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Abstract

Background: Adult child caregivers of parents with cancer may face challenges when communicating with the patient and
other family members, communicating during clinical interactions, and navigating web-based information seeking.

Objective: We developed and pilot-tested the Healthy Communication Practice program for adult child caregivers of parents
with ablood cancer, which aimsto hel p participants |earn and implement communication skills central to caregiving. We assessed
the feasibility and acceptability of the training.

Methods: Eligible participants completed a preprogram survey. We assessed the feasibility of participants completing the
intervention in the alotted time. Participants had 2 weeks to complete the 2-part, 90-minute online program and completed a
postprogram survey that included program evaluation items and the Acceptability of Intervention Measure (AIM) using a 1-5
rating scale (5=strongly agree).

Results. Of 50 caregivers who initially expressed interest, 34 consented, and 30 completed the program and both surveys (88%
completion rate). Caregivers had a mean age of 45.07 (SD 11.96) years and provided care for parents who had a mean age of
73.31 (SD 9.38) years. Caregivers were primarily daughters (n=22, 73%). Overall, scores on the AIM scale were high (mean
4.48, SD 0.67). Specifically, caregiversfelt the content met their communication needs (mean 4.58, SD 0.62) and their own needs
as acaregiver of aparent with ablood cancer (mean 4.39, SD 0.72).

Conclusions: We demonstrated the feasibility and acceptability of the Healthy Communication Practice program, which aims
to enhance family and clinical communication skills among caregivers of aparent with ablood cancer. Future studieswill examine
the efficacy of the program and its impact on both caregiver and patient communication and health outcomes.

(JMIR Cancer 2022;8(3):€38722) doi: 10.2196/38722
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Introduction

Family caregivers of individuals diagnosed with cancer face
many challenges asthey integrate the emotional, logistical, and
financial pressures of cancer caregiving into their often busy
lives[1,2]. Over the past 2 decades, researchers have devel oped
psychosocial interventions to address some of the challenges
that cancer caregivers face [3]. However, al caregivers are not
the same. One key differentiating characteristic of caregivers
is their relationship to the individual with cancer. Family
caregiver-patient dyads generally represent 3 caregiver types:
anindividua caring for their spouse, child, or parent. The third
type of caregiver, adults caring for an aging patient, receives
the least attention in research [4], despite the expectation that
they will increase in number due to population shifts and the
forthcoming “ silver tsunami” [5]. In addition, research suggests
that adult child caregivers of parents, particularly daughters,
can experience higher levels of strain [6], stress [7], guilt [8],
and burden [9] compared to those caring for a spouse.

Furthermore, there has been little research on caregiving for
patients with a hematologic or blood cancer. There are unique
challenges associated with blood cancer caregiving among both
acute and chronic blood cancer disease subtypes, and families
facing a blood cancer diagnosis can be at a higher risk for
psychological distress compared to those coping with other
types of cancers[10,11]. The median age at diagnosis for the
most common types of blood cancer (leukemiaand non-Hodgkin
lymphoma) is 67 [12,13]. Given that aging adults are more
likely to be coping with ablood cancer, it is not uncommon for
midlife adult children to become the primary caregiver of a
parent diagnosed with a blood cancer [1]. Midlife caregivers
report significant stressand burden related to family functioning,
which can be heightened when juggling care for multiple
generations. Many midlife caregivers must manage multiple
roles in addition to caring for their parent, including demands
within their own families, homes, and professional lives[1].

Communication is a central component of caregiving. In our
previouswork [14-16], weidentified communication challenges
that adult children face when caring for a parent with a blood
cancer that are uniquely complex, given their role and the
relational shift that occurs when they take care of a parent who
used to care for them [16]. Furthermore, our previous work
demonstratesthat these adult child caregivers commonly report
caregiving communication skills deficits in navigating cancer
information in web-based and clinical settingsand in facilitating
open and supportive communication within the family
[14,16,17].

Therefore, we devel oped aweb-based intervention, the Healthy
Communication Practice program, to help adult children caring
for a parent with a blood cancer develop and implement
communication strategies that can improve their caregiving
experience (Multimedia Appendix 1). The program was
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designed to take approximately 90 minutes to complete and be
accessible across multiple platforms including computers,
tablets, and smartphones. The specific aims of this study are as
follows:

- To examine the feasibility of the Healthy Communication
Practice program among adult children caring for a parent
with ablood cancer.

«  Toexaminetheacceptability of the Healthy Communication
Practice program among adult children caring for a parent
with ablood cancer.

Methods

Study Design

We conducted asingle-arm, pre-post pilot study of aweb-based
communication intervention at the University of Florida.

Ethics Approval

The University of FloridaInstitutional Review Board approved
the study (202101030). All participants provided consent before
the preintervention survey.

Intervention

The Healthy Communication Practiceis a self-paced, web-based
program developed for adult children who care for a parent,
parent-in-law, or stepparent currently living with ablood cancer
(eg, leukemia, lymphoma, myeloma). Grounded in
communication and education theories [18-25] and based on
our extensive preliminary work (in-depth interviews and
surveys) with cancer caregivers [14-17], this program teaches
caregivers essential communication skills in eHealth literacy,
clinical encounters, and family relationships. Weteach concepts
and skills to help caregivers navigate web-based cancer
information, communicate with their parent’s doctors, find
meaning in their caregiver role, and use open and supportive
communication to strengthen relationships and facilitate
communication within their family. To achieve these aims, the
program is divided into 2 parts. (1) navigating cancer
information in web-based and clinical settings; and (2)
facilitating open and supportive communication in the family.
Participants could stop the program when needed and return
later without losing their progress.

We developed the program in collaboration with experts in
web-based education and instructional design (JA and DD). We
used a variety of instructional techniques including experts
introducing concepts and skills; authentic caregiver narratives,
video demonstrations of clinical and family encounters; and
interactive activities designed to keep participants engaged such
as writing, reflection prompts, and quizzes. An advisory board
was formed consisting of 3 oncologists and 2 caregivers, and a
clinical oncology social worker provided feedback on the
program before the pilot test. The process of working with the
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advisory board allowed us to ensure we had presented realistic
caregiving scenarios and correct medical advice.

Recruitment and Procedures

We recruited participants through The Leukemia& Lymphoma
Society [26], the I nternational Waldenstrom’s
Macroglobulinemia Foundation, and ResearchMatch. To be
eligible to participate, individuals had to reside in the United
States, be 18 years of age or older, and be providing care for a
parent, parent-in-law, or stepparent with a blood cancer at the
time of recruitment. Their parent had to be currently living,
diagnosed at |east 3 months prior to inclusion (in order for them
to have experience caregiving), and either in treatment or had
treatment completed within the last year. Participants who met
the criteria for the study and provided consent were given
guestionnaires at 3 different points in time: (1) a preprogram
survey beforethe start of the program, (2) apostprogram survey
within 1-7 days of program completion, and (3) a postprogram
survey 3 months after the compl etion of the program. This paper
reports only on data from the pre- and postprogram surveys.

https://cancer.jmir.org/2022/3/e38722
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All screening and questionnaire datawere collected online using
REDCap. All potentia participants received study information
viaemail. Assuch, weinferred that they had accessto adevice
and internet to compl ete the study. Data collection on the pre-
and postsurveys took place between June 2021 and January
2022.

Participants who screened into the study were immediately
directed to the preprogram survey, which contained demographic
and other questions (Table 1) including the consent form. The
first author then sent participants an individualized link to the
Healthy Communication Practice program. The unique link
allowed usto know when a participant started the intervention,
monitor their progress, and know when they finished the
intervention. In addition, the uniquelink allowed the participants
to log back in whenever they wanted, with their progress having
been saved. Participants were given 2 weeks to complete the
program, and up to 2 reminders were sent as needed. Upon
completing the program, we sent participants an immediate
postprogram survey followed by aUS $75 e-gift card.
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Table 1. Demographics of caregivers and their parents.

Bylund et al

Characteristics Values (N=30)
Caregiver age (years), mean (SD) 45.07 (11.96)
Caregiver age (years), min-max 24-67
Parent age (years), mean (SD) 73.31 (9.38)
Parent age (years), min-max 57-89
Relationship type (caregiver to parent), n (%)
Daughter, daughter-in-law, or stepdaughter 22 (73)
Son, son-in-law, or stepson 8(27)
Relationship type (parent to caregiver), n (%)
Mother, mother-in-law, or stepmother 16 (53)
Father, father-in-law, stepfather 11 (37)
Unreported 3(10)
Children, n (%)
Caregivers with children 12 (40)
Caregivers with children under 18 years of age 6 (20)
Siblings, n (%)
Caregivers with siblings 22 (73)
Caregiverswith 1 sibling 7(23)
Caregivers with 2 siblings 8(27)
Caregivers with 3 siblings 6 (20)
Caregivers with 4 siblings 13
Race®, n (%)
White 24 (80)
Black or African American 4(13)
Asian 5(17)
Native Hawaiian or Pacific |slander 1(3)
American Indian 0(9)
Ethnicity, n (%)
Hispanic 5(17)
Non-Hispanic 25 (83)
Education, n (%)
High school graduate or General Education Diploma 3(10)
Some college degree 1(3)
2-year degree 2(7)
4-year degree 11 (37)
Master’s degree 10(33)
Doctoral degree 2(7)
Professional degree 1(3)
Employment status, n (%)
Employed full time 17 (57)
Employed part time 4 (13)
Self-employed 3(10)
Not employed 3(10)

https://cancer.jmir.org/2022/3/e38722
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Characteristics Values (N=30)
Retired 3(10)
Relationship status, n (%)
Single or never married 9(30)

8Caregivers were allowed to select more than 1 option.

M easures

Prior to conducting the study and based on previous research
[27,28], we determined that the intervention would be deemed
feasible if 70% of consented participants completed the
intervention within the allotted 2-week time period and the
postsurvey within the allotted 1-week time period. We recognize
that there are various ways of defining feasibility [29-31], but
for the purposes of this study, we chose to use completion as
wasdonein aprevious caregiver intervention [27]. Our decision
was based on Healthy Communication Practice being a newly
developed intervention and our primary concern being whether
people would completeit in the given time, rather than how we
would recruit them. We assessed acceptability of the program
using the Acceptability of Intervention Measure (AIM) [32].
This is a 4-item measure scored on a 5-point Likert scale
(1=strongly disagree, 5=strongly agree). Items asked whether
the Healthy Communication Practice program met participants
approval and met participants’ needs, whether the participants
liked the program, and whether they welcomed the program.
As the AIM s still relatively new and there were no cutoff
scoresfor it, we decided prior to the study that the intervention
would be deemed acceptableif participants completing 80% or
more of the intervention had mean scores of 4 or higher on the
AIM items. In addition, we asked participants to rate the extent
to which they felt the program was clear and met their needs as
an adult child caregiver of a parent with a blood cancer, and
whether the caregiver storiesin the program were authentic and
relatable. These itemswere measured on a5-point Likert scale,
with 5 asthe highest score (ie, meetsall needs, highly authentic,
highly relatable). As a further measure of acceptability, we
assessed usability by asking about the type of device and type
of browser they used. Participants were also asked if they
encountered any problems when navigating the web-based
program, and if so, they were asked to briefly describe themin
an open-ended question.

Statistical Analysis

We used SPSS (version 28; IBM Corp) to cal culate descriptive
statistics (frequencies, means, and SDs) for the demographics,

Table 2. Acceptability of intervention measure.

the feasibility data, and the acceptability data consisting of the
AIM scale, usahility questions, and course evaluation items.

Results

A total of 34 caregivers consented to the study and completed
the preprogram survey. Of these, 30 (88%) completed the
intervention and the postprogram survey. All 30 participants
completed the study within the 2-week time period and 28/30
(93%) completed the postprogram survey within the 1-week
time period, meeting our a priori standard of feasibility.

Demographics of the 30 participants are shown in Table 1. The
average age of caregivers was 45.6 (SD 11.4; range 24-67)
years, and the average age of their parents was 73.5 (SD 9.1;
range 57-89) years. Most caregivers (22/30, 73%) were the
daughter, stepdaughter, or daughter-in-law of the person for
whom they provided care. Participants were asked to select all
the races that applied to them. A total of 80% (n=24) of
participants reported their race as White, 13% (n=4) as Black
or African American, 17% (n=5) as Asian, and 3% (n=1) as
Native Hawaiian or Pacific Islander. The majority (25/30, 83%)
reported their ethnicity as non-Hispanic, with 17% (n=5)
reporting as Hispanic. About half (57%) of participants were
employed full time, while the remaining caregivers were either
employed part time, retired, self-employed, or not employed.
Myeloma(n=11, 37%) and leukemia (n=9, 30%) were the most
common types of blood cancer reported.

Prior to the study, and as noted above, we set our acceptability
threshold as an average score of 4 onthe AIM items. Asshown
in Table 2, participants found the Healthy Communication
Practice intervention to be acceptable using the AIM scale
(mean 4.48, SD 0.67). Most participants indicated that it was
clear how to progressthrough the program (mean 4.71, SD 0.53)
and did not report encountering any problems using the
web-based program (n=26, 84%). Most (n=18, 60%) solely used
a computer (laptop or desktop) to complete the program,
followed by asmartphone (n=4, 13%). The remainder used only
a tablet or a combination of devices (eg, smartphone and
computer).

Items

Rating, mean (SD)

The Healthy Communication Practice program meets my approval
The Healthy Communication Practice program is appealing to me
| like the Healthy Communication Practice program

| welcome the Healthy Communication Practice program

Overall rating

453 (0.63)
4.40 (0.86)
4.45 (0.68)
458 (0.62)
4.48 (0.67)

https://cancer.jmir.org/2022/3/e38722
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As shown in Table 3, participants felt the content met the
communication needs of caregivers (mean 4.58, SD 0.62) and
found that the program met their needs as a caregiver of aparent
with ablood cancer (mean 4.40, SD 0.72). In their open-ended
feedback responses, they described the program as “an
eye-opener,” “very helpful,” and “an excellent learning

Table 3. Program evaluation.

Bylund et al

experience” A participant noted, “appreciate you taking the
time to do this. No one really understands what caregivers go
through until they are thrust into the position. It is challenging
and can break you in ways you never expected. So, thank you
for shining alight and helping with coping mechanisms”

Items

Rating, mean (SD)

How well doesthe content of the program meet the communication needs of acaregiver of aparent with ablood cancer?

How well do you feel the course met your needs as a caregiver of a parent with ablood cancer?

Please rate the authenticity of the caregiver stories

Please rate how well you could relate to the caregiver stories

458 (0.62)
4.39(0.72)
4.19 (0.75)
4.32(0.98)

Participants also specified how the program met their needs by
teaching them skillsfor communicating with cliniciansincluding
navigating triadic communication (eg, “to ask permission from
my mom before | jJump in and start asking questions or speak
for her or about her with her physicians. | never realized how
important that can be"). They also described learning family
communication skills in being open and supportive (eg,
“showing up and listening, validating... how to lead the family,
as lead caretaker... It's super helpful showing me how to show
up better, for everyone, and even myself”). Furthermore,
participants reported in their open-ended feedback that it was
“easy toidentify with” the caregiver stories. They also evaluated
the caregiver stories featured throughout the program as
authentic (mean 4.19, SD 0.75) and indicated they could relate
to the caregiver stories (mean 4.32, SD 0.98).

In addition, participants reported one area for improvement.
Although they found the stories relatable, some indicated that
it would be helpful to see narratives of more challenging family
dynamics (eg, chalenges with in-laws, “dysfunctional”
relationships, noncooperative parents). They also mentioned it
would be helpful to complete the program earlier in their
caregiving experience.

Discussion

Principal Findings

We developed a web-based, interactive video-based
communication training intervention, Healthy Communication
Practice, for adult children caring for a parent with a blood
cancer. This intervention was developed and tailored to this
distinct caregiver type and disease context to ensure their unique
communication skills needs were met (G Fennell, PhD,
unpublished data, 2007). Piloting the intervention among adult
child caregivers of a parent currently or recently in treatment
(completed within the last year), we found the intervention to
be feasible, as the majority of consented caregivers completed
the study (ie, all participants completed the intervention within
2 weeks, and the majority completed the posttraining survey
within 1 week). Furthermore, the intervention was evaluated as
acceptable by the participants. They reported the program was
easy to navigate and met their needs, and that the narratives
were authentic and relatable.

https://cancer.jmir.org/2022/3/e38722

The training was engineered to work on a computer, tablet, or
smartphone. Although the training was designed to work across
technological platforms, most participants reported using a
computer to complete the program. Only 4 participants used a
smartphone to complete the entire program. The nature of the
communication skillstraining within the program may havefelt
more comfortable for participantsto completeit on acomputer
given the videos, audio narratives, and interactive activities.
Future research should investigate why participants may have
chosen to use a computer, and how the program may be better
adapted as an app for mobile phone use. Overall, the choice
device did not seem to deter participants from completing the
program as almost all participants completed it.

Comparison With Prior Work

When midlife caregivers juggle more roles like caring for a
diagnosed parent and caring for children, they likely experience
more burden and have a heightened need for supportive
interventions like the Healthy Communication Practice. In our
study, the number of participants reporting full-time employment
(n=17, 57%) reflectsnational estimatesfor all caregivers (61%)
[33]. The majority of caregivers in our study (n=18, 60%)
reported having no children. Of those who did have children,
only 6 caregivers (20%) had children under the age of 18 years,
even though the majority of caregiverswerein the earlier phase
of midlife (ie, their average age was 46 years), a phase of
adulthood in which wewoul d expect caregiversto beresponsible
for caring for both younger and older generations. However,
adult children who have competing roles and responsibilities
like parenthood are lesslikely to becometheir parent’s caregiver
[34,35], particularly when extensive care is needed [36] (ie,
careisdelegated to childless adult children). An estimated 26%
of family cancer caregivers nationally have achild or grandchild
under the age of 18 years living with them [37]. Given our
sample characteristics, it may have been easier for caregivers
who are juggling fewer roles or coping with less caregiving
burden to complete this communication skills intervention.
Further research should explore ways to reach those with a
heightened caregiving load and the best technol ogiesfor delivery
to further enhance caregivers ease of completion.

The Healthy Communication Practice program is innovative
primarily because of itsfocus on communication in the context
of cancer caregiving. A recent systematic review on cancer
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caregiving interventions [28] found 33 papers on cancer
caregiving interventions, none with a primary focus on
communication. As caregiving is enacted primarily through
communication, it is critical to address this with cancer
caregivers. Other interventionsfocus primarily on conceptsand
tasks such as mindfulness [38,39]; stress management [40];
patient symptom management [40]; and topics such as goal
setting, planning, accessing family support services, and building
problem-solving skills [41]. Our previous research has shown
that adult child caregivers families who communicate more
openly report less caregiver burden, better clinical interaction
skills, and better perceived quality of the clinical interaction
[17]. Interventions that help family caregivers hone their
communication skills are a critical component to supporting
caregivers as they navigate the difficulties of caring for aloved
one with a blood cancer.

Limitations

Limitations of our study include asmall sample size. In addition,
our study design lacked a control group. A further weakness of
our sample is selection bias. Due to our recruitment through
large national patient advocacy organizations, welikely recruited
those who were already motivated to pursue caregiver resources.
I n addition, as mentioned above, we recruited more participants
without children than with children, which may not fully
represent midlife adult child caregivers.

Conclusions

The innovative Healthy Communication Practice program is
feasible and acceptablein apopulation of caregivers of aparent
with a blood cancer. Future opportunities exist to establish the
efficacy of the program and adapt it to other disease caregiving
contexts (eg, dementia) and familial contexts (eg, spouses).

Bylund et al

In order to establish the efficacy of the program, future research
should include arandomized controlled trial of theintervention,
testing its impact on both caregiver and patient short- and
long-term health outcomes (eg, psychological, relational, and
physica well-being; caregiving burden) as well as
communication outcomes (eg, increased willingness to
communicate with clinicians and family members, more open
communication in the family, clinical communication skills
engagement). Additionally, future research on this type of
intervention should also explore downstream effects of
improving caregivers communication skills on patient
outcomes.

The Healthy Communication Practice program could be adapted
to more caregiver groups, and thus tailored to recognize and
address their distinct needs and experiences in different
caregiver relationships (eg, spouses), various age groups (eg,
young adults), and other cancer types (eg, breast cancer). If
preliminary research in these contexts demonstrates similar core
areasin terms of communication skills devel opment needs (eg,
navigating web-based and clinical communication; open and
supportive family communication), the core concepts of Healthy
Communication Practice could remain and betailored with new
narratives and video scenarios that reflect the dynamics of the
targeted relationships, age group, and disease context. This
might aso include less functional or more tense relational
dynamics to promote narrative transportation. Future research
could also explorethe efficacy of including abooster 3-6 months
following the training to provide caregivers with areminder of
the skill set they learned and offer continued encouragement to
enact these communication strategies in their day-to-day lives.
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