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Esther Renee Smith-Howell
END-OF-LIFE DECISION-MAKING AMONG AFRICAN AMERICANS WITH SERIOUS
ILLNESS
African Americans’ tendency to choose life-prolonging treatments (LPT) over

comfort focused care (CFC) at end-of-life is well documented but poorly understood.
There is minimal knowledge about African American (AA) perceptions of decisions to
continue or discontinue LPT. The purpose of this study was to examine AA family
members’ perceptions of factors that influenced end-of-life care decision-making for a
relative who recently died from serious illness. A conceptual framework informed by the
literature and the Ottawa Decision Support Framework was developed to guide this
study. A retrospective, mixed methods design combined quantitative and qualitative
descriptive approaches. Forty-nine bereaved AA family members of AA decedents with
serious illness who died between 2 to 6 months prior to enrollment participated in a one-
time telephone interview. Outcomes examined include end-of-life treatment decision,
decision regret, and decisional conflict. Quantitative data were analyzed using
descriptive statistics, independent-sample t-tests, Mann-Whitney U tests, chi-square
tests, Spearman and Pearson correlations, and linear and logistic regressions.
Qualitative data were analyzed using content analysis and qualitative descriptive
methods. Family members’ decisional conflict scores were negatively correlated with
their quality of general communication (rs = -.503, p = .000) and end-of-life
communication scores (rs = -.414, p =.003). There was a significant difference in
decisional regret scores between family members of decedents who received CFC
versus those who received LPT (p =.030). Family members’ quality of general
communication (p = .030) and end-of-life communication (p = .014) were significant
predictors of family members’ decisional conflict scores. Qualitative themes related to
AA family members’ experiences in end-of-life decision-making included understanding
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feeling prepared or unprepared for death), relationships with healthcare providers (e.qg.,
being shown care, distrust) and the quality of communication (e.g., being informed,
openness, and inadequate information). Additional qualitative themes were related to
perceptions of the decision to continue LPT (e.g., a lack of understanding, believe will
benefit) or discontinue LPT (e.g., patient preferences, desire to prevent suffering). In
conclusion, this study generated new knowledge of the factors that influenced AA
bereaved family members’ end-of-life decision-making for decedents with serious

illnesses. Directions for future research were identified.

Susan E. Hickman, PhD, Co-Chair

Susan M. Rawl, PhD, RN, FAAN, Co-Chair
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Chapter One
Background and Significance
Leading Causes of Death among African Americans

The medical technological advancements of the 215 century have changed the
living and dying processes of Americans?. Individuals enjoy longer lifespans due to the
eradication of communicable disease like polio and smallpox but then suffer age-related
serious illnesses such as heart disease, stroke, and cancer'3. The leading three causes
of death for African Americans (AA) are heart diseases, cerebrovascular diseases (i.e.,
stroke), and cancer. African Americans suffer higher mortality rates than all other racial
and ethnic groups from these conditions*®.

Comfort-focused Care may Benefit African Americans at End-of-life

Medical technological advancements offer myriad treatments for patients with
serious illnesses, which complicates healthcare decision-making for these patients and
their families®. Patients and family members must choose between different goals of
care, which are determined based on patients’ stages of disease, treatment options, and
treatment outcomes. Goals of care include continuing life-prolonging treatment (LPT) or
transitioning to comfort-focused care (CFC)®. Goals of care may change as patients’
conditions change, which makes decision-making difficult for individuals with serious
illnesses and their families®. When cure or life prolongation is unachievable, it is
appropriate for patients, family members, and healthcare providers (HCP) to consider
the option of CFC.

CFC is end-of-life (EOL) treatment with the goals of alleviating the patients’ pain
and suffering during the course of advanced illness, and preserving quality of life by
foregoing life-prolonging measures. Hospice (See Table 1), a form of CFC, is
recommended as the best available care for dying patients’. CFC is associated with
several positive patient and family member outcomes®. Patients who choose CFC at
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EOL have better symptom management, higher quality of life, and may even survive
longer than patients who receive life-prolonging treatments (LPT)%*!. Caregivers of
patients who choose CFC at EOL experience better quality of life, self-reported health,
physical functioning, and mental health®. Additionally, caregivers of patients who receive
CFC are better prepared for the patient’'s death and feel less regret than caregivers of
patients who receive LPT at EOL%?,
African Americans Underuse Comfort-focused Care

Given the many benefits of CFC, it is likely that many AAs with serious illness
could benefit from this type of EOL care. However, AAs tend to choose LPT instead,
despite a small chance of cure!?%. Indeed, AAs represented only 8.5% of all hospice
enrollees in 2011, even though they made up 13.6% of the total U.S. population'”18,
AAs’ tendency to choose LPT over CFC at EOL is well documented but poorly
understood!?1%1° Furthermore, there remains a lack of knowledge about AA decisions
to continue or discontinue LPT. Evidence suggests the factors that affect AA EOL
decision-making are multifaceted. These factors include patient and family member
characteristics, as well as the interaction between patients, family members, and HCPs.
Communication is a critical component underlying these factors?2%:21,
Importance of Communication Near the End-of-Life

To date, much of the research in palliative and EOL care has been conducted in
cancer patient populations'?22% including EOL communication research?*. Since the
breadth of our knowledge about palliative and EOL care is rooted in cancer care, it is
reasonable to use existing empirical evidence related to cancer care to better
understand palliative and EOL care in the context of other serious illnesses. Therefore,
discussion regarding patient-family member-provider communication will focus on
communication within the context of cancer care, since we have extensive knowledge
pertaining to communication in this area of healthcare.
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Communication within the context of cancer care is particularly complicated
because patients and family members make decisions in the context of an illness that is
both life threatening and, in some cases, curable?*. Cancer care involves multiple HCPs
from different medical specialties, disciplines, and multiple treatment decisions over
time. Furthermore, cancer care often involves periods of uncertainty during and after
treatment is completed, which is anxiety-provoking for patients and family members?+2°,
Effective patient-family member-provider communication can help patients and family
members to receive bad news, cope with the emotions of a life-threatening iliness, as
well as understand and remember complicated information. Cancer patients and their
family members must also be able to communicate with multiple HCPs effectively,
understand prognosis, and manage uncertainty while sustaining hope. Furthermore,
patients and family members must build trusting relationships with HCPs, make
treatment decisions, and embrace health-promoting behaviors, all of which require
effective patient-centered communication?*,

Patient-centered communication ideally involves eliciting and understanding
patient and family member perspectives, as well as understanding patients and family
members within their own psychosocial context?®. Additionally, it requires patients,
family members, and HCPs to attain a shared understanding of the problem and develop
a treatment plan that is congruent with patient and family member values. Lastly,
patient-centered communication requires HCPs to share authority and responsibility in
healthcare with patients and family members by involving them in decisions as much as
they desire?’.

Importance of Family Member Involvement. Communication is a central
component of family member-centered care?. Family member-centered care is an
approach to the planning, delivery, and evaluation of healthcare that is grounded in
mutually beneficial partnerships among HCPs, patients, and family members?®. Family
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members play an integral role in EOL decision-making®°, especially among AA
patients?%3133, AA patients prefer family member-centered care?°31-33 where family
members, caregivers, and friends (e.g., fictive kin) are actively involved in medical
decision-making, participate in discussions about options, and give feedback about
decisions®#34,

Family member involvement in EOL treatment decisions is also important
because dying patients discuss their EOL treatment preferences with family members
more often than with their physicians.® Although evidence suggests that family
members and physicians are inaccurate judges of patients’ true EOL treatment
preferences®*38, family members tend to be more accurate than physicians®. In fact,
one study found that as few as 3% of hospitalized elderly, seriously ill patients discussed
their preferences regarding LPT with physicians while they were still able to express
preferences, so family members may be the only source of information about patients’
preferences*®#!, Nearly half of all patients lose decision-making capacity prior to death
because they are too ill**243, Patients’ inability to communicate their preferences at EOL
makes family members particularly important in decision-making because EOL
decisions, such as withholding LPT, are often collaborative family member-provider
decisions?444:4°,

Although communication is a key clinical skill for HCPs,?°?* many patients and
their family members continue to experience poor communication with HCPs about
treatments at EOL3244¢, Physicians’ often fail to include family members in discussions
about initiating CFC or discontinuing LPT, which can cause emotional distress for AA
patients and family members34. Enhancing EOL discussions and improving
understanding of EOL decision-making among patients with serious illnesses and their
family members is essential to provide family member-centered care at EOL3*4'. In
order to develop interventions to improve AA decision-making at EOL, it is essential to
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better understand AA perceptions of the decisions to continue or discontinue LPT, as
well as identify factors that contribute to EOL decision-making.
Purpose

The purpose of this study was to examine AA family members’ perceptions of the
factors that influenced EOL care decision-making for a relative who recently died with
serious illness. A conceptual framework, informed by the literature and the Ottawa
Decision Support Framework (ODSF), was developed to guide this study. Outcomes
examined include EOL treatment decision, decision regret, and decisional conflict*8-52,
This study employed a mixed methods design, which included standardized surveys and
a semi-structured interview with bereaved AA family members of decedents with serious
illness who died between 2 to 6 months ago.

Specific Aims

Aim 1. Describe African American bereaved family members’ perceptions of the
decision to continue or discontinue life-prolonging treatment at the end-of-life.
Aim 2. Examine relationships among decedents’ characteristics, bereaved family
members' characteristics, quality of communication, end-of-life treatment decision, and
decision outcomes.

Research question 2a. What are the relationships between decedents’

characteristics and: 1) quality of communication; 2) end-of-life treatment decision;

and 3) decision outcomes?

Research question 2b. What are the relationships between bereaved family

members’ characteristics and: 1) quality of communication; 2) end-of-life

treatment decision; and 3) decision outcomes?

Research question 2c. What are the relationships among family members’

guality of communication and decision outcomes?



Research question 2d. Are there differences in decision outcomes by end-of-

life treatment decision?

Research question 2e. Are there differences in quality of communication by

end-of-life treatment decision?

Research question 2f. What antecedent and mediator variables in the

conceptual model predict end-of-life treatment decision?

Research question 2g. What antecedent and mediator variables in the

conceptual model predict decision outcomes?

Aim 3. Describe African American bereaved family members’ experiences of end-of-life
decision-making, quality of communication, and quality of relationships with healthcare
providers.

Aim 4. Describe African American bereaved family members’ perceptions of the
decision to continue or discontinue life-prolonging treatment at the end-of-life.

In the remainder of this chapter, the investigator will discuss how the African
American End-of-life Decision-making Conceptual Framework was developed.
Discussion begins by describing the ODSF and then transitions to how the ODSF can be
applied to EOL decision-making. Discussion continues with a description of how the
ODSF can be used to bridge communication concepts to health behavior and
psychology theories. Next, the investigator explains how the ODSF was used to develop
the African American End-of-life Decision-making Conceptual Framework, and
concludes the chapter with the key definitions of concepts of the study.

Ottawa Decision Support Framework

The ODSF is an evidence-based, interdisciplinary, conceptual framework that
includes concepts from theories in general psychology, social psychology, decision
analysis, decisional conflict, values, social support, and self-efficacy?®. HCPs can use
this framework to guide patients and family members in making health decisions®.
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HCPs can also use the ODSF to identify patient and family member decisional needs,
which can be addressed by decision support interventions. This framework was
developed mainly for decisions that are prompted by a new circumstance, diagnosis, or
developmental transition. In addition, the ODSF is useful for decisions that require
careful thought because of the uncertain and values-based nature of the benefits and

risks of the decision(s). (See Figure 1: Ottawa Decision Support Framework).



Figure 1. Ottawa Decision Support Framework*
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Decision-making is a process in which patients and family members engage to
choose between alternative courses of action®. According to the framework, HCPs can
assist patients and family members in healthcare decision-making by: 1) assessing
patient needs; 2) giving decision support; and 3) evaluating decision quality and
outcomes (see Figure 2). First, HCPs must assess patients’ and family members’
decisional needs?. Decisional needs are patient and family member characteristics that
are modifiable by decision support. Decisional needs are assessed to understand the
context of decision-making and to identify which needs require tailored decision support.
For instance, needs may be inadequate knowledge about the disease, unrealistic
expectations for a cure, or unclear values regarding treatment. In addition to decisional
needs, decision support can also be tailored to patient or family member characteristics
such as age, race, and education level.

Once needs and characteristics are assessed, HCPs can then provide patients
and family members with tailored decision support. The goal of the second step is to
improve decision-making by implementing support based on patients’ and family
members’ personal characteristics and decisional needs®. Examples of decision
support include providing information about the health situation when patients and family
members have inadequate knowledge, realigning expectations of outcomes by
describing outcomes in detail, or clarifying patient and family member values®. In the
final step, HCPs evaluate patient and family member decision-making and decision
outcomes. The ODSF allows HCPs to evaluate decision quality and decision outcomes
separately. The framework defines an optimal decision as one that is informed,
congruent with patients’ and family members’ values, actualized, and results in patient
and family member satisfaction with decision-making®®%’. Decisions are based upon

patient and family member values, which cannot be judged as right or wrong. Thus, a



patient and family member could make an optimal decision but still experience a bad
outcome because of the unpredictable nature of clinical outcomes®®.

Ottawa Decision Support Framework, serious illness, and end-of-life.
Difficult decisions arise more often at EOL than in earlier phases of most disease
trajectories?®. Patients at EOL and their family members must make complicated,
values-based decisions (e.g., continuing or discontinuing LPT) that result in uncertain
outcomes®®. HCPs also face challenges as they provide care for these patients and their
family members. HCPs must communicate clinical information, deliver bad news,
respond to patient and family member emotions, handle patient and family member
requests to use futile treatments, and manage patient and family member
uncertainty?459.60,

A high-quality decision is one that is predicated on the patients’ and family
members’ needs, values, and preferences?. However, making a high-quality decision is
difficult because HCPs are often unaware of patients’ and family members’ needs,
values, and preferences. In addition, patients and family members typically have not
considered all treatment options prior to medical visits. Furthermore, patients, family
members, and HCPs commonly hold different beliefs about health?*. Given the
difficulties in EOL decision-making, the ODSF can assist HCPs as they guide patients
and family members toward a high-quality decision that meets their needs and values at
EOL.

Ottawa Decision Support Framework, Communication Concepts, and
Health Behavior and Psychology Theories. Communication literature calls for
communication concepts to be integrated with theories of health behavior and health
psychology in order to inform and explain the relationships between communication and
healthcare outcomes?*. When patients, family members, and HCPs interact, the
communication exchange among them is an integral part of the interaction. Patient-
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family member-provider communication impacts patient and family member healthcare
outcomes®!. Thus, patient-family member-provider interaction is one example in which
communication relates to healthcare outcomes.

Integrating the concept of patient-centered communication and the ODSF
bridges health behavior and psychology theories. The ODSF enables HCPs to evaluate
decision outcomes (decision regret and decisional conflict), which are important health
outcomes across the healthcare continuum. Patient-centered communication fits well
with the ODSF because this framework is based on a patient- and family member-
centered approach that acknowledges patient and family member characteristics and
psychosocial contexts that influence decision-making®2. Furthermore, the goals of the
ODSF parallel the goals of patient-centered communication. Both the ODSF and
patient-centered communication assist HCPs to provide care that is congruent with
patient values, needs, and preferences, and allows patients to participate in healthcare
decision-making?>?’.

African American End-of-life Decision-making Conceptual Framework

Using patient-centered communication and the ODSF, the investigator developed
a framework to guide research on AA EOL decision-making. The investigator found no
conceptual framework in the literature that could be easily adapted to guide research on
AA decision-making at EOL; therefore, a novel framework was developed. Several
concepts of the ODSF were relevant to this study and integrated into the African
American End-of-life Decision-making Conceptual Framework, including family member
characteristics and decision outcomes (decision regret and decisional conflict). The
African American End-of-life Decision-making Conceptual Framework was used to
explain the influences of decision-making for bereaved AA family members of decedents

with serious illness (see Figure 2).
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Factors associated with AA decision-making at EOL include the patient and
family member characteristics of knowledge of disease, treatment options, and treatment
outcomes; knowledge of EOL care options; mistrust in the healthcare system; religious
values; cultural values; age; gender; income; education; and religious affiliation. Patient-
family member-provider interaction also influences decision-making, including
problematic patient-family member-provider relationships and communication. These
variables may influence AAs’ EOL treatment decisions to use CFC or LPT and their

decision outcomes (decision regret and decisional conflict).
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Figure 2. African American End-of-life Decision-making Conceptual Framework.
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Definitions of Key Terms

There are several key terms used throughout this proposal. To ensure a clear

understanding of these terms within the context of this research, terms are listed below

as they appear in the conceptual framework beginning on the left side of the framework

and ending on the right.

Table 1. Key Definitions

Key Term

Conceptual and Operational Definitions

Decedent and Family Member Characteristics

Characteristics

Conceptual definition:
Social characteristics of participants.®’

Operational definition:

Quantitative: Characteristics were assessed using participant
self-report using an 11-item investigator-developed
demographic survey. Data collected will include the decedent’s
and family member’s age, gender, income, years of education,
and religious affiliation. Bereaved family member’s relationship
to the decedent will also be assessed.

Age was assessed using the open-ended questions: “How old
are you?” and “How old was your family member when s/he
passed away?”

Gender of family members was assessed using the survey
question “Are you male or female?” Gender of decedents was
assessed using the survey question “Was your loved one male
or female?”

Income was assessed using the survey question: “Please stop
me when | come to your total combined yearly household
income before taxes. Is it?” Categorical response options
ranging from ‘less than $15,000’ to ‘more than $100,000’ was
read to each participant.

Years of education was assessed using the question: “Please
stop me when | come to the highest grade or year of school
you finished. Is it?” Categorical response options ranging from
‘no school or kindergarten’ to ‘completed graduate degree’
were read to each participant.

Participant’s relationship to the decedent was assessed using
the open-ended question: “Please stop me when | come to the
phrase that best describes your relationship to the family
member? Where you his or her?” Sample categorical
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Key Term

Conceptual and Operational Definitions

Religious Values

Cultural Values

Medical Mistrust

response options include, “Husband”, “Wife”, Daughter or Step-
daughter”, and “Son or Step-son.”

Religious affiliation was assessed using the open-ended
question: “What is your religious affiliation?”

Conceptual definition:

Organized activities (e.g., attending a religious service), non-
organized religious actions (e.g., personal religious actions)
and internal religiousness that motivate behavior and decision-
making.53%°

Operational definition:

Religious values was assessed using the following question
from the semi-structured interview guide: “How did religious
values influence your decision towards or against life-
prolonging treatment or comfort-focused care?”

Religious values was also assessed using the Beliefs and
Values Scale®?. The Beliefs and Values Scale measures
strength of spiritual and religious beliefs. The 20-item scale
assesses spiritual beliefs using a 5-point Likert-type scale,
where 0 = strongly disagree and 4 = strongly agree. Higher
scores indicate stronger spiritual beliefs.>? Sample Beliefs and
Values Scale items include: 1) “I am a spiritual person”, 2) “I
believe | have a spirit or soul that can survive my death”, and 3)
“l believe in a personal God.”

Conceptual definition:

Culture is “the integrated pattern of human behavior that
includes thoughts, communications, actions, customs, beliefs,
values, and institutions of a racial, ethnic, religious, or social

group.” (p. 7)%

Operational definition:

Qualitative: Cultural values was assessed using the following
question from the semi-structured interview guide: “Please
describe what cultural values, if any, that were important to you
and your loved one as you made decisions about your loved
one’s healthcare. By cultural values, | mean things that are
important to you as an African American.”

Conceptual definition:

Distrust of the medical system and healthcare professionals
generated specifically by racial difference between the patient
and HCP who is from the majority racial group.®’

Operational definition:
Qualitative: Medical mistrust was assessed using the
following questions from the semi-structured interview guide:
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Key Term Conceptual and Operational Definitions

“How did trust play a role in this [with the healthcare team]
relationship?” and “Describe an instance where you felt you
could not trust the healthcare team.”

Knowledge Conceptual definition:
Awareness of a health issue, options, and consequences?.

Operational definition:

Qualitative: Knowledge was assessed using the following
questions from the semi-structured interview guide: 1) “How
did you first learn about your loved one’s medical diagnosis?”
2) “What did you know about this condition at the time he/she
was diagnosed?” and 3) “Did this knowledge change over
time?”

Decedent-Family Member-Provider Interaction

Quality of Conceptual definition:

Communication Communication that stimulates patient and family member
involvement, understanding, and promotes shared
understanding of the medical problem and treatment that
reflects patient and family member values and preference?.

Operational definition:

Qualitative: Quality of communication was assessed using the
following questions from the semi-structured interview guide:
“What was helpful to your communication with the healthcare
team?” and “Describe situations where the communication
could have been better.”

Quantitative: Quality of communication was also assessed
using the Quality of Communication Scale. The Quality of
Communication Scale is a 13-item scale with scoring from O,
“Poor” to 10, “Absolutely Perfect.” The middle of the scale with
the value of “5” indicates “Very Good.” If the doctor or nurse
cannot be rated because he or she did not do it, or if the
participant does not know, the options of “The clinician didn't do
this” or “I do not know” were also be available. The overall
scale is comprised of two subscales including the general
communication scale and end-of-life communication
subscale.®®

Sample Quality of Communication Scale items include: 1)
“How good was the healthcare team at using words that you
understood?” 2) “How good was the healthcare team at
looking you in the eye?”, and 3) “How good was the healthcare
team at talking about how long your loved one had to live?”
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Key Term

Conceptual and Operational Definitions

Decedent-Family
Member-Provider
Relationship

Conceptual definition:
A relationship between a healthcare provider, patient, and
family member®.

Operational definition:

Qualitative: Relationships was assessed using the following
question from the semi-structured interview guide: “How would
you describe your relationship with the healthcare team?”

End-of-life Treatment Decision

Life-prolonging
Treatment

Comfort-focused
Care

Decision Outcomes

Decision Regret

Conceptual definition:
Treatment that prolongs life without treating the primary
medical condition.

Operational definition:

Quantitative: Life-prolonging treatment was assessed using
the following item: “In the last month of life, was the goal of
your loved one’s treatment focused on keeping him or her
comfortable or more towards trying to cure to him or her of
illness? For example, did the decedent receive comfort-
focused care, such as hospice, or did they continue treatments
to cure the illness?” Categorical response options include ‘life-
prolonging treatment’ or ‘comfort-focused care’.

Conceptual definition:

An approach to care with the goal of easing patients’ pain and
suffering during the course of advanced illness without the use
of life-prolonging treatment. CFC care is care offered to those
patients with advanced and life-threatening illness who may or
may not be enrolled in a hospice or palliative care program,
who have refused life-prolonging treatment, and who may be
receiving care in a variety of settings, including a home,
hospital, nursing home, long-term care facility, or hospice.1®"%-"3

Operational definition:

Quantitative: Comfort-focused care was assessed using the
following item: “In the last month of life, was the goal of your
loved one’s treatment focused on keeping him or her
comfortable or more towards trying to cure to him or her of
illness? For example, did the decedent receive comfort-
focused care, such as hospice, or did they continue treatments
to cure the illness?” Categorical response options include ‘life-
prolonging treatment’ or ‘comfort-focused care’.

Conceptual Definition:
Distress or sorrow after a healthcare decision.™
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Key Term Conceptual and Operational Definitions

Operational Definition:

Qualitative: Decision regret was assessed using the following
question from the semi-structured interview guide: If you could
do it all over, what, if anything, would you do differently?

Quantitative: Decision regret was also assessed using the
Decision Regret Scale*®. The 5-item scale assesses decision
regret using a 5-point Likert scale, wherel = strongly agree and
5 = strongly disagree. Higher scores indicate a higher level of
regret. Sample Decision Regret Scale items include: 1) “The
decision to stop (or continue) treatment was the right decision.”
2) “I regret the choice about treatment that was made for my
loved one’s end-of-life care.”, and 3) “I would choose the same
treatment plan again if | had to do it over.”

Decisional Conflict Conceptual Definition:
Uncertainty about decisions with several options that involve
risk, loss, regret, and that threaten life values.?

Operational Definition:

Quantitative: Decisional conflict was assessed using the
Decisional Conflict Scale.*® The scale measures personal
perceptions of: a) uncertainty in choosing options; b)
amendable factors influencing uncertainty such as feeling
uninformed, unclear about personal values, and unsupported in
decision-making; and c) effective decision-making such as
feeling the choice is informed, values-based, and likely to be
implemented, as well as expressing satisfaction with the
choice®®. Decisional conflict was measured using a 10-item
scale. Decisional conflict was assessed using questions with 3
response options, where yes =0, no = 4, and unsure = 2%,
Higher scores indicate higher decisional conflict. Sample
Decisional Conflict Scale items include: 1) “Did you and your
loved one know which treatment options were available to
you?”, 2) “Did you and your loved one know the benefits of
each treatment option?”, and 3) “Did you and your loved one
know the risks and side effects of each treatment option?”

Summary
AAs are disproportionately affected by high mortality rates for several serious
illnesses, and many AAs could benefit from CFC at EOL. However, AAs underuse CFC,

despite the benefits that CFC offers. Numerous factors are associated with AA EOL
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decision-making, including patient and family member characteristics and patient-family
member-provider interaction.

Although evidence suggests that religion is a source of support for AAs, few
investigators have explored whether religious values are associated with EOL decision-
making34. This study will fill an important gap in the literature concerning the influence of
religious values among AAs with serious illness at EOL. Research focusing on AAs with
serious illness at EOL will also increase AA patrticipation in medical research, particularly
EOL research, which has historically been low”> 78, Furthermore, this study will extend
the current state-of-the-science in EOL care and nursing research, and address EOL
research priorities identified by national healthcare and research organizations.

Because the study will examine decision-making from the perspective of the
family member, valuable new knowledge will be generated, which ultimately will lead to
interventions to support decision-making and enhance communication among AAs with
serious illness, their families, and HCPs?®*. Lastly, the ODSF has not been applied in
studies focused on ethnically diverse populations or bereaved family members. In fact,
only three EOL studies have validated the use of the decisional conflict scale, and no
studies have used Ottawa Decision Support scales with bereaved AA family members of
AAs who died from serious illness. This study will extend knowledge related to the
ODSF and decision support science by contributing findings from an ethnically diverse
sample of bereaved AA family members of patients who faced life-limiting illnesses at

EOL.
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Chapter Two
Review of Literature

This chapter contains a review of the factors that influence African American (AA)
end-of-life (EOL) decision-making as depicted in the African American End-of-life
Decision-making Conceptual Framework (see Figure 2), which was developed to guide
this study. The chapter begins with a discussion of palliative care, hospice care, and
comfort-focused care (CFC) to define the terms that will be referenced throughout the
chapter. This discussion will also briefly explain the type of palliative care that patients
and family members received at Eskenazi Health's Palliative Care Program, a
recruitment site for this study. Next, discussion will focus on patients’ and family
members’ characteristics, and then transition to patient-family member-provider
interaction factors. The chapter concludes with discussion of decision outcomes.

A mixture of interrelated factors affects AA EOL decision-making; these include
patients’ and family members’ characteristics and patient-family member-provider
interactions. AA patients’ and family members’ decision-making is affected by AA
characteristics including cultural values!16.2431.40.79-87 ' religious values!?3132808889 gng
mistrust of the healthcare system4168387.90-98  Qther equally important factors include
AA patients’ and family members’ limited knowledge about disease diagnosis, treatment
options®”°%101 "and EOL care options6:7:98.102103 - Eyrthermore, numerous studies have
shown patient-family member-provider communication and relationships to be of crucial
importance to decision-making and quality EOL care’846:104-108
Types of Comfort-Focused Care

Hospice. EOL research has a lack of definitional clarity for several main
concepts and terms, including palliative care, EOL, and hospice care?!®®. Hospice and
palliative care have been interchangeably used to refer to EOL care, though the
conceptual meanings of these models of care are distinct?.
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The term ‘hospice’ has at least three different uses?, referring to a site of care!°
an organization or program that provides medical and supportive services for dying
patients (expected to live six months or less) and their family members®"%73, or an
approach to care for dying patients (expected to live six months or less) based on
clinical, social, and metaphysical, or spiritual values®1°1%, Hospice focuses on improving
the quality of life for terminally ill patients and their family members, without curative
treatment of illness!®!1°, Hospice care also precludes the use of intermediary care to
treat chronic disease and thus alter the natural history of the disease course!®.

Palliative care. Palliative care is defined as, “an approach to care which seeks
to improve the quality of life of patients and their family members facing problems
associated with life-threatening iliness through the prevention and relief of suffering by
means of impeccable assessment and treatment of pain and other problems, physical,
psychosocial, and spiritual'!!.” This care serves as a comprehensive intermediate form
of care for patients at EOL, as well as those who may not be facing EOL but could
benefit from symptom relief'%. In contrast to hospice care, palliative care may be
implemented earlier in the disease trajectory, along with life prolonging-treatment
(LPT)¥°, As a result, palliative care can be implemented prior to the point when hospice
referral is appropriate’21%°,

Several models of palliative care exist by which patients and family members can
receive EOL care, including via a solo practitioner, geographic, or full team model**2. In
the solo practitioner model, patients and family members receive care from a single
physician or advanced nurse practitioner and are referred to other services, such as
social work!!2. Patients receiving care via the geographic model are a part of an
inpatient program, designated to a unit, and receive care from a team of healthcare
providers (HCP), such as a physician, nurse, social worker, chaplain, and therapist!2.
The full team model approach to palliative care is a consultative service with a full team
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of healthcare providers (HCP), including a physician, nurse, and social worker. Team
members refer patients to other services and discharge patients to appropriate
settings!!2. The full team model approach to palliative care has several benefits,
including exposing patients and family members to comprehensive medical expertise;
providing patients and family members with care and services that are coordinated by
several HCPs working in unison; and providing tailored care that encompasses physical,
spiritual, and emotional care to meet patients’ and family members’ multidimensional
needs!!?. The Eskenazi Palliative Program, a recruitment site for this study, uses the full
team model approach to serve patients and family members with an interdisciplinary
team of physicians, nurses, social workers, a spiritual advisor, and community
volunteers.

Comfort-focused care. Hospice and palliative care both seek to ease patients’
pain and suffering during the course of advanced illness while preserving adequate
quality of life for patients and their family members®*° . The differences lie in the type of
patients served (those dying verses those with advanced and life-threatening illness)**3;
the type of services offered (palliative non-curative care versus simultaneous curative
and palliative care)!'?; and the point in time along the disease continuum when care is
implemented (six-month prognosis versus any stage of advanced illness)!*3.

For the sake of clarity, when this study refers to an approach of care with the
goal of easing patients’ pain and suffering during the course of advanced illness without
the use of LPTs, the term “comfort-focused care” will be used. CFC is defined to include
care offered to those patients with advanced and life-threatening illness who may or may
not be enrolled in a hospice or palliative care program, who have refused LPTs, and who
may be receiving care in a variety of settings, including a home, hospital, nursing home,

long-term care facility, or hospice %7173,
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Patients’ and Family Members’ Characteristics

Cultural values.

Culture and communication. Quality EOL care is an outcome of strong patient-
family member-provider relationships and clear communication that is based on patient
and family member values 2486100114 = Several factors can hinder communication and
establishment of patient-family member-provider relationships during the EOL care
process®279115116 - Of these factors, cultural differences between providers, patients, and
family members are a key barrier’®!8, Patient-family member-provider relationships and
communication are made more complex by cultural differences®#!, which are especially
evident during EOL care interactions®®¢. Acknowledging the influence of culture on
people’s views and behaviors may enhance communication and improve care for those
patients who are from a different culture than that of the HCP*’,

Culture is defined as “the integrated pattern of human behavior that includes
thoughts, communications, actions, customs, beliefs, values, and institutions of a racial,
ethnic, religious, or social group” (p. 7)%. Culture permeates every aspect of life!17:118
and influences people’s perceptions and experiences of life events including health,
illness!®8, death, dying, and EOL care!411%121  Cultural beliefs and practices help
patients and family members cope with fear, stress, and grief by supplying support and
meaning to experiences® through religion®17122 historical and social experiences®,
and information passed down from older generations to younger generations8122,
Evidence suggests that when patients’ and family members’ cultural values are
unacknowledged, they receive unwanted and suboptimal care from HCPs who are from
a different culture'28284114 " Degpite this evidence, many providers are still unaware of
cultural variations in patient and family member values8!:858¢,

African American culture. Given the breadth of culture’s influence and the
clinical implications for patients’ and family members’ heath care outcomes, it is helpful
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to use culture as the backdrop that leads the discussion of the factors that contribute to
AA EOL decision-making. AAs are mainly the descendants of slaves?* and the AA
culture is the result of a fusion of west, central, and south African cultural traits (e.g.,
language, religion, family structure, and food customs!?®) and American-European
cultural traits (e.g., English and Christianity'?®) that merged under slavery*?¢127, Present-
day AA culture is distinct due to acculturation and oppression in American
society!?6128.129 " Tywo major AA cultural traits that result from a history of injustice and
discrimination in American society are the struggle for survival**® and mistrust in the
American healthcare system3134 AAs’ attitudes toward EOL care interventions
(particularly for LPT), death, and dying may be due, in part, to cultural values3:87:135-138,
To gain a better understanding of AA EOL decision-making, the discussion on cultural
values will focus on three aspects of AA culture including religious values, struggle for
survival, and medical mistrust!39-142,

Religious values. Religion may be the best way to understand the individuals
who belong to a particular culture!*? because religion influences individuals’ emotions
and behaviors!43144 and serves as a lens through which they view and understand their
reality!#>14¢_ Within AA communities, religion is a dominant influence that guides
healthcare decision-making'#’, especially at EOL*8. AA culture and religion are
intricately interwoven together because many facets of AA culture have religious roots
that have been cultivated in the AA church22142.149,

The AA church is a combination of churches from many denominations, including
historically AA denominations (e.g., African Methodist Episcopal Zion Church) and
American-European denominations (e.g., Church of Christ)'?2, Congregations within the
AA church are comprised of majority or all AA members and have a culturally distinct
African-influenced worship style (e.g., call-and-response sermons, shouting, spirited
testimonies, singing spirituals, and using African rhythm). Additionally, churches within
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the larger AA church support AA communities in several capacities including through
political, financial, and educational programs'22:142.150.151,

Religion shapes African American culture and end-of-life decision-making.
The AA church was created during slavery and was the single largest force shaping AA
culture during enslavement and thereafter'?213, As the only significant social institution
to emerge from slavery aside from the AA family, the AA church is a multifunctional
symbolic center of the AA community42149152 - Given the church’s importance, naturally,
the leaders of the church also serve as leaders in the AA community'®3. AA religious
leaders have the unique and challenging task of fulfilling the spiritual, emotional, and
communal needs of the AA community*?2, Hence, AAs have high expectations of
religious leaders during illness, dying, and death!!’. Research suggests that AA beliefs
about dying are strongly influenced by religious beliefs and practices®*31%!, and AAs are
most likely to seek pastoral help when making important decisions#®, including health
decisions'®*1%® associated with death®®. Evidence shows that some AA pastors place
high importance on the therapeutic use of religious practices such as prayer, faith
healing, quoting scripture, and church attendance®®’, and many AAs report using these
religious practices to cope with symptoms, suffering, and to make sense of experiences
during the dying process®®’.

Because religion functions as a framework through which individuals find
meaning and understanding in suffering and death'®1%° AAs may use religious values
to navigate and cope with iliness, suffering, and EOL®>1®, |n fact, evidence suggests
that AA religious values guide decision-making!®* and may supersede professional
medical recommendations at EOL®. Since AAs may be more likely to use religion to
help guide decision-making, it is helpful to understand how specific religious values

influence AA health behaviors62163,
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Influence of specific religious values.

God's will. Some AAs strongly believe that God is concerned and actively
involved in the lives of humans?®®, Studies show that some AAs believe that God'’s will is
responsible for physical healing, life, and death3¢. Additionally, some AAs believe that
God uses HCPs as tools to promote healing'®+1%®, The belief in God’s will and ability to
use HCPs as instruments may be a powerful influence on patients’ and family members’
decisions to use LPT as opposed to CFC at EOL,

Advance directives. Evidence shows that AAs are less likely to have an advance
directive compared to White Americans?®®. Belief in God’s will may be a contributing
factor to AAs’ underuse of advance directives®. AA patients who are less likely to
complete advance directives may believe that God’s will, not human plans, determines
whether an individual lives, or dies'3¢%¢, One study participant illustrated some AAs’
views on advance care directives when she stated, “If one believes in God, why would
you need or want to have choices about end-of-life care? You don’t need a contract with
anyone but God?¢’.”

Divine intervention and miracles. Some AAs strongly believe in God’s power for
divine intervention and miracles through prayer®>. AAs often use prayer to cope with
illness and medical problems®-170 and are more likely to cite prayer as the most
important factor in medication decisions than White Americans?’. In fact, for some AA
cancer survivors, prayer was the most helpful intervention, even superseding medicinal
aids®®. More often than White Americans, AAs report praying for healing of illnesses,
believe that God will perform miraculous healing, and attend faith-healing
services64172173 - Understanding that some AAs believe in divine intervention may help
HCPs give better support to AAs with serious illness and their family members during

EOL decision-making*’4.
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Death as a transition. Tenets of many religions view illness as a form of
suffering'®® and death as transition into an afterlife'’>’¢, Some AA Christians view
suffering as a privilege because by suffering they become more like Christ, who also
suffered®®®. For these AAs, suffering may be viewed as a positive transformative
process that helps them become closer to God during the dying process. Additionally,
some AAs believe that death exemplifies a transition into eternal peace and rest. In this
context, AAs do not fear death; it is embraced'™. To illustrate AAs’ belief that death is a
transitory state, one AA study participant commented, “I'm one of those people who
don’t believe that dying is it...when I'm absent from this body, I'll be present with the
Lord. That gives me comfort!’”.”

Although American society has changed drastically over the past 150 years, the
AA community continues to face disproportionate struggles in many aspects of life!??,
The discussion of AA cultural values will now transition to AAs’ tradition of struggle for
survival and mistrust of the healthcare system.

Tradition of struggle for survival.

Minority healthcare disparities and discrimination. Through a long history of
slavery, followed by Reconstruction, Jim Crow Laws, and the Civil Rights Movement,
AAs have struggled for survival and freedom against fierce inequality, segregation,
oppression, disenfranchisement, and discrimination?1122:139.142178 = AAs continue to face
discrimination by HCPs, health institutions, and the healthcare system, which reflects
social inequalities in the larger American society!’®18, Healthcare disparities among
minorities, including AAs, have often been associated with socioeconomic status*®?,
education®®!, geographic location!®2, and genetic conditions®®; however, evidence
suggests that minority patients also experience healthcare disparities due, in part, to

discrimination within the healthcare system?80.183-191,
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Perceptions of discrimination contribute to healthcare decision-making.
AAs often perceive discrimination in healthcare settings'®® and feel that they receive
different, sometimes lower quality, medical treatment!®2, In fact, AAs are more than 14
times more likely than White Americans to report that they have received lower quality
care and twice as likely than White Americans to state that discrimination is a problem in
healthcare'®2. These perceptions of discrimination are not groundless, because
overwhelming evidence has shown that minorities, including AAs, actually do receive
lower quality and less intensive hospital care!®31%, fewer medical
interventions184186.189,190.195-198  and inadequate pain management!91:199-201,

Strong perceptions of discrimination within minority communities are likely the
result of discrimination many individuals have experienced in the larger American
society. Past negative experiences outside the healthcare system can influence patient
and family member healthcare behaviors inside the healthcare system?!, Given AAs’
struggle to survive longstanding inequality in American society, some AAs may overtly
resist CFC because they perceive they are being denied an equal opportunity to receive
life-prolonging, disease-oriented treatment'®292, When viewed through the prism of
“survival”, death is not inevitable, but yet another struggle to
overcome?#81.8587.133,139,203.204 - Thjg survival tradition may be a contributing factor in AAs’
strong preference for LPT at EOL!?16.19,

Medical mistrust. Though the Tuskegee Syphilis Study is a well-known
example of American medical discrimination, it is not the first. The AA community has
held strong beliefs of mistrust and fear of the medical community dating back to the 18%"
century®2. Prior to the American Civil War, slaves and freed AAs were often used as
subjects for dissection and medical experiments by medical schools®?2%. Though White
American subjects were also used, AA subjects were used far more often because of
their availability, lower social status, and legal powerlessness. Fear among AAs

28



regarding medical schools and dissection proliferated in the AA community and
continued past the antebellum period®2%°,

AA beliefs that their lives are undervalued by White American society negatively
influence their relationships with the medical profession, and provoke anger, frustration,
and mistrust®>141,  AA mistrust of the healthcare system is well documented?48387.90-9
remains a major influence on AA perceptions of healthcare and decision-making
87.167.206207 ' and serves as a barrier to optimal EOL care®®. Recognizing mistrust and
facilitating respectful approaches to initiate EOL conversations could improve
communication and promote informed decision-making among AA patients and family
members at EOL®2,

Underrepresentation of minority healthcare providers in end-of-life care.
Due to past and present inequalities in healthcare, it is understandable that many
minority patients would attribute their mistrust to racism in the healthcare system?®. In
fact, one study reported that fears of the healthcare system are exacerbated by the lack
of diversity in healthcare institutions!*® and the absence of AA staff working in local
healthcare institutions3®. Ethnic minorities report less respect and poorer
communication in race-discordant patient-family member-provider relationships, and
better communication and health outcomes in race-concordant relationships2°8:2%°, An
increased number of ethnically diverse HCPs can contribute to a welcoming environment
where AA patients encounter “friendly faces” who share an understanding of cultural
differences and fears. This increase may be an effective strategy to improve care for
AA8136’208.

Patients’, family members’, and healthcare providers’ prejudice and bias.
Patient-family member-provider perceptions can promote positive communication?! or
serve as a barrier to patient care?%?1-219-212 "including care at EOL®. For instance,
provider bias against minorities promotes patients’ mistrust of the healthcare system®,
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Evidence suggests that in addition to reticent communication, AAs also express less
positive perceptions of physicians than White Americans?!®. Several factors contribute
to ethnic individuals’ poor perceptions of care, including reactions to past mistreatment
by HCPs and perceptions of HCP racism and prejudice?4.

Crawley et al. (2008) suggest that some individuals delay or avoid health
procedures because of past racial or ethnic-based experiences in the medical setting?'®.
Furthermore, HCPs’ recommendations may be influenced by their own prejudices and
bias?!®. Some medical professionals hold the same stereotypical views of the larger
community?’. Some White American HCPs have described AA patients as being less
intelligent, more apt to engage in high-risk activities, and less compliant than White
American patients’®. Although additional research is necessary to explain the impact of
HCPs’ bias and patients’ mistrust, the literature provides sufficient evidence that patient-
family member-provider interactions and behaviors have contributed to health disparities
in EOL care among AAs.

Limited Knowledge of Disease, Treatment, and Outcomes

In addition to medical mistrust, the decision to continue LPT has been associated
with patients’ limited knowledge of treatment outcomes and poor recall of prognostic
discussions®/9%-191 - patients’ EOL care decisions, which are often based on an
overestimation of long-term survival, reflect their limited knowledge about the disease
diagnosis as well as the risks and benefits of treatment options®’. Poor patient-family
member-provider communication is a plausible explanation as to why HCPs’
expectations of care contrast those of patients and family members'®. Improved
patient-family member-provider discussions regarding prognosis could help patients
make informed treatment decisions that are more consistent with their values®’.

Improved patient-provider discussions are essential for AA patients, because they, like
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many other patients, often have limited knowledge about treatment options, along with
poor patient-family member-provider communication and interactions!?79:10¢,
Limited Knowledge of End-of-Life Care Options

Many Americans?®219 including AAs%220-224 do not use CFC and advanced
directives because they have limited knowledge of these services!6:103.221.223224 | imited
knowledge of the availability of CFC services, enrollment criteria, and contact
information'®2 serves as a barrier for AAs to access EOL carel®. However, it can be
overcome with adequate patient-family member-provider communication. Indeed, one
study found that with greater exposure to information about hospice, one type of CFC,
AAs reported more favorable beliefs associated with hospice?®.  Another study showed
that when AAs are given adequate information about the benefits of CFC, they will
consider using these services??6,

AAs have been documented as having less knowledge about hospice than White
Americans. One study found that AAs reported significantly less exposure to information
about hospice than their White American counterparts. In fact, 19% of AAs in this study
had not heard of hospice compared to only 4% of White Americans. Another study
found that more than half of its AA sample (n=19) had not heard of hospice. Patients
and family members require appropriate education and prognostic information to
understand the course of illness and plan for the future??”:228,  After receiving information
about hospice, AAs have reported the need for a family member to receive care from
hospice instead of receiving care from family members. Because knowledge of a
healthcare service is a necessity for using the service, increasing knowledge among AAs
may increase their use of CFC.

Other Characteristics: Age, Gender, and Religious Affiliation

Unsurprisingly, increased age is associated with higher rates of EOL care

planning?® and CFC use?’. In 2011, more than 83% of hospice patients were 65 years
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and older, while 33% were 85 years and older!’. The average American life expectancy
is now 77.9 years 2% as opposed to 47.3 years in1900%3,

With the bulk of the baby boomer generation reaching retirement age in the next
decade, the U.S. elderly population is projected to explode. It is expected that there will
be more than 88.5 million individuals over age 65 by 2050, representing 20% of the
overall American population. Because the incidence of serious illness increases as
individuals age, the number of individuals with serious illnesses such as cancer is
estimated to double over the next 30 years?®2. As with incidence of serious illnesses,
mortality from serious illnesses increases as an individual ages, making the question of
how patients decide to shift the focus of care to CFC all the more important?47:248,

Gender, income, and education also have been shown to be related to CFC use.
Women will comprise 63% of individuals 85 years and older by 2050. Among elderly
populations, women use healthcare, including CFC, more often than men?®. In 2011,
more than half of hospice patients were women, and made up more than two-thirds of
nursing home hospice decedents'’. In addition to gender, income level also affects who
uses CFC. Evidence suggests that individuals who have a higher income are more
likely to use an advance directive and CFC than those with a lower income?39:240,
Likewise, individuals with higher education are more likely to use advance directives
than individuals with less education?28241-244,

Religious affiliation has also been associated with EOL care; however, study
findings are inconsistent. Religious affiliation has been associated with using advance
directives??3:234-237.245.246 gnd desiring LPT#8. Conversely, having no religious affiliation
has also been associated with advance directive use®°. Additionally, there appear to be
trends in the types of family members who provide EOL care for terminal patients. AAs
family member involvement in care is consistent with national demographic trends
among caregivers, which suggest that in the general U.S. population, caregivers are
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generally female, 46 years of age, married, and working?¥%-243, Among AAs, family
members who care for or make decisions for AA patients with serious illness tend to be
female and the spouse or the child of the patient?*4245, In one study, caregivers for AA
patients with serious illness were the child of the patient (36%), spouse of the patient
(31%), and female (92%)?**. Another study found that among AA patients, a daughter
was most likely to be an alternative decision-maker at EOL?*®, These findings are
important because family members often make EOL care decisions for family
members?4e,
Patient-Family Member-Provider Interaction

Patient-Family Member-Provider Relationship

The most important and often daunting goals of interactions between the patient,
family, and provider are to establish a good interpersonal relationship, exchange
information, and facilitate patient and family member involvement in decision-making?*’.
Establishing these relationships is a dynamic, ongoing task that is critical insure optimal
medical carel?4-2%0, A quality patient-family member-provider relationship is one that
develops over time and is based on trust, rapport, respect, and communication?°,
Equally important to the patient-family member-provider relationship are mutual
understanding of the roles and responsibilities of all parties involved in care and patient
and family member involvement in decision-making?#105:107:247.249-251 - Another important
element of a quality relationship is the acknowledgement of racial, ethnic, language, and
educational differences between patients, family members, and HCPs. Last, to promote
a quality healthcare relationship, it is important that HCPs genuinely “get to know”
patients and family members, as well as provide them with emotional support?47:2%,

Evidence suggests that strong patient-family member-provider relationships have
been associated with positive patient-family member outcomes, including enhanced
patient satisfaction, emotional health, patient adherence, reduced morbidity and mortality
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rates, effective patient trust, and patient-family member-provider
communication?13:217:25724.252:255 - patients are more inclined to establish a relationship
with an HCP when their needs and expectations are met; however, when problems arise
in the relationship, the quality of patient-family member-provider communication is
negatively affected?®.
Quality of Communication

Communication may be considered the primary medium of healthcare
delivery®:25" and is thus an integral component of quality healthcare, especially at
EQL12202125%8.259  Effective communication among patients, family members, and HCPs
is essential for adequate symptom management, emotional adjustment, death and dying
conversations, and patient and family member satisfaction?28, However, minority
patients generally report more difficulties communicating with HCPs2921125° - pgor
communication with HCPs about treatment impedes quality care and compromises
adherence, informed decision-making, relationship building, trust, patient satisfaction,
and healthcare outcomes?917:2121,22,215-217

AA patient and family member communication challenges with HCPs are due to
several factors, including reticent communication behaviors between AAs and
HCPs327%208 |anguage differences?0:211.227.260.261 ' |ack of HCP-provided information?®-2949,
and HCP avoidance of communicating bad news02.112:269271-273 = AA characteristics and
interaction challenges with HCPs are interrelated, and although no direct causality has
been conclusively proven, evidence suggests a link between these factors?*24’. To
improve healthcare outcomes for AA patients and family members, it is essential to
explore how specific elements of the medical relationship and communication are
affected by patient and family member characteristics.

Reticent communication. AA patients and family members have been
documented to have limited, reticent communication while interacting with HCPs, which
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is a major detriment to effective patient-provider relationships3>79208260  Fyrthermore,
some AA patients have been perceived to express less affective and instrumental verbal
behavior, be less assertive, and be unreceptive to social talk’®. Conversely, some White
American patients have been perceived as more expressive, friendly, responsive, and
engaged during physician visits!2*2, Some AAs perceive disrespect, rudeness, and
condescending discourse by HCPs2%8:211 - Furthermore, patients have stated they are
ignored, have limited opportunity to ask questions, and do not receive essential health
information from HCPs’®211, Many patients believed their poor treatment was because
of race and ethnicity differences?'!. This perception is supported by data that show
some HCPs tend to treat minority patients, especially AAs, with more verbal dominance
and are less patient-centered in their approach to AA patients than White American
patients?!°. Indeed, HCPs exhibit less emotional behavior, friendliness, and concern
when communicating with ethnic minorities82111216,

Since communication is the primary means by which HCPs gather and give
information, reticent communication impedes the vital exchange of information, such as
diagnosis, prognosis, and treatment options, all of which are directly related to positive
patient healthcare outcomes?!2. As a result, AAs tend to be less compliant, have
impaired patient-family member-provider relationships, report less satisfaction with
decision-making, and experience overall worse medical outcomes?182217.270 - AAs desire
straightforward prognostic information; therefore, to help AA patients prepare for death
and make important treatment decisions, it is imperative that HCPs use sensitive, open,
and honest communication02103.171102,212,262,263

Medical language versus common language. The reticent communication
observed between AA patients, family members, and HCPs could be a consequence of
language barriers, which AAs routinely experience?!l. AAs, like other patients, have
limited knowledge about basic biology and medical jargon. Therefore, they may have
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difficulty understanding information given during healthcare interactions?®. AAs often do
not fully understand the critical components of their care, such as diagnosis, prognosis,
or treatment options because HCPs use medical jargon?'427%, |n addition, patients often
have a poor recall of medical information concerning diagnosis, prognosis, and
treatment?®. Eliminating medical jargon from discussions and tailoring information to
patient and family member needs may be an effective communication approach that
would help family members retain information, increase understanding, and improve
decision-making?0:210:227,

Lack of information and communication avoidance. Patients, family
members, and HCPs are hesitant about engaging in EOL discussions and often avoid
them?02273 HCPs communicate euphemistically and are overly optimistic about
prognosis. Due to their own feelings of loss or failure, HCPs delay EOL discussions in
an attempt to protect patients from bad news'92:269.271-273 - Many HCPs also believe that
EOL discussions will result in emotional upheaval for patients and family members,
however studies show that such discussions do not result in depressive symptoms or
eliminate hope®?!. Because HCPs try to protect patients and family members, HCPs
often do not communicate a poor prognosis until very late in the disease trajectory, or
not at all*.

Evidence suggests that physicians do not communicate with many patients and
family members about EOL preferences, including AAs*#°. AAs routinely experience
poor communication and less satisfaction with decision-making because of limited EOL
discussions?. By avoiding giving bad news, HCPs deny patients and family members
the opportunity to define goals, set expectations, and make informed decisions®8%108.227,
Likewise, avoiding discussions can lead to mistrust, misuse of LPT, more medical

problems, and long hospital stays’. Conversely, facilitating discussions results in better
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patient and family member understanding of the illness and its incurable prognosis, an
increase in do-not-resuscitate orders, and CFC usel0275202,
Decision Outcomes

In the following section, the investigator will discuss the Ottawa Decision Support
Framework (ODSF) decision outcomes of decision regret and decisional conflict.
Decision Regret

Decision-making concepts from the ODSF were used to inform this study.
According to the ODSF, a quality decision is one that is informed, congruent with patient
and family member values, actualized, and results in patient and family member
satisfaction with decision-making®®’. Patients and family members may experience
decision regret when equally valued options are available and it is necessary to reject
one of the options. Regret has been defined in various ways and has often been
conflated with disappointment, sadness, and guilt?®42%, The theory posits that regret is
a cognitive emotion that is derived from the knowledge that another outcome would have
been better than the one chosen, or from feeling self-blame for making a poor
decision?76279.280  Early studies of regret were conducted in business, sales, and
marketing, but regret has only recently been studied in the context of healthcare?’-270,
Regret has been measured in several healthcare intervention studies among men with
metastatic prostate cancer and women with breast cancer, however no study was found
that measured regret at EQL 284286271,

There are several reasons for examining decision regret among AAs at EOL.
Decision regret has been associated with poor patient-family member-provider
communication, physician-made decisions (rather than shared decisions), and patients
receiving inadequate information to make decisions’#2?"*, Evidence suggests that to
minimize decision regret, patients need information on treatment options and realistic
expectations of treatment outcomes?’2. Given that AAs often experience poor
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communication with HCPs, receive inadequate information, and have insufficient
knowledge about diagnosis, prognosis, treatment and EOL options, studying decision
regret in this population would give insight into unmet needs. Needs can be met by
highlighting the type of communication and information AAs need to make appropriate
decisions. Information regarding AA communication and information needs could inform
future decision-making interventions.

Decisional Conflict

The ODSF uses concepts from several theories, including Decision Conflict
Theory. Decision Conflict Theory attempts to explain the behaviors individuals display
as they cope with the stress of making difficult decisions. According to Janis and Mann,
decisional conflict is “the simultaneous opposing tendencies within the individual to
accept and reject a given course of action (p. 46) 273,” and is likely to occur whenever an
individual has to make an important decision?”®. The primary construct of decisional
conflict is verbalized uncertainty, but decisional conflict may also include expressing
concern of undesired outcomes, delaying decisions, questioning personal values, and
oscillating between decisions®>°8, If HCPs can identify patients or family members who
exhibit decisional conflict behaviors, such as verbalizing uncertainty or delaying
decision-making, they may be able to intervene and give these patients and family
members decision support®.

Decisional conflict has been studied in various healthcare populations including
patients with heart disease, prostate cancer, and colorectal cancer; however, only five
studies were found that focused on EOL care, and only one was conducted among
AAs21-294274-276 - Qne of these five EOL studies examined the reliability and validity of the
decisional conflict scale in a sample of end-stage heart failure and renal disease
patients?’’. Song and Sereika (2005) measured decisional conflict as a part of decision-
making and as a decision outcome at EOL?"’. The study found the decisional conflict
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scale to have acceptable reliability (a = 0.81) when used to evaluate EOL decision-
making?’’. In addition to the findings of Song and Sereika (2005), other studies showed
the decisional conflict scale to be reliable, able to differentiate between patients who
make or delay decisions, sensitive to change, and able to differentiate between various
decision support interventions®8288_ |n order for this ODSF tool to be refined, further
research is needed in diverse populations. This study addresses this need.
Summary

Evidence suggests that the AA EOL decisions are affected by patient and family
member characteristics, including cultural values, religious values, mistrust of the
healthcare system, age, gender, income, education level, and religious affiliation.
Patient and family member knowledge about disease diagnosis, treatment options, and
EOL care options also play roles in the decisions AAs make at EOL. Other relevant
factors are patient-family member-provider communication and relationships. The two
latter factors are especially important, because limited knowledge exists pertaining to
guality of communication and decision outcomes; and virtually no evidence exists about
family members’ relationships with HCPs. Increasing knowledge of how these factors
work together in AA decision-making could help investigators develop interventions that
could increase CFC use among AAs and improve quality of life for patients and family

members during the EOL care process.
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Chapter Three
Methods

This chapter contains a comprehensive discussion of the methods that were
used to examine African American (AA) family members’ perceptions of the factors that
influenced end-of-life (EOL) decision-making for their family member with a serious
illness. This discussion includes the study design, sample and setting, study
procedures, measures, data analyses, and the findings from a pilot feasibility study.

Human Subjects

This study was reviewed and approved by the Indiana University Purdue

University Indianapolis (IUPUI) Internal Review Board (IRB).
Design

This mixed methods study combined both quantitative and qualitative descriptive
approaches to examine AA family members’ perceptions of the factors that influenced
EOL decision-making for their family member with a serious illness. The following aims
were addressed using quantitative and qualitative data collected during a one-time
telephone interview:
Aim 1. Describe characteristics of African American decedents’ and bereaved family
members’, as well as bereaved family members’ perceptions of quality of
communication, end-of-life treatment decision, and decision outcomes.
Aim 2. Examine relationships among decedents’ characteristics, bereaved family
members’ characteristics, quality of communication, end-of-life treatment decision, and
decision outcomes.
Aim 3. Describe African American bereaved family members’ experiences of end-of-life
decision-making, quality of communication, and quality of relationships with healthcare

providers.
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Aim 4. Describe African American bereaved family members’ perceptions of the
decision to continue or discontinue life-prolonging treatment at the end-of-life.
Setting

Bereaved family members were recruited from two locations: Eskenazi Health’s
Palliative Care Program, where their deceased relative received care at EOL, or from
Eastern Star Church. The Eskenazi Health Palliative Care Program is a specialty care
service within Eskenazi Health, a 315-bed safety net county hospital, which serves poor
and minority populations in Marion County, Indiana. The Eskenazi Palliative Program
uses the full team model approach to serve patients and family members with an
interdisciplinary team of physicians, nurses, social workers, a spiritual advisor, and
community volunteers. This hospital-based Palliative Care Program is a consultative
service that provides care to patients and family members on inpatient units, as well as
outpatient settings. The Palliative Care Program also works with local hospice programs
and nursing homes to ensure continuity of care as patients and family members
transition between inpatient and outpatient settings?’®. Eastern Star Church is a large,
predominately African American church, with 15,000 members in the Indianapolis
metropolitan area.

Sample

The sample consisted of the bereaved family members of deceased AA patients.
In order to be eligible for participation, family members met the following criteria: aged
21 years or older; self-described as AA, related to the decedent by blood, marriage, or
other close affiliation; reported being somewhat or very involved in the decedent’s care
in the last month of life; and able to speak and read English. Eligible decedents were:
aged 21 years or older; identified as AA in the medical chart; received either comfort-
focused care (CFC) or life-prolonging treatment (LPT) at a healthcare institution; died
due to complications of a serious illness; and died within the past two to six months.
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Sample Size

Since research is limited in this area, there was no statistical basis to
approximate the sample size needed. To address study aims, 49 bereaved family
members were enrolled. A sample size of 49 allowed for good estimates of reliability on
the Ottawa Decision Support (ODS), Religious Beliefs and Values, and Quality of
Communication instruments?’®. For, a subsample of 15 qualitative interviews were
analyzed to address Aims 3 and 4. In order to identify the subsample of qualitative
interviews, the sample was divided into three groups based on tertiles of total decisional
conflict scores (e.g., low, moderate, and high scores). Each tertile was comprised of five
gualitative interviews representative of each level of total decisional conflict scores.

Overall Study Procedures

In this section, study procedures regarding recruitment, data collection,
measures, data analysis, and protection of human subjects are discussed.
Recruitment

To recruit bereaved family members from Eskenazi Health Palliative Care
Program, the investigator collaborated with the Palliative Care Program’s patient
database director to identify eligible decedents and decedents’ bereaved family
members (those listed as next of kin). The identified family member of each eligible
decedent was mailed an introductory letter from the Eskenazi Health Palliative Care
Program medical director (see Appendix A), an information sheet containing elements of
informed consent (see Appendix B), and a brochure explaining the study (see Appendix
C). The letter included a telephone number to call and leave a message if family
members were not interested in being contacted about the study.

One week after mailing the study packet, the investigator called family members
who had not opted out to describe the study, answer questions, and invite participation.
If the identified family members stated that they had not received the study information
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packet, then study information was provided verbally. If the participants wished to
participate in the study, then a packet was mailed to them and an interview was
scheduled for a convenient time for the participant. The investigator called participants
who did not have a current address in the Eskenazi Health Palliative Care Program'’s
database and requested an address in order to mail the study packet. If the participant
did not have a current phone number or address in the Palliative Care Program’s
database, the investigator used US Search, a secure internet search engine, to attempt
to locate participants’ contact information. At the time of the initial telephone call the
investigator determined eligibility, obtained verbal consent, and then proceeded with
data collection if the participant was available (see Appendix D). If not, the interview
was scheduled for a more convenient time for the participant.

Recruitment procedures varied at Eastern Star based on the request of church
leadership. To recruit Eastern Star Church members, the investigator made a
recruitment announcement to church members during a Saturday Senior Saints meeting.
The Senior Saints is comprised of a group of elderly church members, aged 65+, which
meets the third Saturday of each month to discuss Bible lessons and community events
that impact elderly individuals. The investigator briefly described the study, then passed
out study information sheets and brochures (see Appendices A and C). The investigator
also described the study’s eligibility criteria, answered questions, and invited members to
participate in the study. Then, the investigator passed around a blank sheet of paper for
members to provide their names and phone numbers if they were interested in
participating in the study. The investigator called members who provided contact
information, obtained verbal consent, determined eligibility, and asked members to
provide their mailing address in order to mail thank you letters. The investigator

proceeded with data collection at a time that was convenient for the participant.
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Data Collection

All data were collected by phone. Once the participant verbally consented, the
investigator conducted and audio taped each interview to assess perceptions of the
factors that influenced EOL decision-making for his or her family member. First, the
investigator asked participants to turn off televisions and/or radios to ensure a quiet
setting for the interview?®°, Participants were given the option of taking a break during
the interview if needed 29, to refuse to answer any questions that made them feel
uncomfortable, and to withdraw from the study at any time without consequence, as their
participation was completely voluntary.

Participants were asked to respond to questions about their perceptions of the
factors that influenced EOL decision-making for their deceased family member with a
serious illness, which could be upsetting and result in psychological harm. The
investigator used the following strategies to minimize the risk of psychological harm: 1)
included sample study questions in the introductory letter; 2) thoroughly explained
everything to each participant; and 3) emphasized the voluntary nature of participation.
The investigator also: 4) conducted the interviews in a professional manner; 5) repeated
information when necessary; 6) informed participants that they did not have to answer
any questions that made them feel uncomfortable; and 7) monitored the participants
closely for cues that the participant was distressed. In the event that a participant
became emotionally distressed, the investigator offered to terminate the interview and
provide him/her with mental health and bereavement support information.

Next, the investigator administered the demographic survey, decision regret,
decisional conflict, beliefs and values, and quality of communication measures
(described below). In order to protect participants against the risk of a loss of
confidentiality, interview data and questionnaires were labeled with identification
numbers, rather than participants’ names. All physical data forms were kept in a locked
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file cabinet, while all digital data were saved on Indiana University’s Research File
System, a secure server that is password protected.

The qualitative portion of the interview was conducted using a 12-item semi-
structured interview guide (described below). Family members’ responses to the semi-
structured interview guide were transcribed verbatim by professional transcriptionists
from Absolute Marketing and Research, a trusted affiliate of the Indiana University
School of Nursing. Following transcription, the investigator proofed transcripts for
accuracy, and removed all identifying information. Transcribed data were saved in
electronic format and password-protected on Indiana University’'s Research File System,
a secure server that is password protected. Transcribed data was accessible only to the
investigators, her advisors, and her consultant (Dr. Barbara Habermann).

Quantitative Measures

Patient and family member characteristics. Patient and family member
characteristics assessed included age, gender, income, education level, relationship to
decedent, religious affiliation, and religious values.

Characteristics. Quantitative characteristics were assessed by participant self-
report using an 11-item investigator-developed survey. The following questions were
asked to obtain each participant’s and decedent’s age, gender, income, years of
education, and religious affiliation. Religious values were assessed only for participants,
not for decedents.

Age. Age was assessed using the open-ended questions: “How old are you?”
and “How old was your family member when s/he passed away?”

Gender. Gender of family members was assessed using the investigator’s
intuition of the sound of family members’ voices and names.

Income. Income was assessed using the survey question: “Please stop me
when | come to your total combined yearly household income before taxes. Isit...?”
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Categorical response options ranging from ‘less than $15,000' to ‘more than $100,000’
were read to each participant. (See Appendix D for all income categorical response
options).

Years of education. Years of education were assessed using the question:

“Please stop me when | come to the highest grade or year of school you finished. Is

‘completed graduate degree’ were read to each participant. (See Appendix D for all
education categorical response options).

Relationship to decedent. Family members’ relationship to the decedent was
assessed using the open-ended question: “Please stop me when | come to the phrase
that best describes your relationship to the family member? Where you his or her...?”
Sample categorical response options included, “Husband”, “Wife”, Daughter or Step-
daughter”, and “Son or Step-son.”

Religious affiliation. Religious affiliation was assessed using the open-ended
guestion: “What is your religious affiliation?”

Religious values. Religious values of bereaved AA family members of decedents
were measured using the Beliefs and Values Scale®?. The 20-item scale measured
spiritual and religious beliefs using a 5-point Likert response option, where zero =
strongly disagree and four = strongly agree. The score for each item in the scale was
summed to compute a total score, with a possible range of zero to 80. Higher scores
indicated stronger spiritual and religious beliefs®>2. Sample Beliefs and Values Scale
items included “I am a spiritual person,” “I believe | have a spirit or soul that can survive
my death,” and “| believe in a personal God.”

Quality of communication. Quality of communication was measured using the
Quiality of Communication Scale. The overall Quality of Communication Scale is
comprised of two subscales: the General Communication Subscale (items 1-6) and the
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EOL Communication Subscale (items 7-13). It contains 13-items sample items
including: “How good was the healthcare team at using words you understood?” and
“How good was the healthcare team at talking about what dying might be like?” %8
Response options ranged from 0 = “Poor” to 10 = “Absolutely Perfect®®.” The middle of
the scale with the value of 5 = “Very Good.” Response options also included “The
healthcare team didn’t do this” or “I don’t know.” These response options were
appropriate if the family member felt members of the healthcare team could not be rated
because communicative tasks were not performed, or if the family member did not know
the answer to the scale item.

End-of-life treatment decision. End-of-life treatment decision was measured
using a single item: “In the last month of life, was the goal of your loved one’s treatment
focused on keeping him or her comfortable or more towards trying to cure to him or her
of the illness? For example, did the decedent receive comfort-focused care, such as
hospice, or did they continue treatments to cure the illness?” Two categorical response
options were ‘comfort-focused care’ or ‘life-prolonging treatment’.

Decision outcomes.

Decision regret. Decision outcomes were measured using the Ottawa Decision
Support (ODS) Decision Regret and Decisional Conflict Scales*®*°. Decision regret was
measured using the Decision Regret Scale*. The 5-item scale measured decision
regret using a 5-point Likert response option, where one = “strongly agree” and five =
“strongly disagree”. Items two and four of the Decision Regret Scale were reverse
coded so that, for each item, a higher number indicated more regret. To compute the
total decision regret score for each family member, one was subtracted from each item
total and multiplied by 25. Possible decision regret scores ranged from zero (no regret)

to 100 (high regret). Sample scale items included “The decision to stop (or continue)

a7



treatment was the right decision” and “I regret the choice about treatment that was made
for my loved one’s end-of-life care’™.”

Decisional conflict. Decisional conflict was measured by the ODS Decisional
Conflict Scale®®. The Decisional Conflict Scale measures personal perceptions of: a)
uncertainty in choosing options; b) amendable factors influencing uncertainty such as
feeling uninformed, unclear about personal values, and unsupported in decision-making;
and c) effective decision-making such as feeling the choice is informed, values-based,
and likely to be implemented, as well as expressing satisfaction with the choice®.

This study used the 10-item low literacy Decisional Conflict Scale, which is most
useful for people with limited reading skills®°. The 10-item scale measured decisional
conflict using questions with 3 response options, ‘yes’ = 0, ‘no’ = 4, and ‘unsure’ = 2%,
To compute the total decisional conflict score, the scale’s 10 items were summed,
divided by 10, and multiplied by 25. Possible decisional conflict scores ranged from zero
(no decisional conflict) to 100 (extremely high decisional conflict).

Table 2. Constructs, Instruments, and Number of ltems

Construct Measure (Author) # of Reliability
Items from
Published
Literature
Demographics  Age, gender, income, education, 11 N/A

religious affiliation (investigator-
developed), etc.

Religious Beliefs and Values Scale®? (King) 20 0.94

Values

Quality of Quiality of Communication®®

Communication (Engelberg) 6 0.91
General Communication 7 0.79

End-of-life Communication

End-of-life Investigator-developed question 1 N/A
Treatment

Decision

Decision Decision Regret Scale’ (ODSF) 5 0.81t0 0.92
Regret
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Decisional Decisional Conflict Scale® (ODSF) 10 0.86
Conflict

Qualitative Measures

The in-depth semi-structured interview consisted of open-ended questions
derived from several domains that have been identified in the literature, including patient
and family member knowledge of disease diagnosis, treatment options, treatment
outcomes, and EOL options. Other important domains included the influences of
religious values, cultural values, and medical mistrust. The patient-family member
member-provider interaction variables of communication and relationships also informed
interview questions. (See Appendix D for the complete interview guide).

Data Analysis

Preparing the Quantitative Data for Analysis

Quantitative data collected during the telephone interview were entered and
stored in a REDCap database (Research Electronic Data Capture), a secure Web
application for building and managing online surveys. Data were exported for analysis
into the most current version of SPSS. Prior to data analyses to address the specific
aims, univariate descriptive statistics were examined to check for accurate coding,
missing data, out-of-range data, plausible means and standard deviations, and
univariate outliers. The method for handling the missing data for any particular analysis
depended upon the number of complete cases, humber of variables with missing data,
and the pattern of the missing data. If missing data for a particular variable or set of
variables were few and missing completely at random, cases with missing data were
deleted. If missing values were concentrated in a few variables, which were not critical
to analysis, these variables were dropped. If data were missing at random, then
standard methods can be applied as long as one controls for the variables related to the
missingness. For example, if missingness of an outcome were related to age, we
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controlled for age in analyses. If missing data had a nonrandom pattern, then statistical
modeling of the missing data beyond the scope of this study would be needed. Instead,
it was treated as missing at random and acknowledged as a limitation in the discussion.

To detect outliers, histograms, box plots, and Q-Q plots were examined. In
addition to outliers, variables were examined for normality, linearity, and
homoscedasticity. Significance tests and normal probability plots for skewness and
kurtosis were performed to determine distribution normality. Since the Shapiro-Wilk test
is considered to be the most powerful normality test for all types of distributions and
sample sizes?81-28 it was used to determine normality. Linearity was assessed by
examining bivariate scatterplots. If variables failed tests of normality, linearity, and/or
homoscedasticity, then data transformations were performed based on distribution
deviation. Transformations included square root, logarithm, and inverse transformations.
Variables with negative skewness were reflected, transformed, and then re-reflected.
After transformations were performed, variables were examined for a normal or near-
normal distribution. If variables were not normal after transformation, transformed
variables were discarded and non-parametric methods were used with original variables.

Since statistical inference weakens as variables’ distributions depart from
normality, it is necessary to transform variables to improve normality. Screening
continuous variables in multivariable analysis is important when inference is the goal.
Normality of variables is assessed by statistical and/or graphical methods. Shapiro-Wilk
tests (p < .05) and visual inspections of histograms, normal Q-Q plots, and box plots of
all measures showed that none of the measures were normally distributed with the
exception of Quality of EOL Communication. To normalize distributions, logarithmic,
square root, and inverse transformations were applied to the following measures:
Religious Beliefs and Values Scale, Quality of General Communication Scale, Decision
Regret Scale, and Decisional Conflict Scale (see Appendix M). After applying
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logarithmic, square root, and inverse transformations to all non-normal measures,
Shapiro-Wilk tests (p < .05) and visual inspections of histograms, normal Q-Q plots, and
box plots showed that only the square root-transformations of the Religious Beliefs and
Values Scale and Decision Regret Scale were normally distributed. Logarithmic, square
root, and inverse transformations did not improve distributions of the Quality of General
Communication Scale and Decisional Conflict Scale. Therefore, parametric methods (t-
tests and Pearson correlation) were used in analyses that included the Quality of EOL
Communication Scale, square root-transformed Religious Beliefs and Values Scale, and
square root-transformed Decision Regret Scale, because these measures were normally
distributed, and met all other parametric assumptions. Non-parametric methods (Mann-
Whitney U tests and Spearman correlation) were used in analyses that included the
Quiality of General Communication Scale and Decisional Conflict Scale, because these
measures were not normally distributed, even after transformations were applied (see
Appendix M).

To conduct logistic regression analyses, quality of general communication and
decisional conflict were dichotomized using a median split. Dichotomization is
recommended when transformations do not render normal distributions?81-284,
Additionally, the Quality of General Communication Scale was dichotomized because
the authors of this scale have experienced issues with the scale in the past. Specifically,
participants have tended to rate items as either high (score of 10) or low (score of 0),
with no intermediate ratings. The authors of the scale overcame this issue by
dichotomizing the scale. It is important to note that such compression of Quality of EOL
Communication Scale scores was not a problem in this study since participants rated
items along the entire range of scores (0 to 10), including intermediate values. The
Quiality of EOL Communication Scale, square root-transformed Religious Beliefs and
Values Scale, and square root-transformed Decision Regret Scale were not
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dichotomized because their linear residual plots were normally distributed in all linear
models.

Cronbach alphas were calculated for both ODS scales, Religious Beliefs and
Values Scale, and Quality of Communication Scales (general and EOL) (See Table 4 in
Chapter 4). All item-to-total correlations were larger than 0.30 (data not shown).
Descriptive statistics were run on all variables in order to characterize the sample with
regard to demographics of the bereaved family member and decedent, religious values,
guality of communication (general and EOL), decision regret, and decisional conflict.

Quantitative Data Analysis. Due to the exploratory nature of these analyses,
no adjustments were made for multiple comparisons. All statistical tests were
considered significant at a priori alpha level a = .05. The analyses for each aim and
research question are presented below.

Aim 1. Describe characteristics of African American decedents’ and

bereaved family members’, as well as bereaved family members’

perceptions of quality of communication, end-of-life treatment decision,
and decision outcomes.

To address Aim 1, descriptive statistics (mean and SD) and frequencies were
performed on decedents’ and bereaved family members’ characteristics, and bereaved
family members’ quality of communication, EOL treatment decision, and decision
outcomes. Decedents’ and family members’ income and education were collapsed into
two categories for each variable. Decedents’ income was collapsed into “$15,000 or
less” and “More than $15,000”. Family members’ income was collapsed into “$30,000 or
less” and “More than $30,000. Similarly, decedents’ and family members’ education
were collapsed into two categories, “High School or Less” and “Post-secondary School”.
Decedents’ and family members’ income and education were collapsed into two
categories because conducting analyses with the original variables would have violated
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statistical assumptions, due to the study’s small sample size. Specifically, assumptions
for chi-square tests for contingency tables would have been violated if expected cell
counts were less than one or when more than 20% of the contingency table cells had
expected cell counts less than five?®. The collapsed income and education variables
were used in all statistical analyses.

Aim 2. Examine relationships among decedents’ characteristics, bereaved

family members’ characteristics, quality of communication, end-of-life

treatment decision, and decision outcomes.

To address Aim 2, Mann-Whitney U tests, t-tests, Spearman correlation tests,
Pearson correlation tests, Chi-Square tests, logistic regressions, and linear regressions
were performed to examine relationships among decedents’ and family members’
characteristics, quality of communication with healthcare providers (HCP), EOL
treatment decision, and decision outcomes.

Research question 2a. What are the relationships between decedents’

characteristics and: 1) quality of communication; 2) end-of-life treatment decision;

and 3) decision outcomes?

Quiality of general communication. Independent-sample Mann- Whitney U tests
were used to examine the relationships between decedents’ gender (independent
variable [IV]), income (IV), education (IV), religious affiliation (I1V), and quality of general
communication (dependent variables [DV]). Spearman correlations were used to
examine the associations between decedents’ ages (IV), square root-transformed
religious values (1V), and quality of general communication (DV).

Quiality of end-of-life communication. Independent-sample t-tests were used to
examine the relationships between decedents’ gender (1V), religious affiliation (1V),

income (IV), education levels (1V), and quality of EOL communication (DV). Pearson
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correlations were used to explore the associations between decedents’ ages (1V),
square root-transformed religious values (1V), and quality of EOL communication (DV).

End-of-life treatment decision. Independent-sample t-tests were used to
examine relationships between decedents’ ages (IV), square root-transformed religious
values (IV), and EOL treatment decision (DV). Chi-square tests were performed to
examine the relationships between decedents’ gender (IV), incomes (1V), education
levels (IV), and religious affiliation (IV) and EOL treatment decision (DV).

Decision regret. Independent-sample t-tests were used to examine the
relationships between decedents’ gender (IV), income (1V), education (IV), religious
affiliation (IV) and square root-transformed decision regret (DV). Pearson correlations
were used to explore the associations between decedents’ ages (IV), square root-
transformed religious values (IV), and square root-transformed decision regret (DV).

Decisional conflict. Independent-sample Mann- Whitney U tests were used to
examine the relationships between decedents’ gender (1V), income (1V), education (1V),
religious affiliation (IV), and decisional conflict (DV). Spearman correlations were used
to examine the associations between decedents’ ages (IV), square root-transformed
religious values (1V), and decisional conflict (DV).

Research Question 2b. What are the relationships between bereaved family

members’ characteristics and: 1) quality of communication; 2) end-of-life

treatment decision; and 3) decision outcomes?

Quiality of general communication. Independent-sample Mann- Whitney U tests
were used to examine the relationships between family members’ gender (1V), income
(IV), education (1V), religious affiliation (1V), and quality of general communication (DV).
Spearman correlations were used to examine the associations between family members’

ages (IV), religious values (1V), and quality of general communication (DV).
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Quiality of end-of-life communication. Independent-sample t-tests were used to
examine the relationships between family members’ gender (1V), income (1V), education
(IV), religious affiliation (IV), and quality of EOL communication (DV). Pearson
correlations were used to explore the associations between family members’ ages (1V),
square root-transformed religious values (IV), and quality of EOL communication (DV).

End-of-life treatment decision. Independent-sample t-tests were used to
examine relationships between family members’ ages (IV), square root-transformed
religious values (IV), and EOL treatment decision (DV). Chi-square tests were
performed to examine the relationships between family members’ genders (IV), incomes
(IV), education levels (1V), and religious affiliation (IV) and EOL treatment decision (DV).

Decision regret. Independent-sample t-tests were used to examine the
relationships between family members’ gender (1V), income (1V), education (1V), religious
affiliation (IV), and square root-transformed decision regret (DV). Pearson correlations
were used to explore the associations between family members’ ages (IV), square root-
transformed religious values (1V), and square root-transformed decision regret (DV).

Decisional conflict. Independent-sample Mann-Whitney U tests were used to
examine relationships between family members’ gender (1V), income (IV), education
(IV), religious affiliation (IV), and decisional conflict (DV). Spearman correlations were
used to examine associations between family members’ ages (IV), religious values (1V),
and decisional conflict (DV).

Research question 2c. What are the relationships among family members’

guality of communication and decision outcomes?

Spearman correlations were used to examine relationships between family
members’ quality of communication (IV), decision regret (DV), and decisional conflict

(DV). Pearson correlations were used to examine associations between quality of EOL
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communication (IV) and square root-transformed decision regret (DV) because they
were normally distributed.

Research question 2d. Are there differences in decision outcomes by end-of-

life treatment decision?

An independent-sample t-test was used to examine differences in square root-
transformed decision regret (DV) by EOL treatment decision (IV). Since decisional
conflict was not normally distributed, an independent-sample Mann-Whitney U test was
used to examine differences in decisional conflict (DV) by EOL treatment decision (1V).

Research question 2e. Are there differences in quality of communication by

end-of-life treatment decision?

Independent-sample Mann-Whitney U test was used to test differences in EOL
treatment decision (DV) by quality of general communication (IV). Since quality of EOL
communication was normally distributed, an independent t-test was used to test
differences in EOL treatment decision (DV) by quality of EOL communication (V).

Research question 2f. What antecedent and mediator variables in the

conceptual model predict end-of-life treatment decision?

Dichotomized variables were used to complete these analyses. Logistic
regression was used to examine whether decedents’ and family members’
characteristics (IV), square root-transformed religious values scores (1V), dichotomized
guality of general communication scores (1V), and quality of EOL communication scores
(IV) predicted EOL treatment decision (DV). In multiple regression models, we
controlled for any covariates that were potentially associated with the outcome (i.e.
associated with the outcome with p < .250).

Research question 2g. What antecedent and mediator variables in the

conceptual model predict decision outcomes?
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Dichotomized variables were used to complete these analyses. Given the
square root-transformed religious values scores, quality of EOL communication scores,
and square root-transformed decision regret scores were normally distributed, linear
regressions were used to examine whether decedents’ and family members’
characteristics (IV), square root-transformed religious values scores (1V), dichotomized
guality of general communication scores (1V), and quality of EOL communication scores
(IV) predicted square root-transformed decision regret scores (DV). Logistic regression
was used to examine whether decedents’ and family members’ characteristics (1V),
square root-transformed religious values scores (1V), and dichotomized quality of
general communication scores (1V) predicted dichotomized decisional conflict scores
(DV). In the multiple regression models, we controlled for any covariates that were
potentially associated with the outcome (i.e. associated with the outcome with p <.250).
Qualitative Data Analysis and Interpretation

Overview. Data were analyzed using qualitative descriptive methods and
content analysis?®. Using narrative methods emphasizes analysis within individual
accounts and across-case coding. This allowed the investigator to understand bereaved
family members, as well as develop a synthesis that captured variation across
individuals?®. Qualitative content analysis is analysis of verbal and visual data that is
focused on summarizing the informational contents of the data®°®3°, Qualitative content
analysis is considered the least interpretive of the qualitative analysis approaches
because there is no obligation to re-present the data in terms other than in the
participant’s own words?®’.

Sample size and sample selection for qualitative analyses. There is no
universal rule for sample size in qualitative research. Sample size is largely a function of
the purpose of the inquiry, the quality of the informants, and the type of sampling
strategy used. Sample size should be determined based on informational needs, and
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thus a guiding principle is data saturation, which is to sample until no new information is
obtained and redundancy is accomplished?®®. For the purposes of this study, a
subsample of 15 family members was selected in order to keep the scope of the project
feasible with the intent to conduct additional analyses on the remaining interviews at a
later date. Therefore, the analyses are preliminary. Saturation and redundancy was not
achieved.

Participants were selected based on their scores on the Decisional Conflict
Scale. Decisional conflict score was chosen as the criterion for sampling because
decisional conflict scores vary by individual?®®, which could potentially give insight into
family members’ perceptions of their loved ones’ decisions to continue or discontinue
LPT at EOL. After a decisional conflict score was computed for each participant,
participants were divided into tertiles according to their decisional conflict summary
scores (see Table 3). The investigator randomly chose five participants from the lowest
tertile (reflecting low decisional conflict), five participants from the middle tertile
(reflecting moderate decisional conflict), and five participants from the highest tertile
(reflecting high decisional conflict).

Table 3. Frequencies of Decisional Conflict Tertiles

Total Sample (n = 49)
Tertile n (%)
Low Decisional Conflict® 34 (69.4)

Moderate Decisional Conflict® 9  (18.4)

High Decisional Conflict® 6 (12.2)
aDecisional Conflict Score Range: 0-33.3
bDecisional Conflict Score Range: 33.4-66.6
‘Decisional Conflict Score Range: 66.7-100

Analysis. De-identified, transcribed interviews were uploaded in to NVivo 10.0,
a qualitative software management system. This software helped the investigator to

organize and analyze the qualitative data that each participant provided. The
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investigator created a case study for each interview to begin immersion into the data.
After case studies were developed, the investigator read and re-read each transcript and
gave labels to important ideas?®. A preliminary code list was developed based off of this
initial read and a data dictionary was created?! (see Appendix K).

All interviews were read and coded by a primary (Esther Smith-Howell) and
secondary (Susan Hickman) coder. The investigators read and labeled text data in the
first five transcripts and then met together to compare labels and modify the data
dictionary. The investigators read and labeled text data in five more transcripts, and
then met together to refine the code set. The investigators continued this process for the
final five transcripts. Differences in coding were discussed and resolved through
consensus. The investigators met regularly to discuss coding interpretations and
thematic analyses, and resolve discrepancies?®!. A methods expert, serving as a
consultant, reviewed a subset of analyses for quality?°2.

Once initial coding was complete, the primary coder reviewed all the qualitative
data and identified the codes that were relevant to Aims 3 and 4. From these relevant
codes, the primary investigator identified the codes that contained data from five or more
participants. All participant quotes for each of these codes were reviewed and a memo
for each code was developed that identified subthemes present in each code. Then
subthemes across codes were synthesized to develop overarching themes related to
Aims 3 and 4.

Summary

In this chapter, the investigator presented the methods used to conduct this
study. The study design, sample and setting, study procedures, measures, and data
analyses were presented. In this study, the investigator sought to improve end-of-life
care among AAs with a serious illness and their family members by advancing our
understanding of decision-making, patient- and family member-centered communication,
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and patient and family member perceptions of the decision to continue or discontinue
LPT at EOL. Because the investigator sought to capture decision-making from the
perspective of the family member, the findings of this study generated valuable new
knowledge that ultimately will lead to interventions to support different variations of

decision-making and communication among AAs with a serious illness and their families.

60



Chapter Four
Results

This chapter presents the results of this study starting with a brief description of
the sample and settings. The findings of the study will be discussed in two sections.
First, discussion will address aims one and two, which were assessed using quantitative
methods. The chapter concludes with a discussion of aims three and four, which were
assessed qualitatively.

Sample and Settings

A convenience sample of 49 AA bereaved family members of AAs who died
between 2 and 6 months ago were recruited to participate in this mixed methods study.
As shown in Figure 3, 110 bereaved AA family members were identified as potentially
eligible to participant in this study. Of the 110 family members, 74 were contacted and
36 were unable to be reached by phone. Three of the 74 individuals contacted were
excluded due to ineligibility, resulting in a potential pool of 71 family members. Fifty
family members enrolled in the study, 21 declined to participate. Forty-nine of the 50
family members’ data were included in data analyses. One family member completed
the qualitative portion of the interview, but was lost to follow-up to complete the
guantitative portion. Therefore, data from this family member were excluded from all
analyses. It is important to note that very few data were missing from analyses.
Variables with missing data included decedents’ and family members’ income and
education, and decedents’ religious affiliation. Cases with missing data for these

variables were deleted from analyses that involved these variables.
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Figure 3. Recruitment Flow Diagram
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Aims and Research Questions
Aim 1. Describe characteristics of African American decedents’ and bereaved
family members’, as well as bereaved family members’ perceptions of quality of
communication, end-of-life treatment decision, and decision outcomes.

Family members’ characteristics. As shown in Table 4, family members
ranged in age from 29 years to 81 years (M=52.3, SD=12.0). A majority of family
members were female (67.3%) and the children of the decedents (55.1%). Most
(73.5%) completed at least some college and had an annual income of $30,000 or less
(48.9%). The sample’s religious affiliation was almost completely Christian (95.9%). As
shown in Table 5, family members had an average beliefs and values score of 64.6 (SD
=10.4).

Decedents’ characteristics. As shown in Table 4, decedents’ ages ranged
from 38 years to 95 years (M=68.7, SD=12.1), with almost half (44.9%) being between
65-79 years old. The gender of decedents was almost evenly split; 25 were male and 24
were female. More than 70% of decedents had a high school education or less and
48.9% had an annual income of $15,000 or less. Nearly all decedents (97.9%) had a

Christian religious affiliation.
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Table 4. Family Members’ and Decedents’ Characteristics

Total Sample  Total Sample

(n =49) (n = 49)
Variable Family Decedents
Members
Age n (% n (%
0-34 2 (42 -
35-49 19 (38.8) 4 (8.2
50-64 19 (38.8) 14 (28.6)
65-79 8 (16.3) 22 (44.9)
80+ 1 (2.0 9 (18.4)
M (SD) 52.3 (12.0) 68.7 (12.1)
Range 29-81 38-95
Gender
Male 16 (32.7) 25 (51.0)
Female 33 (67.3) 24 (49.0)
Annual Income?®
$30k or Less ($15k or Less for decedents) 23 (48.9) 22 (48.9)
More than $30k (More than $15k for decedents) 24 (51.1) 23 (46.9)
Education (grade)?@
High School or Less 13 (26.5) 32 (71.1)
Post-secondary School 36 (73.5) 13 (28.9)
Religious Affiliation?
Christian 47 (95.9) 46 (97.9)
None 2 (42 1 (2.1
Relationship to Decedent
Husband 2 (4.2
Wife 5 (10.2)
Daughter or Step-daughter 15 (30.6)
Son or Step-son 12 (24.5)
Daughter-in-law 4 (8.2
Sister 5 (10.2)
Brother 2 (4.2
Niece 1 (2.0
Other Relative 1 (2.0
Friend 2 (4.1)

aMissing values, were due to family members’ refusals or lack of knowledge to answer.

Family members’ perceptions of quality of communication, end-of-life
treatment decision, and decision outcomes. As shown in Table 5, family members

reported an average total quality of general communication score of 8.07 (SD = 2.13)
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and an average total quality of end-of-life (EOL) communication score of 5.99 (SD =
2.78). Nearly two-thirds (63.3%) of decedents received CFC versus one-third (36.7%)
who received life-prolonging treatments (LPT) (Appendix H). The sample had an
average decision regret score of 22.2 (SD = 17.77) and an average decisional conflict
score of 25.4 (SD = 26.24). See Appendices E-J for tables of individual items of each
study measure.
Reliability of Study Measures

Participants completed the Religious Beliefs and Values Scale, Quality of
Communication Scale, Decision Regret Scale, and Decisional Conflict Scale.
Cronbach’s alphas computed for each measure to assess internal consistency showed
each measure had a Cronbach’s alpha of .70 or greater, which is an acceptable
reliability coefficient®* (see Table 5).

Table 5. Reliability and Descriptive Statistics of Study Measures

Range
Measure n M SD  Potential  Actual a
(This Sample)

Religious Beliefs and Values 49 64.63 10.41 0-80 28-79 .905
Quiality of Communication

General 49 8.07 213 0-10 1.83-10 .938

End-of-life 49 599 278 0-10 0.14-10 .863
Decision Outcomes

Decision Regret 49 22.24 17.77  0-100 0-80 .750

Decisional Conflict 49 2541 26.24 0-100 0-90 .853

Note. Lower scores (0) indicate less strongly held beliefs, lower quality of
communication, less decision regret, and less decisional conflict.

Aim 2. Examine relationships among decedents’ characteristics, bereaved family
members’ characteristics, quality of communication, end-of-life treatment

decision, and decision outcomes.
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Research question 2a. What are the relationships between decedents’
characteristics and: 1) quality of communication; 2) end-of-life treatment
decision; and 3) decision outcomes?

Since quality of general communication and decisional conflict were not normally
distributed, nonparametric methods (Mann-Whitney U tests and Spearman correlations)
were used to complete analyses for these two measures. Parametric methods
(independent sample t-tests and Pearson correlations) were used in analyses that
included quality of EOL communication and square root-transformed decision regret,
because both were normally distributed. Independent sample t-tests were used to
assess the differences in EOL treatment decision by decedents’ age. Chi-square tests
were used to assess the differences in EOL treatment decisions by decedents’ gender,
income, education, and religious affiliation.

Since quality of general communication and decisional conflict were non-normal
variables, Spearman correlations were necessary to assess the relationships between
decedents’ age, quality of general communication, and decisional conflict. Since quality
of EOL communication, square root-transformed religious values, and square root-
transformed decision regret were normally distributed, Pearson correlations were
necessary to assess the relationships between decedents’ age, quality of EOL
communication, and square root-transformed decision regret.

As shown in Table 6, family members of female decedents reported higher
guality of general communication scores than those of male decedents (Mean Rank =
30.12 vs. 20.08, p = .013). Decisional conflict scores approached significance for the
family members of male decedents versus the family members of female decedents
(Mean Rank = 28.80 vs. 21.04, p = .055). As shown in Table 6, there were no other
significant relationships between decedents’ characteristics (income, education, and
religious affiliation) and family members’ quality of general communication scores.
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Likewise, there were no significant relationships between decedent’s characteristics
(gender, income, education, and religious affiliation) and family members’ decisional
conflict scores (Table 6).

As shown in Table 7a, family members of female decedents reported higher
guality EOL communication scores than those of male decedents (M = 6.85vs. 5.17, p =
.033). Family members’ decision regret scores were significantly higher for male
decedents than female decedents (M= 4.97 vs. 3.34, p = .009). Differences in mean
guality of EOL communication scores approached significance for family members of
decedents who had Christian affiliation compared to family members of decedents who
had no religious affiliation (M = 6.12 vs. 1.00, p = .069). It is important to note that 46
decedents had Christian affiliation compared to only one decedent who had no religious
affiliation. Family members’ decision regret scores approached significance for family
members of decedents who had Christian affiliation compared to family members of
decedents who had no religious affiliation (M = 4.22 vs. 0.00, p =.059). Again, itis
important to note that 46 decedents had Christian affiliation compared to only one
decedent who had no religious affiliation. As shown in Table 7a, there were no
significant relationships between decedents’ characteristics (income, education, and
religious affiliation) and family members’ quality of EOL communication scores and
decision regret scores. There also was no significant relationship between decedents’
age and EOL treatment decision (see Table 7b).

As shown in Table 8, the difference in proportions of respondents whose family
member received LPT versus CFC by family members’ education level approached
significance (x* = 3.47, p = .062). Among family members with less education, a
significantly larger proportion (85% versus 15%) of decedents received CFC versus LPT,
compared to decedents of family members with higher education, whose proportions
were nearly equal (56% versus 44%). There were no significant relationships between
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decedents’ characteristics (gender, income, education, and religious affiliation) and EOL
treatment decision. As shown in Table 10, family members’ quality of EOL
communication scores were positively correlated with decedents’ ages (r =.314, p =
.028). Specifically, family members’ quality of EOL communication scores increased as

decedents’ ages increased.
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Table 6. Mann-Whitney U Tests of Differences in Family Members’ Quality of General Communication and Decisional
Conflict by Decedents’ and Family Members’ Gender, Income, Education, and Religious Affiliation

Outcome Variable Characteristic Mean n U Median 25M.75h p
Rank Percentile
Quality of General Decedent Gender 177.00 8.83 [7.00,9.83] .013
Communication
Male 20.08 25
Female 30.12 24
Decedent Income 223.00 8.83 [7.00, 9.83]
$15,000 or Less 24.36 22 493
More than $15,000 21.70 23
Decedent Education 171.00 8.83 [7.00, 9.83]
High School or Less 2416 32 .352
Post-Secondary 20.15 13
School
Decedent Religious Affiliation 9.00 8.83 [7.00,9.83] .426
Christian 24.30 46
None 10.00 1
Decisional Conflict  Decedent Gender 205.00 20.00 [0.00,40.00] .055
Male 28.80 25
Female 21.04 24
Income 225,50 20.00 [0.00, 40.00] .527
$15,000 or Less 21.75 22
More than $15,000 24.20 23
Education 204.50 20.00 [0.00, 40.00] .929

High School or Less 23.11 32
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Outcome Variable Characteristic Mean n U Median 25M.75h p
Rank Percentile
Post-Secondary 22.73 13
School
Decedent Religious Affiliation 1.00 20.00 [0.00, 40.00] .085
Christian 23.52 46
None 46.00 1
Quiality of General Family Member Gender 227.00 8.83 [7.00,9.83] .428
Communication
Male 22.69 16
Female 26.12 33
Family Member Income 253.50 8.83 [7.00,9.83] .631
$30,000 or Less 23.02 23
More than $30,000 24.94 24
Family Member Education 190.00 8.83 [7.00,9.83] .317
High School or Less 28.38 13
Post-Secondary 23.78 36
School
Family Member Religious 19.50 8.83 [7.00,9.83] .187
Affiliation
Christian 25.59 47
None 11.25 2
Decisional Conflict  Family Member Gender 21450 20.00 [0.00,40.00] .286
Male 28.09 16
Female 23.50 33
Family Member Income 239.00 20.00 [0.00,40.00] .425
$30,000 or Less 25.61 23
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Outcome Variable Characteristic Mean n u Median 25M.75h P
Rank Percentile
More than $30,000 2246 24
Family Member Education 183.00 20.00 [0.00, 40.00] .243
High School or Less 21.08 13
Post-Secondary 26.42 36
School
Family Member Religious 26.00 20.00 [0.00,40.00] .333
Affiliation
Christian 25.45 47
None 1450 2
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Table 7a. Independent Sample T-test of Differences in Family Members’ Quality of End-of-life Communication Scores and

Decision Regret Scores by Decedents’ and Family Members’ Gender, Income, Education, and Religious Affiliation

Outcome Variable Characteristic Mean SD n df t p
Quality of End-of-life Communication Decedent Gender
Male 5.17 2.76 25 47 -2.19 .033
Female 6.85 2.58 24
Decedent Income
$15,000 or Less 6.06 2.83 22 43 0.28 .781
More than $15,000 582 2.89 23
Decedent Education
High School or Less 6.08 2.82 32 43 1.01 .321
Post-Secondary School 5.18 2.57 13
Decedent Religious Affiliation
Christian 6.12 2.71 46 45 1.87 .069
None 1.00 -1
Decision Regret Decedent Gender
Male 497 195 25 47 275 .009
Female 3.34 221 24
Decedent Income
$15,000 or Less 432 224 22 43 694 .491
More than $15,000 3.84 234 23
Decedent Education
High School or Less 406 2.36 32 43 0.02 .982
Post-Secondary School 404 210 13
Decedent Religious Affiliation
Christian 422 216 46 45 194 .059
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Outcome Variable Characteristic Mean SD n df t p
None 0.00 -1
Quality of End-of-life Communication Family member Gender
Male 530 2.80 16 47 -1.22 .230
Female 6.33 2.75 33
Family Member Income
$15,000 or Less 598 291 23 45 0.10 .922
More than $15,000 590 2.81 24
Family Member Education
High School or Less 710 241 13 47 1.71 .095
Post-Secondary School 5,60 2.83 36
Family Member Religious Affiliation
Christian 6.10 2.79 47 47 1.34 .185
None 343 061 2
Decision Regret Family Member Gender
Male 449 220 16 47 0.68 .498
Female 402 224 33
Family Member Income
$15,000 or Less 446 205 23 45 1.08 .288
More than $15,000 3.77 238 24
Family member Education
High School or Less 412 223 13 47 -0.11 .917
Post-Secondary School 419 225 36
Family Member Religious Affiliation
Christian 420 2.26 47 47 042 .674
None 352 050 2
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Table 7b. Independent Sample T-test of Differences in End-of-life Treatment Decision by Decedents’ and Family Members’

Age and Family Members’ Religious Values

Outcome Variable Characteristic Mean SD n df t p
Decedent Age

End-of-life Treatment Decision: Comfort-focused Care 68.84 1282 31 47 0.12 .902
Life-prolonging Treatment 68.39 11.08 18
Family Member Age

End-of-life Treatment Decision: Comfort-focused Care 53.55 12.64 31 47 0.98 .331
Life-prolonging Treatment 50.06 10.76 18
Family Member Religious Values
Comfort-focused Care 444 142 31 47 -0.61 .542
Life-prolonging Treatment 469 131 18
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Table 8. Chi-Square Tests of Differences in End-of-life Treatment Decision by Decedents’ and Family Members’ Gender,

Income, Education, and Religious Affiliation

End-of-life Treatment

Decision
Comfort- Life-
focused prolonging
Care Treatment
Characteristic Total
n (%) n (%) n (%) X?2 p
Decedent Gender Male 16 (64.0) 9(36.0) 25(100) 0.01 .913
Female 15 (62.5) 9 (37.5) 24 (100)
Total 31(63.3) 18(36.7) 49 (100)
Decedent Income $15,000 or Less 16 (72.7) 6 (27.3) 22(100) 1.29 .256
More Than $15,000 13(56.5) 10 (43.5) 23(100)
Total 29 (64.4) 16 (35.6) 45 (100)
Decedent Education High School/Diploma 21(65.6) 11(34.4) 32(100) 0.55 .460
Post-Secondary School 7 (53.8) 6 (46.2) 13 (100)
Total 28 (62.2) 17 (37.8) 45 (100)
Decedent Religious Affiliation Christian 28 (60.9) 18(39.1) 46 (100) 0.63 .426
None 1 (100.0) - 1(100)
Total 29 (61.7) 18(38.3) 47 (100)
Family Member Gender Male 11 (68.8) 5(31.5) 16(100) 0.31 .579
Female 20 (60.6) 13(39.4) 33(100)
Total 31(63.3) 18(36.7) 49 (100)
Family Member Income $30,000 or Less 16 (69.6) 7 (30.4) 23(100) 0.64 .423
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End-of-life Treatment

Decision
Comfort- Life-
focused prolonging
Care Treatment
Characteristic Total
n (%) n (%) n (%) X2 p
More Than $30,000 14 (58.3) 10 (41.7) 24 (100)
Total 30(63.8) 17 (36.2) 47 (100)
Family Member Education High School/Diploma 11 (84.6) 2(15.3) 13(100) 3.47 .062
Post-Secondary School 20 (55.6) 16 (44.4) 36 (100)
Total
Family member Religious Affiliation Christian 29 (61.7) 18(38.3) 47 (100) 1212 271
None 2 (100.0) - 2(100)
Total 31(63.3) 18(36.7) 49 (100)




Research question 2b. What are the relationships between bereaved family
members’ characteristics and: 1) quality of communication; 2) end-of-life
treatment decision; and 3) decision outcomes?

Since quality of general communication and decisional conflict were not normally
distributed, nonparametric methods (Mann-Whitney U tests and Spearman correlations)
were used to complete analyses for these two measures. Parametric methods
(independent sample t-tests and Pearson correlations) were used in analyses that
included quality of EOL communication, square root-transformed religious values, and
square root-transformed decision regret, because all were normally distributed.
Independent sample t-tests were used to assess the differences in EOL treatment
decision by family members’ age and religious values. Chi-square tests were used to
assess the differences in EOL treatment decisions by family members’ gender, income,
education, and religious affiliation.

Since quality of general communication and decisional conflict were non-normal
variables, Spearman correlations were necessary to assess the relationships between
family members’ age, quality of general communication, and decisional conflict. Since
guality of EOL communication, square root-transformed religious values, and square
root-transformed decision regret were normally distributed, Pearson correlations were
necessary to assess the relationships between family members’ age, square root-
transformed religious values, quality of EOL communication, and square root-
transformed decision regret.

As shown in Table 9, family members’ quality of general communication scores
were positively correlated with family members’ ages (rs =.290, p = .043). Specifically,
family members’ quality of general communication scores increased as their ages
increased. As shown in Table 9, family members’ religious values scores were positively
correlated with family members’ quality of general communication scores (rs =.318, p =
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.026). Specifically, family members’ religious values scores increased as their quality of
general communication scores increased. As shown in Table 9, family members’
religious values scores were negatively correlated with family members’ decisional
conflict scores (rs = -.285, p =.047). Specifically, family members’ religious values
scores increased as their decisional conflict scores decreased.

Table 10 shows that family members’ quality of EOL communication scores were
positively correlated with family members’ ages (r = .311, p = .030). This indicates that
family members’ quality of EOL communication scores increased as their ages
increased. As shown in Tables 6, 7a, 7b, and 8 there were no other significant
relationships between family members’ characteristics (age, gender, income, religious
affiliation, and religious values) and quality of communication scores, EOL treatment
decision, and decision outcomes. As shown in Table 10, family members’ religious
value scores were not significantly correlated family members’ quality of EOL
communication scores or decision regret scores.

Research question 2c. What are the relationships among family members’

quality of communication and decision outcomes?

Spearman correlations were used to assess the relationships between family
members’ quality of communication scores (general and EOL), decision regret scores,
and decisional conflict scores, because quality of general communication scores and
decisional regret scores were not normally distributed. Although quality of EOL
communication scores and decision regret scores were normally distributed, quality of
general communication scores and decisional conflict scores were not normally
distributed, therefore, Spearman correlations were necessary to assess the relationships
between the normal and non-normal variables (see Table 9). Pearson correlations were

used to assess the relationship between quality of EOL communication scores and

78



square root-transformed decision regret scores, because both were normally distributed
(see Table 10).

Quality of general communication and decision outcomes. As shown in
Table 9, family members’ quality of general communication scores were negatively
correlated with decisional conflict scores (rs = -.503, p = .000). Specifically, as family
members’ general communication scores increased, their decisional conflict scores
decreased. As shown in Table 9, family members’ quality general communication
scores were not significantly correlated with family members’ decision regret scores.

Quality of EOL communication and decision outcomes. As shown in Table
9, family members’ quality of EOL communication scores were negatively correlated with
family members’ decisional conflict scores (rs = -.414, p = .003). Specifically, as family
members’ quality of EOL communication scores increased, their decisional conflict
scores decreased. As shown in Table 10, family members’ quality of EOL
communication scores were not significantly correlated with family members’ decision
regret scores. Given the decision regret and decisional conflict scales are Ottawa
Decision Support measures, they are highly correlated with one another’®. Therefore,
significant correlations between decision regret and decisional conflict were not reported

as significant findings in this study (see Table 9).
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Table 9. Spearman Correlation of Decedents’ and Family Members’ Ages and Family Members’ Religious Values Scores,
Quality of Communication Scores, and Decisional Conflict Scores

Variable 1 2 3 4 5 6 7

1. Decedents’ Ages - .361* .253 179 243 -.252 -.187

2. Family Members’ Ages - .045 .290* .300* .078 -.191

3. Religious Values - .318* A77 -.201 -.285*
4. Quality of General Communication - 811** -.241 -.503**
5. Quality of EOL Communication - -.084 - 414
6. Decision Regret - 542%*

7. Decisional Conflict -

*p<.05, *p<.01



Table 10. Pearson Correlation of Decedents’ and Family Members’ Ages, and
Family Members’ Religious Values Scores, Quality of End-of-life Communication
Scores, and Decision Regret Scores

Variable 1 2 3 4 5

1. Decedents’ Ages - .355*  .259 .314* -.211
2. Family Members’ Ages - .058 .311* .056
3. Religious Values - 218 -.211
4. Quality of EOL Communication - -.057

5. Decision Regret -
*p<.05
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Research question 2d. Are there differences in decision outcomes by end-

of-life treatment decision?

Since square root-transformed decision regret scores were normally distributed,
an independent-sample t-test was used in analysis that included this variable. Since
decisional conflict scores were not normally distributed, an independent-sample Mann-
Whitney U test was used in analysis including this variable. As shown in Table 11, there
were significant differences in decision regret scores between family members of
decedents who received CFC versus those who received LPT (M = 3.65 vs. 5.07, p =
.030). This finding indicates that family members of decedents who received CFC had
less decision regret than family members of decedents who received LPT. As shown in
Table 12, the difference in family members’ decisional conflict scores by EOL treatment
decision was not significant.

Table 11. T-tests of Differences in Family Members’ Decision Regret Scores and

Family Members’ Quality of End-of-Life Communication Scores by End-of-Life
Treatment Decision

Outcome Variable Treatment Decision Mean SD n df T p
Decision Regret Comfort-focused 3.65 209 31 47 -2.24 .030
care
Life-prolonging 5.07 220 18
treatment

Quality of End-of- Comfort-focused 6.55 281 31 47 1.88 .066
Life Communication care

Life-prolonging 5.04 251 18

treatment

Table 12. Mann-Whitney U Tests of Differences in Family Members’ Decisional
Conflict Scores and Family Members’ Quality of General Communication Scores
by End-of-Life Treatment Decision

Outcome Treatment Mean U Median 2575 p
Variable Decision Rank Percentiles
Decisional Comfort-focused 23.05 218.50 20.00 [0.00, 40.00] .204
Conflict care

Life-prolonging 28.36

treatment
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Outcome Treatment Mean U Median 25750 p

Variable Decision Rank Percentiles
Quality of Comfort-focused 27.42 204.00 8.83 [7.00,9.83] .118
General care

Communication
Life-prolonging 20.83
treatment

Research question 2e. Are there differences in quality of communication

by end-of-life treatment decision?

Since quality of general communication scores were not normally distributed, an
independent-sample Mann-Whitney U test was used in this analysis. Since quality of
EOL communication scores were normally distributed, an independent t-test was used in
this analysis. As shown in Table 11, the difference in quality of EOL communication
scores for family members of decedents who received CFC versus those who received
LPT (M = 6.55 vs. 5.04, p = .066) approached significance. As shown in Table 12, the
difference in family members’ quality of general communication scores by treatment
decision was not significant.

Research question 2f. What antecedent and mediator variables in the

conceptual model predict end-of-life treatment decision?

The square root-transformed religious values scores were used to complete
these analyses, because this variable was normally distributed. Since quality of general
communication scores were not normally distributed, it was dichotomized using a
median split. In the multiple regression models, we controlled for any covariates that
were potentially associated with the outcome (i.e. associated with the outcome with p <
.250).

Univariate and multivariable logistic regression analyses were used to predict
family members’ EOL treatment decision, using decedents’ and family members’

characteristics and family members’ quality of communication scores (general and EOL)
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as predictors. Religious affiliation was not used in these analyses because its limited
variation in this sample did not allow for use in regression analyses without violating
statistical assumptions. In a small sample, normally distributed errors allow investigators
to make inference about regression parameters. When errors are not normally
distributed, inferences are not reliable. The fact that only one to two decedents and
family members had no religious affiliation, makes this variable skewed (not normal),
and regression analyses performed using it would not be reliable?®®. Hence religious
affiliation was not used in regression analyses. As shown in Table 13, tests of individual
models against a constant only model showed that decedents’ characteristic (age,
gender, income, and education), family members’ characteristics (age, gender, income,
education, and religious values), as well as family members’ quality of communication

scores (general and EOL) were not significant predictors of EOL treatment decision.
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Table 13. Univariate and Multivariable Logistic Regression Analyses: Decedents’ and Family Members’ Characteristics and
Family Members’ Quality of Communication Scores as Predictors of End-of-life Treatment Decision

Outcome  Covariate Univariate Multivariable
B SE Wald p Exp 95% CI B SE Wald p Exp 95% CI
X (B) X (B)
EOL Decedent 0.00 0.03 0.02 .899 1.00 [0.95,1.04]
Treatment Age
Decision

Decedent 0.07 0.60 0.01 .913 1.07 [0.33,3.41]
Gender

Decedent 0.72 0.64 1.27 .260 2.05 [0.59, 7.15]
Income

Decedent 049 0.67 054 462 1.64 [0.44,6.08]
Education

Family -0.03 0.03 0.97 .325 0.98 [0.93,1.03]
Member
Age

Family 0.36 0.65 0.31 .580 1.43 [0.40,5.08]
Member
Gender

Family 0.49 0.61 0.64 .425 1.63 [0.49, 5.44]
Member
Income

Family 1.48 0.84 3.12 .077 4.40 [0.85,22.77]
Member
Education
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Outcome

Covariate

Univariate

Multivariable

B

SE

Wald

Exp
(B)

95% ClI

B SE Wald
XZ

P Exp
(B)

95% ClI

Family
Member
Religious
Values

0.14

0.22

0.39

.534

1.15

[0.75, 1.77]

Quality of
General
Communi
cation

Family
Member
Age

Family
Member
Gender

Family
Member
Income

Family
Member
Education

Family
Member

-0.78

-0.03

0.36

0.49

1.48

0.14

0.61

0.03

0.65

0.61

0.84

0.22

1.65

0.97

0.31

0.64

3.12

0.39

199

.325

.580

425

077

.534

0.46

0.98

1.43

1.63

4.40

1.15

[0.14, 1.51]

[0.93, 1.03]

[0.40, 5.08]

[0.49, 5.44]

[0.85, 22.77]

[0.75, 1.77]

-0.59 0.63 0.87

136 085 254

352  0.56

111 3.89

[0.16, 1.91]

[0.73, 20.60]
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Outcome

Covariate

Univariate

Multivariable

B

SE

Wald

Exp
(B)

95% ClI

B SE Wald
XZ

P Exp
(B)

95% ClI

Religious
Values

Quality of
EOL
Communi
cation

Family
Member
Age

Family
Member
Gender

Family
Member
Income

Family
Member
Education

Family
Member
Religious
Values

-0.21

-0.03

0.36

0.49

1.48

0.14

0.11

0.03

0.65

0.61

0.84

0.22

3.24

0.97

0.31

0.64

3.12

0.39

.072

.325

.580

425

077

534

0.81

0.98

1.43

1.63

4.40

1.15

[0.65, 1.02]

[0.93, 1.03]

[0.40, 5.08]

[0.49, 5.44]

[0.85, 22.77]

[0.75, 1.77]

-0.17 0.12 2.09

127 086 219

149 0.84

139 3.56

[0.67, 1.06]

[0.66, 19.13]

Note. The dependent variable in this analysis is EOL treatment decision coded so that 0 = CFC and 1 = LPT.



Research question 2g. What antecedent and mediator variables in the

conceptual model predict decision outcomes?

The square root-transformed religious values scores and square root-
transformed decision regret scores were used in these analyses, because they were
normally distributed. Since quality of general communication scores were not normally
distributed, it was dichotomized using a median split. Similarly, decisional conflict scores
were dichotomized using a median split. These two dichotomized variables were used
in these analyses. In the multiple regression models, we controlled for any covariates
that were potentially associated with the outcome (i.e. associated with the outcome with
p <.250).

Univariate and Multivariable linear regression analyses were used to predict
family members’ decision regret scores using decedents’ and family members’
characteristics and family members’ quality of communication scores (general and EOL)
as predictors. Univariate and multivariable logistic regression analyses were used to
predict family members’ decisional conflict scores using decedents’ and family members’
characteristics and family members’ quality of communication scores (general and EOL)
as predictors. Religious affiliation was not used in these analyses because its limited
variation in this sample did not allow for use in regression analyses without violating
statistical assumptions.

Decedents’ characteristics as predictors of family members’ decision
regret scores. As shown in Table 14, univariate and multivariable linear regression
analysis showed that decedents’ gender (p=.009) was a significant predictor of family
members’ decision regret scores. This finding indicates family members of male
decedents had higher regret scores than those of female decedents. When decedents’
gender (p=.022) and decedents’ ages (p = .457) were entered into the multivariable
model, decedents’ gender remained a significant predictor of family members’ decision
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regret scores (see Table 14). The multivariable model shows that decedents’ gender
and ages explained 11.2% of the variance in family members’ decision regret scores.
Univariate analysis shows that decedents’ gender, alone, explained 12.0% of the
variance in family members’ decision regret scores. This indicates that decedents’ ages
add little explanation to the multivariable model. No other decedents’ characteristics
(age, income, and education) were significant predictors of family members’ decision
regret scores (see Table 14).

Family members’ characteristics and quality of communication (general
and end-of-life) as predictors of decision regret. As shown in Table 14, family
members’ characteristics (age, gender, income, education, and religious values) and
guality of communication scores (general and EOL) were not significant predictors of

family members’ decision regret scores.
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Table 14. Linear Univariate and Multivariable Regression Analyses: Decedents’ and Family Members’ Characteristics and
Family Members’ Quality of Communication Scores (General and End-of-Life) as Predictors of Family Members’ Decision

Regret Scores

Outcome Covariate Univariate Multivariable
B SE Beta p 95% ClI B SE Beta p 95% CI
Decision Decedent Age -0.04 0.03 -.021 .145 [-0.09, 0.01] -0.02 0.03 -0.11 .457 [-0.07,0.03]
Regret
Decedent -1.63 0.60 -0.37 .009 [-0.28,-0.44] -1.49 0.63 -0.34 .022 [-2.75,-0.23]
Gender
Decedent -0.47 0.68 -0.11 .491 [-1.85,0.90]
Income
Decedent -0.02 0.75 -0.00 .982 [-1.54, 1.50]
Education
Adjusted 0.11
RZ
F 4.02
Family Member 0.01 0.03 0.06 .704 [-0.4,0.07]
Age
Family Member -0.46 0.68 -0.10 .498 [-1.83, 0.90]
Gender
Family Member -0.70 0.65 -0.16 .288 [-2.00, 0.61]
Income
Family Member 0.08 0.73 0.12 .917 [-1.38, 1.54]

Education
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Outcome Covariate Univariate Multivariable
B SE Beta p 95% CiI B SE Beta p 95% ClI
Religious -0.34 0.23 -0.21 .147 [-0.80,0.12]
Values
Quality of -1.06 0.62 -0.24 .094 [-2.32,0.19] 5.68 1.08 -0.19 .203 [-2.18,0.48]
General
Communication
Family Member 0.01 0.03 0.06 .704 [-0.04, 0.07]
Age
Family Member -0.46 0.68 -0.10 .498 [-1.82,0.93]
Gender
Family Member -0.70 0.65 -0.16 .288 [-2.00, 0.61]
Income
Family Member 0.08 0.73 0.02 917 [-1.38, 1.54]
Education
Religious -0.34 0.23 -0.21 .147 [-0.80,0.12] -0.24 0.24 -0.15 .335 [-0.72,0.25]
Values
Quality of EOL  -0.05 0.12 -0.06 .698 [-0.28,0.19]
Communication
Family Member 0.01 0.03 0.06 .704 [-0.04, 0.07]

Age




Z6

Outcome Covariate Univariate Multivariable
B SE Beta p 95% CiI B SE Beta p 95% ClI

Family Member -0.46 0.68 -0.10 .498 [-1.83, 0.90]

Gender

Family Member -0.70 0.65 -0.16 .288 [-2.00, 0.61]

Income

Family Member 0.08 0.73 0.02 917 [-1.38, 1.54]

Education

Family Member -0.34 0.23 -0.21 .147 [-0.80, 0.12]

Religious
Values




Decedents’ characteristics as predictors of decisional conflict. As shown in
Table 15, decedents’ characteristics (age, gender, income, and education) were not
significant predictors of family members’ decisional conflict scores.

Family members’ characteristics as predictors of decisional conflict. As
shown in Table 15, a test of the individual model against a constant only model was
significant for family members’ ages (X2 = 3.84, p = .050). This finding indicates that
family members’ ages were significant predictors of family members’ decisional conflict
scores. When family members’ ages (p = .069) and family members’ education (p =
.271) were entered into the multivariable model, neither remained a significant predictor
of family members’ decisional conflict scores. As shown in Table 15, no other family
member characteristics (gender, income, and religious values) were significant
predictors of family members’ decisional conflict scores (see Table 15).

Family members’ quality of general communication as predictor of
decisional conflict. As shown in Table 15, a test of the each individual model against a
constant only model showed that family members’ quality of general communication
scores (X2 = 7.04, p = .008) and family members’ ages (X? = 3.84, p = .050) were
significant predictors of family members’ decisional conflict scores. When family
members’ quality of general communication scores (X2 = 4.69, p = .030) and family
members’ ages (X? = 1.37, p = .242) were entered into the multivariable model, family
members’ quality of general communication scores remained a significant predictor of
family members’ decisional conflict scores (see Table 15).

Nagelkerke’'s R? indicated that the multivariable model explained 23.3% of the
variance in family members’ decisional conflict scores. The prediction success overall
was 71.4% (76.7% for little to no conflict and 63.2% for moderate to high conflict).
Specifically, 76.7% of the observed cases were correctly classified for the little to no
decisional conflict group and 63.3% of the observed cases were correctly classified for
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the moderate to high decisional conflict group. Overall 71.4% observed cases were
correctly classified, which is an improvement on the 61.2% correct classification with the
constant model.

The EXP(B), odds ratio, indicates that when family members’ quality of general
communication scores increase by one point, the odds of being in the moderate to high
decisional conflict group decrease by 0.23. This indicates that when family members’
guality of general communication scores are higher, family members are less likely to
have moderate to high decisional conflict.

Quality of end-of-life communication as predictor of decisional conflict. As
shown in Table 15, a test of each individual model against a constant only model
showed that family members’ quality of EOL communication scores (X? = 8.23, p = .004)
and family members’ ages (X2 = 3.84, p = .050) were significant predictors of family
members’ decisional conflict scores. When family members’ quality of EOL
communication scores (X2 = 6.07, p = .014) and family members’ ages (X? =.1.14, p =
.286) were entered into the multivariable model, only family members’ quality of EOL
communication scores remained a significant predictor of family members’ decisional
conflict scores.

Nagelkerke’s R? indicates that the multivariable model explained 28.7% of the
variance in family members’ decisional conflict scores. The overall prediction success
for family members’ decisional conflict scores was 73.5% (86.7% for little to no conflict
and 52.6% for moderate to high conflict). Specifically, 86.7% of the observed cases
were correctly classified for the little to no decisional conflict group and 52.6% of the
observed cases were correctly classified for the moderate to high decisional conflict
group. Overall 73.5% were correctly classified, which is an improvement on the 61.2%

correct classification with the constant model.

94



The EXP(B), odds ratio, indicates that when family members’ quality of EOL
communication scores increase by one point, the odds of being in the moderate to high
decisional conflict group decrease by 0.71. This indicates that when family members’
guality of EOL communication scores are higher, family members are less likely to have

moderate to high decisional conflict.
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Table 15. Univariate and Multivariable Logistic Regression Analyses: Decedents’ and Family Members’ Characteristics and
Family Members’ Quality of Communication Scores (General and End-of-Life) as Predictors of Family Members’ Decisional

Conflict Scores

Outcome Covariate Univariate Multivariable
B SE Wald p Exp 95% CI B SE Wald p Exp 95% CI
X? (B) X? (B)
Decisional Decedent Age -0.01 0.03 0.26 .611 0.99 [0.94,1.04]
Conflict
Decedent -0.45 059 0.58 .445 0.64 [0.20, 2.03]
Gender
Decedent 0.30 0.61 0.24 .627 1.35 [0.41,4.46]
Income
Decedent -0.30 0.70 0.18 .670 0.74 [0.19, 2.94]
Education
Family Member -0.05 0.03 3.84 .050 0.95 [0.90,1.00] |-0.05 0.03 3.31 .069 0.95 [0.90, 1.00]
Age
Family Member -0.69 0.62 124 .265 0.50 [0.15, 1.69]
Gender
Family Member 0.29 0.60 0.24 .628 1.34 [0.41,4.36]
Income
Family Member 098 0.74 176 .184 267 [0.63,11.35]| 0.84 0.77 121 .271 2.32 [0.52,10.41]
Education
Religious Values -0.06 0.22 0.08 .775 0.94 [0.62,1.44]




L6

Outcome Covariate Univariate Multivariable
B SE Wald p Exp 95% CI B SE Wald p Exp 95% CI
X? (B) X? (B)
Quality of -1.72 065 7.04 .008 0.18 [0.05,0.64] |-1.47 0.68 4.69 .030 0.23 [0.06,0.87]
General
Communication
Family Member -0.05 0.03 3.84 .050 0.95 [0.90,1.00] |-0.35 0.03 1.37 .242 0.97 [0.91,1.02]
Age
Family Member -0.69 0.62 1.24 .265 0.50 [0.15, 1.69]
Gender
Family Member 0.29 0.60 0.24 .628 1.34 [0.41, 4.36]
Income
Family Member 098 0.74 176 .184 2.67 [0.63,11.35]
Education
Religious Values -0.06 0.22 0.08 .775 0.94 [0.62, 1.44]
R? 0.23
n 49
Quality of EOL  -0.39 0.13 8.23 .004 0.68 [0.52,0.89] |-0.34 0.14 6.07 .014 0.71 [0.55,0.93]
Communication
Family Member -0.05 0.03 3.84 .050 0.95 [0.90,1.00] |-0.03 0.03 1.14 .286 0.97 [0.91,1.03]
Age
Family Member -0.69 0.62 1.24 .265 0.50 [0.15, 1.69]

Gender
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Outcome Covariate Univariate Multivariable
B SE Wald p Exp 95% CI B SE Wald p Exp 95% CI
X? (B) X? (B)
Family Member 0.29 0.60 0.24 .628 1.34 [0.41, 4.36]
Income
Family Member 098 0.74 176 .184 2.67 [0.63,11.35]
Education
Religious Values -0.06 0.22 0.08 .775 0.94 [0.62, 1.44]
R? 0.29
n 49

Note. The dependent variable in this analysis is decisional conflict coded so that 0 = “Little to No Conflict” and 1 = “Moderate

to High Conflict.



Aim 3. Describe African American bereaved family members’ experiences of end-
of-life decision-making, quality of communication, and quality of relationships
with healthcare providers.

Several codes emerged that related to each antecedent and mediator variable

that was assessed qualitatively. However, for the purposes of this dissertation,

an analytic decision was made by the research team to focus on codes with
representation from at least one-third (five interviews) of the sample. A complete
list of codes and the coding dictionary are available in Appendix K. The
dominant themes relevant to aim 3 included, Understanding, Relationship with
the Healthcare Team, and Quality of Communication.

Understanding.

The notion of understanding or a lack of understanding about diagnosis,
treatment options, treatment outcomes, and end-of-life care options emerged as a
central theme. Family members’ comprehension of the severity of decedents’ illnesses
was important to decision-making, as well as their preparedness for decedents’ deaths.
Within this “parent” theme, seven subthemes emerged as important to Understanding in
the context of family members’ EOL decision-making. These subthemes included
Diagnosis, Treatment Options, Treatment Outcomes, Change in Condition, Prepared for
Death, Unprepared for Death, and Lack of Understanding.

Diagnosis. Communication emerged as a crucial aspect of family members’
understanding of decedents’ diagnoses. Indeed, when family members lacked
understanding regarding diagnoses, poor family member-provider communication was
often the origin of their deficient comprehension. Family Member 39, the spouse of a
decedent, poignantly illustrated how poor communication contributed to her poor
understanding by saying, “To tell you the truth the doctors wasn't telling us anything, so
I'm not sure exactly what was his diagnosis.” It was equally important that family
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members be involved in discussions pertaining to decedents’ diagnosis and treatment
options. Inclusion in these discussions served as catalysts to family members’
understanding decedents’ diagnoses, which in turn, helped them to comprehend the
severity of decedents’ illnesses.

Treatment Options. Similarly to providing information about diagnoses, the
information that HCPs communicated to family members about treatment options helped
to structure family members’ understanding of decedents’ illnesses. Specifically, the
manner that HCPs conveyed information (i.e., optimistically) swayed how family
members perceived and understood decedents’ treatment options. Family Member 47,
recalled HCPs' hopeful communication about her mother’s iliness stating, “They never
ever said that they felt like my mother wasn't going to make it. They still were talking
about positive things going forward.” In addition to communicating optimistically, HCPs
who told family members the treatments decedents would receive, rather than including
family members in care discussions and decision-making also contributed to family
members’ comprehension (or lack of comprehension) of decedents’ treatment options.
Family Member 8 recalled his experience of this type of poor communication when he
stated:

“As far as | can remember, the only thing they mentioned the best thing

for us to do is to do some chemo treatments, and see how that goes from

there. What they didn't say, we could try this and this and here's another

option or here's a different option. There wasn't nothing else given. It

was just, you're going to go along with these type of chemo treatments

and that's it.”

The limited information he received regarding treatment options contributed to his
misunderstanding of how sick the decedent actually had become. In fact, he was
surprised when the decedent died.

Treatment Outcomes. The information that HCPs communicated regarding the

possible outcomes of decedents’ treatments influenced family members’ expectations of
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treatments, and also affected their decision-making. Furthermore, family members’
expectations of the efficacy of treatments played a crucial role in their acceptance of
treatment outcomes. To illustrate, Family Member 6 recalled how her conversations with
HCPs helped her to understanding the futile nature of LPT. She stated, “But as far as
the diagnosis it was too far gone. It would be a waste of time and money to even try to
treat it. Her body was too fragile to go through all of the treatment.” In addition to the
information family members received from HCPs, sometimes family members’ emotional
state affected their decision-making. Specifically, hope for a positive outcome blinded
some family members to the reality of decedents’ actual treatment outcomes. These
family members were in denial and had difficulty accepting poor outcomes. Regarding
her mother’s treatment, Family Member 35 stated:

The first part of her diagnosis, | was still in denial. | thought, oh she's

going to get better. Because she was going to complete the chemo and

the radiation. So she was staying with the program for quite a while, for

at least less 6 months. So | was saying, “oh she's going to come out of

it." And all that, and of course she a big turnaround, because of course

she was being treated. So, she was talking better, she was eating better;

she was getting back to...but then, reality sunk in, probably at the later

part of 2013 the early part of 2014.

This family member had to accept the painful reality that treatments would not save her
mother’s life.

Changes in Condition. Another important aspect of family members’
understanding was their ability to recognize and make sense of the changes in
decedents’ conditions. Family members’ cognizance of decedents’ physical and
cognitive changes influenced the decisions they made on decedents’ behalves. Some
family members were educated about the meaning of changes by HCPs, whereas others
intuitively recognized the meaning of changes. One family member (23) recalled how

she saw changes in the decedent’s condition when she said:

At first | thought he was doing fine, and then all at once he started getting
weaker and sicker. He started losing his bowels. | thought he was doing
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better, but he wasn't, and then all of the sudden he wasn't responding.

He was too weak. He had quit eating and anything, and he just had quit

responding at all, and then about a week he passed.

In some instances, family members fully comprehended that all medical options had

been exhausted and accepted that decedents’ deaths were imminent. On the other

hand, other family members never understood that death was approaching until after
decedents had died.

Prepared for Death. Family members’ preparedness for decedents’ deaths was
affected by the information they received from HCPs, decedents’ physical decline, and
decedents’ attitudes towards death. Family members depended on HCPs to inform
them of what to expect as decedents actively died, particularly the physical changes that
decedents would experience. In addition to finding this information helpful to prepare for
death, family members appreciated this information because it helped them feel comfort
with and accept decedents’ deaths. The daughter (Family Member 25) of a decedent
expressed her gratitude for the information HCPs provided to her regarding the physical
changes she could expect as her mother neared death. She stated:

I think with their knowledge of a person's passing, the doctor was right to

the point, even to the date, so that was really, really helpful for us, but like

| said, when she came in, they took really good documentation along with

the nurses and everything, but | felt like it was better for us to know up

front than to be surprised, even with the foot. She told us how it would

just literally die, and it did. She said you could look at it one hour, and the

next hour it could be worse, and it was, so | really appreciated that.

In addition to information from HCPs, decedents’ attitudes about their own impending
deaths helped family members’ preparedness. Specifically, when decedents were at
peace with their own deaths, family members were better able to accept the deaths.
Regarding her mother’s death, Family Member 25 went on to say, “It was very painful.

It's very painful still, but the peace comes when you realize that she was at peace with

it.”
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Unprepared for Death. The information, or lack of information, that HCPs
conveyed to family members regarding decedents’ diagnoses and treatment options was
integral to family members’ comprehension of the severity of decedents’ ilinesses.
When HCPs did not provide family members with sufficient information that alerted them
that decedents would soon experience physical decline, family members sometimes
chose treatments that did not match decedents’ actual care needs.

Some family members were unprepared because they perceived decedents’
deaths to have occurred extremely quickly, which left little time to obtain or process the
information about decedents’ deaths. Rapid deaths often occurred when decedents had
late-stage diagnoses. Family members of decedents with late-stage diagnoses felt they
had to “juggle” many issues simultaneously, such as handling logistical matters
surrounding decedents’ funerals, burials, and care plans. Handling several issues at
once left family members limited time to absorb the reality of decedents’ diagnoses
and/or impending deaths.

Lack of Understanding. When HCPs gave family members inadequate
information, family members often did not fully comprehend the severity of decedents’
illnesses, what treatments were available, or the outcomes of treatments that decedents
received. Family Member 26 regretted the limited information he and his father received
regarding treatment outcomes. He stated:

I think him not being able to walk really affected his, | don't know, happiness. It

caused some other things, like lack of bowel functions. He couldn’t take care of

himself in that sense and | think it really messed with his self-esteem, his
confidence and he went into depression. And | don't think that was clearly
explained, that he may lose his ability to walk. That seemed pretty serious. It
may have been mentioned once, but | think it could have been mentioned more.

This family member’s description of his father's experiences alluded to the important role

that information played in his understanding of treatment options.
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Relationship with the Healthcare Team.

How family members’ relationships with healthcare teams influenced their
decision-making. Family members’ relationships with healthcare teams emerged as a
second major theme relevant to understanding AA family members’ EOL decision-
making experiences. Positive relationships were described as being based on clear,
honest, trustworthy, and continuous communication that gave complete information.
Family members’ expectations of care included competent, prompt, and attentive care.
Beyond these expectations, family members desired relationships that provided them
with emotional stability. Specifically, they wanted comfortable relationships that quelled
their fears and instilled trust in the care that HCPs delivered. The overarching theme
“Relationship with Health Care Team” included six subthemes: Being Shown Care,
Available and Attentive, Distrusting, Trusting, HCP Had Expertise, and Perceived
Substandard or Incompetent Care.

Being shown care. Family members reported their relationships with healthcare
teams were positive when family members perceived HCPs to show that they cared
about decedents, as well as family members. Family members felt that they were being
shown care when HCPs communicated with them and kept them abreast of decedents’
conditions. Family members described HCPs’ exhibitions of care in several ways,
including through kind gestures such as providing family members with warm blankets or
offering to warm decedents’ food. In addition to kind gestures, family members felt that
when HCPs showed them respect, empathy, and sympathy during interactions, they
were shown care. To illustrate, Family Member 40 recalled feeling that HCPs cared
when she stated:

A couple of them even prayed with us. So when people are praying for

you, you get the sentiment that they really care and | think that's the main

thing, we got the sense that they really cared because of how they treated
us, and they treated us with respect.
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Available and attentive. Another salient subtheme that emerged was the notion
that HCPs were available to speak with family members and attentive to decedents’
needs. HCPs’ availability and attentiveness, or the lack thereof, was especially
pronounced when decedents were actively dying. During this time, family members
desired to have HCPs available to answer questions, provide pertinent information, and
attend to decedents’ needs as death approached. Furthermore, when HCPs proactively
called family members or promptly returned their phone calls, family members
appreciated the deliberateness with which HCPs’ showed care. Family member 4
recalled her positive experiences in her relationship with HCPs when she stated:

If | needed anything | got it the same day. | felt very supported. | could

call his nurse day or night, no matter what time of day. If he needed

something or if | needed something they were very attentive to the needs.

They were wonderful.

The statement above embodies the notion of HCPs’ availability and attentiveness.

Distrusting. Family members developed distrust in HCPs when HCPs failed to
inform them of potential risks and complications of the treatments decedents received.
Additionally, when family members interacted with one HCP, rather than a team of
HCPs, family member perceived communication with the healthcare team, as a whole, to
be poor. This idea of poor communication is illustrated by Family member 39. She
stated:

| didn't trust the team at all. | mean the only person | valued was Dr. X.

Now he's the only person that | can speak of, that when think of a team, |

mean what team? | never really met the team.

When family members perceived decedents had received incompetent care (i.e.,
HCPs made medical errors), they distrusted and felt HCPs had not given their best effort
to provide optimum care. This sentiment was aptly exemplified when Family Member 47

said, “I mean she had to be there, and | had to trust that they were doing their best, but

in my heart and in my gut | didn't feel like they were.”
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Trusting. Just as incompetent and substandard care provoked family members
to distrust HCPs, the opposite was true for family members’ trust in HCPs. Indeed,
family members trusted HCPs who exhibited medical competence, ensured decedents’
physical need were met (i.e., sanitized rooms, bathed regularly), and kept family
members informed regarding decedents’ conditions. Also, HCPs who were not hurried
in their interactions with family members and decedents garnered their trust. To add,
family members who preferred that decedents receive LPT, felt they could trust HCPs
whom they believed genuinely attempted to save decedents’ lives.

Healthcare provider had expertise. In addition to trusting HCPs who gave
competent care, family members respected HCPs whom they perceived to have medical
expertise. HCPs exhibited expertise with accurate diagnoses, prognoses, and when
they provided family members with instrumental support, such as teaching them how to
care for decedents’ physical needs (i.e., taught how to clean feeding tube). Family
Member 48 recalled her trust in the healthcare team by saying:

| felt that the information that they were giving me regarding him and his

condition | trusted that they, being the professionals, knew what they

were talking about because some of the things that they were telling me

regarding his sickness | had already began to see in my brother. So the

things that they told me | trusted what they said.

Family members were comforted in knowing HCPs were competent, and formed trusting
relationships with HCPs as a result.

Perceived substandard or incompetent care. In contrast to recognizing HCPs as
experts, family member also perceived HCPs as incompetent when they delivered
substandard care. Family members sensed that decedents received substandard or
incompetent care when HCPs made wrong diagnoses, medical errors (i.e., botched
surgery), ignored decedents’ calls for help, or neglected to care for decedent’s physical
needs (i.e., dirty bed linens and full colostomy bags). As a result of substandard or

incompetent care, some family members reported that they were often anxious and
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fearful about the care that decedents received. Several family members reported that
substandard care altered their roles in decedents’ care. Specifically, family members
become more actively involved in decedents’ care; vocally demanding that high quality
care was given. Family Member 48 described this notion of active involvement by
saying:

There were times that | went there in the beginning when he began to soil

his pants and soil his bed, and I'd go there and he would be wet, and of

course | would pitch one and eventually having them come in to make

sure they could be there at times that | wasn't there.

Quality of communication.

How communication with the healthcare team influenced decision-making.
Aspects of helpful and poor communication are highlighted. Family members
described how the content of HCPs’ communication (i.e., information) influenced and
shaped their perceptions of treatment options, outcomes, the severity of decedents’
illnesses, and expectations of care. The manner in which HCPs delivered information
was also important to family members, and influenced their decision-making. The
overarching theme “Quality of Communication” included two subthemes: Inadequate
Communication and Openness and Honesty.

Inadequate communication. Family members relied on HCPs as their primary
sources of information regarding decedents’ care. Family members received inadequate
information from HCPs in various ways, including when HCPs did not share information
with family members or include them in decision-making regarding decedents’ care.
Family Member 31, explained how he was not given information about his mother’s care
by saying, “They never really gave me options, just told me what they were going to do,
this and that, this and that, and there was no options extended.” He further explained

how he did not participate in the decision for his mother to receive hospice care; in fact,

he did not know she was receiving CFC. He stated, “They said oh, she's hospice, and
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that's how | found out she was hospice. | didn't realize she was hospice before that.” In
addition to neglecting to share information, HCPs who communicated overly optimistic
information regarding decedents’ treatment options also gave family members
inadequate, and even misleading information. This type of communication frequently
resulted in family members’ erroneous understanding of decedents’ care and unrealistic
expectations of treatment outcomes.

Openness and honesty. In contrast to the detriment of receiving inadequate
information, family members found it helpful when HCPs communicated openly and
honestly. With open and honest communication, family members felt HCPs showed
care and were, therefore, more trusting of HCPs. Honest communication allowed
decedents, family members, and HCPs to have a shared understanding of decedents’
care. With open communication family members were better able to prepare for
decedents’ deaths, because honest communication allowed them to form realistic
expectations of decedents’ treatment outcomes. Family Member 25 recalled how honest
communication with HCPs helped her mother choose among treatment options, based
upon treatment outcomes. She stated:

After thoroughly talking with the doctors, there was a team of doctors at

both hospitals, and with her age, she was 79 years old, we knew that the

convalescence was going to be very detrimental, as well as she simply

did not want to have the surgery where they would go in and replace

erlteries and veins in different parts of her body. She didn’t want that at
This decedent’s HCPs were open and honest with her, which gave her the information
she needed in order to choose the most appropriate treatment, which for her, was CFC.
Aim 4. Describe African American bereaved family members’ perceptions of the
decision to continue or discontinue life-prolonging treatment at the end-of-life.

For the purposes of this dissertation, an analytic decision was made by the

research team to discuss all sub-codes relevant to Aim 4, because no sub-code had
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representation from at least one-third (five interviews) of the sample. A complete list of
codes and the coding dictionary are available in Appendix K. Major themes that
addressed aim 4 included, family members’ perceptions of the decision to continue or
discontinue LPT.

Decisions to Continue Life-Prolonging Treatment.

Descriptions of family members' thoughts about life-prolonging treatment
and why they chose to use it or not. Family members were asked about their
thoughts regarding life-prolonging treatment and why they chose to use that type of
treatment near decedents’ EOL. Family members’ perceptions of the decision to
continue LPT varied. Reasons for continuing LPT included the following five subthemes:
Lack of Understanding, Unwilling to Give Up, Believe will Benefit, No Other Option
Given, and Patient Preferences for Life-prolonging Treatment.

Lack of understanding. Several family members continued LPT because they did
not understand how sick decedents were. They received limited information from HCPs
regarding decedents’ illnesses, along with mixed messages (i.e., HCPs offered LPT
alongside CFC), both of which contributed to family members’ misunderstanding and
confusion regarding CFC.

Unwilling to give up. On the other hand, some family members understood the
goals of CFC, however they felt CFC was inappropriate for their loved one. These family
members believed LPT was more suited to and congruent with their goal to prolong
decedents’ lives. One family member (37) stated why she did not want to give up by
saying:

| think because the family, the children and | didn't give up on him...We

wasn't trying to just make him comfortable, just drug him up you know to

make him comfortable. We are not in our heads think oh well he's about

to pass like they was trying to put in our heads because we tried to get his

strength up, you know, we wanted him to keep him giving him blood

pressure medicine and his seizure medication or whatever other

medication he needed. Where hospice care, they don't do all that. They
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just make the patient comfortable and a lot of times they just drug them
up. They stay in pain they just keep them drugged up.

Believe will benefit. In addition to unwillingness to give up, family members
chose LPT because they believed this type treatment would benefit decedents. These
beliefs were often due to an overestimation of decedents’ odds of recovery. Also, since
decedents had always received LPTs, family members believed continuing these
treatments would maintain decedents’ quality of life.

No other option given. While some family members felt that LPT would benefit
decedent, others perceived LPT as the only choice available to them, based on
communication with HCPs.

Patient preferences for life-prolonging treatment. Lastly, some family members
chose to continue LPT because decedents wanted LPT, regardless of how frail their
bodies had become. Family member 40 recalled her father's EOL wishes by saying, “I
knew that he had said he wanted everything done to keep him alive.”

Decisions to Discontinue Life-Prolonging Treatment.

Descriptions of family members' thoughts about comfort-focused care and
why they chose to use it or not. Family members were asked about decisions to
pursue CFC and why they chose to use this type of treatment near decedents’ EOL.
Several factors influenced decisions surrounding decedents receiving CFC, including the
severity of decedents’ ilinesses, who made the decision to discontinue LPT (decedents,
family members, or HCPs), where CFC took place (home versus institution), and
decedents’ and family members’ desire for autonomy in decision-making. Family
members’ perceptions of the decision to discontinue LPT included the following eight
subthemes: Avoid Placement, Advice from Others, Conflict with Healthcare Providers,
Healthcare Provider Decided, Just Happened (Not a Decision), Patient Preferences,

Prevent Suffering, and Need Help-Overwhelmed.
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Avoid placement. Since family members and decedents desired the comfort of
home over an institution, they opted to receive CFC in the home setting. At home, family
members could provide care and decedents could be independent. It is important to
note that HCPs’ priorities of providing decedents with the most appropriate care (i.e., by
a trained professional) sometimes contrasted decedents’ and family members’ desires
for in-home care. In circumstances that did not allow decedents to receive CFC in the
home, family members were willing to accept care in a facility, after they weighed the
disadvantages and advantages of each location. Family members also considered
decedents’ care needs versus HCPs’ recommendations.

Advice from others. HCPs’ recommendation was another prominent reason
family members chose CFC. Specifically, when HCPs explained the futility of LPTs, the
benefits of CFC (i.e., gave decedents peace and comfort), and family members
understood why CFC-related medical treatments were suitable for decedents’ care,
family members elected CFC. Information from HCPs elucidated family members’
misconceptions and settled their concerns about CFC (i.e., removing feeding tube was
killing decedent).

Conflict with healthcare providers. In contrast to accepting advice from HCPs,
sometimes family members chose CFC due to conflicts with HCPs. Naturally, family
members desired for HCPs to treat them civilly. What's more, they did not want to be
belittled or bullied by HCPs. Additionally, family members desired a measure of
autonomy and to work alongside HCPs in decedents’ care. However, when conflict
between family members and HCPs arose, HCPs' domineering behaviors precipitated
family members’ anger. In situations of conflict, family members evaded the offending
HCPs by choosing alternative care plans and new HCPs with whom to work.

Healthcare provider decided. In other situations, HCPs took control of
decedent’s healthcare decision-making, regardless of family member’s preferences. In
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these cases, the decision that decedents receive CFC seemed to be based on the
severity of decedents’ illnesses.

Just happened (hot a decision). Similar to HCPs choosing CFC because of the
severity of decedents’ illnesses, sometimes decedents received CFC because their
bodies were simply too fragile to continue LPT. Under these circumstances, decedents
were transitioned to CFC because no other medical options were available. Additionally,
some decedents received CFC due to family members’ lack of knowledge regarding the
type of treatment decedents were actually receiving. In these cases, family members
were under the impression decedents were receiving LPT (i.e., rehabilitation), when they
were actually receiving CFC.

Patient preferences. In some instances, decedents chose CFC to avoid painful
LPTs, such as surgery; while others desired to stop LPTs, such as chemotherapy, to
receive palliative care. One daughter (FM 35) recalled her mother’s choice for CFC by
saying, “Mama had requested...to end her life just the way she wanted to have it end.”

Prevent suffering. Decedents and family members, alike, chose CFC to prevent
suffering. This decision was often precipitated by decedents’ extensive physical injury
and family members’ desires to stop decedents’ suffering. Family members viewed
suffering in several ways, including: 1) the decedents being in physical pain; 2)
decedents’ inability to enjoy activities s/he once had, such as eating; and 3) decedents’
discomfort due to tubes in the body (i.e., feeding tube).

Need help — overwhelmed. Lastly, family members chose CFC in order to
receive additional help as decedents neared death. Generally, decedents’ care needs
increased as death approached, yet family members desired to maintain a high standard
of care in spite of having to provide more care. In order for decedent to receive the best,
most reliable care, family members allowed hospice personnel to provide assistance in
caring for decedents in their final days.
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Table 16. African American Bereaved Family Members’ Experiences of End-of-Life Decision-Making, Quality of
Communication, Quality of Relationships with Healthcare Providers and Perceptions of the Decision to Continue or
Discontinue Life-Prolonging Treatments at the End-of-Life

Theme Sub-Theme Exemplar Quotes
Understanding Diagnosis Actually | knew quite a bit about it because | had dealt with it with a
previous family member, so | kind of knew what to expect from it.
Understanding (and lack of It was livable at the time. | mean he could live with it you know,
understanding) about diagnosis, but he just him being him just wasn't complying with that lifestyle.
treatment outcomes, and end-of-life -FM 17
care options. Application of

knowledge.

At the time she was diagnosed | was in nursing school, so | knew a
little bit more about it and | have an acute intuition. So when |
found a lump in December, and it was firm and quite large to me.
| knew she needed to get a mammogram, but mother is always
been, well she doesn't like going to the doctor.so, | knew about it.
| just didn't know that it would be stage 4. — FM 35

Treatment So really | wasn't given options as far as we can do this and we can do

Options this. It was this is what we need to do. This is what we have to
do to save her life and she still died anyway, so there wasn't a lot
of options available. — FM 47

The doctor had informed us of what type of cancer he had which was
at the time stage three non-small cell lung cancer. At the time the
option was to do surgery and that was the very first thing that was
an option for him when he first diagnosed. — FM 4

Treatment The first part of her diagnosis, | was still in denial. | thought, oh she's

Outcomes going to get better. Because she was going to complete the
chemo and the radiation. So she was staying with the program for
quite a while, for at least less 6 months. So | was saying, oh she's
going to come out of it." And all that, and of course she a big
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Theme Sub-Theme

Exemplar Quotes

Changes in
Condition

Prepared for
Death

turnaround, because of course she was being treated.so she was
talking better, she was eating better; she was getting back to -
3:50- but then, reality sunk in, probably at the later part of 2013
the early part of 2014. — FM 35

At that point, at the last couple of weeks, we were at a no return. He

had developed a bug or an infection that was at that point
incurable. So speaking with them, they did everything that they
possibly could. They tried all the medications, all the procedures.
They did end up trying the dialysis, and it was just a little, a lot too
late. — FM 17

At first | thought he was doing fine, and then all at once he started

getting weaker and sicker. He started losing his bowels. | thought
he was doing better, but he wasn't, and then all of the sudden he
wasn't responding. He was too weak. He had quit eating and
anything, and he just had quit responding at all, and then about a
week he passed. -FM 23

The hospice peoples they prepared me for ... they had, | had already

knew that he had, the doctors already said that he had maybe a
month, no more than three months to live, and so | was prepared.
The rest of the family they didn't believe them. 1 told them | did
because he had started getting sick, he had started getting weak,
and he got so he couldn't walk. — FM 23

| was pretty much prepared. They had told me what to expect. | was

pretty much prepared. Atthe end, | guess the end came so
suddenly and | say suddenly because it was like one day he was
laughing and talking and the next day he was in a semi coma, but
| was prepared for him. — FM 48
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Theme Sub-Theme Exemplar Quotes

| was prepared because | communicated with his nurse and she let me
know when there were changes in his breathing. | also because |
was there 24/7 with my husband the last few weeks before he
passed away | was able to report to her changes that | saw myself
and she could tell me what | needed to do. She kept me aware of
everything his nurse. —FM 4

Unprepared for It came as a surprise. It came as a surprise because there hadn't
Death been any change in him. He had been basically the same. So it
came very sudden, very sudden. — FM 40

Well because they never really told us that it was that bad off to where
they felt like that we should just not have him on any kind of tubes
or anything like that because it was just... he never really gained
any weight. It was more so of let's just wait and see if he gained
any kind of weight. So at that point he couldn't keep anything
down because he had very loose bowels, but he wasn't able to
gain any weight because everything they was giving to him to put
in that would give him any type of nutrition or gain any weight was
basically coming back out with diarrhea. — FM 37

Lack of You know, as far as the term hospice, | don't know what the details of

Understanding it are, but | know we had a couple people that would come over
there, and they worked along the lines, -11:00-, they came over,
checked on her, made sure she was all right, probably about three
times a week, maybe four times a week. — FM 31

| didn’t understand about feeding tubes and removing them and what |
see as starving somebody to death but | did a consultation with a
couple of people. — FM 13
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Theme Sub-Theme Exemplar Quotes
Relationship with Healthcare Team  Being Shown | think we had an excellent relationship. We were kind, and they were
Care kind. We respected their authority, and in return they gave us

How relationship with the
healthcare team influenced
decision-making. Aspects of
positive and negative relationships
are highlighted.

Available and
Attentive

Distrusting

respect as a family. — FM 25

| wouldn't say we were close. They were honest. They were

straightforward. They were caring. They showed a lot of
empathy, so much sympathy as empathy. They understood both
sides. They did everything over and above and that's what | got
from them. Even the smallest little thing as a warm blanket or
more people in the room than should have been. They cared. —
FM 17

That they would call me just on the drop a dime and say what was

going on and how he was feeling, whether if | was at work or at
home, they would make sure that they called me and let me know
what was going on. — FM 37

| thought they ... well they appeared to be very attentive to my brother.

They seemed to be concerned, and | appreciated that. Whenever
I had questions or | needed to speak with one, if they were not
available, | was able to, through the other staff and through the
ministry part of the hospital they helped me out quite a bit as well.
| was able to speak with the doctors and the various teams and
they answered my questions. They were very professional, and |
just really didn't have an issue with them at all. — FM 48

Maybe after we realized that X couldn’t walk, and he wasn’t going to

regain his ability to walk, a bit of distrust did creep in to the
conversation. Why am | not able to walk now? They probably
should have told me this before. Didn’t they know that doing this
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Exemplar Quotes

around my spine would cause this right now, so it definitely came
about after something as drastic as not being able to walk
happened? - FM 26

| feel like the hospital killed my mother. | do understand that she was

sick, that there were going to be issues with her heart, but had the
nurse not let her lay there with this blockage when she was
throwing up, when she fell. She got up to walk and she fell, and
he told her don't get out of bed anymore without me. My feet are
cold. My feet are cold. He put two pair of footies on her. I'min
pain. I'm in pain. He gave her one dose of morphine. All from a
cardiac cauterization. You as a nurse you're supposed to know
the side effects of this procedure and that this is not normal and to
investigate it more. | really just at some point | didn't even listen to
the doctor. — FM 47

Trusting 100% trusted, yes, that they knew what they were doing and it wasn't

Oh

just the fact that, okay, this is just another hurry up and get it done
and you know move onto the next step. They allowed you to trust
them. They put it there for you know. Trust is a hard thing to do
with strangers, and | didn't feel like they were strangers. | didn't
feel like they were strangers at all, even though most of my
contact with them in the beginning was over the telephone
because | was in Georgia when he was, you know, so but they still
no matter what time of day or night it was they called. They let me
know. So I trusted everything that they were going to try to save
him. — FM 17

trust was there just based on the communication that we had from
the very beginning. | felt like | could trust them because they were
concerned about the care for my husband, not only for my
husband but they were worried about me as well as being his wife
and his caregiver. — FM 4
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Healthcare
Provider Had
Expertise

Perceived
Substandard or
Incompetent
Care

I think with their knowledge of a person's passing, the doctor was right

to the point, even to the date, so that was really, really helpful for
us, but like | said, when she came in, they took really good
documentation along with the nurses and everything, but I felt like
it was better for us to know up front than to be surprised, even
with the foot. She told us how it would just literally die, and it did.
She said you could look at it one hour, and the next hour it could
be worse, and it was, so | really appreciated that. — FM 25

| felt that | had to trust them because they were the, at the time, they

were the caregivers. | felt that the information that they were
giving me regarding him and his condition | trusted that they,
being the professionals, knew what they were talking about
because some of the things that they were telling me regarding
his sickness | had already began to see in my brother. So the
things that they told me | trusted what they said. — FM 48

It wasn't that great because of where we were. | felt we were there

because of them. | didn't have a choice, but to put my trust in
them because my mom was in their hospital, but | wasn't happy
with them. | didn't even like to see them coming. | didn't like to
hear them open their mouth because | just felt like the only thing
they kept telling me was how sick my mom was. | knew she was
sick, so | just kind of felt like that she didn't get ... | mean she was
at Eskenazi. 1just felt like she didn't get the best care possible
because of the fact that they said she was already so sick. So if
you're already so sick, what's the point in trying - 31:17 -? So if
you live you live; if you die you die. | really just felt like that was
their mentality. | don't feel like they did everything in their power
to save my mother's life because there were too many mistakes
on their part from her laying there right after that procedure like
from the nurse to the doctors to the surgeons. 1 just don't feel like
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my mother's life was as important to them as it was to me and that
they did everything in their power to save her life. — FM 47

To know the difference of, | guess the difference between a seizure
and, | don't know what it's called, where they have reflexes where
they choke or whatever. There's a big difference. My father was
having that issue, because | got off work, drove here to see him,
and | noticed it. No one had checked on him for a period of time,
and he was just sitting in the bed constantly shaking the whole
time. I'm like oh-oh, daddy, what's wrong? I'm pushing this nurse
button, he's like | done pushed it trying to call them, and nobody
come to help me. Nobody come to help me and my thought
would have been, by looking at this man's hands, or how weak he
is in this state, it would be like maybe somebody going to check
on somebody like every 20 minutes. If you know they can't push
a button, that's what I'm saying. He was actually having seizures.
They said oh, that's just a nervous reaction. No, because when
the nurse came in the next morning, she checked and she said
no, these are seizures. If they would have checked these two
things, which | could have checked them when | saw her do it, |
could have checked them, and that would have let me know right
off, but you got a person, sitting in this state, shaking like this, and
| know he was scared to death. | know he had to be, because |
was, as much as he was shaking, as bad as he was shaking. |
would have been scared to death, and there was nothing he could
do, nothing | could do, and they said oh, that's just, they're just
blowing it off like this is what this is. — FM 8

Quiality of Communication Inadequate When [ first found out and went over to check on her, one time nobody
Communication was in the room, and I told them, what is this, and they said oh,

How communication with the she's hospice, and that's how | found out she was hospice. |

healthcare team influenced didn’t realize she was hospice before that. They moved her room,

decision-making. Aspects of helpful and they had to look it up and they found out she was hospice,
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Theme Sub-Theme Exemplar Quotes

and poor communication are and | realized that's what she was. When she initially went in,

highlighted. nobody told us and I'm thinking therapy, some therapy and
treatment that she may be able to get out, but when she went in
the hospital, she went to the nursing home and she stayed there
those two years, before she passed. — FM 31

Yeah, that would be it, the communication part, explaining what's next,
things like that. What to look for. You're going to be here, this is
what you need to look for, and then | guess letting us know. If you
want somebody to come in certain hours, because you know any
type of rehabilitation place or place like that, they can't do a lot of
stuff. They can't do a lot of stuff. | guess it would help if they had
an extra number to give the caretakers, the people that's going to
be there all the time, say okay, if you want somebody that could
come in and sit with your father for about maybe three or four
hours during the night, if you're at work, you know what I'm
saying, something like that, that would have helped me also. —FM
8

Openness and  As far as, like | said, their honesty that was helpful. The fact that they

Honesty didn't how do you say sugar coat anything. This is what's
happening. This is what we can try. We're not telling you that it's
not going to work, but we're not also telling you that it's going to
work, but we're going to give it our best shot. So their honesty
really did help out a lot. —FM 17

Other than that, the social worker was nice. Doctor was nice. She
was straight to the point with me. She didn’'t hem-haw around.
Nobody likes that, just being straightforward. The nursing staff
and the CNA, the nurse's assistants, whatever they're called.
They were fantastic. — FM 25
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Theme Sub-Theme Exemplar Quotes
Decisions to Continue Life- Lack of That choice had been given to us in the very beginning for hospice
Prolonging Treatment Understanding and we declined it not really knowing what hospice was. — FM 4

Family members' thoughts about
life-prolonging treatment and why
they chose to use it or not.

In fact, they never really said it was that deep. At that point no. Yes, |
had no idea. They just said it was congestive heart failure but not
only just congestive heart failure because that could have been
dealt with, it was more so his liver and everyone like that couldn't
hold up. They was trying to work on his liver and give him some
nutrients and stuff to try to get his weight up. — FM 37

Unwilling to Yes, that's what | think because the family, the children and | didn't

Give Up give up on him, you know what I'm saying in a sense that we
didn't want him resuscitated. We didn't want him still getting -
23:50 -. I'm trying to think of the word, evaluated by doctors, you
know that we wanted to prepare him for being able to come back
home, you know. We wasn't trying to just make him comfortable,
just drug him up you know to make him comfortable. We are not
in our heads think oh well he's about to pass like they was trying
to put in our heads because we tried to get his strength up, you
know, we wanted him to keep him giving him blood pressure
medicine and his seizure medication or whatever other medication
he needed. Where hospice care, they don't do all that. They just
make the patient comfortable and a lot of times they just drug
them up. They stay in pain they just keep them drugged up. —

FM 39
Believe Will So really | wasn't given options as far as we can do this and we can do
Benefit this. It was this is what we need to do. This is what we have to

do to save her life and she still died anyway, so there wasn't a lot
of options available. Does that make sense? - FM 47

In the beginning when hospice was first brought to our attention our
thoughts were we didn’'t want hospice because my theory was
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Sub-Theme

Exemplar Quotes

No Other
Option Given

Patient
Preferences for
Life-Prolonging
Treatment

always hospice is the last thing before you die. That means you
only have six months to live. | was optimistic. | thought that he
would be able to be healed because he had cancer before and he
was. So when they told us we're offering hospice if you would like
to accept it and we were like, no, he doesn’'t need hospice. No.
That's for people that's going to die. We didn’t take it then. — FM
4

He just had CareWatch - come in and just watch him over night. — FM
37

He was at the hospital and he coded and that's when they put him on
life support, and he was on life support and | know they were
doing everything they could to keep him alive. This was prior to
him coming home. He was on life support for a while and then he
had told us that he wanted them to do all that they could to keep
him alive and that's what he shared with the family; that he
wanted everything to be done to keep him alive and so that's what
we did. — FM 40

My mom did have periods of where she was coming out of
unconsciousness. She would have her eyes open and could
answer like, mom, are you in pain? She would shake her head no
or yes. I'm like, mom, do you want to live? Yes. She would
shake her head yes. You could ask her questions and she could
shake yes or no. — FM 47

Decisions to Discontinue Life-
Prolonging Treatment

Avoid
placement

Yes, that was discussed. Yeah, they were wanting to put him into a
nursing home, because they didn't think he could take care of
himself, and he had a family member staying with him that
volunteered to do that, but they thought that he needed more care
than someone that wasn’t trained could provide. He refused. He
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Family members' thoughts about
comfort-focused care and why they
chose to use it or not.

Advice from
others

wanted to be home, and coming down to, | don't think | heard
anything about hospice until maybe about two weeks before he
passed. He didn’'t want to go there or do any of that. — FM 26

What | am saying is there were two times that this was not hospice. |

don’t know what, there were some other health care people that
were being called in but somebody raised the questions about her
going into the nursing home and we were saying there was no
way. She had to die at home. That had been my thought that is
how it would have ended up but | was pleased that she did, in
fact, go to the hospital and that it did go the way it ended up. —
FM 13

They said hospice and | just went along with them that they said, they

said hospice would come to the house. | told them I didn't want to
put him in no place. — FM 23

Well my thoughts | had...Well, | can tell you that again what helped me

with all of that was my cousin the nun who explained to me about
how a lot of the nuns were taken off of the feeding tube. | mean |
had a better understanding of it and it wasn't like | was killing my
sister. It actually was a natural way to go. | mean that was of
some concern, you feel like you are participating in killing her and
with having those discussions with her especially | looked at it
differently and that it was a natural way for her to go. — FM 13
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Exemplar Quotes

Conflict with

Healthcare
Providers

Healthcare

Provider
Decided

Just happened
(not a decision)

The reason | let hospice take over completely, the nurse from Dr. X's

office she came to the house and she ... she tried to get smart.
She going to tell me that Dr. X could take X and put him in a
nursing home. | told her, no, she wasn't. She said, well, Dr. X
had power. | said, well, if Dr. X had all that power why didn't she
know that he had lung and brain cancer and so ... and | asked the
nurse and the nurse told me she said ... see it was a nurse. She
had to report everything that went on in this house to Dr. X's
office. So one day she came here and | had washed down the
bed, but it was a pad and then the bed was wet, but | explained to
the nurse that | washed it down that he wasn't wet or anything.
So that's when that social worker came out here and she tried to
get smart, and | told her I didn't have to put up with her. So |
called Dr. X's office, and | told them | no longer wanted Dr. X's
service. So the nurse asked me she said do you want us to take
over? |told her yes. She said because she wouldn't have to
report anything to Dr. X. So they took over completely. — FM 23

The treatment option is kind of like what | was just stating. The last

month when he went back to the hospital when he was septic and
had a stay there, it was a lady doctor. She was the only one in
the room that had called the family, and they told us that they
wanted to remove the tubes, the vent tubes, and she said they
was gonna... if he couldn't breath on his own, then we're going to
put him back on it and basically she said like if he coded again
that they wanted to put him on the DO NOT RESUSCITATE. —
FM 39

Yes. Yes. They said that they would do whatever they could to make

him comfortable. The last time they said they was doing all they
could to make him comfortable, but basically they was just making
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Patient
preferences

him comfortable because there was nothing else they could do
because they could not get his blood pressure to go up. — FM 40

Yeah because | was there like the night before and they had a guy

come in and at this time they had kind of like undid all his tubes to
see if he would be able to kind of breath on his own, which he
would; just to see how his progression would go without anything
without them giving him any kind of oxygen or anything. So when
| left that night he was fine. They kind of played music for him.
He knew the music that they were playing, but | didn't think when
they checking on him throughout the night and they see that
things were beginning to be worse, like his breathing probably
wasn't as strong as it was before, you know, the night or that
morning and they could tell that his oxygen level was going down.
| feel like that they could have been able to call us then and say
well his oxygen level is decreasing. | don't know if he'll make it to
the end of the morning because they're checking on him, he's
right there, and they're checking on him all night long, so | feel like
they knew at this point that, you know, it was just he was going to
stop eventually. — FM 37

At that point, she stopped doing chemo and radiation; actually, she

enrolled into the hospice program. So they was pretty much doing
the palliative care, which was going exceptionally well because,
mama had requested just the shot and to end her life just the way
she wanted to have it end, ended. All the way up until the end.
So, | was fine with that, she actually looked better to me. — FM 35

After thoroughly talking with the doctors, there was a team of doctors

at both hospitals, and with her age, she was 79 years old, we
knew that the convalescence was going to be very detrimental, as
well as she simply did not want to have the surgery where they
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Prevent
suffering

Need Help -
Overwhelmed

would go in and replace arteries and veins in different parts of her
body. She didn’'t want that at all. — FM 25

Actually she was at peace with it. She told me about two to three

weeks before the doctor even said that, she was at peace with it,
and she herself after going through hospice with several of her
children and parents and things, she pretty much knew what the
outcome would be, so she pretty much prepared us as we went
along, on when to start inducing the end of life care, because she
did not want to suffer, so when she felt like the suffering was more
than what she could bear, because she really suffered with the leg
pain and all of that, so she pretty much told us when to start the
end of life care. — FM 25

Then she coded. She coughed and caught it in the trach again and

coded again. By then they were telling me we've got to have a
surgery. We've got to get the trach out and put her back on the
vent. This is not working. The second time she coded that day
she had brain damage and from there | gave the do not
resuscitate order. | held my mother's hand until she died that
night because she pretty much had brain damage. — FM 47

I mean they was helpful because | don't think | could have made it

without them. Because they had asked me did | want them here
at his last times, but I didn't think he was dying that week. They
asked me did | want any of them here with me, and at first | told
them no. Then after it got so bad and | told them yes. — FM 23

You know the main reason | called Hospice was X had been there for

over 24 years and | knew she was struggling. You know | am
here 400 miles away dealing with issues over the phone. | wasn't
there from day to day to see my sister go to hell and all of that, so
somebody told me, | guess my minister or somebody here to call
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hospice. It was really for X, just to get some support for her and
that really was helpful because being there with the nurses
coming in or health care people coming in and so | just felt that
there was some assistance that was being provided for X. And |
know that it was of some benefit | believe for my sister relative to
whatever they do, the pain stops and making her comfortable. —

FM 13




Summary

The quantitative (Aims 1 & 2) and qualitative (Aims 3 & 4) findings will be
discussed separately. The primary quantitative findings included observation of
significant relationships between family members’ quality of communication with HCPs
and decisional conflict. Family members’ general (p = .000) and EOL (p = .003)
communication scores were negatively correlated with their decisional conflict scores.
Family members’ reports of higher quality of general (p =.030) and EOL (p = .014)
communication significantly predicted lower decisional conflict scores. Lastly, decision
regret scores were significantly higher (p = .030) among family members whose loved
one received LPT versus those whose loved one received CFC.

This study also revealed several important findings related to relationships
among family members’ quality of communication, decision outcomes, decedents’
characteristics, and family members’ characteristics. Family members of female
decedents reported higher general (p = .013) and EOL (p = .033) communication scores
than family members of male decedents. Higher ratings of quality of general (p = .043)
and EOL communication (p = .030) were positively correlated with family member age.
Family members’ EOL communication scores also were positively correlated with the
decedent’s age (p = .028). Family members’ quality of general communication was
positively correlated with religious values scores (p = .026). Family members’ decisional
conflict scores were negatively correlated with religious values scores (p = .047). Lastly,
being the family member of a male decedent significantly predicted decision regret
scores (p = .022).

Qualitative themes related to AA family members’ experiences in EOL decision-
making included Understanding, Relationship with the Healthcare Team, and the Quality
of Communication between family members and HCPs. Major themes related to family
members’ reasons for continuing LPT included Unwilling to Give Up, Believe Will
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Benefit, No Other Option Given, and Patient Preferences for Life-Prolonging Treatment.
Qualitative themes related to family members’ reasons for discontinuing LPT included
Avoid Placement, Advice From Others, Conflict with Healthcare Providers, Healthcare
Provider Decided, Just Happened (Not a Decision), Patient Preferences, Prevent
Suffering, and Need Help-Overwhelmed. Surprisingly, religious values and cultural
values did not emerge as major themes in relation to family members’ EOL decision-
making. In fact, religious values and cultural values were seldom spontaneously

mentioned during qualitative interviews.

129



Chapter Five

This chapter includes a brief overview of the major findings in the context of

existing literature, limitations, implications for future research, and conclusions.
Discussion of Important Findings
Discussion of Quantitative Findings

To the investigator's knowledge, this is the only study to examine decisional
conflict within the context of end-of-life (EOL) decision-making for bereaved AA family
members of AAs who died with a serious illness. Study findings revealed that family
members’ quality general and EOL communication were negatively correlated with
decisional conflict. Additionally, family members’ quality of general and EOL
communication were significant predictors of decisional conflict. These findings suggest
that when AA bereaved family members experience poor quality of general and EOL
communication with healthcare providers (HCP), family members feel more uncertain
about EOL decisions.

Several other studies have found that negative associations between decisional
conflict and patients’ knowledge, satisfaction with information, and shared decision-
making exist??1:294.295: however, this study’s focus on the relationship between decisional
conflict and the quality of communication is unique. Overwhelming evidence suggests
that decision-making and decisional conflict for patients with serious illnesses and their
families are impacted by several factors. These factors include knowledge about
diagnosis, treatment options, and treatment outcomes, as well as information received
from HCPs?21:2%4-2%8  The findings of this dissertation study corroborate the findings of
other studies, and adds new knowledge that directly links decisional conflict to quality of
communication.

Establishing a link between quality of communication and decisional conflict is
important because it may represent a first step in a line of research that ultimately will
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lead to interventions to enhance communication and decision outcomes at EOL for AAs
and their families. The findings of this dissertation study are relevant because
communication is a critical component of EOL decision-making among AAs and their
families?®®. Good patient-family member-provider communication that relays adequate
information has the potential to bolster patients’ and family members’ understanding,
and is necessary for shared decision-making3%°-3°, When HCPs do not deliver adequate
information pertaining to diagnosis, treatment options, and treatment outcomes, patients
and family members are less likely to participate in shared decision-making, and more
likely to lack knowledge, report uncertainty, and experience high decisional
conflict221'294'297'298'3°7.

Evidence suggests that AAs lack knowledge of life-prolonging treatments (LPT),
often do not seek knowledge, or do not know how to seek knowledge regarding
LPTI0L341342 -~ However, when given adequate information about EOL care options, AAs
have chosen LPT less often and experienced less decisional conflict??3%, This
information is significant because it suggests that decisional conflict is a modifiable
construct. This dissertation study’s findings indicate that quality of general and EOL
communication predict decisional conflict. Since AAs’ decisional conflict has been
reduced by giving adequate information in previous studies, plausibly, quality of
communication can be modified to reduce decisional conflict as well.

Another significant finding of this study revealed that family members
experienced more decision regret about decisions to continue LPT than decisions to
discontinue. This finding is consistent with the findings of other studies. Evidence
suggests that do-not-resuscitate orders predicted better mental health for family
members3®. Additionally, bereaved caregivers’ quality of life has been positively
associated with comfort-focused care (CFC) and negatively associated with regret31°,
Other studies have demonstrated that bereaved family members had less regret when
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they were able to care for decedents directly and when decedents died peacefully.3!!
Furthermore, evidence suggests that better quality of patients’ deaths reduced the risk of
regret, as well as improved quality of life for bereaved family members®®. This
dissertation study’s findings, along with that of other studies suggest that family
members of decedents who received CFC were better able to accept their EOL care
decisions. Conversely, the family members of decedents who continued LPT were more
likely to regret these decisions.

A plausible explanation for this dissertation study’s findings may lie in the quality
of EOL communication family members received from HCPs regarding CFC versus LPT.
This study indicated that although the quality of EOL communication did not significantly
differ between family members of decedents who received CFC versus those who
received LPT, the mean difference did approach significance. It is reasonable to
suspect that family members of decedents who received CFC had less regret because
they made choices based on better communication with HCPs than family members of
decedents who received LPT.

As mentioned previously, when AAs receive adequate information from HCPs
regarding EOL care options, they are more likely to choose CFC?2t, Additionally,
evidence suggests that HCPs often have ineffective EOL communication with family
members. Indeed, family members have reported that HCPs did not inform them that
decedents’ diseases were incurable, did not provide life expectancy, and did not discuss
using hospice®2. To add, other investigators have found that family members wished
HCPs had better prepared them for decedents’ deaths®?-34, This study’s finding that
family members of decedents who had used LPT had higher levels of regret can
reasonably be explained by the quality of EOL communication that family members

perceived they had with HCPs.
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Another interesting finding of this study revealed that decedents’ gender
predicted family members’ decision regret. Specifically, family members of male
decedents had higher decision regret than family members of female decedents. The
investigator found no other study that associated gender with decision regret. The
difference in family members’ decision regret by decedent gender may be explained by
secondary findings of this study. Secondary findings showed that family members of
female decedents reported higher quality of general and EOL communication than those
of male decedents.

This finding echoes the findings of another study, which indicated that family
members of male decedents were less satisfied with information and communication
than those of female decedents®>. These investigators offered no explanation for the
gender difference in family members’ quality of communication. Given the findings of
this dissertation study, a reasonable explanation may be that male decedents were
sicker or entered the healthcare system with later-stage diagnoses than their female
decedent counterparts. Entering the healthcare system with more severe illnesses may
have worsened family member-provider communication, if decedents’ deaths occurred
quickly after diagnoses.

This explanation is plausible because studies have found that elderly women use
healthcare more often than men?3® and women are, generally, more proactive at
maintaining their health than men3¢. Furthermore, men are more likely to have serious
illnesses associated with higher mortality rates, such as coronary artery disease,
diabetes, chronic kidney disease, and chronic obstructive pulmonary disease. What's
more, men suffer from significantly higher illness severity, comorbidities, and in-hospital
mortality rates than women.3'” Women, on the other hand, suffer from less serious

illnesses such depression, osteoporosis, and hypertension®’,
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Concerning communication, research suggests that family members experience
poor EOL communication and make poor decisions, especially when decedents are near
death. These poor decisions are frequently made in emergency situations, when family
members do not have the information or time to completely understand the
consequences of their decisions®'831°. To add, one study found that women whose
husbands died quickly (i.e., 24-hours to one week) after they were informed of a terminal
diagnosis reported poor communication, bitterness about the care that was provided,
and were unprepared for their husbands’ deaths 31°. Hence, the gender difference in
guality of communication is plausibly the result of men who presented to the healthcare
system with late-stage diagnoses. This, in turn, may reasonably explain the gender
difference in family members’ decision regret.

An alternative explanation for family members’ of male decedents higher decision
regret may be related to the decedents’ age. Post-hoc analysis revealed that male
decedents in this study were, on average, younger than female decedents. This
explanation is supported by other secondary findings of this study, which indicate that
family members’ quality of EOL communication with HCPs was positively correlated with
family members’ ages and decedents’ ages. This study’s finding that older family
members had higher quality of EOL communication for older decedents is substantiated
by the findings of another study whose investigators found that family members of the
oldest patients were more satisfied with aspects of care related to family member-
provider communication3?°,

Younger caregivers are more likely to have difficulties in EOL decision-making
than are older caregivers®!. Specifically, the younger a caregiver’s age, the more
difficult are his/her decisions on decedent’s place of care, do-not-resuscitate order, and
whether to continue or discontinue LPTs®*2L. Younger caregivers’ difficulties in decision-
making may be explained by the age of the decedent. Evidence indicates that family
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members of younger patients have increased risk of poor comprehension of information
regarding patients’ diagnoses, prognoses, and treatment options®??. These findings
suggest that, perhaps, family members of older patients are better able to accept that
older patients have life-limiting illnesses®?3. Because the average age of decedents in
this dissertation study was nearly 69 years old, and male decedents were typically
younger than female decedents, perhaps family members were more comfortable
making EOL decisions for older female decedents, because they experienced better
EOL communication with HCPs. The findings of this and other studies lends evidence to
explain why family members had more decision regret for male decedents and poorer
quality of communication for younger decedents.

Other interesting findings of this study showed that family members’ religious
values were positively correlated with quality of general communication with HCPs and
negatively correlated with decisional conflict. The former finding is consistent with one
other where AAs’ quality of communication was positively associated with religious
beliefs?%. In addition to measuring religious beliefs and quality of communication, these
investigators also measured AAs' trust in HCPs, and found that AAs’ trust in HCPs was
negatively associated with their quality of communication with HCPs2%.

Evidence suggests that stronger religious values have been associated with
greater trust in HCPs; trust, in turn, has been associated with higher quality of
communication with HCPs. Conversely, distrust in HCPs has been associated with
poorer quality of patient-provider relationship and communication?%324, These findings
are vital, especially within the context of AAs with serious illness and their families,
because AAs often use religious beliefs to cope with illnesses®?. Other studies have
shown that patients who regularly attend religious services are more likely to trust and

have more confidence in their HCPs®*?®, Furthermore, when AAs perceive that HCPs
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respect their religious beliefs, or even disclose their own religious beliefs, AAs are more
trusting of those HCPs?%°,

In this dissertation study, the positive association between family members’
religious values and quality of communication may have occurred because most of the
family members held strong religious beliefs. More than 95% of the family members in
this study reported a Christian religious affiliation, and many scored highly on the
Religious Beliefs and Values Scale. Family members’ strong religious beliefs may have
contributed to their trust in HCPs which, in turn, improved the quality of communication
they had with HCPs. Family members’ improved quality of communication, plausibly,
contributed to their reports of less decisional conflict. This study adds new information
regarding the relationship between religious beliefs and family member-provider
communication, which has been understudied®. It also establishes a possible
connection between religious values, quality of communication, and decisional conflict.

To the investigator's knowledge, this is the only study to combine quantitative
and gualitative methods to assess AA bereaved family members’ quality of
communication with HCPs. This study also contributes additional evidence to our
mounting knowledge regarding the need for improved communication between AAs and
HCPs during EOL care encounters. The study’s quantitative findings related to quality of
communication and decisional conflict were consistent with the qualitative findings
regarding family members’ reports of quality of communication with HCPs and
uncertainty in decision-making. Specifically, this consistency indicates that family
members who reported lower quality of communication were also more likely to have
had moderate to high decisional conflict, as suggested by multivariable logistic
regression analyses. Family members’ reports of poor quality of communication with
resultant uncertain decision-making are described numerous times throughout the
gualitative section that follows.
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Discussion of Qualitative Findings

Qualitative themes related to AA family members’ experiences in EOL decision-
making included Understanding, Relationships with the Healthcare Team, and Quality of
Communication. Communication was a prominent topic that weaved through all three
themes. Family members described their experiences of problematic communication,
which were often centered on the decedents’ diagnoses, treatment options, treatment
outcomes, and expectations as decedents neared death. Problematic communication
occurred in encounters when HCPs treated family members uncivilly or spoke too
optimistically regarding treatment outcomes. Furthermore, family members reported that
inadequate or limited information was a detriment to their understanding and decision-
making. Specifically, the content of HCPs’ communication (i.e., information) drove family
members’ decision-making because it helped (or hindered) their understanding of
decedents’ treatment options and outcomes, the severity of family members’ illnesses,
and what to expect as decedents neared death.

The qualitative findings of this study are consistent with those of other studies
which suggest AA often have poor communication with HCPs?210:299.326327 = Qther studies
have shown AAs experience poor, verbally dominant communication and receive
inadequate information during encounters with HCPs102210.326:328 - Eindings from this
dissertation study are also consistent with the findings of another study whose
investigators found that family members who did not receive information alerting them of
the severity of decedents’ illnesses were more likely to feel surprised by and unprepared
for decedents’ deaths®'°.

As a result of poor communication with HCPs, family members in the dissertation
study reported limited understanding of diagnoses, treatment options, and/or treatment
outcomes, conveyed more uncertainty in decision-making, and expressed desires for
more information from HCPs. Additionally, family members described dissatisfaction
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with care outcomes and wished they had made different decisions. These qualitative
findings are consistent with the findings of other studies that also found poor
communication was associated with limited understanding, uncertainty, and decision
regret271'299*329'330.

In addition to problematic communication, family members also experienced
helpful communication with HCPs. For instance, family members reported it was helpful
that HCPs be open and honest in their communication, as well as provide all pertinent
information regarding decedents’ care in a straightforward manner. In addition to open
communication, family members wanted to be involved in discussions about decedents’
care and share in decision-making. These findings are consistent with the findings of
several other studies whose investigators revealed that family members desired open
communication and to participate in decision-making®®98102.299,331,332

Another major qualitative theme of this study was the importance of family
members’ relationships with healthcare teams. Family members’ relationships with
HCPs were established with informative and open communication, high quality and
competent healthcare, mutual respect, empathy, and kindness. Additionally, family
members’ relationships with HCPs were based on HCPs’ availability to converse about
decedents’ care, HCPs’ attentiveness to decedent’s care needs, and family members’
trust in HCPs. HCPs garnered family members’ trust by communicating openly,
providing adequate information, engaging in unhurried interactions, and giving
competent, expert care.

Only one other study was found that assessed bereaved AA family members’
experiences of communicating with HCPs regarding a loved one’s EOL care. This other
study’s findings echoed several of this dissertation study’s findings'°2. Specifically, both
studies found that AA bereaved family members desired to have open communication,
be treated with respect and kindness, and be kept informed of decedents’ care!®2, Other
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studies reported findings consistent with this dissertation study’s findings, however these
other studies were conducted in different contexts of care. Nevertheless, these studies
found that patients desired to have open and honest communication with HCPs, which
was complemented by empathy and respect from HCPs?%°318, This dissertation study is
consistent with existing literature regarding bereaved AA family members’
communication with HCPs. However, this study contributes novel knowledge that is
specific to the relationships that bereaved AA family members had with HCPs within the
context of EOL decision-making for loved ones with serious illnesses.

Several themes emerged regarding family members’ perceptions of the choice to
continue LPTs, including Lack of Understanding, Unwilling to Give Up, Believe Will
Benefit, No Other Option Given, and Patient Preferences for Life-Prolonging Treatment.
Within these themes, family members often described how communication contributed to
their decision-making. Some decedents received LPT because this was the only
treatment choice presented to family members. Similarly, other decedents received LPT
because family members were given limited information from HCPs regarding the
severity of decedents’ illnesses and the treatments that were most appropriate for those
illnesses. To a lesser extent, decedents’ preferences for LPT influenced EOL decision-
making. In fact, only two of 15 decedents received LPT because it was their preference.
In addition to the two decedents who preferred LPT, only one decedent received LPT
due to family member’s preference.

The findings of this dissertation study contrasts a large body of research
suggesting AAs prefer LPT to CFC?204:308333:335 - Additionally, this study contradicts
another study that found that AAs who desired CFC, still received LPTs, regardless of
their EOL care preferences?®. In this dissertation study, decedents who desired CFC
also received CFC. This dissertation study contributes more evidence that patients and
family members experience poor communication with HCPs at EOL, challenges the

139



majority of the literature that suggests AAs desire LPTs, and lends support to a small,
but growing, number of studies that found AAs prefer CFC at EOL when they are given
adequate information?21:3%8,

Several themes emerged to explain why family members chose to use CFC.
These themes included: Family Members Received Advice from Others; Needed Help
to Care for Decedents; Wanted to Prevent Decedents’ Suffering; Wanted to Avoid
Placing Decedents into Care Facilities (i.e., nursing home); and Honored Decedents’
Preferences for CFC. To a lesser extent, decedents received CFC because No
Treatment Choice Was Made. Communication played a prominent role in the reasons
that family members chose CFC. It was the information-rich guidance received from
HCPs that helped several family members understand the futility of LPTs and the
benefits of CFC (i.e., comfort for decedents). What's more, communication with HCPs
helped family members understand the care options that CFC offered. For example, the
option of decedents receiving CFC in-home rather than in a facility (i.e., a nursing
home). Furthermore, information from HCPs dispelled family member’s misconceptions
about CFC; for instance, the idea that removing a feeding tube equated to “killing” the
decedent.

Ironically, poor communication with HCPs also led family members to choose
CFC. Specifically, HCPs who delivered LPTs and were verbally dominant swayed family
members to seek alternative treatments (i.e., CFC) and new HCPs (i.e., hospice
personnel) in order to avoid contact with the offending providers. These findings are
consistent with those of several other studies that suggest the manner in which HCPs
deliver communication and information influences family members’ EOL care
decisions!02:299:321,

In addition to communication, a second significant theme that family members
discussed was their desire to prevent decedents from suffering. This theme emerged
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even when family members were not asked questions regarding decedents’ suffering.
Additionally, decedents, themselves, often preferred CFC to LPT. Several decedents
signed do-not-resuscitate orders or explicitly expressed that they did not want to suffer
as they died. These finding are consistent with those of another study whose
investigators identified several factors that family members and patients believed
constituted a “good death”. Among these factors was pain and symptom management.
Several patients and family member emphasized their desires that decedents not
suffer33s,

Lastly, a small number of decedents received CFC because HCPs chose CFC or
because there was no decision made (i.e., CFC just happened). Both of these
circumstances were predicated on the severity of decedents’ ilinesses. Specifically,
decedents were so critically ill that there were no medical options available beyond
comfort measures. The findings of this study are consistent with those of another study,
which showed AA bereaved family members wanted decedents to be comfortable in
death, without suffering'®2. The findings of this dissertation study broaden our
understanding of AA preferences for EOL treatments by giving reasons why AAs chose
CFC over LPT.

Often it is important to consider nonsignificant results when evaluating study
findings. In this study, no significant relationships were found among family members’
religious affiliation and EOL treatment decision or decision outcomes. Furthermore, in
gualitative interviews family members did not spontaneously mention that religious
values or cultural values played a role in their EOL decision-making. These were not
discussed in the results or discussion sections because family members simply did not
talk about them. The fact that AA family members did not mention religious values or

cultural values in the context of EOL decision-making is especially interesting, because
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these variables are often cited as central to AA decision-making, especially at
EOL34’87’337_339.
Limitations

Several limitations should be noted when interpreting the results of this study.
One important limitation was the small sample size. Since research is limited in this
area, there was no statistical basis to approximate the sample size needed. The study
enrolled 49 bereaved family members for several reasons. First, a sample size of 49
allowed for good estimates of reliability of the Ottawa Decision Support (ODS), Religious
Beliefs and Values, and Quality of Communication instruments. Although all study
measures performed well in this sample, results from each should be interpreted
cautiously. The results of regression analysis with a small sample should also be
carefully evaluated. In order to minimize this limitation, the number of covariates entered
in multivariable logistic regressions was limited to two; and for multivariable linear
regressions, the number of covariates was not more than three.

Although study findings generated valuable new knowledge from a subset of 15
interviews, data saturation was not achieved. Therefore, future work will use the full
dataset (n = 50) to identify the complex and subtle connections among variables.
Additionally, the goal of the qualitative portion this study was to produce rich descriptions
of AAs’ experiences within the context of EOL decision-making for a loved one with
serious illness. These rich descriptions of AAs EOL experiences may be transferable to
identify elements of the experiences of other AAs making EOL decisions in various other
settings. However, these findings may not be generalizable beyond the AAs in this
study, because there is no way of knowing if the findings that emerged from 15
interviews represent the typical experiences of all bereaved AA family members34.

Another limitation of this study was the potential for selection bias. Ninety
percent of the sample was recruited from Eskenazi’s Palliative Care Program. Family

142



members who received consultation from the Eskenazi Palliative Care Program may
have received information and guidance regarding decedents’ care which influenced
their decision-making. This may not reflect the experiences of AA family members who
are never exposed to or receive information from the healthcare system, particularly a
palliative care consultation program. Hence, this study’s sample may not represent the
average population of AA family members of AAs with serious illnesses and
generalizability may be limited to those in Eskenazi’s Palliative Care Program or similar
healthcare settings. This study also enrolled a small number of bereaved AA family
members from Eastern Star Church, a large metropolitan church, in the Indianapolis
community. Participants from Eastern Star Church may be more representative of AAs
in the community who had not received care from a healthcare institution. However,
they represented only 10% of the study’s sample.

Other limitations result from the study’s design. Since this was a retrospective
cross-sectional study, which captured data at one single point in time, no causality can
be inferred. Additionally, since the investigator conducted telephone interviews two to
six months after decedents had died, family members’ perceptions of communication
with HCPs may have changed over time. Specifically, through the passing of time,
family members may have formed overly negative or positive perceptions of HCPs’
communication patterns. Furthermore, data were collected over the telephone.
Therefore, qualitative data may not have been as rich as it might have been if interviews
were conducted in-person. Face-to-face interviews may have been a more appropriate
method for gathering qualitative data about a sensitive topic such as the death of a loved
one.

The study’s eligibility criteria may be another limitation. To be eligible, AA
bereaved family members had to speak and read English and have a telephone. This
excluded participants without telephones and those with language or reading barriers.
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Finally, bereaved AA family members provided the data for this study. Evidence
has shown family members’ reports of decedents’ observable symptoms have been
congruent with decedent reports®*1342, However, the investigator in this study asked
family members to report on their experiences in EOL decision-making, communication
with HCPs, relationships with HCPs, and the decision to continue or discontinue LPTS.
Family members did, indeed, report decedents’ physical symptoms, but also reported on
their own perceptions of their and decedents’ quality of communication, relationship with
HCPs, and why decedents received LPT or CFC. The accuracy of their recall of
decedents’ perceptions and experiences was not able to be verified.

Implications for Future Research

To the investigator’s knowledge, this is the only study to: 1) quantitatively
measure the quality of communication, decision regret, and decisional conflict of
bereaved AA family members; and 2) qualitatively describe bereaved AA family
members’ relationships with HCPs. The findings of this study have provided invaluable
new knowledge regarding AAs family members’ quality of communication, decision
outcomes, and relationships with HCPs at EOL. Although EOL care research has been
prioritized in recent years, it is still a relatively new field of study?, so the findings of this
study have important implications to advance EOL care, decision-making, and nursing
research.

The findings of this study have shown that quality of communication with HCPs is
an integral component of family-centered care, especially at EOL. There is limited
research exploring communication between AA family members and the healthcare
team. Indeed, most EOL communication research has focused on experiences between
patients and HCPs, which emphasize the patient-provider relationship34334’, In order to

develop effective interventions that are tailored to the specific needs of AAs with serious
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illnesses and their families, more descriptive and prospective research focused on AA
family members’ involvement in healthcare decision-making is essential.

Valid and reliable measures exist, and have been used to assess some aspects
of the EOL care experience, mainly among individuals with cancer. However, these
measures have not been tested within diverse racial, ethnic, age, or cultural groups?.
This study used several measures, including the Religious Beliefs and Values, Quality of
Communication, Decision Regret, and Decisional Conflict Scales among AA bereaved
family members of decedent who died with various serious illnesses, which included
cancer. These measures performed well in this study sample of AA family members and
contributed valuable knowledge concerning religious beliefs, communication, and
decision outcomes.

Major research organizations have called for development of conceptual models
and frameworks to guide research in EOL care?. The investigator used the Ottawa
Decision Support Framework and the literature to guide this study. The investigator-
developed African American End-of-life Decision-making Conceptual Framework was
also used to guide this study. The findings of this foundational study provide a starting
point to guide future research, with the long-term goal of developing interventions to
improve EOL care for AAs and their families.

Given that the majority of studies, including the current study, have had a cross-
sectional descriptive design, these studies did not capture data beyond a single point in
time. Gathering information at disease diagnosis, CFC recommendation, and during
family members’ bereavement would give us a better understanding of the decision-
making process as it evolves over the care continuum. This is especially important in
the context of EOL care, because EOL decision-making does not constitute one

decision, but a series of decisions made over time.
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Hence, there are two logical next steps in this line of research. First, a future
research study should test the Religious Beliefs and Values, Quality of Communication,
Decision Regret, and Decisional Conflict Scales in a larger sample of bereaved AA
family members of decedents with serious illnesses from a community setting, as well as
in-patient or out-patient settings. Testing these instruments in a larger, more diverse
sample will validate the current study’s findings, and begin to build the evidence needed
to develop interventions to improve communication and reduce conflict in EOL decision-
making among AAs with serious illnesses and their families.

The next step would be to conduct a prospective, longitudinal mixed methods
study. The aim of this study would be to explore how family members’ relationships,
decision-making, and communication with the healthcare teams impact care for patients
who have been diagnosed with serious illnesses. To capture information along the care
continuum, the investigator would collect information at three time points, including at
initial diagnosis, when CFC is recommended, and following the patients’ deaths.
Quantitative measures including the Quality of Communication and Decisional Conflict
Scales would be used at initial diagnosis and when CFC is recommended. After patients
have died, the Decision Regret Scale will be used to assess family members’ regrets
regarding health care decisions. Qualitative interviews will be conducted with family
members to assess their perceptions of the patient-family member-provider relationship,
communication, and decision-making at initial diagnosis and when CFC is
recommended.

After patients have died, qualitative interviews will assess family members’
reactions to the health care decisions, including health care decisions that would be
altered with hindsight. Given that most EOL studies are retrospective, gathering

information prospectively could give important information regarding family member’s
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communication and relationships with HCPs, as well as their decision outcomes as they
are experiencing these phenomena.

The National Institutes of Health have called for interventions to enhance
palliative care, treatment choices, decision-making, EOL care, patient-family member-
provider communication; and reduce disparities in underserved populations 2. To
answer this call for interventions, future EOL studies should focus on intervention
development that targets AAs with serious illnesses and their families. The goals of
these interventions should focus on improving patient-family member-provider
relationships and communication, as well as reducing decisional conflict. In contrast to
much of existing literature, this study’s findings indicate that cultural and religious values
were not important to AA EOL decision-making, whereas quality of communication with
HCPs played a critical role for AAs in their EOL care decisions. To this end, future
intervention work should focus on improving communication between HCPs and AAs in
EOL contexts.

Conclusion

AAs are disproportionately affected by high mortality rates for several serious
illnesses, however prior research suggests that AAs underuse CFC, despite the benefits
that CFC offers. The literature suggests that numerous factors are associated with AA
EOL decision-making, including patient and family member characteristics and patient-
family member-provider interaction. The findings of this study provide quantitative and
gualitative evidence that indicates AA family members’ EOL decision-making and
decision outcomes are associated with the relationships and communication they have
with HCPs. This study provides evidence that advances our understanding of decision-
making, patient- and family member-centered communication, and the reasons why AAs
chose to continue or discontinue LPT. Future research will build on this foundational
work to inform intervention development, which should focus on improving
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communication and reducing decisional conflict among AAs with serious illness and their
families.

Although evidence suggests that religion is a source of support for AAs, few
investigators have explored how religious values support AAs in EOL decision-
making®#. In this study, family members did not mention that religious values
contributed to their decision-making when they were asked, although the investigator did
not report this finding in this dissertation. This information has extended the current
state-of-the-science in EOL care and nursing research, and addressed EOL research
priorities identified by national healthcare and research organizations.

Because this study examined decision-making from the perspective of the family
member, valuable new knowledge has been generated, which ultimately will lead to
interventions to support decision-making and enhance communication among AAs with
serious illness, their families, and HCPs’>’8, Lastly, the ODS and Quality of
Communication Scales have not been applied in studies focused on ethnically diverse
populations and seldom to patients at EOL. In fact, prior to this dissertation study, no
study used the Quality of Communication and Decisional Conflict Scales jointly. This
study has extended communication, ODS, and decision support science by contributing
findings from an ethnically diverse sample of bereaved AA family members of patients

who faced life-limiting illnesses at EOL.
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Appendix A
Recruitment Letter

Date
Address

Dear:

I am sending you this letter to tell you about a study that is being conducted
by the Indiana University School of Nursing. The purpose of the study is to
understand our families’ experiences with care provided for their loved ones who
recently died. The study involves participating in a telephone interview to answer
guestions about your experiences with the care your loved one received.

The decision to participate in this program is entirely up to you. In this
study, you will be asked to complete one telephone interview. The interview will
take about 1 hour and 30 minutes and will be scheduled at a time that is
convenient for you. You will be mailed one $25 gift card after completing the
phone interview. You will NOT be asked to take any medication or have any
tests or examinations in this study.

The researcher will call you in the next few days to see if you are interested.
She will also answer any questions you may have about the study so you can
decide if you want to join. If you have further questions or concerns, you may
contact Esther Smith-Howell at (317) 288-5183. If you prefer not to be
contacted for this research study, simply call us at (317) 288-5183 to let us
know. Whether you decide to join this study or not is up to you, this study is
completely voluntary.

Please know that this letter is being sent out and the study is being
conducted by your loved one's [name] Physician’s practice. No
information about your loved one’s health has been given to anyone
outside of this practice.

Respectfully,

Gregory Gramelspacher, MD
Medical Director
Eskenazi Health Memorial Hospital Palliative Care Program
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Appendix B
Study Information Sheet

IRB STUDY #1202008118
INDIANA UNIVERSITY STUDY INFORMATION SHEET FOR
End-of-Life Decision Making among African Americans with Serious Illness

You are invited to participate in a research study of end-of-life decision-making among
African Americans with serious illness and their families. You are invited to participate in
this study if you are the family member of a person who recently had serious illness. We
ask that you read this form and ask any questions you may have before agreeing to be
in the study.

The study is being conducted by graduate student Esther Smith-Howell under the
supervision of Dr. Susan Hickman, PhD at the Indiana University School of Nursing. It is
funded by The National Institutes of Health.

STUDY PURPOSE

The overall purpose of this study is to learn how African Americans with serious illness
and their families make decisions about end-of-life care. Many African Americans with
serious illness could benefit from comfort-focused care such as hospice at the end-of-
life, but most choose life-prolonging treatments instead. Information from this study will
help to us identify how to help improve care for African Americans with serious illness
and their families.

Participants will be asked to take part in a telephone interview, which could take
approximately 35 to 50 minutes.

This study does not involve the use of any investigational drugs or devices, only
guestionnaires and surveys.

PROCEDURES FOR THE STUDY:
If you agree to be in the study, you will be asked do the following things:

You will be asked to participate in a 35 to 50-minute telephone interview. We will ask
you to tell us who you are and answer questions about the kinds of decisions your loved
one made in the last few weeks of life. You will also be asked a series of questions
about you and your loved one’s experiences in the last few weeks of life. This interview
will be audio taped.

The interview will be scheduled for a time that is convenient for you. You will be given
the option of taking a break during the interview if needed, to refuse to answer any
guestions that make you feel uncomfortable, and to withdraw from the study at any time
without consequence. Your participation is completely voluntary.

CONFIDENTIALITY
Efforts will be made to keep your personal information confidential. We cannot

guarantee absolute confidentiality. Your personal information may be disclosed if
required by law. Your identity will be held in confidence in reports in which the study
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may be published and databases in which results may be stored. In order to protect you
against the risk of a loss of privacy, interview data and questionnaires will be labeled
with identification numbers, but not your name. All data forms will be kept in a locked file
cabinet, available only to the researchers. All audio taped interviews will be downloaded
into a secure computer, which is password-protected. Interviews will be transcribed and
saved in an electronic format on a password-protected, secure computer. ldentifying
information such as names and places will be removed from the transcriptions. All
digital data will be labeled with identification numbers, not your name, and will be kept in
a password-protected computer. Digital data will be available only to the researchers.
All data collected during the study will be destroyed after the conclusion of the study.

Organizations that may inspect and/or copy your research records for quality assurance
and data analysis include groups such as the researcher and her research associates,
the Indiana University Institutional Review Board or its designees, the study sponsor,
Indiana University School of Nursing, and (as allowed by law) state or federal agencies,
specifically the Office for Human Research Protections (OHRP), who may need to
access your medical and/or research records.

PAYMENT

You will receive payment for taking part in this study. You will be mailed a $25 gift
card after completing the phone interview.

CONTACTS FOR QUESTIONS OR PROBLEMS

For questions about the study, contact the researcher Dr. Susan Hickman at 317-274-
0032 or Esther Smith-Howell at 317-288-5183.

For questions about your rights as a research participant or to discuss problems,
complaints or concerns about a research study, or to obtain information, or offer input,
contact the IlU Human Subjects Office at (317) 278-3458.

VOLUNTARY NATURE OF STUDY

Taking part in this study is voluntary. You may choose not to take part or may leave the
study at any time. Leaving the study will not result in any penalty or loss of benefits to
which you are entitled. Your decision whether or not to participate in this study will not
affect your current or future relations with Eskenazi Health (Wishard Memorial Hospital),
Indiana University School of Nursing, or Eastern Star Church. If you decide to
withdrawal from the study prior to completion, there is no risk to you or your healthcare.
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Study Brochure

Appendix C

About the Researcher

I earned my Bachelor in Nursing Science from Indiana
University School of Nursing in 2009. In April 2009, my
Aunt Juanita died with lung cancer. Her quality of life
might have been improved at the end of her life if
communication between my family and her doctors and
nurses had been better. I promised my Aunt I would earn
a PhD and carry out research to improve end-of-life care
for African Americans with advanced cancer.

Esther R. Smith-Howell

Contact for Questions
Esther Smith-Howell, BSN, RN
Phone: 317.288.5183

Susan Hickman, PhD
Phone: 317.274.0032

IIJ INDIANA UNIVERSITY

SCHO0L OF NURSING

End-of-Life Decision Making among
African Americans with Advanced
Cancer

Indiana University School of Nursing
Funded by
The National [nstitute of Nursing Research (1F3INR013613-01)




€GT

What is this study about?

The goal of this study is to learn how African
Americans make decisions when they receive health
care near the end of their life. To do this, we are
asking family members to tell us what happened and
how they felt when talking to doctors about their
loved one’s health care.

Who can join the study?

You can join this study if you:

+ Havea telephone

+ Are 21 yearsaor older

+ Are African American

+ Helped care for a family member who recently
passed away from advanced cancer

Why are you invited to join this study?

You are invited to join in this research study because
you were listed as a family member of a person who
recently passed awav from advanced cancer.

What if you join the study?
If you join the study, you will:
e Complete a telephone interview, which could take
up to 60 minutes.

s Tell us who you are and answer questions about
the kinds of decisions your loved one made in the
last few weels of life. The interview will include
questions like:

o “How did you first learn about your loved
one’s medical diagnosis?”

What helped you talk with the doctors on
the health care team?”

How will we thank you for joining the study?
To show our thanks, you will receive a $25 gift card after
completing the interview.

What if you start and don’t want to finish?

You may choose not to take part or may leave the study
atany time.




Appendix D

Data Collection Forms
Hello. May | please speak with Mr. / Ms. [last name]?

Hello, my name is Esther Smith-Howell with the Indiana University School of
Nursing. Dr. Gramelspacher, your loved one [name]'s physician, has given
me permission to speak with you regarding an end-of-life care study.
Recently, we mailed you some information about this study. We're inviting
the family members of patients who received care from the Eskenazi Health
Palliative Care Program, who were involved in the patient’s care and
decision-making during the last month of life to be a part of the study.

So, let me confirm your role in the patient’s care and I'll explain what the
study is about to see if you're interested in participating.

As | mentioned earlier, we are only seeking family members who were
somewhat or very involved in the patient’s care. How involved would you say
you were in [patient’s name]’s care and decision-making during the last month
of his/her life? Would you say that you were not involved at all, a little
involved, somewhat involved, or very involved in your loved one’s care?

V \’

SOMEWHAT OR VERY INVOLVED NOT INVOLVED or A LITTLE INVOLVED
Great! Are you able to answer some Thank you for that answer.
guestions about his/her and your Unfortunately, because you
experiences during care? were not somewhat or very
involved in the [patient’s

name]’s care, you're not
eligible for the study.
YES NO But, | really appreciate you
taking time to talk with me
today. We will be happy to
keep you in mind for any future
studies that we might do.
Goodbye
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YES

NO

NO > DON'T KNOW

Ok, thank you for that answer.
Would you feel comfortable telling
me if there is another family
member who was involved in your
loved one’s care and/or decision-
making who might be able to
answer our questions concerning
your loved one’s experiences
during care?

Who might that person be? Would
you be willing to ask him/her if |
could contact them about the
study? | could call you back in a
few days to get their contact
information from you if they say
that's OK.

Thank you for taking time to talk
with me today. Goodbye.

Well, we do need to know that for
this study.

I'd be happy to check with another
family member whom you think
was somewhat involved in your
loved one’s care and/or decision-
making who might be able to
answer questions concerning your
loved one’s experiences during
care. Who might be a good person
to call?

Thank you for taking time to talk
with me today. Goodbye.

Great! Now, did you
get the letter we sent
you which talks about

YES \L

NO

May | have a few
minutes of your
time to tell you
more about it?

|

I’'m sorry! That must have gotten
lost in the mail.

How about | go ahead and explain
why I'm calling and then re-mail the
letter to you?
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Yes \L

NO\L

Well, this is a study were we are
calling people on the phone to
examine African American family
members’ opinions of the factors
that influenced the end-of-life care
decision-making for a relative with
serious illness who has recently
died. May | ask you a few
questions to see if you're eligible
for the study?

That's not a problem. I'm
happy to call back in a few
days. When would be a good
time to call?

Alright. | look forward to talking
with you again on [day, date,
time].

Goodbye.
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Eligibility Assessment Questions

According to your loved one [name]’'s medical record, you're listed as next of kin. Are
you a family member that was somewhat or very involved in your loved one’s care
and/or decision-making during the last month of his or her life?

e Yes —[Go to next question]

e No — Thank you for that answer. Unfortunately, although you are a family
member, you weren't at least somewhat involved in the care and/or decision-
making for your loved one, therefore you're not eligible for the study. But, | really
appreciate you taking time to talk with me today. We will be happy to keep you in
mind for any future studies that we might do. Goodbye.

Are you at least 21 years or older?
e Yes —[Go to next question]

e No — Thank you for that answer. Unfortunately, because you are not at least 21
years old, you're not eligible for the study. But, | really appreciate you taking time
to talk with me today. We will be happy to keep you in mind for any future
studies that we might do. Goodbye.

Are you African American?
e Yes —[Go to next question]

e No — Thank you for that answer. Unfortunately, because you’re not African
American, you’re not eligible for the study. But, | really appreciate you taking
time to talk with me today. We will be happy to keep you in mind for any future
studies that we might do. Goodbye.

Are you a family member of decedent [name] by blood marriage, or other close
affiliation?
e Yes —[Go to next question]

e No - Thank you for that answer. Unfortunately, because you're not a family
member of the deceased patient by blood, marriage, or other close affiliation,
you're not eligible for the study. But, | really appreciate you taking time to talk
with me today. We will be happy to keep you in mind for any future studies that
we might do. Goodbye.

Thank you for those answers. I'm happy to tell you that you’'re eligible for the
study!
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Explanation of Study

Now, let’s talk more about what being in this study means. Included with the
letter we sent was a form that explains what the study is about. Do you
remember seeing that? If not, it's okay; I'll describe what you'll be asked to do.

¢ If you take part in the study, you will do one telephone interview, so we
can learn more about African American perceptions of the factors that
influenced end-of-life care decision-making for a relative with advanced
caner who has recently died. All the information about you and your
family member and whatever you tell us will be kept strictly confidential.

e The interview will take about an hour. We’'ll schedule the interview at a

time that is convenient for you.

e You will be given a $25 gift card to thank you for your time. The gift card
will be mailed to you after you finish the interview.

¢ Lastly, we understand that answer questions with a sensitive nature, such
as a loved one’s death could be difficult, and may make some people feel
uncomfortable. You can refuse to answer any questions that make you
uncomfortable, or that you feel are too personal. Your being in this study
is completely voluntary, and not joining, or deciding not to participate in a

second interview later is not a problem.

| know that was a lot of information. Do you have any questions?
If you think of any (more) questions at any point during the phone call, | will be

happy to answer them.

Do you understand what I've told you and how the study works? Are you willing

to participate?

YES ¢

Great! We appreciate your
willingness to help us. Again,
the interview will take about
one hour and 30 minutes. Are
you still able to complete it
now?

YES ¢ NO ¢
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Ok, that's fine. It's helpful for
our planning to know why
people may not want to be in a
study. Would you mind telling
me why you are not interested?

Thank you for sharing that
information. | won't take up
anymore of your time today.
Goodbye.




YES ¢

NO\L

Thank you, let’s get started!

Not a problem, I’'m happy to call you back at a
time more convenient for you. When would
be a better time to call you in the next few
days?

| look forward to talking with you again on
[day, date, and time]. Goodbye.
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Thank you again for agreeing to talk with me about your loved ones care and treatment
in the last month of life. You and your loved one’s background information is very
important to our study, so I'd like you to start by asking you a few demographic
guestions about you and your loved one. If you cannot or don’t feel comfortable
answering certain questions about yourself of your loved one, it is okay. Your responses
are completely voluntary and your refusal to answer will not have any negative impact on
you at all.

A. Demographic Survey
a. Ask questions from the Demographic Survey

| would like to better understand how treatment decisions were made, how you felt about
your experiences with healthcare providers, and what helped you make it through this
process. Now, | would like to ask you to share with me, from your perspective, what
happened during your loved one’s illness experience, leading up, and to include the last
month of their life.

Next, I'd like to focus on the type of care your loved one received. In the last month of
life, was the goal of your loved one’s treatment focused on keeping him or her
comfortable or more towards trying to cure to him or her of iliness? For example, did the
decedent receive comfort-focused care, such as hospice, or did they continue
treatments to cure the illness?

B. Comfort-focused (CFC) or Life-prolonging Treatment (LPT)
a. Inthe last month of life, was the goal of your loved one’s treatment
focused on keeping him or her comfortable without trying to cure his/her
illness? (Comfort-focused care such as hospice)

Or

b. Inthe last month of life, was the goal of your loved one’s treatment
focused on treating the illness to cure your loved one?

Now, from your perspective, please reflect on the decisions made with or for your loved
one to continue or discontinue life-prolonging treatments at end-of life, after talking with
your loved one’s doctor. Please show how strongly you agree or disagree with these
statements by indicating a number from 1 (strongly agree) to 5 (strongly disagree) which
best fits your views about the decision made regarding your loved one’s care.

C. Decision Regret Scale
a. Ask questions from the Decision Regret Scale
i. Questions will be tailored to the type of treatment the participant’s
loved one received, either CFC or LPT

Now, from your perspective, considering the type of treatment your loved one received,
please reflect on the decisions made with or for your loved one to continue or
discontinue life-prolonging treatments at end-of-life, after taking with your loved one’s
doctor. Please answer yes, no, or unsure about the decisions made regarding your
loved one’s preferred treatment.
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D. Decisional Conflict Scale
a. Ask questions from the Decisional Conflict Scale
i. Questions will be tailored to the type of treatment the participant’s
loved one received, either CFC or LPT

We are interested to learn about your religious views and how these views may have
influenced may have influenced the decisions made with or for your loved one to
continue or discontinue life-prolonging treatments at end-of life. Please show how
strongly you agree or disagree with these statements by indicating a number from 4

(strongly agree) to O (strongly disagree) which best fits your views on religion in your
daily life.

E. Beliefs and Values Scale
a. Ask questions from the Beliefs and values Scale

We are interested to learn about how the quality of communication with the providers on
the healthcare team influenced the care your loved one received. The following
guestions are about how well the healthcare team spoke with you about your loved one’s
care.

Please rate the healthcare team on each of the following questions using a scale from O,
“Poor” to 10, “Absolutely Perfect.” The middle of the scale with the value of “5” indicates
“Very Good.” If you cannot rate the healthcare team on a questions because they did
not do it, please say, “The team didn’t do this.” You may also say “I do not know.”

F. Quality of Communication
a. Ask questions from Quality of Communication Questionnaire
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Demographic Survey

Participant and family member background information is very important to our study, so
I'd like you to ask you a few demographic questions about you and your loved one. If
you cannot or don’t feel comfortable answering certain questions about yourself or your
loved one, it is okay. Your responses are completely voluntary and your refusal to
answer will have no negative impact on you whatsoever.

Let’s start with a few questions about you...

1. How old are you?

2. Are you male or female?
O Male
O Female

3. Please stop me when | come the phrase that best describes your relationship to
the family member? Where you his or her?

Husband

Wife

Daughter or Step-daughter

Son or Step-son

Daughter-in-law

Sister

Brother

Sister-in-law

Brother-in-law

Mother

Father

Niece

Nephew

Other Relative

Friend

aaaaaauauaauaaaaaa

4. Please stop me when | come to the highest grade or year of school you finished.
Is it?
O No school or kindergarten
0O 1t grade to 5™ grade (grade school)
0 6" grade to 8" grade (middle school)
0 9" grade to 11" grade (high school, without graduation)
0 12" grade/High school/Diploma/GED
O Vocational school (e.g., Technical/secretarial/business)
O Some college (no associates degree)
O Associates degree
O Graduated from college with 4 year degree
O Some graduate work
O Completed graduate degree

5. Please stop me when | come to your total combined yearly household income
before taxes. Is it?
O 1. Less than $15,000
O 2. $15,000 - $30,000
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6. What is your religious affiliation?

O 3. $30,000 - $50,000
O 4. $50,000 - $75,000
O 5. $75,000 - $100,000
3 6. More than $100,000

Now, I'd like to ask you a few questions about your loved one...

7.

8.

How old was your loved one when s/he passed away?

What was your loved one male or female?

O 1. Male
O 2. Female

Please stop me when | come to the highest grade or year of school your loved
one finished. Is it?

O No school or kindergarten

3 15t grade to 5™ grade (grade school)

3 6™ grade to 8" grade (middle school)

0 9" grade to 11" grade (high school, without graduation)
0 12" grade/High school/Diploma/GED

O Vocational school (e.g., Technical/secretarial/business)
O Some college (no associates degree)

O Associates degree

O Graduated from college with 4 year degree

O Some graduate work

O Completed graduate degree

10. Please stop me when | come to your loved one’s total combined yearly

11. What was your loved one’s religious affiliation?

household income before taxes. Is it?

Less than $15,000
$15,000 - $30,000
$30,000 - $50,000
$50,000 - $75,000
$75,000 - $100,000
More than $100,000

aaaaaa
ok whRE
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Decision Regret Scale (Continuation or Discontinuation of Life-prolonging

Treatment
From your perspective, please reflect on the decisions made with or for your loved one
to continue or discontinue life-prolonging treatments at end-of life, after talking with your
loved one’s doctor. Please show how strongly you agree or disagree with these
statements by indicating a number from 1 (strongly agree) to 5 (strongly disagree) which

best fits your views about the decision made regarding your loved one’s care.

Item Response

1. The decision to stop 1 2 3 4 5
(or continue) Strongly  Agree Neither Disagree Strongly
treatment was the Agree Agree Nor Disagree
right decision. Disagree

2. |regret the choice 1 2 3 4 5
about treatment that Strongly Agree Neither Disagree Strongly
was made for my Agree Agree Nor Disagree
loved one’s end-of-life Disagree
care.

3. I'would choose the 1 2 3 4 5
same treatment plan Strongly  Agree Neither Disagree Strongly
again if | had to do it Agree Agree Nor Disagree
over. Disagree

4. The choice of 1 2 3 4 5
treatment at the end Strongly Agree Neither Disagree Strongly
of my loved one’s life Agree Agree Nor Disagree
did me a lot of harm. Disagree

5. The choice to 1 2 3 4 5
continue (or stop) Strongly  Agree Neither Disagree Strongly
treatment at the end Agree Agree Nor Disagree
of my loved one’s life Disagree

was a wise one.
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Decisional Conflict Scale (Discontinuation of Life-prolonging Treatment)
You recently lost a family member to serious illness, taking into account your loved one’s
illness period:

A. Which type of treatment did your loved one received? Please check vl one.
a. 0 Life-prolonging treatment
b. O Comfort-focused care

B. Considering the option that was chosen for your loved one, please answer the
following questions:

ltem Yes Unsure No
1. Did you and your loved one know which treatment
options were available to you? O O (|

2. Did you and your loved one know the benefits of each
treatment option? O O a

3. Did you and your loved one know the risks and side
effects of each treatment option? O O (|

4. Were you and your loved one clear about which benefits
mattered to you? O O a

5. Were you and your loved one clear about which risks and
side effects mattered most to you? O O O

6. Did you and your loved one have enough support from
others to make a choice? O O O

7. Were you and your loved one choosing without pressure
from others? O O O

8. Did you and your loved one have enough advice to make
a choice? O O O

9. Were you and your loved one clear about the best choice
for your loved one’s care? O O O

10. Did you and your loved one feel sure about what to
choose? O O (|
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Beliefs and Values Scale

We are interested to learn about your religious views and how these views may have influenced may have influenced the decisions
made with or for your loved one to continue or discontinue life-prolonging treatments at end-of life. Please show how strongly you
agree or disagree with these statements by indicating a number from 4 (strongly agree) to O (strongly disagree) which best fits your
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views on religion in your daily life.

Item Response

1. | am a spiritual person. 4 3 2 1 0
Strongly Agree Agree Neither Agree Disagree  Strongly
Nor Disagree Disagree

2. | believe | have a spirit or 4 3 2 1 0
soul that can survive my  Strongly Agree Agree Neither Agree Disagree  Strongly
death. Nor Disagree Disagree

3. | believe in a personal 4 3 2 1 0
God. Strongly Agree Agree Neither Agree Disagree  Strongly
Nor Disagree Disagree

4. | believe meditation has 4 3 2 1 0
value. Strongly Agree Agree Neither Agree Disagree  Strongly
Nor Disagree Disagree

5. | believe God is an all- 4 3 2 1 0
pervading presence. Strongly Agree Agree Neither Agree Disagree  Strongly
Nor Disagree Disagree

6. | believe what happens 4 3 2 1 0
after | die is determined  Strongly Agree Agree Neither Agree Disagree  Strongly
by how I have lived my Nor Disagree Disagree

life.

7. | believe there are forces 4 3 2 1 0
for evil in the Universe. Strongly Agree Agree Neither Agree Disagree  Strongly
Nor Disagree Disagree
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Item

10.

11.

12.

13.

14,

15.

Although | cannot always
understand, | believe
everything happens for a
reason.

| believe human physical
contact can be a spiritual
experience.

| feel most at one with
the world when
surrounded by nature.
| believe in life after
death.

| am a religious person.

Religious ceremonies
are important to me.

| believe life is planned
out for me.

| believe God is a life
force.

4
Strongly Agree

4
Strongly Agree

4
Strongly Agree

4
Strongly Agree

4
Strongly Agree

4
Strongly Agree

4
Strongly Agree

4
Strongly Agree

3
Agree

Agree

Agree

Agree

Agree

Agree

Agree

Agree

Response

2
Neither Agree
Nor Disagree

2
Neither Agree
Nor Disagree

2
Neither Agree
Nor Disagree

2
Neither Agree
Nor Disagree

2
Neither Agree
Nor Disagree

2
Neither Agree
Nor Disagree

2
Neither Agree
Nor Disagree

2
Neither Agree
Nor Disagree

1
Disagree

1
Disagree

1
Disagree

1
Disagree

1
Disagree

1
Disagree

1
Disagree

1
Disagree

0
Strongly
Disagree

0
Strongly
Disagree

0
Strongly
Disagree

0
Strongly
Disagree

0
Strongly
Disagree

0
Strongly
Disagree

0
Strongly
Disagree

0
Strongly
Disagree
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Item Response

16. At least once in my life, | 4 3 2 1 0
have had an intense Strongly Agree Agree Neither Agree Disagree  Strongly
spiritual experience. Nor Disagree Disagree

17. | believe that there is a 4 3 2 1 0
heaven. Strongly Agree Agree Neither Agree Disagree  Strongly
Nor Disagree Disagree

18. I believe the human spirit 4 3 2 1 0
is immortal. Strongly Agree Agree Neither Agree Disagree  Strongly
Nor Disagree Disagree

19. | believe prayer has 4 3 2 1 0
value. Strongly Agree Agree Neither Agree Disagree  Strongly
Nor Disagree Disagree

20. | believe there is a God. 4 3 2 1 0
Strongly Agree Agree Neither Agree Disagree  Strongly
Nor Disagree Disagree
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Quality of Communication

We are interested to learn about how the quality of communication with the providers on the healthcare team influenced the care
your loved one received. The following questions are about how well the healthcare team spoke with you about your loved one’s
care.

Please rate the healthcare team on each of the following questions using a scale from 0, “Poor” to 10, “Absolutely Perfect.” The
middle of the scale with the value of “5” indicates “Very Good.” If you cannot rate the healthcare team on a questions because they
did not do it, please say, “The team didn’t do this.” You may also say “I do not know.”

How good was the healthcare team at:

Iltem Poor Very Good Absolutely The | Do
Perfect Team Not
Did Know
Not
Do
This
Used words you
understand... 0 1 2 3 4 5 6 7 8 9 10 a a
Looked you in the
eye... 0 1 2 3 4 5 6 7 8 9 10 a a
Answered all
guestions about
your loved one’s 0 1 2 3 4 5 6 7 8 9 10 a a
illness...

Listened to what
you had to say... 0 1 2 3 4 5 6 7 8 9 10 a d

Cared about you
as a person... 0 1 2 3 4 5 6 7 8 9 10 a d
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Iltem Very Good Absolutely The | Do
Perfect Team Not
Did Know
Not
Do
This
Gave you his/her
full attention... 0 5 9 10 d a
Talked about your
feelings about
your loved one 0 5 9 10 a a
getting sicker...
Talked about
details as your
loved one got 0 5 9 10 O d
sicker...
Talked about how
long your oned 0 5 9 10 0 g
one had to live...
Talked about
what dying might 0 5 9 10 0 g
be like...
Involved you in
treatment
discussions 0 5 9 10 d a

about your loved
one’s care...
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Iltem Poor Very Good Absolutely The I Do
Perfect Team Not

Did Know
Not
Do
This

Asked you about

important things 0 1 5 9 10 m m

in life...

Asked you about

your loved one’s 0 1 5 9 10 m O

spiritual, religious
beliefs...




Script for Second Portion of Interview

Now, let me give you tell you a little information about the second portion of the
interview. This portion of the interview will take about one hour to complete and will
consist of open-ended questions about your loved ones care and treatment in the last
month of life. The information you provide will help us to better understand how
treatment decisions were made, how you felt about your experiences with healthcare
providers, and what helped you make it through this process.

Lastly, we understand that answering questions with a sensitive nature, such as a
loved one’s death could be difficult, and may make some people feel uncomfortable.
You can refuse to answer any questions that make you uncomfortable, or that you
feel are too personal. Your being in this study is completely voluntary; deciding not
to participate in the second portion of the interview is not a problem.

I know that was a lot of information. Do you have any questions?
If you think of any (more) questions, | will be happy to answer them.

Thank you again for your time, Mr. / Ms. [name]. We greatly appreciate your
willingness to continue with the second portion of the study!

Thank you again for agreeing to talk with me about your loved ones care and
treatment in the last month of life. I would like to better understand how treatment
decisions were made, how you felt about your experiences with healthcare
providers, and what helped you make it through this process.

I know we spoke about the last month of your loved ones life during our first
portion of the telephone conversation, now | would now like to ask you a few more
specific questions.

1. How did you first learn about your loved one’s medical diagnosis?
a. What did you know about this condition at the time he/she was
diagnosed?
b. Did this knowledge change over time?

2. Tell me about the first discussion that you and/or your loved one had with the
healthcare team regarding the treatment options that were available.
a. What were your thoughts about the outcomes of these treatment options?
b. Did you and your loved one have similar or different thoughts about the
treatment outcomes as the healthcare team?
i. How were they similar or different?

3. During the last month of your loved one’s life, what treatment options were
discussed with the healthcare team?
a. Did any particular treatment type come to mind as better than another
during this later stage?
b. How often were your discussions with the healthcare team?
c. How did these discussions influence your and your loved one’s treatment
decisions?
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10.

11.

12.

What were your thoughts regarding end-of-life care as a treatment option?
a. You chose (either comfort-focused care or life-prolonging treatment),
why?

During the last week of your loved one’s life, were you prepared for the events
that occurred, or did things happen as a surprise to you?

What were sources of comfort and guidance during this time for you and your
loved one?

How did religious values influence your decision towards or against life-
prolonging treatment or comfort-focused care?

Please describe what cultural values, if any, that were important to you and your
loved one as you made decisions about your loved one’s healthcare. By cultural
values, | mean things that are important to you as an African American.

How would you describe your relationship with the healthcare team?
a. How did trust play a role in this relationship?
b. Describe an instance where you felt you could not trust the healthcare
team.

What was helpful to your communication with the healthcare team?
a. Describe situations where the communication could have been better.

If you could do it all over, what, if anything, would you do differently?

Is there anything else you would like to share with me about your loved ones
care in the final months of life?
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Normality Tests of Study Measures

Appendix E

Variable Skewness SE Kurtosis SE Shapiro-Wilk  Conclusion
Religious Values -1.00 0.34 1.72 0.67 p=.008 Not normal
Square-Root Religious Values 0.02 0.34 -0.29 0.67 p=.698 Normal

Log-Religious Values -0.99 0.34 0.76 0.67 p=.004 Not normal
Inverse-Religious Values 3.37 0.34 12.11 0.67 p=.000 Not normal
Quality of General Communication -1.20 0.34 0.62 0.67 p=.000 Not normal
Square Root-Quality of General Communication 0.75 0.34 -.050 0.67 p=.000 Not normal
Log-Quality of General Communication 0.33 0.34 -1.13 0.67 p=.003 Not normal
Inverse-Quality of General Communication 0.34 0.34 -1.37 0.67 p=.000 Not normal
Quality of End-of-life Communication -0.36 0.34 -0.72 0.67 p=.072 Normal

Decision Regret 0.88 0.34 0.84 0.67 p=.005 Not normal
Square Root-Decision Regret -0.37 0.34 -0.35 0.67 p=.049 Near normal
Log-Decision Regret -1.16 0.34 0.56 0.67 p=.000 Not normal
Inverse-Decision Regret 2.28 0.34 3.53 0.67 p=.000 Not normal
Decisional Conflict 1.00 0.34 0.02 0.67 p=.000 Not normal
Square Root-Decisional Conflict 0.02 0.34 -1.12 0.67 p=.000 Not normal
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Variable

Skewness

SE Kurtosis SE Shapiro-Wilk Conclusion

Log-Decisional Conflict

Inverse-Decisional Conflict

-0.57 0.34 -1.19 0.67

1.07 0.34 -0.85 0.67

p=.000 Not normal

p=.000 Not normal
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Appendix F

Descriptive Statistics of Beliefs and Values Scale ltems and Scores

Total Sample (n = 49)

Item Response
Strongly Agree Neither  Disagree Strongly
Agree Agree Disagree
Nor
Disagree

n (%) n (%) n (%) n (%) n (%) Mean SD
| am a spiritual person. 29 (59.2) 18 (36.7) 0(0.00 2@4.2) 0 (0.0) 351 0.71
| believe | have a spirit or soul 26 (53.1) 16(32.7) 1(2.0) 4 (8.2) 2(4.1) 3.22 110
that can survive my death.
| believe in a personal God. 29 (59.2) 18(36.7) 0 (0.0) 2(4.1) 0 (0.0) 351 0.71
| believe meditation has value. 17 (34.1) 25(51.0)0 5(10.2) 2(4.1) 0 (0.0) 3.16 0.77
| believe God is an all-pervading 27 (55.1) 18 (36.7) 1(2.0) 3(6.1) 0 (0.0) 341 081
presence.
| believe what happens after | 19 (38.8) 17 (34.7) 4 (8.2) 9 (18.4) 0 (0.0) 294 111
die is determined by how | have
lived my life.
| believe there are forces for evil 21 (42.9) 25 (51.0) 1(2.0) 2(4.1) 20 (0.0) 333 0.72

in the universe.

Although | cannot always 27 (55.1) 18(36.7) 2(4.1) 2(4.2) 0 (0.0) 3.43 0.76
understand, | believe everything
happens for a reason.
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| believe human physical contact
can be a spiritual experience.

| feel most at one with the world
when surrounded by nature.

| believe in life after death.
| am a religious person.

Religious ceremonies are
important to me.

| believe life is planned out for
me.

| believe God is a life force.
At least once in my life, | have
had an intense spiritual
experience.

| believe that there is a heaven.

| believe the human spirit is
immortal.

| believe prayer has value.

Strongly
Agree

n (%)
17 (34.7)

9 (18.4)

21 (42.9)
20 (40.8)

12 (24.5)

12 (24.5)

25 (51.0)

22 (44.9)

29 (59.2)

18 (36.7)

35 (71.4)

Agree

n (%)
25 (51.0)

21 (42.9)

17 (34.7)
22 (44.9)

26 (53.1)

25 (51.0)

21 (42.9)

18 (36.7)

16 (32.7)

21 (42.9)

14 (28.6)

Neither
Agree
Nor

N
o

2

~

9 (18.4)

5 (10.2)
4(8.2)

4(8.2)

3 (6.1)

1(2.0)

3 (6.1)

2 (4.1)

4 (10.2)

0 (0.0)

Disagree

n (%)
2(4.2)

10 (20.4)

5 (10.2)
3 (6.1)

7 (14.3)

8 (16.3)

2 (4.1)

6 (12.2)

2 (4.1)

1(2.0)

0 (0.0)

Strongly
Disagree

n (%)
1(2.0)

0 (0.0)

1(2.0)
0 (0.0)

0 (0.0)

1(2.0)

0 (0.0)

0 (0.0)

0 (0.0)

1(2.0)

0 (0.0)

Mean
3.12

2.59

3.06
3.20

2.88

2.80

3.41

3.14

3.47

3.02

3.71

0.88

1.02

1.07

0.84

0.95

1.06

1.00

1.00

0.77

1.03

0.46



| believe there is a God.

Total Religious Beliefs and
Values Scale Mean (SD)

Min. and Max. Scores

Strongly Agree
Agree
n (%) n (%)
37 (75.5) 11 (22.4)

Neither

Agree

Nor
Disagree
n (%)
1(2.0)

Disagree

n (%)
0 (0.0)

Strongly

Disagree
n (%) Mean
0(0.0) 371
64.6
28

Note. The scale ranges from 0-80.
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Appendix G

Descriptive Statistics of the Quality of Communication Scores

Total Sample (n = 49)

:—tlir\?v good was the healthcare team at: Mean (SD)
Using words you understood? 7.82 (2.70)
Looking you in the eye? 8.55 (2.00)
Answering all questions about your loved one’s illness? 8.16 (2.20)
Listening to what you had to say? 8.39 (2.22)
Caring about you as a person? 7.63 (2.73)
Giving you their full attention? 7.86 (2.68)
Talking about your feelings as your loved one got sicker? 6.84 (3.54)
Talking about details as your loved one got sicker? 7.55 (2.86)
Talking about how long your loved one had to live? 6.35 (3.88)
Talking about what dying might be like? 3.51 (4.30)
Involving you in treatment discussions about loved one’s 7.80 (3.12)
care?

Asking you about important things in life? 5.10 (4.06)
Asking about your loved one’s spiritual and religious 4.82 (4.25)
beliefs?

Total Quality of General Communication Scale Mean (SD) 8.07 (2.13)

Total Quality of End-of-life Communication Scale Mean 5.99 (2.78)
(SD)

General Communication Min. and Max. Scores 1.83 10
End-of-life Communication Min. and Max. Scores 0.14 10

Note. Possible range of score zero (poor) to 10 (absolutely perfect).
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Appendix H

Frequencies of End-of-life Care Decision

Total Sample (n = 49)

Decision n (%)

Comfort-Focused Care 31 (63.3)

Life-Prolonging Treatment 18 (36.7)
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Appendix |

Descriptive Statistics of Decision Regret Items and Scores

Total Sample (n = 49)

Item Response
Strongly Agree Neither Disagree  Strongly
Agree Agree Nor Disagree
Disagree

n (%) n (%) n (%) n (%) n (%) Mean
The decision to (stop or continue) 27 (55.1) 17 (34.7) 3(6.1) 2(4.1) 0 (0.0) 1.59
life-prolonging treatment was the
right decision.
| regret the choice about treatment 2(4.1) 2(4.1) 3(6.1) 23 (46.9) 19(38.8) 1.88
that was made for my loved one’s
end-of-life care.
| would choose the same treatment 14 (28.6) 24 (49.0) 4 (8.2) 5 (10.2) 2(4.1) 2.12
plan again if | had it to do over.
The choice of treatment at the end 1(2.0) 6 (12.2) 3(6.1) 20 (40.8) 19(38.8) 1.98
of my loved one’s life did me a lot of
harm.
The choice to continue (or stop) 22 (44.9) 18(36.7) 4 (8.2) 3(6.1) 2(4.1) 1.88
treatment at the end of my loved
one’s life was a wise one.
Total Regret Scale Mean (SD) 22.2
Min. and Max. Scores 0

n
O

o
~
(o]

0.99

1.07

1.07

1.07

(17.8)

80

Note: Possible range of scores 0 (no decision regret) to 100 (high decision regret).
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Appendix J

Descriptive Statistics of Decisional Conflict Scale Iltems and Scores

Total Sample (n = 49)

Item Response

Yes No Unsure

n (%) n (%) n (%) Mean SD
Did you and your loved one know which treatment 31 (63.3) 9 (18.4) 9 (18.4) 1.10 1.58
options were available to you?
Did you and your loved one know the benefits of each 33 (67.3) 9 (18.4) 7 (14.3) 1.02 1.59
treatment option?
Did you and your loved one know the risks and side 33 (67.3) 12 (24.5) 4 (8.2) 1.14 1.73
effects of each treatment option?
Were you and your loved one clear about which benefits 33 (67.3) 11 (22.4) 5(10.2) 1.10 1.67
mattered most to you?
Were you and your loved one clear about which risks and 27 (55.1) 12 (24.5) 10 (20.4) 1.39 1.69
side effects mattered most to you?
Did you and your loved one have enough support from 40 (81.6) 6 (12.2) 3(6.1) 0.61 1.37
others to make a choice?
Were you and your loved one choosing without pressure 36 (73.5) 11 (22.4) 2(4.1) 0.98 1.69
from others?
Did you and your loved one have enough advice to make 39 (79.6) 6(12.2) 4 (8.2) 0.65 1.38
a choice?
Were you and your loved one clear about the best choice 33 (67.3) 9 (14.3) 7 (14.3) 1.02 1.59

for your loved one’s care?
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Total Sample (n = 49)

Item Response
Yes No Unsure
n (%) n (%) n (%) Mean SD
Did you and your loved one feel sure about what to 31 (63.3) 10(20.4) 8 (16.3) 1.14 1.63
choose?
Total Decisional Conflict Scale Mean (SD) 25.41 (26.20)
0 90

Min. and Max. Scores

Note. Possible range of scores zero (no decisional conflict) to 100 (extremely high decisional conflict).
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Appendix K

Codes, Sub-Codes, and Sub-Code Definitions

CODE (definition)

SUB-CODES

SUB-CODE DEFINITION

1. Comfort and Managing
Coping mechanisms which
helped decedents and family
members manage the end-of-
life care process. Coping
mechanisms included using
faith, family, decedents'
dispositions, decedents’
religious status, social support,
a visage of strength, and family
members working on the
decedent's behalf.

Decedent’s Disposition

Decedent’s Religious Status

Faith as Comfort
Fight

Professional Support

Social Support

Taking Care of Decedent

Visage of Strength

Keeping Busy

The decedent's disposition about dying
often helped family members to be at peace
with the process. If the decedent was at
peace, the family member was also at
peace.

Family members felt at peace knowing the
decedent had a relationship with God and
were "saved".

Using aspects of faith as comfort.

A fighting spirit helped get the family
member through the end-of-life care
process.

Professional support in terms of health
care, nursing care, procedures, and
supplies

Support from family members, church
members, and medical staff.

Family member received comfort and peace
from working for decedent's happiness and
comfort.

When family members showed strength on
their faces, hid tears from decedents, and
generally portrayed courage and happiness
during the dying process.

Working or staying busy as a way to cope
with the stress of the decedent's illness.

2. Cultural Values

How cultural values influenced
care decision-making. Cultural
values include aspects of African

Faith in Decision-making

Family Values

Faith, as a cultural value, influenced

decision-making. Faith is taught and lived.
Family members are involved in the care of
the decedent. Family member involvement



CODE (definition)

SUB-CODES

SUB-CODE DEFINITION

G8T

American culture, including
keeping traditions, teachings, and
maintaining privacy/secrecy.
Explanations of why culture did not
play a role in decision-making are
also given.

Secrecy

Traditions

Decedent’s comfort and Quality of
Life

Preserving decedent’s pride

includes members being delegated roles in
order to make the end-of-life care process
unfold as smoothly as possible.
Involvement also served as a way to keep
healthcare team accountable for the
standard of care decedent received, Family
members felt that when they were preset,
the decedent received better care. Family
involvement also included family unity,
family caring for family, and caring for
decedent in the family home.

Decedent not willing to tell family about
diagnosis or the family not willing to tell
decedent about diagnosis or end-of-life
care.

The traditions and teaching that have been
passed down from one generation to the
next.

The desire for the decedent to be as
comfortable as possible played a role in
decision-making.

Ensuring that the decedent experiences the
end-of-life care process with dignity.

No role When cultural values played no role in
decision-making regarding decedent's care.
3. Religious Values God’s Healing Decedents and family members believed

Thoughts about religion and how
religious values influence care
decision-making. Religious values
include thoughts related to God's
will, God's healing, and if no

and hoped that God' power to heal would
help the decedent recover from iliness and
return to normal life. This belief was often
based on previous experiences, teachings,
and blind faith.
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CODE (definition)

SUB-CODES

SUB-CODE DEFINITION

religious values contributed to
decision-making.

God’s Help

God’'s Will

Prayer

No role

Disillusionment with God

Family members asking for God's help in
decision-making and care of the decedent.
Decedents and family member believed
God's will, predetermination, and plan
would allow events to unfold. Individuals
believed that God's will would guide them in
decision-making.

The role prayer played in decision-making,
coping, and surviving the end-of-life
process.

When religious values played no role in
decision-making.

Feeling let down by God, despite doing
what "supposed to do," death occurred
anyway.

4. Knowledge (Aim 3)
Knowledge acquisition (inquiries
and

Previous exposure) and knowledge
giving is also important. How
family members found out about
decedent’s condition.

Knowledge Acquisition

Lack of knowledge

Desire for Knowledge

How the decedent and family member
obtained knowledge about diagnosis,
treatment options, and end-of-life care.
Family members and decedents may have
gained knowledge from the healthcare
team, by suggestions from friends or family,
by previous exposure, by asking the
healthcare team, or via avenues beyond the
healthcare team.

Lack of knowledge about diagnosis,
treatment options, treatment outcomes.
When reflecting over the entire end-of-life
experience, family members desire more
knowledge to make different decisions.

5. Understanding (Aim 3)
Understanding (and lack of
understanding) about diagnosis,

Diagnosis

Decedent and family member's
understanding about the condition which
the decedent was diagnosed.
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CODE (definition)

SUB-CODES

SUB-CODE DEFINITION

treatment outcomes, and end-of-
life care options. Application of
knowledge.

Treatment options
Treatment outcomes

Changes in condition

Prepared for death

Unprepared for death

Lack of Understanding

Understanding of treatment options.
Understanding of treatment outcomes

Understanding the physical changes
decedent's body undergoes as death
approaches, and becoming aware things
are not going well for the decedent.
Highlights factors that helped decedents
and families be prepared for death.
Highlights factors that caused decedents
and family members to be unprepared for
death.

Lack of understanding regarding decedent’s
diagnosis, treatment options, and treatment
outcomes.

6. Relationship with Healthcare
Team (Aim 3)

How relationship with the

healthcare team influenced

decision-making. Aspects of

positive and negative relationships

are highlighted.

No relationship

Being shown care

Being shown a lack of concern

Family members felt there was no
relationship with the healthcare team.
Family members reported relationships with
healthcare providers (HCP) were positive
when HCPs showed that they cared.
Family members described HCPs’
exhibition of care in several ways, including
when HCPs showed respect, empathy,
concern, kindness, were honest, and took
genuine interest in helping the decedent
and family member.

Family members’ reports of negative
relationships with HCP were frequently
connected to perceptions that HCPs
showed a lack of concern for decedents’
care. Family members felt disconnected
from the healthcare team when they
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CODE (definition) SUB-CODES SUB-CODE DEFINITION
perceived HCPs to provide disingenuous or
feigned care.
Distrusting Highlights elements of distrust in the

Feeling HCP are available and
attentive

Felt HCP had expertise

FM Kept Informed

Valued life

Inconsiderate care

Life is undervalued

Perceived substandard or
incompetent care
Took Cover

relationship, including: uncivil treatment by
HCPs, HCPs' lying, belittling, and
condescending behaviors and
communication. Distrust is also perceived
by the lack of value HCPs place on the
decedents’ lives as exhibited by poor quality
of care given or limited efforts given to save
the decedents’ lives.

Felt HCP had expertise and was competent
to care for decedent.

HCPs kept family members informed about
decedent's condition and care.

HCPs valued decedent's life and worked to
provide the best care possible.

Providing care that was inconsiderate to the
decedent and family member. This may
have included cancelling appointments,
rushing decedents to discharge.

Distrust is perceived by the lack of value the
HCT places on the decedent's life as
exhibited by the poor quality of care given
or limited efforts given to save the
decedent's life.

HCPs took over decedent's care and
decision-making.
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CODE (definition)

SUB-CODES

SUB-CODE DEFINITION

Uncivil treatment

Trusting

Lack of Instrumental Support

Distrust is perceived by uncivil treatment by
healthcare team, healthcare team lying,
belittling, and condescending behaviors and
communication

Factors that influenced the trust decedents
and family members had in the healthcare
team. These factors included, but were not
limited to healthcare team’s expertise and
the value they placed in the decedent's life
as exhibited by the effort they gave to
saving the life.

Lack of support with logistics and navigating
healthcare.

7. Quality of Communication
(Aim 3)

How communication with the

healthcare team influenced

decision-making. Aspects of

helpful and poor communication

are highlighted.

Untailored communication

No team effort

Family member exclusion

Family member-HCP conflict

Inadequate or limited information

Communication that does not take the
family member's communication
preferences (i.e., speaking with a team
versus speaking with one HCP) into
consideration.

Family member and decedent receive care
from one HCP rather than a team of HCPs.
When the FM is excluded from patrticipating
in decedent's care. The family member's
opinions regarding care are not taken into
consideration.

Conflict that arises between family
members and HCPs regarding the
decedent's treatment.

Decedents and family members being
provided with limited information. When
given limited or inadequate information
family members express desires for
additional information to make decisions
and future plans.
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CODE (definition)

SUB-CODES

SUB-CODE DEFINITION

Paternalistic

Inconsiderate Communication

Being informed

Continuity of communication

Family member inclusion

Interdisciplinarity-Connectedness

Openness, honesty

Shared expectations

Availability

Showing care

Understandability

HCPs make decisions about decedent's
care without involving the family member.
The HCP essentially takes the autonomy of
the decedent and family member and
makes decisions on their half.
Communication that did not take into
consideration the decedent’s or family
member's feelings and desires regarding
care.

Family members perceived communication
that gave them information regarding the
decedent's care as helpful.

Family member preference to speak with
the same person on the HCT rather than
multiple providers.

Family members desired to be included in
decision-making and discussions regarding
the decedent's care.

Family member desired to work with an
interdisciplinary healthcare team, which
included individual providers on the team
communicating with one another.

Family member desired open and honest
communication with HCPs.

When HCT and family members have the
same expectations for the decedent's care
and outcomes.

Being available to speak with family
members regarding decedents' care.

(see Relationships with Healthcare Team)

Family members desired for HCPs to speak
using layman's terms. Simple language
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CODE (definition)

SUB-CODES

SUB-CODE DEFINITION

increased family members' understanding
of communication regarding decedents'
care.

8. Decisions to Continue Life-
prolonging Treatment (LPT)

(Aim 4)

Family members' thoughts about
life-prolonging treatment and why

they chose to use it or not.

Lack of understanding

No other option given

Believe Will Benefit

Patient Preferences for LPT

Unwilling to give up

Lack of understanding regarding the
severity of decedents’ illnesses.

Family member felt there was no other
medical option beyond continuing to use
LPTs.

Belief the patient will benefit from continued
LPT. Patient receives care as a matter of
routine care.

Patient preferences to continue LPT drive
care.

When decedents and/or family members
are unwilling to give up LPT.

9. Decisions to Discontinue
LPT (Aim 4)

Family members' thoughts about
comfort-focused care and why they

chose to use it or not.

Advice from Others

Avoid Placement

Conflict w/HCPs

HCP Decided

Just Happened (not a decision)

Need Help - Overwhelmed

Family member took advice from others
(i.e., HCPs) regarding decedent’s care.
Reason to discontinue is to receive services
in the home rather than be placed in a
facility.

Family member chose hospice due to
conflict with treating HCPs.

HCP decides the treatment decedent
receives, rather than family member, or
shared decision with family member.
End-of-life (EOL) occurred too quickly, and
no decision could be made

Decedent’s physical care needs were too
great for the family member to complete at
home, so family members received help in
caring for decedents. Help from hospice
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CODE (definition) SUB-CODES

SUB-CODE DEFINITION

Patient preferences

Prevent suffering

and palliative care served as a support for
families caring for decedents.
Patient wanted to discontinue LPT.

Decedents and family members chose
hospice to prevent the decedent from
suffering.

10. Reflections (Aim 3) Acceptance

Regrets

Comfort with the decisions made, would not
have changed the decision.

Would have made different decisions and
wished for a different outcome. May also
include anger with outcome and wishing for
a better outcome.

11. Good Quotes

Exemplar quotes

12. Case Summary
Summary of each family member’s
end-of-life care experience.

Range of experiences, both positive and
negative.

13. Quotes to Discuss

Quotes that do not fit into a category, but
seem to have significance.




Appendix L

SPSS Syntax for Aims 1 and 2

*Aim 1. Describe characteristics of African American decedents and family members, as
well as, religious values, quality of communication,

end-of-life treatment decision, and decision outcomes of bereaved African American
family members.

*Frequencies - Family Member Age, Income, Education, and Religious Affiliation.
FREQUENCIES VARIABLES=age ageR gender income_2Groups education
education_2Group ReligiousAffiliation
ISTATISTICS=STDDEV MEAN MEDIAN MODE
/ORDER=ANALYSIS.

*Frequencies - Decedent Age, Gender, Income, Education, and Religious Affiliation.
FREQUENCIES VARIABLES=age?2 age2R decedent_gender2 income2_Group2
education2_2Group ReligiousAffiliation2

ISTATISTICS=STDDEV MEAN MEDIAN MODE

/ORDER=ANALYSIS.

*Frequencies - Family Member Religious Beliefs & Values.
FREQUENCIES VARIABLES=spiritual_person soul_survives_death
believe_in_personal_god
meditation_has_value god_is_all_prevading life_determines_afterlife evil_in_universe
happens_for_a_reason human_contact_spiritual one_with_nature believe_in_afterlife
am_a_religious_person religious_ceremony_important life_planned_out
god_is_life_force
intense_spiritual_exp there_is_a _heaven human_spirit_immortal prayer_has_value
there_is_a_god
ISTATISTICS=STDDEV MEAN MEDIAN MODE
/ORDER=ANALYSIS.

*Frequencies - Family Member Quality of Communication.
FREQUENCIES VARIABLES=WORDSr EYEr QUESTr LISTENr CAREr ATTENTr FEELr
DETAILr LONGr DIELIKEr PATDMr
LIFEr ASKSPIRr
ISTATISTICS=STDDEV MEAN MEDIAN MODE
/ORDER=ANALYSIS.

*Frequencies - Family Member EOL Decision.

FREQUENCIES VARIABLES=EOL_Decision
ISTATISTICS=STDDEV MEAN MEDIAN MODE
/ORDER=ANALYSIS.

*Frequencies - Family Member Decisional Conflict.
FREQUENCIES VARIABLES=conflict_1 conflict_2 conflict_3 conflict_4 confict_5
confict_6 confict_7
conflict_8 conflict_9 conflict_10
ISTATISTICS=STDDEV MEAN MEDIAN MODE
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/ORDER=ANALYSIS.

*Frequencies - Family Member Decisional Conflict Tertile.

FREQUENCIES VARIABLES=Decisional_Conflict_Tertile
ISTATISTICS=STDDEV MEAN MEDIAN MODE
/ORDER=ANALYSIS.

*Frequencies - Family Member Decision Regret.

FREQUENCIES VARIABLES=regret_1 regret2r regret_3 regret4r regret_5
ISTATISTICS=STDDEV MEAN MEDIAN MODE
/ORDER=ANALYSIS.

*Frequencies - Family Member Religious Beliefs, Decisional Conflict, Decision Regret,
Quiality of Communication Total Scores.
FREQUENCIES VARIABLES=Total_Religious_Beliefs_Values_Score QOCgen QOCeol
Total_Regret_Score Total_Conflict_Score
ISTATISTICS=STDDEV RANGE MINIMUM MAXIMUM MEAN MEDIAN
/ORDER=ANALYSIS.

*

*Aim 2. Examine relationships among decedent and family member characteristics,
religious values, quality of communication, end-of-life treatment decision, and decision
outcomes.

*Research Question 2a. What are the relationships between decedents’ characteristics
and:

1) quality of communication; 2) end-of-life treatment decision; and 3) decision
outcomes?

*Quality of General Communication.
*Decedent Characteristics.
*Decedent Age.

*See 2cC.

*Gender.

NPAR TESTS
IM-W= QOCgen BY decedent_gender2(1 2)
ISTATISTICS=DESCRIPTIVES QUARTILES
IMISSING ANALYSIS.

*Income.

NPAR TESTS
IM-W= QOCgen BY income2_Group2(1 2)
ISTATISTICS=DESCRIPTIVES QUARTILES
IMISSING ANALYSIS.

*Edcuation.

NPAR TESTS
/IM-W= QOCgen BY education2_2Group(1 2)
ISTATISTICS=DESCRIPTIVES QUARTILES
IMISSING ANALYSIS.
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*Religious Affiliation.

NPAR TESTS
IM-W= QOCgen BY ReligiousAffiliation2(1 2)
ISTATISTICS=DESCRIPTIVES QUARTILES
IMISSING ANALYSIS.

*Religious Values.
*See 2c.

*

*Quality of EOL Communication.
*Decedent Characteristics.
*Age.

*See 2c.

*Gender.

T-TEST GROUPS=decedent_gender2(1 2)
IMISSING=ANALYSIS
IVARIABLES=QOCeol
/ICRITERIA=CI(.95).

*Income.

T-TEST GROUPS=income2_Group2(1 2)
IMISSING=ANALYSIS
/VARIABLES=QOCeol
ICRITERIA=CI(.95).

*Education.

T-TEST GROUPS=education2_2Group(1 2)
IMISSING=ANALYSIS
IVARIABLES=QOCeol
/ICRITERIA=CI(.95).

*Religious Affiliation.

T-TEST GROUPS=ReligiousAffiliation2(1 2)
IMISSING=ANALYSIS
IVARIABLES=QOCeol
ICRITERIA=CI(.95).

*Religious Values.
*See 2c.

*

*EOL Treatment Decision.

*Age.

T-TEST GROUPS=EOL_Decision(0 1)
IMISSING=ANALYSIS
IVARIABLES=age2
/ICRITERIA=CI(.95).

*Gender.
CROSSTABS
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ITABLES=decedent_gender2 BY EOL_Decision
/IFORMAT=AVALUE TABLES
ISTATISTICS=CHISQ

/CELLS=COUNT ROW COLUMN TOTAL
/COUNT ROUND CELL.

*Income.

CROSSTABS
ITABLES=income2_Group2 BY EOL_Decision
/[FORMAT=AVALUE TABLES
ISTATISTICS=CHISQ
/CELLS=COUNT ROW COLUMN TOTAL
/COUNT ROUND CELL.

*Education.

CROSSTABS
/ITABLES=education2_2Group BY EOL_Decision
/[FORMAT=AVALUE TABLES
ISTATISTICS=CHISQ
/CELLS=COUNT ROW COLUMN TOTAL
/COUNT ROUND CELL.

*Religious Affiliation.

CROSSTABS
ITABLES=ReligiousAffiliation2 BY EOL_Decision
/FORMAT=AVALUE TABLES
ISTATISTICS=CHISQ
/CELLS=COUNT ROW COLUMN TOTAL
/COUNT ROUND CELL.

*

*Decision Regret.
*Age.
*See 2c.

*Gender.

T-TEST GROUPS=decedent_gender2(1 2)
IMISSING=ANALYSIS
/VARIABLES=Sqrt_Regret
/ICRITERIA=CI(.95).

*Income.

T-TEST GROUPS= income2_Group2(1 2)
IMISSING=ANALYSIS
/VARIABLES=Sqrt_Regret
/ICRITERIA=CI(.95).

*Education.

T-TEST GROUPS= education2_2Group(1 2)
IMISSING=ANALYSIS
/VARIABLES=Sqrt_Regret
/ICRITERIA=CI(.95).
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*Religious Affiliation.

T-TEST GROUPS=ReligiousAffiliation2(1 2)
IMISSING=ANALYSIS
/VARIABLES=Sqgrt_Regret
ICRITERIA=CI(.95).

*Religious Values.
*See 2c.

*

*Decisional Conflict.
*Age.
*See 2cC.

*Gender.

NPAR TESTS
IM-W= Total _Conflict_Score BY decedent_gender2(1 2)
[STATISTICS=DESCRIPTIVES QUARTILES
IMISSING ANALYSIS.

*Income.

NPAR TESTS
/IM-W= Total_Conflict_Score BY income2_Group2(1 2)
[STATISTICS=DESCRIPTIVES QUARTILES
IMISSING ANALYSIS.

*Education.

NPAR TESTS
IM-W= Total_Conflict_Score BY education2_2Group(1 2)
/ISTATISTICS=DESCRIPTIVES QUARTILES
IMISSING ANALYSIS.

*Religious Affiliation.

NPAR TESTS
IM-W= Total_Conflict_Score BY ReligiousAffiliation2(1 2)
ISTATISTICS=DESCRIPTIVES QUARTILES
/IMISSING ANALYSIS.

*Religious Values.
*See 2c.

*

*Research Question 2b. What are the relationships between bereaved family members’
characteristics and: 1) quality of communication;
2) end-of-life treatment decision; and 3) decision outcomes?

*Family Member Characteristics.
*Quality of General Communication.
*Age.

*See 2c.
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*Gender.

NPAR TESTS
/M-W= QOCgen BY gender(1 2)
ISTATISTICS=DESCRIPTIVES QUARTILES
IMISSING ANALYSIS.

*Income.

NPAR TESTS
IM-W= QOCgen BY income_2Groups(1 2)
ISTATISTICS=DESCRIPTIVES QUARTILES
IMISSING ANALYSIS.

*Education.

NPAR TESTS
/IM-W= QOCgen BY education_2Group(1 2)
ISTATISTICS=DESCRIPTIVES QUARTILES
IMISSING ANALYSIS.

*Religious Affiliation.

NPAR TESTS
IM-W= QOCgen BY ReligiousAffiliation(1 2)
ISTATISTICS=DESCRIPTIVES QUARTILES
IMISSING ANALYSIS.

*Religious Values.
*See 2c.

*

*Quality of EOL Communication.
*Family Member Characteristics.
*Age.

*See 2c.

*Gender.

T-TEST GROUPS=gender(1 2)
IMISSING=ANALYSIS
IVARIABLES=QOCeol
ICRITERIA=CI(.95).

*Income.

T-TEST GROUPS= income_2Groups(1 2)
IMISSING=ANALYSIS
IVARIABLES=QOCeol
ICRITERIA=CI(.95).

*Education.

T-TEST GROUPS= education_2Group(1 2)
IMISSING=ANALYSIS
IVARIABLES=QOCeol
/ICRITERIA=CI(.95).

*Religious Affiliation.
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T-TEST GROUPS=ReligiousAffiliation(1 2)
IMISSING=ANALYSIS
IVARIABLES=QOCeol
ICRITERIA=CI(.95).

*Religious Values.

T-TEST GROUPS=EOL_Decision(0 1)
IMISSING=ANALYSIS
IVARIABLES=Reflected_Sqrt_Religious_Values
/ICRITERIA=CI(.95).

*Religious Values.
*See 2c.

*

*EQOL Treatment Decision.

*Age.

T-TEST GROUPS=EOL_Decision(0 1)
IMISSING=ANALYSIS
IVARIABLES=age
/ICRITERIA=CI(.95).

*Gender.

CROSSTABS
ITABLES=gender BY EOL_Decision
[FORMAT=AVALUE TABLES
ISTATISTICS=CHISQ
/CELLS=COUNT ROW COLUMN TOTAL
/COUNT ROUND CELL.

*Income.

CROSSTABS
ITABLES=income_2Groups BY EOL_Decision
/[FORMAT=AVALUE TABLES
ISTATISTICS=CHISQ
/CELLS=COUNT ROW COLUMN TOTAL
/COUNT ROUND CELL.

*Education.

CROSSTABS
/ITABLES=education_2Group BY EOL_Decision
/[FORMAT=AVALUE TABLES
ISTATISTICS=CHISQ
/CELLS=COUNT ROW COLUMN TOTAL
/COUNT ROUND CELL.

*Religious Affiliation.

CROSSTABS
ITABLES=ReligiousAffiliation BY EOL_Decision
/[FORMAT=AVALUE TABLES
ISTATISTICS=CHISQ
/CELLS=COUNT ROW COLUMN TOTAL
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/COUNT ROUND CELL.

*Religious Values.

T-TEST GROUPS=EOL_Decision(0 1)
IMISSING=ANALYSIS
IVARIABLES=Reflected_Sqrt_Religious_Values
ICRITERIA=CI(.95).

*

*Decision Regret.
*Age.
*See 2c.

*Gender.

T-TEST GROUPS=gender(1 2)
IMISSING=ANALYSIS
/VARIABLES=Sqgrt_Regret
ICRITERIA=CI(.95).

*Income.

T-TEST GROUPS= income_2Groups(1 2)
IMISSING=ANALYSIS
IVARIABLES=Sqrt_Regret
/ICRITERIA=CI(.95).

*Education.

T-TEST GROUPS= education_2Group(1 2)
IMISSING=ANALYSIS
IVARIABLES=Sqrt_Regret
ICRITERIA=CI(.95).

*Religious Affiliation.

T-TEST GROUPS=ReligiousAffiliation(1 2)
IMISSING=ANALYSIS
IVARIABLES=Sqrt_Regret
ICRITERIA=CI(.95).

*Religious Values.
*See 2c.

*

*Decisional Conflict.
*Age.
*See 2cC.

*Gender.

NPAR TESTS
IM-W= Total_Conflict_Score BY gender(1 2)
ISTATISTICS=DESCRIPTIVES QUARTILES
IMISSING ANALYSIS.

*Income.
NPAR TESTS
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IM-W= Total_Conflict_Score BY income_2Groups(1 2)
ISTATISTICS=DESCRIPTIVES QUARTILES
IMISSING ANALYSIS.

*Education.

NPAR TESTS
IM-W= Total_Conflict_Score BY education_2Group(1 2)
ISTATISTICS=DESCRIPTIVES QUARTILES
IMISSING ANALYSIS.

*Religious Affiliation.

NPAR TESTS
IM-W= Total_Conflict_Score BY ReligiousAffiliation(1 2)
ISTATISTICS=DESCRIPTIVES QUARTILES
IMISSING ANALYSIS.

*Religious Values.
*See 2c.

*

*Research question 2c. What are the relationships among family members’ quality of
communication and decision outcomes?.

NONPAR CORR
IVARIABLES=age2 age Total_Religious_Beliefs_Values_Score QOCgen QOCeol
Total_Regret_Score
Total_Conflict_Score
/IPRINT=SPEARMAN TWOTAIL NOSIG
IMISSING=PAIRWISE.

CORRELATIONS
IVARIABLES=age2 age Reflected_Sqrt_Religious_Values QOCeol Sqrt_Regret
/PRINT=TWOTAIL NOSIG
IMISSING=PAIRWISE.

*

*Research question 2d. Are there differences in decision outcomes by end-of-life
treatment decision?.

*Decision Regret by EOL treatment decision.

T-TEST GROUPS=EOL_Decision(0 1)
IMISSING=ANALYSIS
/VARIABLES=Sqgrt_Regret
/CRITERIA=CI(.95).

*Decisional Confict by EOL treatment decision.
NPAR TESTS
/IM-W= Total_Conflict_Score BY EOL_Decision(0 1)
ISTATISTICS=DESCRIPTIVES QUARTILES
IMISSING ANALYSIS.
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*

*Research question 2e. Are there differences in quality of communication by end-of-life
treatment decision?

*Quality of General Communication.

NPAR TESTS
/IM-W= QOCgen BY EOL_Decision(0 1)
ISTATISTICS=DESCRIPTIVES QUARTILES
IMISSING ANALYSIS.

*Quality of EOL Communication.

T-TEST GROUPS=EOL_Decision(0 1)
IMISSING=ANALYSIS
/VARIABLES=QOCeol
/ICRITERIA=CI(.95).

*

*Research question 2f. What antecedents and mediator in the conceptual model predict
end-of-life treatment decision?.

*EQOL Decision.

*Decedent Characteristics.

*Age.

LOGISTIC REGRESSION VARIABLES EOL_Decision
/IMETHOD=ENTER age2
/PRINT=CI(95)
/ICRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Gender.

LOGISTIC REGRESSION VARIABLES EOL_Decision
IMETHOD=ENTER decedent_gender2
/CONTRAST (decedent_gender2)=Indicator(1)
/PRINT=CI(95)
/ICRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Income.

LOGISTIC REGRESSION VARIABLES EOL_Decision
/IMETHOD=ENTER income2_Group2
/CONTRAST (income2_Group2)=Indicator(1)
/PRINT=CI(95)
/CRITERIA=PIN(.05) POUT(.10) ITERATE(20) CUT(.5).

*Education.

LOGISTIC REGRESSION VARIABLES EOL_Decision
IMETHOD=ENTER education2_2Group
/CONTRAST (education2_2Group)=Indicator(1)
/PRINT=CI(95)
/ICRITERIA=PIN(.05) POUT(.10) ITERATE(20) CUT(.5).

*

*Family Member Characteristics.
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*Age.

LOGISTIC REGRESSION VARIABLES EOL_Decision
/IMETHOD=ENTER age
/IPRINT=CI(95)
/ICRITERIA=PIN(.05) POUT(.10) ITERATE(20) CUT(.5).

*Gender.
LOGISTIC REGRESSION VARIABLES EOL_Decision
/IMETHOD=ENTER gender
/CONTRAST (gender)=Indicator(1)
/PRINT=CI(95)
/ICRITERIA=PIN(.05) POUT(.10) ITERATE(20) CUT(.5).

*Income.

LOGISTIC REGRESSION VARIABLES EOL_Decision
/IMETHOD=ENTER income_2Groups
/CONTRAST (income_2Groups)=Indicator(1)
/PRINT=CI(95)
/CRITERIA=PIN(.05) POUT(.10) ITERATE(20) CUT(.5).

*Education.

LOGISTIC REGRESSION VARIABLES EOL_Decision
/IMETHOD=ENTER education_2Group
/CONTRAST (education_2Group)=Indicator(1)
/PRINT=CI(95)
/CRITERIA=PIN(.05) POUT(.10) ITERATE(20) CUT(.5).

*Religious Values.

LOGISTIC REGRESSION VARIABLES EOL_Decision
IMETHOD=ENTER Reflected_Sqgrt_Religious_Values
/PRINT=GOODFIT CI(95)

/CRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*

*Quality of General Communicaiton.

LOGISTIC REGRESSION VARIABLES EOL_Decision
/IMETHOD=ENTER Dichotomized_QOCgen
/CONTRAST (Dichotomized_QOCgen)=Indicator(1)
/ICLASSPLOT
/PRINT=GOODFIT CI(95)
/CRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Age.

LOGISTIC REGRESSION VARIABLES EOL_Decision
/IMETHOD=ENTER age
/PRINT=CI(95)
/ICRITERIA=PIN(.05) POUT(.10) ITERATE(20) CUT(.5).

*Gender.

LOGISTIC REGRESSION VARIABLES EOL_Decision
/IMETHOD=ENTER gender
/CONTRAST (gender)=Indicator(1)
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IPRINT=CI(95)
ICRITERIA=PIN(.05) POUT(.10) ITERATE(20) CUT(.5).

* Income.

LOGISTIC REGRESSION VARIABLES EOL_Decision
/IMETHOD=ENTER income_2Groups
/CONTRAST (income_2Groups)=Indicator(1)
IPRINT=CI(95)
/ICRITERIA=PIN(.05) POUT(.10) ITERATE(20) CUT(.5).

* Education.

LOGISTIC REGRESSION VARIABLES EOL_Decision
/IMETHOD=ENTER education_2Group
/ICONTRAST (education_2Group)=Indicator(1)
IPRINT=CI(95)
/ICRITERIA=PIN(.05) POUT(.10) ITERATE(20) CUT(.5).

*Religious Values.

LOGISTIC REGRESSION VARIABLES EOL_Decision
IMETHOD=ENTER Reflected_Sqgrt_Religious_Values
/PRINT=GOODFIT CI(95)

/CRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*EOL Decision, Quality of General Communication, and Education.
LOGISTIC REGRESSION VARIABLES EOL_Decision

/IMETHOD=ENTER Dichotomized_QOCgen education_2Group
/CONTRAST (Dichotomized QOCgen)=Indicator(1)

/ICONTRAST (education_2Group)=Indicator(1)

ICLASSPLOT

/PRINT=GOODFIT CI(95)

/CRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*

*Quality of EOL Communication.
LOGISTIC REGRESSION VARIABLES EOL_Decision
/IMETHOD=ENTER QOCeol
/ISAVE=PGROUP
/CLASSPLOT
/PRINT=GOODFIT CI(95)
/CRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Age.

LOGISTIC REGRESSION VARIABLES EOL_Decision
/IMETHOD=ENTER age
/PRINT=CI(95)
/CRITERIA=PIN(.05) POUT(.10) ITERATE(20) CUT(.5).

*Gender.

LOGISTIC REGRESSION VARIABLES EOL_Decision
/IMETHOD=ENTER gender
/CONTRAST (gender)=Indicator(1)
/PRINT=CI(95)
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ICRITERIA=PIN(.05) POUT(.10) ITERATE(20) CUT(.5).

* Income.

LOGISTIC REGRESSION VARIABLES EOL_Decision
IMETHOD=ENTER income_2Groups
/CONTRAST (income_2Groups)=Indicator(1)
/IPRINT=CI(95)
/ICRITERIA=PIN(.05) POUT(.10) ITERATE(20) CUT(.5).

* Education.

LOGISTIC REGRESSION VARIABLES EOL_Decision
/IMETHOD=ENTER education_2Group
/CONTRAST (education_2Group)=Indicator(1)
IPRINT=CI(95)
ICRITERIA=PIN(.05) POUT(.10) ITERATE(20) CUT(.5).

*Religious Values.

LOGISTIC REGRESSION VARIABLES EOL_Decision
IMETHOD=ENTER Reflected_Sqgrt_Religious_Values
/PRINT=GOODFIT CI(95)

/CRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*EOL Decision, Quality of EOL Communication, and Education.
LOGISTIC REGRESSION VARIABLES EOL_Decision
/IMETHOD=ENTER QOCeol education_2Group
/CONTRAST (education_2Group)=Indicator(1)
/SAVE=PGROUP
/[CLASSPLOT
/PRINT=GOODFIT CI(95)
/CRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*

*Research Question 2g. What antecedents and mediators in the conceptual model
predict decision outcomes?.

*Decision Regret.
*Decedent Characteristics.
*Age.
REGRESSION
IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/CRITERIA=PIN(.05) POUT(.10)
/NOORIGIN
/DEPENDENT Sqrt_Regret
/IMETHOD=ENTER age2
ISCATTERPLOT=(*2ZRESID ,*ZPRED)
/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*Gender.
REGRESSION
/MISSING LISTWISE
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ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/ICRITERIA=PIN(.05) POUT(.10)

/INOORIGIN

/DEPENDENT Sqgrt_Regret

/IMETHOD=ENTER decedent_gender2
ISCATTERPLOT=(*ZRESID ,*ZPRED)

/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*Income.
REGRESSION
IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/CRITERIA=PIN(.05) POUT(.10)
/NOORIGIN
/DEPENDENT Sqrt_Regret
/IMETHOD=ENTER income2_Group2
/ISCATTERPLOT=(*2ZRESID ,*ZPRED)
/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*Education.
REGRESSION
IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
ICRITERIA=PIN(.05) POUT(.10)
/NOORIGIN
/DEPENDENT Sqgrt_Regret
/IMETHOD=ENTER education2_2Group
ISCATTERPLOT=(*2ZRESID ,*ZPRED)
/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*Decision Regret, Age, and Gender.
REGRESSION
/IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/ICRITERIA=PIN(.05) POUT(.10)
/INOORIGIN
/DEPENDENT Sqgrt_Regret
/IMETHOD=ENTER ageZ2 decedent_gender2
ISCATTERPLOT=(*ZRESID ,*ZPRED)
/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*

*Decisional Conflict.

*Age.

LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
/IMETHOD=ENTER age2
/PRINT=CI(95)
/ICRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Gender.
LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
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/IMETHOD=ENTER decedent_gender2

/ICONTRAST (decedent_gender2)=Indicator(1)
/PRINT=CI(95)

/ICRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Income.
LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
/IMETHOD=ENTER income2_Group2
/CONTRAST (income2_Group2)=Indicator(1)
/PRINT=CI(95)
/CRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Education.

LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
/IMETHOD=ENTER education2_2Group
/CONTRAST (education2_2Group)=Indicator(1)
/PRINT=CI(95)
/CRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*

*Family Member Characteristics.
*Decision Regret.
*Age.
REGRESSION
IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/CRITERIA=PIN(.05) POUT(.10)
/NOORIGIN
/DEPENDENT Sqrt_Regret
/IMETHOD=ENTER age
ISCATTERPLOT=(*2ZRESID ,*ZPRED)
/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*Gender.
REGRESSION
/IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/ICRITERIA=PIN(.05) POUT(.10)
/NOORIGIN
/DEPENDENT Sqgrt_Regret
/IMETHOD=ENTER gender
/ISCATTERPLOT=(*2ZRESID ,*ZPRED)
/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*Income.
REGRESSION
/IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/CRITERIA=PIN(.05) POUT(.10)
/NOORIGIN
/DEPENDENT Sqgrt_Regret
/IMETHOD=ENTER income_2Groups
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ISCATTERPLOT=(*2ZRESID ,*ZPRED)
/IRESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*Education.
REGRESSION
IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
ICRITERIA=PIN(.05) POUT(.10)
/INOORIGIN
/DEPENDENT Sqrt_Regret
/IMETHOD=ENTER education_2Group
ISCATTERPLOT=(*ZRESID ,*ZPRED)
/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*Religious Values.
REGRESSION
IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/CRITERIA=PIN(.05) POUT(.10)
/NOORIGIN
/IDEPENDENT Sqrt_Regret
IMETHOD=ENTER Reflected_Sqrt_Religious_Values
/ISCATTERPLOT=(*ZRESID ,*ZPRED)
/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*

*Decisional Conflict.

*Age.

LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
/IMETHOD=ENTER age
/PRINT=CI(95)
/CRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Gender.
LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
IMETHOD=ENTER gender
/CONTRAST (gender)=Indicator(1)
/PRINT=CI(95)
/CRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Income.
LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
/IMETHOD=ENTER income_2Groups
/CONTRAST (income_2Groups)=Indicator(1)
/PRINT=CI(95)
/CRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Education.

LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
/METHOD=ENTER education_2Group
/CONTRAST (education_2Group)=Indicator(1)
/PRINT=CI(95)
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ICRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Religious Values.

LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
IMETHOD=ENTER Reflected_Sqrt_Religious_Values
/ICRITERIA=PIN(.05) POUT(.10) ITERATE(20) CUT(.5).

*Decisional Conflict, Age, and Education.

LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
/IMETHOD=ENTER age education_2Group
/CONTRAST (education_2Group)=Indicator(1)
/PRINT=CI(95)
/ICRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*

*General Communication.
*Decision Regret.
REGRESSION
IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/ICRITERIA=PIN(.05) POUT(.10)
/NOORIGIN
/DEPENDENT Sqrt_Regret
/IMETHOD=ENTER Dichotomized_QOCgen
ISCATTERPLOT=(*ZRESID ,*ZPRED)
/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*Age.
REGRESSION
IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/ICRITERIA=PIN(.05) POUT(.10)
/INOORIGIN
/DEPENDENT Sqrt_Regret
IMETHOD=ENTER age
ISCATTERPLOT=(*ZRESID ,*ZPRED)
/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*Gender.
REGRESSION
/IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/ICRITERIA=PIN(.05) POUT(.10)
/NOORIGIN
/DEPENDENT Sqgrt_Regret
IMETHOD=ENTER gender
ISCATTERPLOT=(*2ZRESID ,*ZPRED)
/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*Income.
REGRESSION
IMISSING LISTWISE
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ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/ICRITERIA=PIN(.05) POUT(.10)

/INOORIGIN

/DEPENDENT Sqgrt_Regret

/IMETHOD=ENTER income_2Groups
ISCATTERPLOT=(*ZRESID ,*ZPRED)

/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*Education.
REGRESSION
IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/CRITERIA=PIN(.05) POUT(.10)
/NOORIGIN
/DEPENDENT Sqrt_Regret
/IMETHOD=ENTER education_2Group
/ISCATTERPLOT=(*2ZRESID ,*ZPRED)
/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*Religious Values.
REGRESSION
IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
ICRITERIA=PIN(.05) POUT(.10)
/NOORIGIN
/DEPENDENT Sqgrt_Regret
/IMETHOD=ENTER Reflected_Sqrt_Religious_Values
/ISCATTERPLOT=(*2ZRESID ,*ZPRED)
/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*Decisional Regret, Quality of General Communication, and Religious Values.
REGRESSION
/IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/ICRITERIA=PIN(.05) POUT(.10)
/INOORIGIN
/DEPENDENT Sqgrt_Regret
/METHOD=ENTER Dichotomized_QOCgen Reflected_Sqrt_Religious_Values
ISCATTERPLOT=(*ZRESID ,*2ZPRED)
/IRESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*

*General Communication.

*Decisional Conflict.

LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
/METHOD=ENTER Dichotomized_QOCgen
/CONTRAST (Dichotomized QOCgen)=Indicator(1)
/IPRINT=CI(95)
/ICRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Age.
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LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
IMETHOD=ENTER age
/PRINT=CI(95)
/ICRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Gender.
LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
/IMETHOD=ENTER gender
/CONTRAST (gender)=Indicator(1)
/PRINT=CI(95)
/CRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Income.
LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
/IMETHOD=ENTER income_2Groups
/CONTRAST (income_2Groups)=Indicator(1)
/PRINT=CI(95)
ICRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Education.

LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
/IMETHOD=ENTER education_2Group
/CONTRAST (education_2Group)=Indicator(1)
IPRINT=CI(95)
/CRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Religious Values.

LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
IMETHOD=ENTER Reflected_Sqgrt_Religious_Values
/PRINT=GOODFIT CI(95)

/ICRITERIA=PIN(.05) POUT(.10) ITERATE(20) CUT(.5).

*Decisional Conflict, General Communication, and Age.
LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
/IMETHOD=ENTER Dichotomized_QOCgen age
/CONTRAST (Dichotomized_QOCgen)=Indicator(1)
/PRINT=CI(95)
/ICRITERIA=PIN(.05) POUT(.10) ITERATE(20) CUT(.5).

*

*EOL Communication.
*Decision Regret.
REGRESSION
/IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/CRITERIA=PIN(.05) POUT(.10)
/NOORIGIN
/DEPENDENT Sqrt_Regret
/IMETHOD=ENTER QOCeol
/ISCATTERPLOT=(*ZRESID ,*ZPRED)
/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).
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*Age.
REGRESSION
/IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/ICRITERIA=PIN(.05) POUT(.10)
/INOORIGIN
/IDEPENDENT Sqrt_Regret
/IMETHOD=ENTER age
ISCATTERPLOT=(*ZRESID ,*ZPRED)
/IRESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*Gender.
REGRESSION
IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/CRITERIA=PIN(.05) POUT(.10)
/NOORIGIN
/DEPENDENT Sqrt_Regret
/IMETHOD=ENTER gender
ISCATTERPLOT=(*2ZRESID ,*ZPRED)
/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*Income.
REGRESSION
IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/CRITERIA=PIN(.05) POUT(.10)
/NOORIGIN
/DEPENDENT Sqgrt_Regret
/IMETHOD=ENTER income_2Groups
ISCATTERPLOT=(*2ZRESID ,*ZPRED)
/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*Education.
REGRESSION
/IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/ICRITERIA=PIN(.05) POUT(.10)
/INOORIGIN
/DEPENDENT Sqgrt_Regret
/METHOD=ENTER education_2Group
ISCATTERPLOT=(*2ZRESID ,*ZPRED)
/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*Religious Values.
REGRESSION
/IMISSING LISTWISE
ISTATISTICS COEFF OUTS CI(95) R ANOVA COLLIN TOL
/ICRITERIA=PIN(.05) POUT(.10)
/INOORIGIN
/DEPENDENT Sqgrt_Regret
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IMETHOD=ENTER Reflected_Sqrt_Religious_Values
ISCATTERPLOT=(*ZRESID ,*ZPRED)
/RESIDUALS HISTOGRAM(ZRESID) NORMPROB(ZRESID).

*

*EOL Communication.

*Decisional Conflict.

LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
/IMETHOD=ENTER QOCeol
/PRINT=CI(95)
/CRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Age.

LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
/IMETHOD=ENTER age

/PRINT=GOODFIT CI(95)
/ICRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Gender.

LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
/IMETHOD=ENTER gender

/PRINT=GOODFIT CI(95)
/ICONTRAST (gender)=Indicator(1)
/ICRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Income.

LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
/IMETHOD=ENTER income_2Groups

/PRINT=GOODFIT CI(95)
/CONTRAST (income_2Groups)=Indicator(1)
/ICRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Education.

LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
/IMETHOD=ENTER education_2Group

/PRINT=GOODFIT CI(95)
/CONTRAST (education_2Group)=Indicator(1)
/ICRITERIA=PIN(0.05) POUT(0.10) ITERATE(20) CUT(0.5).

*Religious Values.

LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
/IMETHOD=ENTER Reflected_Sqrt_Religious_Values
/PRINT=GOODFIT CI(95)

/ICRITERIA=PIN(.05) POUT(.10) ITERATE(20) CUT(.5).

*Decisoinal Conflct, EOL Communication, and Age.

LOGISTIC REGRESSION VARIABLES Dichotomized_Conflict
/IMETHOD=ENTER QOCeol age
/IPRINT=CI(95)
/ICRITERIA=PIN(.05) POUT(.10) ITERATE(20) CUT(.5).
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Appendix M
Permissions
From: Annette O'Connor [Annette.OConnor@uottawa.ca]
Sent: Thursday, March 19, 2015 8:10 AM
To: Smith-Howell, Esther Renee
Subject: RE: Permission to Use Your Framework in a Dissertation

Dear Esther Renee Smith-Howell,

You have my permission to use our Decision Support Framework found in Journal of
Obstetric, Gynecologic, & Neonatal Nursing. 2002;31(5):570-581
Best wishes on the successful completion of your dissertation.

Sincerely yours,

Annette O’Connor PhD FCAHSc FRSC
Emeritus Professor

Distinguished University Professor
University of Ottawa

School of Nursing

Faculty of Health Sciences

From: Smith-Howell, Esther Renee [mailto:esmithho@iu.edu]
Sent: March-18-15 5:52 PM

To: Annette O'Connor

Subject: RE: Permission to Use Your Framework in a Dissertation

Hi Dr. O'Connor,

I hope all is well! 1 am following up with an email | sent last week, requesting to use your
framework as a part my dissertation. To comply with Indiana University's copyright
permission guidelines, is it okay that | use the ODSF framework you that you featured in
the manuscript listed below? | am grateful for your consideration and look forward to
hearing from you!

O'Connor AM, Jacobsen MJ, Stacey D. An Evidence-Based Approach to Managing
Women's Decisional Conflict.Journal of Obstetric, Gynecologic, & Neonatal
Nursing. 2002; 31(5):570-581.

VIR,

Esther

Esther R. Smith-Howell, RN, BSN
Training in Behavioral Nursing Research
Pre Doctoral Fellow

Indiana University School of Nursing
1111 Middle Drive

NU 345

Indianapolis, IN 46202

Tel: 863-604-5196

Email: esmithho@iu.edu

Website: http://Inkd.in/dJsbMEF
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From: Smith-Howell, Esther Renee

Sent: Saturday, March 14, 2015 11:09 PM

To: annette.oconnor@uottawa.ca

Subject: Permission to Use Your Framework in a Dissertation

Dr. O'Connor,

Hello, my name is Esther Smith-Howell and | am a doctoral candidate at Indiana
University School of Nursing, completing my dissertation entitled “End-of-Life Decision-
Making among African Americans with Serious lliness.” Specifically, I'm exploring the
factors that influenced the decision-making for African Americans with serious illness
and their families. The Indiana University Graduate School requires that | receive
copyright permission to use any figures that | did not create myself.

| used your framework and aspects of patient-centered communication to develop a
framework to guide research on African American end-of-life decision-making. | used
several concepts of the ODSF that were relevant to my dissertation study and integrated
them into the African American End-of-life Decision-making Conceptual Framework,
including family member characteristics and decision outcomes (decision regret and
decisional conflict). The African American End-of-life Decision-making Conceptual
Framework was used to explain the influences of decision-making for bereaved African
American family members of decedents with serious illness. I've attached my framework
and yours, so that you can see how | used aspects of the ODSF to inform my

research. The version of your framework that | cited in my dissertation comes from the
manuscript listed below. To comply with Indiana University's copyright permission
protocol, is it okay that | use the attached framework in my dissertation? | am grateful
for your consideration and look forward to hearing from you!

O'Connor AM, Jacobsen MJ, Stacey D. An Evidence-Based Approach to Managing
Women's Decisional Conflict. Journal of Obstetric, Gynecologic, & Neonatal
Nursing. 2002; 31(5):570-581.

Very Respectfully,
Esther Smith-Howell

Esther R. Smith-Howell, RN, BSN
Training in Behavioral Nursing Research
Pre Doctoral Fellow

Indiana University School of Nursing
1111 Middle Drive

NU 345

Indianapolis, IN 46202

Tel: 863-604-5196

Email: esmithho@iu.edu

Website: http://Inkd.in/dJsbMEF
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