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Using Existing Resources to
Create a Successful End-of-

Life Doula Program

-tq’k/YakobchukOIena A

The end-of-life doula role has
emerged as an integral part
of the interdisciplinary team
caring for patients. The doulas
provide an extra layer of sup-
port from a non-clinical lens
to prevent crises, follow-up
with families, and guide them
through their journey. This
manuscript describes how a
hospice agency developed a
performance improvement
project to train volunteers to
become end-of-life doulas
through a rigorous training
program, based on the Doula
Model of Care. The implemen-
tation of the program was eval-
uated based on caregiver and
staff satisfaction, and volun-
teer knowledge competency.
The results from the pilot pro-
gram showed mixed outcomes
for patient and staff satisfac-
tion, but created a rigorous
training program for hospice
volunteers. The COVID-19
pandemic disrupted data
gathering and implementation
of the program, so outcomes
were varied. However, the pro-
gram remains successful with
ongoing training of the end-of-
life doulas and an increase in
new volunteers to support the
program.
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he U.S. population of those 65 and older is

projected to double and reach 80 million by

2040 (Mather et al., n.d.). The focus on com-

munity health and aging in place has in-
creased dramatically, with palliative and hospice
care critical for positive experiences at the end of
life (EOL). The increase in the older adult popula-
tion necessitates the creation of innovative meth-
ods to better utilize resources in support of pa-
tients and caregivers during critical moments.
One of those emerging innovative concepts is the
end-of-life doula (EOLD) role. In this role, individu-
als collaborate with ill pa-
tients to help guide them
through the transition to
death and support their
loved ones through the dying
process (Murphy, 2021). The
EOLD, like a birth doula, pro-
vides compassionate care
and assists with emotional,
spiritual, and physical sup-
port to everyone involved
with the EOL experience.
Healthcare systems are
adopting the EOLD model to recognize the grow-
ing movement and train individuals to assist pa-
tients and caregivers in providing non-medical
support at the time of death.

Caregiver Burden at EOL

Care for loved ones often falls on family caregivers
at EOL. The often-unanticipated increase in re-
sponsibility, emotional investment, and time spent
are associated with distress (Haan et al., 2021).
Extant research shows the wellness trajectories of
caregivers follows the same path as those with
serious illnesses. Stress in social, psychological,
and spiritual domains among caregivers was simi-
larly compared to the suffering experienced by
patients (Bijnsdorp et al., 2022), and the patient’s
dependency and duration of care compounded
stress levels among caregivers (Lindt et al., 2020).
A 2022 study determined that caregiver burdens
remained high or increased throughout the pa-
tient’s illness, leading to caregiver burnout and
illness (Bijnsdorp et al.,, 2022). Another study
found deterioration in quality of life for caregivers
of advanced cancer patients, with physical health
being impacted the most (Kocak et al., 2022).
These studies emphasize the need for more sup-
port and attention for caregivers to reduce the
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The end-of-life doula, like
a birth doula, provides
compassionate care and
assists with emotional,
spiritual, and physical
support to everyone
involved with the
end-of-life experience.

risk of burnout and provide guidance in alleviating
emotional distress.

The Doula Movement

Doulas, meaning “those who serve,” gained its
modern-day definition in the 1960s with the natural
childbirth movement and became widespread in
the 1990s when training and certification became
available (Knocke et al., 2023). Although doulas are
traditionally associated with pregnancy, postpar-
tum care, and support for the new mother and
baby, doulas have emerged in EOL care to meet the
needs of dying patients and
their families and play a criti-
cal supportive role during
this vulnerable time. The
“Doula to Accompany and
Comfort Program,” a grass-
roots volunteer-driven model
launched in 2001 through the
New York University Medical
Center’s Department of Social
Services, first formally used
the term “doula” to describe
a specific kind of EOL service.
The doula role focuses on the social, psychologi-
cal, and spiritual needs of individuals at risk of
isolation during the dying process (Krawczyk &
Rush, 2020). EOLDs provide emotional support,
anticipate care needs, develop plans, suggest re-
sources, and help coordinate care. The National
End-of-Life Doula Alliance (NEDA), formed in 2018,
seeks to elevate the role of EOLDs to a position
that is recognized, understood, utilized, and well-
integrated into mainstream EOL care practices
(Brennan, 2019). NEDA has standardized the dou-
la’s scope of practice (Table 1), core competencies,
and guiding principles, and created a mission syn-
chronized with the World Health Organization’s
public health approach, Compassionate Communi-
ties and Compassionate Cities. This approach aims
to motivate communities to take more responsibil-
ity for improving healthcare at EOL (Librada-Flores
et al., 2020). Hospice programs throughout the
United States can use the established model of
birth and postpartum doulas to integrate EOL dou-
las into their teams for cost-effective, high-quality,
patient-centered, and innovative care.

Purpose

This paper aims to describe how one hospice pro-
gram trained volunteer EOLDs and integrated
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them into the care team to address caregiver
burnout and distress issues. The goal was to
increase mutual satisfaction of the patient and
caregivers, as well as the volunteers and other
members of the interdisciplinary team.

The hospice agency, located in the Northeastern
part of the United States, has a daily census of ap-
proximately 100 patients. The hospice serves a
mix of rural and suburban towns over approxi-
mately 500 square miles. The hospice program is
part of a not-for-profit community health system
that includes a hospital, multiple outpatient pri-
mary and specialty practices, and a home health
agency. Most of the hospice’s funding comes from
patients on the Medicare Hospice Benefit. There-
fore, it operates according to the standard of
practice delineated by the Medicare and Medicaid
Programs Hospice Conditions of Participation.

According to Medicare regulations, hospice
care is an approach to caring for terminally ill pa-
tients that provides physical, psychosocial, and
spiritual care to the patient and their family mem-
bers and caregivers, emphasizing keeping the pa-
tient home (Centers for Medicare and Medicaid
Services, n.d.). The Conditions of Participation
also stipulate that volunteers are integral as inter-
disciplinary team members in the patients’ care
plans. “Volunteers must provide day-to-day ad-
ministrative and/or direct patient care services in
an amount that, at a minimum, equals 5% of the
total patient care hours.” (Centers for Medicare
and Medicaid Services, 2023.) At the conception of
this project, our hospice agency had a volunteer
participation rate of 9.8%. However, the volun-
teers gravitated toward caring for the inpatient
hospice patients, so there was a need to create a
program to shift to seeing more patients at the
hospice care level at home.

The hospice program’s volunteer coordinator
and nurse resource manager recognized the value
of volunteers and the potential to enhance the
patient experience, retain seasoned volunteers,
and attract new volunteers. Therefore, they pro-
posed a pilot program to assess the feasibility of
training volunteers to be EOLDs, utilizing existing
resources to develop a volunteer EOLD role and
assess the efficacy of employing volunteers in the
doula role to improve caregiver, staff, and volun-
teer experiences.

Coincident with the planning of this project,
the COVID-19 pandemic struck, threatening the
program’s robust volunteer participation, as the
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Table 1. National End-of-Life Doula
Alliance: Doula Scope of Practice

End-of-Life Doula Scope of Practice

Provide non-medical, non-judgmental support and guidance
to individuals and families through times of critical,
transformative life change.

Nurture, inform, support, guide, empower, and comfort.

Work with other caregivers and members of the medical
team.

Foster self-determination in their clients by assisting them
in gathering information and encouraging them to make
informed choices that are right for them.

Make referrals to appropriate professionals and community
resources for client needs outside of the doula’s scope of
practice.

Support that is focused on and adapted to the unique
needs and requirements of each family served.

risk of COVID-19 was too high to allow volunteers
to perform home visits. However, volunteers
wanted to help the program’s patients in any way
they safely could. In addition, due to disruptions
in patient care delivery, the team recognized a
gap in care quality, especially in patient experi-
ence. The pandemic and its aftermath created
barriers to positive patient experiences, including
delays in referrals for hospice care resulting in
shorter lengths of stay among hospice patients, a
rising acuity among patients in home care, and
heightened emotional distress for patients, fami-
lies, and caregivers. Therefore, the agency devel-
oped a plan to train volunteer doulas who could
initiate contact by phone and eventually include
home visitation once pandemic restrictions were
lifted.

Method

The first step was enlisting the health system’s
leadership and interdisciplinary team in the pilot
program. Hospice leadership buy-in was crucial,
but support was also necessary from health sys-
tem executives. The program’s Quality Assurance
Performance Improvement committee had previ-
ously identified room for improvement in the
areas of emotional support, communication pro-
vided to the family, and training the family to care
for the patient based on their Consumer Assess-
ment of Healthcare Providers and Systems Hos-
pice survey. The latter two areas were particularly
confounding, as the program had a consider-
able number of written materials to support the
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education patients and families were provided
verbally at home. The Quality Assurance commit-
tee hypothesized that the information provided in
the initial days of service was overwhelming, and
families did not return to these written resources
once they settled into the hospice routine. The
families would be exclusively assigned the same
doula to provide continuity in care and deepen
their connection with family members to provide
emotional support.

After approval from administration and man-
agement, clinicians and staff of the hospice pro-
gram were asked for feedback on the pilot pro-
posal. Team members expressed concern that the
families (and possibly the doulas themselves)
would be confused by an additional role on the
interdisciplinary team. They were also worried
that the doulas would provide information outside
their scope of practice (for instance, giving advice
on medications or assisting with filling out finan-
cial aid applications). There was also some confu-
sion about the program’s EOLD volunteers as op-
posed to the somewhat broader role of doulas for
hire in the community.

The team was encouraged to think of the
EOLDs as a hotel concierge, that is, someone who
is an expert on where to find the information they
need rather than imparting the information itself.
The EOLDs were trained to know every section of
the Hospice Information Booklet. This manual,

Figure 1. Doula Model of Care (c) Patty
Brennan, LifespanDoulas.com

Non-
Judgmental
Support

Family-
Centered
Approach

Holistic Care / ¥
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provided to every family on admission, explains
the hospice philosophy and program mission, pa-
tient and organization rights and responsibilities,
home safety, symptom management, and guide-
lines on caring for their loved ones. EOLD also
understood the supplementary materials pro-
vided by the agency, like a guideline explaining
how to do a “Letting Go” ceremony and informa-
tion on what to expect as the patient nears EOL. If
families had questions beyond what the EOLDs
could substantiate with written materials, they
would direct the caregiver to call the agency’s
clinical supervisor or after-hours nurse.

The interdisciplinary team (IDT) members were
also tasked to find time points where caregivers
would benefit from a doula. Team members gave
examples, such as at the start of care when the
volume of information is overwhelming or when
the patient experiences physical or functional de-
cline, particularly when death is imminent. Other
indicators might include visits with caregivers who
had many questions or repeated the same ques-
tions, were reluctant to allow visits to end, or had
a higher volume of after-hours calls. Through this
discussion, team members began to see how dou-
las could lighten the burden of an overwhelmed
family or those with high emotional needs.

Recruitment

The volunteer coordinator contacted existing vol-
unteers to survey those interested in participating
in the pilot program and held an information ses-
sion. Criteria to participate included volunteers
with greater than 1 year of experience, who are/
were caregivers, and had a willingness to commit
to the role for 1 year. Interested volunteers were
interviewed, and six were selected for the pilot
program, which started in September 2020. The
pilot coordinators explained the objectives of the
role, training requirements, and the expectation of
active participation; the volunteers fully agreed to
commit prior to the first training session.

Framework

Doula Model of Care

The hospice team made use of pre-existing guid-
ing principles for doulas caring for those at the
EOL. The Doula Model of Care, developed by Bren-
nan, describes the convergence of the principles of
holistic care, family-centeredness, empowerment,
non-judgmental support, non-medical support,
and team collaboration (Figure 1). The six core
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components of the Doula Model of Care define
how services are delivered to patients and fami-
lies based on best practice strategies for per-
sons, populations, and groups as they progress
through stages of their serious illness (Brennan,
2019).

Non-medical support clarifies that doulas re-
frain from performing clinical or medical tasks.
Non-judgmental support implies that the doula
does not impose their values or beliefs on the
patient or caregiver. A family-centered approach
focuses on the patient and family/caregivers as
one unit. Doulas do not replace partners, family
members, or other care providers (Brennan,
2019). This role is consistent with the hospice
philosophy of empowering the family to provide
care. The doulas care for family units holisti-
cally, including the biopsychosocial and spiritual
aspects of the person and the eight domains of
palliative care (Ahluwalia et al., 2018). Doulas
empower the patient and family to advocate,
make decisions based on all available informa-
tion, and maximize autonomy. Finally, agency-
trained doulas are members of the hospice
interdisciplinary team and are involved in the
hospice plan of care.

Curriculum Development and Education
The objectives for the EOLD volunteer program
specified that doulas would:
e Become familiar with the hospice EOL doula
philosophy and practices,
¢ Be able to disseminate information about
hospice services,
e Understand the role of each member of the
interdisciplinary team,
e Distinguish their role related to enhanced pa-
tient/caregiver experience, and
e Demonstrate knowledge and skills learned
through training for the program.

The pilot coordinators trained the EOLD vol-
unteers and educated the staff to deliver informa-
tion on the structure and goals of the pilot pro-
gram. Staff education focused on describing the
role of the EOLD in the community and under-
standing the potential improvement in patient
experience by providing an additional layer of
support. This support included increased atten-
tion to patients and caregivers during transitions
of care, managing patient and caregiver expecta-
tions, reinforcing teaching from the hospice staff,
and providing affirmation to caregivers.

September/October 2024

This manual, provided to every family
on admission, explains the hospice
philosophy and program mission,
patient and organization rights and
responsibilities, home safety, symptom
management, and guidelines on caring
for their loved ones.

The hospice team was given a detailed curricu-
lum summary through the training process and
was asked for their input. Concerns included how
the EOLD would coordinate and communicate
with clinicians, knowing their specific role and
scope of practice, having them overlap or intrude
with ongoing work being done with patients and
caregivers, and making sure they have established
their boundaries. These concerns were addressed
by the project coordinators and staff was reas-
sured they could provide feedback at any point
during the pilot. The coordinators worked closely
with the team and EOLD volunteers during the
pilot to ensure clear communication occurred
throughout the iterative process.

Curriculum Implementation

The coordinators provided a refresher course on
core hospice concepts for the volunteers to estab-
lish a baseline. The six-member cohort had lengths
of service ranging from 3 to 23 years. Based on
Brennan’s framework (2019), the EOLD training
included education that was comprehensive and
interactive. A multi-modality pedagogy approach
was used, including didactic lectures, journaling,
creating an “elevator pitch,” role-playing scenar-
ios, individual sessions, and supervised visits to
patient/family homes.

The implementation period from May 2020 to
October 2020 included presenting the curriculum
and training program to various health system
committees, including the Nurse Collaborative
Council and the Quality Assurance Performance
Improvement committees, presenting the pro-
gram to staff and volunteers, gauging volunteer
interest, selecting volunteers, conducting the
training, and developing a procedure to match
EOLD volunteers with patients/families. The esti-
mated time for completion was 25 hours, including
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attending IDT meetings, online training and follow-
up meetings, ongoing support, and monitoring.

The in-person training sessions focused on an
overview of the agency’s hospice and palliative
care program,; a discussion of the patient experi-
ence scores; the role of the EOL doula, including
its history and integration at this agency; and the
role of the interdisciplinary team in patient-
centered care. Between sessions, volunteers
completed the Online Volunteer Training Program
narrated by Gary Gardia (Gardia, n.d.). These
modules focused on an overview of hospice
goals and philosophy; dying, death, and bereave-
ment; family systems, dynamics, and rights;
communication and active listening; skills dem-
onstrations; boundaries, Health Insurance Porta-
bility and Accountability Act, documentation,
and self-care.

In addition to the Hospice Information Booklet,
volunteers received material from the National
End-of-Life Doula Alliance, books by Barbara
Karnes, RN, and a copy of Medicare’s condition of
participation (Table 2). For homework, cohort
members developed an “elevator pitch” to de-
scribe their role and identified the tools they felt
they needed to support them in their role. Self-

reflection was also a critical element to allow the
EOLD volunteers to understand the information
and process their beliefs and emotions. The EOLD
volunteers also had to attend two agency IDT
meetings. The combination of education, re-
sources, and participation in the IDT meetings re-
sulted in well-prepared EOLD that competently
expressed thought-provoking, sensitive, and cre-
ative approaches during case study discussions.
In addition, EOLD were evaluated with a compe-
tency test and their development of an “elevator
pitch.”

Outcome Measures

Organization and Program Goals

Evaluation of patient, hospice staff, and EOLD ex-
periences provided insight into the effectiveness
of the program and changes needed for successful
outcomes. Patient satisfaction was measured pre-
and post-EOLD program implementation from
three content areas of a satisfaction survey sent to
all caregivers after a patient’s death. Evaluation of
staff focused on job satisfaction and teamwork
collaboration before and after the EOLD volun-
teered with patients and families. The doula had
to demonstrate competency by the end of the

Table 2. Curriculum Materials for End-of-Life Doula Training

Material it [informaton |

Hospice Information Booklet
Letting Go with Love Brochure

Gone from My Sight: The Dying Experience
By Barabara Kearns, RN

The Eleventh Hour: A Caring Guide for the Hours
to Minutes Before Death
By Barabara Kearns, RN

My Friend, | Care: The Grief Experience
By Barabara Kearns, RN

Section 418 - Hospice from the Medicare
Conditions of Participation

Sample Patient Bill of Rights for EOLDs to Use

At the Ready: How end-of-life doulas can
support hospices

By Lee Webster with Merilynn Rush, Suzanne
O’Brien, Patty Burgess, and Deanna Cochran

Information given to all patients upon admission with guidance on pain and
symptoms management, resources, and emergency procedures.

A brochure with poems, scripture readings, and words of comfort to assist
caregivers verbalize assurances to patients to let go.

A resource that clarifies the stages of dying in simple terms. https://bkbooks.
com/collections/booklets/products/gone-from-my-sight-the-dying-experienc
e?variant=36961181171868

An accompanying resource to the above book that gives ideas for what to
do, say, and care for a person at the end of life.
https://bkbooks.com/collections/booklets/products/the-eleventh-hour-a-
caring-guideline-for-the-hours-to-minutes-before-death?variant=
36961177075868

A resource for those that are newly grieving with guidance through the
stages of grief and moving forward into a meaningful life.
https://bkbooks.com/collections/booklets/products/my-friend-i-care-the-
grief-experience?variant=36961175863452

Medicare policies and regulations in hospice care.
https://www.ecfr.gov/current/title-42/chapter-1V/subchapter-B/part-418

This statement by the National End-of-Life Doula Alliance addresses patient
rights in quality care, safety, privacy, and information.
https://www.nedalliance.org/

https://www.nedalliance.org/learn-more-about-eolds.html

https://www.nedalliance.org/uploads/1/0/9/9/109917739/at_the_ready_
eolds_and_hospice.pdf
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training by completing and passing a quantitative
exam and an individual interview with the pro-
gram coordinators.

Patient Experience

Patient experience, measured by Consumer As-
sessment of Healthcare Providers and Systems
surveys delivered to caregivers 3 months after the
patient’s death, is regulated by the Centers for
Medicare and Medicaid Services. These surveys
have a standard set of questions that measure the
quality of communication with the family, getting
timely help, treating the family with respect, ad-
dressing their emotional needs, and providing
training for families to assume care for their loved
ones, among other metrics. Barriers to meeting
these outcomes include patient short lengths of
stay on hospice, rising acuity of patients in home
care, delayed referrals, and patients and caregiver
information overwhelm at the initial visit. In addi-
tion, the impact of the pandemic necessitated an
environment that provided additional support to
patients and caregivers, maintained volunteer
engagement without direct patient contact, and
utilized the volunteer and coordinator’s time
effectively.

Patient experience also aligns with the goals of
the hospice program and health system. The health
system has achieved the American Association
College of Nurses Magnet status for five terms and
is currently completing an evaluation for its sixth.
This pilot highlights one of the standards of the
AACN Magnet tenets by adding an innovative ini-
tiative. Specifically, the following questions mea-
sured outcomes:

1. Did the hospice team give you as much infor-
mation as you wanted about what to expect
while your family member was dying?

2. While your family member was in hospice
care, when you or your family member asked
for help from the hospice team, how often
did you get help as soon as you needed it?

3. How often did the hospice team listen care-
fully to you when you talked with them
about problems with your family member’s
hospice care?

Staff Experience

The pilot focuses on the patient experience and
goals of the health system but also addresses the
satisfaction of the hospice staff. Initiating the pilot
program could have been perceived as burden-

September/October 2024

The six core components of the Doula
Model of Care define how services
are delivered to patients and families
based on best practice strategies for
persons, populations, and groups as
they progress through stages of their
serious illness.

some to staff as it was a change in practice. Team
members expressed concern about having to
correct misinformation if the EOLD did not relay
information correctly. The program coordinators
decided to focus on the variables of a) staff job
satisfaction and b) teamwork collaboration. Data
were collected from October 2020 through August
2021 and staff rated their satisfaction with
job-related tasks and teamwork collaboration for
individual hospice cases on a Likert scale
(5 [strongly agree] to 1 [strongly disagree]). The
scores were averaged and analyzed quarterly. The
EOLD volunteers started working with patients in
November 2020; therefore, initial data gathering
occurred 2 months after these services began.

Volunteer Experience

The input of the volunteers trained to be EOLD
volunteers was also critical. Volunteers were con-
sidered a specialty subgroup of hospice volun-
teers. Prospective doulas completed interest
forms, which included questions such as their in-
terest in becoming an EOLD, perceptions of their
role with the hospice interdisciplinary team, their
role in advocating for patients and families, and
methods to maintain professional boundaries.
Common answers included “being able to support
people during transition” and “having direct in-
volvement to support patients and families in the
present.” A recurring response to challenges as a
volunteer included “setting boundaries” and “get-
ting attached to patients and families.” Finally,
each volunteer gave examples of advocating and
boundary-setting from previous life or work expe-
riences. They described how they used skills from
other experiences to apply them to current prob-
lems, showing the techniques they had developed
in addressing difficult situations.
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After selecting volunteers for the first cohort,
the group completed the training in approximately
2 months. The evaluation of the volunteers con-
sisted of a quantitative assessment and individual
meetings with the coordinators to review course
content, answer questions, and confirm their
readiness to support patients and caregivers in
their new role.

Data Analysis

Patient Experience

Analysis of patient satisfaction scores showed
changes from 2020 to 2021 from survey data gath-
ered from Strategic Healthcare Programs, a third-
party performance improvement organization
(Strategic Healthcare Programs, n.d.). During the
fourth quarter (October to December) of 2020, a
review of survey information created baseline
data points before the EOLD volunteer began to
work with patients. A comparison of data from the
fourth quarter of 2021, approximately 1 year after
implementing the pilot, showed slight changes in
quarter scores. All scores from the three ques-
tions (mentioned above) were benchmarked with
national scores to derive a percentage compared
to national patient satisfaction scores. In 2021,
caregivers receiving as much information on what
to expect when a family member was dying in-
creased by 3% compared to the same time in 2020.
Satisfaction scores decreased by 2% for caregiv-
ers’ perceptions of getting help as soon as needed
but increased by 4% regarding hospice team

Figure 2. Patient Satisfaction Scores
Pre- and Post-EOLD Implementation
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members listening carefully about their problems
(Figure 2). Although these changes are slight and
caregivers’ perceptions about getting help as soon
as needed decreased, the overall satisfaction of
caregivers moved toward a positive trend. It is
also critical to note that this was during the height
of the pandemic and other factors likely contrib-
uted to the changes in scores.

Staff Experience

Program coordinators tracked staff’s perceptions
of the EOLD program from October 2020 through
September 2021. In October 2020, satisfaction was
high for both job-related work and teamwork col-
laboration. Both averaged 4.7 out of 5. In January
2021, staff were dissatisfied overall with their jobs
and how the team worked together. Scores aver-
aged 3.86 for job satisfaction and teamwork at 4.1.
However, scores increased throughout 2021, with
average job satisfaction reaching 4.47 and team-
work at 4.7 (Figure 2).

Volunteer Experience and Competence

To evaluate the EOLD, post-training evaluations
were completed. Each volunteer completed a
competency assessment that included knowl-
edge of hospice policies, procedures, structure,
boundary scenarios, and EOLD scope of prac-
tice. After completing the assessment, each
volunteer met individually with the program
coordinators to review each question and an-
swer. Most EOLD scored 80% or higher. The indi-
vidual meeting ensured that all EOLD questions
were addressed and the coordinators could
discuss their knowledge and understanding of
their role in the hospice interdisciplinary team
with each volunteer.

Discussion

The pilot program for training volunteers to be
EOLDs was a significant endeavor to provide extra
support to patients and families at the EOL. The
program in its current state is thriving. Although
improvements in patient satisfaction scores be-
tween 2020 and 2021 have been incremental, anec-
dotal feedback from families and caregivers has
been instrumental in continuing the program and
assessing each case individually. Caregivers re-
ported increased satisfaction about receiving in-
formation from the team when their loved one was
dying, and for feeling they had been listened to
carefully. This showed that the EOLDs could
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provide an additional layer of support as pro-
jected at the beginning of the pilot.

The program did not have a positive effect on
family perception of receiving help as soon as
needed; however, the ongoing COVID restrictions
and shorter lengths of stay of patients on hospice
services may have offset any gains the doula pro-
gram may have offered. The pandemic prevented
individuals from seeking medical care due to the
dangers of contracting the virus (Czeisler et al.,
2020). As a result, agencies saw a decrease in
patients admitted to the hospice program due to a
lack of referrals from physicians in the commu-
nity. This delay resulted in an increase in acuity
due to an influx of critically ill patients referred to
hospice, but only staying on service for a few
hours to a few days (Rogers et al., 2021). Many of
these patients could only partially benefit from
the services offered by hospice due to their short
lengths of stay. For those patients who had a
shorter stay, there was often no time for the EOLD
to be introduced. In the current iteration of the
program, doulas are making check-in calls in the
first week of service to gauge the primary
caregiver’s understanding of the program and the
arrival of durable medical equipment and the
comfort pack medications. These introductory
calls allow the doulas to establish their relation-
ship with the caregivers earlier on and are
expected to demonstrate a stronger impact on the
“help as soon as needed” metric.

Similarly, staff satisfaction decreased from
October 2020 to January 2021 and increased
thereafter for the remainder of 2021. Many of the
comments noted by staff when completing the
qualitative evaluations included notations about
COVID restrictions and their effect on job satisfac-
tion. As mentioned above, the period after the first
and second waves of COVID resulted in sick indi-
viduals who were not able to see their providers.
This caused an increase in the number of patients
who were severely ill resulting in new and difficult
challenges.

Conclusion

The EOLD volunteer pilot aimed to extend
additional support to caregivers experiencing the
insecurity of caring for a patient at the EOL. As
non-clinical personnel, they provide a bridge to
understanding the more overwhelming clinical
aspects of care by normalizing the dying process
and gently reinforcing the teaching and resources

September/October 2024

A multi-modality pedagogy approach
was used, including didactic lectures,
journaling, creating an “elevator pitch,”
role-playing scenarios, individual
sessions, and supervised visits to
patient/family homes.

provided to families on admission. Through their
training and prior experience with dying patients,
the doulas can support families, listen to frustra-
tions, and guide care for a vulnerable population.
In addition to demonstrating the use of hospice
materials and resources to extend the work of the
interdisciplinary team, they provide feedback to
the team on areas where additional teaching may
be needed.

For programs hoping to employ this model, it
would be important to have interested volunteers
complete a rigorous training program that as-
sesses competency before introducing the role to
patients and caregivers. Table 1 offers suggestions
for a curriculum to prepare volunteers for this
important role.

Plans for the pilot started before the pandemic
surged in March 2020. However, administrators
and those leading the program realized the value
of the EOLD role and how it could serve patients
and caregivers and proceeded to implement the
program despite operational restrictions. The
need for additional support was even more invalu-
able as the pandemic restricted home visits, pro-
vided an uncertain landscape on its impact, and
sheltered patients and caregivers together. The
EOLD volunteer, initially through phone calls and
virtual methods, helped struggling families by
assuaging frustrations of those restricted environ-
ments. This laid the groundwork for establishing
the role that eventually transitioned to a hybrid of
telephonic and in-person home visits.

Each situation for the EOLD volunteers has
been unique, and ongoing training is crucial. A key
part in retaining EOLDs is monthly check-in
meetings where the EOLDs meet with the program
coordinators to discuss challenges and successes,
and to continually stay current on patient-centered
initiatives within the program.
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As non-clinical personnel, they provide
a bridge to understanding the more
overwhelming clinical aspects of care
by normalizing the dying process and
gently reinforcing the teaching and
resources provided to families on
admission.

The EOLD program is in its third year, and mul-
tiple cohorts of volunteers have been trained and
matched with patients and caregivers. Through
continuous evaluation of this quality improve-
ment initiative, the position of the EOLD evolves
to meet the program’s needs. The retention of
EOLD volunteers is at 90%, which has attracted
new volunteers to the role. Staff have fully inte-
grated the EOLD into the development of their
patient care plans. Other agencies starting a EOLD
program may benefit from analyzing outcome data
18 to 24 months after the initial implementation,
as it may be difficult to determine accurate out-
comes in a short period of time. In addition, dur-
ing interim points, qualitative data should be
gathered from EOLD, patients and families, and
staff members, which could give insight into satis-
faction, changes needed, and potential curriculum
reorganization. Although the outcomes have yet
to display the full impact of the EOLD role, the
extra support and care given to these families has
been invaluable and an essential part of the hos-
pice care team. M

Amisha Parekh de Campos, PhD, MPH, RN, CHPN, is an Assistant
Clinical Professor, School of Nursing, University of Connecticut,
Storrs, Connecticut, and Quality and Education Coordinator, Hospice
Program, Middlesex Health, Middletown, Connecticut.

Diane Santostefano, MBA, EOLD, is Volunteer Coordinator, Hos-
pice Program, Middlesex Health, Middletown, Connecticut.

Susan Daniels, MSN, RN, CHPN, is Hospice Resource Nurse, Hos-
pice Program, Middlesex Health, Middletown, Connecticut.

The authors declare no conflicts of interest.

Address for correspondence: Amisha Parekh de Campos, PhD, MPH,
RN, CHPN, Middlesex Health, Hospice Department, 21 Pleasant St.
Middletown, CT 06457 (amisha.parekh_de_campos@uconn.edu).

Copyright © 2024 Wolters Kluwer Health, Inc. All rights reserved.
DOI:10.1097/NHH.0000000000001281
REFERENCES

Ahluwalia, S. C., Chen, C., Raaen, L., Motala, A., Walling, A. M.,
Chamberlin, M., O’Hanlon, C., Larkin, J., Lorenz, K., Akinniranye,

294 Volume 42 | Number 5

0., & Hempel, S. (2018). A systematic review in support of
the National Consensus Project Clinical Practice Guidelines
for Quality Palliative Care, Fourth Edition. Journal of Pain and
Symptom Management, 56(6), 831-870. https://doi.org/10.1016/j.
jpainsymman.2018.09.008

Bijnsdorp, F. M., Onwuteaka-Philipsen, B. D., Boot, C. R. L., van der
Beek, A. J., & Pasman, H. R. W. (2022). Caregiver’s burden at the
end of life of their loved one: Insights from a longitudinal qualita-
tive study among working family caregivers. BMC Palliative Care,
21(1), 142. https://doi.org/10.1186/s12904-022-01031-1

Brennan, P. (2019, August 1). Doula Model of Care—Guiding
Principles. Lifespan Doulas. https://lifespandoulas.com/doula-
model-of-care/

Centers for Medicare and Medicaid Services. (2023). 42 CFR 418.78—
Conditions of participation—\Volunteers. CMS.gov. https://www.
ecfr.gov/current/title-42/chapter-IV/subchapter-B/part-418/
subpart-C/subject-group-ECFR74797288a614803/section-418.78

Centers for Medicare and Medicaid Services. (n.d.). Hospices. CMS.
gov. https://www.cms.gov/medicare/health-safety-standards/
certification-compliance/hospices

Czeisler, M. E., Marynak, K., Clarke, K. E. N., Salah, Z., Shakya, I.,
Thierry, J. M., Ali, N., McMillan, H., Wiley, J. F., Weaver, M. D.,
Czeisler, C. A., Rajaratnam, S. M. W., & Howard, M. E. (2020).
Delay or avoidance of medical care because of COVID-19-
related concerns—United States, June 2020. MMWR. Morbidity
and Mortality Weekly Report, 69(36), 1250-1257. https://doi.
org/10.15585/mmwr.mm6936a4

Gardia, G. (n.d.). Hospice Online Volunteer Training Program.
Hospice & Home Care Webinar Network. https://hospice.eewe-
binarnetwork.com/volunteer-training

Haan, M. M., Olthuis, G., & van Gurp, J. L. P. (2021). Feeling called
to care: A qualitative interview study on normativity in family
caregivers’ experiences in Dutch home settings in a pallia-
tive care context. BMC Palliative Care, 20(1), 183. https://doi.
org/10.1186/s12904-021-00868-2

Knocke, K., Chappel, A., Sugar, S., De Lew, N., & Sommers, B. D.
(2023). Doula care and maternal health: An evidence review.
U.S. Department of Health and Human Services. https://aspe.
hhs.gov/reports/doula-care

Kocak, N., Senel, G., Oguz, G., Karaca, S., & Gokse, F. (2022).
Quality of life and burden in family caregivers of patients with ad-
vanced cancer receiving specialized palliative care. Indian Journal
of Cancer, 59(2), 187-193. https://doi.org/10.4103/ijc.IJC_671_19

Krawczyk, M., & Rush, M. (2020). Describing the end-of-life
doula role and practices of care: Perspectives from four
countries. Palliative Care and Social Practice, 14. https://doi.
org/10.1177/2632352420973226

Librada-Flores, S., Nabal-Vicufia, M., Forero-Vega, D., Mufoz-
Mayorga, |., & Guerra-Martin, M. D. (2020). Implementation
models of compassionate communities and compassionate
cities at the end of life: A systematic review. International Journal
of Environmental Research and Public Health, 17(17). https://
doi.org/10.3390/ijerph17176271

Lindt, N., van Berkel, J., & Mulder, B. C. (2020). Determinants of
overburdening among informal carers: A systematic review.
BMC Geriatrics, 20(1), 304. https://doi.org/10.1186/s12877-
020-01708-3

Mather, M., Scommegna, P, & Kilduff, L. (n.d.). Fact sheet: Aging in
the United States. Population Reference Bureau. https://www.
prb.org/resources/fact-sheet-aging-in-the-united-states

Murphy, S. (2021). Being an end-of-life doula. British Journal of
Community Nursing, 26(7), 334-337. https://doi.org/10.12968/
bjcn.2021.26.7.334

Rogers, J. E. B., Constantine, L. A., Thompson, J. M., Mupamombe,
C. T., Vanin, J. M., & Navia, R. O. (2021). COVID-19 pandemic
impacts on U.S. hospice agencies: A national survey of
hospice nurses and physicians. The American Journal of
Hospice & Palliative Care, 38(5), 521-527. https://doi.
org/10.1177/1049909121989987

Strategic Healthcare Programs. (n.d.). Strategic Healthcare Pro-
grams. https://www.shpdata.com/?gclid=CjwKCAiAmsurBhBv
EiwA6e-WPHfZGVuuk2wwIX2t18j10YzQcLqi99pulXc976zPp1
cwT7tWBdOLQxoCJYEQAVD_BwWE

www.homehealthcarenow.org

Copyright © 2024 Wolters Kluwer Health, Inc. All rights reserved.


http://www.homehealthcarenow.org
http://paperpile.com/b/rzrp5I/4DRH
http://paperpile.com/b/rzrp5I/4DRH
http://paperpile.com/b/rzrp5I/4DRH
http://dx.doi.org/10.1016/j.jpainsymman.2018.09.008
http://dx.doi.org/10.1016/j.jpainsymman.2018.09.008
http://paperpile.com/b/rzrp5I/8VuA
http://paperpile.com/b/rzrp5I/8VuA
http://paperpile.com/b/rzrp5I/8VuA
http://paperpile.com/b/rzrp5I/8VuA
http://paperpile.com/b/rzrp5I/8VuA
http://paperpile.com/b/rzrp5I/8VuA
http://paperpile.com/b/rzrp5I/8VuA
http://paperpile.com/b/rzrp5I/8VuA
http://dx.doi.org/10.1186/s12904-022-01031-1
http://paperpile.com/b/rzrp5I/hY1J
http://paperpile.com/b/rzrp5I/hY1J
http://paperpile.com/b/rzrp5I/hY1J
https://lifespandoulas.com/doula-model-of-care/
https://lifespandoulas.com/doula-model-of-care/
https://www.ecfr.gov/current/title-42/chapter-IV/subchapter-B/part-418/subpart-C/subject-group-ECFR74797288a614803/section-418.78
https://www.ecfr.gov/current/title-42/chapter-IV/subchapter-B/part-418/subpart-C/subject-group-ECFR74797288a614803/section-418.78
https://www.ecfr.gov/current/title-42/chapter-IV/subchapter-B/part-418/subpart-C/subject-group-ECFR74797288a614803/section-418.78
https://www.cms.gov/medicare/health-safety-standards/certification-compliance/hospices
https://www.cms.gov/medicare/health-safety-standards/certification-compliance/hospices
http://paperpile.com/b/rzrp5I/3jnI
http://paperpile.com/b/rzrp5I/3jnI
http://paperpile.com/b/rzrp5I/3jnI
http://paperpile.com/b/rzrp5I/3jnI
http://paperpile.com/b/rzrp5I/3jnI
http://paperpile.com/b/rzrp5I/3jnI
http://dx.doi.org/10.15585/mmwr.mm6936a4
http://paperpile.com/b/rzrp5I/GupB
https://hospice.eewebinarnetwork.com/volunteer-training
https://hospice.eewebinarnetwork.com/volunteer-training
http://paperpile.com/b/rzrp5I/gOde
http://paperpile.com/b/rzrp5I/gOde
http://paperpile.com/b/rzrp5I/gOde
http://dx.doi.org/10.1186/s12904-021-00868-2
http://paperpile.com/b/rzrp5I/Faga
http://paperpile.com/b/rzrp5I/Faga
http://paperpile.com/b/rzrp5I/Faga
http://paperpile.com/b/rzrp5I/Faga
http://paperpile.com/b/rzrp5I/Faga
http://paperpile.com/b/rzrp5I/Faga
http://paperpile.com/b/rzrp5I/Faga
http://paperpile.com/b/rzrp5I/Faga
http://paperpile.com/b/rzrp5I/Faga
https://aspe.hhs.gov/reports/doula-care
https://aspe.hhs.gov/reports/doula-care
http://paperpile.com/b/rzrp5I/536q
http://paperpile.com/b/rzrp5I/536q
http://paperpile.com/b/rzrp5I/536q
http://paperpile.com/b/rzrp5I/536q
http://paperpile.com/b/rzrp5I/536q
http://paperpile.com/b/rzrp5I/536q
http://paperpile.com/b/rzrp5I/536q
https://doi.org/10.4103/ijc.IJC_671_19
http://paperpile.com/b/rzrp5I/H39d
http://paperpile.com/b/rzrp5I/H39d
http://paperpile.com/b/rzrp5I/H39d
http://paperpile.com/b/rzrp5I/H39d
http://paperpile.com/b/rzrp5I/H39d
http://paperpile.com/b/rzrp5I/H39d
http://dx.doi.org/10.1177/2632352420973226
https://doi.org/10.3390/ijerph17176271
https://doi.org/10.3390/ijerph17176271
http://paperpile.com/b/rzrp5I/izwI
http://paperpile.com/b/rzrp5I/izwI
http://paperpile.com/b/rzrp5I/izwI
http://paperpile.com/b/rzrp5I/izwI
http://dx.doi.org/10.1186/s12877-020-01708-3
http://dx.doi.org/10.1186/s12877-020-01708-3
http://paperpile.com/b/rzrp5I/C4N5
http://paperpile.com/b/rzrp5I/C4N5
http://paperpile.com/b/rzrp5I/C4N5
http://paperpile.com/b/rzrp5I/C4N5
http://paperpile.com/b/rzrp5I/C4N5
http://paperpile.com/b/rzrp5I/C4N5
https://www.prb.org/resources/fact-sheet-aging-in-the-united-states
https://www.prb.org/resources/fact-sheet-aging-in-the-united-states
http://paperpile.com/b/rzrp5I/B1rO
http://paperpile.com/b/rzrp5I/B1rO
http://paperpile.com/b/rzrp5I/B1rO
http://paperpile.com/b/rzrp5I/B1rO
http://paperpile.com/b/rzrp5I/B1rO
http://paperpile.com/b/rzrp5I/B1rO
http://dx.doi.org/10.12968/bjcn.2021.26.7.334
http://dx.doi.org/10.12968/bjcn.2021.26.7.334
http://paperpile.com/b/rzrp5I/fENa
http://paperpile.com/b/rzrp5I/fENa
http://paperpile.com/b/rzrp5I/fENa
http://paperpile.com/b/rzrp5I/fENa
https://www.shpdata.com/?gclid=CjwKCAiAmsurBhBvEiwA6e-WPHfZGVuuk2wwIX2t18jI0YzQcLqi99pulXc976zPp1cwT7tWBd0LQxoCJYEQAvD_BwE
https://www.shpdata.com/?gclid=CjwKCAiAmsurBhBvEiwA6e-WPHfZGVuuk2wwIX2t18jI0YzQcLqi99pulXc976zPp1cwT7tWBd0LQxoCJYEQAvD_BwE
https://www.shpdata.com/?gclid=CjwKCAiAmsurBhBvEiwA6e-WPHfZGVuuk2wwIX2t18jI0YzQcLqi99pulXc976zPp1cwT7tWBd0LQxoCJYEQAvD_BwE

	20240900.0-00005.pdf



