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Abstract

Objective. Caregivers are critical in advanced care planning (ACP) discussions, which are dif-
ficult but necessary to carry out patients’ goals of care. We developed and evaluated the fea-
sibility and acceptability of a communication training to equip caregivers of patients with
malignant brain tumors with skills to navigate ACP conversations.
Method. Caregivers completed a 2-h virtual training addressing ACP Discussions with Your
Loved One and ACP Discussions with the Medical Team. A pre-training assessment was com-
pleted at baseline and a training evaluation was completed one day post-training. A subset of
participants completed semi-structured interviews 2 months post-training.
Results. Of 15 caregivers recruited, 9 attended the training and 4 completed qualitative inter-
views. Post-training, 40% felt confident in discussing ACP with loved ones and 67% felt con-
fident doing so with healthcare professionals; 100% reported feeling confident in using skills
learned in the training to facilitate these conversations. Data from qualitative interviews high-
lighted additional benefits of the training in empathic communication skills and fostering
social support.
Significance of results. Our communication skills training shows promise in supporting care-
givers’ skills and confidence in engaging in ACP discussions with patients and healthcare pro-
viders. A future randomized controlled trial with a larger and more diverse caregiving sample
is needed to determine training efficacy.

Introduction

The 6 million Americans who care for family or friends with cancer are an essential compo-
nent of the healthcare system (Kent et al., 2019). Caregivers support patients in all aspects of
care and play a key role in advanced care planning (ACP) discussions. Such discussions impact
critical outcomes, including prognostic awareness, psychopathology, timely hospice referrals,
and the use of aggressive treatments near death (Nilsson et al., 2009; Detering et al., 2010;
Temel et al., 2010; Wright et al., 2010). Despite benefits, 52–79% of patients have no ACP doc-
umented before death (Connors et al., 1995; Heyland et al., 2013). Discussing ACP is difficult
and made more difficult by distress (Kaplowitz et al., 2002; Marwit and Datson, 2002; Siminoff
et al., 2008). Families often expect healthcare providers (HCPs) to initiate conversations; how-
ever, HCPs frequently avoid discussing ACP (Levin et al., 2010) or delay it until it is too late
(Heyland et al., 2013; You et al., 2014).

Caregivers are uniquely positioned to broker patient–HCP communication, as they often
have more accurate prognostic awareness than patients (Diamond et al., 2017) and manage
a range of demanding responsibilities in decision-making, treatment, and care (AARP
National Alliance for Caregiving, 2016). Assisting caregivers with communication and provid-
ing them with training to engage confidently in ACP discussions is likely more effective than
HCP training alone. Interventions that address communication between patients and caregiv-
ers exist (Northouse et al., 2010; Applebaum and Breitbart, 2013), but have primarily focused
on enhancing social support (Scott et al., 2004; Northouse et al., 2005; Given et al., 2006;
Campbell et al., 2007; Budin et al., 2008; Baucom et al., 2009; Lyon et al., 2014; Bernacki
et al., 2015). To the research team’s knowledge, no interventions have been studied to date
addressing communication between caregivers and patients’ HCP.

Caregivers of patients with glioblastoma multiforme (GBM) and other malignant gliomas
represent a group in urgent need of communication skills. These highly aggressive, devastating
neurologic diseases are characterized by headaches, seizures, and deterioration of physical and
cognitive function. Even with initial optimal treatment including radiation, surgery, and/or
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chemotherapy to reduce tumor burden, nearly all malignant glio-
mas recur (Wen and Kesari, 2008). Personality changes, mood
disturbances, and cognitive limitations are unavoidable and
make the provision of care particularly challenging (Salander,
1996; Catt et al., 2008), requiring that caregivers quickly take
over responsibility for healthcare communication. As such, opti-
mal outcomes for patients may depend on caregivers’ ability to
initiate difficult, yet necessary, ACP discussions.

To date, no intervention has specifically provided caregivers
with training to improve their skills and confidence as collabora-
tors with both patients and HCPs and, later, as healthcare proxies.
The objective of this study was to develop and pilot test a brief
communication training to equip caregivers of patients with
malignant gliomas with the skills necessary to initiate and suc-
cessfully navigate challenging ACP conversations.

Method

Development of training

A team of psychologists and neuro-oncologists collaborated with
the Memorial Sloan Kettering Cancer Center Communication
Skills Training and Research Program (Comskil) to create training
materials for two modules to address communication challenges
identified through literature review and clinical experience of
the team. The modules were established through six steps
(Brown et al., 2010) outlined in Table 1 and designed after the
core communication components in the Comskil Conceptual
Model (Figure 1).

Participants

Participants were recruited through physician referral from the
MSK Brain Tumor Center and were self-reported current caregivers
to a patient with a malignant glioma, fluent in English and age ≥18.

Procedures and measures

Eligible and interested caregivers provided informed consent.
Participants completed a demographic and pre-training question-
naire at baseline and a training evaluation one day post-training.
All participants were asked if they would be willing to complete
an optional 45-minute interview 2 months post-training via Webex.

Demographic information (Lichtenthal et al., 2015). Demographic
data including gender, race, ethnicity, socioeconomic status,
religion, relationship to patient, and caregiving duration were
assessed.

Comskil Pre-Training Evaluation (Brown et al., 2010; Lubrano et al.,
2010). Following standard Comskil practice, an anonymous sur-
vey was sent electronically one week pre-training which asked two
questions about confidence in discussing ACP with loved ones
and HCPs. Questions were rated on a five-point Likert scale,
anchored at (1) “strongly disagree” and (5) “strongly agree.”

Comskil Module Post-Training Evaluation (Brown et al., 2010;
Lubrano et al., 2010). This anonymous form evaluated partic-
ipants’ perceptions of training modules and was sent electron-
ically one day post-training. The questions were rated on a
five-point Likert scale anchored at (1) “strongly disagree” and
(5) “strongly agree.”

Qualitative Interview. A 45-minute semi-structured interview
guide evaluated participants’ reactions to the training,

including the impact of training on engagement in ACP discus-
sions, confidence in engaging in discussions, and areas of
refinement.

Intervention

Originally designed to be delivered in-person prior to the
COVID-19 pandemic, the Communication Training took place
virtually via Zoom and included two modules: (1) ACP
Discussions with your Loved One and (2) ACP Discussions with
the Medical Team. Training included a 15-minute lecture and
90 min of role-play exercises where caregivers practiced skills
with actors trained to portray patients and HCPs. Realistic scenar-
ios were created and tailored to caregivers’ reported concerns,
which is standard practice in Comskil (Bylund et al., 2011;
Kissane et al., 2012; Pehrson et al., 2016). For example, caregivers
specified unique challenges, such as “My husband gets really
angry when I try to bring this up,” and actors were coached to
portray the angry husband. After role-plays, caregivers set a
SMART (Doran, 1981) (Specific, Measurable, Attainable,
Relevant, and Time-bound) goal related to ACP conversations
to motivate and direct behavior change (Locke and Latham,
2006). Post-training, caregivers received example documents

Table 1. Processes used to establish caregiver-specific communication modules

Step Description

Step
1

Conducted literature review to identify communication
challenges.

Step
2

Held consensus review meetings to form core module
components with a team spanning communication training
experts, psychologists specializing in caregiver research and
clinical care, and neuro-oncology HCPs.
Solicited feedback from Patient and Family Advisory
Committee (PFAC) to ensure topics of interest and
communication needs were covered in a way that is sensitive
to caregivers’ experiences.

Step
3

Created modular blueprints of core communication
components as outlined in Comskil Conceptual Model, which
posits four key interaction components:
• Goals — effective ACP discussions with patients and HCPs
• Strategies — deliberate, a priori plans laid out in a
meaningful sequence to facilitate goal achievement

• Skills — discrete utterances that move dialogue forward
• Process Tasks — sets of dialogues or nonverbal behaviors
that create an environment for effective
communicationThese goals, strategies, skills, and process

tasks guided all proceeding module development.

Step
4

Produced training materials developed collaboratively by PIs
including:
• A training booklet covering content from the didactic lecture
• Exemplary videos of actors portraying patients and
caregivers interacting with HCPs to demonstrate effective
use of communication components

Step
5

Created experiential role-play scenarios (e.g., “talking to HCPs
about becoming a healthcare proxy”) and then tailored them
to individual caregivers’ perceived challenges (e.g., “I’m afraid
my wife will break down if I bring this up”) while providing a
specific example to practice newly learned skills

Step
6

Conducted open trial with 15 caregivers to complete formal
evaluations, and make iterative revisions to the training in
preparation for an RCT.

HCPs, healthcare professionals; ACP, advanced care planning; RCT, randomized controlled
trial.
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frequently used in carrying out ACP (e.g., DNR/DNI and health-
care proxy forms) to facilitate discussions. Two weeks post-
training, study staff called caregivers to evaluate progress toward
SMART goals and review skills as needed.

Analytic plan

Sample characteristics were summarized using descriptive statis-
tics. A priori feasibility benchmarks were the ability to recruit
15 caregivers within 12 months and a training completion rate
of 10 out of 15 caregivers. Measurement of acceptability was
guided by the Kirkpatrick Model, which proposes four assessment
levels for evaluating the impact of trainings (Kirkpatrick, 1967).
Acceptability (Level 1) was assessed via satisfaction on the
Comskil Module Evaluation Form. Results were analyzed descrip-
tively and mean item scores ≥4 were deemed acceptable.

Interviews were audio-recorded, transcribed, and analyzed
using thematic content analysis. Transcripts were reviewed inde-
pendently by the coding team (Memorial Sloan Kettering
Cancer Center) to identify key feedback, reach consensus on con-
ceptual findings, and identify recurrent themes, which were then
refined in a consensus meeting with the PI (Memorial Sloan
Kettering Cancer Center).

Results

Over 12 months, 15 caregivers enrolled, 9 of whom participated in
one of five trainings; 4 completed the qualitative interview
(Figure 2). Of these, 8 submitted SMART goals (Table 2).

Participant demographic and medical characteristics are pre-
sented in Table 3. Pre-training, 62% reported “mixed feelings”
regarding confidence in discussing ACP with their loved ones
(n = 8, M = 2.92), and 77% (n = 10, M = 4.0) reported confidence
in discussing ACP with HCPs. Post-training, five participants
completed the anonymous survey evaluating Module 1 (ACP
Discussions with Your Loved One), and three for Module 2
(ACP Discussions with the Medical Team) (Table 4). Most felt
confident that they would use skills learned with their loved
one and HCPs and indicated that these skills would help their
loved one receive optimal care. Most agreed that the timing of
the training was appropriate and two shared additional feedback
(i.e., one suggested setting SMART goals before concluding the
training day as opposed to after, and one requested resources to
help prepare for future caregiving responsibilities).

Four caregivers participated in in-depth interviews from which
five key themes emerged (Table 5): (1) The training increased care-
givers’ willingness and confidence to discuss ACP. (2) The structure
and components (i.e., didactic presentation, role-play, and
follow-up call) of the training were helpful in promoting ACP dis-
cussions. (3) The training provided social support. (4) Empathic
communication was the most helpful skill learned. (5) The optimal
timing for training depends on patients’ illness trajectories.

Discussion

We developed a communication training for caregivers to pro-
mote ACP discussions and evaluated its feasibility and acceptabil-
ity. Despite occurring during the initial year of the COVID-19

Fig. 1. Core communication components in the comskil
conceptual model.
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pandemic, recruitment was feasible as 15 caregivers of 33 screened
enrolled in 1 year, consistent with previous studies (Diamond
et al., 2017; Smith et al., 2018) and the investigative team’s recruit-
ment goals. Nine caregivers attended the training, a completion
rate (60%) that is slightly lower than our target of 67%, though
likely a reflection of the well-documented challenges caregivers
face in utilizing psychosocial support in addition to the unique
challenges imposed by the pandemic.

The adoption of communication skills helped caregivers feel
more willing to open ACP discussions, a shift that was underscored
by participants’ SMART goals (Table 2). It is unsurprising that not
all participants reported overall confidence in engaging in ACP dis-
cussions with patients post-training; such discussions are emotion-
ally difficult and, in most cases, must be repeated throughout the
illness journey. In terms of the impact of training on communication

with HCPs, caregivers reported confidence in engaging in such dis-
cussions and making use of the specific skills taught.

There was mixed feedback regarding timing of the training. On
average, training occurred 8 months into participants’ caregiving
journeys, long after patients’ initial diagnoses. It is likely that ear-
lier delivery of the training could help caregivers navigate treat-
ment planning in advance of being required to assume
responsibility for healthcare communication. This desire to pro-
vide communication skills earlier, however, must be balanced
with sensitivity to the emotional devastation of newly diagnosed
families. As malignant gliomas can be aggressive, with most
patients dying within 9 months of recurrence (Wen and Kesari,
2008), caregivers may benefit from receiving the training closer
to the patient’s initial diagnosis, though only after they have
had time to adjust to such life-altering news.

Fig. 2. Consort diagram.

Palliative and Supportive Care 191

https://doi.org/10.1017/S1478951522001080 Published online by Cambridge University Press

https://doi.org/10.1017/S1478951522001080


In-depth interviews highlighted a particular benefit of train-
ing in empathic communication skills, which caregivers felt
would be particularly helpful in navigating discussions with
loved ones. Role-play scenarios provided the opportunity to
practice these skills and verbalize specific empathic statements
in advance of doing so with loved ones. Additionally, caregivers
shared that participation helped them feel less isolated. While
not an explicit goal of the training, the program brought care-
givers together and created a sense of community among partic-
ipants. This added value can be fostered in future trainings with
larger groups of caregivers and follow-up sessions with contin-
ued opportunity for connection. While engaging caregivers for
in-person appointments is often challenging, telemedicine
removes many barriers to care (e.g., transportation, coverage
for patient’s care) and makes the possibility of larger groups
more feasible.

Limitations and future directions

This study had several limitations. The small and sociodemo-
graphically limited sample of predominantly White,
non-Hispanic, and high socioeconomic status participants limits
generalizability of findings. Our data are also limited by the rela-
tively low completion rate of post-training evaluations, which may
reflect the heavy burden of caregiving for a patient with a

Table 2. Participant specific, measurable, attainable, relevant, and time-bound
(SMART) goals

Study
ID SMART Goal

1003 “My SMART goal was to talk to [the patient] about planning
for the future. Including a will and his wishes.”

1004 “I will discuss with [the patient] the importance of having his
wishes concerning his medical treatment documented. I will
assist him in completing forms such as a DNR, Living Will,
NYS MOLST and/or Power of Attorney forms as applicable
per his wishes. I will also review with [the patient] his
current Health Care Proxy to confirm that he doesn’t want to
make any changes.”

1006 “Have a conversation about the ‘what if’s’; just have a
conversation acknowledging the need to have that
conversation.”

1007 “Get legal paperwork in order (along with tax matters)
regarding legal & finance aspects of life, plan summer with
[the patient], have more in depth talk about when [the
patient] is not in capacity and what his wishes are. Go to
therapy!”

1008 “Funeral planning”

1011 “Make a folder of the example documents provided by the
hospital, and other resources I’ve gathered regarding
‘getting affairs in order’ and leave on my desk in their home,
along with a letter explaining my passion for supporting
them through this process, and list ways I can support them
…”

1013 “Start talking about advanced care planning. Find out my
husband’s wishes and what he wants for his care.”

1014 “Start having smaller conversations to make my husband
feel comfortable talking about these things. Asking him
questions ‘have you thought about this?’ ‘How do you feel
about this?’ to prepare him in advance of their next
appointment and making me his healthcare proxy.”

Table 3. Characteristics of participants who completed trainings

Characteristic N = 9

Gender, n (%)

Female 9 (100%)

Age

Mean (SD) 48.4 (12.4)

Median (IQR) 49 (43, 52)

Race and ethnicity, n (%)

Hispanic 2 (22%)

Non-Hispanic white 7 (78%)

Relationship status, n (%)

Single 1 (11%)

Married 7 (78%)

Living in a married-like relationship 1 (11%)

Education, n (%)

Vocational school or some college 1 (11%)

College degree 5 (56%)

Professional or graduate School 3 (33%)

Income, n (%)

$5,000 to $9,999 1 (11%)

$40,000 to $74,999 1 (11%)

$75,000 or more 7 (78%)

Employment status, n (%)

Paid full-time employment 5 (56%)

Paid part-time employment 1 (11%)

Self-employed 1 (11%)

On leave with pay 1 (11%)

Homemaker 1 (11%)

Patient’s cancer type, n (%)

Glioblastoma Multiforme 7 (78%)

Anaplastic Astrocytoma 1 (11%)

Anaplastic Oligodendroglioma 1 (11%)

Months spent providing care

Mean (SD) 7.56 (4.48)

Median (IQR) 6 (6, 11)

Hours/day spent providing care

Mean (SD) 8.33 (8.36)

Median (IQR) 6 (3.3, 9.5)

Relationship to the patient, n (%)

Spouse/Partner 7 (78%)

Child 2 (22%)

Caregiver/patient cohabitation, n (%)

Yes, all of the time 7 (78%)

Yes, since his/her initial diagnosis 1 (11%)

No 1 (11%)

SD, standard deviation; IQR, interquartile range.
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malignant glioma. Additionally, anonymous evaluations pre-
cluded the ability to perform pre-post data analyses or associa-
tions with participant characteristics; however, it also supports
validity of evaluations by reducing demand characteristics.
Future trainings should evaluate the feasibility, acceptability,
and efficacy of the training in larger, more diverse samples.

Our novel communication training intervention promotes
ACP by equipping caregivers with vital skills to maneuver diffi-
cult, but crucial conversations. As a next step, we will evaluate
the efficacy of this training through a fully powered randomized
controlled trial with caregivers of patients with malignant glio-
mas, and then subsequently among caregivers of patients with a

Table 4. Module 1 (ACP Discussions with Your Loved One) and module 2 (ACP Discussions with the Medical Team) evaluation responses

Item
N (%) Agreed or Strongly

Agreed Mean

Module 1 (ACP Discussions with Your Loved One) N = 5

Now that I have attended this workshop, I feel confident discussing ACP with my loved one. 2 (40%) 3.6

I feel confident that I will use the skills I learned today with my loved one. 5 (100%) 4.6

The skills I learned today will allow my loved one to receive optimal care. 4 (80%) 4.4

The workshop prompted me to critically evaluate my own communication skills with my loved one. 5 (100%) 4.5

The small group facilitators were effective. 5 (100%) 4.6

Module 2 (ACP Discussions with the Medical Team) N = 3

Now that I have attended this workshop, I feel confident discussing ACP with my loved one’s medical team. 2 (67%) 4.0

I feel confident that I will use the skills I learned today with my loved one’s medical team. 3 (100%) 4.7

The skills I learned today will allow my loved one to receive optimal care. 3 (100%) 4.7

The workshop prompted me to critically evaluate my own communication skills with my loved one’s
medical team.

3 (100%) 4.3

The timing of this training was appropriate. 2 (67%) 4.3

I would have preferred to participate in this training earlier on, when my loved one was first diagnosed. 2 (67%) 2.3

Table 5. Key themes from qualitative interviews (n = 4)

Theme Representative Quotations

Training increased caregivers’
willingness and confidence to
discuss ACP

“This reinforced the importance of communication… But I felt that the study, the program, was helpful in giving me an
opening, like how to bring it up.” (P1008)

“I feel that I maybe have some tools, like I learned a little bit about advanced care planning and just kind of watching the
videos, it normalized it for me, like oh yeah I’m not doing the wrong thing by just trying to talk about it. It’s very much a
part of our lives right now. And so, I think just the permission and the encouragement that it is important was really
helpful.” (P1011)

“I would say that feeling more confident in communication has made me less stressed.” (P1008)

Structure of the training was
helpful in motivating
caregivers to engage in ACP
discussions with their loved
ones

“When I sat down with [the patient] to speak to him it kind of helped me ask the questions, like because I had already
done it with the actor. So it kind of, I was able to sit with [the patient] and ask him the same questions and talk to him
about what we needed to discuss and regarding being taking care of, taking care of him, what does he want.” (P1013)

“It sort of encouraged me to talk about things that I didn’t want to talk about. So that was very helpful. It was after that
call that I talked to him about, we started talking about end-of-life care, and stuff like that. I brought that up. So that was
helpful.” (P1008)

The training provided social
support for caregivers

“I found purpose because there was somebody else in the training, and I felt like my vulnerability could impact her… I
found great purpose in sharing space with another woman that was going through the same thing I was.” (P1011)

“It was interesting to get the perspective of another person who is going through this.” (P1008)

Empathic communication
was the most helpful skill
learned

“Validating his feelings, that’s something I’ve been really trying to work on.” (P1003)

“What I’ve been trying to do is say things like ‘I know this is disgusting to talk about, I know this is really hard.’ Trying to
acknowledge his feelings, not just be all in my own head. And that’s something that we talked a lot about in the
communication study, and that’s been helpful for both of us. I am trying to see things more from his perspective.” (P1008)

The optimal timing for
training depends on patients’
illness trajectory

“Well I think it depends on because I had my own caregiving journey, if he had been sicker, I would have needed it earlier.”
(P1008)

“Because the diagnosis is the diagnosis, right? And the clock is ticking. It’s not very beneficial to have access to support
months later, and not have any sort of support from the beginning.” (P1011)

ACP, advanced care planning.
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variety of cancers. As all caregivers can benefit from the skills
taught in this training, our goal is to refine this program to be
beneficial to as many caregivers as possible.
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