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Abstract

In the older adult population, people do not consistently die where or in a manner they
envision, and the words used when discussing end-of-life (EOL) preferences can influence how
one dies. One of the terms most used to indicate a person’s wishes for no heroic measures during
EOL decision making is Do Not Resuscitate (DNR). Another term in the EOL literature is Allow
Natural Death (AND); however, AND is underexamined and not utilized consistently in the
healthcare industry. The purpose of this study was to explore the perceptions of adults ages 65
and older who are not terminally ill regarding the meaning of the term DNR as compared to the
term AND. To do this, 24 individual semi-structured interviews were conducted via Zoom.
Participants were interviewed to 1) determine how older adults describe their understanding of
the terms AND and DNR, and 2) identify preference for AND or DNR among older adults. The
data from this qualitative descriptive study generated four themes: 1) Control; 2) Emergency
versus Calm; 3) Communication is Key; and 4) Quality of Life. The results of this study inform
patients, loved ones, and healthcare professionals about how older adults understand DNR and
AND to be similar and different, and provide insight into which term may be preferred in which
EOL settings. Future research is indicated, including introducing EOL discussions into high
school curriculums, and to conduct a similar study focused on people of color as well as people

from different faith perspectives.

Keywords: allow natural death, do not resuscitate, older adults, end-of-life decision making
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Chapter One
Introduction

Communication impacts care at the end of a person’s life, and effective communication
can help ensure people experience a peaceful death (Rafferty et al., 2016). More specifically,
while people typically envision dying in a calm and quiet manner, foregoing heroic interventions
(Ko et al., 2013; Lindqvist & Tishelman, 2015), this wish is often not communicated or
understood by healthcare providers or family. Given that older adults (65 years and older)
accounted for 73% of deaths in the United States in 2016, of which the majority were due to
chronic illness (CDC, 2017), this population may be influenced the most by language used in
EOL decision-making conversations. In order to act in concordance with the wishes of older
people who are dying, the healthcare system must empower patients and healthcare professionals
to communicate effectively and in a way that minimizes distress for all involved (Hinderer,
2012; Lief et al., 2018; Rafferty et al., 2016; Wright et al., 2010). There has been little research
done on how people perceive the meanings of end-of-life (EOL) terminology. Exploring these
perceptions may ultimately lead to more effective EOL communication among patients, their
families, and healthcare providers.

The language currently used to communicate a desire for no heroic measures utilizes the
words “do not” and therefore, does not focus on what wi/l be done. More specifically, the use of
negation in the term “Do Not Resuscitate” (DNR) in EOL decision-making conversations may
contribute to the confusion regarding the meaning of the terms in actual clinical practice
(Baumrucker, 2001; Gibson et al., 2018; Knox & Vereb, 2005; Levin & Coyle, 2015; Mack et

al., 2010; Stecher, 2008). The terminology of DNR is primarily utilized in the hospital but is also
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incorporated into the majority of Physician Orders for Life-Sustaining Treatment (POLST) forms
which are a community-based EOL communication tool (Chen & Azueta, 2017).

In order to proactively address challenges such as these, the Institute of Medicine (IOM)
released a brief in September 2014, followed by a full report in 2015, entitled “Dying in
America: Improving Quality and Honoring Preferences Near the End of Life.” The IOM called
for the healthcare system to be person-centered in its delivery of care, with increased
accessibility to resources at the end of life and for more communication between the provider
and the patient, including the more consistent use of advance care planning tools. Specifically,
the report noted “ways to improve shared decision making” as an area for further research
(Institute of Medicine [IOM], 2015).

In order to enhance shared decision-making, this dissertation focused on how the
meanings of differing EOL terminologies were perceived by older adults. Establishing this
understanding may enhance conversations between patients and their providers and/or family
members regarding EOL decisions, which may facilitate improved shared decision-making. In
this chapter, the background and significance of this dissertation study will be discussed.
Additionally, the purpose of this study, research questions, definitions, and a pertinent theoretical
framework will be described.

Background

When people discuss the dying process before death is imminent, dying is frequently
envisioned as quiet, calm, and peaceful (Ko et al., 2013; Lindqvist & Tishelman, 2015). People
often visualize simply not waking up (Callahan, 1993; Lindqvist & Tishelman, 2015). This
pleasant picture differs dramatically from the reality in many cases especially in acute care

settings where medical interventions, including heroic measures, are often taken to maintain life
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(Fischer et al., 2013). The majority of people indicate prior to hospitalization that they would
prefer not to experience any life-sustaining measures, such as ventilator support or
cardiopulmonary resuscitation (CPR) (Silveira et al., 2010). Likewise, 56% of people wish to die
at home (Higginson et al., 2017), while only 30.5% of people actually died at home in 2016
(CDC, 2017). Though literature has indicated that place of death preferences change depending
on the disease trajectory (Dassel et al., 2018), the hospital setting continues to be the least
preferred place of death (Higginson et al., 2017). Having an EOL discussion increases the
likelihood of a person receiving care consistent with their wishes when dying (Mack et al.,
2010).

By convention, the terminology indicating no heroic measures be provided to a patient,
allowing them to die naturally, is DNR. If a patient has a standing DNR order documented by a
healthcare provider, no CPR will occur in the event the patient stops breathing or their heart
stops beating (medlineplus.gov, 2018; Stecher, 2008). If a person wishes to have full
interventions should they stop breathing or should their heart stop beating, the doctor will order
“Full Code” (Stecher, 2008). Many experts have indicated that the terminology of DNR may be
ineffective or concerning because it is negative and is focused on what should not be done
(Baumrucker, 2001; Knox & Vereb, 2005; Meyer, n.d.; Stecher, 2008). Language has been
shown to affect how people respond to communication (White, 2003). In the framework of EOL
decision-making, patients and families may be hesitant to agree to DNR because it focuses on
what will not be done (Baumrucker, 2001; Knox & Vereb, 2005; Levin & Coyle, 2015; Meyer,
n.d.; Stecher, 2008), whereas AND focuses on what will be done for a patient at the end of life.

The term AND was originally proposed by Reverend Chuck Meyer in the 1990s

(www.hospicepatients.org/and.html). An AND order indicates that, if a patient were to stop
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breathing or their heart to stop beating, the patient would be allowed to die naturally and the care
providers would focus on keeping the patient comfortable (Stecher, 2008). A research-based
understanding of the concept of AND, particularly as perceived by older adult individuals has
not been established, nor has a pervasive adoption of this verbiage in current clinical practice
occurred (Baumrucker, 2001; Stecher, 2008). There is a lack of studies in the literature focusing
on the meaning of AND from the perspective of the individual patient.

Despite the lack of research focused on the use of AND in clinical settings or on the
understanding of the meaning of AND, the terminology has been utilized by some states in EOL
paperwork. In the United States, 43 states use “Physician Orders for Life-Sustaining Treatment”
(POLST) forms as a way to communicate patient wishes at the end of life (POLST.org, 2018)
and AND terminology has been incorporated into many of these forms. This form, which may
have different names in different states, is completed by a provider and a patient, and is ideally
initiated when a patient is diagnosed with a chronic or serious illness (POLST.org, 2018). It acts
as a provider’s order for EOL interventions and can transfer between facilities and settings.
While 28 states in the United States use AND terminology that is contained in some way on the
POLST form, only four of those states use AND solely in their version of the POLST form
(Chen & Azueta, 2017). Twenty-four states use AND alongside DNR in the POLST form. The
remaining 22 states either do not use AND in their POLST form, or have no POLST program
(Chen & Azueta, 2017). A lack of uniformity in how AND is defined has led to confusion on the
part of healthcare providers and has contributed to inconsistent usage of the term (Chen &

Azueta, 2017).
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Significance

When a person does not die in the manner in which they would prefer, distress for the
person, the person’s family, and healthcare professionals often increases (Hinderer, 2012;
Rafferty et al., 2016; Wright et al., 2010). While research has shown that healthcare providers
find conversations surrounding death awkward and, as a result, often avoid these (e.g. McCarthy
et al, 2008; Wright et al., 2010), there is evidence to suggest that providers prefer to use AND
over DNR when they do engage in EOL discussions with patients and family members (Jones et
al., 2008; Venneman et al., 2008; Wittmann-Price & Celia, 2010).

To address the dissonance between where and how people wish to die and where and
how they actually experience death, using the terminology “Allow Natural Death” (AND)
instead of the current standard terminology of “Do Not Resuscitate” (DNR) may make the
decision-making process much less stressful (Baumrucker, 2001; Gibson et al., 2018; Knox &
Vereb, 2005; Levin & Coyle, 2015; Meyer, n.d.; Stecher, 2008; Taft, 2010). Exploring the
perceptions of older adults about their understanding of the meaning of the term AND versus
DNR may not only provide a more thorough understanding of individuals’ preferences for EOL
decision-making terminology but may also serve to inform healthcare professionals about the
most beneficial verbiage to employ with patients and families during EOL decision-making
conversations. To date, there has been little research conducted to explore the meaning of AND
versus DNR from the patients’ perspectives. As a first step to addressing this gap in the
literature, this dissertation study sought to understand patients’ viewpoint on EOL terminology
which may in turn facilitate decreased distress for all involved at end of life (Hinderer, 2012;

Lief et al., 2018; Rafferty et al., 2016; Wright et al., 2010).
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When a person does not die at home or in a way consistent with their wishes, research has
shown that patients experience a lesser quality of life at EOL (Hales et al., 2014; Khandelwal et
al., 2017; Wright et al., 2010). While not all people wish to die at home, patients often are
reported to experience increased pain and decreased comfort when dying in the hospital setting
as compared to the information reported by loved ones of people who die in a non-hospital
setting (Khandelwal et al., 2017; Wright et al., 2010). In the hospital setting, managing EOL
symptoms, for example pain and dyspnea, may not be adequate (Toscani et al., 2005).

In addition to distress, this disconnect between where people would like to die and where
they do die has shown to increase the cost of healthcare. The cost of inpatient care more than
doubles between ages 66 and 89 before it starts to decline again (Neuman et al., 2015). This
leads to an increased financial burden on American society (Joynt et al., 2017). As the United
States strives to decrease expenditures in healthcare, a change in EOL decision-making may
provide a natural opportunity to increase quality of life for dying people while reducing costs
(Baily, 2011; Jennings & Morrisey, 2011; May et al., 2016).

Statement of Problem

There is often ineffective and inconsistent communication surrounding EOL decision-
making among patients and their care providers and family members (Carr & Khodyakov, 2007;
Gawande, 2014; Long-Sutehall et al., 2011). Current clinical practice has been shown to cause
distress in all three parties patients, families, and healthcare providers (Hinderer, 2010;
Rafferty et al., 2016; Wright et al., 2010). Approaches or strategies to decrease the distress in
these discussions are needed to allow these conversations to happen more regularly (Callahan,

1993; Gawande, 2014; IOM, 2015). It is currently unknown if older adults (ages 65 and older)
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understand the meanings of the terms AND and DNR separately, nor is it known whether they
understand the similarities and differences between the two terms.
Purpose of Study

The purpose of this study was to explore the perceptions of older adults (ages 65 and
older) regarding the meaning of the terms AND and DNR. Gaining these insights may foster
patients’, families’, and medical professionals’ ability to determine the most appropriate verbiage
to use when discussing EOL decisions with elderly patients.
Research Questions

The two research questions posed by this study are:

1. How do older adults (ages 65 and older) who have not been diagnosed as terminally ill
describe their understanding of the terms AND and DNR?
2. Do older adults (ages 65 and older) who have not been diagnosed as terminally ill

indicate a preference for AND or DNR?
Assumptions

This study operated on the assumption that participants would be willing to discuss their
perceptions of AND and DNR, and that they would propound those views openly in the Zoom
interview setting. It was also assumed that participants would be willing to use a computer or
device to participate in research remotely.
Definitions

In this dissertation, the following six operational definitions were employed.

End-of-life Decision-making: Making decisions that will affect end-of-life. This process can

occur well in advance of actual death or closer to actual end-of-life (Thelen, 2005).

Older Adult: In this study, an older adult is person who is 65 years old or older.
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Allow Natural Death (AND): Death will be allowed to occur naturally, with interventions that

will be comforting and without any life extending interventions (Stecher, 2008).

Do Not Resuscitate (DNR): A person will not be resuscitated if a life ending event occurs. A

person will not receive Cardiopulmonary Resuscitation (CPR) or intubation (Stecher, 2008).

Chronic Illness: A medical diagnosis for a condition which the patient will have to manage for

the remainder of life. This illness has no cure, is not immediately life ending but is potentially
life altering.

Terminal Illness: A medical diagnosis for an illness that will most likely cause death within six

months and for which there is no cure.

Advance Care Planning: The process of addressing end-of-life decision-making prior to actual

end-of-life or diagnosis with a terminal illness (Carr, 2012).
Theoretical Framework

The Communication Accommodation Theory (CAT) is a biolinguistic and
sociopsychological theory developed by Giles and Coupland (1988). The theory describes the
interaction between two individuals within a context. It was designed to help increase
understanding of how people alter their speech in order to communicate with others, as well as
how others perceive those alterations. The authors consider their theory a “basis for
sociolinguistic explanation” (Giles et al., 1991). The qualitative descriptive study utilized the
labeling strategies component of CAT to guide the analysis of collected data in part, because
these labels have been shown to be helpful in categorizing healthcare messages (Ahmed & Bates,
2016; Hehl & McDonald, 2014; Jones et al., 2007; Scott & Caughlin, 2015). Additionally, CAT
has been used in empirical studies with the older adult, cognitively intact population (Hehl &

McDonald, 2014; Lagacé et al., 2012).
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The goal of CAT was initially to characterize the interaction between speakers during
spoken communication and it was called “Speech Accommodation Theory”. As the theory
developed, it became focused on overall communication, not only spoken communication, and
was renamed CAT. All communication according to the theory is set within a context that is
shared between two individuals, whether that is the language being used or the situation in which
the communication occurs. CAT has been used to guide a number of research studies throughout
the last three decades and features prominently in healthcare communication as well as within
other fields, such as psychology and linguistics (Giles et al., 1991; Hehl & McDonald, 2014;
Jones et al., 2007; Scott & Caughlin, 2015).

According to CAT, within a context the speaker will make a statement that may be
communicated in ways that are convergent or divergent. (Coupland & Giles, 1988). When a
statement is made in a convergent manner, it is intended to bring the speaker figuratively closer
to the receiver. Divergent communication on the other hand, creates space between the speaker
and the receiver. The speaker has objectives for the communication, called “interactional goals”,
which may be to “promote social approval, promote communication efficiency, or promote
distinctiveness” (p. 177, Coupland & Giles, 1988). The speaker may use convergent or divergent
messaging in order to communicate a desired meaning. The message is encoded biolinguistically
by the speaker through accommodation strategies, for example changing tone of voice or varying
the formality of the language used. Once the speaker has communicated, the receiver then
decodes the speaker’s message by evaluating it through their personal understanding of the
context. Next, the receiver labels the message as accommodative, over-accommodative, or
under-accommodative. The receiver then attributes intent to the speaker’s message and evaluates

the message as positive or negative.
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The dissertation study utilized qualitative descriptive methodology for data collection and
Sort & Sift analysis (Maietta et al., 2017). The researcher anticipated employing tenets of CAT
when identifying themes within the data. In the study, the primary category of CAT utilized
influenced the labeling strategies. In labeling, the recipient of a communication subconsciously
labels the information received into one of three categories: accommodative, over-
accommodative, or under-accommodative (Coupland & Giles, 1988). If a message is
accommodative, the perceiver interprets the message as having been given in a way that is
understandable and that accommodates the receiver’s understanding effectively. In the setting of
this study, a participant may have expressed that the terminology conveyed the message of no
heroic interventions in a way they could understand and that was supportive in nature. When a
message is interpreted as over-accommodative, the receiver may assume the speaker
oversimplified the communication and made it overly descriptive which may be perceived
negatively. In this study, the participant may have perceived that the terminology is
oversimplifying a concept. The participant may have felt that the terminology implied they are
not capable of understanding the concept in its original form, leaving them to feel insulted and
ultimately disconnected from the communication. Finally, if the speaker is perceived as under-
accommodative, the receiver may feel as if the speaker is speaking over the receiver. For
example, a study participant may have shared that the terminology presented is not something
they comprehend. The participant may have felt vulnerable to being perceived as incompetent if
they are unable to understand the information being presented. Therefore, under-accommodative
communication may also have a negative impact on the relationship as well as the

communication itself.
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Summary

Communication impacts care at the end of life (Rafferty et al., 2016). When death
preferences are not honored, patients, families, and healthcare providers may experience
emotional upset and healthcare costs for unwanted or futile interventions may soar (IOM, 2014;
Callahan, 1993; Gawande, 2014). In the qualitative descriptive study, using CAT offered the
opportunity to examine how older adult participants understand, receive, and interpret the
meaning of DNR and AND in terms of Coupland and Giles’ (1988) accommodative, over-
accommodative (too simple), or under-accommodative (too complex) communication categories.
This study explored the perceptions of older adults regarding their understanding of the meaning
of AND and DNR, as well as how the terms are perceived to be different by using labeling

strategies of CAT to analyze data collected individual interviews via Zoom.
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Chapter 2: Review of the Literature

Introduction

The purpose of this chapter is to review the literature investigating the use of “Allow
Natural Death” (AND) and “Do Not Resuscitate” (DNR). Currently, there is a paucity of
research focusing on the perceived meaning of AND across healthcare populations, whereas the
term DNR and its perceived meaning have received relatively greater attention in the research
literature. While the use of AND is considered policy in some states (POLST.org, 2018), it is
not commonly used terminology in the United States in general; consequently, there has been
minimal research conducted that has focused on this terminology. Because communication
impacts care at end of life (Rafferty et al., 2016) and because of emotional upset when EOL
preferences are not understood or honored (IOM, 2014; Callahan, 1993; Gawande, 2014),
literature regarding both AND and DNR will be explored. This chapter will offer a synthesis and
analysis of 20 empirical studies in the areas of AND and DNR.
Review of the literature

Searches were completed in three databases, specifically ProQuest PsycINFO, CINAHL,
and Pubmed, using the key search term allow natural death. While no date range was specified
in each search, the earliest empirical study was published in 2008. The dates of the AND articles
range from 2008 to 2018. The search in Pubmed yielded one article, the CINAHL search yielded
21 articles, and ProQuest PsychInfo resulted in four articles. The articles were reviewed to
determine if they were empirically based and relevant to the problem, purpose, and research
questions of this dissertation study. Duplicate studies were eliminated. Based on this analysis,
seven published studies and one dissertation study focused on AND were included for review

(Barnato & Arnold, 2013; Fairlie, 2015; Fan et al., 2018; Jones et al., 2008; Miljkovic et al.,
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2015; Patel et al., 2016; Venneman et al., 2008; Wittmann-Price & Celia, 2010). Of the eight
AND studies, seven were conducted in the USA and one was conducted in Taiwan (Fan et al.,
2018).

Additional searches using the same three databases were completed using the key search
terms of do not resuscitate and meaning. Articles reviewed were limited to those dated 1994 and
later because the older literature was minimal and challenging to obtain. The dates of the DNR
articles range from 1994 to 2018. The search in ProQuest resulted in 11 articles, the search in
PubMed resulted in 26 articles, and the CINAHL search resulted in 19 articles. Duplicates were
eliminated as were articles that were not in English, not empirically based, and/or not relevant to
the study, for example not focused on the meaning of DNR. Based on these criteria, a total of 12
empirical articles focusing on the meaning of DNR were found to be appropriate for review
(Abu-Ghori et al., 2016; Alrimawi et al., 2018; Bellini & Damaro, 2009; Henneman et al., 1994;
Eliott & Olver, 2003; Jezewski, 1994; Jezewski & Finnell, 1998; Mirarchi et al., 2017; Robinson
et al., 2012; Rohrer et al., 2006; Sanderson et al., 2013; Sullivan et al., 2004). Of these 12
studies, nine were conducted in the USA, one in Canada (Robinson et al., 2012), one in Palestine
(Alrimawi et al., 2018), one in Saudi Arabia (Abu-Ghori et al., 2016) and one in Australia (Eliott
& Olver, 2003).

Of the entire body of literature reviewed, a total of eight empirical studies comparing the
use of the term AND versus DNR and 12 empirical studies solely focusing on the meaning of
DNR specifically will be discussed. Within the AND and DNR literature, four similar groupings
of participants were identified: healthcare providers, surrogate decision makers, patients, and
“healthy adults”. The “healthy adults” grouping consisted of participants who did not report

illness and who did not report working in healthcare. These participants were college students or
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adults recruited from the community in which the study was conducted. In the next section, the
AND literature will be reviewed, followed by the DNR literature.
Allow Natural Death Literature

For AND research investigations, a total number of 2,316 study participants across the
eight studies were included. These studies will be presented by types of study participants:
healthcare providers, surrogate decision makers, ill adults, and healthy adults. The first three
studies addressed here focused on medical professionals and their preferences regarding the use
of AND as compared to DNR (Jones et al., 2008; Venneman et al., 2008; Wittmann-Price &
Celia, 2010).

Healthcare providers. A study by Jones et al. (2008) used a qualitative approach to
explore providers’ beliefs regarding the terminology of AND and DNR. The study included four
open-ended written prompts to healthcare providers (Jones et al., 2008). There were 118 study
participants who responded to the open-ended prompts, including 53 physicians, 45 nurses, and
20 healthcare providers in other fields, such as social work, speech therapy, and child life (Jones
et al., 2008). Based on the participant responses, two primary themes were identified: Ambiguity
and Family-Centered Communication. Despite participant concerns that the term AND itself may
be ambiguous, the participating providers indicated that the use of AND enhanced
communication with patients and their families, and provided families a feeling of doing, for
example, providing comfort, as opposed to withholding, for example, not doing chest
compressions. Within the theme of Family-Centered Communication, five sub-themes were
identified: “change of focus”, “increased ease of approaching family”, “discussion-promoting

communication”, “being proactive”, and “family healing” (Jones et al., 2008). Overall, providers
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recognized the term AND as being potentially helpful in EOL discussions which could lead to
less traumatic deaths and better healing for the families.

Venneman et al. (2008) also focused on healthcare providers as did Wittmann-Price and
Celia’s (2010) research, which was a replication of the Venneman et al. (2008) study. Both
studies aimed to determine if changing the title of the DNR order to AND would increase
support of an end-of-life order among healthcare providers. Venneman et al. (2008) chose to
embed the terms AND and DNR in order sets that were identical, except for their titles, given
that physicians communicate actions that they deem best for patients’ outcomes through orders
in the medical setting. Responses from three groups, nurses, nursing students, and non-nursing
students, were analyzed. Each participant read an end-of-life scenario focused on a loved one.
Participants were then asked how likely they were to choose an EOL order option after reading
the scenario, either AND or DNR. Participants were presented with one EOL order option, AND
or DNR, not both. The results of the Venneman et al. (2008) study showed those participants
offered the AND order were more likely to endorse the order after reading the EOL scenario
(77.19%) versus those offered the DNR order (69.15%) based on the findings from a one-way
ANOVA, F(685,1) 12.43,p 0.000.

The study by Wittmann-Price and Celia (2010) did not compare the likelihood of
healthcare providers endorsing order sets using AND versus DNR; instead, all participants were
asked to rate the likelihood of endorsing order sets that used AND after reading the short vignette
about a hypothetical loved one that was used in Venneman et al., 2008. Of the 187 study
participants, 87 were physicians, 13 were medical students, 72 were employed as nurses and 15
were nursing students (Wittmann-Price & Celia, 2010). Within the physician population, 50% of

the participants were female and 50% were male whereas the nurses were 78% female. Another
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marked difference between the physicians and the nurses was age. Seventy-eight percent of the
physicians fell into the age group of 26-40 while only 3% of nurses were in this age group. The
results revealed that 83% of the nurses and 78% of physicians surveyed provided responses that
they were 75% or greater more likely than not to consent to an AND order for their loved one.

In all three studies (Jones et al., 2008; Venneman et al., 2008; Wittmann-Price & Celia,
2010) which included 870 participants in total, healthcare providers appeared to support the use
of AND during EOL discussions. Each study utilized surveys to collect the data. Of these
studies, Jones et al., 2008, was the only qualitative study and also was the only study that
addressed the perceived meaning of the terms AND and DNR, finding the term AND ambiguous
but family-centered. Two studies were conducted in Texas (Jones et al., 2008; Venneman et al.,
2008) which may limit generalizability however the large overall sample size may be a strength
of these studies (Jones et al., 2008; Venneman et al., 2008; Wittmann-Price & Celia, 2010).

Surrogate decision makers. The second group of study participants represented in the
AND literature was people who reported being surrogate decision makers, which totaled 829
participants across four studies (Barnato & Arnold, 2013; Fairlie, 2015; Patel et al., 2016;
Venneman et al., 2008). In order to assess the effect of surrogate decision makers’ emotional
state on EOL decision-making after discussions with a physician, Barnato and Arnold (2013) and
Patel et al. (2016) both conducted quantitative simulation-based studies using 5x2 between
subject randomized factorial designs. The samples included a total of 472 individuals (n 252 and
n 220 respectively) who were older than 35 and who reported having been in the role of
healthcare decision maker for a spouse or parent.

In these studies (Barnato & Arnold, 2013; Patel et al., 2016), the participants, who were

in the role of surrogate decision makers, were randomized for emotional arousal by either being
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shown the picture they had provided of their loved one and going through two 30-second
visualization sequences focused on the loved one, or being shown a picture of a park and going
through two 30-second visualization sequences that were not focused on a loved one. Study
participants were also randomized for physician communication behavior; the physician actor
either responded to the participant using scripted phrases that showed personal caring and
involvement or did not use the scripted phrases. Additionally, each study participant was
randomly assigned decision options that were “framed” in three different ways, meaning that the
scenario was manipulated in such a way that one of two messages was conveyed for each of the
three variables. Specifically, each study participant was presented with the same scenario
however there were three possible variations: 1) the alternative to cardiopulmonary resuscitation
(CPR) as being a) AND, or b) DNR; 2) the decision being a) the patient’s, or b) the surrogate’s;
and 3) a) CPR being presented as the social norm, or b) no CPR being presented as the social
norm.

The results of both studies showed that emotional arousal or lack thereof did not have a
significant effect on the choice for CPR, nor did the physician use of a script for attending to
emotions (Barnato & Arnold, 2013; Patel et al., 2016). Framing the alternative to CPR as AND
did however influence more study participants to choose AND for their loved one in the
scenario; DNR as the alternative resulted in 61% choosing CPR as compared to 49% for those
offered AND as the alternative to CPR (OR, 0.58 [95% CI, 0.35 0.96]) (Barnato & Arnold,
2013). According to the Barnato and Arnold (2013), their study provided the first empirical data
showing that the use of the terminology of AND influences decision-making in hypothetical

scenarios.
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Patel et al. (2016) explored the influence of the terms AND and DNR on optimism bias
which is defined by the authors as the subject’s perception of how likely the hypothetical
terminally ill patient was to live after having the EOL discussion with the physician. The
population and structure of this study was identical to Barnato and Arnold (2013) with the
exception of the outcomes measured. If the participant predicted the likelihood of survival as
higher than the likelihood stated by the doctor, optimism bias was considered to be present (Patel
et al., 2016). Findings indicated that using AND instead of DNR significantly decreased
optimism bias (24% vs 37%, p  .035). The results of Patel et al. (2016) supported the results of
Barnato and Arnold (2013) in that they showed the use of AND does influence EOL decision-
making in hypothetical scenarios.

To determine if changing the title of a DNR order to AND would increase support of the
order by people with no healthcare background, 123 non-nursing students who represented the
population with no healthcare background and who were asked to consider a scenario from the
perspective of a surrogate decision makers were included in the Venneman et al. (2008) study.
The majority of this group (56%) were under the age of 26, suggesting that the study participants
who represented the surrogate decision makers were not reflective of those typically involved in
EOL decision-making conversations (Venneman et al., 2008). That being said, this group of non-
nursing students preferred the use of AND (60.69%).

Fairlie (2015) conducted a quantitative study for her dissertation work to investigate the
relationship between EOL terminologies and decisional conflict in surrogate decision makers.
The study focused on the terminology of AND as compared to DNR. In the study, Fairlie utilized
the Decisional Conflict Scale (DCS) to measure the degree of internal conflict the study

participants experienced in decision making with the two terms of AND and DNR. Study



END-OF-LIFE DECISION-MAKING 19

participants were asked to identify an adult family member who was not their child, and then
asked to read a short EOL scenario created by Fairlie, inserting their loved one’s name as the
subject of the discussion, and were offered the choice of having the patient receive full
interventions or either AND or DNR. Study participants were randomized to receive either AND
or DNR; study participants were not offered both of these EOL options.

Study participants were also provided a Patient Decision Aid (PtDA) tool that explained
CPR and its effects on a patient, some statistics on how effective CPR was, and some questions
to ask oneself while making the decision (Fairlie, 2015). These PtDA tools, created by Fairlie,
used either AND or DNR in the explanation so that they were consistent with each subject’s
questionnaire and scenario. After reading the scenario and reviewing the PtDA tool, study
participants were asked if they would agree to signing an AND or DNR form (Fairlie, 2015). The
study participants also completed the DCS to determine if they experienced decisional conflict
upon making their decision in the hypothetical scenario.

The findings generated by Fairlie’s dissertation research (2015) indicated no significant
difference in the DCS scores between the terms of DNR and AND. In contrast, study participants
who were given the AND option were eight times more likely to sign a document than those who
were offered DNR as the EOL option (p < 0.001). In addition, AND study participants were
more likely to be satisfied with their decision. Participants who were offered the DNR version of
the order expressed less certainty in their decision (p < 0.0001).

Fairlie (2015) concluded that the terminology of AND positively impacts the comfort
level of surrogate decision makers when they choose that end-of-life option. In addition, the
results showed that people offered AND after reading the vignette were more likely to choose the

AND option, and therefore the terminology itself impacted decision making in hypothetical
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scenarios. Fairlie (2015) attributed some of the comfort level when choosing both AND or DNR
to the use of a PtDA in the study.

Within the surrogate decision maker grouping, Barnato and Arnold (2013) and Patel et al.
(2016) found that using the terminology of AND instead of DNR significantly impacted the EOL
decision making in hypothetical scenarios. Study participants in both were much more likely to
endorse the AND orders than orders using DNR terminology. The surrogate decision maker
population in Venneman et al. (2008) consisted of college students similar in demographics to
nursing students involved in the study and may not have been representative of the population
typically involved with EOL decision making. Of these studies, only Fairlie (2015) focused
specifically on older adults. Fairlie (2015) also showed that decision to endorse an EOL order
was significantly impacted by use of AND terminology. It is important to note that all of these
studies were conducted using hypothetical situations and provide no evidence that the
terminology would impact actual EOL decision-making (Barnato & Arnold, 2013; Fairlie, 2015;
Patel et al., 2016; Venneman, 2008). The lack of data on how terminology impacts decision-
making in real situations remains a significant gap in the literature. Additionally, while these
three quantitative studies provide evidence that use of AND may be beneficial during EOL
decision making, the studies do not explore the meaning of the terminology itself.

Patients. Of the AND literature, only one study was conducted focusing on patients and
93 terminally ill oncology patients participated (Miljkovic et al., 2015). Miljkovic et al. (2015)
examined how patients with advanced cancer, who were identified by their physicians as being
terminally ill, perceived their prognosis and end-of-life (EOL) care, and if they would choose
AND versus full code or DNR versus full code in three hypothetical scenarios. Study participants

were randomly assigned to different groups; one group was offered the choices of “AND” or
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“full code” (n 46), and the other group was offered “DNR” and “full code” (n 47). Three
hypothetical scenarios were presented to each participant, and participants indicated if they
would choose to be full code or the presented alternative (AND or DNR) in each scenario. The
scenarios predicted life expectancy as being one year, six months, and one month.

According to Miljkovic et al. (2015), statistical analyses showed no significant difference
between participants choosing either AND or DNR (p > 0.54), depending on which alternative
they were offered. Another outcome of this quantitative descriptive study showed that only 39%
of the participants considered themselves to be terminally ill despite all of them fitting this
description. In other words, 61% of the participants did not consider themselves within at least
one year of death even though their doctor did. Although not a stated aim of the study, the
contradiction between physician and patient understanding of the same illness may carry
importance for future research because it may indicate that there may be some inadequacies in
healthcare providers and patient communication. Despite being terminally ill, these study
participants were making decisions for hypothetical situations and not for their own actual care.
There is a lack of real-world testing as to the impact of EOL terminology in actual EOL decision
making situations and the resulting outcomes of care.

Healthy adults. The final subgroup identified in the AND studies was healthy adults.
There were 524 healthy adults surveyed by Fan, Wang, and Lin (2018). The purpose of the study
by Fan et al. (2018) was to explore the effects of a DNR order title that included AND
terminology. Additionally, the study explored the barriers to communication and the information
needed by the participants to make a decision. This quantitative study was a cross-sectional
survey of healthy adults who were between the ages of 20 and 88 with a mean age of 39.19, and

who were recruited in the community and from a family practice clinic in East Taiwan. Using a
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paper survey, participants were provided a scenario in which an 80-year-old male with lung
cancer scenarios was now found to have metastases to the bones and brain. The relationship of
the hypothetical patient to the study participants was not specified in the study. This scenario was
followed by a series of questions asked to determine preference for AND versus DNR and to
determine the types of information study participants wanted in order to make the EOL decision.
Participants were significantly more likely to agree to end-of-life orders when AND was
presented instead of DNR (r  -4.51, p <0.001). Additionally, it was found that participants
wanted information regarding remaining life expectancy and the hypothetical patient’s prognosis
when making EOL decisions.

This quantitative study (Fan et al, 2018) indicates that healthy adults may prefer the use
of AND instead of DNR when having EOL decision making discussions. A strength of Fan et al.
(2018) was the large number of study participants which represented a wide age range. This
study did not focus specifically on older adults nor did it explore the meaning of AND. Fan et al.
(2018) did explore what information healthy adults may want to assist in decision making, for
example prognosis and life expectancy, using quantitative methodology.

Summary. In summary, four themes emerged from the AND research: 1) AND appears
to be considered a more acceptable option by healthcare providers, surrogate decision makers,
and healthy adults than DNR in all studies including these populations (Barnato & Arnold, 2013;
Fan et al., 2018; Jones et al., 2008; Patel et al., 2016; Fairlie, 2015; Venneman et al., 2008;
Wittmann-Price & Celia, 2010). However, Miljkovic et al. (2015) found that the use of AND and
DNR did not influence decision making for terminally ill cancer patients. 2) AND terminology
was considered a clearer way to communicate regarding end-of-life decision making to patients

and families than DNR by healthcare professionals (Jones et al., 2008; Venneman et al., 2008;
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Wittmann-Price & Celia, 2010). Only Jones et al., 2008, discussed meaning and concluded that
the meaning of AND terminology may be ambiguous. It is unknown how patients, family
members, and healthcare providers may define AND. 3) All of the studies utilized hypothetical
situations for decision making. The only study that was most similar to a non-hypothetical
context was Miljkovic et al. (2015) because the patients were terminally ill, and this study found
that the difference in terminology did not affect the outcomes. 4) There may be a relationship
between context and meaning. According to Patel et al. (2016), the use of AND decreased
optimism bias which may indicate that the study participants interpret information provided to
them differently when presented through the lens of AND being the EOL option. Fan et al.
(2018) identified that study participants wanted information regarding life expectancy and
prognosis before making a decision in a hypothetical scenario. This may suggest that a person’s
decisions are impacted by the actual information and not solely the verbiage used in the
discussion, for example AND. However, Miljkovic and colleagues (2015) found that varying life
expectancies from 1 month to 1 year did not change participants’ choices. This indicates that the
context of a situation matters when EOL decisions are made and that those decisions may be
impacted both by perceived meaning of the terminology as well as the context in which the
decision occurs. These themes support the need for research focusing on the understanding of the
meaning of EOL terminology and how that may change with context. Next, the DNR literature
will be considered.
Do Not Resuscitate Literature

In the DNR literature reviewed, a total of 1,636 participants were queried as to their
understanding of the meaning of DNR. Similar to the AND literature, the DNR literature can be

grouped by population: healthcare professionals, patients, and healthy adults. Surrogate decision
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makers were not identified as a population within the reviewed DNR literature however there
was one DNR study that included caregivers (Rohrer et al., 2006). A separate category was not
created for this population and findings regarding caregivers will be included within the healthy
adult section.

Healthcare professionals. A total of 606 healthcare professionals participated across
seven studies focused on the meaning of DNR (Abu-Ghori et al., 2016; Bellini & Damaro, 2009;
Henneman et al., 1994; Jezewski, 1994; Jezewski & Finnell, 1998; Mirarchi et al., 2017,
Sanderson et al., 2013). Bellini and Damaro (2009) and Mirarchi et al. (2017) reported a lack of
consistent understanding of DNR by healthcare providers. Mirarchi et al. (2017) surveyed 137
emergency medical services (EMS) providers in order to assess which form of communication
would best ensure a patient’s wishes would be honored: POLST forms and/or living wills, or
those items in combination with a video message. The study participants were presented with
nine scenarios and asked to determine whether the hypothetical patient was a DNR or full code
for each scenario. Of the 137 study participants, 70 received only the documents with the
scenarios and 67 received the documents and the video message. The results suggested that while
the video messaging helped support the patient wishes identified in the POLST forms and living
wills, there was very little clarity or standardization in the meaning of the forms as reported by
the EMS providers.

Bellini and Damaro (2009) found wide variation in the understanding of DNR among 68
NICU nurses who were surveyed. In this comparative descriptive study which measured
knowledge, attitudes, and the practice of study participants, only 24% of NICU RN identified
DNR as meaning no CPR. When nurses were more experienced, an enhanced understanding of

DNR was identified, for example in practice, knowledge, and beliefs. More education did not
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have the same positive impact on the understanding of DNR as experience did. These two studies
elucidate the inconsistencies of the understandings of DNR within the healthcare population
itself.

While the meaning of DNR in practice may be inconsistent across healthcare providers,
those who participated in the research reviewed for this dissertation study indicated that provider
priorities shift with the placement of a DNR order. More specifically, according to the results of
two quantitative studies of healthcare providers (Henneman et al., 1994; Sanderson et al., 2013),
the course of care typically changes after the placement of a DNR order, meaning that
interventions other than CPR or intubation may not be provided.

To compare the attitudes of nurses regarding care provided for critically ill patients when
a DNR order is present as compared to when it is not present, Henneman et al. (1994) surveyed
80 critical care RNs using two nearly identical scenarios. The only difference between the two
scenarios was that one no code status included for the hypothetical patient and the other specified
a DNR order being in place. The participants were then asked to rate how likely they were to
provide 20 different nursing interventions for that patient using a Likert scale. When the DNR
order was in place, nurses were much less likely to report changes to the doctor or to do regular
physiological monitoring. When a DNR order was in place, nurses were more likely to conduct
spiritual assessments and similar psychosocial work.

Sanderson et al. (2013) surveyed 107 physicians and 159 nurses who practiced in an
acute care pediatric setting with the goal of determining clinicians’ understanding of DNR. The
potential study participants received an email invitation to participate in the 148-item web-based
survey. The items on the survey focused on attitudes and behaviors surrounding EOL discussions

and resuscitation orders. Most of these pediatric healthcare professionals (66.9%) defined DNR
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to mean not providing resuscitation in the event of a cardiac or pulmonary arrest. The remaining
33.1% of study participants understood DNR to be the point at which treatments are limited, not
only in resuscitation efforts. More broadly, 85% believed that overall care changed after the
placement of a DNR order. These participants indicated that the focus of care transitioned to
keeping the patient comfortable, possibly including the limitation of care or withdrawal of life
support. The vast majority of healthcare providers who participated (97.1%) did not believe that
a DNR order indicated giving up on or abandoning the patient.

Multiple studies indicated the amount of care provided by healthcare professionals was
consistent after a DNR was placed but that the type of care provided shifted (Abu-Ghori et al.,
2016; Jezewski, 1994; Jezewski & Finnell, 1998). Abu-Ghori et al. (2016) conducted a
qualitative descriptive study in Saudi Arabia using reflective journaling to describe the workflow
of RNs after the placement of a DNR order. Study participants were trained in journaling
methods and then asked to reflectively journal for four to six weeks. The participants were
allowed to journal in a private location of their choosing in order to ensure they felt safe. Once
journaling was complete, the researchers systematically analyzed the data in order to identify
themes within the data. Three themes were identified in this study: “exhausted medical
treatment”; “continuity of nursing care”’; and “cultural considerations in nursing care” (Abu-
Ghori et al., 2016). Within the second theme of this study, 26 RNs reported that their workload
remained consistent after a DNR order was placed, but that the work following this order was
more focused on emotional support.

In a grounded theory study, Jezewski (1994) conducted semi-structured one-on-one
interviews in order to better understand the discomfort that occurs in consenting a patient for the

DNR orders as well as how nurses manage these situations. Twenty-two critical care nurses from
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a variety of settings were interviewed. Results showed that nurses consider themselves “culture
brokers” because they help bridge the medical and non-medical cultures. In other words, nurses
assist families and patients in understanding the meaning of DNR and what care looks like once
a DNR order is placed.

Similarly, Jezewski and Finnell (1998) conducted a grounded theory study to identify the
experiences of oncology nurses during the DNR consent process. Twenty-one oncology RNs
were interviewed in semi-structured one-on-one interviews. From the data, two themes were
identified: a) patients, families, and care providers had different understandings of the DNR
terminology, and b) the most tension occurred when the different players did not agree on the
meaning of DNR. The researchers concluded that the lack of shared meaning contributed
immensely to conflict within the DNR consenting process.

Of these seven studies, four were conducted using quantitative methodology (Bellini &
Damaro, 2009; Henneman et al., 1994; Mirarchi et al., 2017; Sanderson et al., 2013) and three
were conducted utilizing qualitative methodology (Abu-Ghori et al., 2016; Jezewski, 1994;
Jezewski & Finnell, 1998). Six studies were conducted in the United States (Bellini & Damaro,
2009; Henneman et al., 1994; Jezewski, 1994; Jezewski & Finnell, 1998; Mirarchi et al., 2017;
Sanderson et al., 2013) and one was conducted in Saudi Arabia (Abu-Ghori et al., 2016). Five of
the studies focused on nurses as study participants (Abu-Ghori et al., 2016; Bellini & Damaro,
2009; Henneman et al., 1994; Jezewski, 1994; Jezewski & Finnell, 1998) while only two focused
on healthcare providers other than nurses, for example doctors and EMS workers (Mirarchi et al.,
2017; Sanderson et al., 2013). Nurses reported that nursing work becomes more focused on
providing emotional support and addressing psychosocial aspects of caring, for example spiritual

assessments, when a DNR was in place (Abu-Ghori et al., 2016; Henneman et al., 1994;
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Jezewski, 1994; Jezewski & Finnell, 1998). While these studies did not directly address the
meaning of DNR, they all demonstrated that nurses were involved with care for these patients
regardless of code status and that patients who were transitioned to DNR continued to receive
care similar to the amount they received prior to the code status change.

Patients. Three studies focused on the perceived meaning of DNR from the perspective
of oncology patients (n  345), (Eliott & Olver, 2003; Rohrer et al., 2006; Sullivan et al., 2004).
Two of the studies utilized quantitative methodology (Rohrer et al., 2006; Sullivan et al., 2004)
and one leveraged a qualitative approach (Eliott & Olver, 2003).

Rohrer et al. (2006) conducted research to determine the preferences of family members
and patients with regards to DNR orders as well as to assess their understanding of DNR orders.
In this study, 193 people who had experienced or were experiencing a cancer diagnosis received
a survey in which they were asked what their understanding of DNR was and were provided two
definitions: a) “Do not pump on my chest if my hearts stops and put me on the ventilator just to
keep me alive” and b) “Do not do anything to me if my hearts stops even if the cause is due to a
treatable condition.” (p872-873). Of these two definitions, Rohrer et al. (2006) identified the
second option as the correct definition of DNR. This was followed by two scenarios for which
they were asked to choose DNR or full code. The results showed that 34% of participants shared
the same understanding of DNR as the researchers. When asked if they would want to be DNR
status if they were expected to be deceased within six months, study participants understanding
of DNR was not correlated to their preferences. Study participants were then asked if they would
want to be resuscitated if they had 30% chance of being cured and living longer than six months.
Of those who responded positively, 70% did not have the same understanding of the meaning of

DNR as defined by the researchers. The researchers concluded that, due to a lack of
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understanding regarding the meaning of DNR, a large number of cancer patients may be at risk
of choosing the code status which was actually the opposite of their EOL wishes.

Sullivan et al. (2004) conducted a quantitative study to better understand study
participants beliefs about DNR and how that is impacted by religiosity. This survey was
conducted with 48 adult oncology patients in New York. After signing the consent form, study
participants completed the survey. The results showed that, while 75% of cancer patients
believed they understood the meaning of DNR (Sullivan et al., 2004), only 32% actually
understood the meaning of DNR as defined by Sullivan et al. (2004). No significant differences
were found related to different religious backgrounds.

Eliott and Olver (2003) supported these findings in their qualitative study which revealed
that people have varying understanding of what DNR means. There were 23 study participants
who were diagnosed with cancer but who were not actively dying. A female clinical psychologist
interviewed the study participants in a one-to-one setting using open ended questions. According
to Eliott and Olver (2003), while participants’ definitions of DNR varied, they were able to
identify common themes. For example, the one theme that emerged was “that medical attempts
to ensure continuation of life are undesirable and the patient’s subsequent death is desirable”
(Eliott & Olver, 2003, p. 102). Other themes that emerged from this research included that DNR
means that life will not be prolonged, that a patient will not be “brought back”, and that DNR is
instrumental in preventing vain resuscitation attempts.

Of the patient-focused studies, in which all study participants were cancer patients, two
used quantitative methodology and were conducted in the United States (Rohrer et al., 2006;
Sullivan et al., 2004). Only one study utilized qualitative methodology, which was conducted in

Australia (Eliott & Olver, 2003). There were no studies found that focused specifically on
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patients who had conditions other than cancer. Overall, these three studies consistently
demonstrated that there was no single shared understanding of the meaning of DNR among
cancer patients (Eliott & Olver, 2003; Rohrer et al., 2006; Sullivan et al., 2004).

Healthy adults. In three studies, 610 adults with a variety of backgrounds, who did not
report having an illness, were queried as to their understanding of the meaning of DNR
(Alrimawi et al., 2018; Robinson et al., 2012; Rohrer et al., 2006). Of those who participated in
these studies, the majority identified themselves as being familiar with the term DNR or aware of
its meaning.

Alrimawi et al. (2018) conducted a qualitative descriptive study set in Palestine to
explore Palestinian understanding of the DNR concept. Fifty adult participants over the age of 25
were invited to participate in one-to-one semi-structured interviews which were conducted in
study participants’ homes. Of the 30 who responded, 24 were interviewed at which point data
saturation was achieved. Similar to study participants in Rohrer et al. (2006), participants were
identified as having a lack of understanding regarding the meaning of DNR. A majority of the
study participants believed that DNR was the same concept as removal of life-sustaining devices.
Additionally, many participants felt that the Muslim religion would consider DNR the equivalent
of murder. While the study set in Palestine may represent a culture quite different to that of the
United States, the study supports that people may lack an understanding of the meaning of DNR
similar to that of the researchers and this could impact the outcomes of EOL care.

Similarly, Robinson et al. (2012) surveyed 386 people over 40 years old who were
visiting their primary care provider (PCP) for routine services in order to better understand
outpatient experiences with DNR and their preferences regarding DNR discussions. Front desk

employees offered the survey to outpatients as they checked in for an appointment. After
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completing the demographic section, study participants were asked to identify if they were
familiar with the term DNR or not. Based on their answer of yes or no, they were referred to
different pages within the survey. Those who had indicated not being familiar with the term were
provided with a definition of DNR which was “A do-not-resuscitate order means that a person
would prefer to die a natural death; i.e., if their heart stops beating, they do not wish for medical
personnel to try and save them using CPR (cardiopulmonary resuscitation)” (p.231). The survey
then went on to ask when, where and with whom all participants would want to discuss DNR.
Results showed that 86% of these participants identified being familiar with the term DNR and
86% said they would like to have code status conversations with a PCP. In stark contrast, only
8% reported actually having EOL discussions with a provider.

While Robinson et al. (2012) identified that participants did not report discussing EOL
decisions with a provider, Rohrer et al. (2006) found that only 34% of people understood the
meaning of DNR to be consistent with the researchers’ understanding of DNR in a group of 84
participants who had never had a cancer diagnosis and 75 participants who are caregivers for
cancer patients. In a study designed to determine the preferences of family members and patients
with regards to DNR orders as well as to assess their understanding of DNR orders, these
participants were provided a survey in which they were asked which of two DNR definitions was
correct followed by two scenarios for which they were asked to choose DNR or full code.
Researchers concluded that these caregivers and healthy adults were at risk for choosing DNR
instead of full code when they had actually intended to choose full code, or vice versa, if they
were in a decision-making situation. The lack of consistent shared understanding of the DNR

terminology may lead to unwanted outcomes.
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Of these three studies, two were conducted using quantitative methodology (Robinson et
al., 2012; Rohrer et al., 2006) and one utilized qualitative methodology (Alrimawi et al., 2018).
One study was set in Palestine (Alrimawi et al., 2018), one was set in Canada (Robinson et al.,
2012), and one was conducted in the United States (Rohrer et al., 2006). While most study
participants reported being familiar with the term DNR and thought the topic should be discussed
with their PCP, a very low percentage actually had discussed it with their PCP (Robinson et al.,
2012). The Palestinian population did not have a clear understanding of the meaning of DNR or
thought that DNR was the same as terminal extubation (Alrimawi et al., 2018). The lack of
consistency in understanding of DNR as well as the inconsistency of discussing DNR status with
a PCP may indicate that a better understanding of the EOL terminology would benefit the greater
population.

Summary. In summary, three themes emerged from the DNR literature: 1) The data from
the patient and healthy adult populations indicated that this population reports being familiar
with DNR terminology yet demonstrated differing interpretations of said terminology (Eliott &
Olver, 2003; Robinson et al., 2012; Rohrer et al., 2006; Sullivan et al., 2004). 2) These
populations indicated wanting to discuss EOL decisions with their PCP yet a very small
proportion reported actually having discussed EOL decisions with their provider (Robinson et
al., 2012). 3) Healthcare providers generally held an understanding of the meaning of DNR to
indicate that CPR was not appropriate, yet differed in their practical interpretation or
implementation of the DNR order (Bellini & Damaro, 2009; Jezewski, 1994; Mirarchi et al.,
2017; Sanderson et al., 2013). Widespread inconsistencies in the populations studied regarding
the meaning of DNR may indicate that additional research needs to be done in order to gain

clarity and thereby enhance EOL conversations.
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When comparing the themes identified in the AND literature to those identified in the
DNR literature, similarities and differences were identified. Both AND and DNR may be
interpreted differently by providers, patients, surrogate decision makers, and healthy adults. The
understanding of the meanings of AND and DNR appears to impact the practices of healthcare
providers differently. Additionally, the understanding of the meaning of either AND or DNR by
patients, surrogate decision makers, and healthy adults as well as the context of the discussion
may impact EOL decision making. A difference in the AND and DNR literature is that
healthcare providers, surrogate decision makers, and healthy adults appear to consider AND a
more acceptable form of terminology than DNR. This was not explored in the DNR literature
because the term of AND did not exist prior to the early 2000s. As with the AND literature,
many of the DNR studies were conducted using hypothetical contexts. There were three other
DNR studies which focused on oncology patients, but they utilized hypothetical contexts when
identifying outcomes (Eliott & Olver, 2003; Rohrer et al., 2006; Sullivan et al., 2004).
Gaps in the Literature

There is a paucity of research focused on the use of AND as compared to DNR.
Presently, there are only eight empirical articles focused on the term AND, with the two earliest
being published in 2008. The majority of these articles focus on study participants who are
healthcare providers (Jones et al., 2008; Venneman et al., 2008; Wittmann-Price & Celia, 2010).
Two articles recruited study participants who had reported being a surrogate caregiver for a
family member (Barnato & Arnold, 2013; Patel et al., 2016) and one study recruited terminally
ill cancer patients (Miljkovic et al., 2015). Additionally, one dissertation study (Fairlie, 2015)

and one additional study (Fan et al., 2018) were conducted regarding the use of AND as
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compared to DNR with study participants representing older adults from senior living facilities,
senior centers, the greater community and a health care center.

A search of the peer-reviewed literature yielded nearly twice as many DNR articles as the
AND-related articles. Of these studies, seven focused on healthcare providers (Abu-Ghori et al.,
2016; Bellini & Damaro, 2009; Henneman et al., 1994; Jezewski, 1994; Jezewski & Finnell,
1998; Mirarchi et al., 2017; Sanderson et al., 2013). Three studies focused on healthy adults and
their understanding of the meaning of DNR (Alrimawi et al., 2018; Robinson et al., 2012; Rohrer
et al., 2006). Another three empirical studies focused on the cancer population to determine how
these patients may understand DNR (Eliott & Olver, 2003; Rohrer et al., 2006; Sullivan et al.,
2004).

While all of the studies reviewed focused on the use of AND or on the meaning of DNR,
only two studies address the actual perception of older adults regarding the term DNR and none
addressed the perception of older adults regarding the term AND. A number of studies defined
the terms for the study participants (Fairlie, 2015; Venneman et al., 2008; Wittmann-Price &
Celia, 2010). Given that there have been eight studies focused on AND since the creation of the
term and that the meaning of this terminology to older adults has not been fully studied,
additional rigorous research is warranted in order to better understand how the non-healthcare
population perceive the meaning of AND. Additionally, there has been minimal research
conducted comparing non-healthcare providers’ understanding of AND with that of DNR. Of the
studies that have compared AND to DNR, none focus on older adults with chronic conditions
specifically. Studying this population may facilitate insight into how older adults understand the
meaning of the terms AND and DNR during a stage in life when death, while not imminent, is a

relevant topic and area of potential concern.
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Limitations in the literature may include selection bias in studies focused on healthy
adults and reporting bias in the studies focused on the patient population. For example, utilizing
college students to represent the general public when researching EOL decision making
preferences may not be representative of the adult population who typically makes EOL
decisions (Venneman et al., 2008). In the patient population, all of the study participants were
diagnosed with cancer. Responses from these participants may have had swayed because the
stage of their cancer, for example terminal cancer, may influence their answers (Eliott & Olver,
2003; Miljkovic et al., 2015; Rohrer et al., 2006; Sullivan et al., 2004). Additionally, this may
limit the generalizability of the data to other patient populations, for example people with
common chronic conditions such as heart failure, arthritis, or respiratory conditions.

A gap in the literature is created by the nature of the AND literature when compared to
the DNR literature. Research focused on AND and research focused on the meaning of DNR are
remarkedly different in that the majority of the AND research compares the AND terminology to
DNR while the DNR literature focused on meaning, description, and outcomes. This may be
because much of the DNR literature pre-dates the AND literature. Additionally, because DNR is
well known EOL terminology, perhaps the researchers did not identify a need to compare it to
other options.

Another evident gap identified in the research literature pertains to the absence of an
exploration of the understanding by older, chronically ill adults of the meaning of the terms AND
and DNR. None of the AND studies reviewed identified healthy older adults as the study
population. While Fairlie’s work (2015) revealed that the terms do impact study participants
differently, there were no data giving specific insight into how participants perceived meanings

of these EOL terms. Many studies addressed preference for AND as compared to DNR, but the
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researchers did not delve into participants’ perceptions of the meaning of these EOL terms
themselves (Barnato & Arnold, 2013; Fairlie, 2015; Fan et al., 2018; Miljkovic et al., 2015; Patel
et al., 2016; Venneman et al., 2008; Wittmann-Price & Celia, 2010). Having an understanding of
older adults’ perceptions of the meanings of AND and DNR is an important first step before
being able to identify preference for either term in the context of EOL decision-making. An
additional gap in the existing literature revealed by this review is the relative imbalance in the
use of qualitative versus quantitative methodologies to study the AND and DNR terms. More
specifically, of the 22 studies, 16 were quantitative and six were conducted using a qualitative
methodology. Conducting AND versus DNR research using a qualitative approach may begin to
address the disparity in methodology type and may also allow for a deeper and richer
understanding of how the terms are comprehended.
Summary

This review of the extant literature provides a basis on which to build future research.
Fairlie (2015) recommended continued research about AND terminology. Jones et al. (2008)
recommended further research on the perspectives of patients and families regarding the
terminology of AND. The empirical literature focused on AND consistently explored the
meaning of AND among healthcare providers and surrogate decision makers (Barnato & Arnold,
2013; Jones et al., 2008; Patel et al., 2016; Venneman et al., 2008; Wittmann-Price & Celia,
2010) rather than patients.

Overall, the research studies have indicated that study participants’ decisions regarding
EOL scenarios are positively influenced by the use of AND (Barnato & Arnold, 2013; Fairlie,
2015; Jones et al., 2008; Patel et al., 2016; Venneman et al., 2008; Wittmann-Price & Celia,

2010). For example, the findings of previous research studies indicate that study participants,
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including health care providers as well as participants who identified as a surrogate decision
maker for a family member, were more confident in EOL decisions made when AND was
offered as an option or when AND was framed as the alternative to CPR (Jones et al., 2008;
Barnato & Arnold, 2013; Patel et al., 2016: Venneman et al., 2008; Wittmann-Price & Celia,
2010; Fairlie, 2015). Patients and healthy adults may not understand the difference between
DNR and comfort care (Sanderson et al., 2013). The one AND study focused on patients rather
than surrogate decision makers or healthcare providers showed no difference in preference
between AND and DNR (Miljkovic et al., 2015). The literature concerning the meaning of DNR
indicates that there may not be a consistent understanding of the meaning of DNR for both
providers and patients or families/caregivers (Bellini & Damaro, 2009; Eliott & Olver, 2003;
Mirarchi et al., 2017; Rohrer et al., 2006). This current study may help healthcare professionals
gain insight into how EOL terms are perceived by older adults which may lead to changes in

how EOL decisions are discussed with patients and families.



END-OF-LIFE DECISION-MAKING 38

Chapter 3: Methodology

Introduction

This study explored the perception of older adults regarding the terminology of Allow
Natural Death (AND) and Do Not Resuscitate (DNR) using a qualitative descriptive approach
with individual interviews conducted via Zoom. This chapter provides an in-depth discussion of
the theoretical conceptualization and the appropriateness and rationale of the selection of a
qualitative approach for the research study. A detailed description of the research design,
inclusive of study setting, recruitment processes, data analysis, data collection procedures, and
data management strategies will be described. In addition, ethical considerations for study
participants as well as the known limitations of the study are identified.
Overview of Qualitative Description

The research method and design used in this study was a qualitative descriptive design.
Qualitative descriptive designs are a common approach taken in qualitative research studies to
portray the experience of the participants in its most authentic way (Sandelowski 2000; 2010).
The data are not overly manipulated during the reporting out, also known as re-presentation,
phase of research (Jiggins Colorafi & Evans, 2016; Sandelowski, 2000). Re-presentation is “a
straight descriptive summary of the informational contents of data organized in a way that best
fits the data” (Sandelowski, 2000, p. 339). A qualitative descriptive design is suitable when the
researcher is striving to describe phenomenon or to summarize the shared understanding of a
specific experience or words (Sandelowski, 2000).

In qualitative descriptive studies, many researchers choose to conduct individual
interviews using semi-structured questioning techniques as the data collection tool. Using this

technique, the researcher records both the observed and spoken responses to questions using field
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notes and recordings (Yin, 2011). Individual interviews allowed the researcher to engage directly
with the participant which lead to thicker description because the style is more naturalistic. This
means that the structure of the process itself may not be perceived as prescribed as other
qualitative methodologies. (Jiggins Colorafi & Evans, 2016; Kim et al., 2017).

Once data collection was complete, the researcher utilized content analysis to analyze and
re-present the data (Maietta, 2017; Sandelowski, 2000). This allowed the researcher to remain
data-near, or closer to the surface meaning of the data collected, when analyzing and reporting
thick, rich findings (Jiggins Colorafi & Evans, 2016; Sandelowski, 2000; 2010). Content analysis
is a form of data analysis focused on summarizing the information provided from data collection
(Kim et al., 2017). Sandelowski (2000) states that qualitative descriptive research and re-
presentation produces an understanding of an occurrence in language that is relevant to the
situation which leads to authentic data.

Design
Theoretical Framework

The Communication Adaptation Theory (CAT) by Giles and Coupland (1988) was
utilized in this dissertation study, as discussed in Chapter One. Specifically, the labeling
strategies of accommodative, over-accommodative, or under-accommodative (Coupland &
Giles, 1988) influenced the researcher’s categorization of the data collected during the semi-
structured one-on-one interviews. These labeling strategies have been utilized in empirical
studies and have been helpful in categorizing healthcare messages (Ahmed & Bates, 2016; Hehl
& McDonald, 2014; Jones et al., 2007; Lagacé et al., 2012; Scott & Caughlin, 2015).

In this biolinguistic and sociolinguistic theory, Giles and Coupland (1988) posit that

receivers of a message decode the message by evaluating it through their own personal
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understanding of the context. The receiver labels the message as accommodative, over-
accommodative, or under-accommodative, and then evaluates the message as positive or
negative. These three receiver labels were used to direct the analytical process. This led to a
better understanding of how the terms AND and DNR are understood by older adults and if they
were perceived as positive or negative in nature.
Context and Setting

The target population for the study was people aged 65 and older from Pierce County, in
Western Washington State. Pierce County is home to approximately 876,764 people.
Approximately 117,847 of those residents, or 13.4%, are the age of 65 years old or above. In the
United States, 16.0% of residents are age 65 years old or above. Within the county, 66.7% of the
population is white (not Hispanic), 10.9 % Hispanic, 7.19% two or more races, 6.65% black or
African American, 5.92% Asian, 1.51% Hawaiian or Pacific Islander, 0.867% American Indian
or Alaska Native, and 0.255% other races (Data USA, 2019). These numbers can be compared to
the averages of the Unites States which are 60.4% white (not Hispanic), 18.3% Hispanic, 2.7%
two or more races, 13.4% black or African American, 5.9% Asian, 0.2% Hawaiian or Pacific
Islander, and 1.3% American Indian or Alaska Native (United States Census Bureau, 2019). In
Pierce County, approximately 91.2% of the population over 25 years old are high school
graduates, as compared to 87.7% nationwide, and approximately 26% have earned a Bachelor’s
degree or higher, as compared to 31.5% nationwide (United States Census Bureau, 2019). Being
aware of the racial differences and educational differences within Pierce County, the principal
investigator (PI) aimed to recruit participants who were racially representative of the county

while still focusing on the study’s inclusion criteria (Krueger & Casey, 2015). The study
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participants were recruited primarily through a community-based membership program for
people ages 55 and older called Celebrate Seniority located in Pierce County.

The Celebrate Seniority program is sponsored by a larger healthcare organization called
MultiCare Health Systems (MHS) and is not housed in one of the MHS hospitals. The Celebrate
Seniority program offers educational and social opportunities to its members as well as
opportunities to volunteer in the community. Established in 1988, the program volunteers engage
the greater Pierce County area in Western Washington State through a variety of outreach
programs. Examples of roles in which members who volunteer may work are: staff and operate a
thrift shop, tutor children in the school system, provide blood pressure screenings at local senior
centers, and conduct mailings for various departments of the parent organization, to name a few.
For all members, the program provides a variety of educational programs, exercise classes, and
social events throughout the year. While it shares some similarities to a traditional senior center,
Celebrate Seniority is different in that the primary focus of the program is to support successful
aging by engaging older adults in community service as well as social events.

This setting was chosen because its focus is older adults, many of whom volunteer within
the program. According to Krueger and Casey (2015), engaging potential study participants
where they work or volunteer can be an effective way to recruit since the potential study
participants already feel a connection to the organization and/or location. Celebrate Seniority
attracts members from all over the county and is free of charge. Because of the easy membership
application and the cost-free opportunities offered by the program, there are minimal barriers for

membership, which allows for diversity among the study participants.
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Sample

Once institutional review board (IRB) approval was obtained from MultiCare Health
System, the parent organization of Celebrate Seniority, and Villanova University, study
participants were recruited through the volunteer and membership program. Inclusion criteria
were: 1) being age 65 or older, 2) having no terminal illness, 3) be able to speak and understand
English, and 4) being able to attend the interview online. As discussed in Chapter 1, terminal
illness was defined as a medical diagnosis for an illness that will most likely cause death within
six months (U.S. Federal Code, 2019) and for which there is no cure, and chronic illness was
defined as a medical diagnosis for a condition which the patient will have to manage for the
remainder of life (World Health Organization, 2018). A chronic illness has no cure, is not
immediately life ending but is potentially life altering. For this research project, study
participants were asked to self-report the existence of terminal illness.

The literature reviewed identified that study participants close to death may not be
impacted by AND and DNR (Miljkovic et al., 2015). The literature also suggested that it is
currently unknown if older adults understand the meaning of AND and DNR separately (Barnato
& Arnold, 2013; Fairlie, 2015; Fan et al., 2018; Jones et al., 2008; Miljkovic et al., 2015; Patel et
al., 2016; Venneman et al., 2008; Wittmann-Price & Celia, 2010). Studying the perceptions of
older adults who are not close to death allowed for a clearer understanding of how the terms are
perceived.

Recruitment of Participants

An invitation to participate in the study was mailed to 300 Celebrate Seniority members

by Celebrate Seniority (see Appendix A). While Celebrate Seniority has approximately 6000

members throughout Pierce County, Washington State, the program supervisor offered to send
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letters specifically to 300 members. The program supervisor felt that including the article in the
newsletter would generate too much interest and that many members would be denied
participation because of the relatively small number of anticipated participants, possibly causing
upset members. Additionally, the plan had been to distribute flyers to be posted at Grannies’
Attic, the Celebrate Seniority thrift shop, which is next door to the Celebrate Seniority offices,
and in the various meeting rooms (see Appendix B). Because of the Covid-19 pandemic at the
time of recruitment and interviews, this did not happen as both Grannies’ Attic and Celebrate
Seniority were closed to volunteers and the public. The program supervisor acted as a gatekeeper
for the study. According to Creswell (1998), a gatekeeper is someone within a site who can act
as a trusted liaison between the researcher and the potential participants because they have
rapport already established with the potential participants. Recruitment efforts through Celebrate
Seniority resulted in 12 study participants. Potential participants were directed by the gatekeeper,
as well as the recruiting materials, to email or call the researcher for additional information. The
researcher utilized an original Gmail account, EricksonNursingResearch@gmail.com, and a
dedicated cellular phone number for recruitment purposes.

Additionally, the PI incorporated snowball recruitment techniques. Snowball recruitment
occurs when a researcher requests leads or referrals from people who either 1) have agreed to be
in the study, or 2) are familiar with the researcher (Krueger & Casey, 2015; Yin, 2011). This
included posting a recruitment message on the PI’s personal Facebook account and requesting
that the post is shared. The PI also asked participants to share the research opportunity with
people who would also be interested and who met the inclusion criteria. Snowball recruitment
resulted in an addition 12 participants. Once data saturation occurred, recruitment efforts were

ended.
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The recruitment letters and the social media posts invited interested potential study
participants to contact the researcher by email or phone. If an email was received expressing
interest, the PI would call the potential participant back. During the phone call, the PI described
the study and its potential benefit to society, explain the study protocol, and shared that a $20
Fred Meyer gift card would be offered for participating in the study. Fred Meyer is a local
grocery store. If the person continued to be interested in participating, the PI would ask the
potential participant the recruitment questions. If they qualified to participate, the PI set up an
interview time for the participant. Immediately after solidifying a date and time for the interview,
the PI emailed the study participant a confirmation email, including the date and time of the
interview and a Zoom link, and a copy of the consent form (Appendix C) to read prior to the
interview. One day prior to each scheduled interview, the PI called the study participant to
confirm the upcoming interview and to ensure that the participant was comfortable accessing
Zoom. Because of the PI’s familiarity with this program, some study participants were
acquaintances of the researcher.

Data Collection Procedure

The individual interviews occurred on Zoom. Once the study participant had signed on to
the designated Zoom link, the PI introduced the participant to the Research Assistant and
“locked” the Zoom room so that no one else could enter the virtual space. The participant was
asked for permission to record the Zoom interview and, upon receiving permission, the PI
recorded the interview using the Zoom recording feature. Study participants were mailed a $20
gift card to a local grocery store after their participation. If the study participant did not live in an
area where the store chain was located, the PI mailed them a $20 gift card to the store of their

choosing.
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As detailed in the Data Collection Manual Plan and Script (Appendix E) once study
participants are recruited, an interview date was established. Spouses or significant others will be
discouraged from attending an individual interview together in order to prevent one person
deferring to the other when sharing thoughts (Krueger & Casey, 2015). A brief verbal
demographic survey was conducted to collect data on gender, age, race, level of education, and if
the study participant is living alone or with someone. Collection of demographic data was
completed in order to provide general background information regarding the participants. While
the demographic data was not considered during the analysis of the focus group interviews, these
data may influence possible future areas of study because knowing the demographic data may
influence how researchers plan future studies. A list of standardized questions (see Appendix F)
was used by the researcher to initiate and guide the discussion during each semi-structured
individual interview.

Each individual interview was conducted using the list of standardized interview
questions (see Appendix F). Each individual interview lasted 30 to 45 minutes (Loeb et al., 2006;
Twiss, 2010). A research assistant was present during each interview to taking field notes. The PI
trained the research assistant to take field notes using Phillippi and Lauderdale’s (2018) field
note guidelines. The assistant was a Bachelor of Science in Nursing (BSN) student from a local
university who expressed interest in research. The assistant was trained on taking field notes as
well as appropriate demeanor in the individual interview setting. The research assistant was
considered adequately trained when they identified two purposes for field notes, two keys to
interaction with a participant, and three items to record in the field notes.

During the individual interviews, the dialog was recorded using Zoom'’s record feature.

At the start of the interview, the Zoom room was “locked” which meant that no additional people
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would be able to sign into the Zoom call. This ensured privacy was maintained during the
interview. Names were be redacted in the transcription, and each participant was assigned a
pseudonym in the transcription and any subsequent documentation to maintain anonymity (Lin,
2009; Richards & Morse, 2013). In addition to the recordings, the research assistant took field
notes that were used in data analysis as well.

Field notes were used in conjunction with the voice recordings and transcripts during data
collection (Phillippi & Lauderdale, 2018). The field notes focused on documenting the visualized
physical environment of the participant, interactions between the study participant, PI, and
research assistant, the participant’s behaviors during the interview such as body language, facial
expressions, and/or signs of discomfort, any of the recorder’s personal thoughts, and any
questions that may arise (see Appendix G). This information led to richer and thicker data.
Similar to the recording of the research assistant’s personal thoughts, the researcher employed
journaling throughout the study.

The researcher recorded personal thoughts by journaling before and after the recruitment
interactions, before and after the interviews, and intermittently during the analysis process. Any
researcher bias identified in the journaling was addressed during analysis. Journaling by the
researcher is also a helpful tool in ensuring rigor and trustworthiness as will be discussed later in
this chapter (Amankwaa, 2016).

All recordings were transcribed by Same Day Transcriptions, Inc., a professional
transcription service which meets HIPAA compliance standards. The data were electronically
sent to and from the transcription company utilizing their secure and encrypted web-based
services. Upon returning the transcriptions, data was deidentified and pseudonyms were assigned

by the researcher. All transcripts were saved to an external hard drive which was stored in the
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researcher’s locked office (Richards & Morse, 2013). Additionally, any hard copies of the
transcripts were locked in a cabinet in the researcher’s locked office.
Data Management Procedure

Data management, according to Lin (2009), is managing data with regards to “human
subject’s protection, confidentiality, data storage and record keeping, data ownership, and data
sharing” (p. 132). Protection of human subjects will be discussed in a later section. In this
section, confidentiality, data storage, ownership, and sharing will be discussed.

According to Lin (2009), confidentiality entails keeping data containing personal
information of the study participants private. This can be done by removing study participant
names from all notes and transcripts (Lin, 2009). The researcher addressed study participants by
name during the interviews and names were redacted from the transcript to protect the privacy of
the study participants (Lin, 2009). Each participant was assigned a pseudonym in the
transcription and any subsequent dialog to maintain anonymity. A master list of the study
participants’ names and contact information as well as their interview date was maintained for
the purpose of following up for member checking (Krueger & Casey, 2015). All other data was
de-identified by utilizing the study participants’ pseudonyms on all records except the master list.

For data storage, all study materials were stored in a locked cabinet in the researcher’s
locked office (Lin, 2009). Digital information was stored on the researcher’s password-protected
personal computer and password-protected backup drive which was either with the researcher or
in a locked environment at all times, for example in the researcher’s office or at the researcher’s
home. All non-digital study materials will be shredded or destroyed five years after the study has

been completed (Lin, 2009). Digital data will be erased permanently from the researcher’s
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computer and backup drive. Raw data will not be shared, and the researcher will own the data
until it is destroyed.
Data Analysis

Once transcribing was complete, the data was analyzed and transformed into emergent
patterns using In Vivo coding by means of Atlas.ti software (Saldafia, 2016). The approach used
was the Sort and Sift method (Maietta, 2017). Sort and Sift is an iterative approach to qualitative
data analysis during which there are two main cycles: “diving in” and “stepping back”. During
the initial phase, one dives into reading and reviewing the data as well as recognizing similarities
and recording these findings. The second part of the cycle is to step back from the data and to
reflect on it. “Stepping back™ allows the researcher to re-strategize and re-orient to the data. It is
during the “stepping back™ phase that the researcher identifies connections within the data and
reflects using memo writing techniques and diagramming. These two phases occured iteratively
until the researcher determined that the evidence was present to identify and support themes from
the data.

In Vivo coding was used during the “diving in” phase of analysis. In Vivo coding utilizes
the actual words of the study participants in order to capture the essence of the data (Saldana,
2016). In Vivo coding may be confused with NVivo which is the name of a software product
marketed towards qualitative researchers; NVivo, the software, was not utilized in this study. In
Vivo coding uses the actual words of the study participants in the analysis which endorses
authenticity of the analysis. Utilizing the verbatim words of the study participants also ensures
that the analysis remains data-near. In addition to In Vivo coding, provisional coding was

utilized.
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In the provisional coding, predetermined codes are used during data analysis (Saldaiia,
2016). For this study, the CAT labeling strategies of accommodative, over-accommodative, or
under-accommodative (Coupland & Giles, 1988) were the predetermined codes. The In Vivo
codes were considered through the lens of the CAT labeling strategies during the data analysis.
Once In Vivo codes were identified and provisional coding was considered, trustworthiness was
established.
Rigor and Trustworthiness
Trustworthiness

Trustworthiness in qualitative research is the level to which the research is considered to
represent the truth (Amankwaa, 2016). Trustworthiness consists of four elements: credibility,
transferability, dependability, and confirmability (Lincoln & Guba, 1985). In qualitative
research, procedures may be developed in order to establish trustworthiness (Amankwaa, 2016).
The four elements of trustworthiness will be discussed here.
Credibility

Credibility is the confidence that a study has been conducted in a manner consistent with
traditional qualitative studies in a way that was well documented and reliably collected (Cope,
2014). There are multiple ways to confirm credibility, including member checks and journaling
plans (Amankwaa, 2016). For this study, the researcher utilized member checking by emailing
two participants, the research assistant, and a PhD prepared nurse scientist an excel spreadsheet
containing the main themes identified, the labeling strategies of CAT, and an abbreviated initial
analysis. The researcher followed up the email with either and email or a phone discussion
regarding the themes and outcomes. During these interactions, the researcher asked the

participants and resources if the analysis represents the words used during the interviews they
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attended. The researcher also inquired as to whether the study participants had any questions
regarding the process of the study. Responses were recorded in a Word document by the
researcher. The researcher also independently journaled, such as journaling after every interview
as well as after discussions with the research assistant and with the dissertation committee.

In addition to member checking and journaling, the researcher ensured prolonged
engagement and persistent observation as described by Lincoln and Guba (1985). Prolonged
engagement is achieved when the research spends adequate time learning about the participants
and building a rapport with them. This was achieved through multiple interactions with study
participants via phone and email. Persistent observation is taking notice of the various forms of
data, including the spoken words but also body language and interactions. By being a persistent
observer, the researcher used the data to identify what is of consequence to the participants and
therefore the study.

Transferability

The second aspect of trustworthiness is transferability. Transferability is being able to
apply the information learned to other contexts (Amankwaa, 2016). According to Amankwaa
(2016), transferability can be evidenced by providing thick description as well as journaling.
Thick description can be achieved by designing a study with open ended questions in order to
stimulate comprehensive responses, as well as by re-presenting the data collected in a way that
portrays the data as thick and rich. Journaling by the researcher assisted in providing thick
description because the researcher recorded the date of the interview as well as any biases

presented or other information that would enhance analysis.
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Dependability

The third aspect of trustworthiness is dependability. Dependability is evidenced when the
data collected are consistent and stable (Amankwaa, 2016). In qualitative research, results are
very dependent on the environment and therefore may vary because of that, however results may
also overlap (Connelly, 2016). If the data generated from the research are in alignment with the
CAT labeling strategies, this too supports dependability because CAT is an established
communication theory (Coupland & Giles, 1988). To ensure dependability, the researcher
audited field notes, interview transcripts, and journaling in order to creating audit trails. Audit
trails allowed the researcher to ensure authenticity of the data as well as stability of the data
(Amankwaa, 2016).
Confirmability

The fourth aspect of trustworthiness is confirmability. Confirmability demonstrates
consistency in the data, its neutrality, and the repeatability of the data (Connelly, 2016). Using
triangulation of sources may support confirmability in addition to ensuring the existence of thick,
rich data (Amankwaa, 2016; Lincoln & Guba, 1985). The researcher triangulated data from the
participants to determine consistency of the data. Journaling is another way to determine
confirmability, especially after interviews and any perceived significant experience (Amankwaa,
2016). The researcher maintained a journal as discussed previously.
Protection of Human Subjects

Study participation was completely voluntary and informed consent was requested via an
email consent form sent to the participant prior to the scheduled interview. At the start of each
interview, the full consent form was reviewed and verbal consent was obtained as per the IRB

approval. The emailed consent form was 14-point font which is ideal for older adults for reading
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(Bernard et al., 2001). Participants could choose to withdraw from the study at any point without
fear of retribution or untoward consequences. The study posed little physical risk to participants,
but the topic could evoke emotional discomfort for study participants and individuals who do not
qualify for the study. If an individual did not qualify for the study and had concerns regarding the
disqualification, the PI would have encouraged the individual to contact their primary care
provider to discuss the experience and would also have provided information regarding
counseling services. This did not occur. Additionally, at the end of each interview, the researcher
would have provided information regarding counseling services for the participants if the topic
of EOL decision-making results in emotional discomfort. If a participant appeared to be or
voiced experiencing emotional distress during the interview, the researcher offered that they take
a break from the interview. Had a break occurred, Zoom recording would have been paused and
the researcher would have asked the participant to return to the camera in approximately ten
minutes. At that point, the researcher would have asked the participant if they would prefer to
continue or to halt the interview. Two participants were tearful during the interviews, and both
declined to take a break.
Potential Limitations

Three limitations of this study have been identified. These are: 1) the results are not
generalizable; and 2) there may have been possible bias introduced by the PI messaging. First of
all, this study recruitment was conducted in a city in the Pacific Northwest Region of the United
States through an educational and volunteer program focused on older adults named Celebrate
Seniority. Because of the specificity of the location and the population, the results themselves
may not be considered generalizable to other older adult populations (Atieno, 2009). The results

may be used in the future as building blocks for further research but may not directly be applied
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to other populations or settings. In addition to not being generalizable, the PI may have
inadvertently introduced bias into the study.

Secondly, the PI may have introduced unintentional bias into the study through
messaging used in asking the interview questions. Researchers often unknowingly introduce bias
into qualitative studies (Buetow, 2019). This may have influenced the answers generated by
study participants inadvertently. Steps were be taken to prevent unintentionally biased
communication with study participants, such as journaling as discussed in the trustworthiness
section (Amankwaa, 2016). These two potential limitations were expected however did not
detract from the use of qualitative descriptive research methodology to answer the research
question of this study.

Summary

This chapter provided information regarding the methodology of the study which was
conducted with study participants ages 65 and older who were not terminally ill, who spoke and
understood English, and who were able to attend an online one-on-one interview via Zoom. The
participants were recruited utilizing a letter mailed to potential participants and snowball
recruitment techniques, including word of mouth referrals and utilizing social media. The study
explored the perception of older adults regarding the meanings of AND and DNR. One-on-one
semi-structured interviews were conducted through Zoom and results were member-checked for
accuracy. The collected data was analyzed using the “Sort and Sift” method utilizing In Vivo
coding as well as provisional coding considering the labeling strategies of CAT. The research
design, sample, recruitment, data analysis, and trustworthiness described in this chapter support

the purpose of this study.
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Chapter 4: Findings
Introduction

The purpose of this study was to contribute to the body of scientific knowledge by
exploring the perceptions of older adults regarding their perceptions of the end-of-life
terminology Do Not Resuscitate (DNR) as compared to Allow Natural Death (AND). The
research questions posed were:

1) How do older adults (ages 65 and older) who have not been diagnosed as
terminally ill describe their understanding of the terms AND and DNR?

2) Do older adults (ages 65 and older) who have not been diagnosed as terminally ill

indicate a preference for AND or DNR?

Four themes were identified from the data which provide greater insight into how older
adults understand the terms AND and DNR. The four themes are: 1) Control; 2) Emergency vs.
Calm; 3) Communication is Key; and 4) Quality of Life. Additionally, the data provided a
variety of opinions on which term is preferred by the participants with no clear overall
preference identified.

Description of the Sample

For this study, semi-structured interviews were conducted via Zoom with 24 participants.
Of the 24 participants, 91.7% (n 22) were from the Pacific Northwest, with 75% (n 18) residing
specifically in Pierce County, Washington State, and 8.3% (n 2) residing on the East Coast. The
sample was a very highly educated group of people. Of the 24 participants, 95.8% (n 23) had
attended some college, with 50% (n 12) holding a master’s degree or higher. Of the 24
participants, 79.2% (n 19) identified as female, 20.8% (n 5) as male, 50% (n 12) were married,

20.8% (n 5) divorced, 16.7% (n 4) widowed, and 8.3% (n 2) single; 25% (N 6) lived alone
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and 75% (N 18) lived with someone, including a friend, child, or spouse. Additionally, the
sample was not ethnically diverse, consisting of 87.5% (n 21) Caucasian Americans, 4.2% (n 1)
African Americans, 4.2% (n 1) Jewish Americans, and 4.2% (n 1) Hispanic Americans. Ages
of the participants ranged from age 65 to 89, with 25% (n 6) ages 65 to 69, 50% (n 12) ages 70-
74, 12.5% (n 3) ages 75 through 79, 0% in the 80 to 85 range, and 12.5% (n 3) in the 86 to 89
age range (Appendix H).

Analysis of the Data

Once data were collected, the voice recordings were sent to Same Day Transcriptions
through their secure portal. Once the typed transcript was received, the PI reviewed it for
accuracy and also removed all participant names. Using Maietta’s Sift and Sort method (Maietta
et al., 2017), the PI reviewed the data, including the transcripts and the field notes generated by
the RA, using Atlas.ti and identified In Vivo codes. In Vivo codes are derived from the words of
the participants (Saldafia, 2016). Once all of the transcripts were reviewed in the initial diving in
phase, the PI then entered the stepping back phase in which she reflected on the codes identified
and did cursory diagramming of the codes and their quotations (Appendix I).

A second diving in this phase occurred during which the transcripts and field notes were
again reviewed and codes were reconsidered. During this phase the PI condensed some codes,
for example “a more gentle way” and “not as threatening” were merged into the code “a more
peaceful way”, as these codes meant similar things and, for simplicity, it was decided to combine
them into one code. The next step was again to “step back™ for more reflection. During this
phase, the four themes were identified. An Excel spreadsheet was created and utilized during this
process as well. The purpose of the Excel spreadsheet was group like things together in a way

that was simple to navigate. When the themes were identified, the PI emailed the Excel



END-OF-LIFE DECISION-MAKING 56

spreadsheet to the research assistant, a PhD prepared qualitative researcher in nursing, and to two
study participants to ensure credibility of the data. Finally, when preparing to report the data, all
participants were assigned a pseudonym created by the PI.
Research Question One

Four themes emerged that address Research Question One which was “How do older
adults (ages 65 and older) who have not been diagnosed as terminally ill describe their
understanding of the terms AND and DNR?” The four themes are: 1) Control; 2) Emergency vs.

Calm; 3) Communication is Key; and 4) Quality of Life.

Theme One: Control.

Control was overwhelmingly the consistent message from all of the participants
regardless of how they perceived the two terms. According to lone, age 72, “The fact that you
are making the decision for your end of life is the most important thing you can do.” Participants
understood both terms to be something that would communicate their EOL wishes thereby
allowing them some control over how they would die. Participants shared stories and perceptions
that demonstrated the importance of control, explained the value of planning, expressed the wish
to help their families, and what can happen when a person's wishes are not honored.

Many participants discussed the importance of an individual having control with regards
to how they die. Sharleen, a 65-year-old retired RN, sums up control by stating, “And it’s really
not your story, it’s the patient’s story. It’s my story, I want to tell my story my way.” Margot, age
74, echoed this sentiment by stating:

I’m saying I have the right to say I don't want to suffer, I don't want to keep trying when

it may gain me a few days, but those days may not be a quality of life that [ would like to

have.



END-OF-LIFE DECISION-MAKING 57

Losing a loved one is hard, according to Emilie, age 70, but a death may be more peaceful if the
person dying makes that choice. Emilie stated:

I've had some friends with cancer and to allow them to go in their own time, that was

hard on all of the friends. But that was definitely his choice. And we sat around and cried

and those kinds of things, but it was a peaceful passing... I think that that's, sometimes it

makes me sad. Because I would want the person to continue to be in my life because I

love them. But I also think that it is the individual's, the right to choose how much they

want to suffer or endure. And if they have come to the point where there is the end of
wanting to endure, I think that that's good. They need to have that control.
Control appeared to be the core focus of all participants when queried about their understanding
of AND and DNR or how the terms made them feel.

Many of these answers were in response to either: “How does the term DNR make you
feel?” or “How does the term AND make you feel?” For example, 89-year-old Olive stated,
“IDNR] makes me feel that maybe I have some control over my end of life and that no one else
is going to intercede in my wishes.” In response to the questions about how the two EOL terms
made her feel, Esther, age 88, exhibited a need for control when she stated, “I don’t have any
problem with the words themselves, but I would like to be resuscitated. Do not resuscitate, I kind
of place on someone else that wants that, but I don’t.” This want for control led many
participants to discuss wanting to plan ahead for their future.

Many participants approached the idea of control from a planning perspective. For
example, Abe, age 67, shared “And then, I have just a little bit of a control over... my end-of-life

type of occurrences” and also stated:
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But I know everything’s being taken care of. So, I’'m not going to come back and haunt

anybody to make sure it happens. Although I may do it just to piss people off. (laughter)

But no, I just think being open and honest with yourself about what death is and being

prepared for it just shows you, “What am I prepared for college?”” “Am I prepared to have

children?” And I guess sometimes we just don’t get choices in all these matters. And
same way with death too, but, you know, being as prepared as you could possibly be...
Monica, age 71, also expressed the important of being prepared:

But, you know, time marches on and I have my form on my refrigerator should an EMT

or somebody be called to let them know what my decisions are, you know. I don’t want it

left to, you know, a friend, neighbor, or my brother to decide for me. So, I don’t think it’s
any truer. Life is a rollercoaster where you don’t know what it’s going to bring you today
or the next day. So, you know, you might as well be prepared for it.

May, age 73, too reflected on control at EOL being reflected through planning stating,
“People who are very fact oriented would need to have their finances, their medical stuff,
everything in order. And they’d have to know all the ins and outs.” She states that the planning
may also benefit others because the organized and data-oriented person does not “want anybody
else having to deal with it and just a whole number of other things.”

Eve, age 73, shared that AND made her feel “empowered”, and that the planning
component brings her comfort. She reflected on the importance of planning by saying, “I've gone
through preplanning for this. So, it's comforting to know that, but you know, there's a lot of
legalities involved. And so, it's very important that things are in place.”

Margot’s spouse decided to stop pursuing life-extending measures and the result of his

decision was time to plan his services. According to Margo, age 74, “[spouse said] ‘I’ve had it; I
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can't do this anymore.” But then he was--he planned his own funeral and he was very
straightforward with my [child] about what he wanted and very open about what he said.”
Margot expressed that their family benefited from her spouse having the time and control to plan
as it allowed for closure and connection for them all.

Participants also shared wanting control of the situation in order to prevent discomfort for
their families. Adele, age 71, wanted make her wishes clear so that her children would not need
to fight with the healthcare system, stating “I don’t want to get into a push me/pull me with my
doctors or my caregivers for [child] and [child]. They know what I want and I want it. And |
want what [ want especially if it’s we’re near the end, you know.” Eve, age 73, expressed similar
sentiment when she stated, “It wouldn't put my family in a quandary because if you don't have
anything in place, they would be more likely to have the person or have me, resuscitated, and
that could be very, very costly and unnecessary.” Monica, age 71, understood that she may not
be able to control the situation when she is dying and she summed up her ideas about control by
saying “So, you know, we joke about that. And so, for that again, after I’'m gone who cares? I'm
not going to make the decision. But I would like to steer them in that direction. And that’s how
come [’m trying to get things all lined up, so it just makes it easier.” A desire to prevent distress
for their families by making EOL plans was evident in the data. Also in the data, some
participants offered information about what happens then those wishes are not honored.

When a person’s EOL wishes are not respected, participants shared that they felt a lack of
control. Olive, age 89, had experienced an illness during which her family decided to allow
artificial ventilation. She shared this conversation:

‘Why didn't you let me go? Just step on the tube or something like this,” because I was

under the ventilator and all. And [child] says, ‘Mum, we couldn't; you had too much life
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in you. We just couldn't let you go.” So, at that point in time, I felt that I had lost my

power to ask for a natural death.

Olive’s family did finally allow for extubation and Olive was able to breath on her own, but this
is not often the case.

Another participant, 71-year-old Alex, shared that he initiated CPR for his spouse despite
knowing there was a DNR order in place. “I personally knew that; I knew [spouse] had a DNR
order, but I couldn't help myself. I jumped on top of the bed, and on top of her, and I started
doing CPR. And of course, the people crowded around, and the nurses came from the nurse's
station, and were trying to pull me off.” While sharing this experience, Alex appeared to have
anguish over his actions despite his spouse having died well prior to this interview.

The theme of control was central to how participants perceived the meaning of the two
terms, and was evident throughout the data, regardless of if a participant preferred AND, DNR,
or wanted to be resuscitated. Participants wanted to exercise control at end of life by planning
ahead which some felt would alleviate unwanted stress for their loved ones. In addition to
wanting control, the data also showed that participants perceived the terms DNR and AND as
being appropriate for different situations, in particular that DNR is a term used in emergent

situations while AND is reserved for expected deaths.

Theme Two: Emergency versus Calm.

When discussing perceptions of the two terms, participants consistently identified that
DNR was a term used during emergent situations, such as visits to the emergency room, when
there was a "flurry" of activity (Ione, age 72). Rebecca, age 68, stated, “Do Not Resuscitate to

me seems so emergency.” AND was consistently envisioned as “peaceful” (Ione, age 72; Vivian,
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age 66; Mervyn, age 68; Rebecca, age 68), being used in the home setting, and very rarely
associated with care provided in the hospital setting. Marcus, age 77, summed this up, saying:

I have different pictures in my head of those things, you know. I’m a science guy. So, “do

not resuscitate” means there’s a lot of control there for me. So, if I’'m put in a situation |

have a lot of control where the “natural” aspect seems to put it in a different picture
where you’re at home and you’re dying. And you’re going to die in an easy, natural way.

“Do not resuscitate” usually has a picture of me being in a hospital in a particular

situation where there’s lots of things that could happen to me. And I don’t want them to

happen.
For a number of participants, the two terms share the same meaning but belong in the different
settings.

Multiple participants expressed that the term DNR was accompanied by visions of
situations in which there was a lot of activity and tension. Monica, age 71, stated, “I would
assume that most cases DNR refers to hospitalization or maybe, you know, emergency
whatever.” Bev, age 78, stated simply, “DNR kind of has more urgency to it.” According to Ione,
age 72, “Do Not Resuscitate to me feels like there’s some sort of violence going on. Not violence
but flurry, not peaceful. I think that’s a nice term allow natural death. I like it.” Alex, age 71,
shared that “[DNR] always brings up a hospital situation where there's some emergency of life,
risk of death of, like, death. And if you did something, it would save their life, or stop their
dying, prevent them from dying.” Daphne, age 68, shared this image:

To me, when I hear, "Do not resuscitate," what I envision is someone is walking down

the street, they see me collapsed in a pile, my heart is stopped or whatever, or something
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has happened drastically. When they get me to the hospital, tear open my shirt or

whatever, if I’'m dead, do not try to kickstart me back to life. Does that make sense?
Abe, age 67, summarized, “... Do Not Resuscitate is for me more of like a medical term, a
directive for the medical industry.”

For many participants, AND and DNR held similar meanings but were applied in
different settings. For example, Alex, age 71, stated, “So, they're very similar. To me they're very
similar. [ mean, they're different because one is an emergency, an emergent situation. And the
other, it may not be may be, it may be very long-term.” Mervyn, age 68, shared, “I think they're
similar in the end, but I think they're different in probably the setting. That would be my
observations, most likely a setting difference, but not so much an end result.” Similarly, Monica,
age 71, stated, “Do Not Resuscitate ... is more of an emergency thing as opposed to Allow
Natural Death. Either way I think the outcome’s roughly the same.” She explained:

Okay, “allow natural death”. I think that’s used more in an in-home nursing care situation

whereas the “do not resuscitate” might be more of a medical thing like nursing home,

hospitalization. I think that’s the difference, you know, in terms of the context.
Marcus, age 77, said:

But I see one as a situation that Do Not Resuscitate is really, you’ve got an ambulance.

You’ve got people there the doctors and stuff. And you’re saying, “Don’t mess with

me.” And the other one, it’s, you know, I’'m at home. I’'m going to die.

Alex, age 71, shared that the setting and intensity of the situations surrounding the usage of AND
and DNR are simply different when he stated, “[With AND] it could be days, weeks, or months
before they actually succumb to their illness. Whereas [DNR] usually means they're gonna

succumb to their emergency quickly, seven minutes at the most.” Jaclyn, age 74, shared, “[with



END-OF-LIFE DECISION-MAKING 63

DNR] I think of something horrific, like a horrific surgery that went bad or a car accident or
something like that. And [AND] is like a person has lived a long life, ... it’s just a natural
progress for life.” May, age 73, stated:

I mean natural death, you just see someone passing away. When you say do not

resuscitate, you see them in a critical situation with people around them trying to decide

whether to do something, not to do something, what to do, you know. So, it’s maybe a

little more agitated. And the decision process could be a little bit tougher. Natural death |

might see a family member sitting holding a hand. Everybody having said goodbye. And
letting them pass easily.
The data clearly demonstrated that AND and DNR are understood to belong in different settings
by the study participants. Participants also expounded on the feeling associated with the two
terms.

Not only do the terms hold similar meaning but in different contexts for participants, they
also hold similar meanings but different feelings. Mervyn, age 68, shared, “[ DNR is] usually
more stressful I would think and [AND is] a little more natural or a little more relaxed.”
Rebecca, age 68, reflects:

Do Not Resuscitate makes me feel like we've been here before and we've had some real

emergencies, and, kind of, a hypercritical, intense emotional feeling. Allow a natural

death seems to be where it can be, not orchestrated, but allowed to have a more peaceful

[death].

Vivian, age 66, shared that “It seems like when you say, “do not resuscitate,” that seems so much

more final, but when you say just to allow naturally, to me that’s more calming, more peaceful,
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not as threatening, not as life ending I think.” Mervyn, age 68, also shared that the two terms,
while similar, elicit different feelings:

I think if you allow natural death would be more calming I guess, I'll use that word again.

It's more I guess both of them of are kind of matter of fact. | mean you know what the

ultimate end would be. But I think if you allow natural death, it lets you think it lets you

feel like or think that you have more control over the situation. Whereas do not a DNR
is just okay, here we go, you know, this is what we're going to do because I've done this

DNR then here we go. And allow natural death, it would probably be more of a

discussion. I think... about this is what we need to do, this is what we're going to do so

[AND] would probably be more of a discussion versus a “okay, here you go.”

Overall, AND was found to be a more peaceful, gentler term whereas DNR was associated with
emergencies and the flurry and stress that accompanies those situations.

The data showed that participants perceived AND and DNR as being terms with similar
meanings that are used in very different situations. DNR was envisioned as occurring in an
emergency setting where there is a lot of bustling activity and the outcome of DNR is certain
death. AND is envisioned as being utilized in a calmer, gentler, typically home setting where the
dying person may be surrounded by family. Regardless of the term that is used, “communication
is extremely key” (Sharleen, age 65) in order to ensure all players, whether that be family
members, lawyers, or medical professionals, are aware of one’s wishes. Communication is the
next theme identified in this study.

Theme Three: Communication is Key.

The importance of communication resonated in the data. Participants perceived AND and

DNR to be terms used to communicate EOL wishes, and discussed the importance of discussing
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their wishes with family members as well as healthcare professionals. Some participants also
shared situations that occurred as the result of poor communication. Opinions varied as to which
party is responsible to ensure good communication occurs. Most participants felt it was the
responsibility of the individual whose wishes were in question; others felt that doctors, lawyers,
or a person's children should initiate end-of-life discussions. Only one person expressed not
realizing the importance of discussing wishes with anyone other than a medical professional.
Participants often also perceived DNR as more direct than AND. This appealed to some. It was
also identified that DNR is negative in nature which may not allow for open dialogue.

Many participants identified that communication was of utmost importance when making
EOL decisions. That communication could be with family or friends; it could also be with
medical professionals or lawyers. The important thing was that the communication happened to
make one’s wishes known and to ensure the wishes are honored. Jeri, age 73, shared her
experience of a dear friend who was at the end of life:

The doctors stated, “Here's where you as a family have decisions to make and here are

some of the possible outcomes. And we will respect whatever decision you make.” This

positively impacted the experience, And I found that very, very helpful for the wife, for

the children, for us as friends. And it was the need to communicate, not dictate.
For May, age 73, the discussion should occur with family prior to when the decision needs to be
implemented, “because generally when you get to the point of having to make that decision,
you’re not in the best place to be doing it.” Tone, age 72, agreed, stating that EOL wishes should
be:

Communicated very forcefully, especially with older people. Because in the moment, a

son or a daughter, they’re not going to want to let go. They’re not going to want to let go.
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And I think you have to make it very clear to them that this is what you want. This is
your decision, not their decision.

Mervyn, age 68, explained the importance of discussing wishes early in life because of the stress

associated with last minute decisions. He stated:
I think that's a little challenging for you to start to think about then if you haven't ever
even talked about it, or even really thought about... Rather [than] waiting clear till like 20
minutes before it happens, ...and all of a sudden somebody says, “oh, have you ever
thought about what you want to do?” If you never have, it would be harder to make that
decision.

Esther, age 88, explained that loved ones typically want to abide by a person’s wishes, stating:
I think everybody that’s closer to end of life should let those that are closest relatives
know what their desire is so that that can be done, because I’'m sure most people I know
would like to fulfil the wishes of the person that is making the transition.

May, age 73, also felt that wishes should be discussed but encouraged that discussion to happen

for all adults, especially those with children:
And having that EOL discussion or that do not resuscitate discussion isn’t age related
necessarily but we tend to compartmentalize it that way. But anybody who has a family
member who has children needs to have gotten wills into place. They need to have had
somebody who’s going to take over for them. And that person or persons needs to know
what they would want, regardless of age.

End-of-life discussions may not be easy. Sharleen, age 65, explained, “I do have this

conversation with my husband, my family. And they don’t like it. They’re like, ‘why do you

always talk about death?’ I’'m like, ‘because I don’t want to have anyone wondering what I
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want.”” Daphne, age 68, discussed the feelings she had related to specific words, stating “Do Not
Resuscitate is a negative term; you start out with the two terms ‘do not’, so right away, it kind of
puts you on guard like, ‘Okay, there's a do not do this."' Daphne explained that these negative
feelings make it more difficult to have EOL discussions.

Rebecca, age 68, shared that EOL discussions are important because surrogate decision
makers will need to be able to support the dying person’s wishes despite EOL paperwork being
done. She stated, “I think that there needs to be a discussion with whoever you have chosen to
make your decision [so they] understand that they will be, even though you have an [advanced
directive], they will be required to... reiterate [it].” With good communication, Sharleen, age 65,
described that death can be meaningful, stating:

And death could be something that, as people, we come together at the bedside... and we

just talk about what a great life someone’s had. Or what memories you’d like them to

remember of you. I don’t know I think it’s just about having those open-ended
conversations.

One participant expressed surprise at the idea of discussing one’s EOL wishes with
anyone other than healthcare professionals. Nia, age 86, stated, “Well, to be honest, I don't know
if I've had any end-of-life discussions. I probably ought to at my age.” She also stated, “Well,
because I thought these were discussed only with your medical [professionals], and not
necessarily with family.” This statement was an anomaly in the data however reflects the need
for a focus on communication at the end of life.

While most participants discussed the importance of communicating EOL wishes, some
participants shared experiences when those wishes were not honored. For example, Kirk, age 74,

discussed an experience during which the opposite of his spouse’s wishes occurred. Kirk and his
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spouse had worked with an attorney to draw up advance directives. On the way home from the
appointment with the attorney, they stopped at their preferred hospital, dropped of the
documents, and requested the documents be included in their medical records. When Kirk’s
spouse did near the end of their life and was taken to the hospital, there was a flurry of activity,
and his spouse was intubated without his understanding. Kirk shared:
As it later turned out, they had installed the ventilator into my wife at that time. We’re up
in our room, my wife is unconscious, I’'m in shock. And things started to happen. And
there were things I would have expected to happen. But I also expected the hospital to
have looked at my wife’s records and found out that none of this stuff was supposed to
have ever been done. So as a result, she ended up probably being in a lot of pain and
confused and just lingered for six days before she died. That’s the problem I have with
DNRs.
Bev, age 78, also discussed that healthcare providers may not respect a person’s EOL
documents. She stated, “people don't bother to read what you have made a point of putting at
your doctor's office... they just don't read them, and they just go ahead and do whatever; and
that's where I find that a frustrating thing.” These participants shared that they experienced
distress as a result of their wishes not being honored. For healthcare providers, there is also
distress experienced when working with patients nearing the end of their lives.
Sharleen, age 65, and Alex, age 71, both retired healthcare professionals, discussed EOL
decision making from the perspective of the providers. Sharleen, a retired nurse, stated, “I don’t
know that those two terms would have made the conversation different. I think the reality is that

we never spoke to patients in the sense of things aren’t necessarily going to be better.” Sharleen
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also stated, “I think dying patients, nurses tend to avoid them too because it’s uncomfortable.”

Alex, a retired doctor, explained the discomfort experienced by healthcare professionals:

I mean doctors tend to use big words, and fancy words, and they sometimes don't get
down to the level of their patient, and the person, the people they're talking to. I mean,
they're trying to remove themselves from it, so they don't have the emotional
connectivity, so they can remain objective. And many times, when people try to stay
objective, they use defensive words that don't allow touch or feeling, and don't allow a
real clear understanding to the common man.

Sharleen expressed frustration with EOL discussions from the healthcare perspective. She stated:
... I see people that have months, years, and I watch families crumble and decay in the
process and get completely absurd in their thought processes. “Let’s get them a computer
like they have for those people that have cerebral palsy that they can just hit buttons to
communicate with us.” Like they’re 20 liters positive of fluid, they're in renal failure,
heart failure, and no, that computer’s not going to do a whole lot. But we don’t have
those conversations. We actually listen to them.

Sharleen also shared that providers may associate death of a patient with failure. She stated,
Doctors... take it as some kind of failure. I failed you because you died. But if I can make
you live three months longer with chemo I’m going for it because that’s my success
story. And it’s really not your story, it’s the patient’s story. It’s my story, I want to tell
my story my way. So, I think we have to have the conversations with folks.

Healthcare providers may perceive death differently than their patients, creating discomfort or

distress when working with patient nearing death. Participants shared that there was often

uneasiness when discussing EOL wishes with loved ones.
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Many participants also discussed the discomfort or push back that can be experienced
when attempting to have EOL decision making discussions with family members. Eve, age 73,
reflected, “how do you really talk to your family about death, especially if they don't want to
hear it?” Bev, age 78, suggested that, “people are trying to shelter children--and I don't know
where I would even say the age break would be--but I think people try to shelter children from
something that's not good, that's bad.” Similarly, Kate, age 73, shared:

So, I think it's best to have the conversations, but do the right paperwork, too. Because

you know how ugly that can get ... when people don't do it. And I have friends my age

who still won't do that. And I think, "You're not doing your kids any favor, and you're
not, maybe gonna get what you want."
In order to ensure EOL wishes are respected, Maura, age 70, stated “...I would say the [most
important thing discussed is the] conversation about letting other people know what my wishes
are.”

Many participants discussed ideas that can help better EOL communication. Ideas
included utilizing social media, simply discussing the topic of EOL with friends and loved ones,
and incorporating the discussions into the annual Medicare wellness check with a provider.

Adele, age 71, found that social media can be utilized as an instrument of
communication, stating:

But I’'m a big fan of Facebook. I like finding articles that resonate with me. I have a

number that are printed out in our EOL files to remind the [children] that we saw this, or

talked about this, or what all. And so, I do think social media is a great tool.
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Participants also suggested that people could have regular discussions with friends and loved
ones in order to raise awareness of EOL topics as well as their specific wishes. lone, age 72,
stated:
I think actually it should be a topic of discussion with everybody. With friends. If
something comes up, [ mean I know I've said to my friends, “do you have [an advanced
directive]?” You know I think that the more natural the discussion is, the easier I think
people deal with it. More easily people deal with it. Yeah.
Margot, age 74, discussed the importance of honesty by saying, “I think being honest about how
people feel; not just agreeing because you think the person wants you to agree, but being quite
honest about how you feel.” Ione, age 72, suggested that one begins discussed EOL wishes early
in life, stating:
Because you never [know], I mean this is not just an EOL thing, this is a, | mean it’s a
lifelong thing. Anything you can walk out the door today and be faced with that decision.
It’s not just for old people. And I think if that was brought up more to younger people at a
younger age that it was necessary to make wills and necessary to make healthcare
directives, that everybody would just have them. And I think EOL would be more easily
accepted.
Ione also shared that wishes may change, necessitating regular review of wishes:
But it might not be a bad thing to bring up annually because sometimes the person that
you have chosen to make your decisions, that may not be appropriate anymore. They
have moved, you may not like them anymore and want them to make the decision.

Mervyn, age 68, stated:
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I think allowing or learning to use the words that make people feel better I think is

important, or the way that we say things I think is important, versus just saying them I

guess. I think there needs to be some compassion I guess. And it makes you feel more

compassionate in those situations.

When asked when the best time would be to begin addressing EOL decision making,
Adele, age 71, reflected:

I think for most of us of an aging population, it probably does not occur until you begin

to deal with your own aging parent. And then, you begin to have those questions about

yourself and, “What is it I want? What do I want to be different? What do I not want to
put my friends and family through?” And I think that’s at that point when I began having
those conversations with the [children] and kind of paying attention to what people are
doing, so. But I think it’s a really good question, [researcher], that perhaps we should
even be talking with our adult children what that looks like [for them].

In addition to discussing one’s wishes with loved ones and family members, multiple
participants suggested the discussion be part of a person’s annual medical checkup. Ione, age 72,
stated:

I don’t think it would be a bad thing as part of an annual, they now do this Medicare

annual wellness check. And I think it wouldn’t be a bad idea to just [say] do you have

one? And are your choices up to date and still valid? Probably wouldn’t be a bad idea.
Eve, age 73, said:
I could see that on a list of things that as a patient ages or even before they age, where

they're getting close to that, like I said, 60 years old possibly. That it be part of the talk
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that the doctor and the patient has when they do their Medicare evaluation or physical to

bring that up.

Kate, age 73, also shared that a person’s primary provider could be part of the discussion,
stating:

I think at a certain age if the patient doesn't bring it up, the provider should do it... should

ask, "Have you thought about what you want," especially if they know you, and they see

you falling apart piece by piece. And they can guess what the options might look like. I

would, I would hope that they would bring it up.

Marcus, age 77, suggested that providers bring up the topic earlier, stating, “... in a
doctor’s office it should be definitely an educating situation especially Geriatrics, but even
before Geriatrics... I think that by the time you’re 40 you should’ve talked about it, you know.
It’s something you should have a discussion about.” Sharleen, a 65-year-old retired nurse,
discussed the responsibility of healthcare professionals to encourage EOL discussions, stating, “I
think we’re responsible to help people transcend that death doesn’t have to be scary and we can
talk about it, we can be open, we can express our feelings, our fears, our concerns and all that.”
She stated, “I’m not sure I’'m expressing myself right, but I know when I was at the bedside, I
don’t think families always understood do not resuscitate. They thought we were giving up on
patients.”

To help people understand EOL discussions, Alex, age 71, suggested, “I think common terms
should be used. I think as simple and common of a term without being crass, and without being
obtuse, but without being insensitive.” Kate, age 73, reflected a similar thought, stating, “I think
being honest about whatever condition a person might have as that factors into the discussion, to

talk about, not in a gruesome way. But let's talk about what this might look like as the disease
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advances.” The data reflected the importance of communication as well as what happens when
communication is not effective at the end of life. The perception of both AND and DNR was that
they are tools that, when used effectively, can enhance EOL communication. Participants wanted
good communication in order to ensure they experience a good quality of life throughout their

lives.

Theme Four: Quality of Life.

The data showed that participants consider quality of life when they are determining their
EOL wishes. For many people, a good quality of life (QOL) is being able to think, communicate,
and maintain control of their lives. For others, being able to connect with people defines a good
QOL. For one participant, QOL was being able to breathe and take nutrition. Regardless of a
participant’s preference for AND or DNR, QOL was a topic about which participants perceived
as being related to both terms.

Multiple participants shared experiences when a person they knew extended their life
through disease treatment which caused a decline in their perceived QOL. For example, Kate,
age 73, shared, “And in his case, it would have, he would have had a better last two years if he
had stopped his chemo and gotten involved in palliative care. That would have been much better
for him.” Margot, age 74, shared her spouse’s decision to stop medical interventions, thereby
providing their family time to plan and communicate. Margot’s spouse said, “I’ve had it; I can’t
do this anymore.” Margot continued:

But then... he planned his own funeral, and he was very straightforward with my son

about what he wanted and very open about what he said. So, I think, in our family, we try

to be really honest about how we feel about things.

Margot summarized by stating:
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I’m saying I have the right to say I don't want to suffer, I don't want to keep trying when
it may gain me a few days, but those days may not be a quality of life that [ would like to
have.

Olive’s friend had a different experience which, per Olive, age 89, the friend later
regretted, feeling as if she had “put [her spouse] through misery and pain.” Olive shared:

[friend said] “Well, let them keep him living, keep him living.” After he was gone, she

said “[Olive], I made a horrible mistake.” She said, "I put him through misery and pain

that he didn't need to go through knowing that there was very little slim chance that he

would survive for my own wanting to keep him with me." And those types of things, I

think the heroics of the medical profession are at fault.

Daphne, age 68 and the primary caregiver for her mother, stated “a good quality of life
for me is a certain amount of independence, that's pretty important.” Having experienced end of
life from the perspective of a caregiver, Daphne shared candidly:

And it's more of quality as opposed to life itself. As I said, my mother is 94.7 and I don't-

and that's what's hard is because I don't want to be her; I don't want to be the person

who's kind of batty and sitting there in her diapers.

For many participants, a good QOL was one in which decision-making ability was still
present. According to Margot, age 74, “if | have mental clarity and I can interact with people
still, that's a quality of life.” Emilie, age 70, said, “So for me, and this is my big thing, is that my
mind be able to work.” Olive, age 89, stated, ... quality of life is to be able to reflect, to
recognize, and to make a decision, and act upon it.” Jeri agreed, age 73, stating:

For me, personally, mental acuity, and part of my stress on that is my father had

Alzheimer's. He died of Alzheimer's. And probably being somewhat, have a little control
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over myself. Okay. It wouldn't have to be total, but some is what I would personally

want... the point at which somebody has to make a decision for me, then quality of life is

gone.
Bev, age 78, had similar thoughts, stating:

I guess, to me, it's more mental. As long as my mind works, I’m able to speak, I’'m able

to communicate to people; if [ was stuck in a wheelchair, I probably wouldn't be happy

about it, but if I could still do a lot of the things that I like to do--reading, crocheting--
that'd be fine.

A number of participants shared that they would value relationship at end of life. For
example, Jeri, age 73, described a good quality of life as, “one where mentally you are connected
with reality... I mean I can answer it for me, personally, but on a larger sense, most of it has to
do with mental ability, not necessarily physical.” For Daphne, age 68, “still [having] the
community of friends... I think that friends and family, being able to be a part of and knowing
that you're a part of that” held great importance. Olive, age 89, agreed, “Quality of life, to me,
would be able to enjoy your surroundings, able to enjoy personal relationships, and able to find
some aspect of life which you feel you're still contributing.”

For some participants, QOL was explained as both physical and mental wellness. Marcus,
age 77, shared:

I’d like to say that we’re just pragmatic, but [’'m not sure that’s the right word. I’d like to

survive as long as I can on my own. And when end of life comes, I’d like it to be in my

own home and we have enough money to deal with it.

Nia, age 86, voiced:
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Well, to have a good quality of life, you would have to be mentally alert, physically well
and able to navigate on your own, able to take care of your own business, ... just being
able to take care of you and yours.

Jaclyn, age 74, echoed this definition, stating:
I’d say [QOL] would be do things for myself. I don’t want to have to put that on
anybody... which is exactly basically how I live now. So basically, | want what I have
now. | want to be able to care for myself, able to keep my space clean whatever. Be able
to cook for myself.

Abe, age 67 stated that QOL is:
Not needing many outside resources in order to live my life meaning being hooked up to
a machine to be able to breathe. I would be able to pretty much function on my own and
that would define my quality of life without needing constant assistance...

Maura, age 70, discussed advanced directives and the unavoidability of death, stating:
They don’t make me feel great but on the other hand I’ve already actually signed one. So
for me there’s no point in having life if I’'m just going to be not be able to function or
anything else or to be a burden. So for me you know it’s inevitable, for all of us at some
point.

For these participants, quality of life was explained as maintaining the ability to make decisions.
Quality of life varied from individual to individual. For Adele, age 71, QOL is balance.

She explained:
It sounds really woo-woo when I say it, but I look at a lot of things from an energetic

perspective. If I’'m working so hard to heal myself that I’m falling apart in another place,
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then the energy’s off, you know. Finding those ways of being that makes you feel inside

like you’re centered, and you have your balance, and the energy is right.

On the other hand, 88-year-old Esther’s definition of QOL was perhaps the most rudimentary:
“You’re breathing and able to take nutrition...and...let’s see...those two, for sure.” The data
surrounding QOL demonstrated that different people truly have differing ideas of what they
value at the end of their lives.

Research Question Two

Research question two was, “Do older adults (ages 65 and older) who have not been
diagnoses as terminally ill indicate a preference for AND or DNR?” The participant responses
were varied and did not overwhelmingly show a preference as a whole, but many participants did
indicate a preference. Some participants shared that the words were so similar that the use of one
over the other would not impact their decision. Those who did indicate a preference either
preferred the calm, peaceful, collaborative nature of AND or, on the other hand, preferred the
commanding tone of DNR.

For those who felt that use of the different terms would not impact them one way or the
other, it was felt that the terms held similar meaning. Sharleen, age 65, stated, “I don’t know that
those two terms would have made the conversation different.” Maura, age 70, was matter of fact
and stated, “I don’t know that they make me feel all that different, one from the other.” Eve, age
73, expressed similar feelings and stated, “As far as the person who is dying goes, either
sentence is perfectly fine with me, I don't have any qualms about it whatsoever.” For Adele, age

71, the two terms spoke to different sides of her personality. She shared:
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The DNR speaks to my scientific medically inclined side and the ‘allow natural death’
appeals to my woo-woo side. So, you know, for me, it speaks to two sides of that
personality and they’re both saying the same thing, you know. Just let me go.
May, age 73, indicated that for her there was no difference, but she also realized that people are
individual by stating, “So for me it’s not that different. But for some people it would be very
different.” Abe, age 67, reflected on the two terms from the perspective of how they may be
perceived by healthcare professionals and realized they were both instructions. He marveled:
Wow! Boy, that’s a really good question. Well, the impact is for the doctor... on “do not
resuscitate”. The impact on “natural death”? Well, I guess that would be the same too for
the doctor because that’s also a directive in some sort of a way... But wow! They’re both
directive, so I never would’ve thought of that. Yeah. Wow. Huh.
For these participants, there was no preference indicated for AND or for DNR. For others, the
term AND was preferred because of its calm, peaceful sense of acceptance.

As indicated in the discussion of theme two, many people indicated that AND had more
of a sense of calm and peace. Daphne, age 68, even used the term “umbrella of acceptance”
when describing the feeling around the term AND. Daphne’s preference was, “Allow natural
death. That is more of an allowance, it's more of spreading your arms to allow as opposed to ‘do
not.”” Bev, age 78, shared, “I think it would make me calmer, I think it would just let me be at
peace--I think, personally.” Eve, age 73, indicated, “[ AND] would be a nicer way, I think, of
saying ‘Do Not Resuscitate.’ Just let the person pass away peacefully.” Adele, age 71, viewed
the terms through the lens of relationship, stating, “So, I think in terms of developing a

relationship, the all-natural talking about natural death would resonate for me.” Mervyn, age 68,
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indicated that the term could allow for connection, stating, “And allow natural death, it would
probably be more of a discussion I think...” Vivian, age 66, expounded:

Well, I think if you use the terminology to die naturally, it just seems a lot nicer than,

okay, I don’t want to be resuscitated. I don’t want somebody pounding on me, or using

paddles, or that kind of stuff. I mean I think that’s important. It’s a hard process and hard
to go through and you don’t want somebody just throwing those words [DNR] out at you.

I mean if the doctors want to use them I think that’s fine and dandy, but as a patient you

really don’t want to hear that. I think it does make a difference.

These participants preferred the use of AND over DNR in EOL discussions while other
participants wanted the firmer tones associated with DNR.

Some participants preferred the use of DNR because they felt it was a term that would
decisively communicate their wishes. Marcus, age 77, said, “Allow natural death. See, that
wouldn’t be my preference.” For Jeri, age 73, DNR was more of a concrete statement. She
stated, “[with DNR] I would say, ‘Okay, what we're talking about is resuscitation.” We're
keeping the basic elements going or not. I guess I want the data, and [AND] doesn't give me any
data.” Kirk, age 74, viewed DNR as a commandment, stating:

If I would have had both of those options and check a box, I would have still checked

DNR. I think that request requires some degree of forcefulness. Do not [ mean, you’re

commanded, “do not”. The other one “allow”, I think the DNR is a better way to say it.
These participants indicated that DNR had more authoritative qualities than AND. Overall,
preferences for terms were varied and there was not one term that was clearly preferred by this

population in this study.
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Summary

Twenty-four participants aged 65 to 89 participated in one-on-one semi-structured
interviews via Zoom, an online meeting platform. These participants shared their understanding
of the meanings of DNR and AND as well as how the two terms made them feel. The
discussions were honest, open, and at times tearful. Data collected for this study resulted in
identifying four themes, including 1) Control; 2) Emergency vs. Calm; 3) Communication is
Key; and 4) Quality of Life. Participants shared that, regardless of wanting to be resuscitated or
not, they all valued being able to control or influence how they die. Many participants clearly
envisioned DNR being utilized in an emergent setting while they envisioned AND being
employed in a calm, home-like setting. Participants expressed the importance of open
communication with loved ones and medical providers. And finally, participants shared their
personal thoughts on quality of life. The data provided a better understanding of how older adults
who have not been diagnosed with a terminal illness describe their understanding of the terms

AND and DNR as well as a glimpse into their preferences for the terms.
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Chapter 5: Conclusions and Implications

Introduction

When older adults think about death, they often envision a calm setting in which they
drift off to sleep surrounded by their loved ones (Ko et al., 2013; Lindqvist & Tishelman, 2015).
For our aging population, often these end-of-life (EOL) wishes are not communicated with the
people who will make that decision when the person can no longer speak for themselves (Carr &
Khodyakov, 2007; Gawande, 2014; Long-Sutehall et al., 2011). Communication may be key to
ensuring that older adults die in a manner that they wish, and the use of language plays a role in
that process (Callahan, 1993; Gawande, 2014; Institute of Medicine [IOM], 2015). In the 2014
IOM brief entitled Dying in America: Improving Quality and Honoring Individual Preferences
Near the End of Life, it was identified that the public be engaged to identify ways to promote
ongoing and substantive communication about end-of-life (EOL) wishes. The purpose of this
study was to explore the perceptions of older adults regarding the terms of Allow Natural Death
(AND) and Do Not Resuscitate (DNR). Chapter Five provides a discussion regarding the
outcomes of the study, their relationship to the research questions and the review of the
literature, limitations of the study, implications for nursing practice, education, and policy, and
finally, recommendations for future research.
Relationship of Study Findings to the Review of the Literature.
Theme One: Control

The theme of control identified in this study is consistent with the findings of Fan et al.
(2018) in which participants indicated they preferred having more information and knowing the
prognosis for their disease when making EOL decisions. While none of the studies reviewed

specifically called out a need for control, Fan et al. (2018) did query participants regarding a
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desire for more information during EOL scenarios, and the preference for having more
information may indicate a desire for control. In this current study, participants clearly perceived
that having some amount of control over their EOL experience would help them feel more at
peace. Several participants also expressed wanting to make EOL decisions to make the process
of their death less stressful for their loved ones. They perceived that communicating their wishes
could allow for their loved ones to advocate for their wishes with fewer feelings of guilt. Fan et
al. (2018) findings differ from this current study’s because Fan and colleagues found that
participants were significantly more likely to choose AND instead of DNR in response to a
hypothetical EOL scenario whereas participants in this current study indicated that the two terms
have a place in different settings.

This current study’s findings are consistent with recent research focused on advance care
planning (ACP). In a study that explored the perceptions of older adults regarding the ACP
process, Miller et al. (2019) found that participants would like to be actively involved with the
decision-making process to prevent burdening their loved ones and to make their wishes known.
Interestingly, while participants appreciated the information shared during the ACP process by
specially trained healthcare professionals, they were hesitant to actively involve their loved ones
in those conversations despite wanting to spare them from eventual burden at end-of-life.

This current study builds on what is currently known about AND and DNR by further
emphasizing the importance of control during EOL situations for older adults. The participants
consistently expressed a desire to have decision made that were in alignment with their wishes.
In this qualitative dissertation study, participants also expressed that the context of the situation,
whether it be an emergency or an expected death, impacted their understanding of the use of the

EOL terms which resulted in Theme Two: Emergency versus Calm.
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Theme Two: Emergency versus Calm

Theme Two: Emergency versus Calm emphasizes the concept of meaning in context.
Context is the setting in which an event or experience occurs (Merriam-Webster, n.d.).
Overwhelmingly, the study participants identified that AND and DNR elicited thoughts of
different EOL contexts. DNR conjured up images of emergencies and flurries of activity while
AND prompted descriptions of calm, peaceful death. The review of the literature revealed that
there may be a relationship between context and meaning (Fan et al., 2018; Miljkovic et al.,
2015; Patel et al., 2016). For example, in Miljovic et al. (2015) participants were diagnosed with
a terminal illness and did not have a statistically significant preference for either AND or DNR,
whereas Fan et al. (2018) studied health adults and participants were significantly more likely to
agree to end-of-life orders when AND was presented instead of DNR. The ACP literature also
supports the idea of context. In a study that explored how context influenced ACP across four
different outpatient clinic settings, Shaw et al. (2020) found that the disease itself did not
influence a participant’s perception of the ACP process but that a driver for EOL decision
making could be disease burden, or how far a disease has progressed. Results of Shaw et al.
(2020) appear to indicate that being sicker changes how ACP is perceived by patients. These
findings indicate that people’s perceptions of EOL terms may be impacted by the context, or the
setting, of their situation.

The results of this current study are truly striking in how clearly the participants imagined
the words used in different settings. In a review of the AND literature, all but one study
(Miljkovic et al., 2015) utilized hypothetical situations in their studies. In this current study, no
hypothetical situations were introduced and participants were asked: 1) how they perceived the

meaning of the terms, and 2) how the two terms made them feel. The answers captured how



END-OF-LIFE DECISION-MAKING 85

clearly the two terms were envisioned being used in different environments. This differed from
the extant literature in that the AND literature reviewed provided EOL scenarios but did not ask
the participants their perceptions of the verbiage. Not providing a scenario, as was the
methodology in this current qualitative study, allowed the participants to share their perceptions
of how the terms are used independent of a suggested context. Jones et al. (2008) offered the
perspectives of the healthcare providers who indicated that they preferred AND because it
enhanced EOL communications by changing the focus of the conversation to what can be done
for a dying patient and promoted discussion. The themes resulting from Jones et al. (2008) did
not discuss the two terms being associated with different environments.
Theme Three: Communication is Key

In the previous studies that examined the construct of AND and preference for AND
versus DNR, AND was generally considered to be a clearer form of communication than DNR
(Barnato & Arnold, 2013; Fan et al., 2018; Jones et al., 2008; Patel et al., 2016; Fairlie, 2015;
Venneman et al., 2008; Wittmann-Price & Celia, 2010). This varied somewhat from what this
perception-focused study’s data revealed. For the participants who preferred use of DNR, they
perceived the language as being more direct. For those who expressed preference for AND, they
perceived the language to be calmer and more peaceful. Regardless of the terminology preferred,
participants agreed that engaging in communication itself was of great importance. These
findings differ from previous research findings because many of the studies (Barnato & Arnold,
2013; Fairlie, 2015; Fan et al., 2018; Patel et al., 2016; Venneman et al., 2008; Wittmann-Price
& Celia, 2010) utilized scenarios to elicit responses regarding AND and DNR and those
scenarios may have driven the participant responses. This current study asked for participants to

share their perceptions of the terms without assuming a scenario. This is important because there
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was a dearth of information in the extant literature about how older adults perceive EOL
terminology. Without being directly asked about the importance of communication, participants
consistently discussed it. Because of this, the theme of Communication is Key resulted.

While many participants did give indications as to their terminology preference, the
open-ended questions focused more on perception than preference. Many participants in this
current study expressed that people may avoid discussing death and EOL wishes from fear or
discomfort. However, the ACP literature indicates that effective communication can decrease
stress at EOL for patients and their loved ones (Rasmussen et al., 2018). In a communication-
focused study that explored how ACP prior to an intensive care unit (ICU) admission impacted
the experience of patients and their families, Rasmussen et al. (2018) concluded that increased
focus on discussing a person’s care preferences prior to needing hospitalization can improve
patient and family experience in the ICU. Rasmussen et al. (2018) suggested that early
communication decreased stress for patients and loved ones. To decrease fear of death and to
increase conversations regarding EOL, the participants in this current study encouraged engaging
in ways to normalize the discussion of death in society This theme aligns with the
recommendations of the IOM (2014) brief report entitled Dying in America: Improving Quality
and Honoring Individual Preferences Near the End of Life which calls for measures to increase
the awareness of people regarding EOL options and of the needs of dying people and their
support systems.

Theme Four: Quality of Life

While the construct of quality of life (QoL) was not a focus of this study, nor was the

extant literature used to support this study, QoL was a clear theme in this study’s findings. When

study participants were asked how they perceived the terms of AND and DNR, QoL was often
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discussed in relation to their perceptions. Participants explained QoL differently, implying that
the EOL terminology does not exist in a vacuum, or without context. QoL was explained as
everything from “breathing and able to take nutrition” to “balance” to “basically, I want what |
have now”. This, too, supports the theme identified in the AND literature indicating there is a
relationship between context and meaning (Fan et al., 2018; Miljkovic et al., 2015; Patel et al.,
2016) because different people explain QoL differently and thereby have different ideas of how
they would like to die. According to some QoL literature focused on older adults and EOL, QoL
cannot be defined as the same thing for all people and that the measurement of QoL will be
higher if a person’s priorities are considered and honored (Bowling, 2008; Stewart et al., 1999).
The findings of this current study emphasize the importance of the perception of the individual,
how it differs from person to person, and that context influences how a person perceives the
meanings of EOL terms.
Limitations of the Study

There were several limitations in this study, which may have impacted the data quality.
One limitation of this study is that it did not attract a diverse group of people, both educationally
and ethnically. Of the 24 participants, only one did not have any college education.
Additionally, all but three participants identified as Caucasian, with one identifying as African
American, one as Hispanic American, and one as Jewish American. The principal investigator
(PI) intentionally aimed to create a diverse participant pool by asking for referrals of people of
color who might be interested through social media. This request yielded zero participants
despite the post being shared by multiple social media contacts. A subsequent post inviting
potential participants to contact me elicited many contacts. This post was identical to the initial

post but only identified a need for participants to be age 65 or older, not the specific request for
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people of color to participate. A more ethnically and educationally diverse sample may have
provided richer data. This may have been beneficial in that different themes may have been
identified. It may also have generated additional ideas for future research.

Another limitation was that the study may not have drawn participants who were
apprehensive about discussing EOL topics. In the case of this study, the most participants freely
discussed their perceptions of EOL decision making which implies they were not overly hesitant
to participate. The majority shared having previously engaged in conversations about death and
dying. Results of the study may have been different had the participants been reticent to share
their perceptions of AND and DNR. The literature indicates that EOL topics cause distress for
patients, surrogate decision makers, and healthcare professionals (Hinderer, 2012; Rafferty et al.,
2016; Wright et al., 2010). If the participants were averse to discussing EOL concepts, perhaps
the insight gained would help identify why the topic is particularly challenging for so many
people. This data could lead to the generation of new ideas that could impact future interventions
and research. The eventual results of such research could be decreased distress for those involved
with EOL decision.

A third limitation may have been conducting the interviews over Zoom instead of in a
face-to-face setting. Had the interviews been conducted in a common location, such as the
Celebrate Seniority offices, study participants who were not technologically savvy may have
been more willing to participate. While older adults have expressed liking the idea of video
conferencing, many are uncomfortable with computers or express concerns regarding the privacy
and safety of such devices (Moyle et al., 2020; Outila & Kiuru, 2021). Because the interviews
were conducted distantly, the social aspect of meeting in person and promise of coffee and

refreshments were not viable options, and this may have acted as a deterrent for participation
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(Yuan et al., 2016). Additionally, participants were sent gift cards to a local grocery store for
participating. The majority of the study participants did not seem driven by that reward and two
participants requested that their gift cards be given to the Research Assistant. This incentive may
have been more effective if interviews had been done in person.

Implications for Practice

This study presents significant implications for practice for healthcare providers. The
literature tells us that all involved, including nurses and other healthcare professionals,
experience distress during EOL situations (Hinderer, 2012; Rafferty et al., 2016; Wright et al.,
2010). The data in this study shed light on what is important to older adults during EOL
discussions, including control, defining QoL, and good communication. These finding are
consistent with work done in advance care planning as well (Miller et al., 2020; Shaw et al.,
2019). The topic of death may be more normalized in healthcare if openly discussing EOL
thoughts with work peers and other resources in the healthcare setting, perhaps chaplains or
therapists who are on staff to support the bedside staff, is encouraged. Nursing staff may benefit
from participating in educational programs, such as End-of-Life Nursing Education Consortium
(ELNEC) curricula, to increase their comfort in EOL discussions (ELNEC, 2021). These may
decrease the distress experienced by healthcare professionals in EOL situations.

Another implication for practice would be to provide healthcare professionals with a
proficient working knowledge of the terms AND and DNR. Currently, AND is incorporated into
Physician Orders for Life-Sustaining Treatment (POLST) forms in approximately 28 states
(Chen & Azueta, 2017). The data suggest that the two terms are envisioned by older adults as
occurring in different settings. If healthcare professionals are familiar with both terms and how

they are often perceived, they can choose which term to utilize in which setting. The two terms
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could be considered tools in the proverbial toolbox of nurses, doctors, and other providers. Since
both terms are on the POLST in 24 states (Chen & Azueta, 2017), the POLST form could be
utilized by healthcare professionals in both ways, either focusing on AND or DNR depending on
the situation.

According to the American Nurses Association (n.d.), nurses in particular focus on the
human response to health conditions and, because of this, nurses encounter many unique EOL
situations. Having a working understanding of how AND and DNR are perceived by older adults
may enhance nurse-client communications. For example, if a nurse is working with a family who
is very concrete, perhaps they would utilize DNR during EOL discussions. If a nurse is working
with a family that is more emotionally and conversationally driven, the nurse may elicit engaged
discussion from the family by employing the term AND. This family may benefit from using
AND as older adults may perceive it as more peaceful.

Implications for Policy

When considering EOL decision-making policy, it may be beneficial to approach the
topic from the perspectives of control and context. Finding words that can be used in EOL
scenarios, whether it be an emergent or a calm situation, may decrease distress for patients,
surrogate decision makers, and healthcare providers while providing patients more control over
how they die. One way to do this may be to incorporate AND into the POLST forms of more
states. This aligns with the 2014 IOM recommendations to ensure that care delivery is both
person-centered and family-oriented and is enhanced by frequent healthcare professional and
client communication which may ensure that people have control over their dying by supporting

the desired QoL.
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According to the IOM (2014), policy changes are indicated in the payment systems that
contribute the disconnect between people’s needs and the services they are provided. The data
from this current study provides support for that call for policy change. The IOM calls for
incentivizing coordination of care, advance care planning, and shared decision making (IOM,
2014). The data from this current study indicates that older adults would appreciate better
communication and a personalized approach to their needs and wants, including discussion about
what the individual considered good QoL. As more research provides additional information
about EOL decision-making, policy changes may benefit patients, surrogate decision makers,
and healthcare professionals by changing how death is addressed in our society.

Implications for Healthcare Education

The IOM recommended that healthcare education take steps to broaden the knowledge of
all healthcare professionals regarding EOL (2014). The data present some implications for
healthcare education despite not being the topic of the study. The themes of the study inform the
science of how older adults perceive the terms AND and DNR and also provide insight into
preferences regarding EOL decision making language. In healthcare education, students may
benefit from learning that older adults value control when discussing the topic of death, that
individuals have different perceptions of what good QoL is, and that words may carry different
meaning in varied contexts. Similar to the implications for practice, teaching both terms, AND
and DNR, in the classroom setting may provide students with strategies to successfully engage in
EOL discussion with patients, families, and healthcare professionals. Additionally, the data
suggest the importance of shifting societal views of death from “bad” to “natural.” Healthcare
education can impact this by openly and honestly discussing death in the classroom setting and

how the healthcare professionals are impacted by death. Broaching the topic of death from this
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perspective may better prepare new providers for the emotional impact of death in the clinical
setting. The increased awareness may contribute to lessening distress felt by healthcare
professionals in the clinical setting.

Currently, death and dying are taught in a variety of ways in nursing schools. Some
schools integrate it into the curriculum by offering a class on the topic or integrate ELNEC
Undergraduate into their coursework. Other schools are not as deliberate at integrating EOL
content into the nursing classroom setting (Lippe et al., 2018). AND is not being consistently
taught in nursing education. A more consistent approach to EOL nursing education, including the
terminology of AND, may be indicated.

Recommendations for Further Research

As discussed in Chapters One and Two, there is a dearth of empirical evidence focused
on the use of AND in EOL decision making. This current study provides direction for future
research in the area. Further research could include establishing a study to determine how willing
high school educators, parents, and students would be to allow EOL discussions to be part of the
high school curriculum. Many study participants suggested that an increase in education at the
K-12 level related to EOL decision making could lead to a societal shift. Beginning the
discussion of death and EOL decision making at the high school level was recommended. To do
this, study participants recommended integrating EOL content in the curriculum in K-12
education, specifically high school content. Research is needed to gain greater understanding of
how this may be done.

The construct of transition was identified by several study participants and may have
been an emerging theme. Further research could be done to explore how older adults interpret the

word transition when related to death and EOL decision making. The participants suggested that
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transition could be used instead of or in conjunction with AND or DNR. To do this, researchers
may choose to query study participants regarding their perceptions of a variety of EOL terms,
including transition, AND, and DNR, using the Communication Accommodation Theory (CAT)
labeling strategies of accommodative, over-accommodative, and under-accommodative which
informed the analysis of this current study (Coupland & Giles, 1988). The conceptual framework
of CAT was developed by Giles and Coupland (1988) as biolinguistic and psychosocial theory.
CAT may help people understand how communication is altered by the communicator to relay a
certain message and how that message may be understood by the receiver (Giles et al., 1991).
For this study, CAT was taken into consideration during the analysis phase. While the data from
this descriptive qualitative study were not categorized specifically into those categories, CAT
informed the resulting themes. Specifically, participants shared their perceptions of the two EOL
terms presented, and those perceptions informed participants’ indicated preference. For example,
a participant who self-identified as a data-focused person may have perceived AND to be under-
accommodative and DNR as accommodative, and a different participant may have found DNR
over-accommodative because of its direct nature, preferring AND. Additionally, CAT indicates
that all communication happens within a context. The data in this study indicated that AND and
DNR prompt thoughts of different EOL contexts for the participants, one being an emergent
setting and one being a calmer environment. Continued use of CAT concepts in EOL research
may be beneficial to better understanding of how EOL terms are perceived.

Next, research on AND terminology continues to be lacking in the literature. Additional
qualitative and quantitative studies focused on perception of the term AND may develop a richer
and deeper understanding as to how the terms are understood by participants. Replication of this

current study in different geographical locations and with ethnically and educationally diverse
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older adults, as well as healthcare providers, can contribute to the state of the knowledge, as
could reexamining the data or replicating this study focused on how faith influences one’s
perception of AND and DNR.

Finally, while this study exhibited that participants envision AND and DNR being used in
different contexts, more research is indicated to determine if use of AND in emergent settings,
regardless of if the patient has an advanced directive or not, may result in calmer experiences for
patients, loved ones, and healthcare providers. The review of the literature indicated that AND
may be perceived as clearer by patients, surrogates, and providers (Barnato & Arnold, 2013; Fan
et al., 2018; Jones et al., 2008; Patel et al., 2016; Fairlie, 2015; Venneman et al., 2008;
Wittmann-Price & Celia, 2010). Utilizing AND terminology during actual EOL scenarios in the
emergency department setting may provide evidence that AND could result in reduced stress for
all involved with the process. These research topics paired with a focus on increasing diversity of
participants, both in ethnicity and educational level, may bring to light information that will
further impact nursing practice, nursing education, and policy.

Summary

This qualitative descriptive study explored the perceptions of older adults regarding the
terms Allow Natural Death and Do Not Resuscitate. The data provided rich description about
how older adults understand these two terms and if they prefer one term over the other. In
practice, healthcare professionals may be better prepared to have EOL conversations if they are
familiar with both terms, AND and DNR, because they could choose which terms would be most
appropriate for specific situations. To support this, healthcare education can incorporate both
terms into curricula to increase awareness of the terms. When considering policy implications of

this research, approaching EOL conversations from the perspective of control may help
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healthcare professionals to empower patients and family members to make informed EOL
decisions. The data also produced ideas for future research, including introducing EOL
discussions into high school curriculums, and exploring the use of the word “transition” in EOL
discussions. Conducting this research should include a focus on eliciting data from a wide
variety of people, ethnically and educationally, to better understand the impact of the topic on a
wider array of people. Because the topic of AND remains underexamined in the literature,
further studies may provide greater insight into how to best communicate with older adults

during EOL decision making situations.
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Appendix A: Recruitment Article

Research Participation Opportunity!

By Jodi Erickson, MSN RN

Do you have something you would like to say about how people die? Have you
ever wanted to participate in research but have not had a local opportunity to do
so? Well, this may be your opportunity. Jodi Erickson, a nurse at MultiCare Good
Samaritan Hospital and faculty at the Pacific Lutheran University School of
Nursing, is conducting a qualitative research study this spring as part of the
requirements for her PhD through Villanova University. The purpose of the study
is to explore the perceptions of older adults regarding terms used during end-of-life
decision making conversations. There is no risk to you in participating yet your
involvement may influence how end-of-life decision making is discussed in the
future. Additionally, all participants will receive a $20 gift card for Fred Meyer as

a thank you for their time and insight.

If you are interested in participating and if you meet the following criteria:
1) being age 65 or older,

2) having no terminal illness,
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3) being able to speak and understand English, and
4) being able to attend an interview online,

please email Jodi at EricksonNursingResearch@gmail.com or call her at

If you qualify, you will be scheduled to participate in a one-to-one interview online

with Jodi. The interview will last approximately 60-90 minutes.

If you have any questions, please do not hesitate to contact Jodi. Thank you in

advance for participating in this important research!
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Appendix B: Recruitment Flyer

Research Participation Opportunity!

Topic: End-of-Life Decision Making Terminology

When: Fall 2020

Where: An online Zoom interview

What: One-on-one interview exploring the perceptions of older

adults regarding end-of-life decision making terminology

If you are interested in participating and if you meet the

following criteria:
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1) being age 65 or older,

2) having no terminal illness,

3) being able to speak and understand English, and
3) being able to attend the interview online,

please email the researcher at EricksonNursingResearch@gmail.com

or call her at

MultiCare A3
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Appendix C: Informed Consent

MultiCare A3

Institutional Review Board
Appraved: 06/09/2020
Expires: No Expiration Date

Consent for Participation in a Human Research Study

Title of research study: How Older Adults Perceive the Meaning of “Allow Natural
Death”

Investigator: Jodi Erickson, MSN RN CNL
Doctoral (PhD) Student

Villanova University
M. Louise Fitzpatrick College of Nursing
Phone:

e-mail: jerick02 @ villanova.edu or
EricksonNursingResearch @ gmail.com

Supervising Professor: Mary Ann Cantrell, PhD, RN, CNE, ANEF FAAN
Professor, Director PhD Program

Villanova University
M. Louise Fitzpatrick College of Nursing
Phone: (610) 519-6829

e-mail: mary.ann.cantrell @villanova.edu

Key Information:

This is a study about how older adults understand end-of-life decision making terminology.
Individual interviews will happen over the internet and you will be asked to take part in an
interview. The interview will last about 60-90 minutes. You will be asked questions about

yourself prior to the start of the interview. No major risks have been identified relating to this
study.

Why am I being invited to take part in a research study?

You are invited to take part in this study because you are: 1) age 65 or older, 2) have no terminal
illness, 3) able to speak and understand English, and 4) able to attend the interview online.
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What should I know about a research study?

The researcher will explain this research study to you.

Whether or not you take part is up to you.

You can choose not to take part.

You can agree to take part and later change your mind.

Your decision will not be held against you.

You can ask all the questions you want before you decide.

You can know that we are committed to best practices for safety and the well-being of
all participants.

Who can I talk to?

If you have questions, concerns, or think the research has hurt you, contact the researcher at
or jerick02 @ villanova.edu, or the supervising professor at (610) 519-6829 or
mary.ann.cantrell @ villanova.edu.

This research is approved by an Institutional Review Board (IRB). You can contact the IRB
office at (253) 403-3877 or IRB@MultiCare.org if:

Your questions or concerns are not being answered by the research team.

You cannot reach the research team.

You want to talk to someone besides the research team.

You have questions about your rights as a research participant.

You want to get information or provide input about this research.

You feel you have been injured or harmed while participating in this research.

Why is this research being done?

The goal of this research is to better understand how end-of-life decision making words are
understood by older adults. By gaining a better understanding of these thoughts, better ways of
communicating regarding death may be identified.

How long will the research last?
The interview will last about 60-90 minutes.

How many people will be studied?
About twenty people will take in this research.

What happens if I say yes, I want to be in this research?

If you take part in this research, the researcher will contact you to set up a time for a one-on-one
interview. The interview will take place online during Summer 2020. You will receive a link to
an online video meeting program. The interview will last about 60-90 minutes. It will consist of
you, the researcher, and a research assistant who will help with taking notes and recording. The
interview will be recorded and then written up. Your private information will be removed from
the recording and transcription. At the beginning of the meeting, the researcher will ask you
simple questions about yourself, including your gender, age, ethnicity, level of education, marital
status, and if the you are living alone or with someone. At the end of the interview, you will be
sent a $20 gift card to Fred Meyer.
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Once MultiCare discloses your health information, the recipient may re-disclose the information, and privacy laws
may no longer protect your information. Federal and state laws may forbid sharing information about substance use
disorders, sexually transmitted diseases, or mental health information without consent of the patient.

I understand I do not have to provide this authorization in order to get healthcare benefits (treatment, payment, or
enrollment); however, I do have to give authorization when the purpose of health care services or research
participation is to create health care information for a third party.

I understand I may be charged a fee for the copies. Cost information may be obtained by calling one of the phone
number listed below.

REVOCATION OF CONSENT

You may revoke (take back) this authorization for the collection and use of information about you by informing your
investigator in writing at jerick02 @villanova.edu or EricksonNursingResearch@ gmail.com. You may call one of the
departments listed or obtain the hospital address under Health Information Management (Medical Records) Locations
on https://www.multicare.org/medical records. If you withdraw from the study or if you revoke your authorization for
the collection and use of information about you, your participation in the study will end and the study personnel will
stop collecting information from you. The study team will need to keep and use any research results that have already
been collected. The study team must do this to comply with its legal obligations and to maintain the scientific integrity
of the study.

Purpose of Disclosure: [d Research Study

Information may be disclosed by:
This request is for the medical records related to care provided at the following locations: Please select a box.

Puget Sound Hospitals and Clinics:
[ Celebrate Seniority

Information may be disclosed to:
Name/Facility: MultiCare Institute for Research & Innovation

Phone:
Fax:
Address:
Information to be disclosed: (Dates of Service and/or Conditions Treated)
Select type(s) of information that may be disclosed.
Routine Medical Records Sets -------- OR Specific Medical Records Documents Only
[ Clinic Records (Includes: Office Visit, [ Discharge Summary/Note [ Pathology Report
Laboratory, Radiology, Medical Record, 1 Emergency Report [ Progress Notes/Clinic Notes
Immunization Record) [ Laboratory Report [ Radiology Report
[ Hospital Records (Includes: History and [ History and Physical [J Radiology Images / Films
Physical, Discharge Summary, Operative Report, ] Immunization Record [ Rehab Therapy (PT/OT/ST)
Consultations, Emergency, Laboratory, [J Nursing Notes (1 Other (Please specify)

Radiology) [ Medication Notes

[ Billing Records [ Operative Report
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Appendix D: Data Collection Manual: Script and Plan
Data Collection Manual:
Script and Plan
Principal Researcher: Jodi Erickson, BA MSN RN CNL
Contact Information:
Study Name: How Older Adults Understand the Meaning of Allow Natural Death

Study Purpose: The purpose of this research is to gain a better understanding of how end-of-life decision

making terminology is perceived by older adults. By gaining a better understanding of these perceptions, more
effective ways of communicating regarding end-of-life decision making may be identified through further

research.

Inclusion Criteria: 1) age 65 or older, 2) having no terminal illness, 3) being able to speak and
understand English, and 4) being able to attend the interview online.
Data Collection Procedure
1. A recruitment letter will be sent to 300 potential participants by MultiCare Celebrate
Seniority. A social media post will be made as well. The letter and post will include
general information regarding the study, including:
a. Purpose of Study
b. Inclusion Criteria
c. How to Participate
d. PI Contact Information
2. When potential participants contact the PI via email or telephone, the PI will conduct a
screening to ensure the participants meet the inclusion criteria.

3. Screening Tool Script:
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a. “Thank you for your interest in this study. Is it okay if [ ask you some questions
regarding your health?”

b. Proceed with screening questionnaire if answer is yes. If answer is no, ask if one
can answer any questions in order to proceed. If answer continues to be no, thank
the person for their time and provide contact info of PI.

c. Complete screening tool.

d. If answers to questions 1-3 are YES, the answer to question 4 is NO, state “You
meet the criteria to participate in this study and we would really appreciate your
participation. Participation is purely voluntary and you may change your mind at
any time.” Continue to step 3e.

e. If apotential participant meets the criteria, a mutually agreed upon time will be
identified. The consent form will be emailed to the participant immediately after
the screening call. The form will be reviewed during the interview and verbal
approval will be obtained.

f. Provide participant with PI’s contact information and state “Thank you so much
for your time (name). We look forward to seeing you again at the interview on
(date and time). You will receive a reminder call a day or two prior to your focus
group interview date. If you have any questions or concerns prior to that, feel free
to contact Jodi by phone or email. Thanks again!”

4. One to two days prior to each interview, the PI will call the participant scheduled for that
interview and state, “This is Jodi Erickson, the nurse researcher who will conducting the
interview for which you are signed up. I just wanted to remind you that you will be

participating on (date) at (time). Can we expect to see you there?... Thank you so much
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for your time!” If there is no answer, the PI will leave a message stating, “This is Jodi
Erickson, the nurse researcher who will conducting the interview for which you are
signed up. I just wanted to remind you that you will be participating on (date) at (time)
via Zoom. If you have any questions, please feel free to contact me at (cell number).
Thank you so much for your time. I look forward to speaking with you on (day of the
week)!”

5. On the day of each one-on-one interview, the PI and RA will log on the Zoom meeting
approximately ten minutes prior to the scheduled interview. Attire for PI and RA will be
business casual, for example black slacks and a modest blouse. The PI and RA will
discuss specifics about the interview and ready themselves for the interview.

6. At scheduled time, PI will invite the participant into the Zoom meeting from the virtual
waiting room. The PI will then “lock” the Zoom meeting. Lock is a security option
through Zoom which prevents additional people from entering the Zoom meeting. PI will
state:

a. “Thank you all for coming and participating in this interview.”

b. “My name is Jodi Erickson and I am the nurse researcher conducting this
interview as part of my dissertation work at Villanova University. This is [RA’s
name] and they are a nursing student at Pacific Lutheran University.”

c. “I’ll be conducting the interview and [RA’s name] will be assisting me by taking
notes and helping with any other needs that arise.”

d. “Is it okay if I begin recording using the Zoom recording feature now?”

e. “When you signed up for this, you were emailed a consent form. Is it okay if we

review the consent form at this time?” Once consent is reviewed and the
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participant gives recorded verbal consent, state, “Just as a reminder, your
participation is completely voluntary. If at any time you are feeling uncomfortable
or would like to end your participation, please just let me know. If that happens,
we’ll take a small break.”
f.  “Additionally, I want to assure you that although we’ll use your name in this
interview, your name will be removed from the transcripts to ensure your privacy.
Any documents or recordings related to this study will be kept in a locked cabinet
in my locked office until five years after the study is complete at which time they
will be destroyed.”
g. “Today’s interview will last approximately 45 to 60 minutes. Does you have any
questions?”
7. PI will commence with interview questions (Appendix F). The RA will take field notes.
8. At end of the interview, PI will thank the participant for their participation, will field any
questions, and will inform the participant that a Fred Meyer gift card will be mailed to

them within a week. The Zoom recording will be stopped.
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Appendix E: Semi-Structured Interview Questions

Semi-structure questions

Rationale

“In the context of end-of-life decision-
making, when you hear the term ‘Do Not
Resuscitate’, what do the words mean to

you?”’

Explore the meaning of DNR

“In the context of end-of-life decision-
making, when you hear the term ‘Do Not
Resuscitate’, how does this make you

feel?”

Explore the emotions related to DNR

“In the context of end-of-life decision-
making, when you hear the term ‘Allow
Natural Death’, what do the words mean

to you?”

Explore the meaning of AND

“In the context of end-of-life decision-
making, when you hear the term ‘Allow
Natural Death’, how does this make you

feel?”

Explore the emotions related to AND

Wrap up question: What do you consider
to be the most important question

discussed?

Allows for closure and help the researcher
know “where participants place
importance.” (Krueger & Casey, 2015, p.

146)
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Appendix F: Field Notes
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Appendix G: Demographic Information of Study Participants
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Table 1

Variable Categories n %

Gender Female 19 79.2%
Male 5 20.8%

Age 65-69 6 25%
70-74 12 50%
75-79 3 12.5%
80-84 0 0%
85-89 3 12.5%

Ethnicity Caucasian 21 87.5%
African American 1 4.2%
Hispanic American 1 4.2%
Jewish American 1 4.2%

Education High School Diploma 1 4.2%
Some College 4 16.7%
Two Year Degree 1 4.2%
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Marital Status

Living Situation

Region

Bachelor’s Degree
Master’s Degree

Doctoral Degree

Married
Divorced
Widowed

Single

Alone

With Someone

Pacific Northwest

East Coast

12

18

22

25%

37.5%

12.5%

50%

20.8%

16.7%

8.3%

25%

75%

91.7%

8.3%

129
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Appendix G: Diagram of Participant 19 Quotations and Codes

Communicatio
n is Extremely...
i
:

It wasn't like
you had to - |
mean you were Help
just defending [*----* somebody else
what they had
already put in
writing, fir...

I think a lot of
people don't
realize that they're [«»
too different forms
that you can
actually fill ou...

Confused

. 1 just think
those decisions
need to be made
way, way ahead of
time. When you're
at that point, it's...

¥

prolong your life.

They're
frightening.
They're scary, but
I've been through
that so | know. |
did that with my
father,...

It seems like
when you say, “do
not resuscitate,”
that seems so
much more final,
but when you say
u...

;
Difference
between AND

and DNR

¥
Isn’t that where
they still - do they
still keep you -1
guess | don't
know. | assume it
Just means...

My time is up. [
......... .+ It's time to go,
time to move on.

N Well, | think if
you use the
terminology to die
naturally, it just
seems a lot nicer
than, okay, | d...
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Just Let Me...





