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ABSTRACT: BackgroundBackground: Palliative care practices, including communication about patient-centered goals of
care and advance care planning (ACP), have the potential to enhance care throughout the course of
Huntington’s disease (HD) and related disorders. The goal of our project was to develop a pilot program that
integrates primary palliative care practices with interdisciplinary care for HD.
ObjectivesObjectives: (1) To train HD team members to facilitate goals of care and ACP conversations at all stages of HD;
(2) To create materials for care planning in HD focused on patient-centered goals of care and health-related
quality of life; and (3) To modify clinic workflow to include goals of care and ACP discussions.
MethodsMethods: We defined planning domains to expand care planning beyond end-of-life concerns. We created a
patient and family guide to advance care planning in HD. We conducted VitalTalk communications training with
the HD team. We modified the interdisciplinary clinic workflow to include ACP and developed an EMR template
for documentation.
ResultsResults: After communication training, more team members felt well prepared to discuss serious news (12.5% to
50%) and manage difficult conversations (25% to 62.5%). The proportion of clinic visits including advance care
planning discussions increased from 12.5% to 30.6% during the pilot phase.
ConclusionsConclusions: Provision of primary palliative care for HD in an interdisciplinary clinic is feasible. Integration of
palliative care practices into HD specialty care requires additional training and modification of clinic operations.

Palliative care seeks to improve the quality of life of patients and
families facing life-threatening illness through the prevention and
relief of suffering.1 Palliative care is not limited by life expectancy
or prognosis and can improve outcomes when delivered prior to
the terminal stage of an illness.2,3 However, many patients
receive palliative care late or not at all.4 Less than half of older
adult or chronically ill individuals have completed advance direc-
tives regarding their wishes for care.5

The emerging field of neuropalliative care has focused atten-
tion on the potential value of palliative care for neurodegenera-
tive disease including movement disorders such as Parkinson’s
and Huntington’s disease (HD).6–14 There is a clear consensus
that provision of this care represents an unmet need.7,8,11,15 Over
15 years ago, a multidisciplinary task force sponsored by the
Robert Wood Johnson Foundation recommended incorporation

of end-of-life care discussions into routine HD care and pres-
ented principles to guide end-of-life care.15 However, in two
recent surveys of patients with HD, only 31.3% of 242 surveyed
in the Netherlands, and 38.2% of 503 in the US, had specific
plans such as advance directives in place for end-of-life care.16–18

Specific models for delivery of palliative care to populations with
neurologic disease vary, depending on local resources and availabil-
ity of specialized palliative or neuropalliative expertise.7,10,19 The
primary palliative care approach was proposed in part to address an
anticipated shortage of palliative care specialists.20–22 In primary pal-
liative care, practitioners incorporate core palliative care skills into
their own practice, involving subspecialty palliative care clinicians
for more complex issues when needed.22

Core palliative care practices include symptom management,
involvement of patients, families and care partners in the unit of
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care, and intentional communication about complex decisions.23

Specialty care for HD shares several features with palliative care.
In both, an interdisciplinary team combines expertise in symp-
tom management with a focus on patient, family, and care part-
ner support.11 Although there is overlap between palliative care
practices and care provided by HD specialists, most clinicians
who are not formally trained in palliative care lack specific train-
ing in the communication skills needed for effective conversa-
tions about goals of care.24–27

We have developed a novel primary palliative care program
for HD that incorporates palliative care practices into an existing
interdisciplinary HD clinic, using specific communication skills
to support patient-centered goals of care and quality of life, and
to address advance care planning throughout the illness, not just
at the end of life.22,28–31 Our goal in this pilot program was to
integrate primary palliative care practices with interdisciplinary
care for HD through the following objectives: (1) To train HD
team members to facilitate goals of care and advance care plan-
ning conversations at all stages of HD; (2) To create materials for
care planning in HD focused on patient-centered goals of care
and health-related quality of life; (3) To modify clinic workflow
to include goals of care and advance care planning discussions.

Methods
The project team consisted of the HD program director, a
movement disorders neurologist (MH); the HD program coordi-
nator, a social worker (DM); and a neuropalliative care consul-
tant (FD). To identify existing practices and recommendations
on provision of palliative care in HD, we performed Medline
searches using the following terms: Huntington’s disease AND
palliative care, Huntington’s disease AND end of life care, and a
PubMed search for Huntington’s disease AND palliative care. Of
the references identified, we focused on descriptions of specific
programs, studies identifying utilization of palliative care or hos-
pice services and reports assessing gaps in end-of-life care. In
addition, we reviewed selected references on palliative care, par-
ticularly those describing neuropalliative care.

Previous reviews and surveys have identified HD patient and
care partner needs for education, support and resources.32–36

Patient concerns were solicited directly in the HD Quality of
Life Project, in which research teams from eight HD specialty
clinics surveyed over 500 patients about health-related quality of
life, including end-of-life planning.17,18,37,38 Four areas of con-
cern were identified: legal planning, financial planning, prefer-
ences for hospice care, and preferences for care at the time of
death. To extend advance care planning into stages of HD prior
to the end-of-life, we incorporated these into three planning
domains: personal goals and priorities; medical care; and
resources and family support (Table 1).

We used functional stages based on the Total Functional
Capacity score from the Unified Huntington’s Disease Rating
Scale to define representative care planning issues in early, mid-
dle and late stages of HD.39,40 While the dominant symptoms
and rate of progression in HD can vary between individuals, spe-
cific changes in function define each stage. To guide advance
care planning, we identified milestones that signal transitions
between HD stages. Table 2 outlines functional changes that
indicate a transition to the next stage and includes examples of
care planning issues. In addition to the specific motor and cogni-
tive changes listed, mood changes (apathy, depression, irritability,
disinhibition and others) can occur at any stage of the illness.41,42

Next, we identified three specific steps needed to incorporate
advance care planning into our existing interdisciplinary care:
(1) communication skills training; (2) education for patient and
caregivers focused on care decisions in HD; and (3) modifications
in clinic workflow.

(1) Communication skills. We used resources from two pro-
grams with demonstrated effectiveness in clinical trials: VitalTalk
and the Serious Illness Conversation Project.28–31 To equip the
entire team with these skills, a VitalTalk Faculty member con-
ducted a half day communication training session using standard-
ized patients to demonstrate evidence-based strategies for
delivering serious news, responding to emotion, defining goals,
and mapping a care plan. In consultation with a health services
researcher, we developed a pre/post self-evaluation survey using
the Qualtrics Online Survey Software in order to assess the

TABLE 1 Advance care planning domains

Personal Goals/Priorities Medical Care Resources

• Personal sources of support • Symptom management • Financial resources: POA,
disability, insurance, estate
planning

• Occupational and
recreational goals

• Care planning education • Counseling, pastoral care

• Engagement with family and
community

• Advance directives, health
care POA

• In-home and respite care

• Preferences for long-
term care

• Options for long-term in-
home or facility care

• Community resources,
benefit programs

Note: In this model of advance care planning, personal goals and priorities provide the foundation for decision-making. At each stage of Huntington’s disease, these priori-
ties can guide choices regarding medical care and resources to support the goals and values of the individual and care partners.
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FIG. 1. Comprehensive care planning in HD. This guide to care planning in HD was developed for use by patients and care partners in the
advance care planning process.
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effectiveness of the communication skills training.43 Participants
completed the survey following the training session.44 In addi-
tion, we held formal debriefing sessions facilitated by the neuro-
palliative care consultant (FD) at one and 6 months following
the training.

(2) Education for patient and caregivers. We created an intro-
ductory guide for patients and families to identify specific
advance care planning issues in HD and provide links to addi-
tional resources (Fig. 1). We also developed a basic information
sheet with treatment definitions to clarify the terms used in
advance care planning. Both of these were revised based on
patient and care partner feedback. Table SS1 lists the materials
we developed for patients and care partners as well as selections
from existing palliative care resources that provide additional
information on care decisions and communicating goals and
priorities.

(3) Modifications in clinic workflow. We identified changes
in clinic workflow needed in order to include advance care plan-
ning. These included revisions to clinic communications with
patients, reorganization of team meetings before and after clinic
and additions to EMR templates. These were introduced during
the pilot implementation phase (June through December 2021)
and are reviewed in the Results section.

Results
In this pilot project, we collected preliminary data on the impact
of communication skills training, as well as the number of docu-
mented advance care planning discussions.

Communication skills
Following the training session, eight of nine participants com-
pleted the pre/post self-evaluation survey in which they rated
their understanding of palliative care and their readiness to
engage in advance care planning discussions before and after their
participation in the communication skills training. Over half the
participants rated their understanding of palliative care as above
average before they attended the session. This proportion
increased following the training (62.5% to 87.5%). Similarly,
62.5% of the participants rated themselves as likely or very likely
to initiate a care planning discussion before the training, which
increased to 87.5% after the training. There was a more pro-
nounced change in how participants rated their preparation for
discussing serious news before and after the session (well or very
well prepared; 12.5% to 50%). The proportion who rated their
ability to manage difficult conversations as above average also
increased from 25% to 62.5%.

We included three qualitative questions. (1) What was the main
concept you took away from this session? Five comments identified
recognition and response to emotion as key concepts in facilitat-
ing these conversations. (2) Is there additional information or training
that would help you with conversations on goals of care? Three com-
ments indicated that additional training would be more useful
after practicing the skills in clinic. Two comments mentioned

potential benefits of collaboration with other team members in
applying the skills. (3) What skill do you want to put into practice the
next time you are meeting with a patient? Specific skills mentioned
in individual comments included active listening, silence, and
mapping a care plan. Four comments identified responding to
emotion.

Modifications in clinic workflow
Pre-visit calls and letters were revised to include specific ques-
tions about care planning. A section for planning recommenda-
tions was added to patient instructions. In pre-clinic team
meetings, we review use of specific communication skills, partic-
ularly setting an agenda for the visit. During the patient review,
we identify care planning needs and designate a specific team
member to initiate a discussion. We offer care planning materials
and additional visits for those patients and families who want
more information or time for discussion. We have developed
pilot EMR templates to provide consistent documentation of
care planning conversations. Following clinic, we review out-
comes of care planning discussions and identify actions needed to
implement modifications to care plans.

Advance care planning
We performed chart reviews for all HD clinic visits during the
7 months prior to and following the communication skills train-
ing to identify documented advance care planning discussions. In
the pre-pilot phase prior to the skills training (November 2020–
May 2021), advance care planning discussions occurred in eight
of 64 encounters (12.5%) and in three additional encounters
scheduled outside of clinic. During the pilot implementation
phase (June through December 2021), advance care planning dis-
cussions occurred in 19 of 62 clinic encounters (30.6%) and in
six dedicated care planning sessions outside of the monthly clinic.
Four families requested additional telephone consultations, pri-
marily with care partners, to follow up on the issues discussed.

Discussion
This report describes the design and pilot implementation of a
strategy for providing primary palliative care in HD. To our
knowledge, this is the first description of primary palliative care
for Huntington’s disease in which all interdisciplinary team
members received formal training in communication skills and
actively participate in goals of care and advance care planning
discussions. In developing our program, we built on the founda-
tion provided by the work of dedicated clinicians in both HD
and palliative care, particularly neuropalliative care. We hope
that sharing our experience to date will support continued devel-
opment of this expanded model of practice.

Several strategies modeled on specialist palliative care have
been developed to provide neuropalliative care in the outpatient
setting.7,10,12,19 In these programs, the composition and structure
of the teams vary but most include involvement of a palliative
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specialist. Recommendations for providing primary palliative care
have also been outlined for neurological disorders including
movement disorders.8,45 An integrated neuropalliative care
approach has been successfully adopted by several clinics focusing
on Parkinson’s disease, following recommendations proposed by
patients and care partners as well as practitioners.9,13,19 Positive
effects on quality of life have been reported in a clinical trial of spe-
cialist neuropalliative care in Parkinson’s disease.46 However, access
to integrated and specialist palliative models may be limited by the
availability of subspecialty trained palliative care practitioners. Refer-
ral may entail transfer of care to a new team, which can be chal-
lenging for patients, care partners and practitioners.

In contrast, this report describes a primary palliative care
approach in which all interdisciplinary team members incorpo-
rate palliative principles directly into their practice. This primary
palliative care approach differs from integrated neuropalliative
care models, particularly in the early introduction of advance care
planning and the involvement of an expanded range of disci-
plines.19 Early advance care planning has been recommended for
both HD and other neurodegenerative disorders.8,9,11,15,35 This
is particularly important in HD, as cognitive changes may
develop relatively early in the course and can limit the affected
individual’s ability to participate in these discussions.47

The original description of primary palliative care proposed
several potential benefits: maintaining existing therapeutic rela-
tionships, reducing fragmentation of care, enhancing clinical skills
and provider satisfaction, and improving quality of care.22 Pri-
mary palliative care for HD builds on the longitudinal model of
care and expertise available in HD specialty clinics. Specialty care
in HD requires symptom management for complex movement
and psychiatric disorders and support for families living with
multigenerational illness.11,32–35,48–51 HD clinicians have
established relationships with patients and care partners to call on
when navigating advance care planning discussion.

However, conversations about end-of-life can be difficult for
patients, families, and clinicians.52 Most clinicians lack training in
the communication skills needed for effective conversations
about goals of care.24–27 In developing our program, we focused
on the core palliative skill of communication. All interdisciplin-
ary team members, representing a variety of disciplines including
rehabilitative therapies, participated in communication skills
training using evidence-based strategies from VitalTalk on deliv-
ering serious news, responding to emotion, defining goals, and
mapping a care plan.28,29 Our goal was to enable each team
member to begin a goals of care conversation at any time during
the course of HD if the need for advance care planning was
identified during their clinical assessment. During the training,
practitioners were also encouraged to collaborate with other
team members for support in discussion of care planning needs.
After the training, more participants felt prepared to engage in
these conversations and the number of advance care planning
discussions increased.

Recommendations for symptom management in HD have
been developed by experienced practitioners and are widely used
in HD specialty clinics.53–65 Often, plans of care must focus on
immediate safety concerns. However, these same clinical issues

also reflect functional changes due to disease progression. We
defined milestones to identify transitions within disease progres-
sion that signal the need for advance care planning.39,40 Using
these milestones, clinicians can offer anticipatory guidance to
individuals and care partners before a crisis occurs. As the disease
progresses, goals and priorities may change, affecting choices
about care. By addressing advance care planning throughout the
illness, practitioners can assist patients and care partners as they
reconsider goals of care and prepare for future decisions, includ-
ing timing of referral to specialist palliative or hospice care.

Our written materials for patient education and support were
designed to complement these in-person discussions and to nor-
malize care planning conversations. We created educational
materials with information specific to HD to guide advance care
planning from early in the illness (Fig. 1). We reviewed existing
materials designed for end-of-life discussions in the setting of
medical illnesses and found that many required some adaptation
for in HD, in which disease progression occurs over many years.
We also referenced existing resources without modification
(Table SS1).

Changes to our clinic workflow were necessary to accommo-
date the additional time spent on exploring emotions, goals, and
priorities with patients and care partners. In our interdisciplinary
HD clinic, patients see practitioners from neurology, physical
therapy, occupational therapy, speech language pathology, neu-
ropsychology and social work, either in individual appointments
on site or in telemedicine appointments that include the entire
team. This intensive clinic experience can be emotionally and
cognitively demanding for patients, care partners and clinicians,
leaving little additional time or energy for complex emotional
discussions. Therefore, identifying opportunities for care plan-
ning and ordering the priorities of the clinic visit during the pre-
clinic team meeting was essential. By identifying issues ahead of
time and developing a plan to address them, we were able to
increase the number of advance care planning discussions during
clinic. In addition, we scheduled dedicated visits to provide addi-
tional time for complex decision-making when necessary.

Both the pilot and pre-pilot phases took place during the early
years of the COVID pandemic, when telemedicine use increased
substantially. As reported previously, our team has conducted
telemedicine visits routinely for over 20 years with equivalent
recommendations resulting from both visit types.66 Therefore
our team was familiar with conducting remote visits and did not
experience this as a barrier. However, during the pilot phase we
recognized that advance care discussions via telemedicine
benefitted from more strategic planning than needed for discus-
sions conducted in person. Uncertainty about team member roles
and responsibilities could disrupt the flow of conversation and
required clarification prior to starting the visit. Inadequate pri-
vacy, especially in the facility setting where patients have less
control over their surroundings, sometimes resulted in postpon-
ing a goals of care discussion.

The issues we have encountered during implementation over-
lap with those reported in developing neuropalliative care
clinics.19 While the specifics of clinic organization vary among
programs, there is a high degree of consensus on principles that
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can guide implementation of palliative care in neurodegenerative
disorders which are outlined in Table SS2.8,9,12–14 To plan for
future development of our primary palliative care approach, we
are collaborating with a health services researcher in a formal
quality improvement process. The core team for quality
improvement includes the program coordinator, primary HD
team occupational therapist and the health services research spe-
cialist. This team will lead changes in work flow, define specific
outcomes and design evaluations to assess the impact of the pro-
gram, in consultation with the interdisciplinary HD team.

To guide the next steps in implementation, we are using a
detailed logic model to build on our experience in the pilot phase.67

This model is a specific planning tool that provides a structure to
assess success in accomplishing the program’s intended outcomes in a
quality improvement process. We have defined specific outcomes in
four broad areas following recommendations for assessment from
both primary palliative care and integrated neuropalliative care
approaches.7,10,19,22,46 These include: (1) advance care planning out-
comes such as completion of advance directives, care plan modifica-
tions and functional outcomes; (2) referrals to specialist palliative care
or hospice and communication with specialist providers; (3) impact
on quality of life for both patients and care partners, as well as their
perceptions of clinic experience; and (4) provider perception of clinic
experience and further assessment of skills development.

Our preliminary results support the potential benefit of a primary
palliative care approach to increase engagement in advance care
planning. Additional informal observations suggest that this
approach may benefit patients, care partners and clinicians in other
ways. During the pilot phase, the HD program coordinator received
unsolicited positive feedback from several families on the value of
these care planning conversations. In addition, team members spon-
taneously reported benefits of the Vital Talk tools in other settings
and noted increased collaboration among team members during the
clinic. We have identified existing survey tools to assess several of
these areas and have conducted an interactive needs assessment with
providers to obtain input on additional steps for implementation. In
order to continue to adapt our design, we will use ongoing forma-
tive evaluation activities from a model on stages of change.68

As we continue with these changes in practice, further modi-
fications will be based on assessment of outcomes for patients
and care partners as well as clinicians. Positive effects on quality
of life have been reported in a clinical trial of specialist neuro-
palliative care in Parkinson’s disease.46 We anticipate that a pri-
mary palliative care approach will have a similar impact in
Huntington’s disease.

Conclusions
In this report, we have described the initial steps in developing a
primary palliative care approach to interdisciplinary HD care.
We equipped our team with formal communication skills train-
ing, and provide materials on advance care planning to patients
and care partners, including some which we developed or
adapted specifically for HD. We have modified our clinic

workflow to identify indicators for advance care planning and to
incorporate these discussions. In adding these elements to our
existing interdisciplinary expertise in HD symptom management,
we have laid the foundation for a program that integrates pri-
mary palliative care practices with interdisciplinary care for HD.

Primary palliative care offers a number of potential advantages
as a strategy to provide comprehensive care for HD. Advance
care planning can be introduced early in the illness and modified
as the disease progresses. The entire interdisciplinary team can
contribute expertise in HD symptom management to the
advance care plans. Support for patient and care partners in these
discussions may be enhanced by the long-term relationships
many families have with HD specialty programs.

From our experience to date, we have drawn several
conclusions:

1. Primary palliative care for HD is feasible in an outpatient
interdisciplinary clinic setting and has potential benefits for
patients, care partners and clinicians.

2. A primary palliative approach to care for HD integrates the
perspectives of multiple disciplines from both HD specialty
care and palliative care.

3. Intentional communication with patients and care partners
about advance care planning helps align the efforts of the
entire interdisciplinary team with the priorities of those living
with HD.

4. Successful implementation of primary palliative care in an
interdisciplinary clinic requires communication skills training
for clinicians, education and psychosocial support for patients
and care partners, and modification of clinic operations.
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tion. Additional outside resources providing information on care
planning are also listed.
Table S2. This table lists aspects of palliative care that patients,

care partners and practitioners have identified as central to the pro-
vision of palliative care in neurodegenerative disorders.8,9,12–14
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