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ABSTRACT

Objective: The purpose of this article was to describe a concept synthesis on communication at end-of-life (EOL), and specifically
when the family framework is non-traditional.
Methods: An electronic database search of online publications generically and within healthcare disciplines and education
was performed. The terms communication, EOL communication, EOL, simulation, communication concept analysis, and EOL
concept analysis, singularly and in all combinations were used. The search was limited to peer-reviewed articles, available
through the University of Missouri-Kansas City library, written in English, and appeared to have a research focus, resulted in 24
articles which were reviewed for this concept analysis.
Results: Uses and definitions associated with communication during EOL were used to articulate the attributes, antecedents,
consequences, and empirical referents. Model, borderline, and contrary cases were developed.
Conclusions: Communication is conceptually defined; a foundation for the development of an operational definition is begun.
The use of appropriate and respectful communication, among and between interprofessionals, the patient, and his/her family
members or emotionally attached persons enhances the ability to ensure that EOL desires are known and documented. This
activity will improve the capability for healthcare professionals to provide appropriate and desired care.
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1. INTRODUCTION
Communication between health care providers, a patient, and
his/her family member(s) was initially identified in 2001 to
have a direct effect on satisfaction with care.[1] The Insti-
tute for Healthcare Communication[2] posits that appropriate
end-of-life (EOL) communication relieves distress, improves
coping, and increases satisfaction. Yet, the ability to define
or describe appropriate, effective communication at EOL
remains elusive. According to Cartwright and colleagues,[3]

in addition, there is a paucity of research focused on the EOL
experiences among lesbian, gay, bisexual and transgender
(LGBT) people. In 2004 there was an awareness of EOL
care planning and need for respectful communication as crit-
ical elements, necessary to ensure that the care provided is
respectful and valued, yet these interactions typically occur
within brief encounters. Previous research has linked ineffec-
tive communication to medication errors,[4] increased mor-
bidity and mortality,[5] increased length of inpatient hospital
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stays,[6] and decreased work satisfaction among nurses.[7] In
fact, as early as 2002 the Institute of Medicine (IOM) identi-
fied the ability to communicate appropriately and accurately
as a quality standard.[8] While effective communication is
always important, it is critical when providing EOL care.
Despite these early results and recommendations, Granek
and associates[9] describe EOL communication among the
most difficult conversations in health care. Communication
at EOL remains a challenge among healthcare providers.[10]

In instances where the patient, and family structure are non-
traditional, an additional challenge in this scenario relates to
the ability of the healthcare provider to communicate effec-
tively, using generic titles, and in an unbiased manner in their
presentation. Rawlings outlines and describes specific EOL
concerns in this situations.[11] While the goal of any nursing
care is to be holistic, competency with respect to sexuality is
affected when negative attitudes or homophobia is present.
Provision 1.3 of the American Nurses Association Code of
Ethics for Nurses[12] requires nurses to provide care “with
compassion and respect for the inherent dignity, worth, and
unique attributes of every person” (p. 1). While challenging,
this respect must be provided to all individuals, uniformly.
The National End of Life Care Programme[13] provides ap-
proaches appropriate for use when the patient or family is
non-traditional.

The use of effective interprofessional teams has been recog-
nized as a critical component of high quality EOL care.[14]

Communication, in this situation, is both verbal and non-
verbal, and includes listening and presence.[15] Effective
interprofessional communication has been associated with
better resource-efficiency and care that is holistic and inno-
vative.[16] In circumstances where the lifestyle choices of
the patient vary from the social or cultural norm, clear and
respectful communication may be challenging.[17, 18] The
purpose of this concept analysis is to explore the state of
the science specific to communication between health care
professionals when the patient receiving EOL care and their
family members include significant individuals who are not
related in typical, or traditional, patterns. Family, for the
purpose of this analysis, will include individuals who live
together, take care of each other, have an emotional attach-
ment, and have many things in common. These individuals
refer to each other as family members.[19]

2. PURPOSE OF CONDUCTING A CONCEPT
ANALYSIS

Walker and Avant[20] defined a concept analysis as the pro-
cess by which the basic elements of a concept undergo a
complete examination. The aim of a concept analysis is

to clarify the definition and use of the phenomenon under
investigation.[21] Identification of the attributes and char-
acteristics provides a foundation from which research can
identify, explore, and explain the theoretical relationships
and the clinical application of the phenomenon. The initial
step in a concept analysis is to perform a literature review.
Thus, the attributes and characteristics are evidenced-based,
and applicable toward research.

2.1 Literature review
The initial step included performing a review of the pub-
lished literature to identify primary research studies focused
on the topic of interest. These studies were used to define
the concept, using operational definitions, and research re-
sults. Thus, terms similar or analogous to communication
at EOL can be avoided, resulting in a clear, definable, and
operational term. In this case, the initial review utilized
the search engines of OVID, Academic Search Complete,
PubMed, Medline through Ovid, CINAHL through Ebsco,
and Google Scholar and the keywords of communication,
EOL, and concept analysis in singularly and in all possible
pairs. The search was limited to research articles published
between 1960 and 2015, written in English, and published
in the public domain. The results of this search identified 24
appropriate articles. Exemplars are presented in Table 1.

2.2 Uses of the concept
Communication, as a noun, is defined by the National Com-
munication Organization (NCA) as the process by which
information is exchanged between individuals. Communica-
tion, which can be verbal or nonverbal, has language specific
to any discipline.[22] In health care settings clear, concise
and appropriate verbal and non-verbal communication is nec-
essary to provide error-free care.[23] In health care settings,
communication must be interdisciplinary; this includes every
healthcare provider, the patient, and his/her salient family
member(s). Interprofessional collaboration is so dependent
upon communication that the World Health Organization
(WHO) includes interprofessional communication as a key
element in the delivery of health care.[24]

A 1999 Milbank Report[25] identified 11 core principles that
guide professionals who provide EOL care. These standards,
adopted by many health care professional organizations, in-
clude being sensitive and respectful to the wishes of the
patient and his/her family member(s). Results from a system-
atic review performed by Harding and colleagues,[17] which
critiqued 22 interventions, concludes that EOL health care
needs do not alter based on sexual orientation. However,
heath care providers should be aware that there might be
some unique needs for this group. Communication is the
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only intervention that can facilitate care that is appropriate,
respectful, and valued. Performing a concept analysis pro-
vides a mechanism to identify when, and how therapeutic
communication can enhance the dying experience. This is

particularly important when there is a paucity of literature
focused on the EOL needs of individuals with non-traditional
lifestyles.

Table 1. Exemplars from the review of the literature
 

 

Title  Author(s), Journal/Publication Source Data Type Level of Evidence 

Exploring the Impact of Sexual Orientation on Experiences 

and Concerns about End of Life Care and on Bereavement 

for Lesbian, Gay and Bisexual Older People 

Almack K, Seymour J, Bellamy G. 

Sociology 

DOI: 10.1 177/0038038510375739 

Qualitative Level VI 

End-of-life Care Considerations for Gay, Lesbian, 

Bisexual, and Transgender Individuals 

Rawlings D. 

International Journal of Palliative Nursing 

DOI: 10.12968/ijpn.2012.18.1.29 

Qualitative Level II 

End-of-life Care for Gay, Lesbian, Bisexual and 

Transgender People 

Cartwright C, Hughes M, Lienert T. 

Culture, Health & Sexuality 

DOI: 10.1080/13691058.2012.673639 

Qualitative Level VI 

Lesbian, Gay, Bisexual and Transgender People's Attitudes 

to End-of-Life Decision-Making and Advance Care 

Planning 

Hughes M, Cartwright C. 

Australasian Journal on Ageing 

DOI: 10.1111/ajag.12268   

Mixed Methods Level VI 

Intensive Communication Skills Teaching for Specialist 

Training in Palliative Medicine: Development and 

Evaluation of an Experiential Workshop  

Clayton JM, Adler JL, O’Callaghan A, et al.  

Journal of Palliative Medicine 

DOI: 10.1089/jpm.2011.0292 

Quantitative  Level VI  

LGBT People’s Knowledge of and Preparedness to Discuss 

End-of-Life Options 

Hughes M, Cartwritght CM. 

Health and Social Care in the Community 

DOI: 10.1111/hsc.12113 

Quantitative  Level VII 

 

2.3 Essential attributes
The key, or essential attributes for communication, in an
EOL scenario, have been well defined by Kourkouta and
Papathanasiou.[26] These attributes include: (1) an encounter
between at least two individuals, (2) a mindfulness or an
awareness that effort will be required of all individuals,
(3) a willingness and the ability to listen, and (4) attentive to
the use and meaning of verbal (words) or nonverbal (body
language) to convey information.[27–31] When considering
interprofessional communication, specific to health care pro-
fessionals, additional attributes must be included. These
include: (1) participants in the encounter are two or more
health care providers and the goal of the encounter focuses
on patient care; (2) the ability to learn from each other exists;
(3) there is a respectful sharing of knowledge and expertise;
(4) the experience is andragogical, or nonhierarchical; and
(5) the goal of the encounter is focused on a health outcome
for a patient for whose care the participants are responsi-
ble.[14, 30, 32, 33]

2.4 Model
Placing the attributes listed above into a model (see
Figure 1) display the circular nature of the phenomenon.
Central to the model are patient outcomes. This is the focus
of the communication, and the desired outcome. Within the
outermost circle are the individuals involved in the commu-
nication. There must be at least two individuals involved;
generally, there will be at least three (the patient, a family

member, and a health care professional). Within this circle,
and between the communicators, is sharing. This sharing
includes the wishes, desires, and decisions of the patient
and his/her family member(s). The sharing must include an
effort to explain content, and a willingness to listen without
bias. All communicators must be aware of their verbal and
non-verbal communication and clarify any unclear verbal or
non-verbal communication of any other communicator. Miss-
ing, ineffective, or unclear communication between these
individuals will negatively affect the care provided.

Further within the circle is learning, which is a two-way
communication event between patient outcomes and each
communicator. Using patient outcome as a goal, each com-
municator has the ability to contribute and learn from this
process. The communication must be respectful, nonhierar-
chical, and respectful. This communication process will:
(1) assure that the desired patient goal is achieved, and
(2) allow each communicator to learn. This learning will
include how to respectfully assess the wishes and desires
of individuals from sexual minority populations and what
care differences there are when the family membership is
non-traditional. Thus, immediate learning will improve the
care of the patient, yet the content provided may be appli-
cable in other scenarios. Ineffective or miscommunication
at this point has a negative impact on the impending patient
outcome and long-term consequences for the health care
professional.
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Figure 1.
Communication model

2.5 Cases
Walker and Avant[20] defined a model case as one that has
all the defining attributes, and exemplifies the ideal for the
concept under investigation. The authors have developed
a model case to demonstrate the ideal scenario. From this,
borderline, close, and contrary cases may be developed by
the absence of a critical variable, such as pain control, or the
addition of a compromising variable, such as relationship
strife, to demonstrate the effect of incomplete application of
the attributes.

Mr. Taylor is a 56 year-old male, admitted to the acute care
facility three days ago for intractable pain treatment related
to metastatic lung cancer. A retired veteran, Mr. Taylor re-
sides with an Army buddy (Bob) in a subsidized apartment
located in the center of the city. Estranged from his family,
Mr. Taylor’s self-identified family consists of Jerry, a friend
from church, Margaret, Mr. Taylor’s ex-sister in law and
Bob. Mr. Taylor is presently disabled, although he will state
that his employment has been “spotty” over the years. Mr.
Taylor is not service-connected for any health care benefits.
An initial team meeting was held to discuss further treatment
decisions, pain control options, and discharge plans. Present
at this meeting were Dr. Johnson, a hospitalist, Ms. Peters,
the social worker assigned to Mr. Taylor, Ms. Ellie, RN,
Margaret, and Bob.

Mr. Taylor expressed the desire to undergo no further treat-
ment. He would like Bob to assume his health care decision-
making process should he become unable to do so. He would
like to die at home, although he recognizes that this may be

problematic, a result of finances and lack of a support system.
Pain control is Mr. Taylor’s goal. Reviewing this scenario,
Mr. Taylor has described his wishes and desires; these were
heard by each communicator. His non-verbal communication
supported pain being a concern, and his understanding that
his health situation is not curable. Dr. Johnson explained
various procedures that were options, yet clarified that these
were palliative in nature when queried by Mr. Taylor. In-
terventions aimed at pain control were presented, and the
benefits and barriers to these interventions were discussed.

Ms. Peters inquired about the safety of the home setting, the
risks associated with having narcotics in the home, and if
alcohol or other drugs were used. Margaret stated that she
could be available to run errands and transport to medical
appointments, but she could not do housekeeping or per-
sonal care. As the conversation began to include placement
in an extended care facility, Bob became physically upset.
Ms. Ellie probed the nature of this behavior. After much
silence, it became apparent to Ms. Ellie that the relationship
between Mr. Taylor and Bob went beyond friendship. Using
a non-judgmental tone, and neutral words, Ms. Ellie allowed
Mr. Taylor and Bob to describe their concerns. Uncertainty
surrounded any alternate living situation. The ability for Bob
to be present at any time and be included in all decisions for
Mr. Taylor, if he resided in an institutional setting, was dis-
concerting. Ms. Peters was able to validate that the identified
durable power of attorney for health care decisions would be
honored in any setting, and that residents are able to identify
individuals that may, or may not, visit. In reviewing this
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scenario, learning was provided to Mr. Taylor and Bob.

In situations where the family unit is non-traditional, unique
barriers exist.[34] In this circumstance, the ability for Bob
to be present, and a contributing member of Mr. Taylor’s
health care decision process, was paramount to any treatment
decision. Sharing of this information allowed learning to
occur. Mr. Taylor and his family learned that the identified
durable power of attorney could be any identified person,
and that visitation policies in institutional settings do not
bar non-traditional family members from any activity. The
learning that occurred as a result of this sharing will allow the
health care professionals to provide care to Mr. Taylor that
is respectful and valued. These individuals also learned that
when non-traditional family situations are present, any as-
sessment needs to include probing questions to clarify wishes
and desires. These queries need to be non-judgmental and
the content needs to be included in care decisions. If learning
did not occur, this scenario will repeat itself. If a communica-
tor is not astute to non-verbal behavior, or if a communicator
does not exhibit non-verbal behavior, the treatment plan will
not reflect the wishes and desires of the patient. Thus, not
only is the present scenario affected, future situations will
also be unsatisfactorily resolved. In either case, the patient
outcome is less than desired.

According to Walker and Avant,[20] a close case may be de-
scribed as one in which the communication is not clear, yet
the family members are capable of providing the care re-
quired. In this instance, remaining home may be an option,
perhaps if Margaret was able to provide physical care. A
borderline case may exist when a critical member of the pa-
tient’s family is not included in the conversation. A contrary
case may be best described as an assessment that assumes
the family structure is traditional, or no accommodations are
made for alternate life styles.

The development of cases exemplar, close, and contrary cases
provide clinical examples for the concept under investigation.
This bridges the research – practice gap which often hampers
the use of theory to frame clinical practice and provides a
model to display the relationship between theory and practice.
The development of cases to articulate the concept prevents
confusion, or misapplication of the concept where inappro-
priate as well as format research testing the relationships
between the attributes.

3. IMPLICATIONS FOR NURSING PRACTICE

According to Hughes and Cartwright,[18] EOL care for LGBT
individuals has been viewed using HIV/AIDS research data.
This may be explain why healthcare provider stigma and bias
is a persistent challenge.[35] Research has identified personal
support networks, including traditional and non-traditional
members, as a key concern.[3, 36] Rawlings[11] described in-
cidences of delays in seeking treatment because of fear of
discrimination or the necessity of hiding one’s identity to
avoid judgmental or biased treatment plans. As a profes-
sion, nursing has supported, served as a voice, and advocated
for vulnerable individuals and populations, as required by
the ANA Code of Ethics.[12] Legal rights and privileges are
undergoing revision to include life-style options for LGBT
individuals. Healthcare treatment discussions and decision-
making needed to reflect these changes. That includes being
respectful, inclusion, appropriate, and clear to all patients,
and all family members, who seek care. Understanding and
clarifying the concept of communication in EOL care, specif-
ically for individuals who are LGBT, is the initial step in
changing their healthcare experience.
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