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Background
End of Life Choices New York is the leading organization in New York
working to improve end of life care, and expand end of life options to
ensure a peaceful death.
End of Life Choices New York (EOLCNY) is a non-profit organization with a
mission to expand end of life options, improve end of life care, and promote
healthcare equity at the end of life. Their goal is for all New Yorkers to have a
peaceful death and receive end of life care in alignment with their wishes and
values. To achieve their mission, EOLCNY utilizes three (3) approaches:
Providing free counseling and support to individuals and families planning
for the end of life, caring for someone at the end of life, or who are
navigating the end of life themselves.
Advocating for expanded end of life options and the enforcement of
patient rights.
Educating the public and health care professionals on end of life planning,
options, and care.
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Disparities in End of Life Care
New York currently has the lowest rate of
hospice utilization in the country.
Approximately 30% of adult New
Yorkers have directives in place to
ensure their healthcare wishes
would be known if they become too
ill to communicate their own
wishes. This means that New
Yorkers are disproportionately likely
to suffer at the end of life compared
to other states.
Furthermore, there are some New
Yorkers who are more likely to
suffer, including BIPOC, LGBTQIA+
communities, rural residents, and
immigrants amongst others. End of
Life Choices New York has identified
this as a social justice issue.
At the end of life, when individuals
are often at their most vulnerable,
discrimination takes several forms
including poor pain management,
inadequate communication
between healthcare providers and
families, and medical interventions
without informed consent.
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End of life care is a
social justice issue
that exists &
persists as a result
of historical and
systemic racial
issues.

Inequities in End of Life Care
Research shows that Black Americans face significant inequities in
end of life care. These inequities are the manifestation of deeply
rooted historical events and practices that continue to facilitate
systemic racism. End of Life Choices New York believes that everyone
should have the right to die, if possible, in a way that she or he
decides and controls, consistent with her or his values and beliefs.

End of life planning
Black Americans are 75% less likely to
have completed an advance directive.

Hospice enrollment
Black, Latinx, and Asian patients have
lower rates of hospice enrollment and
spend more time in the ICU while
receiving more aggressive end-of-life
care.

Do-not-resuscitate order (DNR)
When Black patients have DNR
orders in place, they are more likely to
receive life-prolonging treatments.
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Methodology
Qualitative data
collection
FOCUS GROUPS
Two focus groups were conducted among New York based service
providers who provide a variety of social services to Black New
Yorkers relative to end of life care.

RECRUITMENT
End of Life Choices New York staff recruited participants via email,
social media, and direct contact. All participants signed an informed
consent prior to participation.

DATA ANALYSIS
Data were transcribed using nVivo Transcription. Common themes
were extracted from each segment of the discussion. Other
emergent themes were extracted during data analysis.

FOCUS AREAS
Specific focus areas for the sessions included: experiences and
perceptions, end of life conversations among Black New Yorkers,
common language, education & direct services, and advocacy.
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Participant Demographics
Focus group participants represented a variety of sectors. Some participants
represented more than one sector and provided different perspectives, based upon
their personal and professional experiences. Below is a description of the types of
disciplines and sectors participants represented.
Faith Community - Clergy including ministry and chaplain for a health system
Private Sector - Insurance agency, employee education
Healthcare - Nurse practitioner
Social Services - Social work, death doula, grief guide, hospice volunteer,
recreation supervisor, patient advocate, health educator
Academia - Adjunct professor, clinical faculty

Sectors Represented
Faith Community

8

Private Sector

Black New
Yorkers
participated in
two focus
groups.

Healthcare

Social Services

Academia
0

1

2

63%
END OF LIFE CHOICES NEW YORK
FOCUS GROUP REPORT 2021

3

4

4

Participants
per focus
group

Most participants represented the public
sector in their careers serving Black New
Yorkers.

Results
Experiences & Perceptions
Factor
End of life care and
planning depends on the
type of death and/or
ailment a person
experiences.

End of life care is an
issue of humanity &
humanness.

Overall, Black New
Yorkers do not
properly prepare for
end of life care.

Supporting Data
50% (n=4) of participants referenced
the types of deaths and illness people
experience and how those deaths and
illnesses are handled relative to end of
life care and planning.
75% (n=6) of participants identified
end of life care as an issue of
humanity. These participants
repeatedly spoke of end of life care
through a lens of human compassion
and empathy.

100% (n=8) of participants repeatedly
expressed that Black New Yorkers do
not properly prepare for end of life care.

"...how do we give Grace to each other is something I always
think about in the end of life situations?"
"What can you do to make these deaths easier on loved
ones?"
"Those are important conversations for us to highlight how we
treat people even based on how they have died."
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Results
Common Language
"I was initially going to say the sad reality is I don't even know
that people necessarily talk much about it. So I was just like,
what words do they really use?"
"Because so many of us have been raised in fearing death or
not really looking at death as a full cycle of life, utilizing
transition depending on the cultural or the spiritual or
indigenous place you come from, it's a word that can be
overused, abused and misdirected. "
Factor
Identifying acceptable
language is challenging
because the conversations
are not happening.

Supporting Data
Significant delays in responses
occurred during the questions around
acceptable and common language, in
both groups. All (100%, n=8)
participants referenced slang and
cultural phrases. Responses were very
short and "I don't really know" was
frequently used in Session 2.
In session one, it was noted that it is
hard to think of acceptable language
because the conversations are few.

The acceptability of some
language depends on the
culture, religion, spirituality,
and a person's comfort level
with the topic of death &
dying.
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More than half of the participants
referenced a variety of ways that
language can be interpreted based
upon varying life experiences.

Results

Conversations around End of Life Care
Factor
End of life conversations
are either avoided or
happening when it is too
late.

Acceptance and
understanding of
death makes it easier
for a person to initiate
the conversation.

Completeness of
documentation
depends on access to
the appropriate
professionals.

Supporting Data
100% (n=8) of participants stated that
conversations around end of life care
among Black New Yorkers is are not
happening or they are too late. This was a
common theme throughout each section
of the discussion.
There was no specific segment or
demographic (i.e. parents, caregivers, etc.) of
the population that emerged as the group
that would initiate conversations around end
of life care & planning. But, half of
participants (50%, n=4) discussed that a
person's acceptance and understanding of
death made that person more comfortable
with initiating a conversation around end of
life planning.

Participants representing social services
& healthcare fields (75%, n=6) identified
that documentation was almost never
complete when families did not have
access to legal professionals.
Participants representing the private, for
profit sector (25%, n=2), agreed but also
acknowledged the uphill battle that it is
for people to access the appropriate
professional.

"I don't know that we do a very good job in our community, really
talking about what illness or the whole process of death and
grieving is in our community."
"...one of the challenges that I have seen with some of my black
clients, though, is that the conversation is often difficult to have
and so avoidance, just not talking about it."
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Results
Education & Direct Support
"I do think that we should highlight that it is really important for
individuals in certain roles within settings, that they actually not
only have the right words, but they actually find ways to connect
with the individuals that they're going to speak with in order to
build or form relationships, to create trust."
"I think it's important to give health care providers resources and
tools so that they can deal with their own feelings around death
and dying and loss and grief so that they can clearly separate their
own things around it from their patients and what their patients
are dealing with as well."
Factor
Trust is important to
education and direct
support.

Support is needed for
professionals to effectively
provide end of life services to
Black New Yorkers.
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Supporting Data
Trust was an emergent theme in the
second focus group discussion. 75%
(n=3) of the second group of
participants expressed that trust was
important and they provided strategies
to build trust among Black New
Yorkers.

All (100%, n=8) expressed the need for
additional resources to better serve
Black New Yorkers. Participants
expressed that resources need to be
specific to the discipline and of value to
the professional (i.e. continuing
education credits).

Results
End of Life Advocacy
Factor
Systemic Factors impede
access to end of life
options.

Caregivers need a
specific role in end of
life care and planning
with their loved ones.

Supporting Data
All participants expressed that
systemic factors impact the care that
Black New Yorkers receive. But,
participants that represented the
private, for profit sector and
healthcare (38%, n=3) explicitly
identified that systemic barriers
within the healthcare and legal
system impact end of life care.

88% (n=7) of participants identified
caregivers and family members as an
important component in end of life
care, but family members play
varying roles that need to be better
defined.

"Now, you could try and fight for yourself, but you're
fighting against the monster and that monster will
break you down very quickly."
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Group Dynamics
Focus groups help elicit qualitative data that can stand alone or complementary to
quantitative data. For the Caring Conversations for End of Life Care sessions, Six
Dimensions not only examined the verbal responses, but also body language, the
tone and mood of participants, moments of silence, discourse, and moments of
vibrant and continuous conversation. We have provided a brief description of the
group dynamics observed in each group to support End of Life Choices New York's
future program development and services.
Both focus groups offered diversity and presented vastly different dynamics, but both
were consistent in the types of response they presented according to their respective
disciplines and life experiences. Throughout the course of each group a variety of
personal and professional experiences were presented in various ways. Some were
moments of reflection that led to thoughts and opinions about how this work should
be done. Some experiences and responses were moments of frustration, that also led
to thoughts and opinions about the depth of this work.
Most significantly, there was a distinct difference in the responses of the participants
who were in public sector (i.e. faith based, social work, etc) than those in the private
sector (i.e for profit business, healthcare. etc). Those in the public sector presented
more responses that aligned with service to community. Those in the private sector
expressed more of the process oriented side of the work and the systemic barriers
that present when families are engaging in end of life care planning.

Recommendations for Engagement
Public Sector
For disciplines that provide services to the
community in a very personal way (i.e. social
work, grief support, mental health, chaplain,
etc), consider creating programs & services
that:
Align with the core values of the
profession
Provide self care strategies to support
professionals
Engage the core of their work (service)
Include strategies for process oriented
outcomes
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Private Sector
For disciplines that are private and for profit
(i.e. business, healthcare), consider creating
programs & services that:
Are systems and process oriented
Provide a direct pathway to a return on
investment
Provide strategies for showing the value
of end of life planning
Includes strategies for engaging with
families through their humanness

Social Justice Considerations
According to an article published by the Scientific American, Black Americans
consistently utilize less advance care planning than white Americans. In the
midst of the ongoing COVID-19 pandemic, inequities in end of life planning and
care are exacerbated. These inequities are specific to communities of color and
other marginalized groups. Through Caring Conversations for End of Life Care,
we have identified some social justice considerations that should be accounted
for when designing programs and services to address inequities in end of life
care and planning.

Remove Fighting from the Dying Process
"And I also really feel like especially for Black New Yorkers, we go through so much of
our lives fighting so many different systems of oppression on so many levels that I
would really love for us to take the fighting aspect out of the dying process, at least for
for people that it doesn't feel good to."
"I would say the first thing that comes to mind for me is just the words of like battle
and fighting, which is not particular to black New Yorkers. I think it's something that
we definitely hear a lot which sort of feeds into this concept of just like a person who
has died, has died as the result of the loss of a battle."

Identify Areas of Intervention in Systems of Oppression
"And I think that's part of the struggle when we talk about equity and social justice
is who could pay, get the service, they get the access, they get to know about
hospice."
"...What is the role of individuals primary care or their physicians, as well as the
health care system to ensure that these these things are not the 12th hour, but
they're actually established early in the relationship with a physician."
"Death is very much a social justice issue because we look at our hospitals, we look
at the doctors. We look at the fact that most insurance companies don't even tell us
about hospice care until it's too late. And we just look at all the layers of trauma and
grief that we are dealing with collectively and personally. It's a wonder that any of
us even get up and make it through the day, quite honestly. And we deserve people
who understand that to help us."
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Additional Considerations
Throughout each focus group, facilitators listened for additional themes that
presented during the conversation. The most pressing and important theme
was the concept of humanity. Participants recognized and held end of life care
as a social justice issue, they also recognized that beyond their day-to-day
scope of work, the end user is a human being with feelings and a family.

Respect for Feelings when
Providing End of Life
Services
Attentiveness to the feelings
being expressed by patients
and caregivers is important.
Listening for key words
connected to feelings.

End of Life Care Services
are Valuable
Placing value on end of life care
services may make Black New
Yorkers more likely to utilize
services (free and payment
based).
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Respect for Diversity in
Spirituality & Culture
Fear of death, spirituality, and
culture drive end of life care
decisions for many Black New
Yorkers.

Recommendations
As a result of the two (2) focus groups, Six Dimensions has
provided recommendations for addressing the end of life care of
Black New Yorkers.

01

Elevate the experiences of Black New
Yorkers
Black New Yorkers represent a variety of cultures and experiences,
which influence their experiences and practices relative to death
and dying. Respecting those experiences and centering those
voices in the strategies to address inequities in end of life care and
planning is important.

02

Provide emotional support for service
providers
In addition to the duties required by their respective professions,
service providers (healthcare and social services) have a variety of
personal and professional experiences that lead to burnout and
exhaustion. Providing programs and services that support
providers gives space for them to provide quality and consistent
services.

03

Train Caregivers to Advocate Alongside Loved
Ones
Caregivers are often intricately integrated into their family
members' care, specifically relative to end of life care and
planning. Sometimes, caregivers make the decisions for their
loved ones instead of in collaborations with their loved one.
Training caregivers on their role in the end of life care and
planning process can support better advocacy for Black New
Yorkers.
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Recommendations

04

Offer end of life planning to employees
Access to end of life care options and planning resources were
identified as a necessary in decreasing inequities. This is an
opportunity for EOLCNY to support employers in offering end of
life planning in a way that is equitable and accessible.

05

Training series for a variety of providers
Focus groups revealed that different providers need different
supports in order to better serve Black New Yorkers in end of life
care and planning. Therefore, creating and marketing a diverse
menu of trainings that are tailored to a variety of professionals
would better support providers in providing end of life planning
education & direct support to Black New Yorkers.

06

Peer-to-Peer support models
Focus group data showed that Black New Yorkers often confide in
and trust their peers; they also also confide in and trust those that
they have developed a rapport with in the social services setting.
Creating a peer-to-peer support model relative to end of life care
and planning that can be used in community-based settings (i.e
faith based organizations, community-based organizations, etc.)
can support more open dialogue among Black New Yorkers and
their families.
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Digital Graphic Recordings
October 8th Focus Group

November 8th Focus Group
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Conclusion
No dying person should have to endure more suffering than he or she
is willing to bear. Everyone should have the right to die, if possible, in
a way that she or he decides and controls, consistent with her or his
values and beliefs.
- End of Life Choices New York
End of Life Choices New York’s work is critical to ensuring that those at highest
risk for discrimination in end of life care have the opportunity to achieve the end
of life experience they deserve and desire. Both focus groups provided valuable
information to move this work forward.
The most glaring finding was the lack of education and information that patients
have to support their decision making process. There are service providers that
are doing impactful work, but they need access to more knowledge and
resources to better connect the services that families need.
Additionally, on a systems level, organizations, agencies should adopt state level
policies that will better support and normalize end of life planning.
Looking to the future of further expanding this work more into the social justice
realm, it would be beneficial to conduct additional research on specific
populations that often die as a result of causes that may be directly or indirectly
related to issues outside of physical and mental health. Examining different types
of deaths and the needs relative to planning would support further moving this
working into the social justice arena. Additionally, identifying policy
considerations at the state level to advocate on behalf of would also support the
future sustainability of this work.
End of life care can be complicated and even traumatic, but this research serves
as a solid and foundational step in supporting families in end of life planning.
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