)
Hours/day spent providing care

Mean (SD) 7.06 (8.34)

Median (IQR) 2(15,12)
Relationship to the patient, n (%)

Spouse/Partner 7 (78%)

Child 1 (11%)

Sibling 1 (11%)

Caregiver/patient cohabitation, n (%)
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Characteristic N=9
Yes, all of the time 7 (78%)
No 2 (22%)
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Table 2.

Key Themes from Qualitative Interviews (n=9)

Theme

Key Quotes

MCP-C Validates
Caregiver
Experiences

“[ think having a time when the caregiver can really just kind of think about themselves for a minute and just, someone
15 listening to them who actually wants to hear about them, not about the patient, 1 think that also is helpful. I think it’s
a good moment for people to just kind of regroup a little bit, recharge, and remember, you know;, you’re important too”
(1012)

“I originally felt like, ‘oh are you guys sure that 1’m a good candidate?’ [...] but right from the get-go, | was made to
feel like no, there’s lots of different types of caregivers and [...] I think it was helpful just to, again, get that validation,
of like, ‘no you’re allowed to be here because it’s kind of hard for everyone involved.’ And so, I think that was really
helpful” (1008)

“It felt good to focus on me as a person. When you'’re caring for another person, you put yourself on the back burner.”
(1004)

MCP-C helped
participants
reframe their
“caregiving
identity” as a facet
of their larger self-
identity, by placing
caregiving in the
context of their
life’s journey

“One of the things that we processed was to make this [caregiving] part of the continuum of my life, rather than a
‘before’ and “after,” even though it is obviously. It’s a huge change. I sort of, and | don’t know if accept is the word,
mayhbe it is accept, where we are now as part of my life and not aberrational.” (1050)

“I was certainly raised with particular messages from my mom [... that] It’s our job to make our corner of the world a
better place. Just integrity, your family comes first [...] You know, It’s how I’ve always sort of structured my life and |
think that in some ways, you know, I take care in the way that I live. You know, It’s not a different thing for me. It’s all
part of you, It’s not like, ‘this is who | am and 1’m going to take care of him in a different way.’ It’s like, “yeah this is
what you do, right?’” (1023)

MCP-C enabled
caregivers to find

agency through
caregiving

ways to assert their

“I think what the sessions were helpful in doing is demonstrating that there were choices, that | made choices every
day. And it wasn’t just, | wasn’t just being floated along like a leaf on the road, | actually jumped into the road and |
could get out if | wanted to. So that was very helpful to me in considering my caregiver role and my attitude toward
it[...] I was able to see various points in my life where I could identify agency, my own agency. That was helpful.”
(1050)

“I define attitude as how you react in certain circumstances” (1004)

“Usually [creativity] means to me, very artistic or whatever, out of the box. I think it was more just how you want
something in your life to change or you want to feel a certain way. How do you take responsibility for creating that
change or that new life or that new scenario? | think thinking of it [creativity] in that way, more just the responsibility
of taking control of your life, I think that was really cool.” (1008)

“I don’t take care of myself. And 1 dia, since [the session], make appointments for certain things that have to do with
my health and, so I learned from it [...] self-responsibility is something that the discussion helped me to look into.”
(1054)

The structure

and sequence of
sessions made
MCP-C accessible
and feasible

“[6 months post-diagnosis] felt like the right time because the first 6 months were so hard. There weren’t too many
cognitive and physical changes in my dad, they were less obvious. And then when things started to get kind of
progressively bad, that’s when | sought out the study, kind of as something to lean on in navigating these changes and
deterioration.” (1051)

“I really liked the way it [MCP-C] contextualized things, and contextualized suffering [...] I thought it gave context to

the journey and that you look for meaning in everything, not just the good stuff, but you look for meaning in the bad
stuff. And when you find meaning in the bad stuff, it makes the bad stuff less, 1’m not gonna say makes it less bad, but
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Theme

Key Quotes

it makes it less difficult to tolerate” (1050)

“I did one session over the phone. So, 1 did both. [pause] I think it’s nice to have the option, but it’s also...I was lucky in
that when | did it over the phone there were no distractions, | was able to do it in a place where | wasn’t distracted [...]
but if you were just at home on the phone, it may be the possibility of a lot more distractions that would take away from
it think.” (1012)
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