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Abstract

Palliative care has made great strides in improving the lives of people living with serious illness, with an
empirical premise for increasing quality, and sometimes quantity of life. Yet in some cases, there exist gaps that
impede the ability of palliative care clinicians to truly advocate, procure, and provide the comprehensive
services needed for patients, family caregivers, and communities, particularly in the contexts of caring for
marginalized populations and working in under-resourced practice settings. The end-of-life doula role has
emerged over the last decade and the availability of trained doulas in the community has burgeoned. An end-of-
life doula is a nonmedical, holistic support person who provides education, guidance, emotional, spiritual, and
practical support to persons and families navigating serious and terminal illness, ideally early in the disease pro-
cess, throughout the time surrounding death, and during bereavement. A pervasive Western culture of avoiding
the subject of death means that we, as a society, often do not know or remember how to navigate the journey of
end of life in a way that is caring, compassionate, skilled, holistic, and centered on the needs and worldview of
the dying one. The ten tips provided here can guide palliative care clinicians to leverage collaboration with
trusted, community-based end-of-life doulas to ensure comprehensive and people-centered palliative care.

Keywords: community-based partnerships; end-of-life doulas; family support; holistic support; palliative
care; patient-centered care

Introduction

alliative care has made great strides in improving the
lives of people living with serious illness. The whole-
person care provided by interprofessional palliative teams
increases quality, and sometimes quantity of life.!"? Yet there
exist limitations and challenges to deliver comprehensive and
holistic palliative care across contexts. Shortage of palliative

care specialists, insufficient primary palliative care training
for various professionals, and limited access to and availabil-
ity of palliative care services, particularly in rural commun-
ities,> are major barriers.

To mitigate these barriers and ensure more equitable pallia-
tive care for patients and families in need, collaborative
community-based partnerships are of utmost importance.?
The end-of-life doula, or death doula, as a collaborative
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partner and resource in the community, has emerged over the
last decade. An end-of-life doula is a nonmedical, holistic
support person who provides education, guidance, emotional,
spiritual, and practical support to persons and families navi-
gating serious and terminal illness.* Similar to a birth doula,
who supports pregnant women and their families through the
process of birth, the end-of-life doula is present throughout
the continuum of serious illness, death, and bereavement.

Although the concept of the end-of-life doula may appear
novel, members of the community have assumed the role as
guides for the dying across cultures for centuries. End-of-life
doulas help to reintroduce into our modern-day culture the
valuable role of a trusted and trained person in the community
to guide the dying and those around them. In our society,
many families live thousands of miles from each other and
persons aging solo may not have caregivers or close friends
who can be their companion or guide.

A pervasive Western culture of avoiding the subject of
death means that we, as a society, often do not know or
remember how to navigate the journey of end of life in a way
that is caring, compassionate, skilled, holistic, and centered
on the needs and worldview of the dying one. End-of-life dou-
las who are members of the same community as patients pro-
vide crucial support and guidance to those in need where they
live. In this article, we offer ten tips that will help palliative
care clinicians gain understanding of how collaboration with
trusted, community-based end-of-life doulas can ensure the
comprehensive level of care needed by individuals living
with serious illness or facing the end of life (see Table 1).

Tip 1: Engaging End-of-Life Doulas as Full-Care Team
Partners Can Ensure Care Continuity—Doulas May Be
the Only Team Member Following the Patient and
Family from Diagnosis Through Death

and Bereavement

A common misconception is that end-of-life doula support
intends to replace that of existing health and social care serv-
ices—it is important to emphasize that this is not the case.
Rather, end-of-life doula support can have the most benefit to
patients when it is provided in collaboration with “mainstream”
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health care. This approach can support health care clinicians
who have a limited amount of time with their patient, as the
end-of-life doula can often remain for extended periods with
patients to provide emotional support, assist the patient to pro-
cess information, and help patients/families to make informed
decisions beyond the limited hospital or clinic visit time.

A recent U.K. evaluation of end-of-life doula support has
suggested that end-of-life doulas can help to reduce hospital
admissions at the end of life, reducing pressure on emergency
departments and hospital wards as well.> End-of-life doula
support helps build confidence in decision making, caregiv-
ing, and care choices, which increases the capacity of people
with illness and their caregivers to navigate the health care
system.® Although no national certification or licensure is cur-
rently in place, end-of-life doulas receive a varied amount of
training about death and dying. Training programs provide
education that includes a variety of subject areas such as
active listening and compassionate communication skills, leg-
acy and life review methods (including Dignity Therapy”)
comfort measures for symptom management, and advance
care planning.® This variety of skills can be supportive
throughout the life span, from planning during times of
health, to compassionate bedside support in the active dying
phase for children and adults, and early grief support for loved
ones, including parents of young children, or adults losing
parents, partners, or friends.

Tip 2: End-of-Life Doulas Improve Well-Being for
Patients and Their Caregivers by Meeting a Range of
Emotional and Respite Needs

End-of-life doula support can improve the well-being of
both the person who is dying and those around them.’> With
caregiver strain being nationally and internationally recog-
nized as a significant and growing health system and popula-
tion health issue,” the ability of end-of-life doulas to support
both emotionally and with practical household tasks and
errands allows the caring circle to focus on quality time (see
Table 2). These holistic contributions are valuable offerings
to the well-being of both patients and their caregivers.

TaBLE 1. Top TEN Tips

Tip 1: Engaging end-of-life doulas as full-care team partners can ensure care continuity—doulas may be the only team
member following the patient and family from diagnosis through death and bereavement.

Tip 2: End-of-life doulas improve well-being for patients and their caregivers by meeting a range of emotional and respite needs.

Tip 3: End-of-life doulas ideally meet with people early in their disease course, deepening health-related conversations
initiated by the clinical team and offering continued support and guidance between clinical visits.

Tip 4: End-of-life doulas encourage “healthy preparedness” that includes end-of-life and postdeath plans with clients,
empowering goal, value, and preference-concordant decision making.

Tip 5: End-of-life doulas provide the gift of time to foster deep, empathic connections; offer a comforting presence; and
skillfully navigate the emotions, fears, and hopes of dying people and their loved ones.

Tip 6: End-of-life doulas facilitate improved communication between people with illness, their families, and health care
professionals by cocreating a trusting, nonclinical relationship that is conducive to open and honest conversations.

Tip 7: End-of-life doulas integrate nonmedical symptom management using evidence-based, integrative interventions such as

guided imagery, repositioning, and caring touch.

Tip 8: End-of-life doulas collaborate closely with palliative care teams to prioritize patient autonomy and ensure the
provision of dignity-conserving care through time-intensive interventions such as dignity therapy and life review.
Tip 9: As community members who often share sociocultural identities with the clients they serve, end-of-life doulas provide

culturally sensitive and value- aligned end-of-life care.

Tip 10: End-of-life doulas directly address social isolation and loneliness for all patients by providing in-home visits at a
patient’s place of residence on a regular and consistent schedule.
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TABLE 2. END-OF-LIFE DOULA NONMEDICAL SKILL SET
Psychological/emotional
Physical support Practical support support Social support
- Have time to visit the - Carry out errands - Compassionate - Offer continuity of care
patients and their - Provide respite communication skills - Facilitate advance care
families regularly over - Create space for quality - Active listening planning, assist to reflect

the course of illness time for patients and

- Bridge the time gap their families
between clinical visits - Assist with post-death

- Offer planning, household
nonpharmacological tasks after death

Symptom management
(e.g., guided imagery,
relaxation technique,
healing touch, massage)

- Grief support on goals and values,
- Knowledge about death complete advance
and dying directives/living wills

- Emotional support for - Visits reduce social
caregivers isolation and loneliness
- Life review, legacy
activity, dignity therapy
- Address spiritual needs
- Serve as a sounding
board for patients and
families to reflect

End-of-life doulas are also able to continue providing sup-
port after the person has died, for example, with settling
household tasks after death, remembrance/celebrations plan-
ning, and early grief support. As the end-of-life doulas
become familiar with caregivers and build a trusted and long-
term relationship, they will also become attuned to additional
needs, such as spiritual support. It is documented in the litera-
ture that caregivers of individuals with serious illness often
have spiritual needs that are not being met, including asking
some of the same existential questions that the individual
faces.>19 As palliative care looks to provide whole-person
care, the spiritual needs of caregivers must also be
addressed,'!*!? and end-of-life doulas are perfectly suited to
do so.

Tip 3: End-of-Life Doulas Ideally Meet with People Early
in Their Disease Course, Deepening Health-Related
Conversations Initiated by the Clinical Team and
Offering Continued Support and Guidance Between
Clinical Visits

Palliative care, hospice, and end-of-life doula care are com-
plementary forms of care provided to those living with
advanced illnesses and their caring circle at different points in
the disease trajectory. The name “end-of-life” or “death”
doula is a bit of a misnomer, in that whenever possible, the
doula should be involved as early as palliative care is
involved, upstream from the dying phase. To best serve
patients with serious illness, some community palliative care
programs incorporate doulas at the time of diagnosis or
admission to palliative care.!® The benefits of early palliative
care involvement for patients with serious illness have been
well established,’? and include increased human attention,
improved care coordination, improved symptom manage-
ment, and more social support.? Early addition of an end-of-
life doula provides even more of these benefits.

According to the Center to Advance Palliative Care, at least
12 million adults and 400,000 children in the United States
live with a serious illness'* yet only 5% of their time is spent
with health care providers.!> End-of-life doula care supports
the care provided by medical professionals and ensures conti-
nuity and integration of care throughout the illness trajectory.
One of the major roles of an end-of-life doula is to work

alongside hospice or medical professionals to ease anxieties
and fears that often accompany complex medical decisions
regarding treatment options.* They can help bridge the vast
gaps of time between visits to their clinical teams, using active
listening and compassionate communication to assist people
in achieving goal-concordant care.® End-of-life doulas seek to
reduce the emotional burden of decision making, advocate for
patients, and support the autonomy of the dying patients and
their families.* They expand on and augment care that is
ideally initiated in the clinical space, addressing aspects such
as illness understanding, coping behaviors, and factors
impacting quality of life, such as anticipatory grieving and
stress around concerns of burdening family.

Tip 4: End-of-Life Doulas Encourage “Healthy
Preparedness” That Includes End-of-Life and Postdeath
Plans with Clients, Empowering Goal, Value, and
Preference-Concordant Decision Making

Our current health care system tends toward the rendering
of more intensive services than patients truly desire, and the
higher likelihood of a hospital death means that fewer people
have actually witnessed a death at home. This institutionaliza-
tion of dying has created a dependence on health care in the
Western culture for a process that was once, and is still in
many cultures, a time of strong community connection.® One
suggested strategy for improving outcomes at the end of life
is increasing the availability of advance care planning discus-
sions. Healthy preparedness involves encouraging open con-
versation about the realities of human life and death. As
emotional support providers, end-of-life doulas regularly
invite honest communication about wishes for living, dying,
and receiving personalized care. Their expertise ensures that
patients have the opportunity to contemplate their life goals,
values, and priorities, and share that with their caregivers and
surrogate decision makers. Although there is a healthy debate
about the benefits of advance care planning,'® a study of the
process as led by community health workers (CHWs) demon-
strated better emotional health and lower acute care usage in
the month before death for African American patients with
cancer.!” CHWs are frontline public health workers who are
trusted members of and/or have an unusually close under-
standing of the community served.!” With a similar scope of
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practice to end-of-life doulas, these trusted community mem-
bers creating the opportunity to reflect and have conversations
about patients’ goals and values will help them to integrate
their goals and values into their care plans, enhancing pallia-
tive care’s personalized and tailored nature.'8

When clients are grappling with major medical decisions,
end-of-life doulas may be a sounding board while welcoming
an exploration of emotional reactions and available options.
These guided conversations help clarify not only personal
preferences and concerns, but also lingering questions and
knowledge gaps. End-of-life doulas, then, can help clients
prepare for follow-up conversations with care providers,
together brainstorming and organizing topics to cover. In
facilitating discussions about care preferences such as loca-
tion, environment, and support, doulas therefore allow the
dying to reclaim some of the autonomy that is often lost as an
individual becomes ill.'°

Similar to CHWs who focus on advance care planning,
end-of-life doulas similarly could serve as “a critical link
between patients and caregivers, primary care and specialist
providers, the palliative care team, social workers and rele-
vant community resources.”!” End-of-life doulas are allies,
and as such foster harmony and recognize the shared aim
between all involved in care during serious illness of ensuring
that people can be active participants in their own care.

Tip 5: End-of-Life Doulas Provide the Gift of Time to
Foster Deep, Empathic Connections; Offer a
Comforting Presence; and Skillfully Navigate the
Emotions, Fears, and Hopes of Dying People and Their
Loved Ones

As end-of-life doulas we are often asked the question,
“How 1is your role different to a hospice volunteer/befriender/
personal assistant?” As we provide a wide range of practical
and emotional support options, it is true that many of these
overlap with the skills and roles of other health and social care
professionals. However, what makes the end-of-life doula role
unique is the flexibility of when, where, what, and how often
support is provided and the fact that end-of-life doulas work-
ing not in the constraints of a clinic visit, but independently in
the community, have the luxury of time to spend building a
deep relationship with the person(s) they are supporting and to
get to know what truly matters to them in the last phase of their
life as well as to understand the life they have lived.

End-of-life doulas provide a broad spectrum of services,
from in-person to virtual support,'® and adapt their expertise
to the unique demands of each situation.? We offer more
than care; we extend companionship, accompanying patients
as they navigate the complexities of their emotions, fears, and
hopes. This deeply personalized approach transcends the
boundaries of our conventional health care systems; it forms a
truly individualized, holistic support system that embraces the
ever-changing needs of the human experience.?! End-of-life
doulas aim to make services available to anyone in the com-
munity who desires support; some volunteer or donate their
time, others work on a sliding scale to accommodate the
financial needs of clients, thus providing equitable care.??

In their comprehensive exploration, Rawlings et al.>* delved
into the nuanced aspects of emotional support provided by
end-of-life doulas. The systematic review encompassed a
range of emotional care dimensions, from communication
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strategies and relationship building to advocating for the dying
person and creating a compassionate space.

Tip 6: End-of-Life Doulas Facilitate Improved
Communication Between People with lliness, Their
Families, and Health Care Professionals by Cocreating
a Trusting, Nonclinical Relationship That Is Conducive
to Open and Honest Conversations

Based on research studies, the most valuable attribute fami-
lies gained from end-of-life doulas was an increase in death
literacy, defined as “a set of knowledge and skills that make it
possible to gain access to, understand, and act upon end-of-
life and death care options.”?* This literacy demonstrated a
direct connection to a sense of empowerment for patients and
families.?> End-of-life doulas excel in building trusting rela-
tionships and facilitating open communication between
patients, families, and health care providers.

End-of-life doulas also serve as liaisons, creating a collabo-
rative approach that transcends the conventional provider—
patient relationship with health and social services, and play a
pivotal role in the continuity of care by aligning the perspec-
tives of all involved parties, ensuring a unified front in the
pursuit of optimal end-of-life care. As patient advocates from
outside the clinical environment, end-of-life doulas ensure
that the patient voice is always heard first and foremost,
whether in family conversations, medical appointments, or
care team consultations, where their presence can offer
encouragement and reminders to ask important questions that
may be overlooked in the midst of new information or treat-
ment planning. Recognizing and integrating these valuable
contributions, when palliative care clinicians engage a patient
with an end-of-life doula, they foster a more compassionate,
person-centered health care landscape responsive to the
diverse needs of those facing the end of life.

Tip 7: End-of-Life Doulas Integrate Nonmedical
Symptom Management Using Evidence-Based,
Integrative Interventions such as Guided Imagery,
Repositioning, and Caring Touch

Pain and symptoms in individuals with advanced disease,
such as cancer, are multidimensional. Emotional and spiritual
concerns affect not only the person’s mental health but can
also increase the intensity of physical symptoms—the antici-
pation, anxiety, and fear of impending death further compound
pain perception.”® The adjunct of nonpharmacological inter-
ventions can address emotional, psychological, spiritual, and
in many cases, physical causes of pain, and these interventions
can be performed by end-of-life doulas. Many end-of-life dou-
las pursue training in guided imagery, an evidence-based
mind-body cognitive technique that can enhance relaxation
and modify a person’s psychophysiological state.2® The effects
of guided imagery as well as mindfulness-based stress reduc-
tion, another technique utilized by some end-of-life doulas,
showed statistically significant improvement in sleep, and a
decrease in fatigue, depression, and anxiety.® To reduce phys-
ical pain, an intervention such as Healing Touch can decrease
pain as much as massage?’ and can be provided by a trusted
end-of-life doula in the course of regular in-home visits, and
this trusted relationship may lead a person to be more willing
to try such interventions. In addition, many end-of-life doulas
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either have a background in massage or undertake additional
training to provide therapeutic touch, offering high-yield, low-
cost delivery of nonpharmacological symptom relief. Finally,
end-of-life doulas enhance the education initiated by nurses
and other clinicians to increase their self-efficacy in symptom
management with their knowledge of physical comfort meas-
ures such as repositioning, distraction, or improved airflow in
aroom.

Tip 8: End-of-Life Doulas Collaborate Closely with
Palliative Care Teams to Prioritize Patient Autonomy
and Ensure the Provision of Dignity-Conserving Care
Through Time-Intensive Interventions such as Dignity
Therapy and Life Review

Dignity Therapy addresses psychosocial and existential
distress among terminally ill patients by inviting them to dis-
cuss issues that matter most or aspects of their life that they
want remembered.?® Ongoing research has demonstrated that
dignity therapy is an impactful therapeutic intervention for
suffering and distress at the end of life. End-of-life doulas
possess a skill set and a collaborative mindset and approach
that aligns well with the goals of dignity-conserving care and
interventions such as dignity therapy. In an effort to leverage
their unique expertise, palliative care clinicians can engage
end-of-life doulas in the facilitation of these time-intensive,
quality-enhancing experiences for patients. They can comple-
ment the medical and psychosocial care provided by the care
team, addressing aspects of emotional and existential distress
that may not be fully addressed through traditional medical
interventions alone. The National End-of-Life Doula Alli-
ance* hosts an online state-by-state directory of end-of-life
doulas, many of whom have earned a proficiency badge
“microcredential” by passing their examination.

End-of-life doulas are trained to provide holistic support that
encompasses the physical, emotional, social, and spiritual needs
of individuals. They can help palliative care clinicians tailor dig-
nity therapy approaches that are culturally appropriate for each
client. End-of-life doulas understand the importance of legacy
and the healing desire of patients to leave behind a meaningful
imprint. This process can be intensive and requires adequate
time and space to engage in these conversations. The sustain-
ability of such interventions can also be impacted by notable
staffing costs. With smaller caseloads and, in some instances,
working in a volunteer capacity, doulas are well positioned to
assist patients in the therapeutic process of documenting their
life stories, values, and aspirations, whether through written nar-
ratives, audio recordings, or other creative mediums, as part of
dignity therapy or similar biography work.

Tip 9: As Community Members Who Often Share
Sociocultural Identities with the Clients They Serve,
End-of-Life Doulas Provide Culturally Sensitive and
Value-Aligned Care

End-of-life doulas are adept at navigating diverse cultural
practices, beliefs, and traditions because they come from
many backgrounds. As humans, we live and die in the com-
munity; who better to serve individuals and families than
someone from within one’s own community and culture?
Those with serious and/or terminal illnesses can receive com-
panionship, care, and support from those who may be similar
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to them and understand them—affording an approach result-
ing in more personal, relevant, and holistic care.!”

The work of end-of-life doulas draws parallels with the
role of CHWs. Watson et al. emphasize the pivotal role of
CHWs in addressing health care disparities and promoting
community well-being.?’ End-of-life doulas and CHWs
belong to diverse communities, comprehending unique narra-
tives that shape individual perspectives on life and death. This
shared commitment to cultural humility allows both roles to
foster inclusive environments where patients and their loved
ones receive adequate care encompassing being seen, heard,
and respected.

With time and freedom to get to deeply know clients, end-
of-life doulas honor individual and familial ways of meaning-
making, ensuring that patients and their families receive care
that respects their cultural values and preferences. This is par-
ticularly emphasized in communities of color, where Dellin-
ger and Husain stress the importance of avoiding any
semblance of cultural appropriation.'® This nuanced approach
becomes integral to fostering trust and enhancing patients’
overall experience during their end-of-life journey.?’

Tip 10: End-of-Life Doulas Directly Address Social
Isolation and Loneliness for All Patients by Providing
In-Home Visits at a Patient’s Place of Residence on a
Regular and Consistent Schedule

Research shows that social relationships have more impact
on decreasing mortality than smoking cessation, drug treat-
ment for hypertension, or physical activity.>® Knowing that
social networks determine how one copes with stress and vul-
nerability, and that large health care systems are not inher-
ently part of one’s social network, end-of-life doulas are that
much more important. They understand the importance of
social connections and can more comfortably and appropriately
cross the threshold into someone’s home, offering a contrast to
the traditional clinical setting. For persons experiencing home-
lessness, the trust between an end-of-life doula and homeless
service providers can be a bridge to building meaningful rela-
tionships. End-of-life doulas can meet clients where they feel
most comfortable receiving care for emotional and advance
care planning support.!

As older adults living with chronic and serious illnesses
experience challenges with mobility and sensory changes that
can lead to worsening quality of life, dependence, and social
isolation, the need for connection is imperative.32 Also, in
rural areas where a person may travel hundreds of miles to see
a health care clinician, local end-of-life doulas provide con-
sistent, compassionate, and nonjudgmental social interaction
that serves not only to improve connection but enhances com-
munication with the health care team and additional resources
in the community.33 For the palliative care patient who is still
undergoing treatment, not eligible for, or not choosing hos-
pice, end-of-life doulas provide much of the support that
would typically be covered by hospice care. With the addi-
tional training undergone by end-of-life doulas, the compan-
ioning provided also includes deep listening to the concerns
of the seriously ill patient, which can be communicated to
health care teams. Some clients have an end-of-life doula for
years before they become seriously ill, engaging to tell stories,
explore questions about living and dying, and to relive memo-
ries. These conversational explorations contribute not only to
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connectedness, but to an improved quality of life,>* at a time
when developmentally the older adult is seeking ego integrity
and can find this through the sharing of past experiences with
an end-of-life doula.®

Conclusion

By forging partnerships with end-of-life doulas, palliative
care teams can enhance continuity of care and ensure that
patients receive consistent support between health care visits
from a member of their community. This collaboration
enriches the quality of care provided, ensuring that the dignity
and uniqueness of each individual’s cultural identity are
honored.

End-of-life doulas operate beyond a one-size-fits-all para-
digm. Instead, they specialize in tailoring their assistance,
attuning to the unique circumstances and preferences of each
patient. By understanding the roles and strengths of end-of-
life doulas, effective partnership with palliative care clini-
cians can promote the delivery of personalized, culturally
inclusive, and meaningful support for patients and their
caregivers.
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