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Palliative care has potential to improve quality of life and goal-concordant care for
patients with adult congenital heart disease (ACHD). However, it is rarely employed prior
to critical illness because the best methods for implementation are not well-defined. We
qualitatively evaluated ACHD patients’ understanding of and opinions regarding pallia-
tive care and advance care planning (ACP) to better define the needs of this population.
We conducted a thematic analysis of 25 semistructured interviews with patients with
ACHD in which we assessed participants’ perspectives on the need for, and barriers and
facilitators to, the use of palliative care and ACP. In a group of participants with ACHD
(mean age 38, 48% male) classified as simple (24%), moderate (32%), or complex (44%),
we identified 4 major themes: (1) using knowledge to combat future uncertainties; (2)
unfamiliarity with and limited exposure to palliative care and ACP; (3) facilitators and
barriers to engaging in palliative care and ACP; and (4) importance of timing and presen-
tation of ACP discussions. In conclusion, participants expressed a desire for knowledge
about ACHD progression and treatment. They supported routine incorporation of pallia-
tive care and ACP and identified related facilitators and barriers to doing so. Importantly,
timing and format of these discussions must be individualized using shared decision-mak-
ing between clinicians, patients, and their families. © 2020 Elsevier Inc. All rights
reserved. (Am J Cardiol 2020;135:128−134)
ardiology, University of Washington, Seattle, Washing-

edicine, University of Washington, Seattle, Washington;

onology and Critical Care, University of Washington,

on; and dCambia Palliative Care Center of Excellence,

hington, Seattle, Washington. Manuscript received June

nuscript received and accepted August 18, 2020.

ing was provided by a training grant from the National

lood Institute (T32 HL 125195) and the Cambia Health

, Washington.

or disclosure information.

g author: Tel: (206) 221-8240; fax: (206) 616-1022.

s: jills8@uw.edu (J.M. Steiner).

www.ajconline.orgElsevier Inc. All rights reserved.

1016/j.amjcard.2020.08.038
Background

Honoring patients’ care preferences surrounding quality
of life drives high-quality medical care.1 This is especially
important for patients with adult congenital heart disease
(ACHD) who live with chronic illness. Life expectancy has
markedly increased with medical and surgical advance-
ments, but many continue to face disability, multimorbidity,
and early death.2 Palliative care improves patients’ quality
of life through the early identification, assessment, and
treatment of pain and other problems that cause suffering.3

Part of palliative care is advance care planning (ACP), a
process that allows individuals to plan for their future health
care.4 Prior studies indicate that patients with ACHD want
information about prognosis, view discussions about future
care as important, and are willing to participate in such dis-
cussions.5−7 Yet actions involving palliative care and ACP
rarely occur prior to the onset of severe illness.8,9 Practices
vary, partly because best methods for implementing them
in this population are not well defined.7,10 In this study, we
utilized qualitative methods to assess participants’ perspec-
tives on the need for, and barriers and facilitators to, the use
of palliative care and ACP.
Methods

We conducted a qualitative study in follow-up to a cross-
sectional survey study evaluating patients’ views on pallia-
tive care with special emphasis on ACP.7 Following survey
completion, respondents were given the option to provide
contact information if interested in participating in a subse-
quent interview. Out of 150 survey respondents, 103 (69%)
provided contact information for this purpose. We con-
tacted potential participants in 3 rounds, using random
selection and then purposive sampling to ensure a diverse
sample. Purposive sampling criteria included diversity in
ACHD lesion severity, age, race, and sex. We attempted to
contact 42 potential participants; we were unable to reach
14 after at least 3 attempts, 1 declined, and 2 were pending
at the time of saturation. This study was approved by the
University of Washington Institutional Review Board. All
participants gave informed consent and permission for med-
ical record access.

We conducted semi-structured interviews 4 to 6 months
after survey completion. A single team member (JMS)
interviewed participants either in person (n = 1) or over the
phone (n = 24), based on participant preference. Interviews
ranged in length from 22 to 59 minutes, mean 43 minutes,
and were audio-recorded. Interview questions (see Appen-
dix) were open-ended and assessed knowledge of and views
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Table 1.

Participant demographics

Characteristic Statistic (n = 25)

Age (years),* median, range 38 (21-63)

Male* 12 (48%)

White 17 (68%)

Hispanic 3 (12%)

Asian 3 (12%)

Other 2 (8%)

Adult Congenital Heart Disease Severity*

Simple 6 (24%)

Moderate 8 (32%)

Complex 11 (44%)

Education Level

High School Diploma/Equivalent 8 (32%)

4-year College 10 (40%)

Graduate 7 (28%)

Religious (self-report) 9 (36%)

Physical/Emotional Symptoms

None 8 (32%)

Nonlimiting 11 (44%)

Limiting 6 (24%)

Prior experience with advance care planning

or palliative care

10 (40%)

* Part of purposive sampling criteria

Congenital Heart Disease/Adult Congenital Heart Disease Palliative Care 129
regarding palliative care and ACP. The interview guide was
created based on research questions and survey findings.
We completed 25 interviews, at which point we reached
thematic saturation, the point at which no new themes were
identified.11,12 Interviews were transcribed verbatim; identi-
fying information was excluded.

Demographic information and ACHD diagnosis were
obtained from electronic medical records and survey ques-
tions.7 ACHD was categorized as being of simple, moderate,
or great complexity in agreement with the ACHD guide-
lines.13 Data were analyzed using the web-based application
Dedoose (Version 8.0.35 (2018). Los Angeles, CA: Socio-
Cultural Research Consultants, LLC; www.dedoose.com).

Interview data were analyzed using thematic analysis, an
approach which allowed us to identify themes contained in
the interviews.14−16 We created an initial codebook begin-
ning with interview questions themselves as well as themes
previously identified in prior literature.5,6,9 We then revised
the codes and themes as they emerged from the interview
data. Codes were reviewed and revised by 2 team members
(JMS and RAE) using 2 interviews, and then 3 team mem-
bers (JMS, AD, CEB) iteratively revised the codebook by
coding 5 additional interviews. We ensured that we reached
consensus, defined as at least 80% agreement among team
members, before finalizing the codebook. The remainder of
the interviews were then coded by 1 team member (AD)
and reviewed by JMS to ensure consensus in code assign-
ment. Themes and the links between themes were derived
by JMS and AD. Team members did not have a prior rela-
tionship with study participants.
Results

Twenty-five patients with ACHD took part in the study
(Table 1), 12 (48%) of whom were male. Mean age was
38 years (range 21 to 63 years). Six participants (24%) had
simple, 8 moderate (32%), and 11 complex (44%) ACHD
lesions. The majority (76%) reported not feeling limited by
physical or emotional symptoms related to ACHD. Ten
(40%) had some prior exposure to ACP or palliative care,
most frequently in relation to a surgery or cardiovascular
intervention. Participants qualitatively reported good func-
tional status despite living with significant ACHD, describ-
ing it as their own version of normal. However, they all
described concerns that can be categorized as “palliative
care needs” as well as barriers and facilitators to the use of
palliative care and ACP.

At some point in the interview, 72% of participants
described having experienced negative emotional impacts
of living with ACHD. Feelings of uncertainty and worry
about the future as it relates to having ACHD were ubiqui-
tous. Participants wanted to know as much as possible about
their condition and prognosis, feeling this might provide
some degree of control over the unknown. They frequently
described knowledge as power, and they cited ACP as a
way to facilitate educated decision-making “if things got
bad.” “I need to know everything, because I need to know,
‘Oh, this could happen.’ ‘This is normal. . . . I want to be
able to, if a decision comes up, have a sense of knowledge
about it already to help make that decision” (43-year-old
female, complex disease). Participants also hoped having
knowledge could lead to better outcomes: “I just want to
know what my options are and be knowledgeable about the
disease that I have and what I can do to either help it or
make it better so I have a better quality of life overall.” (21-
year-old female, complex disease).

Feelings of uncertainty were exacerbated by not having
others like them (i.e., with similar severity ACHD) with
whom to discuss their feelings. Being part of a support group
or ACHD community was endorsed by more than half of par-
ticipants as a desirable way to learn what to expect as they
grow older with ACHD. “Even if it’s just to learn about who
are some people that have a condition like I do that are older
than me, and what are some of the things that they go through
when they’re older. Like what are some of the things I can
expect as I get older? Because frankly, I don’t really know”
(44-year-old male, complex disease).

Participants were notably unfamiliar with the definition
and elements of palliative care. Seven participants (28%)
stated they did not know what palliative care entailed, and
another 6 (24%) participants asked for further clarification.
Those who reported having heard the term poorly understood
its meaning. Participants described it using phrases such as
“giving up” and “hospice”: “I’m dying. We have exhausted
all of our options” (63-year-old female, moderate disease).
Another equated it to their healthcare team giving up on
them: “It sounds scary, and I would be scared if I hear that,
because that’s like hearing my doctor give up on me” (39-
year-old female, complex disease). Participants with complex
ACHD seemed relatively more likely to report palliative care
familiarity than those with milder disease (5 compared to 2
each for simple and moderate disease).

Similarly, most participants were only vaguely familiar
with the term “advance care planning.” Despite not being
able to define it clearly, approximately two-third of partici-
pants described encountering some form of ACP in the past.
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Twenty-eight percent of participants had previously signed
official documents such as wills or advance directives. Some
remembered filling out ACP paperwork prior to a surgery (3
participants), and 1 had done so during a heart failure hospi-
talization. Those with complex ACHD seemed relatively
more likely to have had prior ACP discussions regarding
their own care (4 participants compared to 1 each for simple
and moderate disease), but not more likely to be familiar
with the concept in general. The majority of participants
(56%) had at some point thought about or talked to family
members about ACP, but “just never got around to” taking
any formal action such as completing an advance directive.
Older participants, in particular, mentioned it had “come up
over the years” or felt like it was discussed more recently
because of their age, with most participants over 35 years of
age reporting prior ACP knowledge.

Many participants familiar with palliative care or ACP
learned about it from having experienced the illness or
death of a loved one (5 participants) rather than having
encountered it with regard to their own condition. One
remarked, “Honestly, it was brought to my mind less from
my own treatment and more when my dad got cancer. Prior
to that, it wasn’t really something I thought about much,
even. . . when I was having surgeries” (27-year-old male,
simple disease). A middle-aged participant with advanced
complex disease described in detail the extensive planning
he had done for his elderly father, but then acknowledged
never having thought to do the same for himself. Some par-
ticipants learned about it through their jobs in medical or
scientific positions, or at school (5 participants). These par-
ticipants seemed most likely to associate palliative care
with comfort and pain management as opposed to only hos-
pice or end-of-life care. They were also receptive to these
services.

When discussing palliative care as a tool to alleviate suf-
fering, participants were interested in incorporating it into
Table 2.

Facilitators and barriers to participation in advance care planning

Facilitator Supporting Quote

Arranging logistics “You’re able to spend wh

having to worry about t

plex disease

Lessening burden on loved ones “I want to make sure that

don’t want to put them i

sions already made for t

Ensuring preferences are honored If I was walking and got h

for me, there is a strong

male, simple disease

Barrier Supporting Quote

Cost of creating legal documents People just try to get by d

have to have a lawyer p

it sooner than later, that

complex disease

Lack of resources to make informed decisions My main impediment is ju

one has handed me a pa

trying to make that deci

Denial and avoidance are easier Maybe it’s a part of denia

this in writing. − 36-ye

colored glasses. − 37-y
their future care. Many voiced that they would want assis-
tance being comfortable and able to focus on their priorities
if their medical condition deteriorated: "If I was bedridden,
or things were just going downhill, then yeah, I’d want to
be in a situation where I was getting the support I needed”
(31-year-old male, complex disease). One participant
described seeing a role for palliative care in potentially
increasing longevity through the provision of comfort-
focused care: “If you’re in pain all the time, you don’t want
to live. Your quality of life sucks. So if you can get really
good interim care, then you will want to stick around more.
You’ll live longer” (56-year-old female, moderate disease).

Similarly, participants acknowledged the importance of
ACP as a way to plan for care in the future. Half of the
study participants said something like “anything can hap-
pen” at any time. One participant said, “Well, people have
car accidents and end up on life support. And you never
know when that sort of thing’s gonna happen. You don’t
have to be old. . . and how healthy or unhealthy you are is
not necessarily a good indicator of when you’re gonna go”
(63-year-old female, moderate disease). Overall, ACP was
described as a tool to be prepared for the unexpected. “We
may go through our whole lives never needing that seatbelt,
but because we know it, and we use it, that 1 time in a mil-
lion, it will save our lives. . .Maybe we’ll never need [palli-
ative] care or hospice, or we’ll never need a counselor, but
we know it’s there” (56-year-old female, moderate disease).
Other facilitators to ACP are described in Table 2.

In contrast to aspects that encouraged participants to
seek out palliative care and ACP, they also noted barriers.
For palliative care, participants’ association of palliative
care with end-of-life care or hospice clearly led to a reluc-
tance to be referred to palliative care services: 2 participants
indicated they were surprised to be asked about palliative
care at this time, given their relative good health. For ACP,
participants primarily discussed feeling unsure about the
atever quality time that you have with your friends and family, rather than

hings that you shouldn’t have to worry about.” − 36-year-old male, com-

I have everything laid out, and that I’m not a burden to my children. . . I

n situations where they’ll have to make decisions. I would like those deci-

hem.” − 36-year-old male, moderate disease

it by a bus and got put in a state where the decision would need to be made

chance that they would not be decisions I would want.” − 27-year-old

ay by day, let alone spend $100 on a living will. I think it’s costly. . . You

repare an advance directive. Maybe if they were given a discount if they did

might be something that they could think about. − 39-year-old female,

st lack of information and lack of resources. . . The main impediment is no

cket before. − 30-year-old female, complex disease I feel like I’m a layman

sion, and I just don’t know enough. − 40-year-old male, complex disease

l to say that nothing is ever going to happen, so I don’t actually have to put

ar-old female, simple disease Sometimes it’s better to live life with rose-

ear-old male, complex disease
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Figure 1. . Participants’ opinions about the ideal age to begin ACP discussions.
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personal relevance of ACP. “It’s hard to feel like you want to
talk about it if everything’s going OK. It doesn’t feel like a
priority” (52-year-old male, moderate disease). Remember-
ing a prior ACP discussion, 1 participant remarked, “It didn’t
feel as real, talking about those things, because I was a teen-
ager. . . You’re not really worried about what’s going to hap-
pen to you later on in life” (25-year-old female, complex
disease). Other barriers to ACP are described in Table 2.

Most participants expressed a desire for early ACP dis-
cussions, prior to the development of serious complications.
“When you’re well is kind of the time to make those deci-
sions or start planning out those decisions” (27-year-old
male, simple disease). They expressed concern that delay-
ing decision making until health deterioration might be
stressful, or even too late. “It would be kind of hard to do
something like that in the heat of the moment of crisis, and
I think it would just add to the stress and anxiety involved”
(33-year-old female, moderate disease). However, there were
some who preferred delaying ACP conversations until a cer-
tain time or event, such as if the healthcare provider became
concerned about an acute decline. This was particularly the
case for the few who had concerns that ACP discussions
might negatively affect their emotional quality of life and
who preferred to focus on positivity. Participants’ sugges-
tions as to a specific age when these discussions might be
appropriate ranged almost the whole life span (Figure 1). Par-
ticipants also acknowledged that certain factors, such as clini-
cal status, maturity, and emotional or mental health issues,
could impact the “best” time for discussions.

Despite the wide range of responses surrounding timing,
almost everyone suggested that ACP discussions should be
presented as standard practice. Normalizing ACP discussions
as “an item on the agenda” (29-year-old male, simple disease)
was popular. “It becomes a rite of passage for someone with a
congenital heart defect. . . That’s just what you do. . . Every-
body does it.” (40-year-old male, complex disease). However,
participants also pointed out that discussions should not be
forced. They suggested starting with a basic introduction to
“at least just get it on their radar and just let them know that
this is something that you may have to think about, and that
we will be having conversations about this more and more as
time goes on” (21-year-old female, complex disease). Many
felt that decisions should not be made during the first discus-
sion. Participants also recognized that care preferences could
evolve, indicating the need to revisit them.

Participants made a variety of suggestions regarding the
materials through which ACP information should be made
available (Figure 2). The majority (68%) felt written or
electronic materials should be accompanied by a verbal
introduction. Twelve participants (48%) expressed interest
in written materials such as pamphlets or brochures, while
5 (20%) expressed a preference for links to online materi-
als. Two participants suggested using both modalities con-
currently, specifically to accommodate patients with less
technological comfort or access. Five participants (20%)
explicitly wanted a checklist as part of their resources.

Regardless of the platform, it was important to partici-
pants that materials be tailored. “If you give them something
that has a gray-haired person on the front, I think it implies
that ‘Well, these are things to think about, but I don’t really
need to do it right now, because it’s not going to affect me
yet.’ Which, something can happen at any time. . . So I think
if you want people to have the conversation earlier and feel
like it is relevant to their lives, then even changing the pic-
tures on the front could be helpful” (21-year-old female,
moderate disease). Participants acknowledged the important
role their parents have played in decision making surround-
ing their heart condition, and several expressed that they
would want their parents and/or spouses involved in meetings
about ACP. They also commented on the importance of a
strong physician-patient relationship for the success of ACP
discussions.



Figure 2. Participants’ suggestions regarding preferred format for receiving PC/ACP materials.

132 The American Journal of Cardiology (www.ajconline.org)
Discussion

This is the first study to use qualitative methods to exam-
ine the barriers and facilitators regarding implementation of
palliative care and ACP in ACHD patients. It adds depth to
the small body of existing quantitative literature on pallia-
tive care in ACHD,5−9,17 and it expands the existing litera-
ture on living with ACHD.17,18 The following 4 themes
arose from interviews: (1) using knowledge to combat
future uncertainties; (2) unfamiliarity with and limited
exposure to palliative care and ACP; (3) facilitators and
barriers to engaging in palliative care and ACP; and (4)
importance of timing and presentation of ACP discussions.

Palliative care is infrequently utilized in ACHD prior to
critical illness,6,17,18 despite ACC/AHA guidelines13,19 rec-
ommending its inclusion and prior work suggesting that
patients want more exposure to palliative care and ACP.5−7

Findings in this study were similar. However, participants
viewed planning for the future as difficult due to the distress
associated with living without a clear prognosis, also in line
with prior ACHD literature.20 Despite interest in palliative
care and ACP, participants lacked understanding of these
concepts, a similar finding as in cystic fibrosis, an analo-
gous life-long illness where ACP discussions are infre-
quent.21,22 Ongoing patient education about disease
progression and palliative care options will be important to
address some of the misconceptions identified as barriers in
this study. Building on familiarity with palliative care
gained from experiences with others (i.e. family members
with cancer) and the concept that ACP may be most useful
in cases of prognostic uncertainty may be helpful.

Early adulthood has been suggested as the optimal time
for the initiation of palliative care or ACP discussions in
patients with ACHD and in similar populations.6,23−25

However, our participants provided a wide range of
responses regarding best timing; they suggested that the clini-
cal situation as well the maturity level of the person were
important considerations. Their responses suggest that health-
care providers do not need to be constrained by a single “best
time” - that using clinical judgement and patient-centered
communication might help to identify appropriate opportuni-
ties. In addition, participants in our study supported normaliz-
ing palliative care and ACP discussions by including them as
part of routine adult care, and everyone agreed that avoiding
them altogether was not the correct approach. Similarly, in
cystic fibrosis, patients indicate that ACP discussions are best
addressed as part of a routine outpatient visit, when they are
healthy and without acute health stressors, and that waiting
for limited prognosis is too late.22,25

These findings suggest that clinicians should introduce
basic education on palliative care as a routine part of patient
care in ACHD starting early in adult life, while keeping in
mind that actual decision-making is a process that will vary
in type and timing from person to person. Materials, includ-
ing text and images, should be tailored to a younger audi-
ence with chronic disease to address participants’ concerns
about generic materials. Ultimately, timing and format pref-
erences remained highly individualized, reflecting the need
for health care providers leading these discussions to be
equipped with flexibility and diverse resources. Further-
more, preferences may change over time, and innovations
in therapies have and will continue to impact prognosis and
therefore palliative care and ACP.

In addition to clinicians’ roles in introducing palliative
care, peer support communities may facilitate learning about
ACP, symptom management, and working though difficult
decisions. Support groups or peer gatherings were suggested
as desirable means to provide a type of “mentorship” in liv-
ing with ACHD. Similar findings regarding the utility of peer
support have been reported in adolescents and young adults
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with cancer.26 However, it should also be acknowledged that
support groups are not a preferred social environment for
everyone, and that potential for dissemination of misinforma-
tion exists. Nonetheless, these findings suggest support
groups should be investigated as a means of addressing palli-
ative care needs in ACHD.

Several study limitations may limit the generalizability
of these findings. Participants were recruited from a pool of
respondents to a survey about ACP and palliative care who
indicated their interest in participating in an interview. It is
possible that these participants had heightened interest in
this topic and that their responses could have been influ-
enced by survey participation. In addition, participants
were well-educated, reported reasonably good health, and
received care in a health system with a relatively advanced
palliative care program. Ethnic minorities were underrepre-
sented. Finally, this study did not examine the role of spe-
cific clinicians in providing this type of care. Future studies
should address these issues.

This study presents a qualitative evaluation of the perspec-
tives of patients with ACHD on the need for, barriers and
facilitators to the use of palliative care and ACP. Participants
expressed a desire for knowledge about disease progression
and treatment options, including the incorporation of ACP
and palliative care into routine adult ACHD care. When and
how to appropriately and effectively address these needs
requires careful consideration and shared decision-making
between clinicians, patients, and their families. Support
groups present an intriguing way to address knowledge gaps
and facilitate ACP. This study further suggests that palliative
care interventions should build on participants’ general
appreciation of the importance of palliative care. Studies
should also incorporate the perceived benefits of lessening
burden on loved ones and ensuring preferences are honored.
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