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ABSTRACT

Statement of the Problem

Caregiver burden has been studied at length in caregivers of many populations
of chronically ill people. The other side of the informal caregiving relationship is the
recipient’s response to aid, especially their perceptions of the burden they pose to their
caregiver. This is referred to as self-perceived burden, and has rarely been studied from
the patient's point of view. Strong feelings of being a burden may be an important
emotional factor influencing adjustment to iliness, compliance with physician’s orders,
utilization of health-care resources and end-of-life decision-making. The current study
advances the cumrent understanding of self-perceived burden through the development
and preliminary vaildation of the Self-Perceived Burden Scale.

Methods of Investigation

A thorough review of existing literature provided a starting point for the
conceptual framework of self-perceived burden. Following this, semi-structured interviews
were conducted with six people currently undergoing regular hemodialysis, as well as
four heaith professionals experienced at counseling patients living with chronic iliness.
The items generated from this process were subjected to evaluation of face and content
validity, resulting in a 24-item scale. This scale underwent item dlarity testing with a
subset of the study population.

The 24-item Self-Perceived Burden scale was administered to a sample (N=100)
of patients currently undergoing hemodialysis. A number of other questionnaires were
administered concurrently to aliow for hypothesis testing and description of the patient
population.

Resuits

Factor analysis revealed the presence of one main factor. The Self-Perceived
Burden Scale showed high inter-item correlations, as well as high internal consistency
(Cronbach’s o = 0.82), indicating a high degree of redundancy. The face validity, content
validity, response pattem, loading on the single burden factor and inter-item correlations
were examined for each of the 24-items. The Seif-Perceived Burden Scale was reduced
to 10-items, removing much of the redundancy.

Self-Perceived Burden Scores in our sample of hemodialysis patients were found
to correlate with gender (p<0.01), help-seeking behaviour (p<0.01), percefved control
(p<0.01), physical functioning (p<0.01), mental health (p<0.01) and many of the
subscales of the SF-36 Health Survey. People undergoing hemodialysis who identified
their spouse as their primary caregiver had significantly higher feelings of being a burden.
Self-Perceived Burden was not found to be significantly correlated with social support,
age, education or any co-morbid condition.

iv. Conclusion

Through the course of this study, we have developed a valuable screening
instrument for feelings of being a burden. it is brief, easily self-administered, and reliably
identifies individuals in emotional distress due to feelings of being a burden on others.

By identifying a more precise source of negative feelings, health care
practitioners will be abie to devise a more effective imtervention aimed at alleviating
feelings of being a burden. Possible interventions include aitering the caregiving situation
by arranging respite care or additional home care resources, or arranging counseling for
both the help recipient and the caregiver.



The Collins Dictionary defines burden as “something that is emotionally
difficult to bear, or a great source of despair and worry”. In the context of health,
the concept of burden refers to the negative feelings experienced as a result of
caring for another person (caregiver burden). In this study, we examine burden
from another perspective—that of the individual living with a chronic iliness. That
person’s sense of being a burden to others as a result of their iliness is the focus
of this study.

This study proposes the development and preliminary validation of a tool
intended to measure the degree to which a chronically ill individual feels that they
are a burden to their primary caregiver. This proposed measure would predict the
patient’s adjustment to their disease or disability—conversely, high feelings of
burden would indicate maladjustment to their caregiving situation.

Chapter 1: BACKGROUND

As the population ages and advances are made in medical treatment,
people are living with chronic illnesses for increasing periods of time.! At a time
when hospitals continue to streamline their services, increasing responsibility is
placed on the family to care for and assist their loved one with many basic
activities of daily living. Often, the burden of care falls to the family, with little to
no assistance from paid caregivers. 2 This responsibility is often a great burden to
the unpaid caregiver. *>® The other side of the situation, much less researched, is
the chronically ill person’s perception of the burden they pose to their caregiver.
For the purposes of this study this feeling is referred to as ‘self-perceived

burden’. The perception of the burden the person places on their caregiver is



likely to be an important source of negative feelings and distress in the
chronically ill individual.

Caregiver burden has been studied at length in caregivers of various
patient populations; for example, people with developmental disabilities,”® the
elderly,® people with mental illnesses,'®'! muitiple sclerosis,'> dementia,
stroke,>'*'® and congestive heart failure.'® Numerous studies have shown that
the burden felt by caregivers can lead to physical health problems, social
isolation, and emotional distress.>1417

Although there is no shortage of literature pertaining to the burden
experienced by caregivers of chronically ill people, the concept of burden has
rarely been studied from the patient's point of view. If the burden of caring for a
chronically ill or disabled individual is likely to impart adverse mental and physical
health consequences on the caregiver, it is also likely that the degree to which
the patient feels that they are a burden may lead to emotional distress in that
patient.

1.1 Self-Perceived Burden

The literature review was accomplished through an extensive search of
both MedLine and PsychLit databases. From 1966-1999, MedLine produced
11335 articles using “burden” as a keyword, 3177 articles under the MESH
heading “Chronic Disease”, and 3189 articles using “Caregiver” as a keyword. A
combination of “Burden” and “Chronic Disease’ yielded 61 articles, and
combining “Burden” and “Caregiver” produced a list of 382 articles. These final

443 articles were reviewed for relevance to patient’s feelings towards their



caregivers. Those deemed relevant were critically appraised and the
bibliographies reviewed for additional relevant articles. This process resulted in
approximately 130 articles relating to coping with chronic illness and recipient’s
reactions to aid.

This search of the literature revealed only one formal attempt to measure
the degree to which a chronically ill patient feels that they are a burden. An Israeli
study addressed this idea by examining the perceptions burden of both the
elderly cancer patient and his caregiving spouse.'® Interviewers administered a
Caregiver Burden Scale to thirty-two people undergoing treatment for cancer, as
well as their spouses. They found that the spouse’s scores indicated higher
levels of burden than the patient’s, indicating that the patient’'s perceived burden
to their caregiver is not an accurate assessment of the actual burden
experienced. The explanation offered by the researcher for this difference is that
the elderly cancer patient finds it hard to adjust to a situation of dependence, and
therefore finds it hard to accept that the iliness and treatments are putting a
burden on the spouse. With a sample size of thirty-two pairs of cancer patients
and their spouses, this study was only a small study. in addition, having the
respondents predict their caregiver’s responses to a caregiver burden scale is
not the same as asking them about their perceived burden directly—the
researchers did not test the validity of applying the caregiver burden scale to the
patients themseives.

A formal definition of feelings of being a burden is lacking. Even in the

literature that refers to this fesling in examining an individual’s reaction to chronic



illness, an individual's reaction to needing help and factors (including seif-
perceived burden) influencing end of life decision-making. '2%. Because none of
the studies defined the concept of patient-perceived burden directly, we planned
a qualitative study to understand the elements of self-perceived burden as part of
the development of the conceptual framework for the scale.
1.2 Conceptua! Framework

The amount that an individual feels that they are a burden to their
caregiver refers to their perception of the negative effects that they have on the
life of that person. Self-perceived burden is a muiti-dimensional construct
including the patient’s feelings of guilt, dependence, frustration and worry, as weli
as the negative feelings brought on by feelings of responsibility for another's
hardship. Although no attempts have been made to examine self-perceived
burden, several studies have defined burden as it applies to the caregiver of a
chronically ill individual >'>1518.5.26 gome of these definitions contain elements
which may translate appropriately to the perceived burden of the chronically ili
person, either directly or with minor modifications. Three dimensions of perceived
burden common in many examinations of caregiver burden are physical

31215182628  emotional burden>'215182828 40y financial burden'$226:27,

burden
Self-perceived burden is hypothesized to consist of these three main dimensions,

seen in Figure 1 below:



BURDEN

] 1

Physical Emotional Financial
Ihcludes caregiver inciudes feelings Includes worry about
fatigue, pain and iiiness of guikt and indebtedness the costs associated
with iliness and care

Figure 1: Preliminary Conceptual Framework for Self-Perceived Burden

1.2.1 Physical Burden

Patient-perceived physical burden is the patient's perception of the effects
of his/her illness on the physical health of the his/her caregiver. This includes a
patient’'s perceptions of physical exhaustion, as well as deteriorating health of the
caregiver as a result of the physical demands of caring for the chronically il
individual. We believe this may be an especially important component of burden
when the individual is dependent on the caregiver for transfers and ambulation.

1.2.2 Emotional Burden

Emotional burden encompasses the chronically ill persons worries
regarding the emotional and mental health of the caregiver. This includes
feelings of indebtedness, guilt, and feelings of responsibility for the stress and
emotional exhaustion experienced by the caregiver. Literature has found
caregiver burden to encompass feelings of culpability, stress, intemal strain,
anxiety about the future, and anticipation of future health problems'>. This may

also include feelings of anger, impatience, guilt, depression, strain, resentment,



annoyance®'%, emotional exhaustion of caregiver,'® and perceived willingness
and ability of caregiver to support patient®.

One aspect of patient perceived burden that will be incorporated into the
scale is the role of indebtedness. The equity theory of recipients’ reactions to aid
set forth by Greenberg and Westcott 2 states that the exchange of aid often
causes a perceived inequity in the eyes of the care recipient. This perceived
inequity causes distress for both the overbenefitted and underbenefitted
participants in the exchange. This may result in feelings of guilt, burden or
indebtedness in the overbenefitted, and anger and resentment in the
underbenefitted. As a result, the overbenefitted individual will often do anything in
their power to attempt to restore equity to the relationship.

In the case of providing care for an individual with chronic iliness, the
receipt of aid is often not a choice, but a necessity. In this case, there are two
main avenues available to restore the perception of equity. Actual equity may be
restored by altering relative gains appropriately. However the quantity of help
received by a chronically ill individual cannot be negotiated, as any decrease in
the quantity of help received may result in basic needs not being met. Instead,
altering perceptions of the situation in either adaptive or maladaptive ways may
restore psychological equity. This cognitive distortion may result in feelings of
being a burden, subsequently leading to depression, anxiety, or hostility towards

the caregiver.



1.2.3 Financial Burden

Patient-perceived financial burden involves the patient's concerns
regarding the financial losses experienced by their caregiver as a resuit of their
illness. This refers to the individual’s worries over the costs associated with his or
her illness, such as loss of wages and expenses associated with medical
treatment. In one study exploring stressors, coping mechanisms and quality of
life among a sample of 64 Australians on hemodialysis, worry regarding the costs
of medical care were a concemn cited by 36% of respondents.® Other studies
have also identified decreased financial status and costs associated with iliness
as stressors and losses that threaten the hemodialysis patient, as well as other

people living with chronic illness. 33

These dimensions, while originally applied to caregiver burden, can also
be viewed from the perspective of the patient. The greatest difference between
the concepts of caregiver burden and patient-perceived burden is the perspective
of the respondent. In the case of caregiver burden, the caregiver is responding
directly to questions about how he or she feels. This is a direct report of feelings.
In the case of patient-perceived burden, it is the chronically ill patient's
perceptions of a situation that are being measured. This perception may or may
not be an accurate reflection of the situation, and may be influenced by many
more factors than those that are objectively integral to the circumstances. For
example, it is possible that a person may be oblivious to the burden they impose

on their caregiver. This would result in self-perceived burden scores much lower



than caregiver self-reports of burden. Finally, it may be that chronically ill people
may see themselves as a much greater burden to their caregivers than is
perceived by the caregivers themseives. This last possibility may be influenced
by feelings of indebtedness, guilt, or in response to subtle cues from the
caregiver.

1.3 Importance of the Issue of Self-Perceived Burden

The degree to which a chronically il patient feels that they are a burden to
their family and/or caregivers may be an important emotional factor interfering
with both the delivery of medical care and patient compliance with physician’s
orders. Repercussions of high feelings of being a burden may include adverse
emotional consequences in caregivers as well as negative emotional
consequences in patients, such as depression and anxiety. Repercussions of
high feelings of being a burden derived from the literature include influences on
end of life decision-making®?34%®, altered utilization of resources,? decreased
use of life-prolonging measures® 2% and increased likelihood of requests for
euthanasia®>.

One of the most important reasons to study patient perceived burden is
that it may be decreased if modifiable factors are addressed. Possible
interventions for a chronically ill patient experiencing emotional distress over
feelings of being a burden include counseling for both patient and caregiver,
modifying the patient's coping mechanisms for dealing with feelings of emotional
distress, and mobilizing additional outside resources, such as the need for

respite care.



Consequently, the ability to measure patient burden will better allow
researchers to explain the variability in end of life decision-making and utilization
of health care resources. This would be accomplished by pemitting
measurement of a patient's sense of being a burden separately from other
factors that may influence their decision whether or not to opt for life-sustaining
measures. Also, the ability to measure an individual's self-perceived burden will
enable health care providers to optimize the emotional health and well-being of

varied populations of chronically ili patients.

1.3.1 Burden Relating to Helping Relationships

Theoretically, the same factors that exert influence on the helper/help
recipient relationship will also influence the consequences of that relationship,
including feelings of being a burden. Various sources 234! have identified
factors exerting influence on the helper/help recipient relationship. These
influences have been classified into two broad categories “: situational
characteristics (including helper characteristics, aid characteristics and context
characteristics of the aid transaction) and recipient characteristics (including
external perceptions, internal perceptions, and behavioral responses). in patients
currently undergoing hemodialysis, many of the major elements falling under the
heading of situational characteristics have very little variability. In the
hemodialysis unit, issues such as the nature of the aid and the nature of the
relationship between the helper and the help recipient are, for the most part,
constant between individuals. What causes patients to differ in the amount of

burden they feel that they present to their caregiver is largely as a result of
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recipient characteristics. This includes: their external perceptions of the care,
such as whether the aid is offered voluntarily or begrudgingly; intemal
perceptions, such as the degree to which they feel dependent on the caregiver
and the perceived debt to the caregiver created by the caregiving situation; and
the patients behavioural responses, such as the impact that feelings of burden

may impart on the patient’s help seeking behaviour.

1.4 Burden and Coping

A chronically ill patient's feelings of being a burden are also related to the
way in which patients appraise and cope with the stress of their illness. 3'*® For
many patients, medical factors alone do not adequately account for the extent of
iliness-related dysfunction.* If this were so, all patients suffering from similar
symptom complaints would experience the same degree of psychological
distress. This is not the case, as both the physical and psychosocial functioning
of individuals with chronic medical conditions varies widely.*

According to the widely cited Lazarus and Folkman (1984) modsl of
stress, adaptation to a stressor is mediated by two factors: appraisal (the
personal significance of the stressor and one’s resources dealing with it), and
coping (the thoughts and behaviors used to manage the demands of the
stressor).® Theoretically, coping derives from appraisal processes because
one’s choice of coping mechanism will be influenced by his judgment and
perception of the stressor.** Coping strategies, according to this theory, are

divided into two broad functional domains— problem-focused coping which aims
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at managing the external environmental aspects of the stressor (i.e. doing
something about it), and emotion-focused coping which regulates the intermal
affective consequences of the stressor (i.e. changing the way you think about #&t).
Prior research has shown that regardless of diagnosis, emotion-focused coping
(wishful thinking) had a negative impact on adjustment while problem-focusesd
coping (information seeking) had a positive effect.“*“¢ Other studies have foumnd
that the use of problem-focused coping strategies have benefited various patiesnt
populations by decreasing symptom complaints*’%.

One possible explanation of the relationship between coping and feelinegs
of burden is that the category of emotion-focused coping strategies includes tke
patient’'s perception of being a burden. This class of coping strategies has been
associated with depression and anxiety. %%

An alternative explanation of the relationship between burden and copirmg
might be to view feelings of burden as the outcome of attempts to cope with a
chronic disease. In this view, feelings of being a burden would be considered a
product of coping, analogous to depression. The reason for not classifyimg
burden as an outcome is that it is considered a side effect of the interaction
between the chronically ill individual, their disease and their caregiver. Qutcomes
would be apparent further down the chain, resulting in this case from feelings vof
being a burden. In this theory, burden is a self-perception and not a disease
state, like depression or anxiety. It is a perception that may be realistic cor

exaggerated, but which in tumn influences the development of subsequemt

disease or disability.
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Although the consequences of feelings of being a burden have not been
studied directly, it is possible to make assumptions based on studies relating to
the consequences of other maladaptive, emotion-focused coping strategies.
Generally speaking, avoidance coping (such as self-criticism, self-blame and
feelings of being a burden) has been positively correlated with greater symptom
complaints.** It has been shown that in specific types of iliness, appraisal and
coping responses are concurrent predictors of iliness-related adaptive functioning
and depression.* These responses are independent of the patient's diagnosis,
as the same studies found that the patient's adaptation to chronic iliness was
entirely independent of diagnosis and severity of symptoms.3>®%52 For this
reason, coping thoughts and actions under stress must be measured separately
from their outcomes in order to examine, independently, their adaptiveness or
maladaptiveness.®
1.5 Functional Classification of Measurement Instruments

Before further work was completed, it was necessary to specify the
purpose of the Self-Perceived Burden Scale. The purpose of an instrument refers
to the type of research question that it answers. Although there have been slight
variations in classification, the three general functional classifications are
descriptive, evaluative and predictive.>*> The distinctions between the three
categories are not precise, although there are general guidelines to be followed.
A descriptive instrument is used primarily as an assessment-— this can then be
used to estimate prevalence in a study population, and is often used in surveys.

Evaluative instruments serve mainly to detect change in the underlying construct,
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such as before and after an intervention. This type of measure is usually more
specific than the general descriptive instruments. In the development of an
evaluative instrument, the psychometric properties of the scale, especially floor
and ceiling effects, are of greater concern. The final category, predictive
instruments, are used in screening, diagnosis and risk assessment. These scales
go beyond simply measuring the underlying construct by including additional
measures intended to predict the likelihood of a future event.

As the current study is the first known attempt to measure the degree to
which a person with chronic iliness feels that they are a burden to their caregiver,
our primary goal is to describe feelings of self-perceived burden in order to gain
insight into the patient's weil-being. For this reason, the Self-Perceived Burden
Scale is intended to be a descriptive instrument. Future work may adapt this
measure for evaluative purposes. Using the Self-Perceived Burden Scale, we will
be able to describe the prevalence and severity of feelings of being a burden in a

population of peopie with chronic iliness.

1.6 Potential Modifiers of Burden

Although a definitive explanation of a persons' perceptions of being a
burden has not yet been clearly defined, it is possible to hypothesize the relation
between feelings of being a burden and other related factors. These hypotheses
are largely drawn from related literature, and will be used subsequent to the
development of the scale, in order to perform a preliminary evaluation of validity.

It must be noted, however, that in the absence of pre-existing literature pertaining
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directly to the concept of self-perceived burden, many of the following
hypotheses are based largely on speculation. The rejection of any hypothesis will
not necessarily lead to the rejection of the scale, but will lead to further
examination of the issue in the exploration of self-perceived burden.
1.6.1 Perceived Control

Generally speaking, greater perceived control is associated with better
psychological outcomes for individuals with health problems.5” wWhen placed in
the context of receiving help, recipients with high levels of perceived control
preferred lesser amounts of assistance, whereas recipients with low levels of
perceived control are most affected by insufficient help. This may due to the fact
that individuals tend to respond better to social environments that fit with their
expectations of the world. ®

For the purposes of this study, perceived control will be measured through
a subscale of the SF-36 and used as a validating hypothesis. The SF-36 includes
a 5-item subscale measuring general health perceptions. This subscale has been
found to include a valid measure of perceived control.® it is expected that
patients with less perceived control over their health would be likely to have
greater feelings of being a burden.

Hypothesis: A greater sense of being a burden will be significantly

correlated with less perceived control, as measured by the “General Health
Perceptions” subscale of the SF-36.

1.6.2 Social Support
Social support has been proven to exert a significant effect on the

patient’s iliness experience, as well as the helper/recipient relationship. It has
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been shown that a lack of social support may contribute to deterioration in healith
and declining physical abilities. "% Although it is often assumed that all support
will result in a positive effect,® many interactions in which family and friends are
attempting to be supportive can be perceived negatively. 3 In addition, the
experience of serious illness may put strain on a previously supportive
relationship.®” This effect may manifest itself in several ways— one study has
shown a decrease in patient marital satisfaction after serious ifiness, and found
that a non-supportive marital relationship leads to greater distress among those
who received help from a spouse.® Negative interactions with social network
members have been associated with distress and other negative mental health
outcomes.®

From the patient's point of view, perceptions of the support available to
them may change with decreasing functionality. For example, one study found
that perceived social support diminished significantly with poorer heaith in
patients suffering from diabetes. %

Social support will also be used in correlations for the purpose of validity
testing. The overall perceived social support will be examined, in addition to the
subscales tangible support, affection, emotional and informational support, and
positive social interaction. These subscales were initially identified by the authors
of the scale.® It is expected that those individuals reporting higher levels of social
support should also feel a greater sense of being a burden.

Hypothesis: A greater sense of being a burden will be significantly

correlated with increased social support as measured by the MOS Social Support
Scale.
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1.6.3 Help-Seeking Behaviour

There exist many different factors which may modify or influence an
individual's help-seeking behavior. These factors may be intrinsic, such as
personality traits or self-esteem, or extrinsic, such as the relationship between
the helper and the help receiver or the characteristics of the helping situation.* it
is hypothesized that feelings of being a burden will exert a strong effect on a
chronically ill patient’s help-seeking behaviour. Individuals particularly concerned
with being a burden on their caregiver will be much less likely to ask for help
when they need it, and may do without rather than ask for help.Z2 Although
help-seeking behaviour is not a dimension of burden itself, these hypotheses will
be tested through correlations between perceived burden scores and
supplemental questions concerning help-seeking behaviour.

Hypothesis: A greater sense of being a burden will be significantly
correlated with a decrease in help-seeking behaviour, as measured by two
supplemental questions administered separately.

1.6.4 Gender

Gender of the help-seeker has been identified as an important intrinsic
factor in moderating an individual's reactions to receiving help. Women have
been documented to seek medically related help more than men, independent of
morbidity and physical symptoms.* Reasons for this have been widely
speculated. Among the suggested hypotheses are sociocultural influences, such
as mental stress and female role obligations,® and the possibility that the

apparent higher rates of iliness in women are more artifactual than real ®

Subsequentiy, it is possible that feelings of being a burden will be more prevalent
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among one gender than the other. Interestingly, evidence may support increased
burden scores in either gender. In this population of patients, it is hypothesized
that men will be expected to have a greater sense of being a burden than
women. This is due primarily to the emotional stress associated with a forced
deviation from traditional social roles, as well as the higher emotional cost of
asking for help in men.*"*** Men, having traditionally been the breadwinners of
the family, are now faced with not only a loss of that income, but often increasing
dependence on a wife, son or daughter. The role of the help recipient is often a
difficult one for men to assume, and they are more likely to be aware of the
burden that their care places on their caregiver or their family.

Hypothesis: Gender will be likely to be significantly correlated with

increasing feelings of being a burden, with men scoring higher on perceived
burden than women.
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Chapter 2: OBJECTIVES

The overall purpose of this study is to develop a measurement instrument
meant to describe the intensity with which a chronically ill patient feels that they
are a burden to their caregiver. This will be accomplished in two phases: First, a
qualitative study will explore the themes associated with perceptions of being a
burden, in order to define the appropriate content for the scale. From this phase,
a scale will be constructed and reviewed by experts for face validity and
relevance, as well as to eliminate any redundancy. Second, a quantitative study
will administer the scale to a sample of 100 patients, and test hypotheses

regarding related factors.

2.1 Overall Objective:

1. To develop a measure of self-perceived burden.

2.2 Objectives for Phase i:

1. To identify themes related to self-perceived burden among chronically
ill patients.

2. To compile items, drawn from these themes, which capture the
concept of burden.
2.3 Objectives for Phase |I:
1. To pilot test the items on a population of hemodialysis patients.

2. To perform preliminary validation of the final list of items.
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Chapter 3: PHASE |

Phase | of this study involved interviewing patients and health
professionals regarding the issues associated with needing help, and the
creation of items designed to measure the concept of self-perceived burden.

3.1 METHODS
3.1.1 Overview

A qualitative study was undertaken in order to identify the issues that
people with chronic illnesses associated with feelings of being a burden. The
concept of self-perceived burden is hypothesized to encompass three major
domains—physical burden, such as the physical stress associated with lifting,
transfers and assisted ambulation; emotional burden, such as feelings of guilt
and indebtedness; and financial burden, such as worries about loss of income
and costs associated with iliness.

When devising a new measurement instrument in the absence of a clearly
defined conceptual framework, one of the best methods available to devise items
is through key informant interviews, where people who have had the disorder in
question can tell you how they felt. ® This can also be accomplished though
interviews with clinicians who have had extensive experience counseling people
with the disorder.®” In this study, an experienced interviewer conducted one-on-
one interviews with six patients and four health professionals following a semi-
structured interview schedule (Table 1). This interviewer was chosen based on
her extensive experience interviewing people living with chronic iliness,

specifically those dealing with end-of-life issues.



20

3.1.2 Phase | Study Participants

Six patients currently undergoing hemodialysis and four health professionals at
the Ottawa Hospital, General Campus were selected for participation in semi-
structured interviews. The hemodialysis population was chosen mainly due to
their widely varied levels of disability. %% This particular patient population may
range from needing no help at all to being very dependent on others for their
activities of daily living. People requiring dialysis have been shown to be limited
in their physical activity,® and therefore likely to depend on a family member or
friend in some aspects of their lives. This may cause them to experience feelings
of being a burden to those from whom they receive help. The four health
professionals were identified through their involvement with the Ambulatory
Kidney Unit at the General Campus of the Ottawa Hospital. This group included
one clinical psychologist, two social workers and one nursing unit manager, all of
whom had extensive experience working with chronically ill individuals on
hemodialysis.

Patients participating in the study were informally screened for mental
competence and English language ability by the nursing unit manager of the
hemodialysis clinic. Any patient who reported requiring help from an unpaid
caregiver (i.e., family member, spouse, friend or neighbour) was considered
eligible for participation. Patients identified as eligible for participation were
subsequently approached during their routine dialysis treatment for completion of
the interview. Health professionals were interviewed at their convenience in a

private office setting.
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3.1.3 Development of Iinterview Schedule for Qualitative Study

The interview schedule was developed by combining questions regarding burden
derived from the literature with questions exploring the hypothesized conceptual
framework of patient self-perceived burden. The questions were developed in
conjunction with a clinical psychologist, and were designed to encourage the
patient to speak openly about their relationship with their caregiver. For the
health professionals, questions were identified based on existing literature
relating to caregiver burden and the need to rely on others for help. All questions
were reviewed with a clinician and a clinical psychologist to ensure relevance to
the conceptual framework. Questions were worded in such a way as to allow the

interviewer flexibility to pursue other relevant themes as they arise.
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Table 1: Semi Structured Interview Schedule Used in Qualitative Phase

For Patients:

1)

2)
3)
4)

5)
6)
7N

Who helps you with your day-to-day activities?

a8) What kind of help do they give you?

b) How does it feei to need their help?

When someone heips you, how does it make you feel?

a) What do you think makes you have these feelings?

Whom do you expect to offer you help?

a) When they don't offer, how do you feel about asking?

Do you feel that you are getting enough help?

a) How often do you feel that you need more help?

b) What couid be done to ensure that you get the help that you need?
What concems do you have about your caregiver's ability to handle the physical demands of
helping you?

How has needing help changed your relationship with your caregiver?
a8) In what ways has it changed?

How has your iliness affected your other relationships/friendships?

For Health Professionals:

What kind of patients do you counsef?

2) How disabled are these patients?

3) When patients can no longer care for themselves, what is done to ensure that they get the
help that they need?

4) What issues have you noticed come up regularly when talking to patients about their
caregiving arangements?

5) How are your patients experiencing increasing levels of dependence on their family and
friends?

6) Are feelings of being a burden a common occurrence among patients that you have deatt
with?

7) Do negative feelings about receiving care influence the relationship between the patient and
their caregivers? If so, why?

8) What sorts of issues and situations have you found to increase the sense of burden found in
your patients?

9) What other feelings have you observed to be associated with feelings of being a burden?

3.1.4 Administration of interview

Interviews were performed during the respondents regular dialysis

session. Initial contact was made by a member of the patient’s health care team,

and informed consent was obtained prior to the interview.(Appendix |) Before

commencing the interview, anyone accompanying the respondent to dialysis was

asked to leave the room in order to encourage the individual to speak freely
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regarding their caregiver and their need to rely on others. These interviews,
which were recorded on audiocassette, were intended to explore the patient's
feelings regarding relying on others for help. All health professional interviews
were conducted in a private office, recorded by the investigator. Recordings were
transcribed verbatim within 24 hours of each interview. Transcripts of each
interview were examined carefully, and all quotes regarding relying on others for
help and perceptions of being a burden were identified and recorded.

3.1.5 Methods for Scale Development

3.1.5.1 item Extraction

Using the preliminary conceptual framework (Figure 1) as well as the
information from interviews with dialysis patients and heaith professionals, the
conceptual framework was further expanded and refined. Based on the resulting
framework elaborated from Phase I, a master list of themes relating to patient
perceived burden identified by patients, heaith professionals, and the literature
were transformed into item format. These items based on patient and health
professional interviews were combined with those items based on the literature,
resuiting in a list of 80 items concerning issues relating to (and including) a
patient's self-perceived burden. The list of 80 items is included in Appendix XV.
This list was reviewed by a clinical psychologist, a physician and myself for
relevance to the conceptual framework of patient perceived burden.
Subsequently, the same researchers identified obvious redundancies and
removed redundant items from the scale, as well as items with no evident
bearing on the burden construct (e.g. items relating to depression, perceived

social support, hopelessness, anger). In addition, items deemed redundant,
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jargon-filled or double-barreled were removed as per guidelines set out in
Streiner and Norman ™. These items were written in the first person singular (e.g.
| feel..., | worry..., | am concerned...) designed for responses following a Likert-
type five point scaling system. Response possibilities ranged from "none of the

time" to "all of the time". This resulted in a 29 item scale.

3.1.5.2 Face Validity

The concept of face validity examines whether or not the items appear to
be assessing the desired qualities.”' A high degree of face validity increases the
acceptance of the instrument by those who will ultimately use it. If the item
appears to the respondent to be irrelevant, they may object to it or omit it entirely,
regardiess of its possibly superb psychometric properties.”? By developing the
measurement instrument based on proven qualitative methods, face validity was
maximized. This was done in three ways: First, themes were identified from
caregiver burden literature. These themes were hypothesized to apply to self-
perceived burden as well. Second, additional themes were identified through
semi-structured interviews with key informants, a process which also served to
confirm the relevance of the themes derived from the caregiver burden literature.
These themes were carefully transformed into items by the members of the
research team. Third, to verify the face validity of each item, the individual items
were tested through consensus of the members of the research team. Each item
was examined for clarity and relevance to the proposed conceptual framework,

those items not meeting the approval of all members of the research team were
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subsequently eliminated. These steps maximized face validity of the items in the

scale.

3.1.5.2 Content Validity

The concept of content validity is closely related to that of face validity in
that it helps to determine whether the scale appears to be appropriate for the
intended purpose. In addition to this judgement, content validity ensures that the
scale has enough items and adequately covers the domains under investigation.
" As a result, the higher the content validity of a measure, the broader are the
inferences that we can draw about the result under a variety of conditions and
situations. " For the purpose of this study, content validity was established in the
development of the scale by having a panel of health professionals rate each
item on a scale of one to ten for relevance to the conceptual framework.

The 29-item scale (Table 7) was given to a psychologist and two social
workers for review. The three clinicians were supplied with a printed copy of the
conceptual framework, and were asked to rank each item on a scale of one to
ten for relevance to the proposed conceptual framework. A copy of the
instructions provided to respondents for this process is provided in Appendix V.
All items scored lower than five by any reviewer were subsequently reviewed by
the researchers, until a consensus judgement was made. Some of the items
deemed questionable were retained in a separate section entitied ‘Supplemental

Items’ for the purpose of validity testing and comparison of item performance.
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3.1.6 item Clarity Testing

The next step of scale development was to test its clarity with its target
population. Standard item clarity testing was performed with a convenience
sample of five patients from the patient population of the hemodialysis unit at the
Ottawa Hospital, General Campus. All patients participating in the Phase | item
clarity testing were identified through the dialysis unit at the Ottawa Hospital,
General Campus. Patients were informally screened for mental competence and
English language ability by the nursing unit manager of the hemodialysis clinic.
Any patient who reported requiring a significant amount of help from an unpaid
caregiver (i.e., family member, spouse, friend or neighbour) was considered
eligible for participation. Informed consent was obtained from each participation
prior to commencement of the interview.(Appendix V)

The technique of item clarity testing was originally introduced by Nuckols™
to ensure that items are understood, unambiguous and jargon-free. The goal of
this testing is to ensure that the final scale is understandable to a wide range of
patients. The technique used in this study was proposed by Foddy,’™ and
involved patients explaining to the interviewer the thought process that led to
their response to each item. If this thought process indicated that the respondent
had correctly interpreted the item, the item is deemed clear. item clarity testing
was performed in a structured interview format, with notes being recorded by the
interviewer. The complete item clarity testing interview is provided in Appendix

Vi.
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First, the patient read the introduction to the Self-Perceived Burden Scale.
This introduction explains the study definition of a caregiver, and gives examples
of some activities with which the respondents may need help though the course
of their day. The instructions conclude by requesting that the patient rate each
statement on the Likert-type scale, being as honest as possible. After reading the
introductory paragraph, each patient was asked a series of questions. The first
question asked if the respondent understood what the instructions were asking
him to do. The second question explored his understanding of what kind of
relationship the questionnaire was asking about. The third simply asked if there
was any aspect of the instructions that was not clear to the respondent.

Following the assessment of the introduction, each patient was presented

with a full-page copy of the five point Likert scale as shown below:

None of the A little of the Some of the Most of the All of the tirne
time time time time

This scale was evaluated for ease of understanding and discrimination by each
patient. This was accomplished by testing each interval of the response scale in
order to ensure that respondents could differentiate between categories. For
example, in order to test the first interval on the scale, respondents were asked if
they were able to see a difference between “none of the time” and “a littie of the
time”. This process was repeated for each interval on the response scale.

In the last portion of item clarity testing, each patient was presented with the
items on the burden scale in sequence, and asked a series of questions
designed to rate the acceptability and ease of understanding of each iterm. The

questions are shown below.
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Do you understand this statement?

What is this statement talking about?

What specific things do you think of when you try to rate this statement on the scale?
Is there any part of this statement that you find unciear?

N

This process was repeated for each of the twenty-four items.
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3.2 RESULTS
3.2.1 Scale Development

Individual semi-structured interviews were successful in identifying many
themes and issues associated with feelings of being a burden, as well as other
feelings and concems associated with increasing dependence on others. A
sample of the transcripts of the semi-structured interviews are displayed in Table
2 below.

Table 2: Quotes From Interviews With Patients and Health Professionals

Verbatim Quotes from Patients

= "...because since my daughter has been helping me a lot, it made her sick. She had
a bumout, so her doctor suggested that she stay away, because | was dragging her
down with all my sickness.” (Mrs. A)

= ‘Well, at first | didn't like it (asking for help). | was the kind of person who wanted to
be independent, so it was hard to ask ‘will you heip me with this, will you help me
with that?.”” (Mrs. A)

*  “You just think ‘God | have to ask (for help) again and | don't feel like asking. You're
apest.” (Mrs. A)

* “Oh God, that's the worst thing in the world (to rely on others for help). She has to
help me, and [ don't like it.* (Mr. B)

* “l don’t want to interfere (in my children’s lives)... “(Mr. B)

* “Very sad. Abitof anger. You have to start answering for yourself.” (describing his
reaction to family member's refusal to help) (Mr. B)

* "l don't like to say ‘will you do this for me, will you do that' | don't like to do that,
even with my wife.” (Mr. C)

* “l used to not want people to help at all. My daughter would try to help, and |
wouldn’t let her. Until she just said ‘don’t be so damn stubbom!’.” (Mr. D)

* “I've leamed to accept it. | just said one day ‘I can’'t go on living this way without any
help’ and so | got some.” (Mr. D)

* “I've got 3 son-in-laws, and a son, all helpful. But | say away from them, frankly,
when it comes to needing help, they frustrate the hell out of me. They sort of take
over the job and | feel left out of it. | don't like that. So we've stopped asking them for
help uniess it's really something that | can’'t handle.” (Mr. E)

= “.. it makes you feel beholden to them (when friends and neighbours help me out),
and you wish that you could do something for them... you're in debt to them and |
don'’t like to be.” (Mr. E)

= How does it make you feel to have to ask others for help? "Well, rather like a
burden... | just am so used to being the one who helps.” (Mrs. F)
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Verbatlm Quotes from Health Professionals
“There are some people who have said that they don’t want to rely, don’t want to be

a burden on their families, they put it that way, ‘I don’t want to bother them, | don’t
want to burden them.”” (Nursing Unit Manager)

= “They don’t want to bother peopie. ‘| feel useless. They have better things to do then
take care of me. They have their own life.”” (Nursing Unit Manager)

= “...one of the things that comes up is the guilt that they feel that they can’t do things
around the house.” (Psychologist)

= “..but the thing that will make them cry, is when you talk about the emotional
burden.” (Psychologist)

= “..l have to take some responsibility for this extra stress on the house, because it's
my disability that caused this extra stress™ (Psychologist)

= “...with (the patient's) reduced ability to take care of themselves, they become
concemed with how much of a burden it is for themselves, for their family..."
(Psychologist)

« “They don't want to impose on the caregiver, so they've pushed themselves to the
maximum.” (Social Worker A)

= “They see their needs as interfering with their children being able to get on with their
own life.” (Social Worker A)

= ‘I think there's a sense of loss as people become a burden, and | think it's very much
related to end-of-life issues... since it was associated with death, dying, loss of
heaith, they just blocked it out and went on their merry way, which was a way of
coping.” (Social Worker A)

* “There's a little bit of a contradiction when | taik to people where they want to live for
the family, and at the same time there is that feeling of being a burden on the
caregiver.” (Social Worker B)

= “There's this vulnerability of the patient in having to depend yet again on both
finances and the caregiver. They're completely dependent. And | think that's where
you'll see more of that element of depression. And that becomes like a debt, in need
of repayment.” (Social Worker B)

= (other feelings associated with a patient's perception of being a burden are)” .. loss of
will to live, depression, fear of what would happen if something happens to
caregiver... fear of the possibility of placement, fear of the caregiver not wanting to
care for them anymore..."(Social Worker B)

The amendments and additions to the conceptual framework as a result of
the semi-structured interviews are illustrated in Table 3 below. These themes fall
under the headings of physical, emotional and financial burden, and were later

transformed into item format for inclusion in the Self-Perceived Burden Scale.
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Table 3: Themes Included in Conceptual Framework as a Result of
interviews

Worry that heatth of caregiver may suffer
Reluctance to ask for help

Worry about needing to be placed in a long-term care facility

Not wanting to be a bother

Difficulty in accepting need to rely on others

Afraid to interfere in other's lives by asking for help

Caregiver helping begrudgingly

Frustration with being dependent

Feelings of indebtedness

Anger, often directed at people who are trying to help

Eventual acceptance—relying on others becomes easier with time
Willing to accept help if it's offered, but not if they have to ask for it
Feeling like they’re a burden

Would rather go without than have to ask for help

Guilt over not being able to function

Feelings of being useless

Feeling responsible for extra stress in household

Tom between asking more of caregiver and resisting having to be placed in a
residence or nursing home

Anger related to inability to manage own care

Sense of loss associated with end-of-life issues

Results in loss of will to live

These issues were drawn directly from transcripts of patient interviews,
and were subsequently re-written into items. This process resulted in the
construction of 80 items.(Appendix XV) Further examination of the scale
foliowing methods outlined previously resulted in the creation of a 29-item scale,

shown below.
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Table 4: 29 item Scale

1. I am concemed that my caregiver will “wear out” because of the demands of helping me.

2. | wory that the health of my caregiver could suffer as a result of caring for me.

3. | worry that my caregiver is overextending him/herself in helping me out.

4. | am concemed that it costs my caregiver a lot of money to care for me.

S. 1 worry that my caregiver has to take time away from other things to help me.

6. [ feel guilty about the demands that | make on my caregiver.

7. |feel guilty that my caregiver has to change their plans in order to help me.

8. | worry about my caregiver because they have to take on too much responsibility for me.

9. [ worry that my caregiver has lost control of their life due to caring for me.

10. I'm concemed that my needs are so great that my caregiver can't handle them.

11. it troubles me to ask my caregiver for help so | overextend myself.

12. | am concemed that if | ask for help it will put too much pressure on my caregiver.

13. | often find myself doing without some things rather than having to ask for help.

14. | often feel dependent on others to get by.

15. | am concemed that because of all they do for me, the person caring for me may not be abie
to do so much longer.

16. | am concemed that my caregiver is helping me beyond their capacity.

17. 1 am concemed that | won't be able to *repay” my caregiver for all they've done for me.

18. 1 find it easier to ask for help when | feel that | can give something in retum.

19. 1 am concemed that the demands of my care have strained my relationship with my
caregiver.

20. 1 am concemed that if | asked for outside help, my caregiver would resent it.

21. | am concemed that | am “too much trouble” to those around me.

22. Receiving heip from others makes me feel loved.

23. | am concemed that because of my iliness, my caregiver is trying to do too many things at
once.

24. | am concemed that because of caring for me, my caregiver is being pulled in too many
directions.

25. | am concerned about the negative effects of my illness on those around me.

26. | am confident that my caregiver can handle the demands of caring for me.

27. 1 am concemed that if my caregiver had a choice, they wouldn't be caring for me.

28. | find it easier to accept help when it's offered, rather than when | have to ask.

29. | think that | make things hard on my caregiver.

The process of assessing for content validity by health professionals resulted in

the removal of items 11,13,14,20,27. This resuited in a list of 24 items, which

were subsequently re-numbered for simplicity.
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The final scale contained 24 items and is illustrated below:

Table 5: Final List of 24 items

1. | am concemed that my caregiver will “wear out” because of the demands of caring
for me

2. | worry that the health of my caregiver could suffer as a result of caring for me

3. | worry that my caregiver is overextending him/herself in helping me out

4. | am concerned that it costs my caregiver a lot of money to care for me

5. 1worry that my caregiver has to take time away from other things in order to help me

6. I am concemed that | won'’t be able to “repay” my caregiver for all they’ve done for
me

7. | feel guilty about the demands that | make on my caregiver

8. | worry about my caregiver because they have to take on too much responsibility for
me

9. |feel guilty that my caregiver has to change their plans in order to help me

10. | worry that my caregiver has lost control of their life due to caring for me

11. I'm concemed that my needs are so great that my caregiver can't handle them

12.1 am concerned that if | ask for help it will put too much pressure on my caregiver

13. | am concemed that because of all they do for me, the person caring for me may not
be able to do so much ionger

14. 1 am concerned that my caregiver is helping me beyond their capacity

15. I find it easier to ask my caregiver for help when | feel that | can give something in
retum

16. | am concemed that the demands of my care have strained my relationship with my
caregiver

17.1 am concemed that | am “too much trouble” to my caregiver

18. Receiving help from others makes me feel that they care for me

19. 1 am concemned that because of my iliness, my caregiver is trying to do too many
things at once

20. | am concerned about the negative effects of my iliness on those around me

21. 1 am confident that my caregiver can handle the demands of caring for me

22. 1 find it easier to accept heip when it's offered, rather than when | have to ask

23. 1 am concemed that because of caring for me, my caregiver is being pulled in too
many directions

24. | think that | make things hard on my caregiver

3.2.2 Item Clarity Testing

The process of item clarity testing revealed no inconsistencies or
ambiguities relating to the instructions, the scoring method or the scale items
themselves. All items were understood by all five patients, and no problems with

format or language were identified. None of the items were removed as a result
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of item clarity testing with a subset of the target population. The Self-Perceived

Burden Scale was deemed ready for validity testing on a patient population.
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Chapter 4: PHASE i
Phase II of this study involved the administration of the 24-item burden

questionnaire to a larger patient population, in order to complete preliminary
validity testing.

4.1 METHODS

4.1.1 Population

All patients participating in the Phase i testing of the Patient-Perceived
Burden Scale were identified through the hemodialysis unit at the Ottawa
Hospital, General and Civic Campuses. Inclusion criteria included a score of 8or
greater on the Short Portable Mental Status Questionnaire, English language
fluency, and reports of requiring a significant amount of help from an unpaid
caregiver (i.e., family member, spouse, friend or neighbour). Language and
helping criteria were informally determined by the nursing unit manager of each
hemodialysis unit.

Using a master list of hemodialysis patients from the General Campus,
patients were excluded if considered mentally incompetent, deaf, or unable to
speak or understand the English language. Eligible patients remaining on the list
were approached within the first two hours of their dialysis treatment. Once
approximately 70 patients had been enrolled at the General Campus, the study
expanded to include the Ottawa Hospital's Civic Campus, where this process

was repeated.
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Once a patient had been identified, they were introduced to the researcher
who informed them of the goals of the study. if the patient agreed to participate,
the researcher obtained informed consent (Appendix VIl) and assessed the
caregiving situation by asking a brief series of questions designed to determine
characteristics of the care situation, with the goal of assessing suitability for
inclusion in the study. | administered three general screening questions regarding
the respondent’s living arrangements, the person whom usually helps them with
day-to-day activities and whether they have any friends or family in the area that
they could call for help if it was needed. If the patient indicated through their
responses to these questions that they relied on a friend or family member for
help, they were enrolled in the study. The screening continued with the Short
Portable Mental Status Questionnaire,> administered in order to assess mental
competency.(Appendix Viii) The Short Portable Mental Status Questionnaire has
been developed as a screening tool for cognitive deficit. The SPMS consists of
ten questions, covering short- and long-term memory, orientation to
surroundings, knowledge of cumrent events and ability to perform mathematical
tasks. For respondents with some high school education, 3 to 4 errors is
considered to represent an impaired state.” This screening instrument has been
proven reliable in numerous studies with reported alpha and test-retest reliability
ranging from 0.82 to 0.85™7"". This particular screening instrument was chosen
for its brevity, simplicity, and ease in scoring. A score of 8 or higher (total score
possible was 10) indicated mental competency, and a score of 7 was accepted

for those patients with less than a seventh grade education.™
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Patients with end stage renal failure requiring hemodialysis were chosen
mainly due to their widely varied levels of disability. ©%® patients undergoing
regular hemodialysis may range from needing no help at all to being very
dependent on others for all of their activities of daily living. People on
hemodialysis were chosen because they have been shown to be limited in their
physical activity,® and therefore likely to depend on a family member or friend in
some aspects of their lives. This could cause them to experience feelings of
being a burden to those from whom they receive help.

Approval for the study was obtained from the Research Ethics Committee
of the Ottawa Hospital, and each patient gave informed consent prior to
participation on the study.(Appendix VII)

4.1.2 Administration of Self-Perceived Burden Scale

Demographic information was obtained either from the patient record or
through direct inquiries with the patient. | also assessed the quantity and nature
of paid and unpaid help available to the patient, as well as the identity of the
individual identified by the patient as being their primary caregiver. Patients were
then asked to complete four questionnaires on their own—a draft version of the
Self-Perceived Burden Scale, and three measures for use in validity testing
(Functional Status Index,”™ MOS Social Support Scale® and the SF-36%). Each
patient was offered the option of completing the questionnaires independently;
however, visual handicaps, illiteracy, extreme fatigue, or having the dialysis
access line impeding their writing arm often required administration of the

questionnaires by a researcher. For those choosing to have the questionnaires
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administered verbally, each item was read verbatim and answers were recorded
on the questionnaire. For those patients choosing to complete the study
independently, | retumed in 3045 minutes to collect the completed
questionnaires. The completed questionnaires were reviewed with the
respondent to ensure that no items had been omitted. Demographic information

was obtained through review of the medical record at a later date.

4.1.3 Selection of Study Instruments

Additional measurement instruments were selected with the goal of
describing the patient population and providing data for hypothesis testing in
order to assess validity. Patients completed the Self-Perceived Burden Scale, the
Functional Status Index, the Medical Outcomes Study Social Support Survey,

and the Short-Form 36 Heaith Survey.

4.1.3.1 Functional Status Index

The Functional Status Index (FSI)™®'® was used as a means of
assessing each patient's limitations with basic activities of daily living. The FSI
focuses on self-reported functional performance, that is the level of function of
the person whose health status is being assessed. This scale was originally
derived from the Quality of Well-Being Scale®™, which uses self-reports in order to
assess performance across three dimensions of confinement: mobility, physical
activity and social activity. The FSI consists of a list of 12 tasks of varying
difficulty, and the respondent rates their difficulty on a scale of one to four. Higher

scores indicate more disability, with a total score range from 12 to 48.



39

This shortened, self-reported version of the FSI has been validated on
older elective surgery patients %, orthopedic patients ™ and patients with atrial
fibrillation ®'. All found the modified Functional Status Index to be valid and
reliable with various clinical populations. This scale was chosen as a brief,
succinct measure of physical ability that was able to be both self-administered

and interviewer-administered without difficulty.

4.1.3.2 Medical Outcomes Study Social Support Survey

The MOS Social Support Survey was developed by the Rand Medical
Outcomes Study team to assess the ability to develop and maintain major social
relationships. Preliminary studies have shown this scale to be both valid and
reliable® *4%° with reports of internal consistency as high as o=0.97 and test-
retest reliability at 0.78. This survey has been specifically recommended for use
in surveys and epidemiological studies of chronic disease etiology. %7 Four
subscales are incorporated into this scale, including tangible support, affection,
positive social interaction, and emotional or informational support. The subscale
scores may be combined in order to iflustrate total social support reliably. Each
item is scored on a Likert-type scale with responses ranging from 1 to 5,
corresponding to how often the respondent feels that each type of support is
available to him. Higher scores indicate better perceived social support, and the
total reported score may range from 20 to 100. This measure of social support
was chosen because it is easily self-administered, and measures not only the
quantity of social support available to the respondent, but its perceived quality as

well.



4.1.3.3 Short-Form-36 Health Survey

The Medical Outcomes Study Short-Form-36 Health Survey is a multi-item
scale measuring each of eight heaith concepts: (1) physical functioning, (2) role
limitation due to physical health probiems, (3) bodily pain, (4) general health, (5)
vitality (energy/fatigus), (6) social functioning, (7) role limitations due to emotional
problems, and (8) mental health (psychological distress and psychological well-
being). The SF-36 was chosen primarily due to its ease of administration and
reputation for being the "Gold Standard" of general health measures. Using the
Rand approach, answers are recoded onto a weighted 0-to-100 score, oriented
so that high values represent more favorable health states.>* Research to date
offers good support for the assumption of a linear relationship between item
scores and the underlying health concept defined by their scales, if all prescribed
scoring assumptions are satisfied.®° The SF-36 has been proven valid and
reliable, with reported alpha reliability exceeding 0.80 in a number of studies.5¢®'
It is widely accepted, and has been shown to be effective in a wide variety of
patient populations, including the chronically ill and patients undergoing

hemodialysis. #9%

4.1.4 Supplemental items

Items not considered to fall under the hypothesized burden construct but
still of interest to the researchers were administered to respondents as a

separate group of items, labelled '‘Supplemental Items' shown beiow (Table 6).
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These additional items include questions identical to those retained in the burden
scale only worded positively, as well as questions pertaining to help-seeking
behaviour, dependence on caregiver and an item directly assessing perceived
burden. These items will be compared to the properties of those retained in the
Self-Perceived Burden Scale. Other supplemental items will be used for the
purpose of testing the hypothesis regarding the effect of burden on help-seeking
behaviour. Each supplemental item was in statement format. Response
alternatives followed a Likert-type format identical to that used for the items of the
Self-Perceived Burden Scale, with options ranging from ‘none of the time’ to ‘all
of the time’.

Table 6: Supplemental items

- | feel certain that | do not make too many demands on my caregiver
- I am not worried that my caregiver is overextending him/herselff in taking care of me
. I don’t think that | ask too much of my caregiver
- | am concemned that | am a burden to my caregiver
- | am concemed that my caregiver really doesn't want to help me
- | am concemed that if | asked for outside help, my caregiver would resent it
-  am concemed that my caregiver doesn't “let” me do things for myself that | can do
. It troubles me to ask for help so | overextend myself
- | often find myself doing without some things rather than having to ask for help
1 0 | often feel dependent on others to get by
11. 1 am concemed that if my caregiver had a choice, they wouldn't be caring for me

DONOOEWN=

4.1.5 Examination of Response Patterns

The first step was to examine the distribution of responses to each item in
the 24-item scale (Table 8).™ Items with extreme response pattemns (either very
high or very low) were eliminated. If p is over 0.95 or under 0.05, we would be
able to predict the response to the item before it is administered with greater than
95% accuracy. We therefore learn very little by knowing how an individual

actually responded.™ Skewed distribution may result in ceiling effects, where
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most of the responses are clustered at the high extreme.®* This effect makes it
difficult to detect improvement, or distinguish among positive responses. Skewed
distribution towards the negative end of the response scale results in floor
effects, making it difficult to discriminate between respondents at the lower end of
the underlying construct.

A general guideline offered by Streiner and Norman ¥ is to retain all items
with endorsement rates between 0.20 and 0.80. The endorsement rate refers to
the proportion of people who give each response alternative to an item. With a 5-
point Likert-type scale such as the one used to score the Self-Perceived Burden
Scale, each item has 5 frequencies of endorsement’: the proportion choosing
option A, the proportion chosing option B, and so forth. For the purpose of this
analysis, the highest proportion of response in any one category was recorded.
Results showing greater than 80% of respondents in the same response
category were regarded as suspect, as this illustrates a highly skewed response
distribution.

4.1.6 Homogeneity of the Items

In the case of self-perceived burden, we were attempting to measure
feelings and emotions—therefore, it was assumed that we would like the scale to
be relatively homogeneous. As a result, all of the items should tap different
aspects of the same attribute rather than different parts of different traits.* One

method of calculating this correlation is through the Cronbach’s o coefficient of

internal consistency.
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Cronbach’s a is a measure of reliability through correlation—it reflects the
average correlation among items of a scale, taking into account the total number
of items in the scale.®® This is done through comparison of the sum of variance of
individual items with the total variance of the scale. This formula is a measure of
how homogeneous the scale items are, and must be calculated seperately for
each subscale in the measurement instrument. A low « may indicate that either
the scale is unreliable, or that it actually measures several different things.* This
measure is not without shortcomings— a is highly dependent on the number of
items in the scale, and the inferences made from « are highly variable depending
on the purpose of the scale. The goal of internali reliability is th:at the items should
be moderately correlated with each other, and that each item should correlate
with the total scale. “Moderate” correlation is specified to avoid redundancy and
the sacrifice of content validity.®” If o is too high, this may suggest a high level of
item redundancy. Thus, a should be above 0.70 to reassure that the scale does
measure a cogent theme,® but not higher than 0.90, which suggests redundency

and needless length.%®

4.1.7 Analytic Procedures

4.1.7.1 Descriptive Statistics

Demographic information was obtained through examination of frequency
tables, means, standard deviation (interquartile ranges) and histograms using
SPSS 9.0 statistical package for Windows. Preliminary investigation into the
performance of the Self-Perceived Burden Scale was accomplished through

assessment of response histograms for each of the 24 items. This allowed for



determination of the highest endorsement rate for each item, as well as the
identification of items with highly skewed response patterns. The mean, standard
deviation and frequency distribution of each item were examined for anomalies

and outliers, as well as any suspect distribution.

4.1.7.2 Bartlett’s Sphericity Test

When performing a factor analysis with a sample size of 100 or smaller, it
is important to apply Bartlett's sphericity test. This procedure tests the nuil
hypothesis that the variables in the population correlation matrix are
uncorrelated.® If the null hypothesis is not rejected there is no reason to do the
components analysis as the variables themselives are already uncorrelated. As
the sample size in the current study is n=100, Bartiett's test for sphericity was

rnn.

4.1.7.3 Factor Analysis

Using the statistical software package SPSS 9.0 for Windows, a factor
analysis was performed using the original 24-item scale. The purpose of the
factor analysis is primarily to interpret the correlations among a number of
intercorrelated quantitative variables and group variables into a few ‘factors’,
such that variables within each factor are more highly correlated with variables in
their factor than with variables in other factors.'® Factor analysis assumes that
each item is a measure of an abstract—and not directly measurable—underlying
theme. Once these correlations are calculated, the factor analysis manipulates

the correlations among the items to produce linear combinations of the items.'®
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Each linear combination is called a factor. There are two methods of obtaining
the best estimates of factors: the method of maximum likelihood and the method
of least squares. The factor analysis using the method of maximum likelihood
was performed with data collected from the administration of the Self-Perceived
Burden Scale. The maximum likelihood solution is a method of statistical
estimation which seeks to identify the population parameters with a maximum

likelihood of generating the observed sample distribution.

4.1.7.4 Principal Component Theory

For the purpose of this study if the hypothesized conceptual framework is
correct, we should expect to observe the extraction of three principal
components, identifiable as physical, emotional and financial burden. Principal
component analysis is an analytic method distinct from common factor analysis,
although they often yield similar results.®'2 Both principal component analysis
and factor analysis derive linear combinations of the original variables, and often
a small number of these account for most of the variation.*® Principal component
analysis is mathematically simpler than factor analysis. This process partitions
the total variance by first finding the linear combination of the variables which
accounts for the maximum account of variance. The first component accounts for
the largest amount of variance, the second component accounts for the next
largest amount of variance after the variance attributable to the first component
has been removed in the system, and so on untii no variance remains
unaccounted for in the system.*® Each component is constructed as to be

uncorrelated with the others.
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In deciding which components should be retained, the most widely used
criterion is that of Kaiser, which states that all eigenvalues greater than one
should be retained. The size of the eigenvalues reflects the dispersion of the data
in a multivariate space that has one axis for each component.'® This criterion
has been shown to be quite accurate, especially when there less than 30
variables™. For this reason, we will employ the default Kaiser criterion and retain

all variables with eigenvalues greater than one.

4.1.7.5 Rotation of Factors

Rotating the factors obtained through factor analysis or principal
components analysis will generally increase their interpretability, making
interpretation of the resulting factors easier. This may be accomplished through
two major classes of rotations: orthogonal rotations, where the new factors
remain uncorrelated, and oblique rotations, where the new factors will be
correlated.® With the current data, we decided to perform one orthogonal
rotation and one oblique rotation with various deita settings. The orthogonal
rotation was a Varimax, designed by Kaiser to rotate each factor so that it loads
higher on a smaller number of variables.* This will make interpretation of the
resulting factors easier, although the maximum variance property of the original
components is destroyed. We chose Oblimin rotation as our oblique rotation,
although it has been argued that no rotation is better than any other, as all
rotations are simply different ways of looking at the same thing, and are

statistically equivalent.
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To interpret the factor structure of the Self-Perceived Burden Scale, it is
necessary to begin by distinguishing those factors relating to emotional burden,
physical burden and financial burden. It was found during this process, that
several of the items could be interpreted as reflecting both physical and
emotional burden. These items were grouped together as ‘General Burden’ as
shown in Table 7. Each factor structure was examined with these categories in
mind in order to aid in the identification of factors.

Table 7: Classification of Scale items Based on Theoretical Framework

Emotional Burden

5. 1 worry that my caregiver has to take time away from other things...

6. I am concemed that | won't be able to repay my caregiver...

8. | worry about my caregiver because they have to take on too much responsibility. ..
9. | feel guilty that my caregiver has to change their plans...

10. | worry that my caregiver has lost control of their life...

12. | am concerned that if | ask for help it will put too much pressure on my caregiver...
15. I find it easier to ask for help when | feel | can give something in retum...

16. | am concemed that the demands of my care have strained my relationship...
17.1 am concemned that | am ‘too much troubie’...

18. Receiving help from others makes me feel that they care for me...

20. | am concemed about the negative effects of my illness...

22_|find it easier to ask for help when it's offered. ..

23. | am concemed that because of caring for me, my caregiver is being pulled...
Physica! Burden

1.  am concemed that my caregiver will ‘wear out’...

2. | worry that the health of my caregiver will suffer...

3. | worry that my caregive is overextending themselves in helping me out...

11. I'm concemed that my needs are so great that my caregiver can't handie...

19. | am concemed that because of my iliness, my caregiver is trying to do too many things...
21. 1 am confident that my caregiver can handle the demands of caring forme...
Financial Burden

4. | am concemed that it costs my caregiver a lot of money to care for me.

General Burden

7. | feel guitty about the demands that | make on my caregiver.

13. 1 am concemed that the person caring for me may not be abte to do so...

14. | am concemed that my caregiver is helping me beyond their capacity..

24. | think that | make things hard on my caregiver.

4.1.7.6 Further Statistical Analysis

In order to test the hypotheses previously stated, the total score on the

Self-Perceived Burden Scale will be compared to the variable of interest. For
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dichotomous variables, these analyses are reported as a comparison between
the average burden scores of respondents with each of the conditions of interest
present or absent. Comparison between the two means was performed using the
student’s independent samples t-test. This is a common test used to determine if
there exists a statistically significant difference between the means of two

independent samples. The null hypothesis for this statistical test is Ho: py = po. If

the p value is less than 0.05, the null hypothesis is rejected and we may
conclude that the source population outcome means are not equal.103 Variance
may be assumed equal if the sample population is sufficiently large,'® and this
study satisfies this assumption.

Categorical variables, such as “Identity of Primary Caregiver”, “Education”
and “Etiology of Renal Failure” were also analyzed using the t-test by
transforming each variable into one that was dichotomous. This was
accomplished by identifying a cut-point for each variable. This method was
determined by the researchers to provide more meaningful results than an
ANOVA or similar test comparing all categories of the categorical variable.

To measure the correlation between two continuous variables, we
examined the Pearson Correlation Coefficient. This value may range from -1 to
+1, depending on the extent of linear correlation between the two variables of
interest.'® The r? for each continuous variable was reported to illustrate the

percentage of variance in burden score total accounted for by each variable.
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4.1.7.7 Inter-Group Comparisons

in order to investigate the characteristics of respondents experiencing
significant feelings of being a burden, the respondents in the highest quartile of
burden scores (deemed ‘burdened’ individuais) were compared to the remainder
of the sample (‘unburdened’ individuals). The percentage of burdened
respondents with the trait in question was compared to the percentage of
unburdened respondents with the trait for all dichotomous variables (gender, high
school education, presence of a comorbid condition). This comparison was
analyzed for significance using the chi square test for a 2x2 contingency table.
This test compares the observed and the expected counts in a contingency table
problem.'® For continuous variables, the average score of the measure in
question was compared between the burdened and unburdened groups. These

two average scores were compared through application of the Student's t-Test.
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4.2 RESULTS

One hundred and eleven individuals undergoing hemodialysis agreed to
participate in the current study. Sever of these individuals were excluded from
the study because scores on the Short Portable Mental Status Questionnaire or
their proficiency in English were below the acceptable limit. One hundred and
four individuals scored greater than 8 out of a possible 10 on the SPMSQ and
gave informed consent. Subsequently, four of these patients did not complete the
study. Three respondents changed theiir minds regarding participation. The fourth
respondent was judged to not have the mental capacity necessary to provide
meaningful and consistent responses, in spite of passing the SPMSQ. The Self-
Perceived Burden Scale and other study instruments were administered to the
remaining 100 patients. The demographic information obtained from the

respondents is listed in Table 8 below.
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Table 8: Baseline Characteristics of 100 Participants with End-Stage Renal
Disease

Demographic Characteristic Proportion
Gender (% male) 55%
Age (in years) 64.7 years (s.d. 14.1)
Education
Less than Grade 7 7%
Junior High School (Gr.7-9) 22%
Partial High School (Gr.10-12) 18%
High School Graduate 22%
Partial College (1 year min) 11%
College or University Graduate 17%
Postgraduate (Masters, PhD) 3%
Professional Degree 1%

Months on Hemodialysis 30.3 months (s.d. 32.6)

Past Experience on CAPD (Continuous 23%

Ambulatory Peritoneal Dialysis)

Co-morbid conditions (any) 71%
Angina 33%
Congestive heart failure 26%
Diabetes 24%
Arthritis 14%
Respiratory illness 12%
Neurologic Disease 5%
Liver Disease 2%
Other co-morbid conditions 19%

Previous Kidney Transplant 18%

Etiology of Renal Faiiure
Hypertension 21%
Diabetes 23%
Glomerulonephritis 11%
Polycystic kidney disease 9%
Idiopathic 18%
Other 19%

How long before beginning

hemodialysis were you aware that you

would need it?
Immediately before dialysis 30%
Less than 6 months 8%
More than 6 months 61%
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The respondents in this study were slightly more likely to be male (55%)
with an average age of 64.7 (S.D. + 14.1) years. The majority of the participants
had extensive experience on hemodialysis, averaging 30.3 months (S.D. £32.6)
of regular hemodialysis. The great majority of the patients enrolled had at least
one co-morbid condition (71%), the most commonly cited being angina (33%)
and congestive heart failure (26%).

All participants reported obtaining some kind of support with their daily
activities. Most respondents reported that they required help to cook meals (70%)
and clean the house (67%), with a lesser number reported needing help for
laundry, driving and shopping. Help was overwhelmingly provided by the spouse
(61%). Although many respondents identified a son or daughter as a significant
source of unpaid help, few of them identified these family members as primary
caregivers (6% and 16%, respectively). A significant number of respondents
perceived a barrier to their caregivers ability to care for them, the most
commonly named being the health of the caregiver (named by 20% of
hemodialysis patients) and the career demands of the caregiver (named by 11%
of patients). Nearly a third of patients also obtained paid help from an outside
source, most commonly with housekeeping duties (29%) and driving (26%).

Detailed responses are outlined in Table 9.
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Table 9: Sources and Nature of Support Available for 100 Patients with End
Stage Renal Disease

Sources of Unpaid Help
Spouse 61%
Daughter 41%
Son 36%
Other Family 22%
Friend 13%
Neighbour 9%
Other Sources 3%
Type of Unpaid Help
Cooking 70%
Cleaning 67%
Laundry 42%
Driving 41%
Shopping 34%
Lawn/Snow 9%
Other 37%
Primary Caregiver
Spouse 61%
Daughter 16%
Son 6%
Other Family 11%
Friend 3%
Other . 3%
Barriers to Helping
Health of caregiver 20%
Work of caregiver 11%
Family 3%
Other 3%
Professional Help
Housekeeping 29%
Driving Service 26%
Nursing Care 13%
Landscaping 13%
Snow Removal 11%
Other Paid Help 2%

" In response to the question: “Are there any factors that you believe interfere with your
caregiver’s ability to care for you?"
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The 24-item Self-Perceived Burden Scale produced total scores ranging from 24

to 120. The distribution of scores is provided below in Figure 2:

Score Distribution of Self-Perceived Burden Scale
(24-items) in 100 Hemodialysis Patients

%7

BO 80 100 110
Total Scare on 24-tem Scale

Figure 2: Score Distribution of 24-item Self-Perceived Burden Scaleas
Administered to 100 Individuals on Hemodialysis
4.2.1 Factor Analysis

Bartiett's test produced an approximate chi-square of 1490.58 with 276
degrees of freedom, which corresponds to a p value of <0.001. This test is highly
significant, indicating that the items are significantly correlated.

Principal components analysis set to extract eigenvalues greater than one

resulted in the extraction of 4 factors. The resulting factor loadings showed no
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identifiable factors. The Varimax rotation extracted four factors, with a better
distribution of items then that of the initial solution. Once again, however,
although distinct factors were evident in the item loadings, the items in each
factor did not combine to form meaningful and identifiable subscales. The resuits
of the principal components analysis after a Varimax rotation are shown in Table
10 below:

Table 10: Factor Loadings of items on Self-Perceived Burden Scale After a
Principal Components Analysis with a Varimax Rotation

Factor

Number Item i ] ] v
2 Health of caregiver could suffer .78 .36 .02 .03
1 Caregiver will wear out .73 19 -.03 .14
3 Overextending caregiver .73 .30 .16 .23
8 Take on too much responsibility 72 .20 .23 .20
10 Caregiver lost control of life .69 .35 .31 -.04
9 Guilt that caregiver has to change plans .69 .25 .25 -.14
5 Takes time away from other things .66 .21 27 -.04
7 Guilty about demands .64 .36 .16 .25
4 Costs caregiver a lot of money to care .51 .25 .50 .01
12 Asking for help puts pressure on caregiver .48 43 32 -.04
13 May not be able to care much longer .20 .78 .15 -.01
16 Strained relationship with caregiver 27 .69 .25 .05
23 Caregiver pulied in too many directions .40 67 .15 .10
17 I am too much trouble’ to caregiver .50 .64 .16 .19
24 Make things hard on caregiver .40 .83 .14 12
14 Helping beyond their capacity .30 .60 .56 .08
20 Negative effects of illness 44 .58 .12 .03
11 Needs too great for caregiver to handle .36 37 .67 .04
6 Won't be able to repay caregiver 32 .24 .59 22
198 Trying to do too much at once 45 34 .55 .27
18 Makes me feel that they care for me 31 .05 -.45 .41
21 Confident that caregiver can handie demand -.11 .28 -.19 -.75
22 Easier to accept help that’s offered -.01 .28 -.07 .74
15 Giving something in retum .01 .38 37 .48

Following this, various Oblimin rotations were attempted, with delta ranging from
-1 to +1. The maximum iterations for convergence were set at 25, and most
attempts were unable to converge at less than 25 iterations. Two rotations were

completed, at deltas of 0.25 and 0.5.(Appendices XVilI and XiX) Both factor
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analyses extracted four factors, none of which produced any meaningful
subscales after careful analysis by the investigator and advisors. Factor analysis
by means of maximum likelihood showed nearly identical results, with no
identifiable factors beyond the first general burden factor. Based on this portion
of the analysis, it seemed increasingly appropriate to restrict further analysis to
one general factor.
4.2.2 Item Refinement

Principal Components Analysis was again performed, restricting extraction
to 1 main factor, as opposed to the four factors which were obtained using the
Kaiser criterion. After the first run, the item loading the least on the principal
factor was eliminated from analysis. This left twenty-three items included in the
analysis. With the number of items reduced by one, the analysis was run again.
Again, the item loading the least on the common factor was rejected from
analysis, reducing the pool of items to twenty-two. This analysis was repeated
until one sole item was left in the factor analysis, resulting in a ranked list of
items. This ranking is presented in Table 11, from the item loading the strongest

on this single factor to that which loaded the least.
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Table 11: items from Self-Perceived Burden Scale Ranked as Loaded on a
Single Underlying Factor Using Principal Components Analysis

3. | worry that my caregiver is overextending themselves in helping me.

2. | worry that the heaith of my caregiver could suffer as a result of caring for me.

17. 1 am concemed that | am “too much trouble” to my caregiver.

7. | feel guilty about the demands that | make on my caregiver.

8. I worry about my caregiver because they have to take on too much responsibility for me.
10. | worry that my caregiver has lost control of their life due to caring for me.

19. I am concemned that because of my iliness, my caregiver is trying to do too many things at
once.

23. | am concemed that because of caring for me, my caregiver is being pulied in too many
directions.

24. | think that | make things hard on my caregiver.

11. I'm concemed that my needs are so great that my caregiver can't handie them.

14. | am concemed that my caregiver is helping me beyond their capacity.

16. | am concemed that the demands of my care have strained my relationship with my caregiver.
4. 1 am concemed that it costs my caregiver a lot of money to care for me.

9. I feel guilty that my caregiver has to change their pians in order to help me.

12. | am concemed that if | ask for help it will put too much pressure on my caregiver.

20. 1 am concemed about the negative effects of my iliness on those around me.

S. | worry that my caregiver has to take time away from other things in order to help me.
13. | am concemed that the person caring for me may not be able to do so much longer.

1. 1am concemned that my caregiver will “wear out” as a result of caring for me.

6. | am concerned that | won't be able to ‘repay’ my caregiver for all they've done for me.
15. 1 find it easier to ask for help when | feel that | can give something in retumn.

22. | find it easier to accept help when it's offered, rather than when | have to ask.

18. Receiving help from others makes me feel that they care for me.

21. | am confident that my caregiver can handle the demands of caring for me.

4.2.3 item Utility Analysis

The final step in determining which of the items will be retained in the final
scale is an examination of all data available to date. By combining information on
face validity, content validity, response pattern, split-half reliability, and the items’
proximity to a general burden factor, each item was examined and a decision
made on whether or not the item should be retained in the final version of the

self-perceived burden scale. Details of this process are displayed in Table 12.
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Table 12: Performance of Individual Items from Self-Perceived Burden Scale as Administered to 100 Individuals

ITEMS FACE CONTENT RESPONSE CHANGEIN«IF RANK OF LOADING
PATTERN ITEM REMOVED ON SINGLE FACTOR

1. 1 am concemed that my caregiver will “‘wear out” v v 51% - 0.0040 19
as a result of caring for me.
2. | worry that the health of caregiver could suffer v v 56% - 0.0062 2
as a result of caring for me
3. | worry that my caregiver is overextending v v 48% - 0.0065 1
themselves in helping me out.
4. | am concerned that it costs my caregiver a lot v v 80% - 0.0039 13
of money to care for me
5. | wonry that my caregiver has to take time away v v 62% - 0.0043 17
from other things in order to help me.
6. | am concemed that | won't be able to repay my v v 63% - 0.0033 20
caregiver for all they've done for me.
7. | feel guilty about the demands | make on my v v 49% - 0.0058 4
caregiver.
8. | worry about my caregiver because they have v v 59% - 0.0063 6
to take on too much responsibility for me.
9. | feel guilty that my caregiver has to change v v 58% - 0.0047 14
their plans in order to help me.
10. | worry that my caregiver has lost control of v v 80% - 0.0059 6
their life due to caring for me
11. I'm concemed that my needs are so great that v v 78% -0.0038 10
my caregiver can't handie them.
12. | am concemed that if | ask for help it will put v v 73% - 0.0040 16
too much pressure on my caregiver.
13. | am concemed that the person caring may not v v 7% - 0.0033 18
be able to do so much longer.
14. | am concemed that my caregiver is helping v v 75% - 0.0053 11
me beyond their capacity...
15. | find it easier to ask for help when | feel | can v v 43% 0.0003 21
give something in retum.
16. | am concemed that the demands of care have v v 78% - 0.0043 12
strained my relationship with my caregiver.
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_._.mgm FACE CONTENT RESPONSE CHANGE IN o IF RANK OF LOADING
PATTERN ITEMREMOVED ON SINGLE FACTOR
17. | am concemed that | am “too much trouble® to v v 68% - 0.0068 3
caregiver.
18. Receiving help from other makes me feel that v v 37% 0.0061 23
they care for me.
19. | am concemed that because of my iiiness, my v v 7% - 0.0066 7
caregiver is trying to do too many things at once.
20. | am concemed about the negative effects of v v 64% - 0.0053 16
my iliness on those around me.
21. | am confident that my caregiver can handle v v 41% 0.0129 24
the demands of caring for me.
22. | find it easier to accept help when it's offered, v v 38% 0.0038 22
rather than when | have to ask.
23. | am concemed that because of caring for me, v v 55% - 0.0057 8
my caregiver is being pulled in too many
directions.
24, | think that | make things hard on my v v 66% - 0.0046 9

caregiver.




In order to determine which items were eliminated from further analysis
and which would be retained in the final draft of the Self-Perceived Burden Scale,
we examined the correlation matrix, degree of loading on the general factor,
response patterns and content of each item individually. Based on this
examination, a judgement was made. Most items in the scale were highly
correlated, and the degree of correlation factored highly into the decision to keep
or reject each items. ltems 5,18,20,22 and 23 were rejected primarily due to their
high degrees of correlation with other items, making them redundant. items
1,8,11,13 and 16 were rejected primarily based on their low loadings on the
general burden factor, indicating that they may not correlate well with the
underlying burden construct. Items 8,10,11,12 and 16 were rejected primarily due
to their poor response patterns—no item was rejected due solely to a skewed
response pattern, but were often also highly correlated with other items. Finally,
items 6 and 15 were also excluded from further analysis. These items were
known to be measuring the concept of indebtedness, which was hypothesized to
be a dimension of burden. As these items evidently fall outside of the general
burden factor, it is likely that although feelings of indebtedness may be closely
related to feelings of being a burden, they are a separate dimension from burden
itself. For this reason, it was not seen as necessary to include these items in the

final instrument.

Nine of the original 24 items were retained in the final patient perceived

burden screening instrument. These are identified in Table 13:
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Table 13: List of items included in the Final Version of the Self-Perceived
Burden Scale

2. | worry that the health of my caregiver could suffer as a resuft of caring for me

3. 1 wony that my caregiver is overextending themselves in helping me

4. | am concemed that it costs my caregiver a lot of money to care for me

7. 1 feel guilty about the demands that | make on my caregiver

14. | am concemed that my caregiver is helping me beyond their capacity

17. { am concemed that | am ‘too much trouble' to my caregiver

19. | am concemed that because of my iliness, my caregiver is trying to do too many things at
once

21. 1 am confident that my caregiver can handle the demands of caring for me

24. [ think that | make things hard on my caregiver

In addition to the nine items outlined above, another item was considered
for inclusion. Supplemental item #4 (I feel that | am a burden to my caregiver)
was tested along with the burden scale. This item loaded adequately on the
general factor when inciuded in the scale, and correlated highly with each
individual’s total score on the original 24-item burden scale. With the inclusion of
this item, internal consistency remained high.

Cronbach’s alpha for internal consistency of the entire scale fell from 0.92
to 0.85, indicating that the new scale retained a high degree of internal
consistency, while eliminating much of the redundancy. The Pearson Product-
Moment Correlation between the total scores of the 24-item version of the scaie
and the total score of the abbreviated 10-item version is 0.95, indicating that very
little has been lost in the selected deletion of the redundan_t items.

The final Self-Perceived Burden Scale produced scores ranging from 10 to

50. The distribution of the 10-item scale is shown in Figure 3 below:




62

Score Distribution of Self-Perceived Burden Scores
10-Item Scale) of 100 Hemodialysis Patients
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_
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Figure 3: Score Distribution of 10-item Self-Percevied Burden Scale as
Administered to 100 Patients Undergoing Hemodialysis

Anocther principal components analysis was performed, using the new,
abbreviated version of the Self-Perceived Burden Scale. This process extracted
what could be interpreted as two factors, or as one factor with one item that did

not fit into the primary factor. These results are shown below in Table 14:
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Table 14: Factor Analysis of 10-item Self-Perceived Burden Scale Using
Principal Components Analysis

Factor #1 Fasxctor #2
17. 1 am concerned that | am too much trouble’ to  21. | am confident that my caregiver can handle the
my caregiver. (.83) demands of caring for rme. (.87)

3. | worry that my caregiver is overextending
themselves in helping me. (.81)

7. | feel guilty about the demands that | make on my
caregiver. (.81)

2. | worry that the health of my caregiver could suffer
as a resuit of caring for me. (.80)

19. | am concerned that because of my iliness, my
caregiver is trying to do too many things at once.
(77)

24. | think that | make things hard on my caregiver.
(.75)

14. | am concerned that my caregiver is helping me
beyond their capacity. (.73)

4. | am concernad that it costs my caregiver a lot of
money to care for me. (.71)

S4. | feel that | am a burden to my caregiver. (.69)

4.2.4 Hypothesis Testing

The next stage in the preliminary testing of a new scalse is using it to test
hypotheses regarding its performance. For this purpose, :questionnaires other
than the new Self-Perceived Burden scale were adminisstered to the patient
population simultaneously. These included the FSI, the MIOS Social Support
Scale and the SF-36, as well as supplemental questionss relating to burden,
health, and receiving care. Using this additional informatiom, it was possible to
formulate hypotheses pertaining to correlations and relaticonships between the
respondent's burden scores and other information providead. Results of these
analyses are presented in Table 18.

Hypothesis: Gender will be likely to be significantly correlsaated with increasing

feelings of being a burden, with men scoring higher on peirceived burden than
women.
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The gender of the respondent was seen to be a significant predictor of
burden. Men were significantly more likely to report feelings of being a burden
than their female counterparts. The highly burdened popuiation, as defined by a
score on the Self-Perceived Burden Scale of 23 or greater, were 75% male,
whereas the rest of the sample was evenly spliit between men and women. This
relationship was significant to p < 0.01.

Hypothesis: A greater sense of being a burden will be significantly correlated with

a decrease in help-seeking behaviour, as measured by two suppfemental
questions administered separately.

As expected, help-seeking behaviour was significantly correlated (p <
0.01) with the total score on the Seif-Perceived Burden Scale. However, this
relationship accounts for only 10% of the variance in feelings of burdensomeness
as measured by the instrument (r* = .10)
Hypothesis: A greater sense of being a burden will be significantly correlated with

less perceived control, as measured by the “General Health Perceptions”
subscale of the SF-36.

As predicted, total scores on the Self-Perceived Burden Scale were
correlated with the General Health Perceptions subscale of the SF-36. Although
this correlation accounts for only 7% of the variance in self-perceived burden (2
= .07) this correlation was significant at p < 0.01. Self-Perceived Burden was also
correlated significantly with other SF-36 subscales, including Physical
Functioning (* = .09, p < 0.01), Role-Physical Functioning (r = .06, p = .01),
Social Functioning (r* = .07, p = .01), Role-Emotional Functioning (r* = .12, p<
.01) and Mental Health (* = .15, p < .01).

Hypothesis: A greater sense of being a burden will be significantly correlated with
increased social support as measured by the MOS Social Support Scale.
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Contrary to expectations, total scores on the MOS Social Support Scale
did not correlate to a significant degree with total scores on the Self-Perceived
Burden Scale (> = .002, p = .65). In addition, no significant correlations were
observed between burden scores and any of the subscales of the MOS Social
Support Scale, including Emotional/Informational Support (r* = .001, p = .72),
Tangible Support (r* < 0.001, p = .89), Positive Social Interaction (2 = .02, p =
.16) and Affection (r* < .001, p = .93).

None of the other demographic factors were significant predictors of
feelings of burden: patient age, education, length of time on hemcdialysis,
previous experience with CAPD and etiology of renal failure all failed to show
significant associations with overall burden scores. None of the various co-
morbid conditions were associated with feelings of being a burden. What is
interesting to note is that although no single co-morbid condition correlated
significantly with global burden score, the number of co-morbid conditions
reported by the respondent is positively correlated with increasing reports of
burdensomeness. Complete results of all correlation testing is displayed in

Tables 15 and 16.



Table 15: Correlation Testing of Total Self-

Perceived Burden Scores Using

independent Samples t-Test

Variable to Correlate with Present + Absent + Diff. Sig 95% C.I.

Burden S.D. S.D.

Gender (male) 21.0+89 16.6 +6.0 44 .01 (135757
Age (>=65) 19.0+7.8 19.3+8.5 0.3 .82 (-297,3.72
Education (>high school) 18.3+8.6 188+74 0.5 .75 (-267,3.69)
Months on Hemodialysis (>=12) 186+7.8 18.3+7.7 03 83 (-3.02,3.77)
Previousfy on CAPD (N=22) 18.1+7.5 18.9 +8.1 0.8 .66 (-2.91,4.63)
Previous Renal Transplant 162+ 3.8 19.3+85 3.1 .15 (-1.10,7.26)
Presence of Any Co-Morbid 20.8+96 18.2+7.5 26 42 (-7.65,62.39)
Condition
Arthritis (N=13) 18.7 £6.0 18.7+82 0 10 (-3.93, 3.96)
Angina (N=31) 19.5+8.5 18.3+7.7 08 .51 (4.81,241)
Congestive Heart Failure (N=24) 20.0+8.8 18.3+76 0.7 .38 (-5.88,2.30)
Diabetes (N=23) 205+78 18.3 + 8.1 22 25 (-597,181)
Malignancy (N=3) 23.3+9.2 186+79 4.7 31 (-27.0,17.5)
Liver Cirrhosis (N=2) 30.5+17.7 185+76 12.0 .51 (-168, 144)
Respiratory Disease (N=11) 216 +8.1 18.3+7.7 33 .19 (-9.58, 2.95)
Severe Neurologic Disease 234 +13.1 184 +76 50 .17 (12.1,223)
(N=5)
Identity of Primary Caregiver 20.7 +8.3 16.1 + 6.8 46 .02 (0.65,6.83)
(spouse vs. other)
Anything that Interferes with 21.7+96 17.7+6.7 4.0 .02 (0.77,7.25)

Caregiving

Table 16: Correlation Testing of Total Seilf-Perceived Burden Scores Using
Pearson Correlation Coefficient

Variable to Correlate With Burden r Sig _
Number of Co-Morbid Conditions .04 .04
Help Available .001 73
Caregiver Healith Problems .10 <.01
Help Seeking Behaviour .10 <.01
Single-item Burden Measure .35 <.01
Total Score on FSI .07 .01
MOS Social Support .002 .65
Emotionalinformational Support (MOS) -001 72
Tangible Support (MOS) <.001 .89
Positive Social interaction (MOS) .02 .18
Affection (MOS) <.001 .93
Physical Functioning (SF-36) 09 <.01
Role-Physical Functioning (SF-36) .08 .01
Bodily Pain (SF-38) .01 .74
General Health Perceptions (SF-36) .07 01
Vitality (SF-36) .04 .07
Social Functioning (SF-36) 07 01
Role-Emotional Functioning (SF-36) .12 <.01
Mental Health (SF-36) .15 <.01
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Many aspects of the caring relationship showed slight significant
correlations with high burden scores. These include a caregiver with health
problems, the identification of a barrier to caregiving (e.g. competing depends on
caregiver such as family, work), and help seeking behaviour, as assessed by
combining scores for supplemental questions pertaining to help-seeking
behaviour. As expected, the overall burden scores also correlated highly with the
single-item direct assessment of burden.

With the exception of the MOS Social Support Scale, all of the
measurement instruments which were administered concurrently with the burden
scale correlated with the overall burden score. This included significant
correlations with the Functional Status Index, as well as with 6 of the 8 subscales
of the SF-36.

4.2.5 Comparison of Burdened vs. Unburdened Patients on Hemodialysis

In order to compare the characteristics of individuals experiencing high
feelings of being a burden with the rest of the population, respondents in the top
quartile of burden scores (score >= 23) were designated as individuals with high
feelings of being a burden. The average scores of this group on a number of
measures was compared to the average scores of the rest of the study

population. The results of this analysis are illustrated in Table 17:
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Table 17: Characteristics of Burdened vs. Unburdened Individuals in a
Sample of 100 Hemodialysis Patients Using an Independent Sample T-Test

Characteristic Burdened Unburdened Sig. 95% C.1.

Age of Respondent (# of years) 65.4 844 .76 (-7.17, 5.28)
*Gender (% male) 75.0 50.0 .02

*Education (% high school or higher) 393 29.2 34

“Any Comorbid Condition (%) 78.6 70.8 .34

Number of Comorbid Conditions 1.54 1.17 17 (-89, .16)
Heilp Seeking Behaviour 5.30 3.85 <.01 (.55, 2.74)
Total Score of MOS 77.14 78.92 .85 (-5.95, 9.50)
Total Score of FS| 229 1.97 .07 (--65, .023)
SF-38: Mental Health 21.12 24.35 <.01 (1.01, 5.45)
SF-36: Physical Functioning 17.27 19.86 .03 (.24, 4.949)
SF-36: Role Emotional Functioning 485 5.28 .04 (:017,1.2)
SF-36: Role Physical Functioning 4.88 5.61 .03 (.09, 1.36)
SF-36: Pain 6.74 6.54 .24 (- 54, .14)
SF-36: Vitality 11.38 12.99 11 (-39, 3.6)
SF-36: Health Perceptions 9.77 11.40 .08 (-.17,3.44)

* Significance calculated through Chi Square brocedure

Individuals with high scores on the Self-Perceived Burden Scale differ
from individuals without significant feelings of being a burden in gender, help

seeking behaviour, mental health, physical functioning, and roie functioning.
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Chapter 5: DISCUSSION
5.1 Summary of Findings

Through the multiple steps in phase |, | developed a 24-item scale
measuring the degree to which a chronically ill person feels that they are a
burden to their caregiver. | believe that the new scale is based on a sound
conceptual framework, thereby maximizing content validity. This framework was
confirmed through detailed interviews with patients and health care providers.
The subsequent administration of the 24-item scale to 100 chronically ill people
resulted in modifications to the conceptual framework, decreased the number of
items in the scale, and offered a preliminary assessment of the scale’s validity by
testing hypotheses outlined prior to scale development.

The original conceptual framework was derived from pre-existing
caregiver burden literature, 2141822628105 55 we|| as interviews with patients
requiring hemodialysis and health professionals. | proposed three dimensions of
self-perceived emotional, physical, and financial burden. The existence of these
general dimensions was supported by the results of the semi-structured patient
and health care professional interviews. This process led to the development of
80 items hypothesized to measure the three dimensions of Self-Perceived
Burden. These 80 items were reduced to 29 through consensus process
involving all investigators. These 29 items were further reduced to 24 following a
content validity exercise in which health professionals ranked e-ach item on its

relevance to the pre-defined conceptual framework. To further evaluate the items
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relation to the conceptual framework, a factor analysis was undertaken using
responses from 100 chronically ill patients requiring hemodialysis. The resuits of
factor analyses did not support the three hypothesized dimensions of self-
perceived burden. The four factors extracted were not readily identifiable as
aspects of burden, and nearly all items loaded strongly on a sole burden factor.

A combination of information regarding each item’s face validity, content
validity, response pattern, a coefficient, correlation with other items and ranking
on the single burden factor was combined in order to evaluate the utility and
validity of each item in the scale. From this process, the number of items in the
scale was reduced from 24 to 10 items. These items were each scored on a
Likert-type scale with a total score range from 10 to 50.

These ten items were used to test hypotheses to provide evidence
supporting the validity of the Self-Perceived Burden Scale. Four hypotheses were
stated at the outset of the study, pertaining to factors expected to influence an
individual’s sense of being a burden. As expected, feelings of being a burden
were significantly correlated with the General Health subscale of the SF-36. This
subscale includes a measure of perceived control, which has been associated
with better adjustment to illness'®. This correlation is negative, because the
General Health subscale is scored so that a high score indicates better health
perceptions®. This finding implies that as an individual feels that they are losing
control of their health, they are likely to have increased feelings of being a burden
to others. This result lends further credence to the earlier suggestion that feelings

of being a burden are linked to decreased feelings of control over one’s health. It
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must be noted, however, that none of the significant correlations accounted for a
notable percentage of the variance in total scores on the Self-Perceived Burden
Scale. The most sizable r? value was reported for the correlation between self-
perceived burden and the mental health subscale of the SF-36, which accounted
for only 15% of the variance in total self-perceived burden scores. Although many
of the associations were statistically significant, they were still quite weak and

should be interpreted with caution.

5.2 Correlates of Self-Perceived Burden
Three of the four hypotheses stated in Chapter 1 were found to be

supported by the resuits of this study. As predicted, help seeking behaviour was
significantly correlated with feelings of being a burden in this population of people
dependent on hemodialysis. People experiencing feelings of being a burden
were less likely to ask for help when it is needed. This finding satisfies the equity
theory of social exchange, as set forth originally by Adams'®” which states that
inequitable relations produce discomfort which motivates individuals to try to
reduce the unpleasant feelings. When applied to the recipient of help, such as in
a caregiving situation, the recipient experiences affective distress (e.g., feelings
of indebtedness) which they try to eliminate via actual or psychoiogical
means.*'®11% In this case, the person on hemodialysis feels as though they are
a burden to their caregiver, and therefore ceases to ask for help in the hope that
it will alleviate the burden to a degree.

Contrary to expectations, feelings of being a burden were not found to be

significantly associated with perceived social support in this patient population. In
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addition, burden scores were not found to be significantly associated with any of
the subscales of the MOS Social Support Scale, including tangible support,
affection, emotional and informational support, and positive social interaction. No
significant cormrelation was observed between total self-perceived burden scores
and scores on the MOS Social Support Scale. It must be noted, however, that
the social support instrument exhibited large ceiling effects. This could indicate
that all participants in this study had exceptional social support, as the scores on
the MOS seem to indicate, but that no correlation exists between self-perceived
burden and social support. There is evidence, however, that the MOS Social
Support Scale did not perform well enough to allow any inferences regarding the
relationship between social support and self-perceived burden. A principal
components analysis of the MOS Social Support Scale showed only 2 factors
with eigenvalues greater than one. As this scale should show 4 discemible
subscales, this suggests that this instrument did not perform reliably in this
patient population.

The relationship between social support and feelings of being a burden is
not straightforward. A review by Jutras and Veilleux concerming caregiver
burden® cited kinship as a determinant of caregiver burden—the closer the
relationship between the caregiver and care recipient, the greater the burden.
Our study supports this assertion, as respondents who identified their spouse as
their primary caregiver had significantly greater feelings of being a burden than
respondents citing other family members or friends (p = 0.02). Other studies have

reported similar findings.""''2 Jutras and Veilleux also cited level of caregiving
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responsibility as the factor most likely to increase caregiver burden.® This finding
has been supported by other studies'>''* that reported that being the sole
caregiver contributed significantly to the difficulties related to caregiving. This is
closely related to social support, as the person with chronic illness who professes
to have a strong social support network is likely to have more sources of help
then those who rely entirely on their caregiver. Future examinations of the
relationship between social support and self-perceived burden should take into
account not only the quality of social support available to the individual living with
chronic illness, but the quantity of social contacts. It is likely that the more
sources of social support available, not only to the person with chronic iliness but
to their caregiver, the less the burden experienced by the caregiver and the less

of a burden the help recipient perceives themselves to be.

5.3 How Does This Study Improve Our Understanding of Self-Perceived
Burden?

The qualitative work in Phase | of the current study confirmed a number of
aspects of the conceptual framework of burden found in the caregiving and
helping literature. These include feelings of guilt, indebtedness, loss of control
and dependence. In addition, by soliciting input from the people undergoing
hemodialysis and their health professionals, the current study has further
advanced the theoretical concept of burden. The semi-structured interviews
identified many themes that chronically ill individuals associate with burden that
had been overiooked by much of the pre-existing literature. Among those listed

included worries regarding what they viewed as ‘interference’ in their caregiver's
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lives, concermn about the possibility of the physical strain of caregiving adversely
affecting the caregiver's health, anger, resentment, frustration and helolessness.
Feelings of guilt and feelings of indebtedness were particularly evident in
discussions of respondent’s feelings of being a burden. These feelings were
mentioned by both the patients themselves and the health care professionals in
the semi-structured interviews performed in Phase |. ltems pertaining to feelings
of indebtedness were later removed due to poor performance in Phase II. It is
important to note that this finding does not invalidate the proposed conceptual
framework, but suggests that in this popuiation of people undergoing
hemodialysis, feelings of indebtedness are not invariably linked to feelings of
being a burden. This may be due to the fact that 60% of caregivers identified by
respondents were spouses to the person receiving help. This spousal
relationship often satisfies many of the conditions identified by Fisher, Nadier,
and Whitcher-Alagna as promoting positive responses to aid.''® These conditions
include positive motivation to heip, help that is offered rather than requested, and
little threat to autonomy,''® all of which are usually true of the spousal
relationship. As a result, people relying on a spouse for help would be less likely
to experience negative emotions associated with needing help, such as feelings
of indebtedness. Of course, this is not true of all spousal relationships—any
marriage experiencing problems before experiencing a chronic illness may
continue to deteriorate, depending on the reactions of both the person with the
illness and the caregiving spouse to the new challenge of coping with this

stressful situation.
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Caregiving literature has identified guilt as one of the psychological
aspects most frequently related to the caregiving experience.!'®''® This feeling
was mentioned frequently by dialysis patients in the semi-structured interviews of
Phase |, and continued to play an important role in defining burden through
Phase Il. The question pertaining to guilt performed well throughout the item
reduction and was retained in the final version of the Self-Perceived Burden
Scale. Guiit has been shown repeatedly to be a prominent factor in caregivers—
this includes guilt as a motivating factor in assuming the caregiving role,''™® as
well as guilt over not being able to care adequately and guilt associated with
neglecting other aspects of one’s life in order to provide care.''®''” The findings
of this study show that guilt is also a burden to the people requiring hemodialysis,
and comprises a significant portion of negative response to caregiving in this
population.''®

The findings of this study seem to indicate that self-perceived burden is a
single construct comprised of three dimensions. This theory is supported by the
results of the factor and principal components analyses, which showed the three
hypothesized dimensions of self-perceived burden—physical, emotional and
financial perceived burden—loading highly on one underlying factor. This factor
was judged to be a general burden factor, engulfing the three dimensions and

obscuring their identification through factor analytic methods. This theory is

illustrated in Figure 4 below:
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Figure 4: Suggested Structure of Self-Perceived Burden and its Underlying
Dimensions

An alternate proposal for the structure of separate aspects of self-
perceived burden is one in which physical, emotional and financial circumstances
influence burden, but do not fall under the construct of general burden. Each of
these influences are seen to cormrelate with general feelings of being a burden.
The current study also supported aspects of this theory. Emotional influences, as
measured by the mental health subscales of the SF-36, were found to correlated
significantly with scores on the Self-Perceived Burden Scale. Physical
circumstances, as measured by both the physical functioning subscale of the SF-
36 and the Functional Status index, were found to be significantly correlated with
overall feelings of being a burden. This structure indicates how physical,
emotional and financial burden contribute to the burden perceived by the

individual, but are separate dimensions and must be measured independently
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from the general burden factor. This figure suggests that the perception of
burden is the same regardiess of the cause, and that the causes of burden can
be loosely grouped under these three main categories. The relationships
between physical, emotional and financial influences and perceived burden may
have a causal link, but are not part of the burden construct itself. This theory is

illustrated in Figure 5 below:

Perceived Burden

Physical
ye Financial

Emotional

Figure 5: Alternate Proposal—Self-Perceived Burden and its Influencing
Factors

5.4 What Determines a Person’s Level of Self-Perceived Burden?

A factor seen to play a role in the hemodialysis patients’ seif-perceived
burden is the degree of control they perceive themselves as having over both the
progression of their disease and their treatment. A significant relationship was
found between the subscale of the SF-36 which includes a measure of perceived

control and the Self-Perceived Burden Scale. This strengthens the claims of
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others that a sense of control accounts for a significant percentage of variance in
psychological functioning,”'?'?' as well as the finding that patient's beliefs in
personal control were related to their well-being, symptom complaints and activity
levels.®'> Newsom and Schulz ¥ investigated predictors of negative reactions
to assistance provided to a physically disabled spouse as part of a longitudinal
study exploring the physical and psychological health effects of caregiving in
marital pairs composed of spouses 65 years of age and older. They found
perceived control to be an important predictor of negative reactions to assistance
from caregivers. Helping distress in care recipients was also found to be a
significant predictor of depressive symptoms, both concurrently and one year
later. >

Feelings of being a burden, as reported as the total score on the Self-
Perceived Burden Scale, were found to be related to both physical functioning
and mental heaith. Neither of these findings were surprising, as it is intuitive that
with decreasing physical function, the need for assistance increases. As the need
for assistance increases, demands on the caregiver will increase. This will result
in increasing feelings of being a burden as the individual's illness progresses and
physical functioning deteriorates. Mental health, as measured by the Mental
Health subscale of the SF-36, was also associated with the respondent’s total
score on the Self-Perceived Burden Scale.

Another strong predictor of a respondent’s feelings of being a burden is
the perception of other demands being imposed on a caregiver's time and

resources. This was expressed as a factor that interferes with the caregiver's
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ability to care for the person requiring hemodialysis. The most commonly
perceived obstacles to providing care were the caregiver's job, the caregiver's
family (if the caregiver is someone other than a spouse) and the caregiver's
health. The respondents seemed very aware of the competing demands on the
caregiver's time and energy, and the presence of one or more of these factors
was a strong predictor of high feelings of being a burden. None of the studies
concerning the individual's reactions to needing help addressed this aspect of the
caregiver/care recipient relationship. Although competing demands have been
mentioned by caregiver burden studies, this factor has not been identified as one
of the primary predictors of caregiver burden.'®%123.124 This fact illustrates the
importance of measuring self-perceived burden separate from caregiver burden,
as discrepancies between the two may be an important source of distress to both

the caregiver and the individua! with chronic iliness.

5.5 Do Hemodialysis Patients Believe They Are a Burden to Others?

Although overall scores on the Self-Perceived Burden Scale were
relatively low, feelings of being a burden were very important to the respondents.
Many of them were very aware of the burden that they place on their family
members, and this feeling of burden made them hesitant to ask for help when it
was needed. Other studies have found that when individuals do not anticipate
being able to restore equity, they refrain from seeking needed help, or are slower
to ask for it *52"'% This is often the case when a family member is caring for a
chronically ill loved one, as the chronically ill person is unlikely to be in a position

to reciprocate.
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There exist many significant differences between individuals who report
feelings of being a burden and those who do not. Individuals who perceive
themselves to be a burden scored lower on both the Functional Status Index and
the Physical Functioning subscale of the SF-36, indicating poorer physical
functioning. This finding is in agreement with the caregiving literature, which
identifies level of disability of the help recipient as an important predictor of
caregiver burden.®'?>'%% |n this regard, it seems that patient perceptions of
burden in this sample are in accordance with those of caregivers as reported in
other studies.

In addition, this sample of people undergoing hemodialysis reporting high
feelings of being a burden had lower scores on the Mental Health subscale of the
SF-36. This adds to a divergent body of literature. Some studies have found
negative reactions to being helped to predict both concurrent and future
depression® while others have found no relationship between feelings of being a
burden and current depression.® Further research comparing scores on the Self-
Perceived Burden Scale with depressive symptoms at various points in time
would be useful in settling this issue.

Patients who scored in the highest quartile on the Self-Perceived Burden
Scale do not differ significantly from other respondents in age, social support, or

number of months on hemodialysis.

5.6 Purpose of the Self-Perceived Burden Scale

The Self-Perceived Burden Scale will serve as a valuable assessment

device for evaluating problems in adjustment to chronic illness. In the case where
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a chronically ill individual is forced to rely on a family member for help, the Seilf-
Perceived Burden Scale will serve to more precisely evaluate adjustment to the
caregiving situation then a more general mental health, quality-of-life or
depression instrument. In fact, the ability to measure feelings of being a burden
separately may identify a sign of maladjustment in the absence of depression. At
least one study (Wilson, KW., unpublished data) found that feelings of being a
burden (assessed through qualitative interview) were not correlated with

depression scores.

5.7 Possible Reasons for Negative Resulits

The most significant negative result was the failure of the Self-Perceived
Burden Scale to ioad on the three hypothesized factors. This may be due to the
fact that the overall level of seilf-perceived burden in the patient population was
relatively low. Although this preliminary study focused on a patient population
with varying levels of disability, future studies may be more successful in
focusing their efforts on populations of more severely disabled individuals, such
as people living with Amylotrophic Lateral Sclerosis, advanced stages of Muitiple
Sclerosis and paraplegia.

Also, we must take into consideration the health care system and support
available to people undergoing hemodialysis. People with relatively few
resources available to them will be forced to depend more heavily on their
caregiver. This would be expected to impart a greater burden on the caregiver
which may subsequently cause greater feelings of being a burden on the person

undergoing hemodialysis. This is especially true when financial costs associated
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with the illness are high, resuilting in a significant financial burden for the
hemodialysis patient and his or her family. Due to the nature of the Canadian
health care system, people participating in this study had many sources of
support available to them. it is for this reason that the item examining financial
burden was retained in the final Self-Perceived Burden Scale in spite of poor

psychometric properties.

5.8 Limitations of the Study

Developing a valid and reliable measurement instrument is a formidable
task. Many of the limitations imposed on this project were designed to limit its
overall length. Ideally, Phase | of this study would have included a greater
diversity of patient population, in order to ensure that the resulting scale would be
valid when applied to individuals living with other chronic ilinesses. This would
include individuals suffering from congestive heart failure, severe rheumatoid
arthritis, and other disabling illnesses. Also, as many of the people undergoing
hemodialysis are minimally disabled, it may have been more appropriate to use a
more disabled population for a preliminary study.

In addition, the sample size employed in this study was the minimum
acceptable for the use of factor analytic methods of scale development. A greater
number of participants, specifically a greater number of more disabled
participants, could likely have yielded more significant results. It is important to
note that although factor analysis is more appropriate when the sample size is
large, when the sample size is very large minor deviations may be statistically

significant.’” For this reason, rather than rely on the formal test alone, the
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number of factors observed should be considered an indication of an upper limit.
Only clinically significant and theoretically interpretable factors (after an
examination of rotation resuits) should be retained.

Sample size considerations were especially evident in Phase I, where
many of the co-morbid conditions under investigation for a possible correlation
with burden scores had sample sizes far too small to allow for valid inferences.
Further work should include a repeat of the factor analysis and correlations using
data from a much larger group of respondents. Ideally, approximately 10
respondents should be enrolled for each item in the scale.'® The minimum
acceptable sample size for factor analysis is 3 respondents for each item.%®'2° In
the case of this study, the factor analysis was performed on the 24-item scale.
This made the sample size of 100 respondents adequate, but certainly not ideal.

In addition, there was an unexpectedly high number of patients requiring
the questionnaires to be administered verbally. Approximately 80% of
respondents required the questionnaires to be administered in this manner. The
most common reason for respondents to request verbal administration was poor
eyesight, with fatigue and an impeded writing hand (due to the hemodialysis
machine) aiso frequently cited. Unfortunately, due to the fact that this
complication was unexpected, | was not prepared to identify those questionnaires
completed by hand from those which were interviewer-administered. In order to
ensure reliability of the final Self-Perceived Burden Scale, further work should
include a subset of individuals using the self-administered Self-Perceived Burden

Scale as well as a subset using the interviewer-administered scale. Results
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would subsequently be analyzed for significant differences between the two
methods of administration. It is predicted that the interviewer-administered
version of the Self-Perceived Burden Scale will yield more valid results, as
respondents completing the scale independently often seemed to answer items
without reading them carefully. This was assumed to be the case when a
respondent would mark a ‘1’ (none of the time) for each item, including those
worded negatively. This is hypothesized to be the reason why none of the
respondents scored the lowest score possible on the 24-item scale. When the
items worded in the negative are scored, the scoring is reversed; therefore,
answering ‘1’ to a negatively-worded question translates to a score of ‘5’ in order
to maintain a consistent scoring system where the final score increases with
increasing feelings of being a burden. This problem seemed to be averted when
the scale was interviewer-administered. It is possible that the interviewer
purposefully emphasized the negative wording of the item in order to avoid
reflexive responding, or that the respondent simply paid more attention when the
items were read aloud then he would have if he were reading the items silently.
The length of the scale was chosen as a compromise on many fronts. The
final draft of the Self-Perceived Burden Scale covers an adequate breadth of
items, yet remains relatively brief in order to minimize burden on the respondent.
Through the Phase il portion of this study, we attempted to ensure that the Self-
Perceived Burden Scale was as parsimonious as possible. We were able to
reduce the number of items on the scale from 24 to 10 without losing internal

consistency. The coefficient o indicated that the 24-item scale had some
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redundancy (o = 0.92) and could be further abbreviated without major loss of
reliability. The final 10-item scale retained a high degree of internal consistency

(o = 0.85).

5.9 Is Burden Maladaptive Coping?

In the introduction, the link between coping and self-perceived burden was
discussed. The justification for considering feelings of being a burden as part of
coping may not appear obvious. Coping is a complex process of both practical
and cognitive adaptations in response to a challenge. Feelings form an integral
part of such reactions, and to separate out feelings would abandon the chance of
understanding the development of practical and behavioural reactions.
Therefore, while feelings of burden are separate from problem-focused coping
strategies, they are intimately linked to the pattern of coping behaviours used by
a chronically ill individual.

Feelings of being a burden may not necessarily be a negative response to
the caregiving situation. If feelings of being a burden are realistic, they are likely
an adaptive coping mechanism, or a consequence of adaptive coping
mechanisms. A chronically ill individual experiencing a strong sense of
burdensomeness may be motivated to seek out ways to alleviate the burden he
perceives on his caregiver. This may include seeking respite care, making a
greater effort to accomplish tasks independently, and showing greater
appreciation for the caregivers assistance. In more extreme situations, the

chronically ill individual may agree to placement in a long-term care facility when
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the caregiver is no longer able to manage to care on their own in order to
alleviate caregiver burden. If a problem does exist, to recognize the existence of
this problem constitutes appraisal. Appraisal is dependent on both the personal
significance of the stressor and one’s resources dealing with it,** and is the first
step in any coping process.

The relation between seif-perceived burden and maladaptive coping is
evident when the level of self-perceived burden is mismatched with the actual
burden level reported by the caregiver. This may occur in two ways—if the
patient self-perceived burden is greater than the caregiver reported burden, the
person receiving care may be feeling excessive guilt as well as depressive
symptoms. Conversely, if the person receiving care reports much lower levels of
self-perceived burden than the levels of burden reported by the caregiver, the
caregiver will be at greater risk of feelings of resentment and burnout. Both of
these consequences of mismatched perceptions of burden in the caregiver and
the care recipient should be addressed with appropriate interventions.

In other people, feelings of being a burden may have no impact on
behaviour at all. These people might not be affected by their sense of being a
burden, or may simply be internalizing these negative feelings. This

intemalization could further lead to depression, suicida! thoughts and anxiety.

5.10 Future Directions

The first priority of further research pertaining to the Self-Perceived
Burden Scale should be the thorough testing of the 10-item scale. This should

include further interviews with individuals living with chronic iliness to ensure that
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the final scale is user-friendly, and that the items are considered pertinent and
complete to burden as it is viewed by the respondent.

Another tool in ensuring proper scale development is the assessment of a
scale’s reproducibility when administered on different occasions. One method of
evaluation involves administering the scale to a subset of the original sampie on
two occasions separated by some interval of time. Future testing of this scale
should incorporate a measure of test-retest reliability.

Future research may also include the application of the Self-Perceived
Burden Scale to other populations of people living with chronic illnesses. Groups
of interest due to their high levels of disability include individuals with terminal
cancer™, multiple sclerosis'*'™®, COPD', and various skeletal and
neuromuscular disorders.'®'32 |n addition, high levels of burden have been
observed in caregivers of individuals living with Alzheimer's disease®“’ and
mental illness'®'" but there are concems regarding the validity of data from
people with cognitive challenges.*” Other comparisons of interest may include
Self-Perceived Burden Scores of people undergoing hemodialysis compared to
those being treated for renal failure by continuous ambulatory peritoneal dialysis,
a treatment that allows the patient to undergo dialysis at home, thus increasing
the responsibility shouldered by both the person undergoing dialysis and their
family. 88133.134
Another dimension of Self-Perceived Burden that should be investigated is
a comparison of the Self-Perceived Burden scores of a sample of chronically il

individuals with the Caregiver Burden scores of their primary caregivers. This
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would allow further investigation into the determinants and effects of
discrepancies between the caregiver's perceived burden and the amount of
burden that the chronically ill person feels that they are on the person caring for
them.

Future research should further examine the methods of scoring the Self-
Perceived Burden Scale. Currently, all items are worth equal weight and are
scored equally. Scores range from 10 to 50. It is worth considering that some
questions may be of more importance when evaluating burden than others. For
example, an afﬂrmative.a.nswer to the item “l feel that | am a burden to my
caregiver’ is very straightforward and would be likely to carry more weight than a
negative answer to the item "I am confident that my caregiver can handie the
demands of caring for me”. In addition, we must consider the fact that not all
people with chronic iliness will express self-perceived burden similarly. When
determining a cutpoint for further work with the Self-Perceived Burden Scale, it
must be determined whether scoring a ‘5’ (all of the time) on one item is
equivalent to scoring a ‘3’ (some of the time) on one item and a ‘2’ (a little of the
time) on another. These distinctions are lost in the current scoring system, which
assigns one global Self-Perceived Burden score with no further distinctions.
These issues should be further explored in future work with the Self-Perceived

Burden Scale.
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Chapter 6: CONCLUSION

Through the course of this study |, with the help of others, have developed
a valuable instrument for describing feelings of being a burden. it is brief, easily
self-administered, and reliably identifies individuals in emotional distress due to
feelings of being a burden on others.

By identifying a more precise source of negative feelings, health care
practitioners may be able to devise a more effective intervention aimed at
alleviating feelings of being a burden. Possible interventions include altering the
caregiving situation by arranging respite care or additional home care resources,

or arranging counseling for both the help recipient and the caregiver.



Reference List

1. Verbrugge LM, Patrick DL. Seven chronic conditions: Their impact on US adults’ activity

10.

11.

12.

13.

14.

levels and use of medical services. American Journal of Public Health 1995;
85:173-182.

Canam C, Acom S. Quality of life for family caregivers of people with chronic health
problems. Rehabilitation Nursing 1999; 24:192-200.

Anderson CS, Linto J, Stewart-Wynne EG. A population-based assessment of the
impact and burden of caregiving for long-term stroke survivors. Stroke 1995;
26:843-849.

Schulz R, O'Brien AT, Bookwala J, Fleissner K. Psychiatric and physical morbidity
effects of dementia caregiving: Prevalence, correlates and causes. The
Gerontologist 1995; 35:771-791.

Dorsey MK, Vaca KJ. The stroke patient and assessment of caregiver needs. Journal of
Vascular Nursing 1998; 16:62-67.

Dunkin JJ, Anderson-Hanley C. Dementia caregiver burden: a review of the literature
and guidelines for assesment and intervention. Neurology 1998; 51:5853-S60

Comwalil PL, Scott J. Burden of care psychological distress and satisfaction with
services in the relatives of acutely mentaily disordered aduits. Social Psychiatry
and Psychiatric Epidemiology 1996; 31:345-348.

Hayden MF, Heller T. Support, problem solving/coping ability, and personal burden of
younger and older caregivers of adults with mental retardation. Mentai
Retardation 1997; 35:364-372.

Smerglia VL, Diemling GT. Care-related decision making satisfaction and caregiver well-
being in families caring for older members. The Gerontologist 1997; 37:658-
685.

Szmukier Gi, Burgess P, Herrman H, Benson A, Colusa S, Bloch S. Caring for reiatives
with serious mental iliness: The development of the Experience Caregiving
inventory. Social Psychiatry and Psychiatric Epidemiology 1996; 31:137-148.

Mueser KT, Webb C, Pfeiffer M, Gladis M, Levinson DF. Family burden in schizophrenia
and bipolar disorder. Psychiatric Services 1996: 47:507-511.

Knight RG, Devereux RC, Godfrey HPD. Psychological consequences of caring for a
spouse with multiple sclerosis. Joumnal of Clinical and Experimentai
Neuropsychology 1997: 19:7-19.

Aimberg B, Grafstrom M, Winblad B. Caring for a demented elderly person— burden and
bumout among caregiving relatives. Jourmnal of Advanced Nursing 1997; 25:109-
116.

Scholte oR, de Haan RJ, Pijnenborg JMA, Limburg M, van den Bos GAM. Assessment
of burden in partners of stroke patients with the Sense of Competence
Questionnaire. Stroke 1998; 29:373-379.



15.

16.

17.

18.

19.

20.

21.

23.

24.

25.

26.

27.

28.

29.

30.

91

Bethoux F, Caimels P, Gautheron V, Minaire P. Quality of life of the spouses of stroke
patients: a preliminary study. Intemational Journal of Rehabilitation Research

1996; 19:291-299.

English MA, Mastren MB. Congestive heart failure: Public and private burden. Critical
Care Nursing Quarterly 1995; 18:1-6.

Back AL, Wallace J!, Starks HE, Pearimen RA. Physician-assisted suicide and
euthanasia in Washington State: patient requests and physician responses.
Joumal of the American Medical Association 1896; 275:919-925.

Gilbar O. The Elderly Cancer Patient and His Spouse: Two Perceptions of the Burden of
Caregiving. Joumna! of Gerontological Social Work 1994: 21:149-158.

Russell CK, Bunting SM, Gregory DM. Protective care-receiving: the active rofe of care-
recipients. Journal of Advanced Nursing 1997; 25:532-540.

Mahon SM, Cella DF, Donovan MI. Psychosocial adjustment to recurrent cancer.
Oncology Nursing Forum 1899; 17:47-54.

Patrick DL, Pearimen RA, Starks HE, Cain KC, Cole WG, Uhimann RF. Validations of
preferences for life-sustaining treatment: implications for advance care planning.
Annals of intemal Medicine 1997; 127:508-517.

Cohen-Mansfield J, Droge J, Billig N. Factors influencing Hopital Patient's Preferences in
the Utilizations of Life-Sustaining Treatments. The Gerontologist 1992; 32:88-
a5.

Zweibel N, Cassel C. Treatment Choices at the End of Life: A Comparison of Decisions
by Older Patients and their Physician-Selected Proxies. The Gerontologist 1989;
29:615-621.

Faison K, Faria S, Frank D. Caregivers of Chronically il Elderly: Perceived Burden.
Joumal of Community Heaith Nursing 1999; 16:243-253.

Jutras S, Veilleux F. Informal Caregiving: Correlates of Perceived Burden. Canadian
Joumal on Aging 1991; 10:40-55.

Novak M, Guest C. Application of a Multidimensional Caregiver Burden Inventory. The
Gerontologist 1889; 29:798-803.

Larsen L. Effectiveness of a Counselling Intervention to Assist Family Caregivers of
Chronically lil Reiatives. Joumal of Psychosocial Nursing 1998; 36:26-32.

Schulz R, Visintainer P, Williamson G. Psychiatric and Physical Morbidity Effects of
Caregiving. Joumal of Gerontology 1990; 45:181-191.

Greenberg MS, Westcott DR. indebtedness as a Mediator of Reactions to Aid. In: Fisher
JD, Nadler A, DePaulo BM, editors. Recipient Reactions to Aid. 1 ed. New
York, New York: Academic Press, 1983:86-110.

Lok P. Stressors, coping mechanisms and quality of life among dialysis patients in
Australia. Journal of Advanced Nursing 1999; 23:873-881.



31.

35.

37.

38.

38.

41.

42.

43.

45.

47.

92

Blake CW, Courts NF. Coping strategies and styles of hemodialysis patients by gender.
ANNA Journal 1900; 23:477-507.

Gurklis JA, Menke EM. Identification of stressors and use of coping methods in chronic
hemodialysis patients. Nursing Research 1999; 37:236-248.

Williamson GM, Schulz R. Relationship orientation, quality of prior relationship and
distress among caregiviers of Aizheimer's patients. Psychoiogy and Aging 1990;
5:502-509.

Cicirelfi V. Relationship of Psychosocial and Background Variables to Older Adults’ End-
of-Life Decisions. Psychology and Aging 1997; 12:72-83.

Wilson K, Scott J, Graham |, Kozak J, Chater S, Viola R, et al. Attitudes of Terminally 1l
Patients Toward Euthenasia and Physician-Assisted Suicide. Archives of
Intemal Medicine 2000; In press.

Lee MA, Ganzini L. Depression in the elderly: effect on patient attitudes toward life-
sustaining therapy. Joumal of the American Geriatric Society 1992; 40:983-988.

Newsom JT, Schultz R. Caregiving from the recipient's perspective: Negative reactions
to being helped. Health Psychology 1998; 17:172-181.

Lehman DR, Eliard JH, Wortman CB. Social support for the bereaved: Recipients’ and
providers’ perceptions on what is helpful. Journal of Consulting and Clinical
Psychology 1986; 54:438-446.

Castro MAC. Reactions to receiving aic as a function of cost to donor and opportunity to
aid. Journal of Applied Social Psychology 1974; 4:194-209.

DePaulo BM, Brittingham GL, Kaiser MK. Receiving competence-relevant help: Effects
on reciprocity, affect and sensitivity to the helper's nonverbally expressed needs.
Joumal of Personality and Social Psychology 1983; 45:1045-1060.

Nadler A, Mayseless O. Recipient Self-esteem and Reactions to Help. In: Fisher JD,
Nadler A, DePaulo BM, editors. Recipient Reactions to Aid. 1 ed. Nlew York:
Academic Press, Inc., 1983:167-186.

Fisher JD, Nadler A, Whitcher-Alagna S. Recipient reactions to aid. Psychofogical
Bulletin 1982; 91:27-54.

Schussler G. Coping strategies and individual meanings of lliness. Social Science and
Medicine 19982; 34:427-432.

Bombardier CH, D'Amico C, Jordan JS. The relationship of appraisal and coping to
chronic iliness adjustment. Behavioral Research Therapy 1990; 28:297-304.

Lazarus RS, Folkman S. Stress, Appraisal and Coping. New York: Springer, 1984.

Lazarus RS. Coping theory and research: Past, Present and Future. Psychosomatic
Medicine 1993; 55:234-247.

Cotrell V, Schulz R. The perspective of the patient with Alzheimer's Disease: A neglected
dimension of dementia research. The Gerontologist 1993; 33:205-211.



48.

93

Ohaeri JU, Shokunbi WA, Akinlade KS, Dare LO. The psychosocial problems of sickle
cell disease sufferers and their methods of coping. Social Science in Medicine
1895; 40:955-960.

49. Scheier M, Weintraub J, Carver C. Coping with stress: Divergent strategies of optimists

51.

52.

53.

55.

56.

87.

58.

59.

60.

61.

62.

83.

and pessimists. Journal of Personality and Social Psychology 1986; 51:1257-
1264.

White NE, Richter JM, Fry C. Coping, social support and adaptation to chronic iliness.
Westem Journal of Nursing Research 1992; 14:211-224.

Felton BJ, Revenson TA. Coping with chronic illness: A study of iiiness controllability and
the influence of coping strategies on psychosocial adjustment. Journal of
Consulting and Clinical Psychology 1984; 52:343-353.

Tumer JA, Clancy S, Vitaliano P. Relationships of stress, appraisal and coping to chronic
low back pain. Behavior Research and Therapy 1987; 25:281-288.

Miller SM, Rodoletz M, Schroder CM, Mangan CE, Sedlacek TV. Applications of the
monitoring process model to coping with severe long-term medical threats.
Health Psychology 1996; 15:216-225.

McDowell |, Newell C. Measuring Health. 2 ed. New York: Oxford University Press,
1996.

Bombardier C, Tugwell P. Methodological considerations in functional assessment.
Joumnal of Rheumnatology 1987; 14:6-10.

Kirshner B, Guyatt G. A methodological framework for assessing health indices. Journal
of Chronic Disease 1985; 38:27-36.

Affleck G, Tennen H, Pfeiffer C, Fifield J. Appraisals of control and predictability in
adapting to a chronic disease. Journal of Personality and Social Psychoiogy
1987; 53:273-279.

Jensen MP, Karoly P. Control beliefs, coping efforts and adjustment to chronic pain.
Joumal of Consulting and Clinical Psychology 1991; 59:431-438.

Wallhagen MI, Brod M. Perceived control and well-being in Parkinson's disease.
Westem Joumal of Nursing Research 1997; 19:11-31.

Thompson SC, Sobolew-Shubin A, Graham MA, Janigian AS. Psychosocial adjustment
following a stroke. Social Science and Medicine 1989; 28:239-247.

Sherboume CD, Stewart AL, Wells KB. Role Functioning Measures. in: Stewart AL,
Ware JEJ, editors. Measuring Functioning and Well-Being: the Medical
Outcomes Study Approach. Durham, North Carolina: Duke University Press,
1992:205-219.

Hobfoll SE, Nadler A, Leiberman J. Satisfaction with social support during crisis:
Intimacy and seif-esteem as critical determinants. Journal of Personality and
Social Psychology 1986; 51:296-304.

Finch JF, Okun MA, Barrera M, Zautra AJ, Reich JW. Positive and negative social ties
among older adults: Measurement models and the prediction of psychological



6s5.

66.

67.

69.

70.

71.

72.

73.

74.

75.

76.

94

distress and welil-being. American Journal of Community Psychology 1989;
17:585-605.

Sherboume CD, Stewart AL. The MOS Social Support Survey. Sacial Science and
Medicine 1991; 32:705-714.

Gove WR, Hughes M. Possible causes of the apparent sex differences in physical
heatth: An empirical investigation. American Sociological Review 1979; 44:126-
146.

Whitcher-Alagna S. Receiving Medical Help: A Psychosocial Perspective on Patient
Reactions. In: Nadler A, Fisher JD, DePaulo BM, editors. Applied Perspectives
on Help-Seeking and -Receiving. 1 ed. New York: Academic Press, Inc.,
1983:131-161.

Streiner DL, Nomman GR. Health Measurement Scales: A Practical Guide to their
Development and Use. 2 ed. Oxford: Oxford Medical Publishers, 1993.

Merkus MP, Jager KJ, Dekker FW, Boeschoten EW, Stevens P, Krediet RT. Quality of
life in patients on chronic dialysis: self-assessment 3 months after the start of
treatment. The Necosad Study Group. American Journal of Kidney Diseases
1997; 29:584-592.

Kurtin PS, Davies AR, Meyer KB, DeGiacomo GM, Kantz ME. Patient-based health
status measures in outpatient dialysis: Early experiences in developing an
outcome assessment program. Medical Care 1992; 30(Suppi.):MS136-MS149

Streiner DL, Noman GR. Selecting the items. In: Anonymous Health Measurement
Scales: A Practical Guide to their Development and Use. 2 ed. Oxford: Oxford
Medical Publications, 1995:54-66.

Norman GR, Streiner DL.. Basic Concepts. In: Anonymous Health Measurement Scales:
A Practical Guide to their Development and Use. 2 ed. Oxford: Oxford Medical
Publications, 1993:4-14.

Streiner DL, Nomman GR. Validity. In: Anonymous Health Measurement Scales: A
Practical Guide to their Development and Use. 2 ed. Oxford: Oxford Medical
Publications, 1893:144-162.

Nuckols RC. A note on pre-testing public opinion questions. Joumnal of Applied
Psychology 1953; 37:119-120.

Foddy W. Constructing questions for interviews and questionnaires. Cambridge,
Massachusetts: Cambridge University Press, 1993.

Pfeiffer E. A Short Portabie Mental Status Questionnaire for the assessment of organic
brain deficit in eiderly patients. Joumal of the American Geratric Society 1975;
23:433-441.

Cairl RE, Pfeifier E, eller DM. An evaluation of the reliability and validity of the Functional
Assessment Inventory. Joumal of the American Geriatric Society 1983; 31:607-
612.



78.

79.

80.

81.

82.

83.

8s.

87.

88.

8s.

91.

95

Lesher EL, Whelihan WM. Reliability of mental status instruments administered to
nursing home residents. Joumal of Consulting and Clinicat Psychology 1986;
54:726-727.

Emmons RA. Striving and Feeling: Personal Goals and Subjective Well-Being. in:
Goliwitzer PM, Bargh JA, editors. The Psychology of Action: Linking Cognition
and Motivation to Behavior. 1 ed. New York: The Guilford Press, 1998:313-337.

Jette AM, Harmis BA, Cleary PD, Campion EW. Functional recovery after hip fracture.
Archives of Physical and Medical Rehabilitation 1999; 68:735-740.

Ware JEJ, Snow KK, Koasinski M, Gandek B. SF-36 Health Survey: Manual and
Interpretation Guide. 2 ed. Boston, Massachusetts: The Health Institute, New
England Medical Center, 1893.

Ganiats TG, Palinkas LA, Kaplan RM. Comparison of Quality of Well-Being Scate and
Functional Status Index in patients with atrial fibrillation. Medical Care 1892;
30:958-964.

Jette AM. The Functional Status Index: reliability and validity of a self-report functional
disability measure. Joumnal of Rheumatology 1987; 14(suppl! 15):15-19.

Reynolds WJ, Rushing WA, Miles DL. The validation of a Functional Status index.
Joumal of Health and Social Behavior 1874; 15:271-288.

Kurlowicz LH. Perceived self-efficacy, functional ability and depressive symptoms in
older elective surgery patients. Nursing Research 1998; 47:219-226.

Liang MH, Fossel AH, Larson MG. Comparisons of five heaith status instruments for
orthopedic evaluation. Medical Care 1990; 28:632-642.

Sherboume CD. Social Functioning: social acitivty limitations measure. in: Stewart AL,
Ware JEJ, editors. Measuring functioning and well-being: the Medical Outcomes
Study approach. Durham, North Carolina: Duke University Press, 1992:173~
181.

McDowell |, Newell C. Social Health. in: McDowell |, Newell C, editors. Measuring
Health. 2 ed. New York: Oxford University Press, 1896:122-176.

Kaniz ME, Harris WU, Levitsky K, et al. Methods for assessing condition-specific and
generic functional status outcomes after total knee replacement. Medical Care
1992; 30:MS240-MS252

McHomey CA, Ware JEJ, Lu JFR. The MOS 38-item Short-Form Health Survey (SF-36):
lil. Tests of data quality, scaling assumptions, and reliability across diverse
patient groups. Medical Care 1994; 32:40-66.

Jenkinson C, Wright L, Coulter A. Criterion validity and reliability of the SF-36 in a
population sampie. Quality of Life Research 1984; 31:247-263.

Brazier JE, Harper R, Jones NMB. Validating the Sf-36 Heaith Survey questionnaire:
new outcome measure for primary care. British Medical Journal 1992; 305:160-
164.



92.

93.

5.

97.

98.

9.

100.

101.

102.

103.

104.

106.

106.

107.

9%

Garratt AM, Ruta DA, Abdalia MI, Buckingham JK, Russell IT. The SF-38 Health Profile:
An outcome measures suitable for routine use within the NHS? British Medical

Joumal 1993; 306:1440-1444.

McHomey CA, Ware JE, Lu JFR, Sherboume CD. The MOS 38-item Short-Form Health
Survey (SF-36):ill. Tests of data quality, scaling assumptions, and reliability
accross diverse patient groups. Medical Care 2000; in press.

Streiner DL, Norman GR. Biases in Responding. In: Streiner DL, Norman GR, editors.
Health Measurement Scales: A practical guide to their development and use. 2
ed. New York: Oxford University Press, 1995:69-84.

Vitaliano P, Russo J, Carr J, Maiuro R, Becker S. The ways of coping checklist: Revision
and psychometric properties. Multivariate Behavioral Research 1985; 20:3-26.

Wassertheil-Smoller S. Biostatistics and Epidemiology: A primer for health professionals.
second edition ed. New York: Springer, 2000.

Wolber G, Romaniuk M, Eastman E. Validity of the Short Portable Mental Status
Questionnaire with elderty psychiatric patients. Joumal of Consutting and Clinical
Psychology 1984; 52:712-713.

Smyer MA, Hofland BF, Jonas EA. Validity study of the Short Portable Mental Status
Questionnaire for the elderly. Joumnal of the American Geriatric Society 1979;
27:263-269.

Stevens J. Applied Multivariate Statistics for the Social Sciences. Second Edition ed.
Hilisdale, NJ: Lawrence Eribaum Associates, 1992.

SPSS. SPSS Base 9.0: Applications Guide. Chicago, llIl: SPSS inc., 1999.

Dawson-Saunders B, Trapp RG. Basic and Clinical Biostatistics. First Edition ed.
Norwalk, CT: Appleton & Lange, 1990.

McDonald RP. Factor Analysis and Related Methods. First Edition ed. Hilisdale, NJ:
Lawrence Erlbaum Associates, 1985.

Kramer MS. Clinical Epidemiology and Biostatistics: A Primer for Clinical Investigators
and Decision-Makers. First Edition ed. Berlin: Springer-Verlag, 1988.

ingelfinger JA, Mosteller F, Thibodeau LA, Ware JH. What is Chi-Square? In:
Anonymous Biostatistics in Clinical Medicine. Third ed. New York: McGraw-Hill,
Inc., 1894:174-192.

Vitaliano P, Maiuro R, Russo J, Becker J. Raw versus relative scores in the assessment
of coping strategies. Journa! of Behavioral Medicine 1987; 10:1-18.

Bremer BA, Wert KM, Durica AL, Weaver A. Neuropsychological, physical and
psychosocial functioning of individuals with end-stage renal disease. Annals of
Behavioral Medicine 1998; 19:348-352.

Adams JS. Toward an understanding of inequity. Journal of Abnormal and Social
Psychology 1963; 67:422-436.



108.

108.

110.

111.

112

113.

114.

115.

116.

117.

118.

119.

120.

121.

122.

123.

124.

97

Greenberg MS, Shapiro SP. Indebtedness: An adverse effect of asking for and receiving
help. Sociometry 1971; 34:290-301.

Walster E, Berscheid E, Walster GW. New directions in equity theory. Journal of
Personality and Social Psychology 1973; 25:151-176.

Walster E, Walster GW, Berscheid E. Equity: Theory and Research. Boston: Allyn &
Bacon, 1978.

Noelker LS, Wallace RW. The organization of family care for the impaired eldery.
Joumal of Family Issues 1985; 6:23-44.

Stryckman J, Pare-Morin L. Strategies du maintien a domicile: I'apport des aidants
naturels. 1985; Quebec: DSC Hopital Saint-Sacrement.

Clark NM, Rakowski W. Family caregivers of oider aduits: Improving coping skills. The
Gerontologist 1983; 23:642

Hawranik P. Caring for aging patients: Divided allegiances. Joumal of Gerontological
Nursing 1985; 11:19-22.

Nadler A. Personal Characteristics and Help-Seeking. In: DePaulo BM, Nadier A, Fisher
JD, editors. Help-Seeking. 1 ed. New York, New York: Academic Press, Inc.,
1983:303-340.

Ruppert RA. Psychological aspects of lay caregiving. Rehabilitation Nursing 1996;
21:315-320.

Boykin A, Winland-Brown J. The dark side of caring: challenges of caregiving. Joumnal of
Gerontological Nursing 1995; 21:13-18.

Rudd MG, Viney LL, Preston CA. The grief experienced by spousal caregivers of
dementia patients: The role of place of care of patient and gender of caregiver.
International Journal of Aging and Human Development 1999; 48:217-240.

Guberman N, Maheu P, Maille C. Women as family caregivers: why do they care?
Gerontologist 1992; 32:607-617.

Reich JW, Zautra AJ, Manne S. How perceived control and congruent spouse support
affect rheumatoid arthritis patients. Journal of Social and Clinical Psychology
1993; 12:148-163.

Nicassio P, Wallston K, Callahan L, Herbert M, Pincus T. The measurement of
helplessness in rheumatoid arthritis: The development of the Arthritis
Helplessness Index. Joumnal of Rheumatology 1985; 12:462-467.

Newsom JT, Schuiz R, Knapp JE. Longitudinal analysis of specific domains of intemal
control and depressive symptoms in patients with recurrent cancer. Health
Psychology 1996; 15:323-311.

Barusch A, Spaid W. Gender Differences in Caregiving: Why do Wives Report Greater
Burden? The Gerontologist 1989; 29:667-676.

Spaid W, Barusch A. Emotional Closeness and Caregiver Burden in the Marital
Relationship. Journal of Gerontological Social Work 1994; 21:197-211.



125.

126.

127.

128.

129.
130.

131.

132.

133.

134.

98

Cicirelli V. Helping elderly patient: The role of adult children. Boston: Aubum House,
1981.

Horowitz A. Family caregiving to the frail elderly. In: Eisdorger C, editor. Annual Review
of Gerontology and Geriatrics. New York: Springer, 1985:

Kim JO, Mueller CW. Introduction to Factor Analysis: What it is and How to do it. 1 ed.
Beverly Hills and London: Sage Publications, 1978.

Gorsuch RL. Factor Analysis. 2 ed. Hilisdale, New Jersey: Lawrence Erlbaum
Associates, 1983.

Mardia KV, Kent JT, Bibby JM. Multivariate Analysis. London: Academic Press, 1979.

Patten SB, Metz LM. Depression in Multiple Scierosis. Psychotherapy and
Psychosomatics 1997; 66:286-202.

Tu S, McDonell MB, Spertus JA, Steele BG, Fihn SD. A new self-administered
questionnaire to monitor health-related quality-of-life in patients with COPD.
Chest 1997; 112:614-622.

Manne SL., Zautra AJ. Couples coping with chronic iliness: Women with rheumatoid
arthritis and their healthy husbands. Joumal of Behavioral Medicine 1990;
13:327-342.

Meyer KB, Espindle DM, DeGiacomo GM, Jenuleson CS, Kurtin PS, Davies AR.
Monitoring dialysis patients’ heaith status. American Journal of Kidney Diseases
1994; 24:267-279.

Fleming C, Boyette BG. Psychosocial adjustment of males on three types of dialysis.
Clinical Nursing Research 1999; 7:47-63.



Appendix |

Study;
Relying on Others for Help

Patient Consent Form for Interview

The purpose of this study is to leam more about the feelings that people living with
chronic iliness have about their caregivers. We're assuming that you need help with many of your
day-to-day activities, such as getting dressed or running errands. We want to talk to you about
how it feels to rely on other for help with these things. Your assistance will help us to understand
what you're going through, and to eventually create a questionnaire to try to describe the situation
of people living with chronic iliness.

Procedure:

We would like to invite you to participate in a one-on-one interview with a trained
research assistant. This will take about thirty minutes, and will take place at your convenience.
The interview will be tape-recorded, but no names will be documented. Your participation is
entirely voluntary and anonymous.

Risks and Benefits

There are no physical risks of participating in this project. However, you may find the
information in the discussions upsetting. If this happens, arrangements can be made for you to
see your physician, nurse or social worker, if you wish. The possible benefit of the study is to
know that your participation may someday help others who find it difficult to rely on someone else
for their care.

Rights of the Participant:

You have the right to refuse to participate in the study and the right to withdraw from the
study at any time without any consequences. The information coliected during this study will be
kept confidential. A code number will be used to identify the information so that your name will not
appear on any documents. If the resuits of the study are published, no personal identifying data
will appear in the published work.

I fully understand the information presented to me on this form and my questions have been
answered to my satisfaction.

Study Participant Witness

if you have any further questions about this study, you can contact one of the researchers:
Natalie Cousineau, Research Co-ordinator 562-5800 ext:8144
Dr. Paul Hébert, Ottawa General Hospital 737-8197

Thank you for your heip!
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Appendix Il
Phase | Patient Interviews-—- Semi-Structured Interview Schedule

We'd like to speak to you today about your relationship with the person who helps you with your
everyday activities. This help can come from a paid helper, such as a nurse or housekeeper, or
from an unpaid helper, such as a member of your family. We are interested mostly in the heip
that you get from a friend, spouse or other family member, especially the person who helps or
supports you the most. Most people have both positive and negative feelings towards the person
caring for them. Feel free to talk about both. There are no 'right’ or ‘wrong’ responses to any of
the topics that we will bring up. I'd like you to feel that you can be as open as possibie— your
opinions are valued, no matter what they are.

What are your living arrangements at home right now?

= who do you live with?
who heips you with your day-to-day activities?
what kinds of things do you need help with?
when you need help, who do you ask?
how does it feel to need their help?

When someone helps you, how does it make you feel?
= what do you think makes you feel that way?

Whom do you expect to offer help when you need it?
= when they don§t offer, how do you fee! about asking?
= in what ways does it feel different to receive help that you§ve asked for, rather than
help that was offered?

What are you feeling about the amount of help that you get?
= in what situations do you feel that you need more/iess help?
= what have you done to try to ensure that you have the help and support that you
need?

What do you think about your caregivers ability to handle the physical demands of helping you?
* do you have any concems?

How has needing help changed your relationship with your caregiver?
= in what ways has it changed?

How has your iliness affected your other relationships/friendships?
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Appendix lli
Phase |- Health Professional Interviews— Semi-Structured Interview
Schedule

The purpose of this study is to create and validate a scale intended to measure the degree to
which a chronically ill patient feels that they are a burden to those around them. Primarily, we are
interested in the feelings of the patient towards the family member or friend most involved in their
care. We are interested in the feelings of patients covering a wide range of ages and levels of
disability. Please try to describe the feelings of the patients as you feel the patients themselves
would have described them.

What is your title?

What kinds of patients do you counsel?

How disabled are these patients?

When patients can no longer care for themselves, what is done to ensure that they get the heip
that they need?

What issues have you noticed come up regularly when talking to patients about their caregiving
arrangements?

How have your patients experienced increasing levels of dependence on their friends or family
members?

Are feelings of burden a common occurrence among patients you have dealt with?

Do negative feelings about receiving care tend to influence the relationship between the patient
and their caregivers? If so, how?

What sorts of issues and situations have you found to increase the sense of burden felt by your
patients?

What other feelings have you found often associated with feelings of being a burden?
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Appendix IV
Instructions Provided to Respondents for Content Validity Testing

Patient Perceived Burden Scale
Here is a list of items measuring burden complied from interviews with nurses,
sacial workers and chronically ill patients. Each item will be answered along a
Likert-type scale ranging from “not at all” to “very much”. This scale is intended to
measure the degree to which a chronically ill patient feels that they are a
physical, emotional and financial burden on the unpaid person(s) caring for them.
We are not interested in measuring the patient's self-esteem, frustration, social
support or physical functioning with this scale—those items will be measured
separately. Please rank each of the following items according to how much you
feel that they correspond with feelings of BEING A BURDEN. (1 = doesn't

correspond at all, 10 = corresponds perfectly)
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Appendix V
Patient Consent Form for item Clarity Testing
Study:
Relying on Others for H
Purpose:

The purpose of this study is to leam more about the feelings that people living with chronic illness
have about their caregivers. Specifically, we want to know how relying on another person for help
makes you feel. Your assistance will help us to understand what chronically ill patients are going
through, and to test a questionnaire that we've developed to try to describe the situation of people
living with chronic illnesses.

Procedure:

We would like to invite you to participate in a brief interview to help us identify any problems with
the questionnaire. You do not have to answer the questions, simply tell us if you understand them
or not. The interview will take about 45 minutes, and will take place at your convenience. The
interviews wilf be recorded, but no names will be used. Your participation is completely voluntary
and anonymous.

Risks and Benefits:

This study involves no physical risks. However, the interview may bring up subjects that you find
stressful or upsetting. If this happens, arrangements can be made for you to see your physician,
nurse or social worker, if you wish. You may not benefit personally from taking part in this study,
but the results may help others who find it difficult to rely on others for help.

Rights of the Participant:

Any information you tel! us will be confidential. Your name or other identifying information will not
appear on any report that come out of this work. You have the right to refuse tc participate in the
study and the right to stop the interview at any time without consequences.

Statement of iInformed Consent:

| have been told about the purpose of the study. | understand that | will be taking part in an
interview about 45 minutes long. | know that | can withdraw my consent at any time and the
interview will be stopped. | agree to take part in the study with the understanding that information
will be collected and used for research purposes only and will be treated as confidential. |
understand that | am under no obligation to participate and may withdraw at any time. | also
understand that | can refuse to answer any individual question in the interview, and that refusal to
participate from the study will in no way affect my treatment at the hospital.

Signed: Date:
witness:

If you have any further questions about this study, you can contact one of the researchers:

Natalie Cousineau, Research Co-ordinator 562-5800 ext:8144
Dr. Paul Hébert, Ottawa General Hospital 737-8197
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Appendix Vi
item Clarity Testing Questionnaire

introduction

For the purpose of this study, we are interested in how you feel about the
relationship that you have with the person (or people) who helps you out with
your day-to-day activities. You may need a little bit of heip with things like
shoveling snow and carrying groceries, or a lot of help, like driving you to dialysis
or preparing meals. We are interested in all the different kinds of help that you
receive.

The person who helps you may be a friend, neighbour, or a member of your
family, such as a spouse, son or daughter. For the purpose of this questionnaire,
we will refer to this person (or people) as your caregiver. We are interested right
now only in the people who are NOT paid to help you— this means that
housekeepers, nurses and driving services would not be considered caregivers.
If you do have more than one person who helps you, please answer these
questions even if the feelings apply to only one of your caregivers.

This questionnaire consists of twenty-nine statements about feelings you may or
may not have about your relationship with you caregiver. Please rate each
statement on a scale of how often you feel this way, from “none of the time” to
“all of the time”. Please consider your answers carefully— we would like you to be
as honest as possible.

Do you understand what these instructions are asking you to do?

What kind of relationship is this questionnaire asking you about?

Is there anything in these instructions that is not clear to you?

Scaling

None of the A Little of the Some of the Most of the All of the Time
Time Time Time Time

Do you see a difference between “none of the time” and “a little of the time"?
Do you see a difference between “a little of the time® and “some of the time*?
Do you see a difference between “some of the time” and “most of the time”?

Do you see a difference between “most of the time” and “all of the time"?

Do you understand how to use this scale?
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items

1. 1 am concerned that my caregiver will “wear out” because of the demands of

heiping me.

Some of the Most of the Time

Time

A Little of the
Time

None of the Time

All of the Time

(a) Do you understand this statement?
(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this

statement?

(d) Is there any part of this statement that you find unclear?

2. | worry that the health of my caregiver could suffer as a result of caring for

me.

None of the Time A Little of the

Time

Some of the Most of the Time

Time

All of the Time

(a) Do you understand this statement?
(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this

statement?

(d) Is there any part of this statement that you find unclear?

3. | worry that my caregiver is overextending him/herself in helping me out.

Some of the Most of the Time

Time

A Little of the
Time

None of the Time

All of the Time

(a) Do you understand this statement?
(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this

statement?
(d) Is there any part of this statement that you find unclear?




106

4. | am concerned that it costs my caregiver a lot of money to care for me.

None of the Time

A Littie of the
Time

Some of the
Time

Most of the Time

All of the Time

(a) Do you understand this statement?

(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this
statement?

(d) I1s there any part of this statement that you find unclear?

5. | am concerned that my caregiver doesn't “let” me do things for myself that |

can do.

None of the Time

A Little of the
Time

Some of the
Time

Most of the Time

All of the Time

(a) Do you understand this statement?

(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this
statement?

(d) Is there any part of this statement that you find unclear?

6. | worry that my caregiver has to take time away from other things to heip me

None of the Time

A Little of the
Time

Some of the
Time

Most of the Time

All of the Time

(a) Do you understand this statement?

(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this
statement?

(d) Is there any part of this statement that you find unclear?
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7. | feel guilty about the demands that i make on my caregiver.

Some of the Most of the Time

Time

A Littie of the
Time

None of the Time

All of the Time

(a) Do you understand this statement?
(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this

statement?
(d) Is there any part of this statement that you find unclear?

8. | feel guilty that my caregiver has to change their plans in order to help me.

Some of the Most of the Time

Time

A Little of the
Time

None of the Time

All of the Time

(a) Do you understand this statement?
(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this

statement?
(d) Is there any part of this statement that you find unclear?

9. | worry about my caregiver because they have to take on too much

responsibility for me

Some of the Most of the Time

Time

A Little of the
Time

None of the Time

All of the Time

(a) Do you understand this statement?
(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this

statement?
(d) Is there any part of this statement that you find unclear?
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10. | worry that my caregiver has lost control of their life due to caring for me

None of the Time A Little of the Some of the Most of the Time All of the Time
Time Time

(a) Do you understand this statement?

(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this
statement?

(d) Is there any part of this statement that you find unclear?

11. 'm concerned that my needs are so great that my caregiver can’t handle
them.

None of the Time A Little of the Some of the Most of the Time All of the Time
Time Time

(a) Da you understand this statement?

(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this
statement?

(d) Is there any part of this statement that you find unclear?

12. It troubies me to ask my caregiver for help so | overextend myself.

None of the Time A Little of the Some of the Most of the Time All of the Time
Time 3 Time

(a) Do you understand this statement?

(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this
statement?

(d) Is there any part of this statement that you find unclear?
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13. | am concerned that if | ask for help it will put too much pressure on my

caregiver.

Some of the Most of the Tirae

Time

A Little of the
Time

None of the Time

All of the Time

(a) Do you understand this statement?
(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this

statement?
(d) Is there any part of this statement that you find unciear?

14. | often find myself doing without some things rather than having to ask for

help.

Some of the Most of the Time

Time

A Little of the
Time

None of the Time

All of the Time

(a) Do you understand this statement?
(b) What is this statement talking about?

(¢) What specific things do you think of when you try to rate this

statement?
(d) Is there any part of this statement that you find unclear?

15. 1 often feel dependent on others to get by.

Some of the Most of the Time

Time

A Little of the
Time

None of the Time

All of the Time i

(a) Do you understand this statement?
(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this

statement?
(d) Is there any part of this statement that you find unclear?
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16.1 am concerned that because of all they do for me, the person caring for me
may not be able to do so much longer.

None of the Time

A Little of the
Time

Some of the
Time

Most of the Time

Ali of the Time

(a) Do you understand this statement?
(b) What is this statement talking about?
(c) What specific things do you think of when you try to rate this

statement?
(d) Is there any part of this statement that you find unclear?

17. 1 am concerned that my caregiver is helping me beyond their capacity.

Some of the Most of the Time

Time

A Littie of the
Time

None of the Time

All of the Time

(a) Do you understand this statement?
(b) What is this statement talking about?
(c) What specific things do you think of when you try to rate this

statement?
(d) Is there any part of this statement that you find unclear?

18.1 am concerned that | won’t be abie to “repay” my caregiver for all they've

done for me.

Some of the Most of the Time

Time

A Little of the
Time

None of the Time

All of the Time

(a) Do you understand this statement?

(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this
statement?

(d) Is there any part of this statement that you find unclear?
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19. | find it easier to ask for help when | feel that | can give something in return.

None of the Time

A Little of the
Time

Some cf the
Time

Most of the Time

All of the Time

(a) Do you understand this statement?

(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this
statement?

(d) Is there any part of this statement that you find unclear?

20.1 am concemed that the demands of my care have strained my relationship
with my caregiver.

None of the Time

A Little of the
Time

Some of the
Time

Most of the Time

All of the Time

(a) Do you understand this statement?

(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this
statement?

(d) Is there any part of this statement that you find unclear?

21.1 am concerned that if | asked for outside help, my caregiver would resent it.

None of the Time

A Little of the
Time

Some of the
Time

Most of the Time

All of the Time

(a) Do you understand this statement?

(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this
statement?

(d) Is there any part of this statement that you find unclear?
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22. | am concerned that | am “too much trouble” to those around me.

None of the Time A Littie of the Some of the Most of the Time All of the Time
Time Time

(a) Do you understand this statement?

(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this
statement?

(d) Is there any part of this statement that you find unclear?

23. Receiving help from others makes me feel loved.

None of the Time A Little of the Some of the Most of the Time All of the Time
Time Time

(a) Do you understand this statement?
(b) What is this statement talking about?
(c) What specific things do you think of when you try to rate this

statement?
(d) Is there any part of this statement that you find unclear?

24. | am concerned that because of my illness, my caregiver is trying to do too
many things at once.

None of the Time A Little of the Some of the Most of the Time All of the Time
Time Time

(a) Do you understand this statement?

(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this
statement?

(d) Is there any part of this statement that you find unclear?



113

25.1 am concerned that because of caring for me, my caregiver is being pulled in
too many directions.

None of the Time

A Littie of the
Time

Some of the
Time

Most of the Time

All of the Time

(a) Do you understand this statement?

(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this
statement?

(d) Is there any part of this statement that you find unclear?

26. | am concemed about the negative effects of my iliness on those around me.

None of the Time

A Little of the
Time

Some of the
Time

Most of the Time

All of the Time

(a) Do you understand this statement?

(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this
statement?

(d) Is there any part of this statement that you find unclear?

27. | am confident that my caregiver can handle the demands of caring for me.

None of the Time

A Little of the
Time

Some of the
Time

Most of the Time

All of the Time

(a) Do you understand this statement?

(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this
statement?

(d) Is there any part of this statement that you find unclear?
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28. | am concerned that if my caregiver had a choice, they wouldn’t be caring for

me.

Some of the Most of the Time

Time

A Little of the
Time

None of the Time

All of the Time

(a) Do you understand this statement?
(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this

statement?
(d) Is there any part of this statement that you find unciear?

29. | find it easier to accept help when it’'s offered, rather than when | have to ask.

Some of the Most of the Time

Time

A Little of the
Time

None of the Time

All of the Time

(a) Do you understand this statement?
(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this

statement?
(d) Is there any part of this statement that you find unclear?

30. i think that | make things hard on my caregiver.

Some of the Most of the Time

Time

A Little of the
Time

None of the Time

Ali of the Time

(a) Do you understand this statement?
(b) What is this statement talking about?

(c) What specific things do you think of when you try to rate this

statement?
(d) Is there any part of this statement that you find unclear?




115

Appendix Vil
Patient Consent Form
Study:
Relying on Others for Help

Purpose:

The purpose of this study is to test a questionnaire that has been developed to describe
the experiences of chronically ill individuals, such as patients who need dialysis. Your answers
will help us identify any problems with the questionnaire, which deals with how it feels to rely on
others for help. Participating in this project will aiso help us to understand the experiences of
patients undergoing dialysis.

Procedure:

We would like to invite you to participate in a short interview with a research assistant.
This interview will take approximately 5 minutes of your time. After this interview, you may be
invited to participate further, by filling out 4 questionnaires. These questionnaires may take up to
45 minutes to complete. A research assistant will also look at your medical record in order to
record details of your medical condition. Your participation is entirely voluntary and anonymous.
No names will be used, and no identifying details will be made public.

Risks and Benefits

There are no physical risks of participating in this project. However, you may find the
information in questionnaire upsetting. If this happens, arangements can be made for you to see
your physician, nurse or social worker, if you wish. The possible benefit of the study is to know
that your participation may someday help others.

Rights of the Participant:

You have the right to refuse to participate in the study and the right to withdraw from the
study at any time without any consequences. The information collected during this study will be
kept confidential. A code number will be used to identify the information so that your name will not
appear on any documents. If the results of the study are published, no personal identifying data
will appear in the published work.

| fully understand the information presented to me on this foorm and my questions have been
answered to my satisfaction.

Study Participant Witness

If you have any further questions about this study, you can contact one of the researchers:
Natalie Cousineau, Research Co-ordinator 5682-5800 ext:8144
Dr. Paul Hébert, Ottawa General Hospital 737-8197

Thank you for your help!
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Appendix Viii
Short Portable Mental Status Questionnaire

instructions: Ask question 1 to 10 in this list and record all answers. Ask question 4A
only if patient does not have a telephone. Record total number of errors based on 10
questions:

1. What is the date today?

2. Wnhat day of the week is it?

3. What is the name of this place?

4. What is your telephone number?

4A. What is your street address? (ask only if patient does not have a telephone)

5. How old are you?

6. When were you bom?

7. Who is the Prime Minister of Canada now?

8. Who was the Prime Minister before him?

9. What was your mother's maiden name?

10. Subtract 3 from 20 and keep subtracting 3 from each new number, all the way down.

Number of Questions Answered Correctly:
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Appendix IX
Demographic Information

Participant Number:

1) Age (in years):

2) Gender: M F
3) How far did you get through school? (check box)

Less than grade 7

Junior High School (grades 7-9)
Partial High School (grades 10-12)
High School Graduate

Partial College (at least one year)
College or University Graduate
Postgraduate (masters or Ph.D.)
Professional Degree

oogocQ0ocooa0O

L

Etiology of Renal Failure:

5) Type of Dialysis Used:
a) Hemodialysis: Yes No # of Years
b) CAPD: Yes No # of Years

6) How long before dialysis were you aware of your kidney disease?

7) Kidney Transplants: Yes No How Many?
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8) Co-Morbid llinesses:

a) Respiratory Disease (requiring supplemental O2)

b) Severe Heart Failure (NYHA class 1lI-1V: SOB with orthopnea and
paroxysmal nocturnal dyspnea— confirmed LV function by Swan Ganz,
echo, LV gated scan and angiography)

c) Severe Angina (NYHA class llI-IV: history of past angina of admission
compatible with MI, changes on ECG, stress test or angiography)

d) IDDM

e) Malignancy (evidence of cancer at more than one site)

f) Severe Neurologic Disease (i.e. Alzheimers, stroke, etc.)

g) Liver Cirrhosis

h) Other:

9) Past Medical History:

a) Surgical Procedures:
i)
i)

iii)

b) Hospitalizations:
i)
i)

i)

10)Medications:
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Caregiving Arrangements
What kind of help do you get with your day-to-day activities?
Paid:

a) Driving service

b) Home nursing care
¢) Housekeeping

d) Landscaping

e) Snow removal

f) Other

a) Spouse

b) Son

c) Daughter
d) Neighbour
e) Friend

f) Other Family

g) Other

Whom do you consider to be your primary caregiver?

What is your relationship to your primary caregiver?

With what kind of activities does this person help you?

a)
b)
c)
d)
e)
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Does this person have any health problems?

a) No
b) Yes
Please explain:

Are there other factors that interfere with the ability of your caregiver to help you?
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Functional Status Index

During the past month, how much physical difficulty did you have....

Usually Usually Usually Usually Usually
DidWith | Didwith | DidWith | Did Not | Did Not
No Some Much Do Do for
Difficulty | Difficulty Difficuity | Because Other
of Health | Reasons
1. Taking care of yourself, that is eating,
dressing or bathing? 1 2 3 4 5
2. Moving in or out of a bed or chair? 1 2 3 4 5
3. Walking several blocks? 1 2 3 4 5
4. Walking one block or climbing one flight of
stairs 1 2 3 4 5
5. Walking indoors, such as around your
home 1 2 3 4 5
6. Doing work around the house such as
cleaning, light yard work, home maintenance? 1 2 3 4 5
7. Doing errands, such as grocery shopping? 1 2 3 4 5
8. Driving a car or using public transportation? 1 2 3 4 5
9. Visiting with relatives or friends? 1 2 3 4 )
10. Participating in community activities such
as religious services, social activities or
volunteer work? 1 2 3 4 5
11. Taking care of other people such as family
members? 1 2 3 4 5
12. Doing vigorous activities, such as running,
lifting heavy objects, or participating in
strenuous sports? 1 2 3 4 5
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Appendix Xi
MOS Social Support Scale

1. About how many close friends and close relatives do you have (people you feel at ease with
and can talk to about what is on your mind)?

People sometimes look to others for companionship, assistance, or other types of support. How

often is each of the following kinds of support available to you if you need it?
None Alitlle Some Most Al of
of the of the of the of the the
Time Time Time Time Time

2. Someone to help you if you were confined to bed... 1 2 3 4 5
3. Someone you can count on to listen to you when you

needtotalk... ... e e e 1 2 3 4 5
4. Someone to give you good advice about a crisis....... 1 2 3 4 5
5. Someone to take you to the doctor if you needed it... 1 2 3 4 5
6. Someone who shows you love and attention............ 1 2 3 4 5
7. Someone to have a good time with......_................. 1 2 3 4 5
8. Someone to give you information to help you

understand a situation......... ...t 1 2 3 4 5
Q9. Someone to confide in or talk to about yourself or

your problems. .. ... 1 2 3 4 5
10. Someone who hUgS YOU... ..o ccveevrninreieeeeiene e, 1 2 3 4 5
11. Someone to get together with for relaxation............ 1 2 3 4 5
12. Someone to prepare your meals if you were unable
todoityourself........ocooiiieiii 1 2 3 4 5
13. Someone whose advice you reallywant................ 1 2 3 4 5
14. Someone to do thmgs with to help you get your

mind off things... 1 2 .3 4 5
15. Someone to help with daily chores if you were sick.. 1 2 3 4 5
16. Someone to share your most private worries and

fears With. .. ..o e e 1 2 3 4 s
17. Someone to tum to for suggestions about how to

deal with a personat problem..........c..cccooiiiiiiiiinin 1 2 3 4 5
18. Someone to do something enjoyable with.__...__...... 1 2 3 4 5
19. Someone who understands your probiems............ 1 2 3 4 5
20. Someone to love and make you feel wanted.......... 1 2 3 4 5
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Appendix Xil
Short-Form 36 Health Survey

Instructions: This survey asks for your views about your heaith. This information will help keep
track of how you feel and how weli you are able to do your usual activities.

Answer every question by marking the answer as indicated. If you are unsure about how to

answer a question, please give the best answer you can.

1. In general, would you say your heailth is:

(Circle one)

237 0e 211 =) 1 | TR P Pos

Very Good................

G
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| 3 || USROS

Excellent.......ccooeveeeeemiecarencencicnnneions

R L R L L T N R S L LT NPT R PR P R R L

Compared to one year ago, how would you rate your health in general now?

3. The following items are about activities you might do during a typical day. Does your health

now limit you in these activities? If so, how much?

(Circle one number on each line)

Yes, Yes, No, Not
Actiies Ui | Linied s | Lmke
a. Vigorous activities, such as running, lifting heavy objects, 1 2 3
participating in strenuous sports
b. Moderate activities, such as moving a table, pushing a 1 2 3
vacuum cleaner, bowling, or playing goff.
c. Lifting or carrying groceries 1 2 3
d. Climbing several flights of stairs 1 2 3
e. Climbing one flight of stairs 1 2 3
f. Bending, kneeling or stooping 1 2 3
| g. Walking more than a mile 1 2 3
h. Walking several blocks 1 2 3
i. Walking one biock 1 2 3
j. Bathing or dressing yourseif 1 2 3
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4. During the past four weeks, have you had any of the following problems with your work or
other regular daily activities as a result of your physical health?

(Circle one number on each line)

Yes No

a. Cut down on the amount of time you spent on work or other activities 1

c. Were limited in the kind of work or other activities 1

2
b. Accomplished less than you would like 1 2
2
2

d. Had difficulty performing the work or other activities (for example, it took 1
extra effort?

5. During the past four weeks, have you had any of the following problems with your work or
other regular activities as a result of any emotional problems (such as feeling depressed or
anxious)?

(Circle one number on each line)

Yes No

a. Cut down on the amount of time you spent on work or other activities 1 2

b. Accomplished less than you would like 1 2

c. Didn't do work or other adtivities as carefully as usual 1 2

6. During the past four weeks, to what exdent has your physical health or emotional problems
interfered with your normal social activities with family, friends, neighbours or groups?

(Circle one)
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7. How much bodily pain have you had during the past four weeks?
(Circle one)
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8. During the past four weeks, how much did pain interfere with your normal work (including
both work outside the home and housework)?

(Circle one)
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9. These questions are about how you feel and how things have been with you during the past
four weeks. For each question, please give the answer that comes closest to the way you
have been feeling. How much of the time during the past four weeks—

(Circle one number on each line)

All of the Most of A Good Some of A Little of | None of
Time the Time Bitofthe | the Time | the Time | the Time
Time

a. Did you feel full of pep? 1 2 3 4 5 6

b. Have you been a very nervous 1 2 3 4 5 6
rson?

c. Have you felt so down in the
dumps that nothing could cheer 1 2 3 4 5 6
you up?

d. Have you feit calm and 1 2 3 4 5 6
peaceful?

e. Did you have a lot of energy? 1 2 3 4 5 6

f. Have you felt downhearted and 1 2 3 4 5 6
blue?

g. Did you feel wom out? 1 2 3 4 5 6

h. Have you been a happy person? 1 2 3 4 5 6

i. Did you feel tired? 1 2 3 4 5 6

10. During the past four weeks, how much of the time has your physical health or emotional
problems interfered with your social activities (like visiting with friends, relatives, etc.)?

(Circle one)

Al OF HNE BIIN1C. .. ot cei it e i ee it teteeeseennesasen seresnansans sansssntsansosesonsssassasssonss
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11. How TRUE or FALSE is each of the following statements for you?

(Circle one number on each line)

Defintely | Mostly Don't Mostly Definitely
True True Know Faise False
a. | seem to get sick a little easier than 1 2 3 4 5
other people
b. | am as healthy as anybody | know 1 2 3 4 5
c. | expect my heaith to get worse 1 2 3 4 5
d. My heatth is excellient 1 2 3 4 5
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Appendix Xiit
Self-Perceived Burden Scale
(as administered to respondents)

For the purpose of this study, we are interested in how you feel about the relationship
that you have with the person (or people) who helps you out with your day-to-day
activities. You may need a little bit of help with things like shoveling snow and carrying
groceries, or a lot of help, like driving you to dialysis or preparing meals. We are
interested in all the different kinds of help that you receive.

The person who helps you may be a friend, neighbour, or a member of your family, such
as & spouse, son or daughter. For the purpose of this questionnaire, we will refer to this
person (or people) as your caregiver. We are interested right now only in the people who
are NOT paid to help you— this means that housekeepers, nurses and driving services
would not be considered caregivers. If you do have more than one person who helps
you, please answer these questions even if the feelings apply to only one of your
caregivers.

This questionnaire consists of thirty-three statements about feelings you may or may not
have about your relationship with you caregiver. Please rate each statement on a scale
of how often you feel this way, from “none of the time” to “all of the time". Please
consider your answers carefully-- we would like you to be as honest as possible.

None A Some Most Allof
of the Litle ofthe ofthe the
Time ofthe Time Time Time

Time
1. | am concemed that my caregiver will “wear out”
because of the demands of caring for me 1 2 3 4 5
2. | worry that the health of my caregiver could
suffer as a result of caring for me 1 2 3 4 5
3. | worry that my caregiver is overextending
him/herself in helping me out 1 2 3 4 5
4. | am concemed that it costs my caregiver a lot
of money to care for me 1 2 3 4 5
5. | worry that my caregiver has to take time away
from other things in order toc help me 1 2 3 4 5
6. | am concermed that | won’t be able to “repay”
my caregiver for all they've done for me 1 2 3 4 5
7. | feel guilty about the demands that | make on
my caregiver 1 2 3 4 5

8. | worry about my caregiver because they have
to take on too much responsibility for me 1 2 3 4 5



128

None Alitie Some Most All of
of the of the of the of the the
Time Time Time Time Time

9. | feel guilty that my caregiver has to change
their plans in order to help me 1 2 3 4 5

10. | worry that my caregiver has lost control of
their life due to caring for me 1 2 3 4 5

11. 'm concemed that my needs are so great that
my caregiver can’t handle them 1 2 3 4 5

12. | am concemed that if | ask for help it will put
too much pressure on my caregiver 1 2 3 4 5

13. | am concemed that because of all they do for
me, the person caring for me may not be able to
do so much longer 1 2 3 4 5

14. | am concemed that my caregiver is helping
me beyond their capacity 1 2 3 4 5

15. | find it easier to ask my caregiver for help
when | feel that | can give something in returmn 1 2 3 4 5

16. | am concemed that the demands of my care
have strained my refationship with my caregiver 1 2 3 4 5

17.1 am concemed that [ am “too much trouble® to
my caregiver 1 2 3 4 5

18. Receiving help from others makes me feel that
they care for me 1 2 3 4 5

19. | am concemed that because of my iliness, my
caregiver is trying to do too many things at once 1 2 3 4 5

20. | am concemed about the negative effects of
my iliness on those around me 1 2 3 4 5

21. 1 am confident that my caregiver can handle
the demands of caring for me 1 2 3 4 5

22. | find it easier to accept heip when it's offered,
rather than when | have to ask 1 2 3 4 5

23. | am concemed that because of caring for me,
my caregiver is being pulled in too many directions 1 2 3 4 5

24. | think that | make things hard on my caregiver 1 2 3 4 5
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Appendix XIV
Supplemental items

None A Some Most Allof
ofthe Liitle ofthe ofthe the
Time ofthe Time  Time Time

Time
1. | feel certain that | do not make too many
demands on my caregiver 1 2 3 4 5
2. | am not worried that my caregiver is
overextending him/herself in taking care of me 1 2 3 4 5
3. | don't think that | ask too much of my caregiver 1 2 3 4 5
4. | am concemed that | am a burden to my 1 2 3 4 5
caregiver
5. | am concemaed that my caregiver really doesn’t
want to help me 1 2 3 4 5
6. | am concemed that if [ asked for outside help,
my caregiver would resent it 1 2 3 4 5
7. | am concemed that my caregiver doesn't “let”
me do things for myself that | can do 1 2 3 4 5
8. it troubles me to ask for help so | overextend 1 2 3 4 5
myself
9. | often find myself doing without some things
rather than having tc ask for help 1 2 3 4 5
10. | often feei dependent on others to get by 1 2 3 4 5

11. | am concemed that if my caregiver had a
choice, they wouldn’t be caring for me 1 2 3 4 5
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Appendix XV
Initial List of 80 Items
Original tem Eventual Fate of item
1. Do you feel like you are 'dragging down' your caregiver? Deieted—tredundant

2. Do you find yourself getting angry at your caregiver? Deleted—failed face validity

3. Does your caregiver have to take time away from other things # 5 in final scale
to help you?

4. Do you worry that your caregiver has too much control over Deieted—failed face validity
your life?

5. Do you overextend yourself before asking for help? Supplemental item # 8

6. Do you see asking for help as ‘giving in'? Deleted—failed face validity

7. Does it make you feel uncomfortable to ask for help? Deleted—failed face validity

8. Does it make you feel uncomfortable to need help? Deleted—failed face validity

9. Do you worry that you're losing your independence? Deleted—failed face validity

10. Will you do ‘whatever it takes' to get by on your own? Deleted—redundancy/face

validity

11. Do you worry that helping you will eventually ‘wear out’ your # 1 in final scaie
caregiver?

12. Do you feel dependent on other to get by? Supplemental item # 10

13. Do you worry what the future holds? Deleted—failed face validity

14. Do you feel that your health is 'out of your hands'? Deleted—failed face validity

15. Do you worry that the person caring for you may not be able to # 13 in final scale
continue doing so much longer?

16. Does the possibility of having to leave your home frighten you? | Deleted—failed face validity

17. Do you worry about the financial costs of your iliness? # 4 in final scale

18. Do you worry that the health of your caregiver will suffer as a # 2 in final scale
result of caring for you?

19. Do you feel that most of your friends and family avoid you as a | Deleted—failed face validity
result of your illness?

20. Do you feel that you receive 'too much help' from those around # 14 in final scale
you?

21. Do you sometimes feel frustrated by the people who are trying | Deleted—failed face validity
to help you?

22. Does it make you feel guilty to ask for help? Deleted—redundancy

23. Do the people helping you make you feel that there are other Deleted—failed face validity
things that they'd rather be doing?

24. As time goes on, do you find it gets easier to ask for or Deleted—failed face validity
received help?

25. Do you find it easier to accept help when it is offered to you, # 22 in final scale
rather than having to ask?

26. Does it make you feel loved to receive help from others? # 18 in final scale

27. Do you worry that you will not be abie to ‘repay’ your caregiver # 8 in final scale
for helping you?

28. Do you worry that your caregiver may ‘bum out' as a resutt of Deleted—jargon
caring for you?

29. Does it bother you to be seen as dependent on others? Deleted—failed face validity

30. Do you worry that if you ask for help, people will think you are | Deleted—failed face validity
‘needy'?

31. Do you worry that your caregiver is trying to do too many # 19 in final scale
things at once?

32. Do you feel that if you ask for help, people will think you are Deleted—failed face validity

‘t00 dependent'?
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. Do you worry that of you ask for more help, it will cause bad

feelings between you and your caregiver?

Deleted—redundancy

. Do you feel that your iliness has strained your relationship with

your caregiver?

# 16 in final scale

35. Do you worry that your caregiver is being pulled in too many # 23 in final scale
directions?

36. Do you worry about the physical demands you iliness makes Deleted—redundancy
on your caregiver?

37. Do you worry that helping you takes up too much of your Deleted—redundancy

caregivers time?

38.

Does asking for help make you feel useless?

Deleted—failed face validity

39.

Do you sometimes find yourself frustrated when you're not
getting the right kind of heip?

Deleted—failed face validity

40.

Does needing help make you angry with yourself?

Deleted—failed face validity

41.

Do you see your caregiver as the key to keeping your
independence?

Deleted—failed face validity

42,

Do you find yourself doing without some things rather than
asking others for help?

Supplemental item # 9

43.

Do you avoid talking to others about your feelings because
you don't want to burden them?

Deleted—failed face validity

. Do you find yourself wishing that you could afford to pay for

exira heip?

Deleted—failed face validity

45,

Do you feel a sense of loss when you have to rely on others
for help?

Deleted—failed face validity

. Do you wish that your caregiver had more outside help?

# 11 in final scale

47.

Do you worry that if you asked for outside help, your caregiver
would resent it?

Supplemental [tem # 6

48.

Do you feel as though you've lost control of your life since your
illness?

# 10 in final scale

49.

Do you worry that you're losing your independence?

Deleted—failed face validity

50.

Are there specific people that you expect to offer you help?

Deleted—failed face validity

51.

Do you worry that if your caregiver were no longer able to help
you, you wouldn't be able to stay in your home?

Deleted—failed face validity

52.

Do you ever find yourself wondering why you're still alive?

Deleted—failed face validity

53.

Do you feel that your situation is hopeless?

Deleted—failed face validity

. Do you worry about the effects of your illness on those around

you?

# 20 in final scale

55.

Do you feel that you fully understand your illness and
treatment?

Deleted—failed face validity

. Are you confident that the doctors and nurses can help you?

Deleted——failed face validity

57.

Do you hope that your condition will improve?

Deleted—failed face validity

58.

Do you have confidence that your caregiver can help you with
your needs?

# 21 in final scale

59.

Do you feel motivated to do everything you can to improve
your health?

Deleted—failed face validity

60.

Do you worry that you're ‘too much trouble' to those around
you?

# 17 in final scale

61.

Do you feel that your should be doing more for those around
you?

Deleted—failed face validity

62. Are you afraid of what the future holds for you? Deleted—failed face validity
63. How often do you worry about managing by yourself? Deleted—failed face validity
64. Do you feel embarrassed by your iliness? Deleted—failed face validity
85. Do you feel embarrassed by needing help? Deleted—failed face validity
66. Do you feel guilty about the demands you make on your # 7 in final scale
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caregiver?

67.

Do you feel guilty about the demands you make on your
family?

Deleted—redundancy

88.

Do you get angry when you feel that others won't 'let’ you do
things for yourseif?

Supplementa! item # 7

69.

Do you worry that you're not good for much anymore?

Deleted—failed face validity

70. Do you prefer helping others to being helped yourself? Deleted—redundancy
71. Do you find it easier to ask for help when you feel you can give # 15 in final scale

something in retum?

72.

Do you often find yourself lonely?

Deleted—failed face validity

73.

Does it bother you to know that others have changed their
plans in order to help you?

# 8 in final scale

74.

Do you avoid asking for help because you are angry at the
person helping you?

Deleted—failed face validity

75.

Do you feel as though you owe the people who help you?

Deleted—redundancy

76.

Do you wait until help is offered to you?

Deleted—failed face validity

. Does having others do things for you make you feel ‘left out™?

Deleted—failed face validity

78.

Do you worry that your caregivers are overextending
themseives?

# 3 in final scale

78.

Do people tell you that you are stubbomn about receiving help?

Deleted—failed face validity

80.

Does it bother you to feel that people pity you?

Deleted—failed face validity
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Appendix XVi
Factor Loadings— Principal Components Analysis

Number

item
I am too much trouble’ to caregiver
Caregiver lost control of life
Overextending caregiver
Health of caregiver could suffer
Trying to do too much at once
Guiity about demands
Caregiver pulled in too many directions
Helping beyond their capacity
Take on too much responsibility
Make things hard on caregiver
Needs too great for caregiver to handie
Guilt that caregiver has to change plans
Negative effects of iliness
Asking for help puts pressure on caregiver
Strained relationship with caregiver
Costs caregiver a lot of money to care
Takes time away from other things
May not be able to care much longer
Caregiver will wear out
Won't be able to repay caregiver
Giving something in retum
Confident that caregiver can handie demand
Easier to accept heip that's offered
Makes me feel that they care for me

i
.82
.80
.79
77
a7
.76
.75
75
74
72
72
.70
.70
.70
69
69
.68
65
.63
63
45

-11
.26
15

Factor

il fil
.05 .06
-.16 -17
A3 -.26
-07 -.36
.13 15
14 -.17
-.04 14
-.08 .33
.10 -.28
-.01 12
-1 .26
-.24 -.25
-.09 .05
-.16 .03
-.08 .28
-.11 .01
-13 -.23
-.15 .32
.07 -.43
.10 .21
.38 41
-75 .08
.69 .18
43 -.38

v
25
-.10
-.01
A3
-.26
.03

-.02
-.14

24
-33
-12

-.04
.21
-.29
-.15

.06
-.35
-.05

.33

23

.35
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Appendix XVIi
Rotated Factor Structure (Varimax)
Factor #1 Factor #2 Factor #3 Factor #4
2. | worry that the health | 13. I am concerned that | 11. I'm concemed that 21. | am confident that
of caregiver could suffer | the person caring may my needs are so great my caregiver can handle
as a resutt of caring for not be able to do so that my caregiver can't the demands of caring

me. (.783)

much longer. (.775)

handle them. (.666)

for me.(-.749)

1. | am concerned that

16. | am concemed that

6. | am concerned that |

22. | find it easier to

my caregiver will “wear the demands of care won't be able to repay accept help when it's

out” as a result of caring | have strained my my caregiver for all offered, rather than

for me. (.732) relationship with my they’'ve done for me. when | have to ask.
caregiver. (.691) (.593) (.736)

3. I worry that my
caregiver is
overextending

23. 1 am concemed that
because of caring for
me, my caregiver is

19. { am concemed that
because of my iliness,
my caregiver is trying to

15. | find it easier to ask
for help when [ feel | can
give something in return.

themselves in helping being pulled in too many | do too many things at (.480)
me out. (.728) directions. (.673) once. (.547)

8. [ worry about my 17. am concerned that { | 4. | am concerned that it
caregiver because they am "too much trouble™ to | costs my caregivera iot

have to take on too caregiver. (.639) of money to care for me.

much responsibility for (.497)

me. (.721)

10. | worry that my
caregiver has lost
control of their life due to
caring for me. {.692)

24_ 1 think that | make
things hard on my
caregiver. (.634)

14. | am concerned that
my caregiver is helping
me beyond their
capacity. (.460)

9. | feel guilty that my
caregiver has to change

14. { am concerned that
my caregiver is helping

18. Receiving help from
other makes me feel that

their plans in order to me beyond their they care for me. (-.450)
help me. (.690) capacity. (.605)

5. | worry that my 20. { am concemed 15. | find it easier to ask
caregiver has to take about the negative for help when | feel | can

time away from other
things in order to help
me. (.661)

effects of my illness on
those around me. (.582)

give something in return.
(.368)

7. | feel guilty about the
demands | make on my
caregiver. (.636)

12. | am concerned that
if | ask for help it will put
too much pressure on
my caregiver. (.425)

4. | am concerned that it
costs my caregiver a lot
of money to care for me.
(.506)

11. I'm concemed that
my needs are so great
that my caregiver can't
handie them. (.366)

17. 1 am concerned that |
am *‘too much troubie” to
caregiver. (.504)

2. | worry that the health
of caregiver could suffer
as a resutlt of caring for
me. (.364)

12. | am concermned that
if | ask for help it will put
too much pressure on
my caregiver. (.482)

7. | feel guilty about the
demands | make on my
caregiver. (.356)

16. | am concerned that
because of my iliness,
my caregiver is trying to

10. | worry that my
caregiver has fost
control of their life due to

do too many things at caring for me. (.347)
once. (.454)

20. | am concerned 18. | am concemed that
about the negative because of my iliness,

effects of my iliness on
those around me. (.438)

my caregiver is trying to
do too many things at
once. (.344)
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Oblimin Oblique Rotatiom (A 0.25)

Factor #1

Factor #2

Facctor #3

Factor #4

8. | worry about my
caregiver because they
have to take on too
much responsibility for
me. (.794)

21. | am confident that
my caregiver can handle
the demands of caring
for me. (-814)

18. Receiwing help from
other makees me feel that
they care f¥or me. (-.628)

13. | am concemed that
the person caring may
not be able to do so
much longer. (.882)

9. i feel guilty that my
caregiver has to change
their ptans in order to
help me. {777)

221 find it easier to
accept heip when it's
offered, rather than
when | have to ask.
(.614)

11. I'm corncerned that
my needs : are so great
that my caaregiver can't
handle theesm_ (.482)

16. | am concemed that
the demands of care
have strained my
relationship with my
caregiver. (.741)

2. | worry that the heatth
of caregiver could suffer
as a result of caring for
me. (.774)

15. 1 find it easier to ask
for help when | feel [ can

give something in return.

(.524)

6. i am comcerned that |
won't be asble to repay
my caregiwer for all
they've dosne for me.
(.:379)

23. | am concerned that
because of caring for
me, my caregiver is
being pulled in too many
directions. (.879)

1. | am concerned that
my caregiver will “‘wear

6. | am concemned that |
won't be able to repay

22_ | find itt easier to
accept helip when it's

24. i think that | make
things hard on my

out” as a result of caring | my caregiver for all offered, raather than caregiver. (.634)
forme. (.771) they’'ve done for me. when | haawe to ask
(-350) {-.331)
5. | worry that my 19. |am concemned that | 4. | am comcermned thatit | 17. | am concerned that [
caregiver has to take because of my iliness, costs my scaregiver a lot | am “too much trouble® to
time away from other my caregiver is trying to | of money o care for me. | caregiver. (.589)
things in order to help do too many things at (-313)
me. (.753) once. (.345)

3. | worry that my
caregiver is

14. { am concerned that
my caregiver is helping

overextending me beyond their
themselves in helping capacity. (.597)
me out. (.738)

10. | worry that my 20. | am concerned
caregiver has lost about the negative

control of their life due to
caring for me. (.735)

effects of my iliness on
those around me. (.554)

7. | feel guilty about the
demands | make on my
caregiver. (.603)

15. 1 find it easier to ask
for help when | feel | can
give something in return.
(.442)

4. | am concerned that it
costs my caregiver a ot
of money to care for me.
(.584)

21. | am confident that
my caregiver can handie
the demands of caring
for me. (.402)

19. | am concerned that
because of my iliness,
my caregiver is trying to
do too many things at
once. (.460)

22. I find it easier to
accept help when it's
offered, rather than
when [ have to ask.
(.381)

12. | am concerned that
if t ask for help it will put
too much pressure on
my caregiver. (.450)

12. | am concerned that
if | ask for help it will put
too much pressure on
my caregiver. (.315)

11. I'm concerned that
my needs are so great
that my caregiver can't
handie them. (.388)
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Appendix XIX
Oblimin Oblique Rotation (A 0.5)
Factor #1 Factor #2 Factor #3 Factor #4
8. | worry about my 21. | am confident that 18. Receiving help from | 13. | am concemed that
caregiver because they my caregiver can handie | other makes me feei that | the person caring may

have to take on too
much responsibility for
me. (.869)

the demands of caring
for me. (-.837)

they care for me. (-.652)

not be able to do so
much longer. (1.013)

9. | feel guilty that my
caregiver has to change
their plans in order to
help me. (.852)

22. | find it easier to
accept help when it's
offered, rather than
when [ have to ask.
(.521)

11. I'm concerned that
my needs are so great
that my caregiver can't
handle them. (.475)

16. | am concerned that
the demands of care
have strained my
relationship with my
caregiver. (.835)

1. { am concerned that
my caregiver will “wear
out” as a resutt of caring
for me. (.844)

15. | find it easier to ask
for heip when | feel | can
give something in return.
(.497)

22. | find it easier to
accept help when it's
offered, rather than
when | have to ask.
(--369)

23. | am concerned that
because of caring for
me, my caregiver is
being pulied in too many
directions. {_.754)

5. i worry that my
caregiver has to take

6. 1 am concerned that |
won't be able to repay

6. | am concerned that |
won't be able to repay

24. | think that | make
things hard on my

time away from other my caregiver for ail my caregiver for all caregiver. (.704)
things in order to help they've done for me. they've done for me.
me. (.829) (.389) {-369)

2. | worry that the heatth
of caregiver could suffer
as a result of caring for
me. (.822)

19. | am concerned that
because of my illness,
my caregiver is trying to
do too many things at
once. (.359)

4_|am concerned that it
costs my caregiver a lot
of money to care for me.
(.309)

17. | am concemned that |
am “too much troubie” to
caregiver. (.652)

3. | worry that my
caregiver is
overextending
themselves in helping
me out. ((787)

14. | am concerned that
my caregiver is helping
me beyond their
capacity. (.649)

10. | worry that my
caregiver has lost
control of their life due to
caring for me (.786)

20. | am concerned
about the negative

effects of my iliness on
those around me. (.600)

4. | am concerned that it
costs my caregiver a lot
of money to care for me.
{.630)

15. I find it easier to ask
for help when | feel [ can
give something in return.
(.531)

7. | feel guilty about the
demands | make on my
caregiver. (.624)

22. | find it easier to
accept help when it's
offered, rather than
when | have to ask.
(-505)

19. | am concerned that
because of my iliness,
my caregiver is trying to
do too many things at
once. (.467)

21. | am confident that
my caregiver can handle
the demands of caring
for me. (.453)

12.  am concerned that
if | ask for help it will put
too much pressure on
my caregiver. (.449)






