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Preface to “Family Communication at the end of Life”

As the Guest Editor for this special issue on “Family Communication at the End of Life” I hope to
accomplish numerous goals: to emphasize the important role that family members play at the end of life;
to highlight the significant work of communication scholars that have been studying end of life
communication; and, to reach more people with the knowledge available regarding family
communication at the end of life. With so much out of people’s control in the midst of a death journey,
communication is one thing that the terminally ill and their family members can control and improve for
better outcomes. Thus, bringing academic research in an accessible manner to people looking for answers
about communication at the end of life is vitally important. Too much academic research is read only by
other scholars reading academic journals; with an open access journal such as Behavioral Science, any
person who can search their questions pertaining to death, dying, family, communication, and end of life,
will find new answers available to them. I also realize that it is the right time to underscore the need for
more effective communication given the aging population in the world in this era of mature baby
boomers.

Baby boomers, the largest segment of the U.S. population, are coming to the age where they must
cope with their parents’ deaths or declining health, as well as face their own mortality. A lot of middle-
aged Americans have their parents living with them and many of them are becoming care givers for their
parents who are in increasingly poor health. The number of people dying at home and in the care of
family members escalates dramatically when considering other countries and cultures that live with
multi-generations in their homes. With medical advances in the treatment of cancer and other
degenerative diseases, it is becoming more likely that an ailing loved ones will live longer with their
terminal illness and then will die at home or in hospice care. The extended period of time that the family
will be dealing with the terminal illness makes communication a focal point; starting with whether or not
the approaching death is acknowledged and talked about amongst family members and with outsiders,
continuing with the multiple conversations that are held with a wide variety of healthcare professionals,
and all of the conversations that transpire during the journey.

Why is it important to focus on family communication at the end of life? The death journey is taken
together by the terminally ill and their family members. All participants are greatly impacted by the
communication that occurs during this time period that I call “terminal time.” Terminal time begins from
the moment of diagnosis of a terminal illness and ends at the moment of death. It is a time period where
people often prioritize their relationships with one another because of the acute awareness that their time
left together is limited. Terminal time activates family members’ journey with their dying loved one. Their
path will usually take them to numerous healthcare and palliative care professionals looking for answers
to challenges that come with the end of life. Furthermore, family members often spend more time with
one another than they have in years; time that may be filled with the creation of new memories, with
laughter and tears, with the sharing of stories, beliefs, even fears and/or conflict.

This end of life journey may take days, weeks, months, or even years, but however long between
the diagnosis and the inevitable death, the terminally ill and their family members begin looking for
answers to questions about their impending challenges. These questions may include but are not limited
to the following: How and when should people get honest about talking about death and dying? Who is
going to make the difficult end of life decisions? What are the best choices for care at the end of life? How
do family members deal with and communicate about the often challenging symptoms that come with
age and disease? How can family members communicate with the terminally ill when illness impedes
verbal communication? How can family members communicate effectively with professional healthcare
professionals so that the needs of the terminally ill be dealt with quickly and correctly? How can
professional healthcare workers improve communication with the terminally ill and their family members
to lead to better outcomes with less pain and fewer unnecessary treatments? What can all pertinent parties
(i.e., terminally ill, family members, healthcare professionals) do to improve their communication to fulfill
important goals at the end of life? How can family members communicate with their dying loved ones in
ways that will leave them without regret or without things left unsaid? How can communication with the
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dying loved one better prepare individuals who must go on living following the death, deal with their
loss, grief and ability to move on with life after the death of their loved one? All of these questions and
more will be answered by experts in this special issue.

It is the collective goal of the experts that have written articles for this special issue to increase
awareness about the important role that communication plays at the end of life. These communication
scholars have spent years exploring and examining the impact of communication of the terminally ill,
family members, and healthcare professionals to improve care, compassion, and connection at the end of
life. Authentic, honest, and open communication provides a way to concentrate on the person rather than
the illness at the end of life. It is my hope that this special issue on “Family Communication at the End of
Life” begins more conversations about death and dying for the terminally ill and family members; and
triggers new research focusing on family, communication and the end of life from all participants’
perspectives.

Maureen P. Keeley
Special Issue Editor
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Abstract: As a society, we simply don’t talk about this universal experience called dying and death;
in fact, we ignore it until we have to face it. Thus, it is often in a crisis experience when we have to
make decisions while we are laden with uncertainty and intense emotions. Sixty percent of people
say making sure their family is not burdened by tough decisions is extremely important, yet 56% of
them have not held a conversation about its context. Instead of waiting to make end-of-life decisions,
let us begin to think about what matters most while we are living, what we value most, and how we
translate these values into conversations about what is important. As a public health concern, if we
can upstream the advance care planning discussion into usual health promotion activities, perhaps,
as a society, we can begin to normalize and reshape how we make decisions about the last chapters of
our lives.

Keywords: advance care planning; death education; public health

1. Introduction

The inevitability of death encompasses us all. We are all born with the disease of mortality. We all
die. And yet, to many of us, the details of dying and death are a mystery. It is an abstraction we would
rather not think about. Contemplating our own death and doing the necessary preparatory work is a
rarity in modern America. In fact, most all people in modern America think the time to decide about
health care choices is “later.” Furthermore, having end-of-life discussions are rarely considered during
the routine days of living; rather, these types of conversations and health care decisions are made
during a time of crisis, when both patients and families are laden with anxiety, fear, and the lack of
time to make mindful, reasonable, and logical decisions. This lack of openness has affected the quality
and range of support and care services available to patients and their families. It has also affected our
ability to die where or how we would wish. As Americans, we should learn how to make a place for
death in our lives and learn how to plan for it.

A 2013 national survey of nearly 2100 Americans aged 18 and older found that, while 90% said
that talking about end-of-life decisions was important, fewer than 30% had actually done so [1].
In another survey, 82% of people said it was important to put their wishes in writing, yet only 23%
had actually done it [2,3]. The fact is that when patients with serious and life-threatening illness are
prepared, they die well and their families and caregivers tend to grieve better. When people have
done the work of considering their own goals and values and have documented those preferences,
they make different choices.

Modern medicine in America saves many people from acute illness, who then go on to live longer
with chronic illnesses whose disease trajectories are associated with declining physical and mental
functioning over months and years, often punctuated by episodes of acute illness and decompensation.
Unfortunately, unnecessary suffering, as well as dissatisfaction with and poor health care resource
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utilization result from a mismatch between the patients and family’s needs and the current health care
system environment. In most cases, the suffering could be avoided, or at least mitigated, by some
education on dying and death and informed conversations about it. Ultimately, this will involve
a fundamental change in society in which dying, death, and bereavement will be thought about,
seen, and accepted as a natural part of life’s cycle. Upstreaming Advance Care Planning (ACP) and its
accompanying discussions provides a means of ameliorating this mismatch, but is yet to be embedded
in America’s public consciousness.

2. What is Advance Care Planning

Advance care planning (ACP) is a process of communication between individuals, families,
and others who are considered important to the discussion, as well as health care providers,
to understand, discuss, and plan future health care decisions, not only to lay preparations in the
event that an individual loses decision-making capacity, but also to offer detailed instruction about
values and wishes. ACP is about planning and talking about the “what ifs” that might occur across the
entire lifespan. The goal is to try to engage in conversations more proactively rather than just reacting
to changes in health conditions.

Advance directives are one part of the advance care planning process; that is, a formal, legal document
that addresses plans about what treatment people wish to have or not have when they near death.
These statements can include expectations about what people may wish to refuse to have, such as
cardiopulmonary resuscitation, artificial ventilation, or artificial nutrition/feeding; they can be positive
preferences such as what they would like to experience when they are near death, such as being at
home with a loved one, preserving dignity and worth, and leaving a legacy. In addition, this process
should involve the identification of a decision-maker, or surrogate decision-maker, who will honor,
uphold, and respect a person’s preferences. However, this document goes into effect only when a person
is incapacitated and loses the ability to speak for him/herself. Most importantly, this document should be
viewed as a “living document”—one that can be revised and adjusted over time, as situations change,
including change in health status.

3. Advance Care Planning as a Process

In the past, ACP has often been focused on the completion rates of actual advance directive
documents, despite the lack of evidence to support that such documents improve end-of-life care
or correspond with future care preferences [4]. Although evidence remains insufficient that ACP
documentation leads to engagement of health care professionals in end-of-life discussions, we argue
that upstreaming these conversations into lay communication may heighten the “normalization” of
the topic into mainstream dialogue [5].

Perhaps a more superior focus will encourage widespread dialogue about ACP as a process for
iteratively identifying and facilitating what people constitute as a “good death”, including identifying
what factors are considered important (i.e., achieving a sense of control, leaving a legacy, maintaining
a sense of dignity, being without pain or symptoms, relieving financial burdens, strengthening close
relationships, and saying important things), and for informally communicating their future wishes [6].
Fried and colleagues suggest that ACP should be recognized as a health behavior and that the most
effective way to engage people in this process is to tailor the information to a person’s readiness for
engagement [7].

Conceptually, this comprises five distinct phases, from pre-contemplation to action and
maintenance, which includes the completion of a written advance directive (a living will and a durable
power of attorney for health care, otherwise known as a surrogate decision-maker). Three necessary
components are germane to this discussion. First, there must be a willingness of the individual to
reflect. This involves a discussion aimed at defining values, life goals, and wishes about the future.
Commonly, this is grounded in how one sees a “life well lived”. Second, there is need for an organized
“coming together” of all persons who will be involved in honoring the wishes. Plain language, timing,
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and trust are key elements of the success of this meeting. Third, an ongoing discussion about the
preferences, especially in light of the complexity of life-limiting and serious illness, must be engaged
in [8,9]. Conversations take time and effort and cannot be completed as a single checklist; they need to
take place on more than one occasion.

As outlined in the standards of the National Framework and Preferred Practices for Palliative and
Hospice Care Quality (NQF) optimal advance care planning is not a one-time event, but an ongoing
discussion at critical milestones throughout the life cycle (e.g., when a person turns 18 years of age) [10,11].
Initiating these conversations earlier in the life cycle, at key maturation points, presumes that the person
is generally healthy and has decision-making capacity. This can normalize discussion about values
and life goals that can be revisited overtime, as part of primary health care, or simply when having
conversation within the family context during sentinel life events. Ideally, these discussions would
start early in adulthood, addressing global values and the selection of potential proxy decision-makers.
With changes in health status, they would reflect more specific instructions.

Challenges of ACP derive from both a sociological and technological perspective. From a sociological
context, there is a pervasive reluctance to publicly and personally engage in discussion about how
people want to live with a serious illness, how they want to personally engage in discussion about
dying and death, and how they would prefer to be cared for at the end of their lives. In addition,
there are diverse ethnic and religious understandings, teachings, and preferences about individual
autonomy. From a technological lens, different types of diseases have different disease trajectories and
treatment options often have varying purposes with often contrasting consequences. And, while some
older adults remain healthy and robust until very close to death, it is more likely that an older
individual will have lived for two or more years with one or more chronic diseases and will have
experienced substantial disability before dying. Along the way, he or she, and the family, will have to
make what are sometimes difficult choices about health care.

4. Our Aging Population in the USA

Throughout our lives, but especially when we are older and facing increased risk of serious illness,
we need a plan about what services are essential to living well and meaningfully. Medical advancements
have contributed to increased life expectancy for Americans. The number and proportion of older
persons in the United States is rapidly increasing. Persons 65 years or older numbered 46.2 million in
2014 (the latest year for which data is available). They represent 14.5% of the U.S. population, which is
about one in every seven Americans. By 2060, there will be nearly 98 million older persons, more than
twice their number in 2014. People 65+ represented 14.5% of the population in the year 2014, but are
expected to grow to be 21.7% of the population by 2040 and the youngest members of the Baby Boomer
generation will reach 65 years of age in 2030 [12]. Taken together, the unprecedented numbers of aging
adults coupled with the corresponding likelihood of chronic conditions, such as heart disease, diabetes,
dementia, depression, frailty, and end-of-life issues, will challenge the existing health care system.
As the face of America ages, holding conversations about preferences for care is therefore paramount.
Most often with family present, elders do engage in ACP conversation, if given the opportunity to
reflect and share. Those who have had this conversation are almost three times as likely to have their
end-of-life wishes both known and followed, and their family members demonstrate less anxiety, stress,
and depression during bereavement [13].

5. ACP and Public Health, Education, Engagement

Internationally, death awareness and death literacy are not only more culturally transparent,
but seem to be integrated into the context of everyday living. Through community engagement and
social action, conversations about death and dying are commonplace and have set the stage for the
development of a public health approach, specifically in such countries as the United Kingdom and
Australia [5]. Death literacy, defined as a set of knowledge or skills that help persons gain access to,
understand, and then act upon end-of-life and death care options, is positioned within a public health
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framework [14]. It is a resource that people and communities use to strengthen their capacity for future
caring. Embedded in this framework is death education, and its role is to moderate the relationship
between death awareness and knowledge about society as a death system. Taken together, this public
heath approach, commonly practiced in the aforementioned countries, is operationalized through
community engagement, collaboration, and empowerment, and creates a template for an American
public health approach to ACP.

The Centers for Disease Control and Prevention (CDC) recognizes the public health opportunity
to educate Americans, especially older adults, about ACP in order to improve their quality of care at
the end of life [15]. ACP also meets other criteria that define a public health issue. According to the
CDC, ACP can potentially affect a large number of people, can reduce unwanted, futile, and expensive
treatment, and can meet public demand to change the way care has been addressed in the past. Just as
health care is not solely the responsibility of the sick but also the healthy, so too, dying and death are
the responsibility of everyone, not simply those who are old or have serious illness. In order to provide
a context for the role of public health engagement, it is critical to first establish what must happen
before this movement gains momentum.

A public health education approach to death and dying can upstream the conversation about
ACP squarely in the domain of a broader death education context. Not disseminating general
education about death and dying (having open discourse about this inevitability) and/or encouraging
conversations about ACP, and then leaving a loved one to make critical decisions for their sick family
member, is like asking people to eat healthier (planning meals, recognizing healthier options) without
providing education on the nutritional value in the food products they are purchasing or resources
on planning meals and better habits around eating. By engaging schools, workplaces, service clubs,
recreation facilities, churches and their leaders, and other venues (see Box 1), death education becomes
a population health approach for health promotion. This action has the momentum to not only change
social attitudes, but also the behaviors and qualities of experiences of living until death.

Box 1. Venues to consider for public education and conversation about advance care planning.

Churches, synagogues, temples, and other places of worship (and their leaders)
Service Clubs (Rotary International, Kiwanis, Lions)

Local public library forums

Girls Scouts and Boys Scouts of America meetings (Merit badges—e.g., public health, family life,
communication, law)

Book Clubs

Senior Centers

Local fitness centers

Barber shops/beauty salons

High school curricula (http://www.dyingmatters.org)

Undergraduate courses at public and private schools of higher education
Death cafes (http:/ /www.deathcafe.com)

Wellness programs at places of employment

Progressive dinners/Death Over Dinner (http://deathoverdinner.org)
National Healthcare Decisions Day (http://www.nhdd.org)

Recommendation 5 of the Institute of Medicine’s report on Improving Quality and Honoring
Individual Preferences Near the End of Life highlights the importance of public education
and engagement [16]. It states: “Civic leaders, public health and other governmental agencies,
community-based organizations, faith-based organizations, consumer groups, and professional
societies, should engage their constituents and provide fact based information to encourage ACP and
informed choice based on the needs and values of individuals. Public education and engagement
efforts should aim to normalize these difficult conversations and to assist people in achieving the
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necessary information to have meaningful discussions about the values and goals of care” [16] (p. 370).
Like all modern public health initiatives, the pursuit of death education and engagement programs
in the community should seek to create social changes that promote healthy behaviors, reduce harm,
and maximize well-being and quality of life.

6. One Avenue: The Influence of Community Clergy

As the baby boomer generation ages, increased numbers of persons will inevitably be forced to
cope with illness and end-of-life issues, bringing diverse cultural and spiritual beliefs and practices into
making decisions about how they want to live until they die. Religious and/or spiritual beliefs remain
central to most Americans; they provide a sense of continuity of self and a sense of belonging, especially
in the face of serious illness [17]. Today, the role of religion and spirituality has become an increasingly
salient component as people aim to find a sense of connectedness and purpose before life’s end [18].
America’s current population not only reflects an aging population but one with multigenerational
family members combined with an array of spiritual practices. Unfortunately, spiritual practice and its
integration in the health care delivery system is often overlooked [19]. Evidence suggests that many
people want spirituality incorporated as a component of health care, but most report that spiritual needs
are often neglected by the medical community [20]. A sense of meaning and purpose in life, supported
by spirituality is related to lower death anxiety, death avoidance, and depression, and an overall sense
of greater subjective well-being [21]. Community clergy, spiritual leaders, and places of worship have
a unique opportunity to engage constituents, including families, into conversations about ACP before
illness strikes [22]. Spiritual leaders are situated in a relationship of trust with covenants and they
have an important role to help clarify ways in which people’s beliefs and values might influence their
health care preferences and decisions.

7. National Movements at the Community Level

Unfortunately, we live in a society that largely denies death or at least attempts to avoid it. Yet, itis
the case that most Americans will age and die; there is a finitude of living. The reluctance to examine
this experience shapes the way we view and think about dying well. However, many Americans tell
stories about death gone wrong and how their parents or other family members received care that was
inconsistent with their values and wishes. This has activated consumers and generated an approach
about not accepting care that violates their own wishes. By sharing these very personal stories in the
public domain, people have started a national conversation that is creating a dynamic, social shift.

Community engagement programs have the capacity to mobilize and maximize family,
community, and workplace supports in an effort to reorganize a culture of denial toward a culture of
acknowledgement of this universal experience. The current national conversation to encourage
the general public to talk more about death and dying or, more specifically, what is valued
the most, should greatly facilitate ACP. Two recent, national efforts have largely propelled the
dialogue—The Conversation Project and the Stanford Letter Project [1,23].

The Conversation Project is a public engagement campaign that advocates “kitchen table”
conversations with family and friends about wishes and preferences for health care [1]. The Conversation
Project, in collaboration with the Institute to Improve Health Care (IHI), offers people the tools and
guidance by way of the Conversation Starter Kit—a resource organized by a “get ready, get set, go,
keep going” approach that reflects the Transtheoretical Model outlined by Fried and colleagues [7].
Intended to specifically gather individuals” preferences for end-of-life care, the Conversation Project’s
campaign may be casting a larger net, from a public health perspective. Social support has been shown
to have the greatest influence on health- related quality of life outcomes [24]. By gathering loved
ones, friends, and people who matter most around a kitchen table or a common meeting area, social
engagement and support occur organically. Perhaps these difficult discussions will become easier and
more comfortable when taking place with important others, before a crisis, and in the comfort of a
natural surrounding—not the intensive care unit.
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Another effort, the Stanford Letter project, began in 2015 under the direction of Dr. Vyjeyanthi
Periyakoil from Stanford University School of Medicine [23]. Dr. Periyakoil and her team spent
years conducting interviews and focus groups in multiple languages with people in the community
and talking to numerous patients and their families about the challenges of having and preparing
for discussions about the last phase of life. Their research has shown that most Americans find it
extremely difficult to discuss this important topic with both their family members and friends, as well
as their health care providers. Furthermore, people simply do not quite know how to initiate these
conversations [25]. To that end, the Letter Project and its accompanying tools were specifically designed
to help people voice key information needed to prepare for the future. Three letter templates exist and
include: “The What Matters Most” template—a document that provides anyone the space to write
about what matters most to them and what treatments they want in the future; the “Letter Project
Advance Directive”—a valid advance directive and a supplemental letter that describes preferences for
medical care at the end of life and is submitted to the health care provider; and the “Friends and Family
Letter”—a life review document that acknowledges important people, treasured moments, and allows
for sharing relational-based conversation including gratitude, love, and forgiveness. The Stanford
Letter Project goal is to help, empower, and support all adults to prepare for their future and to take
the initiative to talk to their doctors and their friends and family about what matters most to them at
life’s end. All tools are free and available in print, as an online fillable form, and as a mobile app.

8. Conclusions

For most people in the United States, until a loved one is actually facing a serious, life-threatening
illness, interest in engaging in ACP discussions is often low. The demands of everyday living coupled
with our pervasive societal denial of death in the United States, provide a ready excuse to not engage.
Upstreaming ACP conversations will require a broad participation of multiple stakeholders, not limited
to health care providers. We must stretch to the public health, social and supporting services sector,
such as faith based communities where Americans and their families often rely on assistance for
practical issues, information, and advice. As a result, we can potentially transform our culture so that
more people can have their values and preferences about what matters most to them honored at life’s
end. Perhaps then, as a society, we will have the courage to confront the reality of mortality and to
seek the truth about our hopes and our fears.
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Abstract: The Death Café is part of the Death Positive movement, and as such, is uniquely positioned
to bring the dialogue about death and dying to the public. Participants in a Death Café typically
have two different perspectives. Some participants have not experienced death in their family and
friends’ circle and wish to converse with others about their beliefs on death and dying. Others are
those who have experienced death somewhere in their circle of friends and families. One of goals of
the Death Café facilitators is to help attendees reconcile their family narratives regarding death using
the broader lens of the Death Café. Using the insights provided by interviews from 15 Death Café
facilitators, this manuscript discusses the role of the Death Café facilitators as the death doulas of
family communication.
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1. Introduction

The experience of death in contemporary American society is frequently divided along racial,
ethnic, and religious lines [1]. Although the American death culture cannot be categorized easily,
American individualism, our unwillingness to accept aging and death, and the “keep them alive at all
costs” medical system has a very strong influence on our perception of end of life [2].

Death Café (DC), the Death Salon, and the Order of the Good Death are all part of the Death
Positive movement that seeks to counter a collective reluctance to embrace mortality [3,4]. The Order
of the Good Death and its event, Death Salon, focus on bringing together professionals to discuss the
broader cultural impacts of death; DC focuses on one’s personal interactions with mortality. Death Café
is a grassroots organization driven by volunteers who feel strongly about creating a safe space for
people to meet, eat cake, drink tea or coffee, and discuss death with no agenda, objectives or themes [5].
Rather than a grief support or counseling session, DC is a private, group-directed discussion.

Death Cafés

Jon Underwood and Sue Barsky Reid developed the Death Café model based on the ideas of
Bernard Crettaz, Swiss sociologist [3]. DC’s objective is to “increase awareness of death with a view to
helping people make the most of their (finite) lives” [3,4]. Death Cafes spread quickly across Europe,
North America and Australasia (Australia, New Zealand, the island of New Guinea, and neighboring
islands in the Pacific Ocean). As of this writing, 4096 Death Cafes in 42 countries have been held since
September 2011, all run by volunteers [4].

Holding a DC requires a host and facilitator, a venue with refreshments, and people who want to
talk about death. A host is not necessary to the process, but the facilitator is essential. Both roles can be
combined, but the facilitator only performs their role during the actual DC session. The DC facilitators
(DCF) welcome the attendees to the DC and share the guidelines. Anyone can host a DC, but the DC
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facilitators and the DC attendees (DCA) must agree to follow the DC guidelines: not-for-profit, held in
an accessible, respectful, and confidential space, with no intention of leading people to any conclusion,
product, or course of action, and serving refreshing drinks and cake [6]. Rarely do the DCA violate
these rules, but if they do, the DCA are reminded of the rules and then redirected. If the attendee
chooses not to comply, then they would be asked to leave.

Becoming a DCF is informal. The founders of the DC movement ask that a potential DCF read
and download their DC Guide, which includes suggestions for holding a DC [5,6]. They ask that
potential facilitators read and adhere to the DC guidelines and post their DC date and information on
the DC website.

The DC is an interesting phenomenon to study because the organization is entirely run by
volunteers. These volunteers find and reserve the venue, design, print and distribute the fliers,
purchase the refreshments, run the DC session, debrief the participants, and clean up afterwards.
Many of the DCF hold their DC at least once a month, if not more frequently.

Death Café attendees typically have two different perspectives. Some attendees have not yet
experienced death in their family and friends’ circle and wish to converse with others about their
beliefs on death and dying. Other DC attendees are those who have experienced the death of a
loved one and are driven to make sense of the experience, particularly if the attendee has had a less
than satisfying experience with a loved one’s death. Our families are the initial sources for all our
beliefs, including our attitudes and opinions, about death and dying [7]. Either directly or indirectly,
to some degree, most of the DC attendees have a common goal of reconciling their family narratives
regarding death during a Death Café where talking about death is welcomed. As a comparatively new
phenomenon, there is relatively little existing academic research on this topic [8,9]. To date, the current
scholarship on Death Café focuses on its history and the lack of diversity among attendees, but they
do not tell us about the volunteers, the DCF, and why they do this work. Therefore, the purpose of this
study was to examine the DCF motivations for holding DC.

2. Methods

In order to begin to understand DCF’s motivations for volunteering, interviews were selected as
the primary means of data collection. Semi-structured interviews allow the researcher to ask the same
basic questions of all interviewees, yet allow for flexibility if topics arise that require additional probing
or inquiry. Interviews are also beneficial because they allow participants to reflect upon and make
sense of their experiences [10]. In addition to investigating motivations, interview questions further
attempted to understand the DCF through a close examination of their personal goals in holding DC,
and their observations about themselves and the DCA (see Appendix A for interview questions).

After receiving approval from the author’s institutional review board, participants were recruited
through the Death Café website with permission from its founder. A second recruitment solicitation
was also sent by email inviting a select group of DCF considered particularly active by having hosted
at least six DCs per year. Eligibility criteria also required all participants to be age 18 years or older and
able to speak English. A total of 15 facilitators were recruited from the United States (14) and Italy (1).
Phone interviews were digitally recorded, transcribed verbatim, and analyzed, resulting in 176 pages
of data. To protect the confidentiality of the DCFs, all identifying information was removed from the
data presented here. Interviews were conducted until thematic saturation was reached and no new
information was found.

Death Café facilitator transcripts were reviewed and analyzed using an iterative process of
thematic analysis [11]. The author trained two upper division undergraduate students in the process
of coding, using an emergent strategy to identify themes. An intercoder reliability of 92% was reached
on approximately 20% of the data. At the conclusion of the coding, the resulting themes were shared
with two DCF interviewees for membership check validity, resulting in positive confirmation of the
themes. Open coding was used to identify comments suggesting themes, and association into more
compact categories reduced to three themes related to family communication about dying and death
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and the role of the Death Café facilitator in helping DC participants make sense of their musings

about mortality.

3. Results

The majority of the DCF were ages 55-64 (67%). The DCF were White Non-Hispanic (100%),
female (93%), and college educated (80%). Sixty-seven per cent of the DCF were married or in a
committed partnership (Table 1 shows a summary of DCF characteristics). Demographic information
was not collected about the DCF nuclear or extended family, unless that information was shared during
the interview process. The following sections include exemplars of the study themes of advocacy,

validation, and personal identity, which illuminate the DCF’s motivations for doing this work.

Table 1. Death Café (DC) Facilitator Characteristics.

Characteristic n =15 (%)
Age

24-34 1 (7%)

35-44 1(7%)

45-54 3 (20%)

55-64 10 (67%) *
Sex

Female 14 (93%)

Male 1 (7%)
Hispanic Ethnicity

No 15 (100%)
Education

Some College 2 (13%)

Bachelor 6 (40%)

Master 4 (27%)

PhD 2 (13%)

No Answer 1(7%)
Relationship Status

Single 2 (13%)

Divorced 1 (7%)

Married 9 (60%)

Committed Partnership 1 (7%)
Widowed 2 (13%)
Employment

Unemployed 1 (7%)

Employed 5 (33%)

Self-employed 5 (33%)

Semi-retired 1 (7%)

Retired 2 (13%)

Student 1 (7%)
Religious Affiliation

Agnostic 1(7%)

Buddhist 2 (13%)

Spiritual 5 (33%)

Jewish 3 (20%)

Wiccan 1 (7%)

Did not identify 1(7%)

None 2 (13%)
Employment and Experience with Death

Work(ed) in the death industry (e.g., social workers, hospice volunteers, thanatologists, hospice 12 (80°

- - . (80%)

nurses, funeral directors, hospice social workers)

Experienced multiple deaths in family and friends 9 (60%)

DC facilitators (DCF) who work(ed) in the death industry and experienced multiple deaths in family 12 (80%)

and friends

Note: Percentage total varies due to rounding.
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Table 2 shows the three themes, how they were defined and their saturation.

Table 2. Thematic Information.

Theme Definition Data Counts (Instances Where

DCF Mentioned a Theme)
Raising Awareness, Educating,
Advocacy Changing the Narrative 202
Affirmation for themselves and attendees,
Validation bonding with the DC attendees (DCA), 201
Building community
Personal Identity Personal growth, personal calling to be of 144

service in this area

Nearly 80% of the DCF interviewed work or have worked in some aspect of the death industry,
in funeral homes, as grief counselors, social workers, and thanatologists to name a few. That such a
large percentage of the DCF interviewed for this study are members of the death industry suggests
that they are exceptionally sensitive to the impact that little to no communication has on the surviving
family members. As one facilitator remarked,

I work in a cemetery; I am a family service advisor. And I know everyday I've met people
who have things they want to say but they never get to. Or they don’t have somebody
at home to talk with until devastating happens and then they are having to have to deal
with grief and that they don’t totally understand the information. So I saw a need for it.
I think people just need to talk some of these things out in a non-bereavement setting and
since I work with death everyday;, it just felt very natural for me to do this. I'm also a
cancer survivor and I had to face death at 40. And it made me realize, it just doesn’t escape
anybody (T6).

Another DCF remarked: “The goal is really just creating this environment where more people
can turn to because they don’t feel comfortable talking to their friends and family ... And the goal is
really to just keep the conversation flowing and make more and more people aware of what DC is.”
(T7) Perhaps having witnessed so much pain and discomfort around end-of-life events, this is one of
the sources of the advocacy noted among the study interviewees.

3.1. Advocacy

Raising awareness, education, and promotion of change in people’s abilities to communicate
openly about issues relating to death and dying comprise the theme of advocacy. All 15 of the DCF
commented on their strong commitment to changing the narrative about death and dying by also
encouraging the Death Café attendees to continue the communication process with their families.
As one DCF says, “Conversation in that DC setting enables them to go to their families and have the
kind of conversation they need to have about death, that’s why we have DC.” (T8).

The DCF recognize that expanding the conversation about death is critical in a time when people
often actively avoid talking about death until that conversation is thrust upon them. One DCF put
it thus:

My goal is to bring that conversation that we have at our DC at each table to bring the
conversation home to their table. This is something that needs to be discussed rather than
ignored because it is inevitable that we are all going to experience multiple losses, not only
our loved ones, but our friends! We just can’t ignore it anymore (T3).

Having experienced death and dying within their own families, and understanding the pain of
loss, the DCF are fiercely committed to DC and recognize their role in shaping participants, but also
influencing the broader culture that frequently denies the inevitability of death: “I feel like it is
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important to change, or be an agent of change and I feel like with DC that fits in ... changing society’s
views on death and dying and bringing that back into everyday life” (T1).

By taking on the role of coordinating and facilitating a DC, DCF take particular ownership or
responsibility for advocating or shaping the culture. They also recognize that communication during a
DC affirms the concerns that others have about living in a society unwilling to openly discuss dying
and mortality.

3.2. Validation

Validation for the DCF is about both, the DCF and the attendees, with the larger view of bonding
with the participants while building communities within communities. Some DCF had experienced
horrific death experiences within their own families. As one facilitator commented, “I did not want
people to go through that and [for] people to have those terrible deaths (her family’s experiences
with uncle)” (T1). Other DCF recognized that DC offers safe spaces for the attendees: “I think it
is an opportunity and a place for people to talk about certain subjects where they don’t have these
opportunities in their social lives, or with their families” (T4). DC offers the DCF the outlets to
experience validation of the time and effort they expend:

The people. The people just amaze me and the ones that come back and the new ones
amaze me and their stories amaze me and I always see that we have a need to come and
they have much to say and then I feel like we are providing a service for them and it’s my
only way in life to give back, and I've been blessed to still be here and its ok to do that (T6).

One of the rewards for the DCF is when the attendees come back with feedback on the positive
effect that the DC experience had for their family. A DCA approached one DCF and said, “Ijust want
you to know that I have, with my family, sat down last week and we worked out our will. We did it
with our entire family and it’s because of the DC that I had the courage to do that and I want to thank
you” (T11).

The same DCF also said, “I have had a mother, a daughter, and an aunt all come to the DC
and they came up to me afterwards and they said, “You have done such a service for our family’”
(T11). Sometimes, it is the DCF family that directly benefits from the DCF participation: “Well it was
interesting the first one I had my parents came to, and afterwards they said, ‘Okay come over. We are
going to show you where all the papers are.” And so that was an a-ha for me that it did open within
my own family a sharing of information that might not have happened otherwise” (T8).

Serving as a DCF allows both attendees and the facilitator to validate their concerns, while creating
opportunities for initiating dialogue with families. This validation contributes positively to DCF’s
personal identity formation, which is the third and final theme.

3.3. Personal Identity

Identity is confirmed and reinforced for the DCF through what they perceive to be their calling
and their personal growth. As one DCF put it,

I benefit a lot from it, from you listening to the conversations and participating in the
conversations, and you know there is a superstition that if you talk about death you invite
it close ... . I feel like talking about death and being part of the DC makes me more alive,
it makes me feel very alive and that’s very rewarding and that’s why I keep doing it (T1).

Oftentimes, DC have repeat attendees and they offer the DCF important feedback:

Repeat attendees come back, with things that they tell me they are doing. ‘I got my directive
I talked to my husband, daughter about directives.” They come back like they are giving
me gifts of what they have done, like you would with your favorite teacher and I figured if
that helps make the process easier, that’s fine (T10).
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Many of the DCF view this as a calling:

My goal is to be of service. And it’s a way for me to give back to my community and I
think I was probably looking for a way. I see a need in people to search for more meaning,
to search for answers. It’s kind of a spiritual thing to me (T6).

Furthermore, as another interviewee said: “We celebrate life, and death is part of that. It’s the
end game of everybody’s path. I began to realize so many people didn’t want to talk about it or they
didn’t know what to do when the death occurred” (T10). One DCF explains it: “I think a way to really
help the planet and the people who are living on it who will die is have them explore this topic with
each other, especially their families” (T11) and as another DCF says about holding a DC: “That’s my
purpose; it's my joy” (T10).

4. Discussion

The three themes from interviews with DCF indicate that family plays an important role in
communication about dying and death. The first place where many learn about death and develop
related attitudes and beliefs is in the family, therefore, it is important to consider communication
in this context [12]. Bereavement following the loss of a family member can help or hinder
family communication. Our families may also make our healthcare and after death care decisions.
Thus, attending and participating in a DC can help minimize the silence surrounding mortality and
mitigate or even prevent negative reactions.

DCEF consistently reported that DCs were helpful to initiating family communication about dying.
“What I say at the end of every DC is to bring that conversation that we have at our DC at each table to
bring the conversation home to their table” (T3). Furthermore, in most cases, it was the DCFs’ own high
levels of personal experience with death, either through work or deaths in their families, which seem
to be the impetus for their volunteerism with DC. It is reasonable then, that interviewees would talk
about the ways in which they and the conversations they facilitated influenced DC attendee’s family
communication. Like the doulas that help birth new lives into the world, the DCF breathe new life into
our communication about death and dying into the world; the DCF have become the doulas of death
communication. One DCF recognized and remarked: “I feel there is just another kind of honoring the
dead in sincere sadness without the regret because I have had the opportunity to dialogue. Nothing is
left undone. And people can start really embracing death the way we do birth you know” (T10).

5. Conclusions

Death Café seeks to disrupt the proscription around death talk. This study specifically seeks to
understand what motivates Death Café facilitators to volunteer. One DCF said it best: “based on my
own experience, I really believe that if we speak about death, that we will ease the suffering of those
we leave behind” (T3) and through that communication, the DCF and the DC continue to fulfill their
personal mission of continuing the conversations around death and dying. Future directions include
continuing research on this movement and its ability to shape our end-of-life communication.
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Appendix A

1. How long have you been a facilitator?

2. How did you come to get involved in Death Cafes (DC)?

a. If someone close to them died, ask what the communication about death and dying with/around
that person died was like?

b. How many Death Cafes have you facilitated yourself or assisted?
What is your goal in hosting meetings like this?

3. What have you observed occurring in the Death Cafes?

a. Are there one or more particular topics that you have noticed occurring regularly?
i. If so, why do you think that is?

b. If the person has given more than one DC ask: do you follow the recommended open format or do
you set topics ahead of time?
i Why did you make that choice?
ii. Have you notice repeat attendees?
iii. If yes, why do you think that is?

c. Do you use some format to have people write their responses on, such as a blackboard, a blank
poster, a book, with questions such as, “Before I die, I want to ... ” or “To me, death means ... ?”

d. Do you have a favorite conversation starter or icebreaker that you use to get the
conversations started?

e. What was the atmosphere like at the beginning and the end of the DC?

f. Where was your DC located? (Coffee shop, etc.)

g. What is your favorite a-ha moment from the participants?

h.  What is your personal favorite a-ha moment?

4. How has your involvement in Death Cafes affected your own communication about death and dying?
a. Do you have an advanced directive?

b. Did you have an advanced directive before you began hosting DCs?

5. What keeps you doing DC?

6.  If you could offer the living one piece of advice about talking about dying, what would it be?

7 Any final thoughts about death, dying, or Death Cafes?
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Abstract: The free, open-access website called “Let’s Get Together and Talk about Death”, or Death
over Dinner (DoD), provides resources for initiating end-of-life conversations with family and friends
by taking the frightening—talking about death—and transforming it into the familiar—a conversation
over dinner. This qualitative, descriptive study uses grounded theory and thematic analysis to
answer the following research question: How do friend and family groups communicate about death
and dying in DoD conversations? To answer this question, 52 dinner groups were recruited and
conversations were conducted, which consisted of a facilitator and volunteers. The facilitators were
the researchers or research assistants who allowed dinner participants to control the conversation
and identify topics of interest, and participants were free to share as much or as little as they wanted.
Our analysis revealed that family and friend groups communicated similarly in that they talked
about similar topics and used similar communication strategies to discuss those topics. Three major
themes emerged: Desire for a good death, which juxtaposed people’s perceptions of a “dreaded” death
with those of a “desirable” death; tactics for coping, which consisted of the subthemes of humour to
diffuse tension or deflect discomfort, spiritual reassurance, and topic avoidance; and topics that elicit
fear or uncertainty, which consisted of the subthemes of organ and whole-body donation, hospice and
palliative care, wills and advance directives. Ultimately, however, participants felt their experiences
were positive and DoD shows promise as a tool for families to engage in end-of-life conversations.

Keywords: end-of-life; family; friends; communication; death; dying

1. Introduction

Death is an important stage in the life cycle and, like birth, is an inevitability for all human
beings [1]; however, in many cultures death and dying are stigmatised, taboo, or fear-inducing
topics [2-6]. This makes communicating about death challenging [7,8], and there are several
negative implications of avoiding talking about death. Countries that are the most death-averse,
and therefore the least likely to communicate about the end of life, tend to rank lowest in end-of-life
care quality [6]. In many countries, the majority of people report that they would like to die at
home; however, most people die in hospitals [5,9,10], and the Australian Medical Association reports
that most Australians want palliative care, yet few actually receive it [11]. Failure to communicate
about end-of-life preferences has been identified as one of the reasons people do not receive the care
they prefer [6]. Thus, avoiding end-of-life communication results in greater health care spending,
more unwanted hospital admissions, and less patient and family satisfaction [9,12].

Although avoiding communication about death has negative repercussions, engaging in it has
many benefits. For example, talking about death may help people work through their fears and better
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understand what they want during the end of life and also makes one’s care preferences known to
others [13]. It might also make people aware of end-of-life services, like palliative care and hospice,
of which they previously had little to no knowledge [6], and sharing positive stories about end of life
may change people’s attitudes toward death and dying, thus making it easier for people to prepare for
the end of life. Communication about the end of life also results in better care for the patient and offers
stress relief and support for families and friends [5,14].

Noting the importance of communicating about end-of-life issues, many countries, from Hong Kong
to Hungary, are working to destigmatise death and encourage people to discuss and plan for it [12,15-17].
Organisations like the National Health Service in the United Kingdom, and the Institute of Medicine in
the United States, encourage people to speak with their families and care providers about their end-of-life
wishes in order to normalise these conversations [18,19].

2. Death over Dinner

In response to health professionals” and policy makers’ calls for people to communicate more
about death and dying, a number of resources have been created that seek to help people engage
with others in these conversations. In addition to both community- and web-based resources that
encourage conversations about death, such as Death Café, the Conversation Project, and the Before I
Die Festivals, is “Let’s Get Together and Talk about Death” (e.g., Death over Dinner or DoD), a free,
public website created by Michael Hebb to facilitate discussions of death and dying with family and
friends [20]. DoD strives to create a space where people can consider and share their thoughts about
death and their preferences for end-of-life care by transforming the frightening—communicating about
death—into the mundane—a conversation with family or friends over dinner—by creating a familiar
and comfortable space to begin discussing preferences for end-of-life care and final arrangements
before it is too late [21]. One study found that people expressed a desire to talk about dying, but they
wanted someone else—e.g., a family member, physician, or friend—to initiate the discussion [22].
DoDs do exactly this—they allow a person to gather family and friends and initiate a conversation
people may be uncomfortable initiating themselves.

Anyone with a computer and internet connection can access the DoD website. Thus, virtually anyone
can host a DoD conversation. The free and open-access website, in which the researchers have no personal
stake or connection, is maintained by a Seattle-based web design company called Civilization and the
content was created by Michael Hebb in collaboration with a number of people, including academics,
health care providers, artists, and health care CEOs [21]. When one goes to the DoD website, he/she
completes a short questionnaire that asks about the person’s goals for hosting a dinner. Goals or reasons
for hosting a dinner range from wanting to discuss end-of-life issues because the host, or the host’s
loved one, has a terminal illness to believing that having difficult conversations can be liberating [21].
“Homework” assignments such as TedTalks or short news articles are suggested based on these goals,
which the host can share with dinner guests to read or watch before gathering for dinner as a way to
get guests to think about end-of-life issues [21]. The site also provides language that the host can use in
email invitations to guests, which make the purpose of the dinner—to discuss death and dying—clear.
Once guests are gathered, the host acts as both a facilitator and participant, and the conversation is
allowed to flow according to the topics that interest the facilitator and/or the dinner guests.

This study uses the DoD conversation as a framework for exploring conversations about death
and dying because it provides an informal space for discussing what many consider an uncomfortable
topic. In this study, the dinner conversations were conducted similar to focus groups. In a DoD
conversation hosted by a lay person, the facilitator would participate in the discussion along with
dinner guests. In this study, however, the host acted as a conversation facilitator and only joined the
conversation to ask a prompt question if the conversation waned.

To date, no studies have empirically analysed DoD conversations. Hence, the aim of the study was
to gather friend and family groups to engage in DoD conversations for the purpose of understanding
how these groups communicate about death and dying, and whether the DoD approach offers a useful
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framework for having these conversations. The over-arching research question guiding this study is:
How do friend and family groups communicate about death and dying in DoD conversations? To this
end, we identified prominent themes that emerged during DoD conversations.

3. Grounded Theory

This qualitative, descriptive study uses a constructivist grounded theory approach [23] to
understand communication in DoD conversations. Grounded theory uses a systematic approach that
guides qualitative researchers to constantly and reflexively code the emerging interactions of interview
participant responses. As noted by Glaser and Strauss, this is a process that continues throughout the
investigation, from beginning until the end [24]. Additionally, a constructivist approach concedes that
our relationships and perceptions are built in and through our interactions with others. When utilizing
a constructivist grounded theory approach, the researcher is a part of the research process and a part
of the research product. Thus, concepts and themes emerge from the data; however, this approach
acknowledges that these concepts are the researcher’s interpretation [25].

4. Methods and Materials

The study used the DoD framework to conduct informal, unstructured focus groups among
friend and family groups. The following section describes the study’s research setting, procedure,
participant recruitment and inclusion criteria, and analysis.

4.1. Research Setting

The DoD dinners took place in three primary settings: a participant’s home, a research assistant’s
home, or a public restaurant. In public settings, other diners may have been nearby during the
conversation; however, in dinners held in private homes, the participants and research assistants were
the only individuals present.

The research assistants scheduled the meetings and arranged the meeting place (and/or dinner
plans). Dinners hosted in homes were potluck style and participants were invited to bring a dish to
share, if they wished. Participants were not required to bring a dish, however. For dinners held at
non-meal times, coffee, tea and a snack (e.g., crackers and cheese) were provided by the facilitator.
Dinners hosted at restaurants were paid for by the participants themselves, and participants were
notified ahead of time that each participant would be responsible for paying for his/her meal.

4.2. Procedure

The basic format of the dinners was similar to a focus group; however, the dinner conversations
were unstructured. Participants were free to determine which topics they wished to discuss, and the
facilitator only used general topic prompts if the conversation waned. Staying true to the DoD
design, participants were free to choose when they contributed to the conversation. The DoD
design allows dinner guests to share as much or as little as they wish. Facilitators did not call
on particularly silent participants and ask them to speak out of respect for their choice not to
contribute. Additionally, dinner conversations were transcribed by research assistants who did not
facilitate that particular dinner and, during transcription, pseudonyms replaced participant names to
ensure confidentiality.

4.3. Participants

To qualify for this study, participants had to be 18 years or older and they were recruited by
the research assistants. The primary means of recruitment was network (or snowball) sampling.
Research assistants asked friends and /or family members if they were willing to participate in a DoD.
Given the relationship of participants to the research assistants, every effort was made to avoid
coercing participants to participate. Invitations to participate in a DoD conversation used the stock
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language provided by the DoD website; however, they also included information that the event was for
research and participation was voluntary. The consent form was attached to the email, and prior to the
conversation, consent forms were reviewed in depth, reiterating the voluntary nature of participation.
Data were collected until saturation was achieved. As noted by Strauss & Corbin, saturation occurs
when the coding yields no new information [26].

4.4. Analysis

Emergence is at the heart of grounded theory, and this study used inductive thematic
analysis [24,25]. More specifically, the data were analysed manually using the six-step thematic
analysis technique outlined by Braun and Clarke [27]. First, both authors familiarized themselves with
the data by reading and re-reading the transcripts and writing down initial ideas. Next, both authors
generated initial codes independently. After the initial codes were discussed, the authors searched for
themes independently and reviewed the themes together. Working together, the authors completed the
fifth stage of the analysis, defining and naming themes, entailed “identifying the ‘essence’ of what each
theme is about, and determining what aspect of the data each theme captures” [27] (p. 92). The last
step of the outlined thematic analysis technique includes writing the report. In an effort to reduce bias,
only the research assistants facilitated DoD conversations. Thus, the co-authors did not participate in
any of the dinners they coded and analysed.

5. Results

Given the sensitivity of the topic, the researchers believed that the group setting of DoD
conversations allowed participants to participate as much or as little as they wished, and the informality
of the dinner conversations shifted control from the facilitator/host to the participants/guests,
allowing all who participated to ask each other questions and probe for more information while
also sharing their thoughts, ideas and experiences.

Following institutional review board (IRB) approval, 52 DoD conversations were conducted.
The dinners were facilitated by the researchers or research assistants who were extensively trained
and IRB-certified. Facilitators began by reading a short welcome note and reviewing the consent
form, which each participant signed prior to participating in the DoD discussion. All participants were
informed that they could leave the conversation at any point if they wished, and their contributions
would be redacted. Of the 240 participants in this study, none chose to withdraw from the study.
Conversations were allowed to develop organically; however, facilitators had unstructured question
prompts they could use if the conversation waned. The length of the dinners ranged from 32-184 min,
and all of the dinners were audio-recorded. Research assistants transcribed the recordings. Once the
dinners were transcribed, the audio recordings were erased.

Each dinner consisted of 4-8 participants and resulted in 240 participants ranging in age from
18-76. There were 109 men (Mean age = 27.85) and 118 women (Mean age = 31.00) who participated
in the study. Thirteen participants indicated that they were transgender or selected “other” on the
demographic questionnaire. Of the 46 DoDs, 27 were friend and/or colleague groups and 19 were
primarily family groups. Participants were recruited from a metropolitan area in the mid-western
states of the United States of America (USA).

The analysis revealed that there were more similarities than differences in how friend and family
groups communicate death. One difference that did emerge was that in friend groups, which also
included work colleagues, the participants were more likely to state that they were unable or
uncomfortable talking about death with family or that they could be more candid talking about
death to friends than family members. Participants in friend groups would often report “I would never
tell my family this”, “my family would never approve of this”, or “I think it’s difficult to talk with
family about it”. The opposite statement was not made of family groups about their friends.

The analysis also revealed three main themes (with various subthemes) that illustrated how
participants communicated about death: Desire for a Good Death, Tactics for Coping, and Topics that

19



Behav. Sci. 2017, 7, 24

Confuse or Elicit Fear. (Note: in the following paragraphs, direct participant quotes are cited with
the DoD identification number first and the transcript line numbers second. For example, 123: 45-46
would be DoD number 123 and transcript lines 45-46).

5.1. Desire for a Good Death

The first theme relates to reported desirable and undesirable outcomes when it comes to what
people want at the end of their lives. When asked what they perceived to be a “good” or “acceptable”
death, depending on the facilitators” word choice, participants were more likely to first report what
they did not want at the end of life before they were willing or able to elucidate how they would prefer
to die.

5.1.1. Dreaded Death

When describing their perception of a “good” death, participants were most likely to first
respond with what they did not want at the end of their life. Many participants responded that
they “don’t want to be a vegetable” or did not want to “live on machines with no hope of recovery”.
Also, many participants reported that they “dread drowning” or dying by “fire.” As one male in his
40s succinctly stated, “I don’t wanna drown. And I don’t wanna burn” (230: 481), and his brother
retorted, “Yeah, true dat” (230: 482).

The most notable theme related to what participants did not want at the end of their lives was to
“be a burden”. However, when probed by DoD facilitators, most participants were unable to explain
what would differentiate as burdensome versus unburdensome to their families. Many expressed that
the mere dependence on friends or family members at the end of life was more than they could bear.
However, many family members and also friends retorted that it would not be a burden and would,
in fact, be an honour to take care of them in their time of need. Also, the mention of not being a burden
was especially prevalent among men:

Man 2: But I personally, speaking for myself, would feel like I am a burden.

Man 1: I think that is a pride thing for anybody.

Man 2: [ don’t want to have to have my butt wiped.

Woman 4: I think it is harder for a man to be dependent than for a woman.

Woman 5: I agree.

Man 3: I can see that.

Woman 1: Because men are more about not burdening their family and women are, like,
well, it would be nice to be able to take care of you and see you in your final moments,
in that kind of way.

Man 2: But, I feel like if I am at the point where I can no longer provide and protect my
family, you know, as a man, I would want to go home with God (230: 497-507).

Additionally, many participants identified an untimely death as a dreaded or even feared death.
Untimely death was discussed as one that comes before a person has the opportunity to accomplish
what he/she/they wishes to accomplish. For example, a male participant said:

Man 1: I fear what things I haven’t done that I should have done.

Woman 1: Haven't finished.

Man 1: Yeah, finished up. And If I don’t feel I like I got anything done or finished am I
going to come back as a spirt or you know.

Man 2: Mmm-hmm.

Man 1: That'’s basically it. That’s how I feel about that (123: 94-100).
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5.1.2. Desirable Death

When expressing what they desired at the end of life, participants” descriptions were somewhat
more vague and ambiguous. For example, participants said that they would prefer their death
“to be inexpensive for the family”, have a “quick and painless death”, or to “go out with
a bang”. Many participants expressed a desire to “die peacefully in their sleep”. As one father,
humorously expressed in a family DoD:

Man 2: I would prefer to be in my sleep.
Woman 1: Yes, [ would agree with that I would want to be in my sleep too. I would like to

die comfortably, quickly, not painfully or long term (232: 60-63).

If being a burden to one’s family was considered an undesirable death, having some quality of
life before or during death was described by many participants as a desirable death. This related
to people’s wishes to have painless and quick deaths. However, how participants described quality
of life in the conversations varied. Some participants referred to it generally, simply stating that
they wanted to have “quality of life” at the end of their lives or “quality over quantity” of life.
Other participants described it more specifically as being able to do some of the things one enjoys.
For example, one woman said, “I feel like as long as I can read and not be bored out of my mind,
I'would be okay dying” (134: 159-160).

Another participant conceptualized a desirable death as one that was positive for survivors: “Well,
it seems to me that a good death is when the people that survive you, uh, have a role to play in your
care, and uh, see you at your best at the end, whatever that happens to be” (119: 280-281). This also
reflects participants’ insistence that caring for the dying is an honour and privilege, despite fears that
it makes one a burden to family and friends. Related to this was a desire to be remembered, which was
expressed by some participants. In the words of one man, “I want to be remembered, I mean everybody
wants to be remembered” (124: 209).

5.2. Tactics for Coping

As noted earlier in this article, discussing death can be uncomfortable. The analysis revealed that
participants in this study used several coping tactics for dealing with the discomfort of discussing or
thinking about death. Coping tactics included communication strategies that moved the conversation
away from tension or uncomfortable interactions; invoking one’s spiritual beliefs to reassure or comfort
them when talking about death, or separating oneself from death or aging in order to not think about it.

5.2.1. Humour to Diffuse Tension or Deflect Discomfort

Regardless of friend or family group, humour was prevalent throughout the DoD conversations.
The humour was used in two ways. First, it was used as a release valve for a difficult part in the
conversation to diffuse tension. For example, in one family DoD when a mother and daughter
engaged in an emotional exchange in which the daughter told her mother to complete an advance
directive because she (the daughter) would be “selfish” and choose to keep her mother on life support
indefinitely, another family member interjected and said, “How about them cowboys?” (130: 607),
after which everyone laughed and the tense moment was diffused.

Second, humour was used to deflect the discomfort of thinking about death, particularly preferences
for final arrangements. For example, one male mentioned that he wants his funeral “to be a party, and I
want to be taken out in the cheapest pine box available” (131: 94), and a female queried whether “Viking
funerals are still allowed” (121: 168). Another male dyad quipped to each other “you can just leave
me out in the garbage” (135: 196), and “I just want to be composted” (135: 196). Participants were
particularly creative when describing what they wanted to have happen to their bodies with one male
saying he wanted “my femur turned into a sword” (131: 114), another male mentioned that his family
can “skin me and turn me into a football” (121: 373), and a female asking if she could “do like an Eskimo
version, just push me out on a block of ice and let the polar bears take care of it” (120: 525-526).
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5.2.2. Spiritual Reassurance

A vast majority of participants took solace in their spiritual beliefs when it comes to death.
Many felt that it was important to take care of the issues related to their earthly life, but felt that
everything would work itself out and they would be happy and saved by a higher power. As an older
female mentioned, “if I die, according to scripture I feel great that I would be in paradise” (125: 280-281).
Another female participant explained that her amalgam of religions give her solace:

Yea, so like I said earlier I'm Romani but I'm also part Native American, which you would
never tell by my skin tone but oh well. And I'm also Wiccan so, uh, and being raised in
a Roman Catholic setting just, the spirituality has always been in me so I know what the
Roman Catholics believe, and what the Wiccan believe, and what the Romani believe,
and what the natives believe, and I just kinda mix it all together and it gives me a real
strong sense that there is, uh, a better place out there. Like it’s not gonna be worse than
this, and it’s not just gonna be this. There actually is a place better than this (126: 406-416).

In contrast, individuals who did not express a spiritual association were sometimes envious of
those who did. As one young female expressed:

For me like, death is inevitable, there’s nothing we can do to get away from it. I know that’s
ugly and scary. It's natural to be scared of things like that we don’t understand or, like,
the “unknown”. But at the same time, like for me I don’t have faith either, so, like, we gotta
make the most of it while we're here ‘cause this is all we have. For me, I envy people with
faith ‘cause it would be nice to, like, believe in something on the other side, something for
you, something better (126: 399—-403).

5.2.3. Separating Oneself from Thinking about Death

Many participants expressed that “I don’t really think about [death]” (221: 152), or “death doesn’t
really bother me, um, I never really put a lot of thought into it” (224: 90). These participants tended to
be younger. Most admitted that they had thought about their parents’ (or especially) their grandparents’
death, but the likelihood of their own death was beyond their grasp. As one young female mentioned:

Because I don’t see myself growing old. Like I really don’t see myself growing old. So like
dying of an illness or dying of natural causes doesn’t seem like something that’s going to
happen to me (223: 161-163).

This theme often overlapped with the previous theme as many participants who confessed that
not knowing is the best way of knowing also cited a spiritual preference, or lack thereof, as the impetus
of their not knowing. One young female participant illustrates this in the following quote:

Well I would argue, as the person in the room without any faith (if you weren’t aware),
as the person in the room without any faith, I don’t worry about it. I was just fine before
I was born and I'll be just fine after I'm dead. I won’t know the difference (228: 104-106).

5.3. Topics that Elicit Fear and/or Uncertainty

The third theme describes the topics that elicited fear or uncertainty among participants. The main
sources of fear and/or uncertainty issues related to organ and whole-body donation, hospice and
palliative care, and wills and advanced directives.

5.3.1. Organ and Whole-Body Donation

Although a majority of participants expressed that they thought organ donation was important,
many rebutted those notions with negative comments. As a middle-aged female revealed, “it’s like
if you were in a car accident and pronounced dead for two minutes, I don’t want them to just rip
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them [internal organs] out or anything” (131: 209-210). There were many examples of participants
bantering back and forth about organ donation. First, two young females dialogued with a male who
thought that medical professionals were likely to end an organ donor’s life early because of their
donation decision:

Woman 1: I don't like it to be known [organ donation], because what if somebody was like....
Man 1: Think they kill you off quick just to get your organs.
Woman 2: That is a genuine concern for a lot of people (130: 780-784).

Another woman in her late 50s expressed her fear that organ donors, if they ended up in the
hospital, are misled by health care providers:

They might think that they are saving their life and bringing ‘em back later, but they can
harvest their organs or whatever, which is so someone can use it (123: 233-235).

In addition to some participants feeling wary of organ donation, some participants also felt that
donating their bodies to medical science was financially detrimental:

Man 1: But I found out through my insurance agent that one, it costs a lot of money to
donate your body to science.

Woman 1: What?!

Man 2: To donate it? (134: 225-228).

5.3.2. Hospice and Palliative Care

Although many participants expressed positive feelings about hospice, hospice and palliative
care were also topics that elicited uncertainty among the participants in this study. Those who
had experience with hospice often spoke authoritatively about what hospice does and does not
do. As a woman in her fifties expressed:

That’s why we brought my mom home. We didn’t put her in the hospice for that reason.
Until the day they said well . .. her lung was filled up with fluids and they [hospital staff]
said ... “Was she in hospice?” And I'said, “No”. And they said, “If she was in hospice they
would leave that fluid in there and you would sit there and watch her suffocate”. So we,
I'said, “No, we don’t have that she’s not in hospice”. “Well you can sign it now”. I said,
“No I don’t, I'm not signing it” (123: 214-218).

Another man held that hospice does not provide antibiotics and that by choosing hospice, he was
choosing death for his parents:

My mother actually called the hospital at one point to have dad taken to the emergency
room and hospice found out and wanted him sent back home, because they are not trying
to do anything that is helping keep him alive basically. Until I had the personal experience
I never realized what all was included in going to hospice. Even if you get a cold, you do
not get any antibiotics, they let it go into pneumonia (135: 488-495).

5.3.3. Wills and Advanced Directives

The use of a will is complex. Many of the younger participants talked about the fact that they
didn’t care “who gets my blender” (221: 56) or as one young women illuminates, she doesn’t feel the
need to complete a will or advanced directive because “I don’t even have anything to give, like who
gets to keep my cat” (128: 206-207). In the following excerpt, a man in his late 20s explained when he
thinks someone should complete a will:
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That’s one thing like I don’t like about wills. I mean, I don’t want to have a will. Like if
I'had a will, it’s going toward something, like, positive ... If  have children I want that to
go towards their college ... I'll make sure that goes towards their college or anything . ..
and like not want them to have it to waste or anything like that. But, like, if I'm single . ..
like if I'm like a forty-year-old man or something like that dying early, like an early death
or something like that, and I have a will ... I'll give it to charity or something like that
because ... I believe a will should be ... your final thoughts with your family. Like you
wanted them to know this, like, before you died, and it’s like it shouldn’t be a material
thing. It should be a closure (127: 446-455).

One middle-aged female talked about how making end-of-life decisions for someone else is still
difficult, even when there is an advance directive:

It’s still hard because you got a piece of paper and possibly have to let go of someone
you love or make a decision not to give them food, and you still have to watch the result.
So, um, that’s why I think, yeah, yeah, you're trying to honour their wishes, but at the same
time... (129: 217-225).

Participants also had some uncertainly about their family members” willingness to honour their
wishes, even if they were to express them through advance directives. As two participants noted,
“I don’t think they would, or take me off it [life support] I think they’d put me on for as long as
I can go,” and in response, “Yea I feel like our parents would probably fight for as long as possible”
(125: 208-209).

6. Discussion

This study sought to understand how family and friend groups communicate about death and
dying during DoD dinners and whether the DoD approach offers a useful framework for having
these conversations. The analysis revealed that friend groups displayed more candidness than family
groups when discussing death; overall, how family and friend groups communicate about death and
dying in the DoD context is more similar than different. While it was the researchers’ initial thought
that there would be substantial differences between the communication in family and friend groups,
those differences were not evident in most cases. Many family groups did not talk about specific
family instances but rather their own views of death. Spouses and/or significant other pairs tended to
quip back and forth between each other about wishes, but those quips were similar in same-sex and
opposite-sex (close) friendship pairs.

The only difference that the analysis revealed was that participants in friend groups said that
they were being more candid than they would be with family members. The candidness among
friend groups may be the result of the study sample. Participants in this study were younger adults,
and younger adults tend to disclose more to friends than to family members [28,29]. This may be
problematic when it comes to end-of-life decisions as friends have no legal rights, but may in fact
know what the person actually wants at the end of their life.

From the analysis of over 240 participants, it is clear that there are many misunderstandings
about death that have yet to be dispelled and are quite prevalent in contemporary discussions about
death. The results of this study highlighted topics that made participants uncomfortable or fearful,
which suggests that the participants have some cognitive contradictions about death. The results
revealed four contradictions. First, participants whole-heartedly trusted that family would equitably
distribute personal items (especially if a will did not lay out the distribution of property), but they
did not believe that family members could be trusted to follow end-of-life wishes. Although the
research on the effectiveness of advance directives varies, studies that suggest the presence of advance
directives results in end-of-life care that more closely aligns with a patient’s preferences [30,31].

Second, the topic of wills and advance directives contradicts what many participants said about
what constitutes a good death. Participants intellectually believe in wills and advanced directives
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but felt these documents/processes were not necessarily for them. Participants also wanted their
family to be comfortable and not to be burdened by the loose-ties of their lives, but it often wasn’t
significant enough for them to consider the need to plan ahead. This is consistent with other research
that noted that although people think advance directives, like living wills, are good, they do not
complete them [32]. In particular, younger participants expressed indifference with wills and advance
directives, which is consistent with research [33-35].

The third contradiction was that participants claimed that they did not want them or their loved
ones to die in the hospital, yet participants expressed deep distrust in hospice and/or palliative care.
Based on their expressed concerns with hospice, participants were clearly uninformed about the
differences between palliative and hospice care. Whereas palliative care, which focuses on quality
of life and the whole patient, is available to people at any stage in an illness, hospice care is only for
people with a terminal illness diagnosis, a life expectancy of six months or less, and who have accepted
palliative (for comfort and pain management) instead of curative care [36]. This misunderstanding is
not unusual, however, and Cagle et al. found that although many of the participants in their study had
heard of hospice, many of them were unaware of the parameters of receiving hospice care [37].

Lastly, contradictions related to organ donation were prevalent. Participants thought that,
intellectually, organ donation can be seen as a societal good, but they did not trust the organ donation
process. This mistrust may be the result of mass media representations of organ donations [38],
which tend to portray the organ donation process as negative and morally corrupt [39].

Although the results reveal several contradictions related to participants’ desires, perceptions,
fears, and uncertainty about death and dying, the DoD format provided a space for participants to share
their thoughts, feelings and experiences. Overall, participants communicated various feelings about

i

their DoD experience including: “thought-provoking”, “overwhelmed”, “confused”, “mind-blowing”,
“a little depressed”, “the same”, “empowered”, and “relieved”. Moreover, a majority of participants
found the experience positive and noted similar sentiments to a participant who claimed that “I think
we just have more of this. I think having more conversations about it makes it less hard to take”
(133: 942-943). Thus, although the communication that occurs in DoD conversations is at times

contradictory, for many it is a positive experience nonetheless.

7. Limitations

This study was limited in three ways. First, we relied on a convenience/snowball sample.
Although this sampling method in and of itself is not overtly negative, in this case it could be that
family and friend groups that agreed to participate were more open and willing to talk about death.
Second, participants were aware that the dinner conversations were part of a larger research study,
which could have influenced what they said. Third, a majority of family and friend DoDs were
conducted in one geographical area. As a qualitative project, our goal is not to generalize to other
audiences, it is important to remind the reader that the project is descriptive and not prescriptive.
In the future, it will be important to expand the study and examine end-of-life discussions nationally
and internationally.

8. Conclusions

This study asked how DoD participants communicated about their end-of-life choices and also
empirically analysed DoD experiences. The results revealed three prominent themes that at times
contradicted each other; however, given the importance of communicating about the end of life,
the conversations provided a space for participants to share their experiences, feelings, fears and hopes.

Hosting a DoD among family members allows participants to share their preferences with those
who may become their surrogate decision makers, whereas DoDs involving friends may provide
a context for exploring one’s thoughts about death or expressing concerns not easily shared with
family members. However, DoDs may also serve to perpetuate misinformation as friends and family
members can express uncontested untruths during the dinners and, as a result, may contribute to
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people’s anxiety about death. Despite the potential drawbacks, however, based on predominantly
positive feedback participants share, DoD events offer a promising method to encourage people to talk
about their end-of-life wishes and feelings about death.
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Abstract: Near the end of life, hospice care reduces symptom-related distress and hospitalizations
while improving caregiving outcomes. However, it takes time for a person to gain a sufficient
understanding of hospice and decide to enroll. This decision is influenced by knowledge of hospice
and its services, emotion and fear, cultural and religious beliefs, and an individual’s acceptance of
diagnosis. Hospice admission interactions, a key influence in shaping decisions regarding hospice
care, happen particularly late in the illness trajectory and are often complex, unpredictable, and
highly variable. One goal of these interactions is ensuring patients and families have accurate
and clear information about hospice care to facilitate informed decisions. So inconsistent are
practices across hospices in consenting patients that a 2016 report from the Office of Inspector
General (OIG) entitled “Hospices should improve their election statements and certifications of
terminal illness” called for complete and accurate election statements to ensure that hospice patients
and their caregivers can make informed decisions and understand the costs and benefits of choosing
hospice care. Whether complete and accurate information at initial admission visits improves
interactions and outcomes is unknown. Our recent qualitative work investigating interactions
between patients, caregivers, and hospice nurses has uncovered diverse and often diverging
stakeholder-specific expectations and perceptions which if not addressed can create discordance and
inhibit decision-making. This paper focuses on better understanding the communication dynamics
and practices involved in hospice admission interactions in order to design more effective interactions
and support the mandate from the OIG to provide hospice patients and their caregivers with
accurate and complete information. This clarity is particularly important when discussing the
non-curative nature of hospice care, and the choice patients make to forego aggressive treatment
measures when they enroll in hospice. In a literal sense, to enroll in hospice means to bring in support
for end-of-life care. It means to identify the need for expertise around symptom management at
end-of-life, and agree to having a care team come and manage someone’s physical, psychosocial,
and/or spiritual needs. As with all care, hospice can be stopped if it is no longer considered
appropriate. To uncover the communication tensions undergirding a hospice admission interaction,
we use Street’s ecological theory of patient-centered communication to analyze a case exemplar
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of a hospice admission interaction. This analysis reveals diverse points of struggle within hospice
decision-making processes around hospice care and the need for communication techniques that
promote trust and acceptance of end-of-life care. Lessons learned from talking about hospice care can
inform other quality initiatives around communication and informed decision-making in the context
of advance care planning, palliative care, and end-of-life care.

Keywords: hospice decision-making; concordance; end-of-life communication

1. Background

Near the end of life, receiving hospice care is associated with less distress, fewer hospitalizations,
and improved caregiver outcomes [1-4]. However, the decision to enroll in hospice while dependent
on an individual’s knowledge of hospice and its services is also heavily influenced by diverse emotions
and fears, cultural and religious beliefs, and levels of acceptance around the diagnosis [5,6]. The more
interactions an individual has with nurses, physicians, chaplains and social workers, family and
friends, the greater their understanding of hospice. One key interaction in this chain of influence
around hospice enrolment is the hospice admission consult [6]. While this unpredictable, nonstandard,
and highly variable interaction often occurs late in the illness trajectory, it plays a significant role in
shaping decisions regarding end-of-life care. Because hospices hold an obligation to provide accurate
information to their patients (beneficiaries) about the hospice benefit, election statements and the
clarity of information provided in admissions consults has been recently examined by the Office of
Inspector General (OIG) [7].

The OIG 2016 Report, “Hospices should improve their election statements and certifications of
terminal illness,” states that resolving disparities and vulnerabilities in election forms is crucial to
ensuring patients and caregivers make informed hospice care decisions. It calls for hospices to provide
complete and accurate information at the initial consult [7]. However, outside of a clear election
statement, how else can we improve initial admission interactions? Our own qualitative pilot research
on these complex consultations is guided by two objectives: (1) enhance clinician understandings of
patient and caregiver expectations and needs around hospice admission conversations and (2) identify
communication techniques to facilitate concordance, or a point of commonality between individuals’
preferences (what they want), concerns (what are they against), and circumstances (the facts of
their life), that incorporates patients” and caregivers’ perspectives. The pilot data highlights diverse
and often diverging stakeholder-specific expectations and perceptions based on setting, situation,
diagnosis, and patient, caregiver, and nurse perspectives. What becomes clear in both observation
data and the analysis of in-depth interviews with hospice nurses, patients, and caregivers, is that
participants are often on different pages when they enter these interactions, endangering concordance
and requiring nuanced communicative efforts from first contact to establish trust and credibility with
each other.

Not only do parties in the interaction carry with them diverse and often diverging interests
and motivations, the interaction itself occurs in a stress-laden context. The hospice admissions
nurse or social worker must balance the intersecting needs of patients often too ill and fatigued
to participate, overburdened caregivers who fear that choosing hospice means giving up on loved
ones, and referral sources or other healthcare providers anxious for a quick hospice transition.
These tensions and competing needs necessitate clear, tailored communication during the consult [6].
Reaching concordance is critical for any type of informed decision-making around advance care
planning and other end-of-life care conversations [8,9].

Hospice admission nurses in particular are at the forefront of facilitating quality interactions
geared towards concordance around hospice care. To illustrate the nature of this interaction and
address the research gap surrounding it, we present a detailed narrative case of a hospice admission
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interaction and critically analyze the communicative practices used by the hospice nurse and caregiver
using the social ecological model. Of note, in the initial hospice consult, we talk generally about
palliative care as a program of care that is appropriate when patients are facing advanced illness
and have symptom management needs (or maybe just extra psychosocial support needs), but are
still continuing treatment of their disease. On the other hand, we talk generally about hospice as
meaning the patient is receiving symptom management support, but is not treating their disease.
Moreover, palliative care programs are not standardized (or paid for) like hospice is, so palliative
programs can look different depending on where individuals are receiving care.

2. Analyzing Hospice Admissions from an Ecological Perspective

The primary goals of the hospice admission interaction are (1) to exchange information between
provider, patient, and caregiver about health-related concerns; (2) make decisions about medical
care; and (3) in the best of cases, establish or maintain a relationship characterized by rapport, trust,
and respect [6]. As such, it is a dynamic, creative, and complex event. How the interaction unfolds
depends on how participants select, adapt, and coordinate responses to accomplish their individual
and mutual goals.

Street’s ecological theory of patient-centered communication focuses on the complex interplay
between individual, relational, community, and societal influences on interactions around health [10].
This theoretical framework approaches the hospice admission interaction not as an isolated event,
but as embedded within a number of contexts. In doing so, it enables an in-depth understanding of
the range of factors that put pressure on individuals when making decisions (see Figure 1):

: Hospice Admission
Figure 1 Interaction

Patient Influences
Caregiver Influences

Nurse Influences

Hospice Organization/
Policy Influences

Figure 1. Ecological model of hospice admission interactions.

Interpersonal context: includes predisposing influences of the provider, patient, and family
(e.g., communication style, attitudes, beliefs, personality, and linguistic resources), as well
as cognitive-affective influences of participants (e.g., perceptions, communicative strategies,
and emotional state).

Political-legal context: includes Medicaid /Medicare coverage and conversations around medication
discontinuation and payment.

Cultural context: includes influences of ethnicity, socioeconomic status, philosophy of care,
and religion.

Organizational context: includes standards of care, services offered, facility restrictions on where
interaction takes place, hospice admission training, and hospice organization goals.

Although the hospice admission encounter may be contextualized, influenced, and understood
in a number of ways, the one within which the hospice admission encounter is most fundamentally
embedded is the interpersonal context.
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3. Research Setting and Sample

The project grew out of a long-standing community-academic partnership between a local hospice
and university. Monthly agendas for this partnership meeting included an item titled, “what bugs
you.” During a meeting in 2015, in response to this agenda item, the president of the hospice talked
about the significant variability and non-standardization of hospice admission visits and the desire to
have evidence, or a core set of best practices, surrounding admission visits so that patients and families
who would like to benefit from hospice are able to do so while fully understanding what their decision
to enroll means. The local hospice is a large, urban, non-profit organization that has served more than
70,000 patients and their families since its founding in 1978. It is the fifth longest-established hospice
in the United States and remains a well-respected leader at local and national levels. Patient census
reported 506 hospice patients and 214 palliative care patients under their care each day in 2014. In 2015,
the numbers climbed to 532 and 227, respectively. Services are provided by teams of professionals and
volunteers focused on individualized, integrative care in patient homes, skilled nursing facilities, or in
their own Inpatient Care Center. No patient is ever turned away regardless of ability to pay.

In 2015, the president of the hospice put the first author in contact with the admissions
manager (A.T.) to talk about the project and the opportunity to “shadow” hospice admission nurses
on their initial visits with patients and caregivers. The admissions manager developed a schedule
that assigned specific days and times with different admission nurses and settings over a three-month
period. Because admission visits were often scheduled the day before, the admissions manager would
email the first author (C.C.) in the morning with the schedule for visits and text during the day as
others were scheduled or cancelled. The schedule included home, nursing home facilities, and hospital
room Visits across an area in the Rocky Mountain region of the United States.

When visits were scheduled, A.T. would email C.C. and the assigned nurse with a brief overview
of the visit including the patient’s age, diagnosis, and anything important to know before the visit
(e.g., this was the patient’s second admission visit; do not use the word hospice; family is struggling
with this decision); C.C. did not access medical charts. C.C. would then confirm a meeting place with
the nurse before the interaction started so they could walk in together and as needed, be briefed about
the patient, family situation, and project beforehand. The admission visits lasted between 30 min to
2 h. There were visits that had as little as three people present, and as many as nine, including the
hospice nurse and C.C. To ensure a diverse sample, participants included: African Americans, Latino,
undocumented, Russian, Caucasian, tribal, homeless, religious, non-religious, gay, straight, married,
and widowed. Additionally, nurses that were shadowed were also diverse in terms of years at hospice
and experience before coming to hospice.

On site, C.C. was introduced to the patient and family as a researcher from the local university
studying hospice communication to define best practices. In all cases, patient and/or caregivers
verbally consented to researcher presence before starting. During these conversations, C.C. sat next to
the nurse, or in some cases, wherever the family encouraged her to sit based on the arrangement of
the room/setting. Ethnographic field notes were minimally taken to capture key words or phrases
used during the interaction, and sometimes not at all depending on the situation. In these cases,
C.C. would write them directly after the visit. Note taking was not considered obtrusive, as the
admissions nurse also had a notebook and took notes during the conversation. C.C.’s role in these
interactions was solely to observe, and patient and family interaction was limited to polite greetings
and good-byes.

At the end of each admission visit, and always dependent on the situation and comfort of
participants, C.C. asked the patient and/or caregiver if they would be willing to answer five questions
related to the visit. There were five instances where C.C. did not ask the participants given the
perceived distress or known circumstances that would have impinged participation. For the other
20 visits, all who were asked to voluntarily participate agreed to so do.
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4. Data Collection and Analysis

C.C. conducted nonparticipant observations of hospice admission visits between hospice
admission nurses and patients and their caregiver(s) over a three-month period during 2016-2017.
The setting of these interactions varied from hospice home visits, skilled nursing facility visits,
and hospital room visits. The resulting data set included 60 h of observation, including interviews with
15 caregivers, 6 patients, and 9 hospice admission nurses (n = 30). All interviews were audio-recorded.
Because of the health of participants, circumstances around each visit and ethical considerations
guiding every stage of this project, interviews lasted no longer than 15 min to respect the comfort of
participants and the time with their loved ones, if present. Of the observed admission visits, 20 enrolled
in hospice, 3 were undecided, and 2 declined hospice.

C.C. also attended hospice admission monthly staff meetings where “defining best practices,”
was a standing agenda item (1 = 3). Before observations began, C.C. provided a short presentation at
the staff meeting about the project: what was required of admission nurses, the goals of the observation
and interviews, how results would be shared back with the organization, and answered any questions
they had. None of the admission nurses chose to opt-out of participating. Ethnographic field notes of
these meetings were written and typed single-spaced for a total of 250 pages (8-12 pages per Vvisit).

Interviews were transcribed verbatim and then analyzed alongside the ethnographic field notes
using thematic discourse analysis in an inductive, data-driven approach. Each observed admission
conversation was broken down and coded, allowing the researcher to establish a pattern by relating
codes/categories to one another. The Colorado Multiple Institutional Review Board approved the
study (protocol # 16-1897).

5. Ethical Considerations

This project would not be possible without a strong ethical foundation. Ethics have been
incorporated from initial study design to the sharing of results. The skill of introspection and the ability
to accept and process feedback regarding very personal aspects of this work are important attributes
of any researcher doing end-of-life research [11]. The instrument in ethnographic qualitative research
is a human instrument: the researcher as a whole person in the midst of a culture being studied.
Therefore, a profound awareness and understanding of the nature of the constructed boundaries of
one’s own identity and personal experience is critical to being an effective human instrument.

This project has specifically been guided by post-colonial ethics of accountability, context,
truthfulness, and community. More specifically, through a felt need of endorsing other models
of reflexivity, we have looked to others who have done similar work, like Ellingson, Broadfoot, Foster,
Hirschmann, de la Garza, and Eisenberg [12-16], documenting the ethical tensions that arise and how
they worked through them. An ethical concern and models of reflexivity extend the challenge of
speaking for others, which is interrelated with the politics of representation and the crisis of legitimation
around qualitative work [17,18]. In order to work with this tension and challenge, Alcoff encourages
researchers to not speak for, but to speak with participants by engaging them in conversation and
representing the writing in a way that is meaningful and accessible to the ones who have shared and
created their stories at extremely fragile times in their lives [17]. In an effort to work through the
challenges of representation, alternative forms of writing, such as narrative styles and case studies
have been used to escape the constraints of traditional writing as well as respond to the ethical tensions
of speaking for others in qualitative research. Further, pseudonyms have been used throughout this
paper to protect participants’ identities.

For these reasons, we have chosen a case study exemplar for this paper, as a powerful example of
the many issues associated with hospice admissions [19]. Although we have pages of observations
and conversations documented in field notes (conversations were not audio taped, just the interviews),
we chose this particular narrative because it is a comprehensive exemplar of our larger data set and
it effectively highlights the ecological nature of these interactions. Through this lens, our analysis
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highlights critical communicative acts and turning points and demonstrates the inherent complexities
of hospice admission interactions.

Establishing concordance is necessary to coordinate communication and decision-making, as it
sets the tone for all future interactions around hospice [8]. Pilot data illustrates that what unfolds
in these interactions ultimately depends on the communicative actions that emerge directly from
interactants’ goals, linguistic skills, perceptions, emotions, and knowledge, as well as the constraints
and opportunities created by the responses of others (i.e., caregiver, patient, and hospice nurse).
Using an ecological lens to view these interactions shifts analytical attention beyond focusing on
relationships between providers and patients and the various outcomes resulting from the interaction
(e.g., satisfaction with care, commitment to treatment, health improvement) to describing concrete
processes within the admission interaction that affect communicative action [8,20].

6. Real Case Exemplar: “I Don’t Want to Go Back and See Her, Just Tell Me If It’s Time for My
Mom to Start Hospice”

6.1. Background and Context to the Interaction

It is cold but sunny and glass doors open onto a dark lit room in the Alzheimer’s Care Center.
The facility walls are decked out in holiday decorations, and Christmas music can be heard playing in
the background. James, the hospice admission nurse and I (C.C.) have an appointment to meet with
the patient’s daughter, but first we need to look through her record and talk with her nurse. There is
no one in the halls as we enter, save a patient trying to exit. It smells of feces, urine, and artificial
cleaning products. It is hard to breathe. Several residents sit in their wheelchairs at the entryway
of their rooms, lined up as though they are waiting for a delivery. Some look up as we walk by,
while others are sleeping with their heads cocked to one side. Other residents meander through the
hall, scuffing their feet across the carpet to move their wheelchairs. The smell gets stronger the further
we go. We pass the “living room” filled with about 15 residents gathered in a semi-circle around the
TV in their wheelchairs. Every head is bowed with eyes closed.

We arrive at the nurse’s station and, upon request, receive a large blue binder containing the
patient’s record. As we open it, another resident approaches the desk. James greets her and asks if
he can help, and she says there is a lot he can help with before walking away. A patient yells at a
nurse as they walk out of the dining room because she is holding his arm (to prevent a fall). I hear a
conversation between another nurse and patient involving a nail gun, as the patient complains that it
sounds like someone has been kicking the wall. “Lunch is in an hour”, another nurse says to a patient
sitting in the hall as she walks by a nursing aide wheeling a woman backwards into the shower room.

6.2. Notes from Hospice Organization to the Admissions Nurse

Patient and family are undecided on whether to enroll patient into hospice services or not.
Dr. Hanks has expressed to them that he does not think patient is hospice appropriate at this time, but is
open to reconsidering this based on hospice’s evaluation. Family is also wanting more information and
an evaluation to determine whether patient is appropriate or not. Daughter has many concerns about
admitting patient to hospice, and several questions on why or why not her mother would qualify.
Daughter would like hospice nurse to lay eyes on patient, then meet with her in the lobby after.

6.3. The Patient

The patient’s nurse tells us that Judy is a “very pleasant 93-year-old. She has congestive heart
failure (CHF) and had a change of condition a few days ago: fluid in her lungs. Her appetite is
good and she is ambulatory. She has a little pain, does not talk much, just general facial expressions.
She had antibiotics to help treat the fluid and has gotten a little better”. James gets her medications
and confirms that there is only one medication with the nurse. He asks about a note in the record that
outlines the family’s request to not call the house before 8 am for non-urgent matters and asks how
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this affects the nurse’s interactions with them. There does not seem to be any concern, but the nurse
shares that the family used to come every week but that lately no one has been around. James closes
the binder, puts it back on the shelf, and signals me to follow. We make our way back up to the lobby
to meet Emily, Judy’s daughter. Four patients in wheelchairs are lined up looking at the front door.
It seems they are going out to Applebee’s. They wait for a staff member to pull their transport around,
only to find that it is not operational. They are devastated by this news.

6.4. Interaction with Emily the Family Caregiver (Daughter)

We find Emily in the lobby after she dropped a stack of clothes at the receptionist’s desk.
We introduce ourselves and head somewhere to talk.

J:  “Before I give you a bunch of information, can you tell me your understanding of hospice?”
E:  “Iunderstand it as two levels of care. Palliative being less hands-on, and hospice being more
involved.”

(James takes a pause and elaborates on the meaning of both, underscoring the additional support
of hospice and the benefits of both for her mother.)

J: “I saw your mom very briefly earlier today and she is doing well. She got up by herself and
walked about the room. She’s continent.”

E:  “She’s continent? She has been in a diaper every time [ have seen her.”

J: “Sometimes around here they put diapers on almost like a security blanket so the patients can be
relaxed if they have an accident or can’t get up quickly enough to the restroom. We can go see
her after we finish our conversation.”

E: “Idon’t want to go back.”

[Turning point #1: In this moment, James is having this conversation without the patient in the same
room because the daughter does not want to go back to see her. One of her expectations for James
today is to evaluate her mother, but not being able to see her while speaking with the daughter makes
providing recommendations challenging for James. While James saw her very briefly that morning,
he is not sure the last time the daughter has seen her. Thoughtfully and openly, James knows they will
not be going back, and also knows the daughter is not yet ready to hear details about her mother’s
health condition, so James turns the conversation.]

J: “What are your goals today?”

E:  “We want an honest assessment of where she is to determine if we should enroll in palliative or
hospice care. You are the experts. We are leaning more towards palliative care, but we just don’t
know. Is she eligible for hospice? Would her doctor support that decision?”

[Turning point #2: James has already asked and suggested they go back so he is able to provide what
the daughter wants: an honest assessment. However, having the conversation in the mother’s room is
not an option. Another layer of complexity is added when she introduces two competing perspectives,
stating that James and hospice are “the experts” before quickly asking, “would her doctor support that
decision?” It is unclear who carries more credibility. This makes it difficult for James to know what role
he needs to play. In response to the question “What are your goals?” Emily redirects decision-making
responsibility to James by effectively stating, “tell me what to do.”]

J: “Yes, he said he would support that decision.”

E:  “I'm confused—I thought he didn’t feel she was appropriate?””

J: “Initially, Dr. Hanks said he didn’t think she was appropriate for hospice, but in the chart from
November it states he would support the decision to enroll in hospice if we felt she met criteria,
which I feel she does. After seeing your mother, I think she can benefit from palliative or hospice
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care, and I have information and paperwork on both options today. But this decision is ultimately
for you and your family to make. Do you know what she wants?”
E:  “No, I mean she can’t communicate.”

[Turning point #3: Emily is navigating some inconsistencies—the doctor was originally unclear about
her mother being hospice appropriate, but now it appears that she is. James asks another question to
try and elicit the degree to which they have discussed her mother’s preferences around end-of-life
care options.|

J: “Did you talk with her before about what she would want?”
E:  “Notreally. But I think she’s ready for palliative care and until the doctors feel absolutely certain
she is ready for hospice, we will go from there. Is that reasonable?”

k

“Yes, absolutely.”

E:  “Can you re-evaluate her in 90 days? It's risky, I know, since she could go downhill quickly and
maybe need more help.”

J: “It's a very difficult decision, and we want to help you in whatever way we can. We can fill out
both paperwork, and you can think more about it and let us know within a few days.”

E:  “Do you think she is ready for hospice?”

J:  “Ithink she is, but the decision to enroll is really up to you. She is eligible and would certainly
have more eyes on her with a larger care team.”

E:  “Would she have more interaction and would your team interact with the team here okay?”

J: “Yes, she would have more frequent visits on our hospice program, as our palliative team serves
more in a consultative capacity. But know that both programs provide an extra layer of support
to our patients. Hospice also works hard to provide support to you as her family member ... we
know this is a challenging time.”

E:  “I don’t know what to do. This is really hard and you're not giving me any guidance!”

(Emily gives her first brief smile.)

[Turning point #4: James has outlined several options for Emily about going forward (signing both
papers and making a decision later), but during this exchange it is clear that Emily is struggling
with what to do and keeps asking reassuring and guidance-seeking questions to James. In James’s
mind, he is helping her: asking questions about goals of care, asking what the mother would want,
supporting her concerns, clarifying her understanding of hospice and palliative care, and leaving the
decision very open. Ultimately, James is encouraging Emily to weigh the options. At this point in the
interaction, Emily feels stuck and fearful of making the wrong decision. James astutely recognizes that
not all family members feel comfortable making decisions or choosing between options, and that some
interactions require more direct, less open-ended communication to help with the decision-making.]

J: “We just want you to be prepared as possible should things get worse, and we want to be able
to best support you all. So often patients and families wait until they are close to dying before
enrolling in these services, whereas signing up earlier could really benefit not only your mom,
but you and your siblings as well. If I could make a recommendation, I would encourage you
to sign your mom up for palliative care today and then we can move her onto hospice services
when you feel more comfortable with that transition. If you change your mind, just give us a call;
these decisions are not set in stone. Your palliative team will also help you understand when the
time is right for a transition to hospice.”

(Emily takes a deep breath, uncrosses her arms, and leans in towards the table.)

E:  “You know, my father died 10 years ago. My mom insisted he get cancer treatment until the
day he died while living at home. It was a Saturday and my mother wanted us to haul him to
the hospital for another treatment. He was so sick and so weak. And my family and I finally
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intervened and told my mother no. He died that following Monday.” (pauses) “I want hospice.
Let’s go directly to hospice. I don’t want to have her be on hospice for 4-5 years, but I also don’t
want to ignore something she might really need and benefit from. This is so hard.”

[Turning point #5: James’s patience and use of silence allows Emily to open up and tell this story
about her father, which has had a significant impact on how she is navigating this decision for her
mother. Moreover, as James plays the role of expert in this moment, it opens things up for Emily to say
something different (e.g., remembering her experience with her father). James'’s silence also allows
Emily to come back and answer his first question about goals of care.]

E:  “Iwant her as comfortable as possible and free of pain, with an extra set of eyes.” (Emily’s eyes
fill with tears. James pulls out the paperwork.)

J: “Just remember that no matter what you decide, you can always change your mind at any point.”

E:  “You can re-evaluate her at 90 days, right? This is so hard.”

J: “Yes, we can, and I will put that in the notes.”

(James starts to go through the enrollment paperwork Emily needs to sign to get her mom enrolled
in hospice. Emily has no questions.)

[Turning point #6: Organizationally, this is an effective interaction because there is a plan in place: to sign
up for hospice care with the understanding that if it is not the right fit, Emily can discontinue services
at any time. However, psychosocially, did Emily get the help she needed? This is the more challenging
question to answer. Is it James’s fault if she did not? Many times, families cannot reach a decision for a
number of reasons—societal norms around the meaning they have assigned to hospice, deep family
dynamics that still need to be addressed and dealt with, acceptance of the illness, acceptance of the
reality of caregiving needs, uncertainty what their loved one wants, fear of financial burden keeping
their loved one home, even if it is what they want, and so on. The interaction comes to a close in the
next lines when James is filling out paperwork and having Emily sign the consent forms, when he
notices Emily’s birthday on the power of attorney form.]

J: “Your birthday is coming up!”
E:  “And sois my mom’s.”

J: “Are you having a party for her?”

E:  “No, actually. I will be in Chicago.

(Judy’s nurse Katie comes in to have Emily sign a paper.)

“Hi, Katie, how is she doing?”

“Is she still on oxygen?”

“No, just as needed.”

“I left some clothes for her at the front. Can you take them back to her?”

“Sure.”
(Emily signs the last document. She takes her copies, grabs her bag.)

E:  “Thank you, and I will talk with you soon, ok? I would like to know more about that bereavement
program for children you spoke of because my mother’s granddaughter has a lot of emotional
issues and would benefit from that support. Can you put that in the notes?”

J: “You got it. Thanks for coming, Emily.”

The hospice admission encounter, like the one outlined above, reveals a variety of reoccurring
patterns of communication and struggle. Looking at the narrative, there are clear communication
challenges, as well as opportunities to assess each unique situation, connect, clarify, and create new
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meanings. Identified turning points illustrate how the outcomes of these interactions ultimately
depends on the communicative actions of participants and their goals, linguistic skills, perceptions,
emotions, and knowledge, as well as the constraints and opportunities created by the responses of
others (i.e., caregiver, patient, and hospice nurse). Examining this interaction through an ecological
lens, the following points become apparent:

Interpersonally: In not wanting Emily to feel forced into a decision, James initially struggles to
provide a recommendation for one service over the other. Emily struggles to understand why James
is not playing the role of expert and telling Emily what she should do. On a personal level, James
struggles to understand why Emily does not want to go back and see her mother, and wonders what
dynamics are at play. Emily is struggling to accept the new normal of her mother, including not
wanting the same thing that happened to her father to happen to her mother. Emily is overwhelmed
being her mother’s primary caregiver.

Organizationally: Entering skilled nursing facilities to talk about hospice adds an extra layer
of complexity to the encounter, as hospice nurses navigate the organization’s controls and rules,
gaining access, finding the chart, and finding the patient’s nurse prior to starting the interaction.
James’s experience working in skilled nursing facilities (and not always having a positive experience)
as well as the training he has received at his particular organization regarding admissions conversations
and communication strategies also shapes how he thinks and feels during admissions interactions
and decisions. Emily’s presence inside the skilled nursing facility (and her wishes to not go past the
front door) also influences the interaction. Furthermore, this is James’s second of four visits for the day.
Visits can last between 30 min and 2 h, and often James does not have a lot of time between cases to
debrief from the last one and prepare for the next.

Culturally: Emily and James navigate several cultural subtleties in their conversation.
Broadly, both dealt with the culture of the nursing facility where the conversation took place.
The cultural tensions of nursing home care are often dictated by insurance reimbursements and staffing
shortfalls. These challenges frequently create a culture of apathy or indifference, which is difficult to
manage. Further, the culture of the nursing home directly influences the ability of hospice to enter
the facility and provide care. Emily, a retired US Parks Worker, entered this interaction looking for
guidance and for someone to tell her what choice to make. She viewed James as the medical expert with
an exclusive knowledge base who could quickly make the decision for her. The term “expert,” is used
by groups and individuals to legitimize claims of expertise or competence. As a term and “position’
in society, the ‘expert’ is also able to influence how people understand and act in social realms and
their world.

This is a common paradigm in the culture of medicine in which paternalism and physician
choice in medical decisions is the longstanding cultural norm [21]. As a hospice admissions nurse,
James comes from a culture of information giving and decisional autonomy. A cultural tension exists in
whether it is appropriate for James to exercise some paternalism and influence Emily’s decision as the
expert or let her own cultural values and beliefs guide the discussion. Ultimately, Emily reflecting on
her experience with her father allowed her to clarify what decision was best for her mother and family.
Thus, the interaction and its decisions rest on the intersection of two forms of expertise and the struggle
over who should determine next steps. Emily defers decision-making to whom she perceives to be the
only expert (as verified by society and training)—]James. James, however, wishes the decision-making
would be guided by the person who has lived experience and is therefore expert—Emily.

What we learned from analyzing this interaction ecologically:

e First, participants play multiple roles: Hospice nurses are asked to play many different roles at
any given moment (e.g., medical professional, social worker, therapist, end-of-life-care expert,
facilitator, advisor, educator, etc.). It is important to have these roles defined and understood from
the outset and re-confirmed throughout the interaction.
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e Second, participant goals vary: Patient and caregiver goals can vary, change, and evolve visit-to-visit.
Clarifying the goal of the interaction enhances the likelihood of establishing trust at the beginning
of the encounter and reaching concordance.

o Third, understanding intersection(s) is key to adaptation: Understanding that roles and goals may
come into opposition, but finding intersections where concordance, or points of commonality
between people’s purposes, concerns, and circumstances exists and remaining focused and
adaptive leads to better shared decision-making. Finding intersections quickly and returning to
them frequently helps discern between what patients/caregivers want, what they do not want,
and what role the nurse must play to help the patient and family achieve those goals in light of
their unique circumstances.

Although we agree with the assertion in the OIG report that patients require complete and accurate
information about the hospice benefit to make an informed decision, we have shown the impracticality
of one standardized method of hospice enrollment. The competing demands and expectations of the
patient, family, and provider all need to be tempered to maximize the effectiveness of these interactions.
Analyzing hospice admission interactions through an ecological lens demonstrates how the OIG’s
mandate for clear election statements for informed decision-making is tempered and mediated by the
complexity and heterogeneity of each individual hospice admission interaction. Moreover, this case
study demonstrates that achieving concordance and informed consent is far more nuanced than
verbiage on election forms. It demands real-time interpretation of a patient’s goals of care, patience,
adaptability, and awareness of the interpersonal, organizational, and culture tensions that impact
effective communication and interaction design.

7. Conclusions

Patients and families enter into hospice admission interactions with varying degrees of comfort
and knowledge, having to make a significant decision at a time when their loved one is extremely ill and
the family is often very fatigued. This is deep and profoundly difficult caring work for admission nurses,
who often conduct multiple consults a day and are responsible for explaining the hospice benefit,
completing consents and advance directives, holding a goals of care conversation, and coordinating care
of each patient. Analyzing this interaction reveals the different spaces patients, families, and nurses can
inhabit, and why finding concordance from the outset is integral to facilitating a meaningful interaction.

The critical function of communication studies is to improve dialogue and decision-making
processes. In palliative and hospice care interactions, understanding the impact of particular
communicative practices on patients and families in the extremely vulnerable terrain of advanced
illness requires detailed, scientific, and theory-driven explanations and constructions of alternative
meaning and discourses [6,8,10,20]. Applying Street’s ecological theory of patient-centered communication
to these interactions allows us to see how different communicative practices in real time can impact
the ability to reach concordance and shared decision-making. A qualitative methodological approach
to these interactions uncovers the complexities of discourse around the end of life and the nuances
of meaning surrounding illness and care options. How individuals experience hospice, and the
ways in which social, political, and cultural contexts impinge upon parts of the hospice admission
interaction further contribute to these complexities. Advancing the rigor of studies of communication
in hospice care settings using a qualitative methodological approach can illuminate the communicative
techniques and practices necessary to improve decision-making, as well as evaluate the causes and
effects of meaningful communication in improving care [22]. Developing communication guidelines
built around a sensitized, rather than standardized attitude, should be an immediate next step.
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Abstract: End-of-life (EOL) decisions in families are complex and emotional sites of family interaction
necessitating family members coordinate roles in the EOL decision-making process. How family
members in the United States enact the decision-maker role in EOL decision situations was examined
through in-depth interviews with 22 individuals who participated in EOL decision-making for
a family member. A number of themes emerged from the data with regard to the enactment of
the decision-maker role. Families varied in how decision makers enacted the role in relation to
collective family input, with consulting, informing and collaborating as different patterns of behavior.
Formal family roles along with gender- and age-based roles shaped who took on the decision-maker
role. Additionally, both family members and medical professionals facilitated or undermined the
decision-maker’s role enactment. Understanding the structure and enactment of the decision-maker
role in family interaction provides insight into how individuals and/or family members perform
the decision-making role within a cultural context that values autonomy and self-determination in
combination with collective family action in EOL decision-making.

Keywords: end-of-life decision-making; family roles; surrogate decision maker

1. Introduction

In the United States, when an individual is incapacitated at the end of life and cannot make
a decision for him or herself, family members often are called upon to make decisions for the
individual. End-of-life (EOL) care decisions encompass decisions to initiate, withhold, continue,
or end life-sustaining treatment. Making a decision for a family member at the end of life is one of
the most emotionally difficult decisions families will ever face [1,2]. How this decision is managed
has important implications for the patient’s quality of life at the end [3] and affects family members’
emotional well-being long after the decision has been made [1,2]. During decision-making, families
encounter various dilemmas and challenges, including uncertainty about what to do and how to
behave [4].

As they navigate this emotionally-charged experience and coordinate action together, family
members take on roles in the decision-making process that may be supported or challenged by others
in the interaction. One particularly important role in this context is the decision-maker role itself [5].
The U.S. legal and medical systems encourage the use of an advance care directive (ACD) to designate
a formal decision maker, although many individuals do not engage in EOL planning [6]. In contrast to
other legal systems (e.g., the United Kingdom where clinicians serve as default decision makers based
on best interests), in the U.S., a family member typically takes on the decision-maker role in cases
where a patient can not make decisions for him or herself, using substituted judgment or best interests
to guide the decision-making [7,8]. The decision-maker role, however, is rarely enacted in isolation.
Multiple family members, for example, often participate in the decision-making interaction [9,10].
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Given the interdependence of the family and the value of family engagement in the decision-making
process, expectations and behaviors for the decision-maker role likely emerge in and are shaped by
interaction with others in the family. Understanding the enactment of the decision-making role in
family interactions about EOL decisions provides insight into how family members coordinate EOL
interaction together and either support or undermine the performance of the decision-maker role.

1.1. Family Communication and End-of-Life Decision-Making

In the U.S,, the legal and medical systems emphasize individual autonomy in health-care
decision-making, expecting decision makers to follow the wishes of the individual [11]. Individuals are
encouraged to engage in EOL planning and complete formal documentation that specifies preferences
regarding life-sustaining treatment and names a surrogate decision maker [12]. Despite this emphasis
on advance care planning, the percentage of U.S. adults completing an advance care directive (ACD) is
relatively low [6]. Several different surveys have demonstrated that many individuals feel that talking
to family members about EOL wishes and having written documentation of wishes are both important,
but a low percentage of respondents have actually had conversations with family and even fewer have
legal documentation in place [13,14].

Most often, in situations where a surrogate decision maker has been established, the individual
identified as a surrogate is a family member (e.g., spouse, child or grandchild) [15,16]. This reflects
a dominant preference across cultural groups in the United States for family to be involved in surrogate
decision-making [3,17,18]. Additionally, regardless of whether or not a formal decision maker has been
identified in an ACD, multiple family members usually participate in decision-making conversations
when a decision must be made [9,10,19], and some families may expect consensus in the decision [20].

The complexity of EOL decision situations creates a number of dilemmas for family members
required to make a decision for a loved one at the end of life. Family members may face challenges
in obtaining the information needed to make a good decision [21] or knowing when a decision
point is nearing [22]. Without adequate information from health care providers to inform the
decision, families can experience resentment and emotional burden after a decision is made [21,22].
Family members also may be uncertain about the right decision to make [10], even when there is an
ACD in place [4]. Living wills, for example, do not always provide insight into the specific decision that
must be made [23]. Additionally, when family members are aware of the patient’s wishes, they still may
encounter a contradiction between their own desires and the patients’ desires [24], often experienced
as a tension between holding on and letting go [25]. Family members also may struggle to make sense
of the decision and of a loved one’s likely death. In interaction during clinician-family conferences in
an intensive care unit, for example, family members grappled with understanding withdrawing or
withholding life support as killing a loved one versus seeing it as letting him or her die [24]. They also
experienced a contradiction between perceiving death as a burden or as a benefit.

As family members make decisions, they can experience challenges in effectively coordinating family
decision-making and working with medical professionals. Families, for example, sometimes experience
conflict and disagreement as multiple family members participate in the decision-making process.
Family members may disagree over who should be included in the decision-making [24] or, ultimately,
what decision to make [5]. A history of family conflict prior to the EOL decision, communication in
which family members try to assert control over the decision, and families having difficulty talking with
each other about the situation all predict greater family conflict when making an EOL decision [26].
Family conflict in EOL decision-making can lead to more aggressive treatment [27] and reduce the
degree to which decisions match the preferences of the patient [28]. Conflict in the family during
decision-making also may undermine the quality of family relationships after a decision has been
made [29].
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1.2. Family Roles and End-of-Life Decision-Making

Clearly family interaction around EOL decisions is fraught with complications that affect the
well-being of both the patient and the family. As families negotiate this unfamiliar communicative
terrain, members take on a variety of informal roles in the decision-making process [5]. Roles refer to
communicatively negotiated understandings of behavior to be enacted by family members in particular
positions [30,31]. Roles are communicatively created and recreated in interaction with others [30].
Roles both develop in and then guide interaction as family members form expectations about how
someone holding a particular role will act. As a family faces an EOL decision, family members in both
formal (e.g., designated surrogate decision maker) and informal decision-making roles must work out
what their roles mean for family communication and decision-making behaviors.

Within family interaction, the behaviors of others shape how a role is enacted. Role appropriation
is shaped by role expectations and others in the family can facilitate or undermine the enactment of
a particular role, which may need to be negotiated among family members [32]. Additionally, Salazar [31]
recognizes that roles that develop in groups are shaped by both past and present interaction and have
environmental constraints. In EOL decision-making, roles likely build on past family interactional
histories, formal familial roles (e.g., spouse, child), and gender role expectations [30,33], but also adapt
to the unique decision-making situation facing the family. The larger medical and legal systems in the
U.S. also add an extra layer of expectations for formal role assignments that shape interaction within
the family and between the family and medical professionals [21]. Although there might be a variety of
different informal roles that develop in the family system when making an EOL decision for a loved
one [5], of particular interest for this project is the decision-making role itself. More specifically, we pose
the following research question:

RQ: How do family members enact the decision-making role in EOL decision-making
interactions?

2. Materials and Methods

2.1. Participants

Individuals who participated in family decision-making for a loved one at the end of life,
either as a surrogate decision maker or as a family member involved in the communication about the
decision, were interviewed about their family communication during the decision-making process.
Participants were recruited via an announcement in a University newsletter, announcements on
Facebook, researchers’ social networks, and referrals from participants. We interviewed 22 participants,
19 women and 3 men. Participants had an average age of 44 (range = 18 to 70). Fourteen participants
identified as Caucasian, four as African American, two as Asian, one as Dominican, and one as Indian.
Eight participants indicated that their family member at the end of life had formally designated
a surrogate decision maker. Seven participants reported that their family member had not designated
a surrogate, and six were unsure. One person reported on a decision involving a family member who
did not reside in the United States at the end of life and was unsure of legal means and options to
designate a surrogate decision maker for the person at the end of life.

Many of the decisions faced by families in this study involved decisions about initiating
or withdrawing life support. Others included decisions about pursuing specific interventions
(e.g., surgery, chemotherapy), stopping treatment and going on hospice, and whether or not a patient
could return home or must remain in the hospital. In many cases, decision makers and families
faced a number of different decisions as they navigated the end of life with their loved one. All of
the decisions except one were made within the context of the health-care and legal system in the
United States. However, decision narratives involved families of mixed citizenships and cultures.
In one case, the family member at the end of life had moved from her lifelong residence in Singapore
to the United States to be with her family during her final days. Thus, the experiences reported here
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represent a variety of cultural and familial backgrounds that are influenced by the communication
surrounding EOL care within the U.S. medical and legal system.

Three participants had made more than one EOL decision on behalf of a family member, yielding
25 different decision situations in the data. In two cases, family members represented a patient who
was not entirely incapacitated. Decisions were made for parents (15), siblings (4), grandparents (3),
a mother-in-law (1), an aunt (1), and a nephew who was fictive kin (1). Respondents reported on
decisions that were made between 1 and 10 years prior to the interview, with an average time between
the decision and the interview being 3.75 years. Respondents reported on various roles in the decision.
Eight individuals reported that they were one of the persons who made the EOL decision in the family.
Six reported that they were the sole surrogate decision maker. Three people indicated they were
consulted about the decision, three witnessed the process of decision-making, and one was told about
the decision after it was made. One person indicated that her role was that of the spokesperson for
the family.

2.2. Procedures and Analysis

The Saint Louis University Institutional Review Board approved the study. Prior to the interview,
participants were asked a series of questions to gather demographic information and information
about the nature of the decision-making situation. Interviews were conducted either face-to-face or
over the phone and were audio-recorded. The interview protocol invited participants to tell the story
of their family communication surrounding a care decision made on behalf of a loved one at the end of
life, starting at the point that they became aware that an EOL decision might need to be made.

The research team consisted of four individuals: three Caucasian women and one Indian-American
woman. Interviewers identified as young or middle-aged adults. The two primary investigators trained
the other members of the research team to follow the semi-structured interview protocol. Interviews
proceeded as a guided conversation, asking a variety of questions about family communication during
the process, including what was talked about or avoided, who interacted with whom in what contexts,
and how decisions were made. Interviewers were prepared for the emotional nature of the interviews
and were attentive to cues of respondent distress. If a respondent became distressed, interviewers
were prepared to offer resources and professional referrals for care. Interviews ranged in length from
22 to 94 min. After interviews were completed, they were transcribed, and participants and family
members referenced in the interview were given pseudonyms to protect their identities.

To analyze the interview data, the second two authors independently reviewed each transcript,
specifically looking for places in the data where participants talked about the behaviors and
expectations associated with the decision-making role in their family interaction and how others
supported or challenged that role. Honoring an emic perspective focused on the point of view of
interviewees, the authors engaged in open-coding, identifying common patterns and themes in the
data related to enactment of decision-making roles. All three researchers then met to compare and
contrast the emerging themes, determine points of overlap and similarity and to reconcile differences
between the two analyses. After identifying the relevant themes in the data, the second two authors
also engaged in axial coding, noting the relationships among the different themes.

After arriving at a preliminary set of themes, the three authors met again to engage in investigator
triangulation [34]. They discussed points of commonality and reconciled differences, finding that they
had converged in their analysis. They then read through the transcripts to identify additional themes or
negative cases. No new themes emerged and given that the properties and dimensions of each theme
were well-developed and that the relationships among the categories were well-established, theoretical
saturation was concluded [35]. Two key areas of analysis emerged in this thematic analysis of the
interview transcripts, with subthemes within each area that help to develop a clearer understanding of
how EOL decision-making roles are enacted in the family.
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3. Results

3.1. The Structure of Decision-Making Roles within the Family System

When making EOL decisions for a loved one, one or more family members took on the
decision-making role. Three different patterns of role enactment were identified in the interview
data. The first two patterns of consulting and informing emerged in families with a single designated
decision maker who received collective family input. Within these patterns of role enactment, family
and gender roles shaped decisions regarding who took on decision-making roles. The third pattern of
collaborating emerged in families in which the collective family unit took on the decision-maker role.

3.1.1. Single Designated Decision Maker with Collective Family Input: Consulting or Informing

In many cases, one individual was designated, formally or informally, as the official decision
maker for a loved one’s end-of-life care, but there was also collective family involvement. In these
cases, there was a clear expectation that a specific individual would make the decision for the loved one.
For a number of families, this role was established by formal legal documentation. Phyllis, for example,
had health care power of attorney for her mother and noted, “Throughout the whole decision-making
process, obviously, my dad and my sister, we kind of always conferenced as a family, but I was the one
making the ultimate decisions on her end-of-life care.”

In other families, a decision-maker was not specified through legal documents, but family
members understood who should make the decision based on legal and cultural understandings
of family roles (e.g., spouse rather than children) as well as gender role expectations. For example,
Laura indicated that in her Dominican family “it is usually the elder daughter who always makes
the decision, but she does not make the decision on her own.” Age also emerged as a factor shaping
who took on the decision-making role in the absence of formal documentation. Sheila, for example,
noted that “the younger people deferred all of the decision-making to the older people.”

Less commonly, the decision-maker role emerged through decisive behaviors on the part of
a family member in the absence of formal, legal documentation. Beatrice, for example, observed that
her mother “wasn’t prepared for the situation because it had occurred so quickly.” Her mother and her
brother were in denial about her father’s end of life, and when Beatrice arrived, she took over, asking
questions and making arrangements. According to her, “I protected him; I mean I literally felt like his
guard dog ... . if [ hadn’t had been there they would have just kept treating him. Even though there
was no treatment.”

Family roles (e.g., spouse, child), gender roles, and age all emerged as existing roles in
the family that shaped expectations regarding who would take on the decision-making role.
Specifically, if a spouse was living, he or she was expected to take on the decision-making role,
and participants provided explanations for why that did not happen in situations where a child
or sibling took on the role instead. The need to protect the husband or wife given his or her
emotional distress often emerged as an explanation for role enactment by a child instead. Beatrice,
for example, indicated, “My mother, God bless her soul, she was just a bystander ... . She could not
communicate well with the doctors or the nurses, you know, she just ... it was almost as if she was in
shock.” Although the gendered nature of the role varied from family to family, descriptions of who
should take on decision-making roles intersected with gendered expectations regarding children’s
influence and support. Expectations regarding age and family roles were apparent in the data as well.
Beatrice, for example, specifically noted that her role in the decision-making was unexpected to her
because she was the youngest child and female. In situations where the decision-maker role was
held by someone unanticipated (e.g., the youngest sibling), participants typically rationalized the role.
For example, some participants pointed to the expertise of the chosen individual (e.g., “I'm the nurse
so everyone turned and looked to me,” Sheila), closeness and trust in the relationship with the patient,
or their willingness to make difficult decisions. Jackie, for example, said that her mom chose her to be
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the decision maker even though she was the youngest “because the rest of my siblings were all sissies.
She chose the tough one.”

Regardless of the formality of the decision-maker role, collective family input was an important
part of the decision-making process. How individuals enacted the decision-maker role in relationship
to this collective input, however, varied across situations. In some cases, like Phyllis’s described
above, family conferences and other types of group interaction offered an opportunity for a number of
different family members to have input into and, at times, get on board with the decisions that were
going to be made. The behaviors of the decision maker involved consulting other family members as
a way to enact the decision-maker role. Caroline, for example, talked about her sisters offering different
suggestions to her dad about what to do, which he took into consideration as he made decisions for
her mom. John's brother-in-law included his wife’s family in conversations about his wife’s EOL
decisions prior to making decisions. In these types of role enactments, the individual in the formal
decision-making role integrated the input of family members into the decisions made.

In other cases, the decision-maker role in family interaction involved informing more than consulting.
Both listening and explaining were a part of the behaviors enacted in this type of decision-maker role.
For example, individuals in the decision-maker role used family interactions to create a space for family
members to express themselves before the decision maker made the decision he or she already knew
would honor the loved one’s wishes. This offered an opportunity to recognize and hear other family
members’ thoughts and opinions. Jackie, for example, said “I would tell them, ‘Hey guys, this is where
we are, this is the outlook, this is what things are.” And it was always ... the discussion was always

. we'll do everything possible to keep her alive. And which ... I had to always ... had to hear them
out and allow them to express themselves and allow them to say what their desires were.” Even though
Jackie was officially recognized in her mother’s medical record as the surrogate decision maker and knew
that her mother should be taken off of life support, she included her family in a collective discussion to
give them an opportunity to share before telling them what needed to happen.

At times, the decision maker used collective interaction as an opportunity to inform the family
members of what the loved one would want and explain what the decision should be. Amy, for example,
described her mom telling her adult children “this is what’s going on, this is what the best decision
was for him, and him and I talked about it before” at their family conference around the kitchen
table. When her father had a stroke, Maria said that “my mother looked to me and my son ... she
said ‘no that is not what we had discussed ... . you know, your father and I already discussed it.””
These conversations offered an opportunity for the decision maker to demonstrate knowledge of what
was best and provide an argument for it grounded in the desires of the patient.

3.1.2. The Collective Family Unit as Joint Decision Makers: Collaborating

Although most families indicated that one person specifically took on the decision-maker role,
a few families did not display this type of role enactment. Instead, family members jointly took on the
decision-maker role together as a unit and collaborated together. In the families where this happened,
there was a designated surrogate decision maker or a spouse who might have been expected to take on
the decision-making role given the formal expectations of the legal and medical systems. That person,
however, preferred to structure the interaction around collaborative group decision-making rather
than take on the decision-making role individually. Catherine’s mom, for example, had given her sister
medical power of attorney. All seven siblings, however, regularly consulted one another as a group on
decisions related to her mother’s Alzheimer’s. “It was always really understood that unless we were
all on board, we weren’t doing it ... So it was all or nothing. Like we weren’t just going to leave one
person feeling guilty about something.” Similarly, although Molly’s mother had power of attorney to
make decisions for her father after her father’s stroke, Molly’s family had “an official family meeting”
around the kitchen table at which her brother read her father’s living will. Each family member then
expressed their opinion about life support decisions that needed to be made. Molly noted that even
her brother-in-law, whom she had originally felt should have no say, had proven himself to be a strong
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support and was asked to participate and voice his opinion. In contrast, Teresa’s sister had no advance
care directive in place. Her sister’s husband was reluctant to take the decision-maker role on by
himself, however, although Teresa noted that “we respected the fact that Justin was her husband and
he had the final say.” At one point, he called Teresa and said, “the kids and I want you to come up and
help us make a decision about Alice.” Although she initially indicated reluctance to be a part of the
decision-making, Teresa, Justin, and her sister’s three children had a family meeting and discussed
extensively what they all thought Alice would want and made a decision as a group.

In these family situations, there was no clear surrogate decision-maker role given to a specific
family member in the interaction. Family members were called upon to help make a decision together
as a unit rather than one person taking on the decision-maker role alone. Coming together to discuss
the loved one’s wishes and focusing on the “we” aspect of the family emphasized the collective role
the family enacted.

3.2. Facilitating and Undermining the Enactment of the Decision-Maker Role

Regardless of whether a single decision-maker was designated or emerged during family
interactions or the family collectively made a decision, the communication choices of others either
facilitated or challenged the decision-maker’s role enactment. Both other family members’ response
to the role and the behavior of physicians and medical professionals made a difference in how the
decision-maker role was enacted.

3.2.1. Family Members and Role Enactment

Given the importance of family interaction for the decision-making process, it is not
surprising that family members’ responses shaped the decision-maker role. This primarily
occurred through two means. First, family members sometimes offered supportive behavior that
bolstered the decision-maker’s influence and helped him or her cope with the decision to be made.
Alternately, conflictual behavior that challenged the decision maker’s right to make the decision or the
wisdom of his or her decision-making behavior was also evident.

One way in which families facilitated decision-making roles was by supporting one another’s
suggestions. Agreeing with the decision reinforced the decision maker’s rights and responsibilities in
that role. Family support was particularly important for decision makers who took on the role through
decisive behavior. Sheila’s sister did not have a surrogate decision maker, and Sheila reported that,
“when I told them that enough is enough, don’t put her through surgery, my other sister, she was
supportive of that. And then my mom was kind of supportive of that. So, it was really us trying to tell
the rest of the family that this is probably the best.” Others” acceptance of that decision contributed to
Sheila’s enactment of the decision-maker role in the absence of legal documentation and/or a family
role that would position her as next-of-kin. Support also became important in the context of family
conflict. Charlotte’s sister-in-law, for example, did not approve of the choices that her brother-in-law
was making for her sister and was calling people in the family about it. Charlotte said everybody else
in the family “told her basically we trust Adam’s choices.” Showing support could be seen as a sign of
collective solidarity reinforcing the decision-maker role.

Additionally, family communication also provided an opportunity for other family members
to reinforce the decision-maker’s formal role by reminding the designated surrogate decision maker
about the EOL care that had already been discussed or the wishes of the patient. Phyllis, for example,
noted that “I just had to be the one to sign the paper. And I was always a little hesitant. Umm ...
And my dad would just kind of chime in and say, “You know, remember what you and your mom had
discussed last week. Remember what the three of us talked about the week before.”” Edna talked about
sitting with her best friend Patty, whose son had been in a car accident. At one point, Patty was talking
about how she could not let her son go, and she said, “I get to make the decisions.” Edna said, “And I
said ‘yes you do.”” At the same time, Edna pointed out that this is not what he would want. In this
moment, Edna supported Patty’s right to make the decision while also encouraging her to consider
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what her son would want when that was a very difficult thing to face. Family members who were not
considered primary decision makers acted as a support system to reinforce the decision that was made
and to show support for the surrogate decision maker.

The decision-maker’s role enactment was undermined when family members engaged in conflict
around who should take on the role or what the right decision should be. In Jackie’s situation,
for example, family conflict emerged around whether or not the baby of the family should get to
make decisions, even though she had legal standing as the surrogate decision maker. In contrast,
Lynn, who was caring for a mother with dementia, indicated that her siblings were divided over the
decision to keep her mother in her home, with four supporting the decision and three not supporting
it. At one point, she said “we were one man down for a while, could you help us and all three of them
said ‘if you need help, put her in a nursing home.”” Family members were not always consistently
unsupportive in their response to the decision-maker’s behavior. Phyllis, for example, reported that
her dad “was very argumentative with me and using a lot of foul language and kind of yelling at me”
when she made the decision to decline a pacemaker for her mom. At other times, however, he had
been supportive and encouraging given the difficult decisions she faced.

3.2.2. Physicians and Medical Professionals and Role Enactment

Other family members were not the only ones to influence the enactment of the decision-maker
role. Physicians and medical professionals played an important part in supporting the decision maker
in his or her role or in supporting the family as a collective. In addition, physicians were an essential
source of information for the decision-making process, and how they responded to questions also
shaped the enactment of the decision-maker role.

For the most part, physicians respected multiple voices in the family decision and encouraged
family meetings about the decision, regardless of whether or not a designated surrogate decision
maker had been named. In other cases, physicians played a role in ensuring that the family as
a decision-making unit was honored. For example, Molly reported that her mother was the formally
designated decision maker when her father had a stroke. However, she indicated that the physicians
engaged all of the family members in discussion about her father’s care at the end of life, helping
the family to make a decision collectively. She said, “When the doctors talked to us, they looked at
everybody ... ” In the end, all of the family members came together to play a part in the decision,
which, according to Molly, was supported by the hospital staff. “Everybody got equal amount of respect
from the doctors and the nurses, “she said. This support provided space for the kind of collective
interaction that was important for families, regardless of the type of decision-making role being enacted.

If, however, families engaged in conflict or hesitated in making a decision, the physician often
encouraged the formal surrogate to step in to make the decision and reinforced the centrality of his/her
legal position for taking on that kind of decision-making responsibility. Similarly, if families were
not following the formalized wishes of the person at the end of life, physicians seemed to encourage
those family members who were committed to following the formal wishes of the person at the end of
life to take a lead. Jackie, for example, was faced with making a decision to withdraw treatment that
was consistent with her mother’s wishes but conflicted with her siblings’ preferences. This conflict
motivated the physician to encourage her, as the designated decision maker, to take the lead: “It came
touh ... the point of the physician talking to me one on one. And telling me it was my duty and it
was my responsibility ... . He said, “This is not about them; this is about your mom.” And he said,
“You need to regain your focus.””

In very few situations, participants also indicated that physicians engaged in behavior that
undermined their ability to effectively perform the decision-making role. Most often, this revolved
around failing to provide important information. Across interviews, it was clear that physicians provided
key information that helped decision makers and family members understand the nature of the decision
that they faced and orient to the possible consequences of different decisions. Questioning medical
professionals was an important part of the decision-maker role. Molly, whose family reflected the

48



Behav. Sci. 2017, 7, 36

collaborating pattern of role enactment, described everyone [in the family] asking questions “like a round
table”. When physicians were ambiguous or avoided sharing difficult information, this made
decision-making more difficult. Beatrice, for example, was frustrated with her father’s physician
who did not provide important information for deciding whether or not to shift to hospice. Due to his
reluctance to share difficult information, her persistent questioning of the doctor became a part of her
enactment of the decision-maker role.

4. Discussion

The primary decision-maker role is a key role in EOL decision-making [5]. This study offers
insight into the expectations and behaviors that constitute that role in families when decisions must be
made. The findings of this study highlight the importance of collective family interaction as a part
of the decision-makers’ role enactment and the significance of family interaction for facilitating or
inhibiting the enactment of the role. Additionally, this study provides insight into the ways in which
the larger cultural, legal, and medical contexts intersect with specific family interaction to shape the
structure and performance of the decision-maker role.

4.1. Family Interaction and the Enactment of the Decision-Maker Role

Across decision situations, interaction with other family members was an important part of the
role enactment. This is consistent with research indicating that families in the United States often
prefer family conversations about decisions over individual decision-making [9,10,20]. The findings
demonstrate, however, that there can be important variation in the nature of that family interaction in
relation to the decision-making role. In some families, the collective input was a key component of the
decision-making, and in other family contexts, collective conversations were an opportunity for the
decision maker to help other family members understand what decision should be made.

Although the U.S. legal system emphasizes the role of an individual surrogate decision maker,
some families chose to construct the role as either a collaborative or consultative process rather than
individual action. This occurred even in decision situations in which the patient had designated
a specific person to be the legally recognized decision maker. For families who enacted a collective
group decision-maker role or who had an individual decision maker who actively consulted other
family members and adapted to their perspectives, collaborating and consulting created a more
distinctive shared responsibility for the decision. Making an EOL decision for a family member carries
a significant emotional burden [3,36], and diffusing the responsibility for the decision across family
members may be one way to mitigate or share the emotional weight of the decision.

Additionally, a desire to develop a shared understanding might help explain the informing
approach to decision-maker role enactment. In those families, individual decision makers used
the family’s collective interaction to explain the decision to other family members. In these cases,
the surrogate decision maker’s responsibilities extended beyond making a decision for the patient
to also ensuring that the family understood the rationale for the decision. Family interaction was
oriented around educating other family members about what the patient would want, rather than
jointly reaching a decision together.

Regardless of the type of role enactment, the construction of the decision-maker role as one
that engages collective family input reflects the complexity of making a decision in the context of
an on-going, interdependent relational system. As long as it is not conflict laden, family interaction
in EOL decision-making may help to create a shared perspective on whether or not we are “doing
the right thing”, something that family members struggle with as they face EOL decisions [3,24].
In addition, incorporating collective family interaction in the decision-making role, regardless of the
form that it takes, may be one way in which families coordinate interaction so that they are able to go
on together after a loved one has died. It is likely that what occurs in family interaction at the end of
life, including the way in which the decision-maker role is enacted, has important consequences for
how family members relate to each other after the death of their loved one.
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4.2. Enactment of the Decision-Maker Role within the Cultural, Legal, and Medical Context of the
United States

4.2.1. Understanding the Patients” Wishes and the Enactment of the Decision-Maker Role

Debate exists about whether or not family members are the best people to make decisions at the
end of life. Whereas some scholars argue that their lack of medical expertise and/or emotional distress
might undermine their decision-making capacity (e.g., [37]), others contend that they are uniquely
positioned to know the values and preferences of the patient (e.g., [17]). Family members in this study,
however, did not question whether or not a family member was the appropriate person to be making
a decision for a loved one. The few conflicts that were reported oriented around the specific decision
being made or who in the family was making the decision, but did not challenge the legitimacy of
a family member as the appropriate decision maker. At the same time, however, the patients” wishes
were clearly essential to knowing how to be a good decision maker for many of the participants in
this study and their family members. This family emphasis on what the patient would want reflects
a cultural emphasis on autonomy and patient self-determination that has appeared in other EOL
studies in the United States [3,19].

The importance of a person’s EOL wishes for families to know what to do as well as the
significance of family support and collective interaction in decision-making point to the value of
ensuring that family members other than the designated decision maker know one’s EOL preferences.
Researchers have encouraged families to have informal discussions among family members about EOL
preferences in addition to formal planning [29]. Findings from this study clearly support that need,
given the influence of informal family discussions on decisions regardless of whether or not a formal
decision maker was designated. Engaging family members, broadly defined, in collective discussions
about patients’ EOL care needs, ensures that all involved parties are more likely to understand and
respect patients’ preferences.

4.2.2. Medical Professionals and the Enactment of the Decision-Maker Role

Based upon the pattern of findings in this study, medical professionals helped to bolster and
support decision makers and reinforce the legitimacy and importance of that role to the family.
Past research in the U.S. indicates that medical professionals can find family involvement in
decision-making to be problematic, particularly when multiple different family members expect
to participate in decision-making interaction [38]. Group interaction contradicts a medical model that
emphasizes the relationship between the physician and the patient and/or a single surrogate decision
maker [20,39]. Family members in this study, however, described ways in which physicians’ behaviors
helped to support the inclusion of collective family input in the performance of the decision-maker
role. Research has demonstrated that physicians and other medical professionals serve as an important
source of information for families facing a difficult decision [21]. In serving as a source of information
for families, physicians are in a position to support collective family discussions about EOL decisions
through their communication with the family as a whole during this time. When family members
experience conflict around who should be making EOL decisions, physicians also offer support for
surrogate decision makers, reinforcing the legitimacy of their role as a decision maker.

4.2.3. Family Roles, Age, Gender and the Decision-Maker Role

The decision-making role was clearly enacted within a familial context that carries with it
a hierarchy of influence and responsibility in relationship to decision-making. Family, age and gender
roles all appeared in family members’ explanation for who took on the decision-making role in the
family. This hierarchy of influence is culturally grounded. Research, for example, indicates variation
across ethnic and racial groups in the U.S. in what individuals identify as the preferred formal family
role (e.g., spouse, child, sibling) to draw on for a surrogate decision maker [18]. In situations where
the person taking on the decision-making role in this study did not fit cultural or legal expectations
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for who should be making a decision (e.g., an adult child instead of a spouse), participants offered
explanations for why unexpected role performances occurred.

5. Conclusions

The findings of this work offer valuable insight regarding how family members enact the
decision-making role in family interactions surrounding the end-of-life decisions. However, the study
is limited in several ways. First, the sample of this study was partially drawn from snowball methods,
which limits the perspectives included. In contrast to other research interviewing surrogate decision
makers (e.g., [40]), our participants had generally positive experiences with medical professionals and
reported very little conflict with physicians. The influence of the physician in role enactment would be
very different in contexts of disagreement around treatment decisions. Additionally, no participants
who volunteered for the study reported on EOL decision-making for a spouse. Given the importance
of the spousal role for EOL decision-making, the absence of the spousal perspective limits the
transferability of findings.

Future research should attend to both cultural and familial factors that shape family interaction
during EOL decision-making. The intersection of autonomy and interdependence that emerges in work
attending to family processes in EOL decision-making [39] reflects a particular cultural understanding
of families and their relationship to EOL decisions. Cross-cultural comparisons regarding family
structure and expectations [41] as well as beliefs about decision-making responsibility [42] would offer
additional insight into family processes related to EOL decision-making. The relational processes
and expectations that family members bring to the decision-making situation also likely shape the
patterns that emerge in the family [41]. Molly, for example, suggested that the cohesiveness that
characterized relationships within her immediate family network helped to explain why everyone
was involved actively in making the decision together. Future research should explore the ways in
which the relational dynamics that the family brings to the decision-making situation shape the roles
that emerge.

The end of life of a family member is an emotionally challenging and complex site of family
decision-making. How family members socially construct the decision-maker role is critical for the
decisions that are made and the coordination of family members in the decision-making process.
Given the importance of collective interaction for role enactment and the significance of family
members’ responses for supporting or undermining that role enactment in EOL decisions, researchers
and practitioners need to attend carefully to the interdependent family context when considering the
process of EOL decision-making.
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