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A Counseling Intervention to Improve Personal Control, Affective Outcomes, and
Satisfaction in Surrogate Decision Makers at End-of-Life
(Under the direction of GERALD BENNET!')
This study investigated whether personal control, situational anxiety, situational
depression, and satisfaction with end-of-life (EOL) care might be improved in surrogate
decision makers who receive a cognitive-behavioral decision making intervention. The
sample consisted of 38 surrogate decision makers for 38 incapacitated patients in three
hospitals in a moderate sized city in the. Southeastern United States. The demographic
characteristics of sample included: 50% female and 50% male, 50% African-American
and 50% White, and 81.6% Protestant. Although the sample was small, the demographic
composition of the sample was highly consistent with the population of the community in
which the study was conducted.
Guided by Bandura's Social Cognitive Theory, it was hypothesized that
experimental (DMCI) group subjects would score higher on posttest measures of personal
control and satisfaction with EOL care than subjects in the usual care group. It was also
hypothesized that experimental group subjects would score lower on posttest measures of
depression and anxiety. Pretest and posttest scores on five instruments were compared
and analyzed for an experimental group, N=19 which received the DMCI versus a control
group, N= 19, that received only usual care. Instruments used to assess the dependent
variables of personal control, affective outcomes, 3!1d satisfaction with end-of-life care
were: the Pearlin Mastery Scale, the Perceived Personal Control Questionnaire, the Beck
Depression Inventory, the Beck Anxiety Inventory, and the FAMCARE Scale.
Data were collected over a seven month period from Summer 2004 to Spring
2005. After obtaining informed consent experimental participants completed all

instruments (pretest), received three counseling sessions over approximately 14 days and
then completed all instruments again (posttest). Control group members after providing
informed consent also completed all instruments (pretest), received three attention- usual
care contacts, and subsequently completed all instruments again (posttest).
Data were analyzed using descriptive statistics, Chi-Square, Mann-Whitney Test,
and 2-way ANOV A with one repeated measure. The factors were group assignment
(experimental vs. control) and time (pretest vs. posttest) with time as the repeated factor.
Chi-square, and Mann-Whitney tests showed the groups were comparable at pretest and
that demographically the random assignment to groups was effective. The 2-way
ANOVA results showed significant interaction effects in each case. The experimental
group scored higher or lower posttest as predicted by the hypotheses compared to the
control group.
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CHAPTER 1
Introduction
A surrogate decision maker is a family member or significant other who has been
designated by a patient and his or her physician to make healthcare decisions on the
·patient's behalf in the event the patient becomes incapacitated. The decision to initiate
do-not-resuscitate (DNR) orders for healthcare clients is fraught with complex medical,
legal, and emotional issues. The decision making process for DNR is difficult for health
care providers, patients, and surrogate decision makers alike. However, surrogates, faced
with DNR decision making, often find themselves in the grip of one of the most intense
emotional decisions of their lives, with few or no relevant intellectual or psychological
resources to support them.
While health care providers may be able to support their own decisions with a
wealth of clinical evidence and experience, surrogates, deficient in such knowledge, may
find themselves unable to make intellectually and emotionally acceptable decisions.
Even when surrogates do manage to make decisions in such a crisis, if they are
inadequately informed and supported, face an inordinate amount of guilt and blame
producing doubt as to whether their decisions were indeed appropriate. The painful
symptoms of depression and anxiety which typically accompany the loss of a loved one
may become more prolonged and pronounced, and surrogate satisfaction with end-of-life
(EOL) care may prove to be far less than optimal.
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Hanson, Danis, and Garrett (1997) found that more than half of the family
members they interviewed about communication during EOL decision making were
dissatisfied with the process. Poor communication among family, surrogates, and the
healthcare team contribute to the surrogates feeling overwhelmed and lacking adequate
control over their decision making. Bandura (1995) suggested that individuals'
perception of their degree of mental health was strongly linked to their feelings of
personal control. The distress characteristically experienced by surrogate decision
makers may often be related to decreased perceptions of personal control. Lower levels
of personal control have also been associated with increased depression and anxiety
(Bandura, 1995).
A major premise of this study was· that surrogates charged with EOL decisions
could avoid many of the negative psychological and emotional sequelae associated with
their situation when they were provided with appropriate information, compassion, and
support relative to their DNR decision making process.
Research literature related to surrogate decision makers often demonstrates that
significant others who are ,experiencing the process of the dying and death of a loved one
typically feel out of control. Jacobson et al. (1997) reported that individuals who have
survived the death of a loved one frequently articulated that their feelings of preparation
for the process were inadequate. These survivors also reported that they perceived the
health care team as lacking sufficient training in communication and compassion to help
them through the decision making process. Utilizing a surrogate decision making
counseling intervention may ameliorate many of these problems, and assist surrogates
with their sense of preparedness.
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Such an intervention may also enhance their feelings of personal control and satisfaction
with the process.
Drought and Koenig (2002) reported that EOL decisions were a matter of process
rather than a specific event and as such required patients and surrogates to work through
the emotional and cognitive as well as moral aspects of the process. When it evolved
appropriately, this process empowered the involved parties. It moved them from feeling
out of control towards feeling more in control of their situation. Having acquired a more
enhanced perception of their personal control, surrogates were more satisfied with the
difficult conclusions they were required to reach.
Hiltunen, Medich, Chase, Peterson, and Forrow (1999) reported that recurring
themes in EOL decision making scenarios included moving from a period of vacillation
and decisional conflict towards a turning point in which surrogates felt an appropriate
decision could be made. Reaching this turning point was enhanced by learning from
others, receiving information, and having someone else available to assist in facilitating
the process. Each of these factors may be viewed as being oriented towards endowing
the surrogate decision makers with greater personal control over their dilemmas.
Surrogate decision makers often fmd themselves in a quagmire over the EOL
decisions with which they are charged. Research findings demonstrate the population of
surrogate decision makers to be in need of greater information, instruction, and support
designed to enhance their feelings of personal control and facilitate their challenging
decision making process. For these reasons it is important to further investigate whether
surrogate decision makers' satisfaction with EOL care and affective outcomes will
improve when healthcare workers use interventions designed to support and enhance
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surrogate decision making ability. Unique to this study was the assumption that the
surrogates' perception of person:il. control serves as an important intermediary in the
process of decision making, as well as the attainment of improved affective outcomes and
satisfaction with·EOL care. This premise was examined using the model proposed in this
study.
Statement of the Problem
Advances in medical technology and treatment have led to clinical circumstances
in which seriously ill hospitalized patients are often recipients of care that supports
biological life without adequately preserving cognitive function. The question often
arises as to whether healthcare providers are saving life or merely prolonging death.
Farriily members are frequently put into a surrogate decision making role.
Western culture has not yet developed consistently reliable mechanisms for dealing with
the implications of prolonging life for incompetent patients. Surrogates are typically
unprepared for this role. The healthcare system does little to assist surrogates in the
decision making process. Given that the current level of support offered to surrogates in
the hospital setting is less than optimal, negative outcomes are to be expected.
Many surrogate decision makers in EOL situations do not receive the information,
communication, or support needed to cope with these personally demanding situations
(Hanson eta!., 1997; Jacobson eta!., 1997; Hiltunen et al., 1999). Limited nursing
research has been conducted that focuses specifically on improving psychosocial support
and outcomes for surrogate decision makers. The most ambitious experimental study of
planned supportive intervention for surrogate decision makers at EOL failed to
demonstrate a significant beneficial effect (Connors et al., 1995). One lesson of this large
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multi-site clinical trial was the need to conduct smaller intervention studies involving
increased control in the clinical setting. This study addressed the problem through the
empirical test of a theory-based counseling intervention designed to increase personal
control, reduce depressive symptoms and anxiety, and increase satisfaction with EOL
care.
Purpose of the Study
The purpose of this study was to test the efficacy Qf a decision making counseling
intervention (DMCD designed to improve outcomes for surrogate decision makers at
EOL. The experimental group that received the DMCI was compared to an attention
usual-care control group that received only usual care. The researcher assessed whether
surrogates receiving the experimental intervention would demonstrate a greater level of
perceived personal control, and whether satisfaction with EOL care was increased. In
addition the researcher assessed whether surrogates who received the counseling
intervention would exhibit decreased symptoms of depression and anxiety.
Research Hypotheses
The following hypotheses were developed for this study:

Hypothesis I
Surrogate decision makers who received a decision making CQunseling
intervention would score higher on posttest measures of perceived personal control than
control group members who received usual care only.
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Hypothesis 2

Surrogate decision makers who received a decision making counseling
intervention would score lower on posttest measures of anxiety than control group
participants who received usual care only.
Hypothesis 3

Surrogate decision makers who received a decision making counseling
intervention would score lower on posttest measures of depression than control group
participants who received usual care only.
Hypothesis 4

Surrogate decision makers who received a decision making counseling ·
intervC::ntion would score higher on posttest measures of overall satisfaction with EOL
care than those surrogates who received only usual care.
Operationalization of Concepts
For the purposes of this study, the following operational definitions were used to measure
variables.
Perceived Personal Control. Perceived Personal Control was measured by the
Pearlin Mastery Scale (PMS) (Appendix B), and by the Perceived Personal Control
Questionnaire (PPCQ) (Appendix C).
Affective Outcomes. Affective outcomes were measured by the Beck Depression
Inventory (BDI) (Appendix D) and the Beck Anxiety Inventory (BAI) (Appendix E).
Satisfaction with EOL Care. Surrogate decision maker satisfaction with EOL care
was measured by the FAMCARE scale (FMS) (Appendix F).
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Intervention. A Cognitive-Behavioral Surrogate Decision Making Counseling
Intervention (DMCn was used to improve surrogate decision making, personal control,
affective outcomes, and satisfaction with EOL care (Appendix G).
Attention-Usual Care. Attention-usual care was provided to control group
participants through contacting them by telephone once weekly over the three session
study period to determine if they had been engaged in discussion with other healthcare
providers at the participating facility, and to ask about their general well being with the
decision making process.
Conceptual Definitions
Perceived Personal Control. Perceived personal control is defined as general or
situational beliefs that outcomes or iife events related to a threat or challenge are
controllable (Bandura, 1977; Lazarus & Folkman, 1984).
Situational Depression. Situational depression is defined as an emotional reaction
to painful life events or losses. Symptoms may include feelings of despair, irritability,
alterations in sleep, changes in appetite, emotional withdrawal, or difficulty
concentrating. Situational depression is caused by an external distressing event and is
generally self limiting (Anderson, Anderson, & Glanze, 1998).
Situational Anxietv. Situational anxiety is defined as an emotional state of
apprehension, excessive worry, and discomfort related to life situations or events
perceived to be threatening. Symptoms include restlessness, irritability, muscle tension,
difficulty sleeping, and difficulty concentrating. Situational anxiety usually subsides as
an individual adjusts to the threatening experience (Anderson et al., 1998).
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Surrogate Satisfaction with EOL Care. Surrogate satisfaction with EOL care is
defined as the attitudes held by surrogate decision makers regarding how favorable or
unfavorable they consider the care received by their ill family member at EOL.
Surrogate Decision Maker. A surrogate decision maker is a family member or
significant other designated by a patient and his or her physician to make healthcare
decisions (and has legal authority to do so) on the patients behalf in the event that he or
she is incapacitated.
Assumptions
The assumptions of this study were as foJlows:
1. All surrogate decision makers want the best possible outcomes for their incapacitated

ill Tamily members.
2. Surrogate decision makers experience various degrees of situational anxiety and
depression associated with their difficult decision making process.
3. Study participants were honest in providing answers to the questionnaires used in the
study.
Significance of the Study
The National Institutes of Health (Nlli) and the Public Health Service (PHS) have
made clear their fuJI commitment to the research of EOL issues, which include surrogate
decision making. The National Institute of Nursing Research (NINR) has made the
generation of knowledge to improve EOL for patients and families a top priority calling
for research which includes focus on basic care delivery, physical and psychological
symptom management, ethics, caregiver support, EOL [surrogate] decision making, as
weJI as improved communication between patients, families, and providers (National
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Institutes of Health [NIH], 2000). The commitment on the part of these agencies. is in
step with new challenges created by changes in historical trends.
In the early 20th century, the majority of deaths were caused by infectious disease
in which the course was swift. Currently in the United States, death is most commonly
brought on by chronic illness: heart disease, cancer, stroke, etc., with only suicide and
accidents leading to a quick death (Martin, Smith, Matthews, & Ventura, 1999). The
average life expectancy in the United States in 1900 was less than 50 years. By 1995 the
average life expectancy had increased to 75.8 years. Population age demographics have
also changed dramatically. In 1994, individuals 65 years of age and older accounted for
13 percent of the US population. By 2030 this number is expected to increase to 20
percent of the population (Field & Cassel, 1997).
In contemporary Western society, the increasing secularization of social values
and the dominance of technology in medical practice have complicated EOL issues by
altering the timing and location of death. The majority of deaths occur in hospitals or
nursing homes. Direct experience with dying and death has been lost for many
individuals and the responsibility for managing death has shifted from the family to
healthcare institutions. The institutionalized process of dying gives rise to complex
surrogate decision making issues that increasingly challenge the healthcare system and
consumers (Benoliel & Degner, 1995).
In less than a century, dramatically increased longevity, advances in technology
and the ever-increasing institutionalization of healthcare, have transformed new ways of
experiencing the EOL. We are ill prepared for this experience. This lack of preparation
for EOL issues applies to the health care professional, as well as the patient and the
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surrogate decision maker. The process of dying, which for most of human history has
been guided by family involvement, culture, ritual, and tradition, has, in the context of
institutionalized care, become an often awkward and confusing process.
The surrogate decision makers of the past most often experienced the death of
loved ones at home. The experience was tempered by decades of tradition and cultural
instruction. Today surrogates find themselves overwhelmed and out of control in
healthcare settings in which healthcare providers are often uncertain of how to best
facilitate EOL processes. Control has shifted towards the institution and away from the
persons most affected by EOL. Death is an intensely personal human process. This is
obviously true for the patients but applies to the family and surrogates as well.
Institiitional control disempowers those most intimately involved in tliis process.
Surrogate decision makers of the present require support to help them regain their sense
of personal control throughout this important process. This support should be based on
research that identifies and validates healthcare provider strategies for assisting this
needy population with their decision making experience.
Individuals in distress who lack adequate information and support cannot be
expected to exhibit characteristics such as confidence, contentment, and resolution of
purpose. These characteristics are needed when a loved one is faced with EOL. These
positive characteristics are associated with surrogates developing a greater sense of
personal control over the issues they face. This development does not take place in a
vacuum. Optimal surrogate decision making and satisfaction with the process can best be
achieved when the healthcare team is knowledgeable and armed with appropriate
interventions for support.
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The significance of this study derives from the fact that the problems of surrogate
decision makers are considerable. It is the responsibility of professional healthcare
providers to learn how to better assist surrogate decision makers and to move this
increasingly disadvantaged population towards better outcomes. This latter goal may be
accomplished by providing surrogate decision makers·with improved decision making
interventions, thereby increasing their sense of personal control and satisfaction
throughout this difficult process.

CHAPTER2
Theoretical Framework
The sources and character of stress associated with surrogate decision making are
multifactorial and therefore might be examined from a variety of theoretical frameworks.
Theoretical perspectives found in the literature regarding social cognitive theory,
personal control, EOL decision making, and cognitive-behavioral counseling were most
applicable to this study. The theoretical model developed for this study was derived
from the broader framework of Social Cognitive Theory (SCT) (Bandura, 1986).
Social Cognitive Theory
According to social cognitive theory, human functioning is the product of
dynamic interaction between behavioral, environmental, and personal factors (Bandura,
1986). This dynamic interplay is also reciprocal and triadic in nature. A diagram of the
reciprocal and triadic characteristics of social cognitive theory is provided in Figure l.
Figure 1: Bandura's Triadic and Reciprocal Model of Social Cognitive Theory
Behavior

Personal Factors

Environmental Factors
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Personal factors include biological, cognitive, and affective events. Social
cognitive theory emphasizes cognitive events suggesting that the mind serves a primary
function in developing one's reality, providing structure for actions based on one's
values, beliefs, and expectations (Bandura, 1986). An individual's reality is formed
through the reciprocal interaction of one's own cognitions with the environment.
Cognitions also change over time as a result of individual experience and maturation.
These maturational and experiential changes include change in memory, reasoning skills,
attention span, and the ability to think symbolically. Understanding the processes
involved in an individual's construction of reality renders human behavior
understandable and predictable (Bandura, 2001 ). Key components of social cognitive
theory include self-efficacy and personal control. Bandura ( 1977) contrasted personal
control and self-efficacy, suggesting that personal control beliefs relate to whether one
can control an outcome, while self-efficacy focuses on judgments of an individual's
'-

ability to actually perform the behaviors necessary to realize a given outcome.
According to Lazarus and Folkman (1984), personal control refers to general or
situational beliefs that influence the cognitive appraisal of a threat or challenge. Human
beings are oriented to attempt to control events that impact their lives. Lack of control in
important matters is disturbing. Individual levels of motivation, action, and affective
states are often related more to what they believe to be true than what is objectively true.
Individuals' beliefs in their capabilities effect the levels of stress and depression they
experience in threatening or demanding situations. People who believe they have
personal control over potentially threatening situations do not become as coguitively or
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emotionally disturbed by such situations. Individuals who do not believe they have
control over threats experience high levels of stress and anxiety (Bandura, 1989).
The reciprocal nature of the behavioral, personal, and environmental aspects of
human functioning described by social cognitive theory enables health care practitioners
to develop therapeutic strategies which encompass the importance of the interaction of
each of these factors. ·social cognitive theory allows for the development of interventions
aimed at improving health from a holistic perspective. Interventions can be focused on
improvement in the cognitive, emotional, behavioral, or motivational aspects of human
functioning (Bandura, 2001).
For the purposes of this study a model of perceived personal control and its
relaiionship to surrogate decision making and affective outcomes, as well as satisfaction
with EOL care was developed from the broader framework of social cognitive theory.
The theoretical model that was used to guide this research included four primary
components: (a) perceived personal control, (b) affective outcomes, (c) a surrogate
decision making counseling intervention (DMCl), and (d) an assessment of the
surrogate's satisfaction with EOL care. A diagram of the model to be used in this study
is provided in Figure 2.
The theoretical model is consistent with the reciprocal nature of the determinants
of functioning proposed in social cognitive theory. In the model the DMCI is directed at
the surrogate decision makers to increase their level of perceived personal control. The
affective outcomes of situational depression and anxiety, and satisfaction with EOL care
are shown to interact reciprocally with the individual's perception of personal control.
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Figure 2.
Theoretical Model for the Interaction of Personal Control, Affective
Outcomes, and Satisfaction with EOL Care in Surrogate Decision Makers

Surrogate
Decision
Maker
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Decision making
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Intervention
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Perceived Personal Control

Personal control has been described as a basic characteristic of human nature.
Review of the literature suggests that individuals greatly value-perceived personal control
and are hesitant to relinquish it (Rothbaum, Weisz, & Snyder, 1982). Personal control
has been conceptualized in the literature in a variety of ways, a number of which are
described below. A broader discussion of personal control will be included in the review
of the literature.
Parkes (1989) developed a model for perceived personal control in an
occupational context which included implications for health outcomes. In Parkes' (1989)
model, perceived personal control served as a mediator in occupational situations which
· could either facilitate or constrict actual control and ultimately impact mental and
physical health outcomes. In related research, Spector ( 1986) found that higher levels of
personal control were associated with higher levels of motivation, commitment,
performance, and involvement, as well as lower levels of emotional distress and illness.
Individual differences also influence the degree to which personal control impacts
outcomes. Individual differences are often termed locus of control.
When an imbalance occurs between an individual's degree of desired control and
the actual degree of control available, significant stress may result. In the case of a
surrogate decision maker this imbalance may lead to a failure of cognitive and behavioral
coping mechanisms and become symptomatically manifested by an inordinate degree of
anxiety and depression (Parkes, 1989). Interventions aimed at enhancing surrogate
decision making and personal control may prevent or reduce the development of these
negative sequelae.
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Miller (1979) proposed what he termed the minimax hypothesis to describe the
impact of personal control on affective outcomes, particularly anxiety. According to this
hypothesis, individuals perceive personal control to be a stable internal attribute that
enables them to "minimize the maximum" danger afforded an aversive event at any point
.in time. Perceived control over a stressful event is preferred and results in less anxiety.
When individuals perceive that control is external, or resting with another person, the
result is increased anxiety.
James and Tetrick (1986) have suggested that the relationship between control,
perceptions, and outcomes is one of reciprocity, rather than direct causality. Life events
affect an individual's perception of control. These perceptions of control impact
affective response and the individual's affective response in tum modifies the perception
of control. The reciprocal nature of personal control and affective outcomes is noted in
the theoretical model through the use of bi-directional arrows (Figure 2).
Bandura's (1977b, 1986) SCT describes human functioning as a product of a
triadic, dynamic, and reciprocal interaction of personal factors, behavior, and the
environment. SCT proposes a model of reciprocal determinism in which behavior and
cognitive, affective, and environmental factors ail operate as interacting determinates of
each other. Perceived personal control may be increased or decreased by either personal,
behavioral, or environmental factors, because they are all interlocking or reciprocal
determinants of one another. Personal factors (which include perceptions of personal
control) are both influenced by and influence behavior and environmental factors.
These studies describe a connection between personal control and affective
outcomes. Research supports the hypothesis that improvements in personal control may
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contribute to improvements in affective outcomes. In this study the method for
increasing the level of perceived personal control as a mediator for improved affective
outcomes entailed the use of the DMCI. A description of the DMCI follows.
Surrogate Decision Making Counseling Intervention

A survey by Blatt (1999) suggested that surrogate decision makers participate in ·
more than 80% of all DNR decisions made. This was particularly true of critical care
DNR decisions, but included other populations as well. In spite of this large number,
most researchers have found that surrogate decision makers are typically not well
supported and they are often dissatisfied with their surrogate experience (Blatt, 1999;
Jeffers, 1998; Tilden, Tolle, Garland, & Nelson, 1995).
Jacob (1998) used a grounded theory approach to describe surrogate decision
maker experiences. The researcher found that surrogate decision making, and the
families' long term acceptance of the process, was dependent on the quality of support
provided by nurses and physicians. Perception of surrogate decision making as an
emotional burden was a common theme. Several of the informants found support from
the health care team to be insufficient.

In an analysis of current research related to EOL decisions in adult intensive care
units, Baggs and Schmitt (2000) found that despite recognition of the need to involve
patients, surrogates, and healthcare providers in decision making, that physicians often
made decisions with only limited input from others. The researcher recommended that
better interventions be designed to meet the needs of family members and providers.

In a study of facilitation of decision making at EOL, Norton and Talerico (2000)
reported that advance directives (ADs) were often insufficient to assist surrogates in EOL
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decision making. The researchers found that proactive communication and continual
rea~sessment

were critical to optimal decision making. Furthermore, they reported that

nurses were in the most ideal position for providing patients and surrogates with this
support.
Given the research evidence pointing to the need for greater surrogate decision
maker support, a cognitive-behavioral decision making counseling intervention (DMCI)
protocol was developed for this study. The counseling intervention includes topics such
as: (1) general information concerning DNR decisions and surrogate decision making, (2)
exploration of the surrogate's thoughts and feelings regarding the decision making
process, including irrational beliefs, (3) discussion of the patient's medical prognosis, (4)
facilitating and promoting assertive communication with healthcare providers, and (5)
identification and discussion of the surrogate's coping strategies and support system.
Additional surrogate decision maker needs are addressed in the intervention as well. A
brief manual guiding the DMCI may be found in Appendix H.
In this dissertation the DMCI increased the level of perceived personal control by

providing surrogates with a source of information above usual care, promoting
communication, exploring irrational beliefs, developing more accurate alternative
cognitions, and by encouraging the use of positive coping mechanisms and support
systems. The greater level of perceived personal control experienced by surrogates
through their participation in the DMCI was expected to decrease the levels of situational
anxiety and depression associated with the decision making process. The DMCI
increased satisfaction with EOL care by way of increasing perceived personal control and
decreasing the associated situational anxiety and depression.
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It is recognized that the surrogate experience exists on a continuum that may
precede a DNR order and continue long after the death of a loved one. The surrogate's
experience on this continuum includes cognitive, emotional, and behavioral aspects. For
this reason, the intervention has been designed to provide cognitive-behavioral
counseling, as well as enhance surrogate decision making support. Ultimately, however,
the purpose of the intervention is to increase the surrogate level of personal control as
result of improved support in the decision making process. It follows in the theoretical
model that increased personal control will result in 'less situational depression and anxiety
for the surrogate, as well as increased satisfaption with EOL care.
Situational Anxiety and Depression
Situational anxiety and situational depression as they impact surrogate decision
makers are key concepts in the theoretical model used in this study. The levels of both
situational anxiety and depression were measured over the course of the study and both
were expected to be less severe in study subjects who received the DMCI. A discussion
of both situational depression and situational anxiety follows.

Situatio1Ull Depression
Situational depression is considered to be a normal reaction to a stressful or
painful life event such as the loss of a loved one or loss of a job. The symptoms of
situational depression may include sleep disturbances, feelings of despair, irritability,
difficulty concentrating, emotional withdrawal, and changes in appetite. The length of
time needed for situational depression to resolve depends on the nature of the
precipitating event, and individual personal factors (Bandura, 1986). For example, the
effect of losing a dollar on the sidewalk may resolve in a day, while the death of a loved
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one may take a year or more. Individuals' perception of personal control over stressful
life events also affects the extent to which they may be depressed (Folkman & Lazarus,
1986).
Individuals for whom the severity and duration of depression is out of proportion
to the stressful event could develop a major depression requiring medical intervention
(American Psychiatric Association, 1994). One of the research questions central to this
proposal addresses whether the experience of depression in surrogate decision makers
might be decreased with appropriate intervention. The theoretical model developed for
this proposed study is consistent with the hypothesis that surrogate decision makers who
receive a decision making counseling intervention will show increased levels of personal
control as well as lower scores on posttest measures of depression. Further discussion· of
situational depression is included in the review of the literature.
Situational Anxiety
Situational anxiety is defmed as an emotional state of apprehension, discomfort,
and excessive worry related to life situations or events perceived to be threatening.
Symptoms include restlessness, sleep disturbances, difficulty concentrating, muscle
tension, and irritability (Anderson et al., 1998).- Resolution of an episode of situational
anxiety is similar in manner as noted in the discussion of depression above. The severity
and duration of situational anxiety depends on the nature of the threatening event and
personal factors specific to the affected individual. Individuals for whom the severity and
duration of an episode of situational anxiety is out of proportion to the precipitating event
could develop serious anxiety disorders requiring medical treatment (APA, 1994). In the
case of surrogate decision makers, decreased levels of situational anxiety might occur
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with additional counseling and support above the usual care typically available in the
hospital setting.
The theoretical model developed for this study is consistent with the proposed
hypothesis that surrogate decision makers who receive the DMCI were expected to show
increased levels of personal control and subsequently score lower on posttest measures of
anxiety. Further discussion of situational anxiety is included in the review of the
literature.
The Effect of Sense of Control on Anxiety and Depression
Bandura, Adams, and Beyer (1977) have suggested that psychological treatments
for many types of psychopathology (including anxiety and depression) are successful to
some extent because they alter an individual's sense of personal control and self-efficacy.
Bandura (1977a) has suggested that an individual's perception of his or her ability to
cope with aversive situations is a fundamental mechanism in the development of fear and
anxiety. The sense that one has little control over a stressful event can lead to anxiety.
A primary mechanism of depression includes negative self evaluation regarding
sense of control and ability to deal with stressful situations (Beck, Rush, Shaw, and
Emery, 1979). According to Beck (1976), emotional disorders result from distorted
thinking and unrealistic beliefs or appraisals of life events, which include perceptions of
control over events. The way in which individuals structure their reality determines their
affective state. Beck's (1979) cognitive model also proposed that a reciprocal
relationship exists between cognition and affect so that reductions in a sense of control
can lead to an escalation of anxiety and depression. Other researchers have also shown
that depression and anxiety are characterized by low levels of personal control and self-
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efficacy (Bandura, 1986; Pearlin, Lieberman, Menagharn, & Mullan, 1981; Pearlin &
Schooler, 1978; Petterson & Friel, 2001).
In the case of surrogate decision makers, the circumstances related to the
hospitalization of their loved one leads to a decrease in their personal control over the
situation and can subsequently lead to the development of anxiety and depression.
Cognitive behavioral strategies can help increase the surrogates' sense of control and
consequently reduce their affective symptoms. Strategies include helping clients identify
irrational thinking related to their control over their situation and formulating more
accurate perceptions (Beck, 1976). Techniques such as relaxation training can also
reduce symptoms and reciprocally increase one's sense of personal control.
Bandura's (1936) concept of reciprocal determinism helps explain how a sens" of
control affects anxiety and depression. Cognitive, affective, and behavior aspects of
functioning are reciprocally interrelated. Thus, individuals' affective state is in part
determined by their sense of personal control over life events. The cognitive-behavioral
decision making counseling intervention (DMCI) targets personal control with the aim of
positively affecting symptoms of depression and anxiety in surrogate decision makers.
Satisfaction with EOL Care

Numerous research studies have included attempts to rate the surrogate decision
maker's satisfaction with EOL care (e.g., Baker et al., (2000); Hanson, Danis, & Garret,
(1997); Jacob, 1998; Norton & Talerico, 2000) . .Most study findings indicate that
surrogate decision maker satisfaction is less than optimal. Baker et al. (2000) interviewed
461 family members concerning satisfaction with EOL care. Twenty three percent of
these could not recall a discussion of patient treatment preferences at any time during the
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process. The participants were primarily dissatisfied with poor communication with staff
and inadequate pain management for the patient.
Jacob (1998) found that family members frequently reported dissatisfaction with
the level of involvement allowed by the healthcare team in the patient's overall treatment.
This finding of dissatisfaction with involvement remained true in spite of the realization
that family members' long term acceptance of the EOL experience was dependent upon
the quality of family and staff interactions.
A basic expectation guiding this study was that surrogate satisfaction would be
increased through the implementation of the surrogate counseling intervention. A family
satisfaction with EOL care scale was used to measure the concept of surrogate
satisfaction with EOL care.
The Effect of Changes in Anxiety and Depression on Satisfaction with EOL Care

Satisfaction with care is regarded by some as the ultimate validation of the quality
of health care interventions (Fakhoury, McCarthy, & Addington-Hall, 1996). The
mechanism of how a change in anxiety and depression affect satisfaction with EOL care
is defined by the theoretical model guiding this study. According to SCT, affect and
cognition are not independent, but rather are interrelated and reciprocally determined.
Instruments designed to measure satisfaction with care essentially measure the
respondents' attitudes toward, or cognitive judgments regarding, care received
(Kristjanson, 1993). SCT posits a reciprocal relationship between affect and cognitive
factors which includes the ability to process information in the formation of judgments.
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Cognition and affect tend to reinforce one another so that emotional disturbances in the
form of anxiety and/or depression can lead to cognitive impairment or distortions in
judgment (Bandura, 1986).
A clinical scenario that has been observed by most experienced clinical nurses
will help clarify this phenomenon. Most nurses have been involved in cases in which
they observed the quality of care delivered to a patient to be extremely good. However, if
the patient or family member perceives the quality of care to be low, it does not matter if
the care is indeed high by health provider standards. Often it is the experience of
depression or anxiety on the part of the family member which leads to such negative
evaluations. The mechanism that accounts for effects of anxiety and depression on
satisfaction with"EOL care is reciprocal determinism. Judgments regarding satisfaction
with EOL care are not independent of affective states. Positive thoughts and feelings can
lead to positive evaluations of care, the converse is also true.

The Effect of Satisfaction with EOL Care on Perceived Personal Control
Justification for this aspect of the model developed for the study flows from the
SCT framework. Cognition, affect, behavior, and environment are not divergent aspects
of human functioning, but rather are interdependent. These factors interact to co-create
each other.
Personal control beliefs are a key factor in human functioning. Personal factors,
environmental events, and behavior influence and interact with each other bidirectionally.

In accordance with SCT, judgments of satisfaction with EOL care by surrogate decision
makers will reciprocally influence their sense of perceived personal control over their
situation.
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The degree of satisfaction with EOL care for the surrogate decision maker is self
reinforcing in terms of perception of personal control.
Summary

In summary, social cognitive theory provided a useful theoretical framework for
the intervention used in this study. The theoretical model used in this study suggests a
dynamic and reciprocal relationship between surrogate perceptions of personal control,
affective outcomes, and satisfaction with EOL care, which parallels the dynamic
interaction between the behavioral, environmental, and personal factors described in
social cognitive theory. The DMCI was used to serve as a catalyst to improve the
surrogates' decision making process and level of perceived personal control, as well as
their satisfaction with EOL care and affective outcomes. The hypotheses used in this
study are consistent with the theoretical model.

CHAPTER3
Review of the Literature
Current issues and concepts related to surrogate decision making will be
presented in a review of the literature that includes both research based, as well as
theoretical publications. The purpose of this literature review is to consider (a) do-notresuscitate orders, (b) the concept of personal control, (c) situational depression and
anxiety, (d) effectiveness of cognitive-behavioral theory in treating depression and
anxiety, (e) telephone counseling, and (f) support for surrogate deci<ion makers. In the
latter category, the largest body of research literature on interventions to improve EOL
decision making is comprised of the published reports from the Study to Understand
Prognoses and Preferences for Outcomes and Risks of Treatments (SUPPORT)
conducted from 1989 to 1994 in five teaching hospitals in the United States (Connors et
al., 1995). Considerable attention is given in this review to SUPPORT investigations and
their implications for future intervention research in the area of EOL decision making.
Do-Not-Resuscitate Orders
Successful cardiopulmonary resuscitation (CPR) of a patient, who recovers fully,
can be extremely gratifying. However, a disconcerting disparity arises when CPR,
applied in a context.of futility, merely prolongs an inevitable death. It is an ethical
responsibility of professional nurses to provide for their clients' protection and well

27

28
being. When CPR is contraindicated or not desired by patients or their surrogates,
responsible nurses must take appropriate steps to initiate consideration of DNR orders
(Jevon, 1999).
Jevon (1999) analyzed the ethical dilemmas imposed by a number of frequent
consequences of futile CPR: (a) clients may be deprived of a dignified death; (b) health
care providers may become demoralized by what they perceive as futile CPR; (c)
relatives may be unnecessarily distressed; and (d) inappropriate use of costly resources
may occur. For these reasons the appropriateness of CPR in terms of each client's
circumstances should be carefully considered by nurses and physicians.
Jevon (1999) reasoned that DNR orders should be considered when: (a) CPR is
not in accordance with the recorded and continued desire of a mentally competent client;
(b) the client's condition suggests that successful CPR is unlikely; or (c) successful CPR

is not likely to result in a quality of life considered acceptable by the patient. When any
of these criteria are present, it is the responsibility of the nurse to address the issue of
DNR with the physician as soon as possible.
When DNR decisions are made, it is frequently the client's nurse who must assure
that the DNR order is reviewed. DNR decisions must be signed, dated, and clearly
documented by the client's attending physician. The rationale for the decision should be
included, as well as an indication of when the order may be reviewed (Jevon, 1999).
Based on information .collected on DNR order practices in 42 U.S. ICUs, Jayes,
Zimmerman, Wagner, & Knaus (1996) concluded that there was considerable variation in

29
the frequency of DNR orders among ICUs that could not be attributed to adherence to
published guidelines. It was suggested that the variation in the frequency of DNR orders
may have been due to patient characteristics including treatment preferences, religion,
education, or physician practices. This study included site-visit observations at 9 reus
and interviews with 15-20 staff members in the settings visited. The researchers'
qualitative assessment of DNR practices in the reus visited was based on comparisons
with published guidelines that suggested structured, legalistic approaches to DNR policy
tend to create unnecessary guilt and anxiety in family members. In contrast, the
guidelines used suggested that open collaboration between nurses and physicians results
in a more cohesive presentation of prognosis to families, thereby improving affective, as
well as behavioral responses. The researchers reported that some of the IeUs provided
ongoing support of psychosocial needs of the patient and family as suggested by the
guidelines while other reUs provided only minimal. psychosocial support. A major
conclusion of this study was the need to work toward improvement of family support in
the ICU environment.
Based on a review of clinical and research literature, a structured approach to
discussing DNR status was developed and advocated for improved practice in this area
by von Gunten (2001). A step-wise approach was recommended including six steps for
facilitating the discussion of a DNR order: (I) assure the discussion takes place in an
appropriate setting, (2) determine what the family and patient understand, (3) determine
their expectations about what will happen, (4) discuss the DNR order, including the
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context in which it would be implemented, (5) respond to affective reactions, and (6)
create and implement the co-created plan. The author suggested that DNR discussions
that utilized these steps facilitated communication and assisted participants with reaching
their goals and helped them more fully understand the limits available to them through
medical alternatives.
Personal Control
The body of research related to the impact of a sense of personal control as a
primary component of both physical and mental health is extensive. One of the earliest
and perhaps best known examinations of the construct of personal control was ·developed
by Rotter (1966). Rotter developed scales to operationalize concepts termed internal vs.
external locus of control. Individuals who possess a more internal locus of control
orientation are more likely to feel that their own behavior influences outcomes in their
lives. Individuals who are more externally focused tend to perceive events in their lives
to be more likely the result of fate, chance, or luck. It is important to recognize that the
concepts of internal vs. external locus of control are continuous rather than dichotomous.
Rotter sought to measure an individual's global experience 'of control, i.e., one's feelings
of control over his or her life as a whole.
Due to Rotter's (1966) influence; much of the past research was focused on
measuring the individual's sense of general or global control. More recently, research
has been focused on more specific domains such as health and financial status.
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For example, Lackman and Weaver (1998) studied sociodemographic variation in
perceived personal control by domain in over 3,000 subjects. The researchers examined
perceived control in seven domains including, work, health, contribution to the welfare of
others, finances, relationship to significant other, relationship with children, and sexual
satisfaction. Data collection was accomplished by telephone interview and selfadministered questionnaire. The results showed that the same adults most frequently
demonstrated differences in sense of control across a variety of domains. The majority of
adults in the study felt the least control in their finances and sex life, and the most control
in their marriage or relationship with a significant other.
Although other studies have not specifically examined personal control as a
variable in surrogate EOL decision making, certain studies have yielded relevant results.
Hanson et al. (1997) interviewed 461 family members of persons who had died from
chronic disease regarding their satisfaction with EOL decisions, treatment, and pain
relief. Twenty-five percent of the respondents could not recall any discussion with health
care providers regarding treatment of their dying family member. Study results revealed
failure in communication and pain control to be the most important concerns for bereaved
families.
In a study by Teno et al. (2000), patients (N=l494) who were in an ICU for 14 or

more days were found to be dissatisfied with their sense of control over their ICU
experience. This was a prospective cohort study including ongoing review of medical
records and structured interviews with physicians, surrogate decision makers, and
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patients regarding communication, prognosis, and medical care objectives. The
frequency of discussion of prognosis and preferences for treatment between doctors and
patients was described by the patients as "low". Poor communication decreased patient
and surrogate perceptions of control. Less than 40 percent of patients or their surrogates
recalled a discussion with their physicians about their preferences for life-sustaining
treatment. The Teno et a!. (2000) study was a part of the SUPPORT project discussed
later in this chapter.
Jeffers (1998) used an interpretive phenomenologic research method to explore
!he surrogates experience during treatment decision making and to identify nursing
behaviors that surrogates considered helpful. Eleven study participants were recruited
and interviewed using a semi-structured interview approach. Transcripts of the
interviews were coded and analyzed for recurring themes. The researcher identified four
major themes that were important to surrogate decision makers during their difficult
process. These themes included contextualizing the decision, reviewing and resolving,
actualizing agency, and transcending. Jeffers suggested that healthcare providers might
improve the process by giving the surrogate decision maker greater opportunity to request
information, to ask questions, and to convey their emotions, as well as more opportunity
to procure emotional support and comfort. All of these factors function to increase the
individual's sense of personal control.
Jacob (1998) conducted a qualitative study of surrogate decision makers
experience with decision making for incompetent ICU patients.
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Jacob used a grounded-theory approach. Data collection was achieved using semistructured interviews of seventeen surrogate decision makers. The researcher found that
the perception of working in a harmonious way with physicians and nurses was important
for these subjects. Study participants reported that their experience was made easier
when they felt connected informationally as well as emotionally with their healthcare
providers. A disparity was found when surrogate decision makers reported feeling out of
harmony with clinicians. These participants viewed their experience as disconcerting.
The findings of Jacob's study supported the idea that when healthcare providers seek to
increase surrogates' perceptions of personal control, outcomes improve.
Situational Depression and Anxiety
Depression

Clinical depression is the most common affective disorder requiring referral to
mental health professionals (Maddux & Meier, 1995). Although surrogate decision
makers may not frequently develop severe depression as characterized by criteria
outlined in the Diagnostic and Statistical Manual of Mental Disorders (AP A, 1994), they
are at risk for milder degrees of depressed affect during and following EOL decision
making. This situational depression is appropriate given the serious and emotionally
laden decisions facing surrogates. The use of positive coping mechanisms and support
systems are necessary for resolution of the surrogate's depression.
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One of the goals of this study is to demonstrate that the degree to which surrogates
experience depression may be decreased when appropriate interventions are provided by
healthcare professionals.
Bandura (1977) suggested that depression often is a result of an individual's
feeling of inadequacy to deal with a problem. Depression is likely to occur when
individuals are faced with achieving certain outcomes that are considered highly valued,
but their self-evaluation of their competency to achieve these outcomes is low. This selfdevaluation leads to lowered rates of behavioral response, as well as depressed mood ..
There is much evidence from a wide variety of studies supporting a dynamic interaction
between the cognitive, behavioral, and emotional realms of experience (see Maddux &
Meier, 1995).
According to a review of the literature by Sanderman and Ormel (1989), one of
the most frequently studied modifiers of depression associated with stressful life events is
social support. Although study results have sometimes been mixed, the majority have
shown that social support acts as a significant buffer in situational depression (Kessler &
McLeod, 1985; Cohen & Syne, 1985). Having someone to confide in, and to give
emotional support, aids in restoring self-esteem and alleviating feelings of helplessness.
A review of the literature by Stoudemire (1994) indicated that the chances of
experiencing depression increase five or six-fold following identifiable psychological
stressors. Positive social support is believed to be important in maintaining psychological
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well being for individuals exposed to stressful life events. This is especially true for
individuals who tend to be introverted.
Anxiety
As with most human emotional responses, anxiety may be either adaptive or
maladaptive in character. In its positive form anxiety functions as a feeling that signals
some type of danger to the individual. A classical illustration of an adaptive
manifestation is the fight-flight response (Stoudemire, 1994). In this case anxiety triggers
a self protective reaction. Another positive reaction to anxiety often occurs when
individuals experience illness. When individuals are symptomatic they frequently seek
medical solutions.
Maladaptive responses to anxiety occur when the individuals become so
overwhelmed that the protective aspects of anxiety are exceeded. In these cases
individuals become hypersensitive, hypervigilant, and emotionally distraught.
Excessively anxious individuals may become so obsessed that their decision rrmking
ability is impaired (Stoudemire, 1994). Difficulty with surrogate decision making may be
in part related to such excessive levels of anxiety.
Cognitive-Behavioral Therapy (CBT) in Treating Depression and Anxiety
Cognitive-behavioral therapy (CBT) has been used effectively to treat both
depression and anxiety (Borkovec & Ruscio, 2001; Butler, Fennell, Robson, & Gelder,
1991; Fava, Rafanelli, Grandi, Conti, & Belluardo, 1998; Gloaguen, Cotrraux, Cucherat,
& Blackburn, 1998). In a 20-week randomized clinical study, Fava et al. (1998)

compared a pharmacotherapy and CBT treatment group to a pharmacotherapy and
clinical management treatment group on symptoms of recurrent depression. Forty-five
patients were included in the study. Treatment in both groups included 30-minute
sessions once every other week. Cognitive-behavior sessions consisted of: (a) addressing
residual symptoms such as distorted thinking and maladaptive beliefs, (b) lifestyle
modification, and (c) well-being therapy. Clinical management sessions included: (a)
monitoring medication tapering, (b) review of the patient's clinical status, and (c)
providing support and advice if needed.
The researchers (Fava eta!., 1998) found that the CBT group showed a lower
incidence of residual symptoms after discontinuation of drug therapy compared to the
clinical management group. In a two year follow-up, the recurrence of depression for the
CBT group was only 25% compared to 80% of the clinical management group.
In another randomized controlled study, Blackburn and Moore (1997) compared
the use of pharmacotherapy and cognitive therapy in outpatients with recurrent
depression. The study included 75 outpatients. All subjects received 16 weeks of acute
treatment and were. randomly assigned to one of 3 treatment groups in the following way:
(1) antidepressants and maintenance antidepressants, (2) cognitive therapy and
maintenance cognitive therapy, and (3) antidepressants and maintenance cognitive
therapy.
After random assignment all subjects completed questionnaires at baseline
designed to measure mood, cognitive style, attitudes, and personality. All measures were
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repeated every four weeks during the acute phase and every four months during the
follow-up phase. Data were analyzed using ANCOVA. Baseline depression levels and
baseline variables that differentiated treatment groups were used as covariates. The
Hamilton Rating Scale for Depression and the Beck Depression Inventory were used to
measure recurrent depression. All treatment groups showed improvement, and the
pattern of improvement was similar across groups. No significant differences were found
between antidepressant versus cognitive therapy groups. Therefore the results suggested
that maintenance cognitive therapy was as effective as maintenance medication in the
treatment of recurrent depression.
Fava, eta!., (1997) examined the effectiveness of cognitive-behavioral therapy in
a group of depressed patients who had failed to respond to pharmacologic treatment for
depression. Sixteen subjects completed the study. Depression was measured at baseline
using the Hamilton Rating Scale for Depression and the Clinical Interview for Depression
Scale (CID). All subjects received cognitive-behavioral treatment which consisted of at
least ten 40-minute sessions once every other week. Treatment protocol included
modifying dysfunctional beliefs, mastery and pleasure tasks, and activity scheduling. A
paired t-test was used to compare CID scores pre and post-treatment. The total CID
scores decreased from 54.1 at baseline to 34.4 after cognitive-behavioral treatment.
Despite discontinuation of antidepressant treatment, only one of the patients judged to be
in clinical remission relapsed with recurrent depression at a two-year follow-up. The
researchers suggested that the results supported the use of cognitive-behavioral therapy
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for refractory depression. Fava et a!. (1997) further suggested that practitioners should
avoid labeling patient's depression as refractory or drug resistant until psychotherapeutic
efforts have been made.
Cognitive-behavioral therapy methods which were used to develop the DMCI
have also been used to treat anxiety. Borkovec and Costello (1993) compared the use of
CBT, applied relaxation, and non-directive therapy in the treatment of generalized
anxiety disorder. Fifty-five subjects were randomly assigned to either a non-directive
therapy (ND) group, an applied relaxation (AR) group, or a CBT group. All subjects
participated in a total of 12 therapy sessions which were done twice a week. The ND
sessions involved exploration of life experiences with the goal of deepening insight about
self and anxiety. The AR sessions involved learning new coping techniques for reducing
worry and anxiety and progressive relaxation techniques. The CBT sessions included
relaxation procedures as well as brief cognitive therapy.
Borkovec & Costello (1993) used MANOVA to assess the degree of clinically
significant change and 12-month follow-up. At 12-month follow-up, 57.9% of the CBT
subjects were at high-end state functioning versus 26.7% of the ND group and 37.S%'of
the AR group. The efficacy of CBT was found to be greater for treatment of generalized
anxiety disorder than the other methods.
In a controlled clinical trial, Butler eta!. (1991) compared the use of behavior
therapy (BT) to CBT in the treatment of generalized anxiety disorder. Fifty-seven
subjects were randomly assigned to either a CBT group, a BT group, or a waiting-list
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control group. Questionnaires assessing subject mood, cognition, and expectations were
administered pre and post-treatment as well as at 6 and 18 months after treatment. The
researchers used MANOVA to assess clinically significant change in the therapy groups.
Cognitive-behavioral therapy was determined to be more effective than BT in treating
generalized anxiety disorder at all points of measurement. At 18-month follow-up, 58%
of the subjects in the CBT group had received no additional treatment for anxiety,
compared to 21% in the BT group.
Borkovec and Ruscio (2001) reviewed the methodological characteristics and
outcomes of 13 controlled clinical trials which used CBT methods to treat generalized
anxiety disorder. The 13 clinical trials reviewed utilized typical CBT methods including:
(a) self-monitoring of anxiety, (b) relaxation training, (c) cognitive therapy, and (d)
imagery rehearsal of coping skills. The researchers (Borkovec & Ruscio, 2001)
concluded that all of the studies used rigorous methodology and showed CBT to be very
effective in treating generalized anxiety disorder.
Telephone Counseling Interventions
Current research evidence suggests that telephone counseling may be used
successfully to meet an expansive array of health care needs. Mohr, et al. (2000)
examined the effectiveness of telephone-administered cognitive-behavioral therapy
(CBT) for the treatment of depressive symptoms in patients with multiple sclerosis (MS).
Participants included 32 patients with a relapsing form of MS. Study participants were
randomly assigned to either an 8-week telephone therapy group or "usual" care control
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group. Instruments used to measure depression included the Hamilton Depression Rating
Scale and the Profile of Mood States. A repeated measures ANOVA was used to
compare depression scores at baseline and post-treatment. No significant change was
found in the control group over the eight week study period. Results for the telephone
counseling group showed a significant reduction in depressive symptoms (F (1,21) =
11.18, p =.003).
Sandgren, McCaul, King, O'Donnell, and Foreman (2000) examined the use of
telephone administered CBT in a group of patients with breast cancer. Study participants
(N=52) were randomly assigned to either a telephone tlierapy group or assessment-only
control group. The therapy included 10 telephone sessions of 30 minutes or less. Data
were collected from mailed questionnaires at baseline as well as at 4 and 10 month
intervals. Analysis of the data did not show significant reductions in depression or
anxiety between groups. Telephone therapy recipients reported that they felt better as a
result of the therapeutic intervention. The researchers suggested that improvement might
be made by determining the types of individuals that are more likely to benefit from
telephone therapy.
Frank eta!. (1997) studied whether home IDV-1 testing, accompanied by
telephone counseling, could provide an adequate alternative to conventional HIV-1
testing. The researchers recruited 1255 subjects from five major U.S. cities, who were
believed to be at risk for IDV-1. Subjects tested themselves at home, and received both
pretest and posttest counseling by telephone.
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Of the subjects recruited by Frank eta!. (1997), 37.5% were female, 61.1% were
male, and 1.4% did not specify gender. The sample represented a diverse HIV risk factor
and racial population. One hundred sixty-six of the subjects (13%) were found to be HIV
positive. A total of 270 or 21.5% of the subjects spoke with a posttest counselor. Pretest
counseling was considered effective with 96.1% of HIV .comprehension questions being
answered accurately. A total of 417 subjects (33%) sought out telephone counselors,
during the study, for a combination of pretestlposttest counseling, product information,
referral information, as well as additional counseling follow-up. Frank's et a!. study
demonstrated that telephone counseling could be used safely and effectively for
individuals at high risk for HIV.
Zhu et a!. (2002) replicated a telephone counseling protocol for smoking cessation
to determine its real-world effectiveness. Study subjects were selected from a California
smoker's help-line. Callers were assigned randomly to a treatment group (1973 subjects)
and a control group (1309 subjects). All study participants received self-help materials.
Treatment group participants additionally received, up to seven telephone counseling
sessions. The first session focused on social support, motivation, quitting history, selfefficacy, and planning. Subsequent sessions focused on plan revision, relapse prevention,
and promoting adoption of a non-smoker self image. All sessions were proactive in that
the counselors initiated contact with the subjects. All counseling occurred within three
months of the initial contact. Abstinence rates for the telephone counseling treatment
groups at 1, 3, 6, and 12 months were 23.7%, 17.9%, 12.8%, and 9.1% respectively.
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Abstinence rates for the control group at 1, 3, 6, and 12 months were 16.5%, 12.1 %,
8.6%, and 6.9% respectively. Intervention effects were tested by direct comparison of
overall treatment and control groups. Abstinence curves were calculated using the
Kaplan-Meier product-limit method. The researchers concluded that the telephone
counseling protocol was efficacious for smoking cessation and supported Public Health
Service guidelines for greater availability of such programs (Zhu et al., 2002).
Spielberg et al. (2000) examined the feasibility of bimonthly home HIV testing in
conjunction with telephone counseling, among high risk individuals. The study included
241 participants who were determined to be high risk for HIV. Subjects were randomly
assigned to a home collection of oral fluid or a dried blood spot group, and studied over a
six month interval.. Participants were given the option of receiving H1V test results and
counseling by telephone or clinic visits. The acceptability of home collection and
telephone counseling were assessed by questionnaire at the completion of the study.
Ninety-five percent (228) of the subjects chose to receive results and counseling by
telephone. Seventy-nine percent of the counseling staff expressed concern regarding the
effectiveness and safety of telephone counseling vs. face-to-face counseling with this
population. Their concerns focused on working with participants who might have
positive test results. The counselors felt that participants who tested positive might
experience more psychological distress, and be subject to increased destructive behavior.
In spite of these concerns, 74% of the counselors reported that telephone
counseling should be offered in future research studies. Forty-two percent of the
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counselors felt that telephone counseling should be offered, but only if alternative access
to counseling was offered as well. However, the majority of participants chose the
telephone option with the knowledge that they could receive counseling on site if they
were positive and requested it. Thus Speilberg eta!. (2000) concluded that bimonthly
home specimen collection for HIV was acceptable and feasible in high risk populations.
Duan, Fox, Derose, and Carson (2000) conducted a study to assess the
effectiveness of telephone counseling as an intervention to promote mammography.
Research subjects included 397 in the control group and 416 in the counseling group.
The women were age 50 to 64 years and were ethnically distributed as: White (54.9% ),
African American (23.9%), Hispanic (16.9%), and other (4.3%). The researchers
reported a 32% increase in adherence to mammography adherence protocols over a two
year period with telephone counseling, when compared to the control group who received
no counseling.
Surrogate Support
The Study to Understand Prognoses and Preferences for Outcomes and Risks of
Treatment (SUPPORT) was conducted with two broad primary objectives: (a) to improve
the quality of EOL decision making, and (b) to decrease the frequency of prolonging the
process of dying (Connors eta!., 1995). A listing of selected studies based on the
SUPPORT project is presented in Table 1.

Table 1. S -------Authors/
Publication Date.

- ,f

Connors et a!., 1995

Selected SUPPORT Related Stud.'--Purpose
Method
Improve EOL decision making and
decrease frequency of futile ICU
treatment.

Results

Phase I: Prospective Observational Study to
describe decision making process and patient
outcomes
Phase II: Clinical Trial to test SUPPORT
intervention.

Phase I: Less than half of MDs. were
aware when patients did not want CPR;
50% family members reported mod. to
severe pain in pt's;
Phase II: No improvement in
MD/patient communication or any
targeted outcomes.
Most patients did not discuss EOL
prefe.rences with MDs.; Surrogate,
nurse, and MD understanding of patient
preferences only slightly better than
chance.

Covinsky eta!., 2000

Review communication of patient
preferences for EOL care.

Descriptive analysis of SUPPORT articles
related to patient communication of EOL
preferences.

Baker et a!., 2000

Examine factors associated with
family satisfaction with EOL care.

After-death questionnaires to measure
satisfaction with EOL care.

30% subjects dissatisfied with decision
making and communication; 16%
dissatisfied with patient comfort.

Kennard eta!., 1996

Describe nurse involvement in EOL
decision making process.

Questionnaires to measure patient and
surrogate perception of nurse involvement.

Patients and surrogates perceived nurses
to be more influential in decision
making than either MDs or nurses.

Lynn eta!., 1997

Describe death experience from
surrogate perspective.

Surrogate interviews 4-!0 weeks after
patients' death, regarding death experience.

Marabella, Desbiens,
etc., 1998

Evaluate SUPPORT intervention for
improving patient/surrogate
agreement on EOL preferences.

Pre and post-intervention interviews of
patients and surrogates.

59% patient preferences not followed by
MDs.; Patients were conscious and
experienced significant pain, fatigue,
and dyspnea.
Intervention had no effect on
patient/surrogate preferences agreement.

Puchalski eta!., 2000

Examine extent to which patients
want MDs and family to make DNR
decisions for them.

Descriptive analysis of patient interviews.

···---

78% pts. preferred MD and family make
DNR decisions if they become
incapacitated.

--·

t
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The support setting included five teaching hospitals in the United States. The
study included a total of 9105 hospitalized adults with one or more life-threatening
diagnoses, and an overall mortality rate of 47%. The study design included t~o
phases.
Phase I included 4301 patients who were examined in a two year prospective
observation study. Phase II included 4804 patients who were followed in a two year
controlled clinical trial, and were randomized to either an intervention group
(N=2652) or control group (N=2152). Nurses who were specifically trained for the
intervention had multiple contacts with the patients (or, surrogates), physicians,
family, and hospital staff in order to improve understanding of outcomes, determine
preferences for EOL care and DNR, facilitate patient or surrogate and physician
communication, encourage pain control, and facilitate advanced planning.
Phase I documented severe shortcomings regarding communication related to
decision making at EOL. Only 47% of physicians knew when patients or surrogates
preferred to avoid cardiopulmonary resuscitation (CPR). Forty-six percent of DNR
orders were not written until the patient was within two days of death. Thirty-eight
percent of the patients spent the last 10 days of their life in an ICU. Family members
reported moderate to severe pain at least half the time for patients who were
conscious during the hospitalization.
No significant improvement in communication between physician and patients
or surrogates was found with the Phase II intervention. Neither was there any
significant improvement in any of the other five outcomes targeted by Phase II.
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Although Phase I confirmed the need for better patient/surrogate support, the nurses
intervention in this study did not achieve the desired results. The researchers
(Connors et al., 1995) suggested that improvement may require greater societal and
individual commitment. A review of several other studies generated by the
SUPPORT project follows.
Murphy eta!. (2000) also described the SUPPORT intervention and its
implementation. A primary hypothesis tested in the intervention phase of SUPPORT
was that EOL decision making could be improved through enhanced information and
communication. Professional nurses were given special training to elicit, clarify, and
improve communication among patients, families, and physicians. A basic
assumption was that decision making would be improved if doctors and patients or
their surrogates had better knowledge regarding treatment preferences and prognosis.
SUPPORT nurses were released from their usual duties and assumed a role
that included counseling and psychosocial support, as well as the transfer of
information. A key component of this role was facilitating communication and
decision making regarding DNR orders. All SUPPORT nurses received a week long
training session that included lectures, discussion, role playing, and slide
presentations specific to implementing the SUPPORT intervention. Topics included:
(a) relevant ethical and legal issues, (b) application of communication techniques and
conflict resolution strategies, (c) discussion of EOL plarming and care, (d) application
of pain management techniques to clinical situations, and (e) understanding basic
statistical analysis and computer applications relevant to the support intervention.
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Seventeen nurses were recruited at five sites. All were female, with at least
five year's experience primarily in critical care or medical-surgical nursing. The
average age was 40.5 years. All had bachelor's degrees and were either working
toward or had completed advanced degrees.
In this study, the intervention group included 2652 subjects. The control
group included 2152 subjects. The intervention group received enhanced support,
counseling, and information. Comparison of the experimental and control groups
showed no significant improvement in patient care or agreement on preferences for
treatment after the intervention. The researchers thought that a possible explanation
for failure of the SUPPORT study to meet anticipated outcomes might be that the
intervention was not carried out as intended. SUPPORT nurses identified several
barriers to implementing the intervention. Many of the SUPPORT nurses did not feel
adequately supported by nursing service, hospital administration, or other study
personnel. They also felt that having to obtain the physicians' consent impeded the
study by denying them earlier and more direct access to patients.
In spite of the barriers, SUPPORT nurses perceived themselves to be
successful in terms of facilitating communication. The SUPPORT nurses believed
this communication enhanced patient/family decision making qualitatively, even
though decision results did not lead to changes in measurable outcome.
Baker et al. (2000) examined factors associated with family satisfaction with
EOL care in the SUPPORT study. The researchers administered a questionnaire
regarding satisfaction with the patients' medical care and comfort, as well as
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satisfaction with communication and decision making. Respondents to the
questionnaire included family members and other surrogates for 767 seriously ill
hospitalized adults who had died. Thirty percent of respondents reported
dissatisfaction with communication and decision making. Sixteen percent reported
dissatisfaction with patient comfort. Satisfaction with decision making and
communication was found to be greater when patients died during hospital admission.
Of those dying at home (32%), satisfaction was significantly higher for patients
assigned to the SUPPORT intervention. Other factors found to be significantly
associated with satisfaction with decision making and communication were: the
hospital site, male surrogates reported less satisfaction with comfort measures,
surrogates who felt that patient preferences were no more than moderately followed
were less satisfied, and surrogates who reported family finances were greatly changed
by the illness were less satisfied.
Puchalski et al. (2000) examined existing data from the Hospitalized Elderly
Longitudinal Project (HELP) and the SUPPORT project, to determine the extent to
which seriously ill patients would prefer their doctor and family make DNR decisions
for them if they were unable to decide themselves. The analysis included 2203
subjects from the SUPPORT study and 1226 subjects from the HELP study. The
researchers used a logistic regression model for determining which factors predicted a
preference for family and physician decision making.
The researchers (Puchalski et al., 2000) found that in both groups, the
majority of patients preferred to leave DNR decisions to their physician or family
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members (78% in SUPPORT and 70% in HELP). Interestingly, patients expressed
their desire to have others make final DNR decisions even if they had already had
advance directives or had stated DNR preferences. Because such a large percentage
of hospitalized patients ultimately desire others to make EOL decisions for them, the
need for developing supportive interventions for surrogate decision makers is
underscored.
Teno et a!. (2000) conducted a prospective study to evaluate decision making
and outcomes for seriously ill patients who were treated in an ICU for at least 14
days. The study population included patients enrolled in the SUPPORT project.
Patients, their surrogates, and physicians were interviewed regarding communication,
prognosis, and goals of treatment. The researchers found that only 38% of the
patients or their surrogates reported having discussions with their physician regarding
prognoses or treatment preferences. The researchers emphasized that prolonged ICU
stays are expensive and are often followed by severe disability or death. Having less
than a 40% discussion rate between patients (or their surrogates) and physicians in the
face of high mortality, morbidity, and expense, is less than desirable. The need for
developing better mechanisms for communication and support for surrogate decision
makers is further supported by these results.
In another SUPPORT study, results suggested that improvements in

communication and support for patients and surrogates were especially needed when
patients were older and when the surrogate was not the patients immediate family
member (Marbe!la, Desbiens, Mueller-Rizner, & Layde, 1998). The researchers
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studied 1717 patients enrolled in the SUPPORT project to evaluate the support
intervention for improving patient~surrogate agreement on DNR preferences.
The researchers (Marbella et al., 1998) found that agreement regarding
resuscitation preferences between patients and surrogates increased from 75 %to 79.6
% over a two month period. Statistical analysis revealed that there was no significant
difference in the increase between intervention and control groups. Regression
analysis of social and demographic factors affecting agreement showed that
agreement rates decreased among older patients, and among those whose surrogates
were not immediate family members (spouse, child, sibling, or parent).
This results of the Marbella et al. (1998) study suggested surrogates'
agreement with patient preferences does improve slightly over time, but does not
appear related to the SUPPORT nursing intervention. Alternatively designed and
implemented nursing interventions may help ameliorate this situation, especially in
older patients and surrogates who are not immediate relatives.
In another study using SUPPORT data, Covinsky et al.(2000) examined
communication of preferences for EOL care among seriously ill patients. A primary
question focused on by the researchers was: How well do surrogates, nurses, and
physicians understand patient preferences, and what variables are correlated with
their understanding? The researchers (Covinsky et al.) conducted a review of the
descriptive findings from the SUPPORT project using its database as an observational
database. They reviewed database findings primarily associated with communication.
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In the SUPPORT study, patients as well as surrogates were interviewed on the
third day of hospitalization, as well as at 2 and 6 months after hospitalization.
Covinsky et al. (2000) found that among patients who could be interviewed, 77 %
reported they had not discussed their preferences for DNR orders with their
physicians by the third day of hospitalization. Forty percent of SUPPORT subjects
could not be interviewed on the third day due to cognitive impairment, coma, or
intubation. In many of these cases surrogates were interviewed instead. Evidence of
poor surrogate communication was indicated by the fact that the correlation between
the patients and surrogates beliefs about resuscitation preferences was only slightly
better than chance when patients had previously stated they did not want to be
resuscitated. Only 50% of surrogates expressed the same belief as the patients.
The use of advance directives (ADs) in this study (Covinsky et al., 2000) was
found to be ineffective in improving communication regarding EOL preferences. Of
688 ADs identified, only 36 of them included specific instructions about the use of
life sustaining treatment.
The researchers (Covinsky et al., 2000) suggested that the inadequacy of
communication between physicians and patients or surrogates will not likely be
corrected with isolated interventions. The researchers predicted that little
improvement in EOL communication will occur until training programs and third
party payers value it, and patients (or their surrogates) demand it.
Kennard et al. (1996) examined the role in the decision making process of
nurses who were caring for patients enrolled in the SUPPORT project. Nurses were
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surveyed at four of the five sites used in the SUPPORT study. One of the sites chose
not to participate in the nursing survey. The nursing interviews were similar in
content to surrogate, physician, and patient interviews. Nurses self-reported on their
role in decision making. Surrogates, patients, and physicians reported on their
perception of the nurse's role as well. There were 696 nurses interviewed in the
study.
'The researchers (Kennard et al., 1996) found that 58% of the patients or their
surrogates reported that interactions with nurses were either "very much" or "quite a
bit" helpful to them in making health care decisions. Physicians reported that nurses
had no influence on patient or surrogate decision making 62% of the time, and little
influence 24% of the time. The majority of nurses (67%) reported having little or no
knowledge of patient treatment preference. Fifty percent of the nurses felt they made
a significant contribution to treatment decision making. The researchers concluded
that nurses do not seem to be as involved in the decision making process as they
could be. Physicians did not appear to view the role of nurses in decision making as
significant, while a large percentage of patients and surrogates did. The researchers
suggested that nurses have an ethical responsibility to assist patients and surrogates in
EOL decision making. They also suggested that networking, mentoring, and role
modeling might be used to assist nurses in learning how to be more involved in the
decision making process.
In another analysis of the SUPPORT project, Lynn eta!. (1997) examined the
experience of dying from the perspective of family members. A total of 4124 of the
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9105 seriously ill patients included in this study died (46% ). After 3357 of these
patients died, the patient's family members were interviewed. Family members were
interviewed regarding the patient's general condition, symptoms, emotional state, and
preferences for treatment. Family members reported that the patient's quality of life
was poor in 67% of the cases. Physical symptoms were difficult to tolerate in 73% of
cases. Sixty-two percent of surrogates reported that patients had difficulty tolerating
emotional symptoms. In addition, family surrogates reported that actual care was at
odds with the dying patient's preferences 10% of the time.
Lynn eta!. (1997) found that surrogates generally preferred medical treatment
that foc.:used on comfort at EOL. Communication initiated by health care providers
with surrogates regarding patient preferences and prognosis were found to be
uncommon. The researchers noted that preferences for more aggressive care typically
arise from misconceptions about patient outcomes, and that improved communication
and support for patients and surrogates could decrease the incidence of inappropriate
aggressive care when it is not appropriate.
There were no other published studies of interventions found in the literature
that focus on surrogate decision makers on the scale of the SUPPORT investigations.
However, there are a number of smaller studies worthy of note. Jeffers (1998) used a
qualitative approach to study 11 surrogate decision makers for the purpose of
improving understanding of the experiences of surrogates confronted with decision
making for incapacitated family members. The researcher utilized semi-structured
interviews and an interpretative phenomenological method.
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Transcripts of interviews were analyzed and coded to identify recurring
themes. Four main themes were identified describing the surrogate's experiences: (a)
contextualizing the decision, (b) actualizing agency, (c) reviewing and resolving, and
(d) transcending.
Contextualizing the decision referred to the fact that the surrogates
experienced decision making within the context of the past, present, and future health
of the ill family member. Actualizing agency referred to the surrogates' perceptions
that there were no other persons who shared the full responsibility and burden of his
or her decision making.
Reviewing and resolving referred to the tendency of surrogates to reflect on
alternative outcomes if they had made different decisions and their ultimate
acceptance of the decisions they had made. Transcending referred to the surrogate's
use of religious faith, as well as support from others to ultimately resolve and
transcend the stressful decisions with which they were faced.
Jeffers (1998) concluded that nurses should provide greater support for
surrogate decision makers. Nurses should not view the presence of advance
directives on a patient's chart as adequate guidance for surrogate decision making.
Surrogates reported decision making within an emotional context that yielded
frustration anger, sadness, grief, and feelings of isolation. The need for better nursing
interventions designed to support surrogates during this difficult time is clearly
indicated.
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Limerick (2002) examined health care provider language used to
communicate with surrogate decision makers for the purpose of developing practical
suggestions for improving communication as well as decision making. Although
Limerick's (2002) work was not empirical research, his scholarly analysis of the
language used in the EOL context is valuable to clinical researchers formulating
protocols for EOL counseling. Development of the protocol for the dissertation
research reported here was influenced by Limerick's analysis and recommendations.
Limerick (2002) postulated that too often healthcare professionals use medical
terminology that has relevance to them, but provides little meaning for surrogates. In
faCt the language typically used by healthcare providers regarding EOL can actually
impede informed decision making. Limerick suggested replacing technological
terminology with substitutive language designed to increase surrogate understanding,
as well as decrease their psychological burden. For example, instead of asking
"which treatment do you want us to do or not do?" Limerick (2002) suggested asking,
"What is it that you want to have happen for this patient"? Additional examples
include substituting the terms artificial food or artificial water for the terms nutrition
or hydration. Instead of using the term ventilator, surrogates might better understand
artificial breathing machine. Limerick (2002) also suggested that communication
with surrogates might be improved by avoiding the phrase do-not-resuscitate (DNR)
and using instead the phrase allow a natural death (AND).
Limerick (2002) acknowledged that obtaining expertise in appropriate
communication with surrogates takes time and practice. However, efforts at using
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substitutive language with surrogates are justified if we are to improve surrogate
decision maker support and outcomes.
Powell (1999) examined the psychological aspects of surrogate decision
making within the context of a case scenario in which multiple surrogates were
competing for input into decision making. In this case, the incapacitated patient's
legal proxy was her current boyfriend, but her former husband was also requesting
input and was in need of support.
Powell (1999) suggested that in complicated cases such as these health care
professionals are often remiss in adequately considering family and relationships.
Surrogates may be perceived as counterproductive to the process of decision making
within the context of the modem hospital. Rather than receive support, surrogates
may be subjected to attempts to obtain the consent desired by hospital physicians and
staff. The quality of communication is seriously compromised and negotiations
strained.
Powell (1999) proposed that an understanding of family systems theory (FST)
can help restore supportive interactions with surrogates when communication is
strained by conflicting desires among family members. According to family systems
theory individual behavior may be best understood by looking at the larger context of
the family, rather than the individual (Minuchin, 1974). Healthcare providers must be
aware when supporting surrogates that family members do not act independently, but
rather their behavior is influenced by the actions of others in the family.
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Family systems theory includes the concept of homeostatic mechanisms by
which families attempt to maintain equilibrium when under stress. Minuchin (1974)
also described the concept of boundaries between families and outsiders.
Accordingly, healthcare workers may be perceived as outside family boundaries and
as a result not privy to relevant information.

In order to provide better psychological support for surrogates Powell (1999)
suggested that healthcare providers assimilate insights derived from FST into their
approach to surrogates decision makers. In the case scenario described by Powell
(1999) support might be facilitated by recognizing that the competing surrogates were
part of the same family. In this psychologically complex situation, the interests of the
patient and surrogates would better be served if the surrogates were brought together
in a meeting with the physician and the healthcare team. Surrogates should be asked
to summarize their understanding of the patient's situation. In this manner differing
viewpoints and misunderstandings could be revealed and clarified.
Powell (1999) also suggested that support may be enhanced by asking each
family member at this meeting to express their views of what the patient would want
in this situation. In addition, if religion appears to be a factor the provider may
suggest consulting clergy at this point. Overall, the researcher proposed that
providers must be flexible and sensitive to family dynamics in their approach to the
psychological support of surrogate decision makers. The decision making counseling
intervention developed for testing in this dissertation study was consistent with
Powell's suggestions.
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Rothchild (1994) reviewed research literature related to family dynamics at
EOL in order to develop interventions to better assist surrogates and family members.
Variables found to be important in the decision making process included: (1)'the
patients role in the family, (2) developmental stage of the patient and family, (3)
family cohesion, (4) communication of treatment wishes to proxies, (4) level of
medical sophistication of family members, and (5) ethnicity and religion. Rothchild
(1994) noted that althougl.J family members usually yield to a competent patient's
preferences for treatment they may also challenge preferences, either overtly with the
patient, or privately with the healthcare providers. Rothchild (1994) suggested that in
order to minimize conflicts that might arise secondary to family dynamics, healthcare
providers should follow certain guidelines for intervention including: (a) meetings
should include all members of the healthcare team, as well as all family members
with a stake in decision making, (b) patient condition and prognosis should be
consistently and clearly described, (c) the specific areas in need of decision making
such as DNR orders should be simply outlined, (d) give the family control over
reaching a consensus, (e) have one family member communicate decisions to the
treatment team, and (f) set a deadline for decision making. The decision making
counseling intervention tested in this dissertation study encouraged and facilitated
communication with all health care providers and family members with a stake in
decision making. However, the inclusion of all health care providers and family stake
holders in the counseling sessions was judged to be impracticable.
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Wilson (1993) conducted a qualitative study designed to evaluate factors
influencing surrogate decision making. The researchers used an ethnomethodological.
approach to examine a specific case in which a daughter was faced with deciding
whether her mother should be tube fed after having become completely dysphasic.
The ethnomethodological approach utilized semi-structured interview,
analysis of the interview data, and subsequent development of a decision model
flowchart. The flowchart revealed a number of critical factors that influenced the
daughter's decision making. The factors included: (a) the daughter perceived the
primary physician to be uncaring regarding her mother's outcome, (b) the daughter
perceived her only treatment options were tube feeding or letting her mother starve, in
which case she seemed to have only one option, (c) no other friends or relatives were
willing to share in the decision making which heightened the daughters stress, (d) the
mother and daughter had not had previous discussions of treatment preferences, (e)
the daughter believed that tube feeding was basic care rather than extraordinary life
support, (f) the daughter was not familiar with tube feeding and did not realize that
complications could arise that could potentially worsen her mothers condition, and (g)
the daughter did not perceive her mother as being in a vegetative state, and she
derived a sense of enjoyment and purpose from visiting her.
Wilson (1993) concluded from evaluating her data that: (a) a number of myths
and purely emotional factors were influential in the surrogates decision making, (b)
that hasty decision making can leave the surrogate with a burden of responsibility that
can last years after the decision is made, (c) that inadequate knowledge of the
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technology of tube feeding was a factor in the daughters decision, and (d) most
striking for the researcher, that the daughter felt abandoned during the decision
making process.
The researcher asserted that the s.tudy provides some evidence for the fact that
support for surrogate decision makers has not yet been well developed by healthcare
providers. The study suggests that improved communication between surrogates,
physicians, and other team members is needed. Clearly, for surrogate decision
makers to feel abandoned throughout the process is less than optimal.
In a study by Silberfeld, Grundstein-Amado, Stephens, and Deber (1996)

surrogates and physicians were compared on their roles in surrogate decision making,
as were their opinions regarding how choices should be made by surrogates. The
sample population included 71 family members and 34 physicians in the Toronto,
Canada area. Data were collected by questionnaire and semi-structured interview.
Study results revealed that physicians relied more on objective patient data and
expressed significantly less emotional burden in their role as surrogate decision
makers. Family members viewed emotional burden as a significant source of
difficulty in their surrogate role (82% ). Thirty-one percent of family members cited
inadequate support as problematic for surrogates, while only 3% of physicians saw
lack of support as a problem.
Siiberfeld eta!. (1996) suggested that the study results demonstrated the need
for physicians to more fully engage surrogates in the decision making process and not
leave them to sort it out alone. The researchers advocated increasing surrogate access
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to information, explaining clearly the recommended patient treatments, and providing
for referral for support when indicated by the level of surrogate distress.
Issa (2002) explored potentially special considerations that should be taken
into account when surrogate decision makers are also physicians (or other health care
professionals). This contribution to the literature was not research but does offer
useful guidance to clinical researchers developing and testing EOL decision making
counseling interventions. Issa added an interesting and original perspective in
pointing out that unique sources of conflict arise when the surrogate assumes the role
of both physician and family member. However, this special situation helps elucidate
factors relevant for support in the general population of surrogate decision makers.
Issa (2002) also pointed out that ethical concerns regarding patient autonomy
may be greater when the surrogate is a physician. In the absence of specific advance
directives, the concept of autonomy requires that surrogates apply one of two
standards in the decision making process, i.e., either the best interest standard or the
substituted judgment standard. The substituted judgment standard is to be applied if
the surrogate has adequate knowledge of the patient's values and beliefs. If not
enough is known regarding the patient's wishes, then the surrogate should decide
based on what is considered in the best interest of the patient. To apply these
standards objectively is difficult for all surrogates, but may be even more so if the
surrogate is a physician. Healthcare providers must be ready to provide extra support
designed to help clarify roles when the surrogate is a physician.
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Issa (2002) suggested the following strategies to facilitate support when the
surrogate is a physician: (a) it may be helpful or necessary to clarify for the surrogate
that his or her family member will be given the best possible care and will be treated
as any other patient, (b) discussion of treatment and prognosis should be continued as
it would for non-medically trained surrogates, especially if the family member's
illness is outside the surrogate's area of expertise, (c) recognizing possible ethical
concerns, explore as much as possible what is known regarding the patient's
treatment preferences, and (d) because the physician my feel burdened by his or her
medical background, encourage the surrogate to mentally take a step back and view
himself or herself as a family member rather than a health care provider. Although
these suggested strategies were directed to physicians, the EOL decision making
counseling intervention developed for testing in this dissertation study was consistent
with these recommendations.
Koppelman (2002), a philosopher, presented a rigorous philosophical analysis
of the concepts of autonomy, dignity, and other issues related to surrogate decision
making when the patient was incapacitated by dementia. Although this analysis was
focused on the case of surrogate decision making pertaining specifically to dementia,
the author of this dissertation found Koppelman's concept analyses of autonomy and
dignity to be useful in anticipating the ethical dilemmas faced by surrogates and to
plan the counseling protocol accordingly.
Special considerations for surrogate support and respect for patient autonomy
arise when the patient is incapacitated by Alzheimer's disease or other forms of
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dementia. Koppelman (2002) argued that dementia affects the patients concept of
self and the surrogates ability to make decisions based on patient autonomy are
complicated by whether the "then" self or "now" self should be given priority. She
also argued that neither view is complete, and that a perspective which incorporates
the two into a concept of the "whole" self is necessary for surrogates to make optimal
decisions. Emphasis on a concept of "split" self causes distress for the surrogate and
inhibits their ability to make decisions that are most respectful of patient autonomy.
Recognizing that there is often continuity between the "now self' and the "then self'
will help the surrogate to focus on the whole self. For example, if a patient can still
smile at her grandchildren, she is still experiencing life even though she now lacks the
capacity to express herself in the same manner as she could prior to the onset of her
dementia.
Health care providers should be particularly sensitive to the special needs of
surrogates whose family members are victims of dementia. Supportive interventions
for this population should reflect an understanding that these surrogates may require
more time and patience in making decisions because patient values and preferences
may not be as readily apparent as fu cases of acutely seriously ill patients.
Bosek, Savage, Shaw, and Renella (2001) analyzed the ethical and legal issues
inherent in surrogate decision making and formulated case exemplars to facilitate
awareness of how value conflicts and communication problems may hinder the
effectiveness of health care provider and surrogate interactions during the decision
making process. Although the focus of this article was to recommend guidelines for
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nurse administrators, the case exemplars and reco=endations are also useful to
clinical investigators seeking to develop and test EOL counseling interventions. The
case exemplars and reco=endations were consistent with the decision making
counseling intervention developed and tested in the dissertation research reported
here.
Bosek eta!. (2001) noted that to provide optimal support for surrogates, nurse
administrators must take into account certain limitations associated with surrogate
decision making. The limitations included: (a) the surrogate may have difficulty
separating their needs from those of the patient, (b) the surrogate may be faced with
the task of making complex decisions without the benefit of written guidance· from
the patient, (c) the surrogate may encounter treatment decisions that were not
available before the patient became incapacitated, and (d) the surrogates ability to
participate in decision making may be impaired due to distance from the patient or
other commitments.
Bosek eta!. (2001) suggested that nursing administrators are obligated to
work with staff nurses and other members of the healthcare team to support surrogate
decision makers by promoting co=unication and discussion of values. Nursing
administrators must also strive to improve outcomes by assuring that staff nurses and
other providers are updated on policies and procedures related to surrogate decision
making. The authors concluded that the nurse administrator's role is ultimately to
facilitate the surrogates capacity to make decisions in the patient's best interest.
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Summary
Clearly, both depression and anxiety of significant degree can impair a
surrogates response to an EOL event. Negative mood, including sadness, as well as
agitation and irritability, can lead to lowered self-esteem, as well as a diminished
sense of autonomy and personal control. Withdrawal and impaired cognition
associated with depression could significantly affect the surrogate's ability to
eventually perceive his or her decisions as emotionally and intellectually satisfactory.
Cognitive-behavioral interventions have been effective in reducing depressive
symptoms in other populations so there is reason to expect the DMCI which is based
on cognitive-behavioral methods will be effective with surrogate decision maker.
Although still to be described in detail by empirical research, existing research
and anecdotal clinical reports indicate that inordinately heightened anxiety may be
expected to have substantial negative effects on the surrogate decision maker.
Diminished sense of personal control and autonomy may severely obscure the DNR
issues for the surrogate. If this happens, then one of two things may occur. One
possible scenario is that the surrogate, feeling helpless and out of control, may
become unduly reliant on others to make decisions for them. Alternatively, if the
surrogate can be supported enough to optimally reduce their anxiety anq depression,
their sense of control may be regained to the point that they can make appropriate
judgments for themselves. The second scenario is preferred and consistent with
nursing's holistic approach. Cognitive-behavioral interventions have also been
effective in reducing symptoms of anxiety in other populations so there is reason to
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expect that the DMCI which is based on social cognitive theory and adapts
therapeutic approaches used in cognitive-behavioral therapy will be effective with
surrogate decision makers. A corollary to this proposed study is to show that
surrogate decision makers need not be dependent on a paternalistic model. Rather,
they may be empowered to make their own important health decisions. With proper
support, the surrogate's sense of personal control can be restored to such a degree,
that they themselves can bring closure to the EOL event in a manner consistent with
their own world view.
Telephone counseling techniques have been shown to be effective in a large
variety of research and clinical settings. Telephone counseling enables praciltioners
to reach a larger clientele in less time and in a more cost effective manner. Reports
from recipients of telephone counseling have also been found to be positive. The
necessity of dealing with EOL issues continues around the clock everyday in our
healthcare system, affecting thousands of patients and surrogates. It is unlikely that
the large numbers of persons requiring assistance could be supported by face-to-face
II!eetings alone. Thus, research examining the use of telephone counseling to provide
support for this large and needy population is justified. Recent empirical research
reveals that current approaches to providing support for surrogate decision makers
have often been inadequate. As evidenced by the SUPPORT project results, as well
as other studies, the need for further research aimed at improving the design and
implementation of supportive interventions for surrogate decision makers is indicated.
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The limited number of surrogate decision making intervention studies found in the
literature lends support to conducting this dissertation study.

CHAPTER4
Methods

Design of the Study
A pretest-posttest control group design was used to test the study hypotheses.
Administration of instruments was done on study day one and again approximately 14
days later. Study subjects were also contacted approximately seven days after admission
to the study to monitor their progress and provide the experimental group subjects with
counseling as needed.
The two-week period was selected in order to deliver additional support to
surrogate decision makers early when they were most in need of support. The
experimental design was used to compare 19 surrogates receiving a face-to-face or
telephone delivered cognitive-behavioral decision making counseling intervention
(DMCI) to 19 attention-usual care control group subjects on measures of situational
depression, situational anxiety, perceived personal control, and satisfaction with EOL
care.
A major strength of this study was that the surrogate decision maker was used as
the fundamental unit of analysis. Each subject participating in this study was asked to
answer questionnaires from the perspective of the surrogate decision maker. A second
major strength of this study is that it was an intervention study. The development of
research-based interventions may give healthcare practitioners better tools with which to
support this vulnerable population. It was anticipated that the intervention proposed in
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this study would improve outcomes for surrogate decision makers. The methodology
used is presented in more detail in the following sections which address design strengths
and limitations, setting, sample, human assurance procedures, intervention protocol, data
collection, data analysis procedures, and lessons learned from a preliminary pilot study.
Strengths and Limitations
. A major strength of the pretest-posttest control group design was the potential
reduction of threats to internal validity afforded by the use of a control group (Campbell
& Stanley, 1963). Another strength of the design was that threats to validity associated

with maturation and history were reduced because measurement and intervention
occurred over a short study period of two weeks. Also, threats to validity associated with
intrasession history were reduced by rigorous adherence to the study protocol using
standardized intervention and data collection procedures that were presented in the same
manner to each participant.
The design was limited in terms of its external validity by a caveat applicable to
all experiments in that the generalizability of data obtained from a specific sample to a
larger population can never be completely logically justified (Campbell & Stanley, 1963).
This is true because the experimental conditions imposed on a sample may not be
representative of conditions that exist in the population at large. A limitation of external
validity specific to the design used in this study involved possible interaction effects due
to the use of the pretests on the intervention.
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It cannot be completely ruled out that part of the posttest variation was due not only to
the effects of the intervention but also to the fact that subjects may have been influenced
by answering questionnaires prior to the intervention.
Setting

Data were collected from each participant in a moderate-sized metropolitan
community in the southeastern United States. The setting provided for this study
included three hospitals located within the metropolitan area. These hospitals serve a
mixture of patients for whom DNR orders were often initiated secondary to a variety of
medical conditions. Each patient in these hospitals was admitted by one physician who
was primarily responsible for his or her care. Although other physicians were sometimes
consulted during the hospital stay, it was typically the primary physician who initiated
DNR discussions when they were deemed appropriate. Initial contact with participants as
well as obtaining an informed consent took place within the hospital setting. The setting
for the remainder of the study took place either face-to-face in a quiet and private
location within the hospital or in the study subjects home. Interaction with study subjects
within the home setting took place via telephone.
Sample

The target population for this study was surrogate decision makers of patients for
whom DNR orders were being imminently considered or those for whom DNR orders
had been initiated within the last 48 hours. Surrogate decision makers were considered
part of the target population both before and after DNR orders were initiated because
surrogate decision making was conceptualized as a process rather than a static event.
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The surrogate decision making experience exists on a continuum, often beginning before
discussions of DNR orders are initiated, and continuing long after the death of the patient.
Specifically, individuals referred by the physician as the surrogate decision maker
responsible for the DNR patient were included in the population. A convenience sample
was used with subjects obtained from each of the three hospitals included in the study.
Subjects were referred to the principal investigator by referring physicians as they
became available and then randomly assigned to either the experimental or control group.
Inclusion and Exclusion Criteria
Inclusion criteria for the study were as follows: (a) surrogate decision makers
were referred by the primary physician bearing the chief responsibility for the DNR
patient, (b) subjects were fluent in speaking and reading the English language, (c)
subjects had no known cognitive disability that would prohibit informed consent, and (d)
subjects were at least 21 years of age. Surrogate decision makers were excluded from the
study if the ill family member died before informed consent was obtained.
Sample Size
The anticipated sample size was determined by power analysis using an effect
size of .80, power of .80 with alpha set at .05. The alpha of .05 was decided upon as a
matter of convention, because it is typically considered acceptable in nursing and
behavioral research. The power of .80 chosen for this study was also chosen as a matter
of convention based on recommendation by Cohen (1988) that .80 be used as a minimal
standard. The effect size of .80 was extrapolated from a review of similar investigations,
which also used the BDI, BAI, PMS, and the FAMCARE scale (Amau, Meagher, Norris,
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& Bramson, 2001; Bowen, South, Fischer, & Looman, 1994; de Godoy & de Godoy,

2003; Kristjanson, 1993; Ringdal, Jordhoy, & Kaasa, 2002).
The studies available for review showed large effect sizes of approximately .80.
Sample size for this dissertation study was determined by applying the conventional and
extrapolated values above to tables provided by Lipsey (1990). To achieve a power of
.80 with an effect size of .80 and two-tailed alpha of .05, a sample size of approximately
60 subjects was projected. One of the limitations of the study to be discussed in Chapter
6 is that obtaining 60 subjects proved to be unrealistic. The actual sample size was 38.
Human Subjects Permission and Protection

Approval for the study was obtained from the Medical College of Georgia Human
Assurance Committee prior to data collection (Appendix A). Approval for the study was
also obtained from Doctors Hospital Augusta, St. Joseph's Hospital, and Select Specialty
Hospital all of which are located in Augusta, Georgia. Informed consent was obtained
prior to the administration of questionnaires or the implementation of interventions. To
insure confidentiality, subjects were identified by numeric code. The investigator and
faculty sponsor were the only persons with access to subjects' codes and identifiable
collected data
The names of potential subjects who participated in this study were obtained from
the primary physician responsible for the care of the patient. Subjects who agreed to
participate and completed informed consent were randomly assigned by the flip of a coin
into either the DMCI experimental group or the attention-usual care control group. Dr.
Harold Gardner, a clinical psychologist, agreed to accept referrals of any subjects if
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necessary. At any time during the study subjects were able to request referral to a
professional psychotherapist and would be immediately referred to Dr. Gardner. Subjects
were also offered referral at any time by the researcher after collaboration with his faculty
sponsor, Dr. Gerald Bennett, if depression and anxiety scores or any other circumstances
arose that suggested referral was indicated.
Gender and Minority Inclusion

Subjects of both genders were included. In addition, African-Americans
comprised a significant portion of the population in the Augusta, Georgia area. Based on
the demographics

of this geographic area, the anticipated sample was projected to be

approximately 55% African-American and 45% Caucasian. The aetna! ethnic group
distribution in the sample recruited was highly consistent with the projection. The
recruited sample was 52.6% African American and 47.4% Caucasian.
Counselor and Data Collection Training

The principal investigator is a master's degree prepared mental health/psychiatric
nurse with expertise in therapeutic communication and counseling techniques. The
training necessary to conduct this stndy included the use of the DMCI and the practices
of active listening and problem solving. The principal investigator used the DMCI
protocol in a pilot study prior to administering it in the larger stndy.
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Case Supervision

The principal investigator kept detailed case management notes on each subject
during the intervention phase. The principal investigator completed an evaluation after
each counseling session regarding the length of the interaction, rapport, responsiveness,
and satisfaction reported by the study subjects. According to the study protocol, subjects
whose BDI or BAI scores showed severe depression or anxiety were discussed by the
researcher and his faculty sponsor in order to identify any problems and consider options
for referral.
Intervention Protocol and Data Collection Procedures

With the permission of the patients' primary physician, the surrogate decision
maker was contacted by telephone to arrange a meeting at the hospital in which the ill
family member was a patient, or in another convenient public location designated by the
potential subject. These meetings usually took place in private in a social worker's office
or the hospital chapel.
Initial Meeting and Support Session I

The purpose of the research study was described to the potential subject and
informed consent was obtained. It was made clear to the subject that the decision not to
participate in the study would not affect the care provided to the patient. In addition the
investigator made clear to each subject that they could withdraw from the study at any
time and for any reason, without any impact on them or the patients care.
After obtaining informed consent participants were randomly assigned to either
the DMCI experimental group or the attention-usual care control group. Subjects were
randomized using paired block randomization with treatment and control group
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assignment determined by the flip of a coin for each pair of subjects. The researcher and
the subject then decided on a time and place convenient for, and specified by the subject,
during which the researcher communicated either face-to-face or by telephone with the
subject later that same day. During the first study day, the subject answered all
questionnaire items (fl ). This took less than 30 minutes. Once the questionnaires were
completed the experimental group subjects began Support Session 1. During Support
Session 1 experimental group subjects were provided 30 minutes to discuss their
thoughts, feelings, questions, and concerns regarding surrogate decision making. The
investigator provided therapeutic communication, and emotional support. In addition, the
inves~gator

discussed with the subject the patient's prognosis, possible options, and

potential consequences of those options, based on information obtained from the patient's
primary physician. The investigator also attempted to identify the subjects coping
strategies and support persons, and encourage the subject to utilize these resources.
At the end of Support Session 1, experimental group subjects were asked to set a
date and time for Support Session 2. Support Session 2 took place approximately seven
days after the first session. The subjects were also given a telephone number at which
they could contact the investigator at any time during the interim for any questions or
concerns related to the surrogate decision making issues.
Support Session 2

Support Session 2 served as a continuation of Support Session 1. Support Session
2 was designed to provide the experimental group subjects with continued assistance in
their decision making process, reinforce their coping strategies, and assist them in
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acquiring of any other information they deemed important. Support Session 2lasted for
approximately 30 minutes and took place either face-to-face or by telephone conference
with only the investigator and subject present.
At the end of Support Session 2, the subjects scheduled a date and time for
Support Session 3 to take place approximately seven days from the date of Support
Session 2. As before, the subjects were given a telephone number at which they could
reach the investigator at any time for questions or concerns.

Suppon Session 3
Counseling continued with the same goals as in Support Sessions 1 and 2. Support
Session 3 was again conducted either face-to-face or by telephone conference for
approximately 30 minutes just as Support Sessions 1 and 2. At the conclusion of Support
Session 3, experimental subjects were asked to complete the research questionnaires
again (T3). After completion of the questionnaires, the investigator encouraged the
subjects to discuss their thoughts and feelings about what has transpired during the study
period. After this discussion the relationship was terminated and the subjects were
referred back to the primary physician for any further consultation. The investigator
scheduled interventions three times to minimize participant burden. Table 1 shows a
sample intervention and data collection schedule for experimental and control groups.
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Table 1. Sample Intervention and Data Collection Schedule.
GROUP

TIME

Support Session 1

Support Session 2

Support Session 3

Experimental
(DCMI)

TtYt

y2

T3 Y3

Control

TtZt

4

T3~

Note: T = Pomt of measurement. Y = DCMI. Z = attention-usual care mtervent10n.

The data collection procedure for the attention-usual care control group subjects is
described in the following section.
The Control Intervention
Subjects who were randomly assigned to the control group completed the study
questionnaires at Tl and T3 just as the experimental group subjects, but they did not
receive the counseling intervention. Instead an attention-usual care intervention was used
to compare the DMCI group to the attention-usual care group and to rule out the
Hawthorne effect.
Surrogate decision makers at each facility received usual care which typically
included occasional discussion of the ill family member's condition and prognosis with
the physician, nurses, pastoral staff, and other healthcare personnel. During the attention
portion of the study, control subjects were telephoned to determine if they had been
engaged in discussion with other healthcare providers, or asked about their general well
being with the process. Questions were answered briefly, however, if the subjects
required more than brief answers they were referred back to their primary physician. For
example, if the counselor was asked if it was normal to feel depressed, the counselor
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answered the question and continued discussion to determine if the subject required
referral. Subjects in the control group received three brief telephone calls (approximately
5-10 minutes) over the two-week period.
The Surrogate Decision Making Counseling Intervention
The Surrogate Decision Making Counseling Intervention (DMCI) was intended to
be a brief psychological intervention for experimental group study participants. The
DMCI was based on social cognitive theory and adapted approaches used in cognitivebehavioral therapy. The intervention was provided by the principal investigator who has
received educational training for this type of intervention.
The intervention was comprised of three sessions approximately 30 minutes in
length. The goal of the sessions was to facilitate surrogate decision making, to reduce the
situational anxiety and depression associated with surrogate decision making, to increase
the surrogates level of perceived personal control, and to increase surrogate satisfaction
with EOL care. The investigator employed cognitive-behavioral counseling teehniques to
facilitate the participant's decision making process. The investigator also incorporated the
use of supportive psychotherapy during the sessions, being sensitive to individual and
cultural differences and recognizing that what may have produced anxiety and depression
in one individual, may have only slightly impacted another.
In addition, the investigator focused on assisting the study participants with
understanding the ill family members prognosis, utilizing all possible positive coping
mechanisms in their personal repertoire, and utilizing available support systems in order
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to optimally resolve their problems. A brief guide to the intervention protocol is attached
in Appendix G.

Adherence to the Data Collection Protocol
Adherence to the data collection protocol was determined by the amount of
missing data (less than 5% ). It was decided that if greater than 5 % of the data was
missing the subject would be disqualified. There were no cases missing more than 5 %.
Instruments
Each participant in the study completed the Beck Depression Inventory (BDU, the
Beck Anxiety Inventory (BAD, the Perceived Personal Control Questionnaire (PPCQ),
the Pearlin Mastery Scale (PMS), the Demographic Data Questionnaire (DDQ), and the
FAMCARE scale (FMS) (modified version). Each instrument is described below.

Beck Depression Inventory (BDI)
The Beck Depression Inventory (BDU is a 21-item self-report instrument for
measuring depression in adults, as well as adolescents 13 years of age and older. The 21
attitudes and depression symptoms included in the BDI were cliilically based on patient's
verbal descriptions and were not based on any specific theory of de~ression (Becket al.,
1961). The items included are: (1) mood, (2) depression, (3) sense of failure, (4) selfdissatisfaction, (5) guilt, (6) punishment, (7) self-dislike, (8) self-accusations, (9) suicidal
ideas, (10) crying, (11) irritability (12) social withdrawal, (13) indecisiveness, (14) body
image change, (15) work difficulty, (16) insomuia, (17) fatigability, (18) loss of appetite,
(19) weight loss (20) somatic preoccupation, and (21) loss of libido. ·
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The BDI may be administered either orally or in written form. In this study it was
administered orally. Respondents were instructed to rate which of the statements best
described how they had been feeling during the past two weeks including today.
The BDI score was obtained by summing the respondent's ratings for each of the
21 items. The maximum score was 63. The guidelines for interpreting the severity of
depression are as follows: (I) 1-13 minimal depression, (2) 14-19 mild depression, (3)
20-28 moderate depression, (4) 20-63 severe depression. The reliability of the BDI has
been well established: testing of the BDI on a large clinical sample (N=500) has shown
high reliability, with a coefficient alpha =.92 (Beck, Brown,&. Steer, 1996).

Beck's Anxiety Inventory (BAI)
The Beck's Anxiety Inventory (BAI) is a 21- item scale designed to measure the
severity of self-reported symptoms of anxiety (Appendix E). The BAI includes 21
statements of anxiety symptoms rated on a 4-point scale as follows: "not at all" = 0
points; "mildly, it didn't bother me much" = 1 point; "moderately, it was very unpleasant,
but I could stand it"= 2 points and "severely, I could barely stand it"= 3 points. The 21
items included are (1) numbness or tingling, (2) feeling hot, (3) wobbliness in legs, (4)
unable to relax, (5) fear of the worst happening, (6) dizzy or lightheaded, (7) heart
pounding or racing, (8) unsteady, (9) terrified, (10) nervous, (11) feelings of choking,
(12) hands trembling, (13) shaky, (14) fear of losing control, (15) difficulty breathing,
(16) fear of dying, (17) scared, (18) indigestion or discomfort in the abdomen, (19) faint,
(20) face flushed, and (21) sweating (not due to heat).
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The BAI may be administered either orally or in written form. In this study it was
administered orally. Respondents were instructed to rate how each symptom applied to
them over the last week including today. Respondents were told: (1) that a rating of "not
at all" means they had not experienced the symptom, (2) tbat a rating of "mildly" means
it didn't bother tbem much, (2) tbat a rating of "moderately" means tbey were bothered
very much by the symptom, and (3) that "severely" means that they could barely stand it.
The BAI total score was obtained by summing tbe respondent's ratings for each
of tbe 21 items. The maximum score is 63 points. The guidelines for interpreting the
severity of anxiety are as follows: (1) 0-7, minimal anxiety, (2) 8-15, mild anxiety, (3)
16-25, moderate anxiety, (4) 26-63, severe anxiety. Validity and reliability of the BAI
have been well established. The internal consistency reliability of tbe BAI has been
established with a Cronbach's alpha= .92 (Beck, Epstein, Brown, & Steer, 1988). Testretest reiiability has been reported to be .75 over one week. Questionnaire items in the
BDI correspond to tbe Diagnostic and Statistical Manual of Mental Disorders-Fourth
Edition (DSM-IV, 1994) criteria for anxiety disorders.
The Pearlin Mastery Scale

The Pearlin Mastery Scale (PMS) is a seven-item Likert scale which is designed
to measure personal control or mastery. Mastery or personal control is defined as tbe
extent to which an individual considers their "life-chances" as being under their own
control ratber tban being fatalistically determined (Appendix B).
The PMS includes seven statements representing personal control beliefs rated on
a 4-point scale as follows: (1) strongly disagree= 4 points, (2) disagree= 3 points, (3)
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agree= 2 points, and (4) strongly agree= 1 point. The method of rating applies to PMS
items 1 through 5. Items 6 and 7 are reverse scored. The total range of possible scores for
the PMS extends from.? (low mastery) to 28 (high mastery). Guidelines for interpreting
the level of respondents personal control or mastery are as follows: ( 1) 1-7 "low level of
mastery", (2) 8-14 "medium level mastery", (3) 15-21 "moderate level of mastery", and
(4) 22-28 "high level of mastery" (Pearlin eta!., 1981). The PMS has been shown to have
high internal reliability with Cronbach's alpha> .75 (Folkman & Lazarus, 1986).
The FAMCARE Scale (FMS) (modified version)

The modified FAMCARE scale (Appendix F) is a 21-item Likert scale designed
to measure family satisfaction with EOL care. Satisfaction with EOL care refers to the
attitudes held by family members regarding how favorable or unfavorable they view the
health care received by their ill family members at EOL (Kristjanson, 1993). The items
included on the FAMCARE question family members regarding their attitudes about
accessibility of healthcare providers, communication with healthcare providers, the
manner in which tests and treatments are performed, and the quality of pain management.
The FAMCARE scale is scored using a 5-point Likert scale as follows: 1 =very
satisfied, 2 = satisfied, 3 = undecided, 4 = dissatisfied, and 5 = very dissatisfied. Total
possible scores for the FAMCARE range from 21 to 105. The instrument was rescaled so
that low scores indicate low satisfaction with EOL care and high scores indicate high
satisfaction with EOL as follows: (21-40) very dissatisfied, (40-60) dissatisfied, (60-80)
satisfied, (80-105) very satisfied (Ringdal, Jordhoy, & Kaasa, 2002). Krisganson (1993)
achieved a Cronbach's alpha coefficient of0.93 indicating the FAMCARE scale had
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good reliability. The test-retest reliability using Person's product moment correlation was
0.92, which is above the criteria for acceptability of> 0.80.
The Perceived Personal Control Questionnaire (PPCQ)

The Perceived Personal Control Questionnaire (PPCQ) is a nine-item researcherdeveloped scale designed to measure perceived personal control in surrogate decisionmakers adapted from a perceived personal control scale developed by Berkenstadt,
Shiloh, Barkai, Katznelson, Goldman (1999). The PPCQ includes nine statements
representing personal control beliefs rated on a 3 point scale as follows: (I) 0 =do not
agree, (2) 1 =somewhat agree, and (3) 2 =completely agree. Guidelines for interpreting
the surrogate decision maker's level of perceived personal control are as follows: (1) 0-5
"low level of personal control'', (2) 6-11 "medium level of personal control", and (3) 1218 "high level of personal control".
The original PPCQ was developed by Berkenstadt et al. (1999) to assess
perceived personal control in a sample of subjects receiving genetic counseling.
Adaptation of the PPCQ for this study was intended to provide data relevant to perceived
personal control specific to the situation of being a surrogate decision maker. By using
the PPCQ in conjunction with the more global Pearlin Mastery Scale a more
comprehensive analysis of perceived personal control among surrogate decision makers
was possible. The reliability of the original PPCQ was shown to be good yielding a
Cronbach's alpha of0.86 (Berkenstadt et al.).
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Demographic Data Questionnaire

An investigator developed demographic data questionnaire was used to record
surrogate characteristics for all study participants (See Appendix H). These data were
used to provide descriptive information regarding the sample.
Data Analysis

Two-way Analysis of Variance (ANOVA) with test time as a repeated factor was
used to analyze data collected from experimental and control groups. Pretest and posttest
data from both the experimental and control groups were compared and analyzed for each
of the dependent variables including situational anxiety, situational depression, perceived
personal control, and satisfaction with EOL care. The expectation was that posttest
measures of personal control and satisfaction with EOL care would be higher for the
experimental subjects who received the DMCI than for the control group subjects who
received only usual care. Measures of situational depression and anxiety were expected
to be lower for subjects who received the DMCI than for control group subjects who
received only usual care. Demographic data were reported using descriptive statistics.
Pilot Study
A pilot study of this proposed research was approved by both the Medical College
of Georgia Human Assurance Committee and the Doctors Hospital Augusta Institutional
Review Board and was conducted at Doctors Hospital Augusta. The pilot study included
four subjects and was done to determine the feasibility of the study as well as to address
any potential difficulties that might arise prior to implementation of the proposed larger
study.

85

The age range of the study participants was 42 years to 65 years. All participants
were female and were daughters of the ill family member. Three of the study subjects
were Caucasian arid one was African-American. All subjects were Protestant, worked
full-time, and had at least a high school education. The study participants' demographic
data are presented in Table 2.
A primary objective of the pilot was to determine the feasibility of conducting a
similar but larger study at a later date. Specifically, the researcher wanted to answer
questions such as: (1) would physicians be willing to participate in the study?, (2) would
subjects who fit the inclusion criteria be available?, (3) would potential subjects be
willing to give informed consent and participate in the study?, and (4) would study
subjects be able to understand the questionnaires and answer the questions appropriately?
Pilot study objectives were met. All physicians who were approached at Doctors
Hospital were very interested in the study and eager to participate. Participating
physicians were able to refer subjects who met the inclusion criteria. A total of six
potential subjects were referred. Four of these subjects were willing to give informed
consent and also completed the study. All study participants were able to understand the
questionnaires and answer the questions appropriately. The time needed to complete the
questionnaires was less than 30 minutes. All subjects were given the option of either
face-to-face or telephone counseling. Three of the subjects chose telephone counseling
because they wanted the convenience of participating at their leisure in their homes.

Table 2. Pilot Study Demographic Data

Subject

~ge

Gender

Race

!Education ~eligious
!Employment .ncome
!Preference ~tatus ·

001

58 years

Female

White

IH. s.

!Protestant

Full time

002

42 years

Female

Black

~.s.

Protestant

Full time

003

43 years

!Female

[white

~.s.

!Protestant

!Full time

004

65 years

!Female

[white

Some
College

Protestant

!Full time

General
!Health

$15kfair
$19,999k
Good
$15k$19,999k
Good
$40kc
$50,000k
Good
:~>15k$19,999k

00

"'
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One of the participants who spent much of her time at the hospital found face-to-face
counseling more convenient. Visual inspection of the post-intervention questionnaires
showed decreased depression and anxiety scores. Personal control scores postintervention were increased on some items and remained constant on others. Satisfaction
with EOL care scores showed participants were generally satisfied with care postintervention. When participants expressed dissatisfaction it was often with their inability
to communicate with physicians. Physicians who work in a bum center are extremely
busy providing care to a large number of critically ill burn victims. Due to the demands
on their time and their frequent inability to locate family members, these physicians often
relied on nurses and physician assistants to communicate with family members. The
researcher was able to assist study participants with this problem by communicating their
concern to the physician and arranging times for subjects and physicians to communicate.
Also of interest was the fact that none of the surrogates had made DNR decisions
for their ill family members prior to enroliing in the study. While participating in the pilot
study, three of the subjects decided to initiate DNR orders for their ill family members.
One of the DNR patients was still living at the end of the study. A fourth study subject
had not yet made a DNR decision at the end of the study and their ill family member was
still living.

In summary, the pilot study results appeared to suggest that a larger study was
feasible and justified. Both physicians and surrogate decision makers were interested in
the study and willing and able to participate. Preliminary inspection of the data suggested
that the proposed intervention may possibly improve personal control, affective
outcomes, and satisfaction in surrogate decision makers at EOL.

CHAPTERS
Results
Data Analysis
Data analysis included both descriptive and inferential statistics. Descriptive
statistics were used to summarize the sample attributes. Demographic analysis was done
to determine whether random assignment of subjects was effective in providing
equivalent experimental and control groups. The inferential statistics used in the analysis
included Chi-Square, Mann-Whitney U, and 2-way AN OVA with test time as a repeated
factor. These methods were used to compare the experimental and control groups in
terms of research hypotheses. Statistically significant differences were assumed if the
probability of making a Type I error (alpha) was p < 0.05 (two-tailed).
Subject Participation
Forty subjects were referred to the researcher and enrolled in the study between
Augnst 2004 and March 2005. One subject dropped out of the study the day after
obtaining informed consent and never participated in data collection. A second subject
completed informed consent and initial data collection, but was unavailable by telephone
for follow-up sessions. Additional potential subjects were referred by physicians
participating in the study but were not included because the researcher was unable to
reach them by telephone or in person to schedule an initial interview. For these reasons
data analysis included a total of 38 subjects who completed the entire study protocol.
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Demographic and Descriptive Characteristics of the Sample
Eight males (21.1 %) and 30 females (78.9%) participated in the study. Among
these subjects, 20 were African-American (52.6%) and 18 were Caucasian (47.4%). The
majority of participants reported having at least a high school diploma (36.8%) or a
college degree (34.2% ), with 28.9% of participants reporting educational level ofless
than high school. Most of the study participants described their religious preference as
Protestant (81.6%)_, with the few remaining participants (18.4%) reporting religion
preferences other than Protestant.
Table 3 shows each demographic variable in terms of percentages for both
experimental and control groups, as well as total study sample after randomization.
Statistical analysis of the study groups using Chi-square, Mann-Whitney, and t-test for
age showed DMCI and attention-usual care groups to be comparable in terms of
demographic variables (Table 4). Comparison of groups using t-tests on questionnaire
scores at Tl showed no significant difference between study groups (Table 5).
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Table 3. Demographic Characteristics of the Experimental Group, Control Group,
1
andTotaIS tudty S ample.
Total Study
Control
Experimental
Group
Sample
Group
N=38
N=19
N=19
Gender
30 (78.9%)
15 (50.0%)
15 (50.0%)
Female
4 (50.0%)
8(21.1%)
4(50.0%)
Male
Ethnicity
African-American
Caucasian

10 (50.0%)
9 (50.0 %)

10 (50.0%)
8 (50.0 %)

20 (52.6%)
18 (47.4%)

Educational Level
No High School Diploma
Completed High School
College Degree

7 (63.3%)
5 (35.7%)
7 (58.3%)

4 (36.4%)
9 (64.3%)
6 (46.2%)

11 (28.9%)
14 (36.8%)
13 (34.2%)

Religious Preference
Protestant
Other

15 (48.4%)
4 (57.1%)

16 (51.6%)
3 (42.9%)

31 (81.6%)
7 (18.4%)

Employment Status
Employed
Unemployed
Retired

9 (52.9%)
3 (33.3%)
7 (58.3%)

8 (47.1 %)
6 (66.7%)
5 (41.7%)

17 (44.7%)
9 (23.7%)
12 (31.6%)

Net Family Income
< $29,999
$30,000-$49,999
> $50,000

7 (53.8%)
6 (42.9%)
6 (54.5%)

6 (46.2%)
8(57.1%)
5 (45.5%)

13 (34.2%)
14 (36.8%)
11 (28.9%)

5 (55.6%)

4 (44.4%)

8 (42.1%)
6 (60.0%)

11 (57.9%)

9 (23.7%)
19 (50.0%)
10 (26.3%)

General Health Status
Fair
Good
Very Good

4(40.0%)
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Table 4. Comparison of Groups using Chi-Square and Mann-Whitney Tests.
Chi-Square
Gender
Ethnicity
Religious Preference
Employment Status

.000
.000
.175
1.392

u
Net Family Income
General Health Status
Educational Level

1.000
1.000
.676
.499

1
1
1
2
df

p

36
36
36

.563
.908
.817

t

df

p

.968

36

160.0
176.5
172.0

Age

p

df

.339

Table 5. T -tests Comparison of Groups at Time 1 (Pretest).
Instrument

Baseline means

t-test results

Exp.

Control

t

df

Sig.

PMS

20.3

20.7

-.673

36

,.505

PPCQ

9.15

9.21

-.055

36

.957

BDI

13.5

8.2

1.507

36

.141

BAI

7.36

5.63

.682

36

.499

FAMCARE

76.8

74.4

.964

36

.342

Test of the Research Hypotheses

Analyses of the research hypotheses were performed using 2-way ANOVA with
test time (pretest and posttest) as a repeated factor. All questionnaire data were measured
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using Likert scales as interval data. Subjects were randomly assigned to either the DCMI
(experimental group) or attention-usual care (control group). The group assignment
DCMI or attention-usual care was used as the between-subjects factor. Pretest and
posttest questionnaire scores were used as the within-subjects factors. The KolmogorovSmimov (K-S) test was used to test for the normality assumption.
Hypothesis I. Surrogate decision makers who receive the DMCI will score higher
on posttest measures of perceived personal control than control group members who
receive only usual care.
Comparison of Pearlin Mastery Scale scores in each group from pretest to posttest
showed significant change in mean scores over time. The mean score for the DMCI
group increased from 20.3 to 22.0 The mean score for the attention-usual group
decreased from 20.7 to 19.9. Figure 3 shows the group mean scores at pretest and
posttest.

Figure 3. PMS Mean Scores
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Homogeneity of variance and the assumption of normality were met by the Levene's test
and K-S test, respectively. Further analysis with 2-way AN OVA showed a significant
interaction effect for group* time with F (1,36) = 16.2, p = .001. These results support
the hypothesis that study participants who received the DMCI would score higher on
posttest measures of perceived personal control than participants who received only
attention-usual care.
Comparison of Perceived Personal Control Questionnaire (PPCQ) scores in each
group from pretest to posttest also showed a significant change in mean score over time.
The mean scores for the DMCI group increased from 9.2 to 14.3. The mean scores for the
attention-usual core group decreased from 9.2 to 8.7. Figure 4 shows the group mean
scores for the PPCQ at pretest and posttest.

Figure 4. PPCQ Mean Scores
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Assumptions of normality and homogeneity of variance were also met with the PPCQ.
Further analysis with 2-way ANOVA showed a significant interaction effect for group *
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time with F(1,36) = 41.2, P < .001. The PPCQ results also supported the hypothesis that
participants who received the DMCI would score higher on posttest measures of
perceived personal control than participants who received only attention-usual care.
Hypothesis 2. Surrogate decision makers who receive the DMCI will score lower
on posttest measures of depression than control group subjects who receive only usual
care.
Comparison of Beck Depression Inventory (BDI) scores in each group showed
significant change in mean scores over time from pretest to posttest. The mean score for
the DMCI group decreased from 13.5 to 6.8. The mean score for the attention usual care
group increased from 8.2 to 9.5. Figure 5 shows the group mean scores at pretest and
posttest.

Figure 5. BDI Mean Scores
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=20.7, P < .001. These results support the hypothesis that study

participants who received the DMCI would score lower on posttest measures of
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depression than participants who received only attention-usual care. The Levene's test
and K-S statistic showed no violations of assumptions for the BDI as well.
Hypothesis 3. Surrogate decision makers who receive the DMCI will score lower
on posttest measures of anxiety than control group participants who receive only usual
care.
Comparison of Beck Anxiety Inventory (BAI) scores in each group showed
significant changes in mean scores over time from pretest and posttest. The mean score
for the DMCI group decreased from 7.4 to 3.7. The mean score for the attention-usual
care group increased from 5.6 to 7.2. Figure 6 shows the group mean scores for BAI from
pretest to posttest.

Figure 6. BAI Mean Scores
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The Levene's test for the BAI was met. The K-S test was significant with p = .011.
Although ANOVA is robust to violations of normality in the case of large samples (Hays,
1981), the significant K-S test was a cause for concern about meeting the normality
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assumption in this small sample. Analysis with 2-way ANOVA showed a significant
interaction effect for group* time with F (1,36) = 19.5, P < .001. Due to concern over the
significant K-S test, gains scores were calculated on BAl pretest and posttest scores.
There was a significant difference in the amount of score change, with the experimental
group showing a significant reduction in anxiety score compared to the control group
which showed an increase in anxiety score. Therefore, the hypothesis that participants
who received the DMCI would score lower on posttest measures of anxiety was also
supported.
Hypothesis 4. Surrogate decision makers who receive the DMCI will score higher
un posttest measures of satisfaction with EOL care than control participants who receive
only usual care.
Comparison of the FAMCARE Scores (FCS) in each group also changed
significantly over time from pretest to posttest. The mean score for the DMCI group
increased from 76.8 to 94.4. The mean score for the attention-usual care group decreased
from 74.4 to 71.8. Figure 7 shows the group mean scores at pretest and posttest.

97

Figure 7. FAMCARE Mean Scores
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The assumptions of homogeneity of variance and normality were met. Analysis with 2way ANOVA showed a significant interaction effect for group

* time with

F (1,36) = 57.4, p < .001. These results support the hypothesis that participants who
received the DMCI would score higher on posttest measures of satisfaction with EOL
care than attention-usual care participants who received only attention usual care.
Internal Reliability of Instruments

The internal reliability of the PMS was lower than expected. For the purpose of
this study, a Cronbach's alpha coefficient in the range of .80 to .90 was considered
acceptable based on considerations discussed by Nunnally (1978). The Cronbach's alpha
coefficient for the PMS was .53 at pretest and .74 at posttest. These results were lower
than those reported in other studies. A possible explanation for the lower reliability
coefficients may be that the PMS lacks sufficient specificity for the popnlation of
surrogate decision makers, although the PMS has been shown to have good reliability
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with other populations. The PPCQ coefficient was also low at pretest (.67), but was
acceptable at posttest (.88). The Cronbach's alpha coefficients for all other instruments
were in acceptable range. The Cronbach' s alpha results are shown in Table 6.
Table 6
Cronbach's Alpha Coefficient of Instruments
Instrument

Cronbach's Alpha Coefficient
Pretest

Posttest

Pearlin Mastery Scale

.53

.74

Perceived Personal Control Questionnaire

.67.

.88

Beck Depression Inventory

.94

.92

Beck Anxiety Inventory

.91

.91

FAMCARE Scale

.84

.97

Summary of Findings
Analysis of the research data showed that randomization was effective in
producing comparable groups in terms of demographic variables. T -tests on both groups
showed the questionnaire scores were not significantly different at pre-test. Test of the
research hypotheses with 2-way ANOVA demonstrated support for each hypothesis.
However, in terms of the Pearlin's Mastery Scale the results must be viewed with caution
due to the low reliability coefficients obtained for the PMS. The Cronbach's alpha pretest
was .23. The posttest Cronbach's alpha was .30. These results suggest that the more
global PMS test of personal control may not be appropriate for the study of surrogate
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decision makers. Analysis of variance results for each interaction within subjects
contrasts and effects are summarized in Table 7.

Table 7. Summary of Analysis of Variance for Interadion Effects, Eta Squared,
and Observed Power.
Observed
Power
df

F

p

ETA2

PMS *Group

1

16.223

.001

.311

.975

PPCQ* Group

1

41.200

<.001

.534

.999

BDI *Group

1

20.695

<.001

.365

.993

BAI *Group

1

19.476

<.001

.351

.990

FCS·* Group

1

57.416

<.001

.615

.999

All interaction effects were significant. Small to medium effect sizes and high observed
power were found in each case.

CHAPTER6
Discussion
The purpose of this study was to test the effectiveness of a cognitive-behavioral
decision making counseling intervention designed to increase personal control, decrease
depression and anxiety, and increase satisfaction with EOL care in surrogate decision
makers for seriously ill family members. The study results indicate that the intervention
was more effective in improving sense of personal. control, affective outcomes, and
satisfaction, than usual care. Strict adherence to the study protocol was maintained so
that threats to validity would be minimized. After completion of a feasibility study, it
was determined that the original goal would be to enroll 60 subjects. Due to time
constraints and participant dropout rates only 38 subjects completed the study.
Randomization of subjects to either the intervention group (DMCI) or control group
(usual care) was found to be effective after analysis of demographic variables and
comparison of intervention versus usual care questionnaire scores at pretest.
Limitations of the Study

Limitations regarding the internal and external validity of the study findings
derive primarily from the small sample size. The small number of participants (N=38)
did not meet the original goal of 60 subjects set during the planning of the investigation.
However, it should be noted that observed statistical power was high despite the small
number of subjects. In any case this investigation must be considered as only a pilot test
100
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of the theory driven hypothesized differences in EOL outcomes for family surrogate
between the experimental and control groups. The initial expectation of being able to
enroll and complete 60 study participants was based on the ease in recruiting subjects
during the pilot study. Over the course of the larger study recruitment was limited
during certain periods when the pool of potential subjects was lower than usual.
Moreover, the time and labor required to implement the protocol with a larger number of
participants was not fully appreciated at the end of the pilot study which included only
four participants.
The small convenience sample also limits the gener<Vizability of the results to the
larger population inclusive of all surrogate decision makers. The sample, recruited from
several hospitals in a medium sized city in the Southeastern U.S., certainly is not
representative of surrogate decision makers in other parts of the nation. In addition,
selection bias from the population cannot be ruled out. Potential subjects were referred to
the investigator by physicians who were supportive of the study aims. Therefore, some
of the characteristics of subjects may have been influenced by having a physician
supportive of EOL counseling. Such physicians may have been more likely to have
addressed EOL issues in greater detail with family members than those physicians not
taking the time to make referrals to the study. Similarly, the sample may have been
biased by the selection process that physicians used in making their referrals to the study.
There was no practical way in the study practice environments available to the
investigator to influence the sample selection process beyond making the study widely
known to the existing physicians and encouraging as many referrals as possible. Once
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referrals were made, all potential subjects meeting the inclusion criteria and providing
informed consent were enrolled for study participation.
External validity of the design was also limited by the fact that the experimental
conditions imposed on the study samples may not be truly representative of conditions
existing in the population at large. Finally, another limitation on external validity derives
from possible interaction effects due to the use of pretests. Part of the posttest variation
found may have been attributed to the fact that subjects were influenced by answering
questions prior to the intervention, and not only due to the effects of the intervention
(Campbell & Stanley, 1963).

Strengths of the Study
Despite the study limitations, the investigation had substantial strengths. A true
experimental design was employed, including randomization to either the treatment on
the control group. The control group included attention in addition to usual care to mle
out study findings being due to the Hawthorne effect. The experimental features of the
investigation taken as a whole provide considerable justification for confidence in the
internal reliability of the results. In addition, the investigation demonstrated the
feasibility of delivering EOL counseling guided by a theory-based protocol to family
members of critically ill hospitalized patients. The feasibility of conducting EOL
decision making counseling by telephone was also demonstrated in this study. The
majority of counseling interventions provided in the study protocol were delivered by
telephone.
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The results of the main SUPPORT studies reviewed in Chapter 3 indicated that
large scale EOL interventions are difficult to implement without considerable variation in
intervention delivery among health providers and across health care settings. For this
reason, the planning of small scale investigations, enabling a high degree of uniformity in
the delivery of the intervention protocol, show the most promise for the early testing of
theory-based interventions focused on improving EOL outcomes and satisfaction. This
investigation provides a prototype for other researchers seeking to empirically establish
the most promising EOL counseling models and strategies to guide the development of
evidence-based large scale demonstration projects.
Although the sample was drawn from only one medium sized city in the
Southeastern U.S., the sample recruited was highly representative of the ethnic diversity

in the community. In particular, African-Americans comprised a significant portion of
the population in the targeted city. The demographics of this geographic area led the
researcher to anticipate a sample that would be approximately 55% African-American .
and 45% Caucasian. A major strength of the study is that the recruited sample was
52.6% African American and 47.4% Caucasian. Therefore, it is reasonable to claim that
external validity in terms of the narrowly defmed geographic population is considerable.
Finally, the statistically significant results supporting the hypotheses were notable
despite the small sample size. A plausible interpretation of these results is that surrogate
decision makers, confronted with one of the most difficult of life's responsibilities, are in
a high state of readiness to use and benefit from counseling. The results of this study
point to clear positive outcomes in personal adjustment and satisfaction among the target
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population of EOL surrogate decision makers. The results indirectly support the model
developed for this study based on SCT and directly supports the efficacy of CBT as a
mode of counseling for this population.
Implications for Nursing Practice

Nursing professionals especially in intensive care settings are frequently exposed
to psychological and situational stresses associated with death and dying. The stressors
of working with critically ill and dying patients often results in frustration, anger, or
sadness for nursing professionals as well as surrogate decision makers. The lack of
effective services to help surrogate decision makers and other family members cope with
problems related to death and dying is evident in many hospital settings (Benoliel &
Degner, 1995).
A major fmding of this study is that surrogate decision makers of decisionally
incapacitated patients may experience less depression and anxiety when provided with
cognitive behavioral counseling by a professional healthcare provider. This counseling
benefit to the surrogate should also help decrease stress among nurses caring for the
decisionally-incapacitated patients who are often required to interact with the surrogate.
The study finding that surrogates who received the intervention also demonstrated
higher levels of personal control is important for nursing practice. An important aspect
of professional nursing is to assure whenever possible that our clients feel empowered
and in control regarding treatment and outcome decisions. To this end, the study results
suggest that professional nurses trained to provide support and counseling for surrogate
decision makers should be available to surrogates involved in EOL decision making.

lOS
Satisfaction with EOL care was also found to be significantly increased among surrogates
who received the DMCI. Satisfaction with care is a desirable outcome for nursing
practice in all healthcare settings. Clients who feel satisfied with care are less vulnerable
to stress associated with hospitalization and treatment. In addition, healthcare providers
are, due to increasing. competition in the health care industry, are increasingly more
interested in consumer satisfaction. Both public and private payers of healthcare dollars
are already tying reimbursement to consumer satisfaction and this trend is expected to
increase.
Recommendations for Future Research

Clinical intervention research related to improving outcomes for surrogate
decision makers is very limited. To date only one large experimental study of plarmed
supportive intervention for surrogate decision makers has been done (Conners eta!.,
1995). These researchers failed to find significant beneficial effects in their study. The
majority of studies involving surrogate decision makers have been descriptive in nature.
No studies have been done using cognitive behavioral counseling as an intervention for
surrogate decision makers at EOL. The results of this study suggest that future studies
using cognitive behavioral methods with surrogate decision makers are indicated.
The encouraging results demonstrated in this small study (N=38) suggests that
similar studies with larger samples are recommended. Further recommendations would
be to extend the study period beyond the short three session, 14 day period used in this
study. Future studies of months rather than weeks duration would enable researchers to
determine if surrogates have sustainable positive results. It is possible that the grief
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process experienced by surrogates may require cognitive-behavioral counseling of longer
duration.
Larger sample sizes would also enable researchers to assess differences that might
be attributed to demographic characteristics. The questions of to what extent results
might be affected by age, gender, race, etc. need to be addressed in future research.
The success of this study might be attributed in part to the fact that the
intervention was done by the researcher who had advanced training in mental
health/psychiatric nursing as well as familiarity with physicians and nursing staff in the
study settings. Further studies may compare the use of mental health/psychiatric nurses
in familiar settings to healthcare providers in less familiar settings in order to fully assess
whether these factors affect outcomes.
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AppendixB
Pearlin Mastery Scale (PMS)
How strongly do you agree or disagree that:
1.

I have little control over the things that happen to me.
STRONGLY
AGREE

AGREE

DISAGREE

STRONGLY
DISAGREE

2.

There is really no way I can solve some of the problems I have.

3.

There is little I can do to change many of the important things in my life.

4.

I often feel helpless in dealing with the problems of life.

5.

Sometimes I feel that I'm being pushed around in life.

6.

What happens to me in the future mostly depends on me.*

7.

I can do just about anything I really set my mind to do.*

Note: Items marked by asterisks are reverse-scored.
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Appendix C
Perceived Personal Control Questionnaire (PPCQ)
To what extent do you agree with the following statements?
0 = Do not agree
1 = somewhat agree
2 =completely agree
_ _ I think I understand what problems brought me to the point of having to make this
decision.
_ _ I think I know what caused this problem
_ _ I think I know how this decision will affect the future of myself and my family.
_ _ I feel I can logically evaluate the options available to me in order to choose one of
them.
·
_ _ I feel I can make decisions that will affect my family's future.
_ _ I feel that I have the information I need to make a decision.
_ _ I think I know what should be my next steps.
_ _ I feel I know what to do to ease the situation.
_ _ I feel there are certain things I can do to solve this problem.
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AppendixD
Beck Depression Inventory (BDI)
Harcourt Assessment, Inc. holds the copyright for the Beck Depression Inventory.
Harcourt Assessment is a division of Harcourt Education Limited.
Registered Office:
Hailey Court
Jordan Hill
Oxford
OX28EJ
Registered in England 3099304
US Office:
Harcourt Assessment, Inc.
19500 Bulverde Road
San Antonio, TX 78259
1-800-211-8378
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AppendixE
Beck Anxiety Inventory (BAI)
Harcourt Assessment, Inc. holds the copyright for the Beck Anxiety Inventory.
Harcourt Assessment is a division of Harcourt Education Limited.
Registered Office:
Hailey Court
Jordan Hill
Oxford
OX28EJ
Registered in England 3099304
US Office:
Harcourt Assessment, Inc.
19500 Bulverde Road
San Antonio, TX 78259
1~800-211-83
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AppendixF
FAMCARE Scale (FCS) (modified version)

a. Control of my loves one's
discomfort.
b. The amount of
information I've been given
about my loved one's
prognosis.
c. The answers the medical
team gives to my questions
d. The ability to get referrals
to soecialists.
e. The amount of
information given about

medications.
f. The way decisions are
made about whether to
admit my loved one to the
hospital.
g. How much I'm included
in discussion of my loved
one's illness.
h. How quickly my loved
one's symptoms are treated.

i. How much the medical
team cares about my loved
one.
j. How accessible the doctor
is to the family and those
caring for mv loved one.
k. How much attention the
medical team pays to my
loved one's symptoms.
I. How accessible the nurses
are to the family.
m. How well care is
coordinated among different
oroviders.
n. The time required to
make a diagnosis.
o. The way that I am
included in treatment and
care decisions.

Very
Satisfied

Satisfied

Undecided

Dissatisfied

Very
Dissatisfied

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4
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p. How much the medical
team cares about me.
q. Information given to me
about tests and procedures
ordered for my_ loved one.
r. The information given to
me about how to manage
my loved one's discomfort.
s. How thoroughly the
medical team evaluates
my loved one's symptoms.
t The way tests and
treatments are followed
up by the medical team.
u. The availability of the
medical team to my loved

one.

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4
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AppendixG
Cognitive- Behavioral Decision Making Counseling Intervention Protocol (DMCI)
>>Completion of study questionnaires as pretest, prior to intervention:
Support Session l:
Focal Points:
>>Providing objective information
>>Clarification of irrational thoughts or beliefs
>>hnproving communication
>>Assessing need for relaxation techniques
>>Scheduling pleasurable activities
>>Introductory information regarding end-of-life events and decision making.
>>Exploration of significant others' thoughts and feelings regarding end-of-life events.
>>Discussion of the patient's prognosis based on information from the primary
physician.
>>Identification of the surrogate's coping strategies and support system.
Content:
>>How would you describe the character of your communication with the physician?
Other healthcare team members?
>>Are you finding time to relax during the day?
>>How are you sleeping?
>>Are you finding time to schedule any pleasurable activities during the day?
>>For most people faced with this type of situation, this is a difficult time.
>>Tell me how you've been doing?
>>What kinds of feelings are you experiencing regarding this situation?
>>What have you been thinking about regarding this decision?
>>Explanation of when DNR orders are considered appropriate:
A) When CPR is not in accordance with the desires of the patient.
B) When the patient's condition suggests that successful CPR is unlikely to result in
a quality of life deemed acceptable to the patient.
C) When the patient's condition suggests that successful CPR is unlikely.
>>This is what we've been told of the patient's condition at the time DNR orders were
obtained: Quote from primary physician.
>>This must be difficult for you .... (Allow patient to respond)
>>In the past, when you've been through stressful times, what kinds of things did you do
to help you cope?
>>What kinds of things are you doing now?
>>Who are some·ofthe other people you can turn to for support? (Friends? Relatives?
Ministers? Support Groups?)
>>Let's arrange a time for our next talk.
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Support Session 2:
Focal Points:
>>Continue providing objective information
>>Continued clarification of irrational thoughts or beliefs
>>Continued discussion of improving communication
>>Continued assessment of need for relaxation techniques
>>Reevaluation of client's efforts at scheduling pleasurable activities
>>Continued exploration of the significant other's thoughts and feelings regarding the
end-of-life event they have been faced with.
>>Exploration of the significant other's perception of the end-of-life event.
>>Discussion of the ·significant other's use of their support system and coping-strategies.
Content:
>>How would you describe the current character of your communication with the
physician? Other healthcare team members?
>>Are you finding time to relax during the day?
>>Since we last talked how are you sleeping?
>>Since we talked last are you finding time to schedule any pleasurable activities during
the day?
>>What have you been thinking about your situation?
>>What kinds of things have you been doing during a typical day?
>>Have you been talking with other people in your life about your situation? Have you
found this to be helpful?
>>What other things have you been doing to help you cope with this difficult time?
>>Do you have any questions at this poin~ that I may help you with?
>>Let's arrange a time for our next talk.

Support Session 3:
>>Focal Points:
>>Continue providing objective information
>>Continued clarification of irrational thoughts or beliefs
>>Continued discussion of improving communication
>>Continued assessment of need for relaxation techniques
>>Reevaluation of clients' efforts at scheduling pleasurable activities
>>Exploration of current thoughts and feelings regarding the end-of-life event.
>>Continued exploration of the subject's perception of the event.
>>Discussion of Coping strategies and support system.
>>Completion of study questionnaires.
>>Exploration of subject's thoughts and feelings about the study process and termination
of the relationship.
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>>Remind subject that if they feel the need for any further intervention, they may call the
researcher at any time for consultation with a professional therapist.

Content:
>>How would you describe the current character of your communication with the
physician? Other healthcare team members?
>>Are you finding time to relax during the day?
>>Since we last talked how are you sleeping?
>>Since we talked last are you finding time to schedule any pleasurable activities during
the day?
>>What are some things you might recall that have been helpful with your decisionmaking process?
>>What are some things you might recall that were not helpful with your decisionmaking process?
>>Do you currently consider yourself as having adequate emotional support?
>>Can you share some of your thoughts about having been involved in this research
study?
>>Do you have any thoughts or concerns about these sessions coming to an end?
·>>Do you understand what steps you may take if you need professional support in the
future?
>>Completion of intervention posttests.
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Appendix H
Date _ _ __
Subject ID _ __
Demographic Data Questionnaire
1.

Today's date _ _ _ _ _ _ ____.!! _ _ _ _ _ ___,/ _ _ _ _ __
month
day
year

2.

Your present age: _ _ _ _ __

3.

Your sex: (Circle one)

4.

What is your racial or ethnic origin? Circle one.
A.
B.
C.
D.
E.
F.

5.

2) Female

American Indian or Alaskan Native
Asian or Pacific Islander
Black, not of Hispanic Origin
Hispanic
White, not of Hispanic Origin
Other
(Identify)------

Citizenship. Circle one.
A. USA
B. Other

6.

1) Male

(Specify) _ _ _ _ __

Which is the highest level of education that you have completed? Circle letter.
A.
B.
C.
D.
E.
F.
G.
H.
I.

No formal education
Completed grade school
Some high school
Completed high school
Some college
Completed college
Specify m a j o r - - - - - - - - - Some graduate work
Specify major _ _ _ _ _ _ _ _ __
A master's degree
Specify major _ _ _ _ _ _ _ __
A doctorate
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7.

What is your religious preference? Circle one.
A.
B.
C.
D.
E.
F.

8.

Are you presently: Circle letter.
A.
B.
C.
D.
E.
F.
G.
H.

9.

Protestant
Catholic
Jewish
None
Non-denominational
Other
Specify _ _ _ _ _ _ _ _ _ __

Employed full-time
Employed part-time
Unemployed
Full time homemaker
Retired
Full time student
Part time student
Other S p e c i f y - - - - - - - - - -

Please describe your occupation:
Title:~---------------------------

Kind of w o r k : - - - - - - - - - - - - - - - - - - - - - - - - - - - 10.

What category would include your net family income? Check the amount closest
to your income.
A. _ _ lessthan$15,000
B. _ _ $15,000- 19,999
c. - - $20,000- 29,999
D. _ _ $30,000- 39,999
E. _ _ $40,000- 49,999
F. _ _ $50,000- 59,999
G. _ _ $60,000 or above

11.

How would you describe your general health? Circle one.
A. Poor
B. Fair
C. Good
D. VeryGood
E. Excellent

