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CATHERINE SELLERS BARNES 
Cohesion, Flexibility, Symptom Distress, and Coping in Hospice Home Care Families with 
Cancer 

(Under the direction of DR. GERALD BENNETT) 

The purpose of this study was to describe the hospice caregiving family's response to 

the terminal illness of a family member. The conceptual framework for this study was adapted 

from McCubbin and McCubbin's Resiliency Model of Family Adjustment and Adaptation. A 

convenience sample of 30 families represented by two principal caregivers was evaluated at 

two data collection intervals: one week and four weeks after hospice admission. The setting 

was in the homes of families who were accepted for care by either of two hospice home care 

"· programs. A descriptive longitudinal design was used to examine the psychosocial fumily 

variables of family cohesion, family flexibility, and family coping. The relationship between 

patient symptom distress and caregiver perceived symptom distress was also· examined. 

Hospice involvement, as operationalized by number of visits, was investigated for each family 

at both intervals. Poor intraclass correlations between the two caregivers showed that the F-

COPES instrument did not provide a reliable measure of the caregiving family unit; therefore, 

coping strategies were not analyzed. While no significant changes over time were noted for 

either family cohesion or family flexibility, families that fell in the outer range of the 

distribution and were isolated from other familie~ had lower cohesion and flexibility scores at 

both intervals. These outlier families responded with a greater amount of disagreement 

between family caregivers than did those in the remaining study sample. Caregiver perceived 

symptom distress was closely correlated to the patient symptom distress scale at both intervals. 

The caregiver's perception of the symptom distress was a good indicator of the patient's actual 



symptom distress. The number of visits by hospice personnel was not related to patient 

symptom distress or to family cohesion or flexibility. 

INDEX WORDS: Family Cohesion, Family Flexibility, Family Coping, Symptom Distress, 
Caregiver Perceived Symptom Distress, Hospice Involvement 

This project was partially funded by The American Nurses Foundation and 

Sigma Theta Tau International. 



ACKNOWLEDGMENTS 

There are many individuals whom I have had the pleasure of working with on this 

dissertation project. My committee members, each an expert in a field that impacted this study, 

contributed their support and knowledge to this effort. Dr. Gerald Bennett, my committee 

chairman and a scholar in nursing family science, gave me the challenge and then the 

encouragement to take the hospice research in which I was- so interested and apply it to family 

nursing. It was a perfect fit. 

_Dr. William Thompson, with the patience of Job, ~elped me construct and re-construct 

the conceptual and statistical frameworks for this study and for the preceding pilot study. Time 

was never an issue; he was always willing-. Drs. Lambert, Ellis, and Dunkin brought fresh 

· perspectives to my work and guided my scholarly growth with their support and dir~ction. 

They were unyielding in their optimism. Thank you. 

I want to express my appreciation to the hospice families involved in this study. It was 

not an easy time to invite someone in with more questions and more paperwork. These families 

wanted to make life better for those struggling families that were to come behind them. I am 

- . 

honored to have been a part of their lives. I understand the challenge these families gave me --

to use this information in a manner that would be helpful to- others facing similar situations; I 

Will not let you down. 

Finally, thank you to my friends and colleagues who supported me through this 

endeavor by listening, inspiring, and encouraging. 



DEDICATION 

This dissertation is dedicated to those loved ones 

who gave up so much so that I might reach this goal: 

My mother, Catherine Rossner Hutchens, who escaped Communist Hungary to come 

to the United States, and once here showed fortitude, high moral values, character, and 

commitment in all that she has done. These values have always been ones I have strived to 

emulate. Mom, you are my role model. 

My husband, John F. Barnes, who encouraged, loved, cooked, cleaned, and babysat! 

He also managed to work, attend to his doctoral studies, and, most importantly, keep our 

family priorities (and especially mine) centered on God and family. John, I admire and love 

your gentle guidance. 

My children, Will, Katie, and John Frank, who are excelling in areas of their own. It is a 

joy to see them be th~ best they can be. Thank you for your patience. I love you. 

Vlll 



TABLE OF CONTENTS 

ACKNOWLEDGMENTS . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . vt 

DEDICATION . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . vii 

TABLE OF CONTENTS .......................................... : ..... viii 

LIST OF FIGURES . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . xii 

LIST OF TABLE ....................................................... xiii 

CHAPTER 1 INTRODUCTION . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 1 

Hospice Caregiving Families .......................................... 2 

Statement of the Problem . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 5 

Purpose of the Study . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 6 

Research Questions . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 7 

Definition of Terms . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 8 

Significance of the Study . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 9 

Summary ........................................................ 10 

CHAPTER2 CONCEPTUAL FRAMEWORK ............................. 12 

General Systems Theory . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 12 

Resiliency Model ofFarilily Stress, Adjustment, and Adaptation . . . . . . . . . . . . . . . 13 

Pileup of Stressors . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 14 

Family Resources and Social Support . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 15 

IX 



Selection and Training of Research Assistants. . . . . . . . . . . . . . . . . . . . . . . 52 

Procedure for Recruitment . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 54 

Procedure for Family Selection . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 56 

Data Collection Instruments . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 56 

Procedure for Data Collection . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 66 

Summary ........................................................ 67 

CHAPTER 5 FINDINGS ......................................... ·. . . . . . 69 

·Missing Information . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 0 0 • 0 0 • • • 71 

Psychometric Properties of the Instruments . 0 0 0 • • •• 0 • • • • • 0 • 0 ••• 0 • 0 • 0 • 0 • 0 • 73 

Demographic Characteristics . 0 • • • • • • • • • • • • • • • • • • • • • • • • • • • • • • • • • • • • • • • 77 

Analysis of the Research Questions . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 79 

Summary ........................................................ 91 

CHAPTER 6 DISCUSSION . 0 ••••••••••• 0 ••••• 0 •• 0 • 0 • • • • • • • • • • • • • • • • • • 94 

Methodological Considerations . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 94 

Accessing Hospice Samples . . . . . . . . . . . . . . . ...... 0 •••••• 0 ••••• 0 • 95 

Composition of Hospice Families 

Applicability of Family Measures 

100 

102 

Caregiver Perceived Symptom Distress . . . . . . . . . . . . . . . . . . . . . . . . . . . 105 

Interpretation of the Findings . . . . . 0 • • 0 • • 0 • • • • • • • • • • • • • • • • • • • • • • : • • • • 1 06 

Hospice Family Functioning .. 0 • 0 •••••••••••••••••• 0 • • • • • • • • • • • 106 

Family Perceptions of Symptom Distress ......... 0 • • • • • • • • • • • • • • • 109 

Hospice Home Care Involvement 111 

X1 



Conceptual Model 112 

Clinical Implications . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 115 

Recommendations for Future Research . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 118 

Feasibility . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 118 

Types of Data . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 122 

Instrument Development... . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 123 

Summary . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 125 

REFERENCES . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 127 

APPENDICES . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 139 

Appendix A - Human Assurance Approval . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 139 

Appendix B- Debriefing Sheet . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 144 

. Appendix C - Patient Caregiver Consent Form . . . . . . . . . . . . . . . . . . . . . . . . . . . 14 7 

· Appendix D- Patient Consent Form.. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 150 

Appendix E - Research Assistant Interview Guide . . . . . . . . . . . . . . . . . . . . . . . . 154 

Appendix F - Patient Symptom Distress Scale . . . . . . . . . . . . . . . . . . . . . . . . . . . 156 

Appendix G- Caregiver Perceived Symptom Distress Scale . . . . . . . . . . . . . . . . . 160 

Appendix H- Family Adaptability and Cohesion Evaluation Scale . . . . . . . . . . . . 163 

Appendix I- Family Crisis Oriented Personal Evaluation Scale . . . . . . . . . . . . . . . 165 

Appendix J - Demographic Data Sheet . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 167 

Appendix K - Hospice Involvement Medical Record Review Instrument . . . . . . . 171 

Appendix L - Missing Data Patterns Before and After Item Deletion . . . . . . . . . . 173 

Appendix M - Letters of Approval to Use Study Instruments . . . . . . . . . . . . . . . . 17 5 

xu 



LIST OF FIGURES 

Figure Page 

1. Conceptual Model: Exploration of Family Type, Hospice Support, Family Coping, and 

Symptom Distress in the Hospice Caregiving Family ........................... 18 

2. Hospice Population and Study Sanzple ..................................... 51 

3. Change in Flexibility Scores vs. Caregiver Mean Flexibility Scores at Time 1 . ~ . . . . . 81 

4. Change in Cohesion Scores vs. Caregiver Mean Cohesion Scores at Time 1 . . . . . . . . 81 

5. PCG Perceived Synzptom Distress, Tl vs. Patient Symptonz Distress, Tl ........... 86 

6. PCG Perceived Synzptom Distress, T2 vs. Patient Symptom Distress, T2 ........ ·. . . 86 

7. PCG Perceived Sympton1 Distress, Tl X T2 .............. . · .................. 87 

8. Patient Symptom Distress, Tl X T2 ........................................ 87 

9. Hospice Involvement vs. Patient Symptom Distress, Tl ........................ 89 

10. Hospice Involvement vs. Caregiver Perceived Symptom Distress, Tl .............. 89 

11. Hospice Involvement vs. Family Cohesion, Tl ..... .......................... 90 

12. HospiceJnvolvement vs. Family Flexibility, Tl .............................. 91 

Xlll 



LIST OF TABLES 

Table Page 

I. Definitions ofFamily Coping ........................................... 32 

II. Family Research Using the Concept ofFamily Cohesion ................. .' ..... 38 

ill. Family Research Using the Concept of Family Flexibility . . . . . . . . . . . . . . . . . . . . . . . 3 9 

IV. Intraclass Correlations Between Family Caregivers at Time 1 & Time 2 ............ 74 

V. Pearson Correlation Coefficient of Individual Family Caregivers from Tl toT2 ...... 75 

VI. Internal Consistency Reliabilities of Study Instruments . . . . . . . . . . . . . . . . . . . . . . . . 77 

. VII. Demographic Characteristics of the Total Study Sample . . .......... · . . . . . . . . . . . 78 

VIII. Mean Scores and Standard Deviations of Study Variables : ..... ·. · ........... · . . . 82 

IX. Comparison of Outlier vs. Sample Data . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 84 

X. Pearson Product Moment Correlations Among Patient Symptom Distress, T 1 & T2 & 

Caregiver Perceived Symptom Distress . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 85 

XI. Pearson Product Moment Correlations Among Hospice Involvement, Patient Symptom 

Distress, and Caregiver Perceived Symptom Distress, T 1 & T2 . . . . . . . . . . . . . . . . . . 88 

XIV 



CHAPTER I 

Introduction 

A growing number of Americans are diagnosed with cancer each year. Many will 

be cured, others may live disease-free for many years, and many will die. One of every 

four deaths in the United States is from cancer; three out of four Georgia families are 

touched by cancer (American Cancer Society, 1996). Though the course ofthe disease 

will vary, as death approaches, the patient and family face many difficult issues. 

The focus of the cancer patient's care has moved from the hospital to the home 

(Brown, Davies, & Martens, 1990; Laizner, Yost, .Berg, & McCorkle, 1993). Family 

caregiving within the home has increased dramatically because of rapidly advancing 

technology, stricter criteria for inpatient hospitalization, and newly developed treatment 

methods that have resulted in the management of cancers formerly believed to be 

untreatable (Laizner, et al.). A 1992 nationwide Gallop poll commissioned by the 

National Hospice Organization revealed that, given six months to live, nine out of ten 

(87%) of those surveyed would choose to be cared for and die in their own or a family 

member's home (National Hospice Organization, 1996). The patient's desire to remain at 

home, as well as shortened acute care hospital stays and subsequent early discharges, 

account for the increased trend of home care (Brown, et al.; National Hospice 

Organization). In 1994, 340,000 terminally ill patients and their families were cared for by 

1 



hospice programs in the United States. The majority of these patients were cared for in 

their homes. Hospice represents cost-effective managed care and it provides support and 

care for terminally ill persons and their families in the last phases of incurable disease so 

that the patient may live as fully and comfortably as possible (Lumsdon, 1994; National 

Hospice Organization, 1993). 

2 

The family caregiver is a critical element in hospice home care. Hospice home care 

provides an interdisciplinary team approach of managed care 24 hours a day, seven days a 

week. The family caregiver is often a mandatory part of the team. Although there are. no 

.national data on the number of hospice patients who have a family member caring for 

them, it is thought that this percentage is high (Yang & Kirschling, 1992). It is generally 

.recognized that the family caregiver's needs for emotional support and for training in the 

, skills needed to care for the cancer patient are not being adequately met. (Barry, 1996; 

Laizner, et al. 1993; Lewis, 1986; Oberst, Thomas, Gass, & Ward, 1989). Caregiving 

tasks may include emotional support for the patient with cancer, support of activities of 

daily living and assistance in other physical aspects of care (Laizner, et al.). The caregivers 

are often bombarded by fears of suffering and pain that the ill family member may 

experience, by limited availability of needed resources, by financial constraints, by concern 

of how the ill member will actually die, and by uncertainties about the future (Lutz, 1993; 

McMillan & Mahon, 1994a; Yang & Kirschling). 

Hospice Caregiving Families 

Friedman (1992) defined the family as a living social system. A family system is a 

goal-directed unit made up of interacting, interrelated members over time. The 
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interrelationships found in the family system are tied together so intricately that a change 

· in any one individual results in changes in the entire system. In concert with current trends 

in society, the family has been broadly defined by scholars "to mean two or more people in 

a committed relationship from which they derive a sense of identity as a family'' (Chilman, 

Nunnally, & Cox, 1988, p.11). 

Traditional views of family development have emphasized stages and tasks related 

to reproduction and child rearing. Carter & McGoldrick (1980) identified six family life 

cycle stages: (a) unattached young adults, (b) new marriage, (c) young children, (d)

adolescents, (e) launching children, and (f) later life. Although the last stage is likely to be 

of greatest duration, it is the least understood (Daneilson, Ramel-Bissell, & Winstead-Fry, 

1993). Families in any stage are potential candidates for hospice services. Because of the 

higher incidence of terminal cancer. among older individuals, most hospice families are in 

the later stages. 

Because of the various hospice caregiving alliances that are emerging in response 

to the crisis of a family member with a terminal illness, there is evidence for the need to 

reconceptualize the "traditional" family definition. Various relationships, some not formed 

by blood or marriage, constitute the emerging make-up of the caregiving family unit. For 

example, in a study of a hospice caseload of 90 home care patients in a medium sized city 

in the southeast, the hospice caregivers were made up of (a) adult children returning home 

or inviting their parent into their homes; (b) other relatives; (c) gay or lesbian caregivers; 

(d) unrelated friends; (e) spouse and/or child or sibling; (f) parent caring for a child; and/or 

(g) paid caregivers (Barnes, 1994). Sixty-six percent of the ill family members were cared 



4 

for primarily by two family caregivers; 14% by more than two family caregivers, 13% by 

only one family caregiver, 4% by unrelated friends, 2% by paid caregivers, and 1% by one 

gay or lesbian caregiving partner (Barnes, 1994). 

A classification of hospice families is useful in accounting for the diversity of 

relationships found in these caregiving and care-receiving social systems. Hospice families 

may be categorized as early stage nuclear families, later stage nuclear families, spousal or 

partner dyads, or extended families (Barnes & Bennett, 1997). Early stage nuclear families 

include parents and their young children or adolescents. The later stage nuclear family is 

comprised of parents and their adult children who have, in most cases, reunited in an effort 

to care for one another. A parent or child may be the ill individual in the early or late stage 

nuclear family. Spousal or partner dyads include only the ill individual and a spouse or 

unmarried partner as the caregiver. Partners include gay or lesbian individuals. The 

extended hospice family is distinguished from other hospice families by the inclusion of 

relatives beyond the ill individual's nuclear family. Such relatives may include cousins, 

grandchildren, grandparents, in-laws, and others. 

As the classification of hospice families suggests, the diversity today of the 

caregiving family unit is great (Barnes, 1994; Barry, 1996). Hospice families are 

comprised of a combination of relationships. A growing percentage of caregivers are 

composed of reconstituted families that have come together for the purpose of caring for 

the dying family member. The ability of these caregiving families to plan and implement 

coping strategies to deal with the caregiving needs of the dying member had not been 

investigated. Likewise, the ability of the hospice caregiving family to come together as a 
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functioning unit and adapt to the caregiving demands the family has assumed over time has 

not been previously explored. 

Statement of the Problem 

Although families have been a major consideration in nursing care since Florence 

Nightingale, the focus in nursing practice, research, and education has been on the 

individual. Though some nursing theorists have developed a family-related focus of what 

initially began as an individually related theory, primary emphasis on the family is lacking 

(Whall & Fawcett, 1991). The development of family theory began in sociology and 

psychology; nursing is just now building a solid nursing family theory (Whall & Fawcett, 

1991 ). There is a need to develop family nursing concepts and family nursing theory as a 

foundation upon which to strengthen interventions with the family unit as the recipient of 

care. 

The empirical research base over the past ten years in oncology nursing has 

focused on psychosocial adjustment and symptom management and control of the 

diagnosed patient (Lewis, 1993a). Empirical studies are now emerging that depict the 

family as a powerful agent in the care of its members (Brown, et al. 1990; Dahlquist & 

Taub, 1991; Germino & Funk, 1993; Hough, Lewis, & Woods, 1991). Cancer causes 

ripple effects in the family; it invades the family in much the same way as it invades the 

human body (Lewis, 1993b; Northhouse & Peters-Golden, 1993). 

Limited nursing research has been conducted which views the family as a 

functioning unit. The majority of nursing research has focused on functioning, adaptation, 

or coping of one family member (Lewis, 1986; Lewis, Ellison, & Woods, 1985; Sexton & 

Munro, 1985; Whall & Fawcett, 1991). The number offamily studies increased in the 
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1980's, but these, for the most part, were "family-related". In other words, though labeled 

family, they involved only individual family members, individual units of analyses, and 

individually oriented instruments. Most of what is known about the family's experience 

with terminal cancer comes from cross-sectional research based on interview or self-report 

data with an individual informant. 

According to Hellman ( 1991 ), significant statistics pointed to the future reshaping 

of health care. "As the baby boom generation ages, the number of elders in America will 

peak around the year 2010, when one-third of adults 65 and older will have at least one of 

their parents living (Miller & Duffey, 1996). Home care is a rapidly growing sector of 

health care charged with the task of caring for an increasingly acute population. 

The growing trend toward managed home care places increased stressors on the 

- family unit as family members assist with supportive care of the ill patient. The trend 

toward increased home care of ill patients, the diverse composition of the family 

care giving unit, and the resulting increased demands on the caregiving families support the·· 

need to study the caregiving family as it provides home care for their terminally ill family 

member. There is a dearth of information and research about the hospice caregiving family 

unit's functioning patterns as they give care to their terminally ill family member. 

Purpose of the Study 

The purpose of this study was to describe the hospice caregiving family's response 

to the terminal illness of a family member. Because family crises evolve and are resolved 

over time, families are seldom dealing solely with a single illness-induced crisis. The family 

may be called on to arrange and rearrange its functioning, to cope with an impending 

death and with a changing family. There may be changes in roles; there may be divorces, 
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separations, other illnesses within the family--all occurring at the same time. The hospice 

nurse, in caring for the family, may be faced with a family that becomes inflexible and loses 

its cohesiveness. The terminally ill family member's symptoms may become overwhelming. 

Family coping strategies may be ineffective. Family hardships over time may intensify. 

Because of the concerns about the welfare of the hospice family unit, this study 

included also the investigation of relations among the following variables: family cohesion, 

family flexibility, family coping, frequency of hospice involvement, patient symptom 

distress, and caregiver perceived symptom distress. These variables, from a hospice 

nursing perspective, are paramount in caring for the terminally ill patient and in keeping 

the family unit intact. 

Research Questions 

The research questions were directed toward a convenience sample of hospice 

clients being cared for in the home by family members over a period of seven weeks. With 

the caregiving family as the unit of study, the following research questions were developed 

for this study. 

1. How does family functioning (family coping, family flexibility, and family cohesion) of 

the hospice family unit change over time? 

2. What is the relationship between patient symptom distress and caregiver perceived 

symptom distress? 

3. What is the relationship of hospice home care involvement to patient symptom 

distress and caregiver perceived patient symptom distress? 

4. What is the relationship of hospice home care involvement to family cohesion and 

family flexibility? 



5. What type of family coping strategies are most often used by family caregivers of 

patients with terminal cancer and how do these strategies vary over time? 

Definition of Terms 

8 

For the purposes of this study, the following conceptual and operational definitions 

were used to define and measure variables. 

Caregiving family was defined in this study as the two principal caregivers, the 

terminally ill person, and other significant caregivers (who may be more peripherally 

involved). The goal of the caregiving family was to· voluntarily care for their ill member. A 

grouping of the caregiving family was operationalized, for this study, into three 

classifications of family composition which included early stage nuclear families, later 

stage nuclear families, and extended families. Early stage nuclear families included parents 

and their young children or adolescents .. The later stage nuclear family was comprised of 

parents and their adult children who have, in most cases, reunited in an effort to care for 

one another. A child or adult may be the ill individual in the early or later stage nuclear 

family. The extended hospice family was distinguished from other hospice families by the 

inclusion of relatives or partners beyond the ill individual's nuclear family. Such relatives 

included cousins, grandchildren, grandparents, and in-laws. 

Patient symptom distress was defined as physical discomfort that is severe enough 

to warrant treatment directed toward its relief The types of physical distress can include 

such symptoms as pain, dyspnea, nausea or vomiting, malaise, and persistent cough 

(Hinton, 1963) and levels of mental distress in terms of depression, anxiety, levels of 

consciousness, and the patient's awareness of dying. Hinton further identified levels of 

distress such as absent, relieved, unrelieved and inconstant, and unrelieved and constant. 



Patient symptom distress was measured by the total score obtained from the Symptom 

Distress Scale (SDS) (McCorkle & Young, 1978). 

Caregiver perceived patient symptom distress was defined as physical discomfort 

from the point of view of the patient caregiver that is severe enough to warrant treatment 

directed toward its relief Caregiver perceived symptom distress was measured by the 

total score obtained from the Caregiver Perceived Symptom Distress Scale (CPSDS) 

developed for this study and adapted from the SDS (McCorkle & Young, 1978). 

Hospice home care involvement was measured by the number of weekly visits by 

hospice personnel and hospice-referred personnel to each caregiving family. 

Family coping was defined as problem solving strategies used by the caregiving 

families. Family coping was measured by Family Crisis Oriented Personal Evaluation

Scale (F-COPES) (McCubbin, Olson, & Larsen, 1982). 
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Family cohesion and flexibility were measured by the Family Flexibility and 

Cohesion Evaluation Scale (FACES ll) (Olson, Portner, & Bell, 1982). Family cohesion 

was the perception of the family members about the strength of the relationship among the 

caregiving family, the emotional bonding that family members have toward one another 

(Olson, 1996). Family flexibility was the amount of change in a family's leadership, role 

relationships, and relationship rules. 

Significance of the Study 

McCorkle ( 1988) stated that little reported research has measured the impact of 

givi~g care at home. Early research (Welch, 1981) included only two studies addressing 

the nursing assessment of needs of families with adult cancer patients. Years later, 

researchers are still reporting limited data (Yang & Kirschling, 1992). Why do some 
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families learn to cope with the diagnosis of terminal cancer and continue to thrive as a unit 

· and others do not? Why do some families, faced with a terminal illness, manage to respond 

to the situation in such a way as to remain cohesive and at the same time promote 

individual development of all members? What are coping strategies in the family's 

organization that will be needed to manage the illness over time? Investigation of families 

faced with terminal illness provide an opportunity to examine the family dynamics of 

responding to the stressors of giving home care for a terminally ill family member. 

By understanding the family variables of cohesion, adaptability, symptom distress, 

and coping strategies, hospice programs may better plan interventions to care for family 

needs. This knowledge may lead to nursing interventions, as well as interventions from 

other disciplines, that will strengthen positive family coping and help balance the 

disequilibrium in the family during the crisis of terminal illness. 

This research is significant in that it will develop family concepts related to nursing 

and will serve as a building block upon which to strengthen nursing family theory. This 

research shows promise for guiding clinical assessment and interventions with hospice 

families. The effectiveness of hospice nursing interventions to enhance family functioning 

may be evaluated in part by their success in enhancing balanced levels of family 

cohesiveness and flexibility and in increasing family coping strategies. The potential to 

develop scientific knowledge regarding family responses to terminal illness is evident. 

Summary 

As hospice home care becomes increasingly prevalent, the cancer patient's care 

becomes centered around the family unit. The family caregivers face many difficult issues 
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such as physical, psychological, social, financial, legal, and spiritual problems that may 

have a major effect on the functioning ofthe total family. If the pile up ofstressors 

affecting the caregiver becomes too great, the home care arrangement may collapse and 

threaten the equilibrium of the family unit. This study addresses some of the variables that 

reflect the needs and functioning of the hospice caregiving family unit. 



CHAPTER II 

Conceptual Framework 

The use of a conceptual framework to guide the measurement process increases the 

likelihood that concepts and variables universally salient to nursing and nursing practice 

will be identified and explicated. The conceptual perspective for this research was based 

upon McCubbin & McCubbin's Resiliency Model of Family Stress, Adjustment, and 

Adaptation (1993). 

General Systems Theory 

General Systems Theory (von Bertanlanffy, 1966) is the foundation for many 

family models including McCubbin and McCubbin's Resiliency Model (1993). the family, 

as a system, is a series of interconnecting individuals striving toward homeostasis over 

time. The family moves and grows continuously as new sets -of demands and 

circumstances are presented (von Bertalanffy; Golberg & Novack, 1992). Systems theory 

constitutes a way of explaining the family as a unit; the way the family relates and interacts 

with both larger and smaller units (Friedman, 1992). 

The trend toward using systems theory began to filter into nursing's literature in the 

1980's; Roger and Roy are examples of nursing models that were adapted to become 

more family oriented (Friedman, 1992). The McCubbin & McCubbin Resiliency Model 

(1993) used the concepts ofthe systems model from the onset (Germino & Funk, 1993). 

Their approach was family-focused -- the family was viewed as a unit. 

12 
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A useful analogy that highlights systems concepts as they apply to families was 

offered by Allmond, Buckman, and Gofinan (1979). Thinking ofthe family as a system 

compares to visualizing the family unit as a mobile. Just as one piece of the mobile effects 

the entire mobile, so does the crisis of a terminal illness of one family member upset the 

family's homeostatic balance. The crisis imposes change, adjustment, and alteration 

throughout the family system. The ever-changing family variables are thrown info 

disequilibrium and the family must strive toward reorganization if it is to remain stable. 

Illness creates change and disruption in the family. Family systems theory provides 

a conceptual basis from which to view the dynamics that effect relationships within a 

social system. Most patients are members of families in which certain roles and rules may 

·be disrupted by their illness (Clement, 1991; Halm et al., 1993; Woods, Haberman, & 

Packard, 1993). 

The Resiliency Model of Family Stress. Adjustment. and Adaptation 

Conceptual perspectives from the Resiliency Model were derived from systems 

theory and were used in the development of the model to guid~ this study. The model for 

this study identified dynamic family concepts that may interact as hospice home care 

families struggle to adapt to the crisis of dealing with terminal illness with a family 

member. Two families faced with the same illness and stressors can respond very 

differently; one family may rally its members and mobilizes itself to deal constructively 

with the stressors, whereas another family may be immobilized and begin to unravel as 

demands are placed on it (Danielson, et al. 1993). How can these differences be 

understood by health professionals? Fallowing a brief overview of these theoretical 
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perspectives, the model is presented exploring the impact of the proposed family concepts 

on the hospice family unit. 

The Resiliency Model serves as a framework to determine whether an illness 

stressor( s) becomes a family crisis; it assists health professionals in assessing family 

functioning and in facilitating family adjustment or adaptation (Danielson, et al.1993). The. 

Resiliency Model describes families at two related but discernible phases in their response 

to illness and stress. In the adjustment phase, it is realized that not all illnesses create 

family crises or call for major shifts in patterns of behavior (McCubbin & McCubbin, 

1991). Family adjustment is characterized by-relatively minor changes in the family 

system. The second phase (the adaptation phase) is characterized by major changes that 

necessitate the use of outside resources or support to facilitate family adaptation. 

Pileup of Stressors 

The Resiliency Model focuses on the pileup of stressors and how these stressors 

affect family life. In the case of an illness, families are seldom dealing with a single 

stressor. Stresses, strains, mounting hardships over time all intensify the difficulties 

families face. McCubbin and McCubbin (1993) describe six categories of stress including 

illness and related hardships, normative transitions (predictable transitions as a result of 

normal growth and development), prior family strains accumulated over time, situational 

demands, consequences of family efforts to cope, and social ambiguity (uncertain needs). 

The greater the pileup of life stressors overlapping with the course of the illness, the 

greater the family's difficulty (McCubbin & McCubbi~). 
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The Resiliency Model provides a framework that assists in determining whether an 

illness stressor( s) strengthens and mobilizes the family to deal constructively with the 

demands or whether the family is immobilized by the situation and begins to disintegrate. 

The Resiliency Model outlines efforts that focus on the family's attempts to use family and 

social resources, the family type (family cohesion and flexibility), the family's appraisal of 

the situation, and the family's coping patterns (Danielson, et al.1993). 

Family Resources and Social Support 

A component of the Resiliency Model is family resources and social support. 

McCubbin and McCubbin (1993) identified three potential sources of resources: individual 

family members, the family working as a unit, and the community. 

Personal resources include the innate intelligence of the family members, the . 

knowledge and skills acquired, the personality traits, the physical and emotional health, the 

sense of mastery, and the individual's self-esteem. Many of these resources are threatened 

when the pileup of stressors becomes too large (McCubbin & McCubbin, 1993 ). 

Family system resources, as identified by several investigators (Olson, Russell, & 

Sprenkle, 1979) are cohesion, adaptability, family organization, and family hardiness. 

Families" ... cohesion are the bonds of unity running through the family life "(McCubbin 

& McCubbin, 1993, p.46); family flexibility is" ... the family's capacity to meet obstacles 

and shift course" (McCubbin & McCubbin, p.46). Family organization includes 

agreement, clarity, and consistency in the family role and rule structure (McCubbin & 

McCubbin, 1993). Family hardiness refers to the internal strengths of the family unit. It is 



characterized by a sense of control, a view of change as beneficial, and an active 

orientation in re~ponding to stressful situations (McCubbin, 1989). 

Social support includes all persons and community resources that the family may 

use to cope with the stressor situation. Internal resources are made up of personal and 

family resources and strengths; external resources include outside community resources, 

relatives, and mends. 

Family Type 
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McCubbin & McCubbin (1993) outlined the importance of family types developed 

on the basis of family strengths that explain and predict family adaptation. The family type 

is the discernible patterns of family functioning. Investigations indicated hoV\r important it 

is to understand the range offamily.types and patterns (Olson, 1989). Balanced families 

(those without extreme levels of cohesiveness and flexibility) are better able to manage 

hardships and promote family cohesion. Unbalanced families (those with extreme levels of 

cohesion and flexibility) have greater difficulty in handling the demands of stress. 

Situational and Family Appraisal 

Family patterns of functioning provide the schema for family appraisal of the crisis. 

Family appraisal includes the family's past and its future in an effort to give meaning to the 

illness and to the resulting changes in the family system. This component remains relatively 

stable because it captures the family's values and internal sense of identity and goals 

(McCubbin & McCubbin, 1993). Situational appraisals refer to the family's capability to 

appraise the situation. This component outlines the balance between the demands on the 

family and the family's capabilities and strengths to manage these demands. 
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Family Coping 

The family type, the available internal and external resources, and the appraisal 

components interact with the family's problem-solving and coping repertoire. This involves 

the complementary efforts of each family member fitting together as a synergistic whole 

(McCubbin & McCubbin, 1993). Problem-solving and coping is the process of acquiring, 

allocating, and using resources and strategies to meet illness induced demands. · 

Application of the Resiliency Model ~ 

The model developed to guide this study was adapted from the Resiliency Model 

and is comprised of four interacting components -- family type, hospice support, tamily 

coping, and symptom distress (see Figure 1). Family types is operationalized as family 

levels of cohesion and flexibility; hospice social support is identified specifically as hospice 

home care involvement ( operationalized by post hoc chart review of the number of 

hospice personnel visits); patient symptom distress and caregiver perceived patient 

symptom distress is operationalized as levels of symptom distress and perceived symptom 

distress; and problem solving and coping techniques used by family members to reduce or 

manage demands are measured by reviewing family coping strategies. The pileup of 

stressors is a necessary antecedent to the proposed relationships in the model. 

Pileup of Stressors 

A stressor is defined as a life event or transition impacting upon or within the 

family unit which produces change in the family social system (McCubbin & McCubbin, 

1989). Families seldom deal with a single stressor. When faced with a terminal illness, 

there are inherent hardships that increase and intensify the difficulties faced by the family. 
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Crisis and its hardships. Terminally ill family members are admitted to hospice with 

a life expectancy of six months or less. The uncertainty of the illness duration and 

predictability contributes to a sense of lost control within the family (Danielson, et al. 

1993). Around-the-clock caregiving demands must be met. The financial, physical, 

psychological, social, and spiritual impact of the illness during the terminal stage 

necessitates a restructuring of the family or perhaps the institution of new relationships 

and ties as the caregiving family is formed to meet the rieeds of the terminally ill member. 

Hospice families may face increased marital or relationship strains, parent-child conflicts, 

and decreased emotional or financial resources. 

Normative transitions. A second category of stresses and strains leading to stressor 

pileup is normative transitions. Families, as dynamic social units, continue to grow and 

evolve. Cancer and subsequent hospice care affects families at all possible growth and 

development stages .. These normal transitions will occur at the same time as the illness 

stressor; this compounds the situation. To make matters even more complicated, hospice 

caregiving families are even more complex in that often several families may come 

together to care for the ill family member. Each family, in addition to giving care, is faced 

with their immediate family's transitions. A caregiving member with a young family 

juggles the immediate family's need for nurturance, supervision, and increasing 

independence on one hand and gives care for the dying family member of their extended 

family on the other. This is the case when a daughter with a young family of her own cares 

for her mother who lives separate and apart from her daughter's immediate family. 

Another example might be when a member of the caregiving team with adult family 
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members is faced with the family's desire for career advancement, new employment, or a 

return to school for more education; all this in concert with caring for a terminally ill 

parent. The simultaneous occurrence of a normative transition and a stressor event places 

additional demands on the family unit (McCubbin & McCubbin, 1989). 

Prior strains accumulated over time. This third category of stressors centers around 

the fact that most family systems carry residual strains as a result of unresolved hardships. 

Prior strains may be exacerbated when combined with stress of caregiving. McCubbin and 

McCubbin (1993) stated that prior strains become an important target for professional 

· · intervention. First, the illness stressor may mask family difficulties (prior strains) that need 

attention, and second, prior strains may mask the major hardships of the illness crisis. 

Situational demands. As the hospice family reaches out for help, the medical and 

social agencies they contact may create additional demands that could undermine the 

functioning of the family as it strives to adapt to the crisis of terminal illness. An example 

of this added pileup is seen in the hospice admission process. Despite attempts of hospice 

staff to make the transition into hospice smooth, the extensive initi81 workup, the 

admission physical, and the initial bombardment of hospice staff (ministers, social workers, 

\ 

nurses, and home health aides) can often be overwhelming. Demands such as these create 

additional burden for the family and disrupts its equilibrium. 

Consequences of family efforts to cope. This category of stresses and strains 

emerge form the family's efforts to cope with the needs arising from the caregiving 

situation. Some coping strategies produce additional burdens on the already overtaxed 

family. Because coping is often a result of trial-and-error efforts of individual family 
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members and the family as a unit, these short-term coping efforts often lead to long-term 

difficulties (McCubbin & McCubbin, 1993). A hospice family, against advice from the 

hospice team, may decide to discontinue all traditional pain medications and begin a -pain 

management program of herbs, crystals, and other nontraditional measures. This may 

alienate other disapproving family members and create a stressful situation in which the ill 

family member no longer has pain control. More stressors will be ·evident in the 'long run. 

Another example is that some coping strategies, such as taking on a job to handle financial 

demands of the family may produce additional burdens in the long-term. All this adds to 

the mounting stress of caregiving. 

Social ambiguity. The crisis of terminal illness has a large amount of ambiguity and 

uncertainty associated with it. It is not unusual for family members to have many 

questions. When will my family member die? How long will he be in this much pain? 

Who do I call when I need help? Hospice , as a social support system, can help manage 

the accumulation of questions and demands, but the impending death is encompassed with 

many uncertainties. Frequently, these questions have no answers. 

Family Type 

The model depicts family type as a means of explaining family adjustment and 

adaptation. Families have a wide range of established patterns of functioning that give 

meaning and stability to the family's way of life. The hospice caregiving family's 

established patterns may not be adequate to manage illness in the family system and newly 

established patterns of functioning may need to be established to adequately manage the 



illness in the family. If the caregiving family is a reconstituted family, patterns of 

functioning will need to be developed. 
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Patterns of family functioning emphasize family cohesion and flexibility (Olson, 

1986). These concepts of family cohesion and flexibility represent family integrity, unity, 

and ability to change. This study explored two phenomena commonly observed in the 

hospice family: the "pulling together" or "pulling apart'' of the family and the degree of 

changes in the family structure to meet the challenges of terminal illness and hospice care. 

Family cohesion is the perception of the family caregivers about the strength of their 

relationships between each other. Do they face problems by sharing their difficulties with 

each other? Do they face difficulties in their family by seeking encouragement and suppott 

from fiiends? Family flexibility is the family's ability to change. When the family faces 

problems are they accepting that difficulties occur unexpectedly? Can members of the 

family accept role changes? 

Family type is useful in describing patterns of family change over the course of the 

hospice experience. Past research (Barnes, 1993), showed that differential patterns of 

family cohesiveness and family flexibility indicated that family type distinguishes hospice 

families from one another and provides useful information regarding various family-unit 

response trajectories during terminal illness. 

Hospice Support 

Hospice, as an external social support for the family, supports the family's internal 

resources and assists the caregiving family to maint$ cohesiveness and flexibility. 

Hospice assists in the development and use of coping strategies to minimize, among other 
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factors, the .symptom distress of the ill family member. The need of the family to function 

as a caregiving unit and cope with the caregiving needs of the patient are reflected in the 

extent of hospice involvement. 

The patient and family are the center of the hospice team. The patient's attending 

physician is also a member of the team. The team is further composed of a hospice doctor 

of medicine or osteopathy, a registered nurse, a social worker, and a pastoral ot other 

counselor. Hospice must make nursing services, physician services and medications 

available on a twenty-four-hour basis. Occupational therapy, physical therapy, speech 

therapy, dietary consultation, homemakers, and home health aides are other services that 

are made available to patients as needed. Some hospices offer additional services ·such as 

music therapy, art therapy, massage therapy, and financial counseling. Volunteers are 

considered hospice employees and may provide direct patient care· or administrative 

support of patient care activities. The services provided for each patient are based on the 

interdisciplinary care plan, therefore, the team members are determined by each patient's 

needs at a given time (McMillan, 1996). 

Hospice, as a component within the model, acts as a moderator in attempting to 

diminish family stressors and balance other interacting components of the model. This 

social support is measured by the amount of hospice involvement with the family. Hospice 

strives to maintain stability within each family and in doing so balanced its services and 

resources with the individual needs of each family. Some families were cared for 

frequently by many hospice personnel and hospice referred personnel, while other families, 

with fewer needs, were cared for by fewer people or on a less frequent basis. 
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Symptom Distress 

The model depicts the interpretations of symptom distress from the patient and 

caregivers perspective. When demands are experienced, they are consciously and 

unconsciously interpreted from the context of prior experience (McCubbin & McCubbin, 

1989). When cancer progresses into advanced stages, the patient faces new adjustments, 

among the most difficult of which is the adjustment to the distressing physical symptoms 

associated with cancer and its treatment (McCorkle, 1973). Cancer pain and other 

symptoms remains problematic for many patients. McCorkle ( 1987) defined symptom 

distress as 11 
••• any systematic attempt to· measure the person's level of distress from a 

specific symptom being experienced. 11 (p.248). McCubbin (personal communication, 

November 4, 1993) associated both patient and caregiver perceived symptom distress (as 

defined by McCorkle) as situational appraisal in the Resiliency Model. 

Family Coping 

Family coping refers to a wide range of behaviors that family members use to 

manage a situation. The family's strategies, patterns, problem-solving actions, and 

behaviors are all part of the coping process. Family coping can be viewed as the 

coordinated problem solving behavior of the family unit, but it could also involve 

complementary efforts of individual family members which fit together as a synergistic 

whole (McCubbin & McCubbin, 1989). Whether the coping behavior refers to an 

individual family member or to the family functioning as a whole, the goal is to reduce or 

manage the demands on the family unit. Four ways to accomplish effective coping have 

been identified (McCubbin & McCubbin) and adapted to the hospice caregiving family: 
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. I. The hospice caregiving family can cope by reducing the number and/or intensity of 

demands. For example, a family may decide to move their terminally ill grandmother into 

their home rather than trying to care for her across town in her own home. 

2. Family coping can involve direct action to acquire additional resources not already 

available to the family. An example might be the caregiving family who uses the services 

of a volunteer hospice attorney who donates his time to help the terminally ill and their 

family with legal decisions and transactions. 

3. Managing the tension associated with ongoing strains is a necessary function of family 

coping because of the inevitable residue of strain families have as a part of their demands. 

Exercising is one of the commonly recognized coping mechanisms for managing tension. 

Another example is the use of the hospice volunteer or hospice aide to help with physical 

care of the ill member; this may give the family time to rest and separate themselves from 

the constant demands of caregiving, thereby, decreasing tension. 

4. Coping can involve appraisal to change the meaning of a situation to make it more 

manageable. This may be directed at changing the family's view of demands or simply by 

maintaining an optimistic outlook. The hospice nurse may work with the family to use 

strategies such as reappraisal to reduce demands. 

Family coping is a balance between demands and resources. In summary, family· 

coping in the hospice caregiving family is directed at the reduction or elimination of 

stresses and hardships, the acquisition of resources, the management of family system 

tension, and situation reappraisal. 
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Summary 

A conceptual model was developed for this study based on the Resiliency Model of 

Family Stress, Adjustment, and Adaptation (McCubbin & McCubbin, 1993). This 

conceptual model served to highlight key concepts of interest impacting the family such as 

family type, family coping, hospice involvement, and patient and caregiver perceived 

symptom distress. The conceptual model was able to depict a picture of the hospice 

caregiving family's attempt to restructure and reorganize itself in order to meet the needs 

of the terminally ill family member. 

The model served as a foundation from which to organize and describe these 

concepts or components of the model as they related to the hospice caregiving family. 

Furthermore, the conceptual model served as a framework from which to investigate 

possible relationships and interactions among family type, family coping strategies, hospice 

involvement, and symptom distress as they impact the caregiving family. Model 

components influenced the hospice family by attempting to offer support and balance as 

the family strived to adapt to the stressors associated with providing homecare for a 

terminally ill family member. 



CHAPTER ill 

Review of the Literature 

Current conceptualizations of family caregiving, family coping, family cohesion, 

family flexibility, and symptom distress will be presented in a review of the literature that 

includes theoretical and research-focused publications. The aim of this literature review is. 

to consider (a) caregiving families, (b) how families cope over time during the terminal 

stage of cancer, (c) how cohesive and flexible families remain over time during this 

terminal stage of illness, and (d) how ·patient symptom distress effects the family during 

·this terminal stage. Limited empirical data are available.that-describe the family unit over 

a period of time while giving home care to their terminally ill family n1ember. 

Family Caregiving 

A diagnosis of cancer in a family member impacts the entire family unit and the 

other family members play a major role in providing care for their ill member at home. In 

recent years, the diversity among family caregivers and the difficulties associated with 

particular types of caregiving situations have gained recognition. The focus of the cancer 

patient's care has moved from the hospital to the home and, with this trend, family 

caregiving needs are being investigated. · 

Hileman, Lackey, and Hassanein (1992) noted that increasing numbers of patients 

with cancer were being cared for by home caregivers. The purpose of their correlational 

study was to identify, categorize, and assess the importance of needs expressed by 492 

27 
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caregivers and to determine how these needs were satisfied. The top five needs that 

caregivers reported concerned information about symptom distress, expectations, 

treatment side effects, and community resources. Given et al., (1992) in their investigation 

of caregiver burden, administered the Caregiver Reaction Assessment instrument to 3 77 

caregivers of people with Alzheimer's disease and cancer. These researchers found, in 

both groups, that as patients' needs increased, there was a corresponding increase in the 

impact on finances, family supportiveness, and health. Biegel, Sales, and Schulz (1991), in 

their overview of family caregiving, stated that there has been increasing awareness of the 

significant roles that families play in providing care for family members who have become 

dependent due to physical illnesses. They noted that "even though there has been much 

greater acknowledgment of family stresses in recent years, we still have limited empirical 

data on the difficulties experienced by those who care for cancer patients" ( p. 72). 

Lewis ( 1986) reviewed eight years of research articles that addressed the impact of 

cancer on the family. Research designs were cross-sectional and included qualitative case 

interviews and quantitative descriptive single and multi-group designs. Data were 

collected by mail and phone survey, self-administered questionnaires, Q.-sort, and home 

family interviews. Sources of data were largely individual responses such as those of the 

spouse or single caregiver. While not focusing on the total impact of the family as a unit, 

Lewis' critique did identify important individual themes that affect the family as a whole. 

These themes were identified as emotional strain, physical demands, uncertainty, fear of 

the patient dying, altered roles and lifestyles, finances, ways to comfort the patient, 

perceived inadequacy of services, existential concerns, sexuality, and non-convergent 
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needs among household members. Lewis summarized that there was limited research on 

the family's response to cancer when data were obtained from sources other than the 

patient's report. Implications included the need for longitudinal studies, the need to 

address the shortcomings of self-report instruments by only one respondent, the need for 

theoretically-based research, the need for research documenting the family's response 

during the intermediate phase of the disease, and the need to address the possible sampling 

biases due to high refusal rates. 

Abrams ( 197 4) noted that the term1nal stage of cancer is a time of peaked isolation 

· and loneliness. The support the family .receives during this time may contribute to the 

length of recovery time of the family caregiver after the loss. Research on caregiver 

strains during the terminal stage has found there is often a lack of emotional and skill 

resources during this difficult time (Given, et al.,1992; Grobe, Ilstrup, & Ahmann, 1981; 

Stetz, 1987; Welch, 1981). The relationships among caregiving family unit strains, family 

dynamics, and hospice terminal care have not been explored (McMillan & Mahon, 1994a). 

Grobe, et al. (1981), using a structured interview, interviewed 27 advanced cancer 

patients and 28 family members of advanced cancer patients in order to determine the need 

for family education with respect to care for the terminally ill cancer patient. The 

structured interview included questions about the caregiver's need to learn new skills in 

order to care for the ill family member. Eighty-eight percent of the patients and 66% of the 

family members expressed the need to learn one or more of the following skills: 

ambulation, bowel management, comfort care, dietary control, pain management, and 

wound and skin care. A disparity in responses between patients and their family 
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caregivers was consistently found which the authors stated may represent a 

communication problem between patient and caregiver. Implications from these findings 

included the need' for education in the clinic, hospital, or home setting for the purpose of 

informing family caregivers of management difficulties. 

Beigel, Sales, and Schulz ( 1991) stated that caregivers of cancer patients are 

subject to severe and varied stresses during the illness and that these stresses peak during 

the terminal stage. However, these authors concluded that the absence of longitudinal 

studies of the cancer patient family caregiving unit makes it impossible to assess the long 

range impact of the disease on the family unit. One family related study by Oberst and 

James (1985) used a longitudinal design to document the types of reported problems 40 

spouses experienced over 60 days after their wives were discharged from the hospital with 

cancer of the bowel or genitourinary system. Standardized self-report measures of 

emotional state and symptom distress were used in conjunction with measures developed 

for the study relating to spousal coping strategies. Patterns of distress seen among the 

spouses had not been previously documented. Spousal response increased over time in the 

areas of emotional concerns, uncertainty, and the impact on life-style. Two levels of crises 

were outlined. "Active crises" were precipitated by shock, when without forewarning a 

sudden change produced an explosive release of emotions that overwhelmed available 

coping mechanisms. Later, the spouses experienced "exhaustive crises" in which spouses 

functioned effectively under prolonged conditions of emergency and then suddenly 

reached a point of exhaustion when the whole coping structure they had built became 

unglued. Implications included the need for active follow-up care for patients and 
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significant family members. Though not a family focused study, this research did point out 

the importance of studying longitudinal family caregiving patterns. 

The review of the literature confinned that the impact of cancer on the family 

caregiving unit has yet to be adequately investigated by well designed longitudinal 

research. Lewis ( 1986), McMillan and Mahon ( 1994a ), Steele and Fitch ( 1996), Stetz 

(1987), and Yang and Kirschling (1992) concurred that research and attention to the 

needs of family caregivers, particularly for families with cancer patients, is vital. With the 

increasing focus on family caregiving today, the examination of the family's response to 

caregiving over time is critical. 

Family Coping 

Very little documentation existed about the impact of a terminally ill family 

member on the family's ability to cope. Even more limited attention has been given to 

longitudinal changes in family coping during the terminal stage of cancer. Levitt (1986) 

stated that it is disconcerting that the terminal illness literature lacks studies about how 

families cope with disease. Levitt also stated that there was a lack of infonnation about the 

relationship and dynamics between the patient and the family. " 

Definitions for family coping are slightly varied among social science disciplines. 

A selected mapping of theoretical definitions of family coping from the literature is 

presented in Table I. 



Table I 

Definitions of Family Coping 

Researcher ( s) 

Hill (1949) 

McCubbin & Boss 
(1980) 

Reiss & Oliveri 
(1980) 

Olson & Portner 
(1983) 

Manuel, Roth, 
Keefe, & 
Brantley (1987) 

Dahlquist & 
Taub (1991) 

Lewis, Woods, 
Hough, & Bensley 
(1991). 

Friedman (1992) 

Hull (1992) 

Definition 

Strategies to deal with stress 

Family strategies, patterns, behaviors are designed to 
maintain emotional stability, obtain resources, & resolve 
hardships 

Process of simultaneously balancing multiple dimensions 
of adaptive capacities 

Process of achieving a balance in the family systems that 
facilitates organization and unity and promotes individual 
growth and development · 

Strategies that are either emotional-focused or 
information-gathering 

Strategies such as denial and open communication 

Adaptive family coping uses multiple methods/strategies 

Positive, problem-appropriate, affective, perceptual, 
and the behavioral responses that families and their 
subsystems employ to resolve a problem or reduce the 
stress produced by the problem or event. Internal 
family coping consists of the ability of the family to be 
cohesive. External coping resources deal with the family's 
use of social support systems. 

Family coping efforts are aimed at changing the 
environment, changing the meaning one attributes to a 
situation, or choosing to what one pays attention. 
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Family coping is the term that has been used to denote all the mechanisms used by 

families to meet a significant threat to their psychological stability and to enable the family 

to function effectively. Though approached from different perspectives, most researchers, 

as oultined, defined family coping as "strategies" or the balancing of adaptive resources. 

Martens and Davies' (1990) qualitative research described the coping strategies of 

44 patients with cancer and their spouses as four types of "work." Interviews were 

conducted with each individual and with each couple using taped interviews, observations 

recorded in field notes, and diary notations. Spouses described work as hoping (wishing 

for a positive outcome), surviving (protecting and caring for the patient and family), 

preserving (carrying on during the crisis), and taking stock (assessing the previous time 

with the patient). Patients' work focused on themselves while their spouses' work 

·focused on the patient. The patients' main resource came from within themselves; the 

spouses relied more on outside support. These patterns of coping, for both patient and 

spouse, indicated no passivity; these patients and caregiver were aggressively using coping 

strategies. 

Gotay ( 1984) assessed cancer patients and their mates for problems, coping 

mechanisms and problem resolution. Data were obtained through personal semi

structured interviews. Sixty-one early stage cancer patients and their mates were 

compared with 51 advanced stage cancer patients and their mates. Information-seeking 

was a common coping strategy among the early stage groups, and religious faith was often 

cited as an important coping tool used by the advanced stage respondents. In regard to 

coping, data from this study showed conflicting views between the ill family member and 
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the mate (Lewis, 1993b ). This conflicting perspective between caregivers and patients is in 

keeping with much of the research conducted by Lewis (1993b) which revealed that the 

terminally ill patient's perceptions are often not the same as the family's perceptions. For 

example, one study found that 33% of the cancer patients from Lewis's study said that 

family members needed respite care, while 61% of the family members responded that 

respite care was needed. 

Much of the research about family coping and adaptation has focused on the 

process of family adaptation and functioning in the presence of a chronically ill member 

using a cross-sectional design (Enock, 1991; Hough, et al., 1991; Kazak, 1989; Lewis, 

Woods, Hough, & Bensley, 1989; Stein & Riessman, 1980; Stetz, Lewis, & Primomo, 

1986). The qualitative study by Stetz, et al. reported that family coping strategies of each 

of three disease groups (non-metastatic breast cancer, fibrocystic breast disease, and 

diabetes) were not different from each other. Data were collected using a Problem 

Centered Family Coping Interview instrument. These researchers suggested that future 

studies should include (a) an analysis of coping strategies used by families over time and 

(b) a comparison of this data with other quantitative measures of family coping already 

obtained from these families. 

Lewis & Hammond's (1992) longitudinal study on psychosocial adjustment of the 

family to breast cancer used a family functioning measure ( FACES IT) and a family coping 

scale (F-COPES). The study assessed the impact of the mother's breast cancer on her 

family and determined the processes families use to adjust to illness over time. Data were 

obtained from Ill child-rearing mothers with breast cancer on three occasions at four-



month intervals. This study revealed that better coping and functioning families did not 

"wear down" from the mother's cancer. Family coping and family functioning (as a 

measure of family cohesion and flexibility) remained stable over the eight month period. 

For families with high levels of coping, this bodes well; but for those families that have 

poor coping skills, this study revealed that their chance of increasing their coping 

strategies was minimal. 
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A longitudinal qualitative study of coping strategies of family caregivers in 

hospice home care (Hull, 1992) outlined several coping strategies. Semi-structured 

interviews and observations were conducted with 14 individual from 10 families. 

Although these hospice families identified many stresses, discussions of coping focused on 

only three areas of stress: the overall caregiving experience, uncertainty, and changes in 

the ill member's mental status. Family members directed coping efforts at changing the 

- _environment, changing the meaning one attributes to a situation, or choosing to \vhat one 

pays attention.-Creating windows of time and seeking social support were two coping 

strategies that enabled caregivers to briefly change their environment. Changing the 

meaning of the situation was very evident in the group of caregivers and included the use 

of social comparison and cognitive reformulation. Finally, these hospice families did not 

identify issues of death and dying, pain control, or financial concerns as stresses during 

caregiving. They also did not display a high level of emotional distress during the terminal 

stage of illness. "Taking one day at a time" helped to manage uncertainty. Acceptance and 

rationalization also helped families to deal with many changes. 
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Steel and Fitch ( 1996) identified the use and effectiveness of coping strategies 

identified by family caregivers of patients with terminal cancer. Twenty family caregivers 

of20 patient were recruited. on admission to hospice and completed the revised Jalowiec 

Coping Scale. Results indicated that family car~givers found that keeping busy, thinking 

positively, and learning more about the problems were effective coping strategies. Talking 

the problem over with family and friends also was found to be an effective strategy. 

Implications for nursing practice included the need for nurses to explore the meanings that 

caregivers attached to the caregiving experience and assist caregivers in reframing these 

meanings in a positive light. 

Nolan and others (1992) studied perceived stress and coping strategies among 

families of cardiac transplant candidates during the organ waiting period. Thirty-eight 

family members of patients on the active list for cardiac transplantation were involved in 

the study. Using F-COPES to measure family coping, these researchers reported that there 

was no significant relationship between the F -COPES total score and family stress. The 

"refraining" sub scale from F -COPES was associated with a decrease in stress. Reframing 

stra~egies such as "knowing we have the power to solve problems," "facing problems 

head-on," and "showing that we are strong" were the most helpful coping strategies for 

coping with stress. 

Little has been studied about coping with terminally ill patients and their 

caregivers. Furthermore, longitudinal studies of family coping with terminal illness are 

rare. Though research with families coping with chronic illness has applicability to this 

research, family coping with terminal illness is clearly a much needed area of study 



37 

Family Cohesion and Flexibility 

Olson, et al. (1982) defined family cohesion as the emotional bonding that family 

members have toward one another. At least 40 concepts relate to family cohesion; of 

which some are emotional bonding, boundaries, coalitions, time, space, friends, decision 

making, interests, and recreation (Olson, et al.). The significance of family cohesion is 

clear in that many researchers from different social science fields have used this· concept in 

some manner (Table IT). While their conceptual and operational definitions may be quite 

varied, the cross-disciplinary use of the concept attests to its relevance. Family flexibility is 

defined as the ability of a family system to change its power structure, role relationship, 

and relationship rules in response to situational and developmental stress (Olson et al.). 

Many disciplines have used this concept under varied conceptual and empirical definitions 

(Table Ill). 

Tables IT and ITI summarize the definitions and descriptions of family cohesion and 

flexibility from the perspective of different social science fields. It is shown in these tables 

that cohesion and flexibility have varying levels. Cohesion can be described as ranging 

from separatedness (hostility) to connectedness (closeness); flexibility levels may range 

from rigid (controlled) to flexible (submissive) (Olson, 1986). 

Most studies have used cross-sectional designs to examine family cohesion and 

flexibility. Levee & Olson's (1991) study made an effort to answer the question "Why are 

some families more crisis-prone or more adaptive than others?". Using F-COPES and 



Table II 

Family Research Using the Concept of Family Cohesion 

Reference 

Angell ( 193 6) 

Hill (1949) 

Wynne, Tyckoff, Day, & Hirsch (1958) 

Hess & Handel (1959) 

Cartwright & Zander (1962) 

Nye & Rushing (1969) 

Minuchin (197 4) 

Benjamin (1974 & 1977) 

Carisse (1975) 

Bowen (1976) 

Rosenblatt & Titus ( 197 6) 

Epstein, Bishop, & Levin (1978) 

Olson, Russell, &Sprenkle (1989) 

McCubbin (1989) 

Beavers & Hampson (1990) 

Gehring & Marti (1993) 

Definition ofF amily Cohesion 

Family integration and family adaptability 

Adaptability and integration 

Pseudo-mutuality 

Separateness and connectedness 

Resultant of all the forces acting on all the 
members to remain in the group. 

Family solidarity (associational 
integration, affectual integration, 
consensual integration, functional 
integration, normative integration, & 
goal integration) 

Enmeshed or engaged boundaries 

Affiliation 

Extreme togetherness (pathogenic pursuit 
of consensus or total identification) and 
extreme separateness (pathogenic pursuit 
of interpersonal distance). 

Level of differentiation 

Togetherness and apartness 

Affective involvement 

Variables include: emotional bonding, 
boundaries, independence, coalitions, 
time, SJ?ace, friends, decision making, 
recreation and interests. 

Family bonding 

Stylistic dimension 

Emotional closeness 
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Tableffi 

Family Research U sin& the Concept of Family Flexibility 

Reference 

Miller ( 1969) 

Kieren & Tallman (1971) 

Benjamin (1977) 

Olson, et al. 
(1982) 

Epstein & Bishop ( 1983) 

Beavers & Hampson (1990) 

Definition of Family Flexibility 

The adaptability dimension has a range with 
morphogenesis (change) on one extreme 
and morphostasis (stability) on the other. 

A spouse's ability to deal effectively with a 
problematic situation by changing roles 
and strategies in terms of new or modified 
assessments of situation to which he/she is 
confronted- composed of three inter-related 
concepts: flexibility, empathy, motivation. 

Interdependence 

The ability of a marital/family system to change its 
power structure, role relationships and relationship 
rules in response to situational ~d developmental stress 
ranges from chaotic to flexible to structured to rigid. 

Behavior control, problem solving 

Adaptability 
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FACES ill, these researchers investigated the qualities that made some families better able 

than others to cope. Using husband and wife data from 1, 140 families, it was found that 

families of differing levels of cohesion and flexibility had similar experiences with stressful 

events and transitions, but they differed in resources and adaptational outcomes. The 

impact of events and transitions on family relationships were not determined by either the 

family's cohesion level alone or the family's flexibility alone, but rather by the interaction of 

the two dimensions. 

Lewis, Woods, Hough, and Bensley (1989) used FACES II (a cohesion and 

flexibility scale) to study the impact of the mother's chronic illness (breast cancer, diabetes, 

.. and fibrocystic breast disease) on the family's functioning. Data were obtained from 

standardized questionnaires from 48 fathers with young school-age children whose 

wife/mother had either breast cancer, diabetes, or fibrocystic breast disease. The 

researchers reported that family functioning (cohesion and flexibility) was significantly 

. affected by the family's use of coping strategies (as measured by F-COPES), their level of 

marital adjustment, and by the quality of the partner-child relationship. More frequent use 

of coping strategies, higher levels of marital adjustment, and more frequent exchange 

between the partner and child positively affected the partner's view of the family's level of 

psychosocial functioning. Though used with a chronically ill population with input from 

an individual family member, this study has significant meaning for this proposed research 

study. Increased demands of illness for the chronically ill mother increased the family's 

coping behavior, and subsequently increased family functioning. 
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Using data from this same cross-sectional study (Lewis, et al.,1989), Woods and 

associates (1993) investigated the demands (physical symptoms) of chronic illness (breast 

cancer, diabetes, and fibrocystic breast disease) and individual, dyadic, and family 

adaptation in mothers with a chronic illness. FACES IT was used as a measure of family 

functioning. Physical demands of the illness were positively correlated with measures of 

dyadic and family adaptation but not to individual adaptation. Adaptive strategies (as 

measured by the flexibility scale ofF ACES IT) related to family functioning such as 

needing to shift roles, establish new rules, and look for changes within the social network 

were significantly related to family adaptation (as measured by a family adaptation scale, 

Family APGAR). 

Family cohesion and flexibility, family stress, resources, and parental coping were 

measured using 58 two-parent families who had a child with myelomeningocele 

(McCubbin, 1989). The purpose of the study was to measure the relationships of the 

family variables of cohesion and flexibility with the severity of the child's handicap. 

McCubbin reported that families with higher levels of cohesion and flexibility could better 

withstand the stress levels associated with a severely impaired child. FACES IT was used 

in this study as a means of categorizing or typing families (for example, families with high 

levels of cohesion and flexibility were typed as "balanced" families). 

A longitudinal analysis of psycho-social adjustment of the family to breast cancer 

(Lewis & Hammond, 1992), using F-COPES as a family coping tool and FACES IT as a 

family functioning tool, found that over an eight month period of time the Ill families 

experienced significantly lower levels of illness-related demands and the marriages became 
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better adjusted. Family levels of functioning (using the concepts of cohesion and 

flexibility) tended to remain stable and constant over the eight-month period of the study. 

The less-depressed mothers (as measured by the Center for Epidemiological Studies 

Depression Scale) within higher functioning families continued to be individuals with a 

large number of coping strategies. On the other hand, families, who used a small number 

of coping strategies over time, did not improve their level of functioning as a fainily unit. 

In other· words, families entering a particular phase of the illness functioning at a lower 

level continued to do so over the eight-month period. Family functioning did not improve 

even as the pressures from the illness decreased and marital quality improved. 

Furthermore, the more diligently the families coped at Time 2 ( 4 months), the less well 

they functioned at Time 3 (8 months). This suggested family burnout. 

A longitudinal pilot study by Barnes (1993) investigating family coping and family 

cohesion/flexibility revealed similar results with six caregiving families of terminally ill 

patients. Family coping and family flexibility remained stable over a seven week period. 

Family cohesion, however, decreased significantly throughout the seven week period after 

admission to home care hospice. Cohesion was stable in those families who experienced 

the death of their family member before the end of the seven week study. 

In summary, though cohesion and flexibility are being studied in health related 

fields, little is being investigated using these concepts with terminal illness. Family 

cohesion and flexibility research with chronically ill patients and their families may have 

applicability to terminally ill patients and their families. Research with chronic illness 

showed that families with high levels of cohesion and flexibility were better able to handle 
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stress and that increased length of time with disease and increased demands lead to 

decreased family functioning (Lewis, et al., 1989; Lewis & Hammond, 1992; McCubbin, 

1989; Woods, et al., 1993). 

Symptom Distress 

Symptoms serve as intervention foci for caregivers as they care for their ill family 

members. Caregivers plan care and gauge the effectiveness of their actions in response to 

changes in patients' symptoms. Patients' subjective experiences with symptoms may 

contrast sharply with the assessment of the caregivers (Giardino & Wolf, 1993; Lewis, 

1993b). To facilitate control and management of distress, valid assessment tools are need. 

Research on possible incongruency between patient and caregiver's perceptions of distress· 

is important. 

Several early attempts toward measurement of distress have been reported in the 

literature. Beecher ( 195 7), in his studies of pain, outlined the problems associated with 

defining pain, its perception, threshold, and assessment for analgesics. Hinton (1963) also 

attempted to measure physical and mental distress. He defined physical distress as physical 

discomfort severe enough to warrant treatment. Mental discomfort was defined in terms of 

depression, anxiety, level of consciousness, and patient's awareness of dying. McCorkle 

and Quint-Benoliel (1983) outlined symptom distress as levels ofnausea, appetite, 

insomnia, pain, fatigue, bowel patterns, appearance, breathing, outlook about the future, 

and cough. Bruera (1990) defined symptom distress with advanced cancer patients as pain, 

anorexia, and nausea. 
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Studies examining symptom distress and advanced cancer are limited. McCorkle 

·and Quint-Benoliel (1983), using McCorkles's Symptom Distress Scale, described the 

levels of symptom distress, current concerns, and mood disturbance in persons with a new 

diagnosis of a life-threatening disease of either heart attack or lung cancer. The sample 

included 56 lung cancer patients and 65 heart attack patients. Results indicated that 

recently diagnosed cancer patients experienced more symptom distress of all kinds than 

recently diagnosed heart attack patients. Symptom distress, with both sample groups, 

remained stable over the two month period after diagnosis. Though studied ·with a sample . 

. . irt the early stage of cancer, the stability of symptom distress in relationship to improved 

mood and decreased concerns may have relevance to symptom distress in cancer patients 

·in the terminal stage. Bruera (1990), in his research with advanced cancer and symptom 

distress, concluded that severe symptom complexes are part of the natural history of most 

malignant tumors, but prevalence and effective treatment for them are unknown at 

present. Additional research is needed to investigate symptom distress in later stages of 

the disease, especially throughout the dying trajectory (Bruera; McCorkle & Quint

Benoliel). 

Attempts have been made to study symptom distress and home care. A study by 

McCorkle, et al. ( 1989) assessed the effects of home nursing care for patients with 

progressive lung cancer. This longitudinal study was conducted interviewing 166 patients 

assigned to either an oncology home care group, a standard home care group, or a 

doctor's office care group over five, six-week intervals. Symptom distress was one of the 

variables investigated. There were significant differences in symptom distress: the two 
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home nursing care groups had less distress than the office care group. These results 

suggested that home nursing care assisted patients with managing the symptoms. In 

another study related to home care, McCorkle, et al. ( 1994) found that patients receiving 

home care demonstrated statistically significant improvements with mental health and 

social dependency; patients not receiving home care did not improve on any variable. The 

likelihood of home health care use was found to increase among subjects older than 50 

years of age and those who experienced moderate to high levels of symptom distress 

(Yost, McCorkle, Buhler-Wilderson, Schultz, & Lusk, 1993). These results indicated a 

need for increased home care and increased home care research with symptom 

management. 

Symptoms serve as assessment and intervention foci for nurses as they care tbr 

patients. While the patients' perception is important in the intervention of symptom 

control; the caregivers' perception is important, as well, in that it may have a rippling 

effect upon the patient as the caregivers administer medication and other comfort 

measures. Giardino & Wolf ( 1993) noted that it is crucial that nurses carefully weigh 

objective evidence against subjective experience. The same balance needs to be made with 

patient and caregiver perception. 

Summary 

Although the importance of conceptualizing cancer as a family experience has been 

raised, only recently has research begun to assess the impact of the illness on the family as 

a unit (Lewis, 1993b ). Studies of cancer patients have focused on the individual patient's 

needs, on the patient's psychosocial adjustment, and on the patient's coping and 
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adaptation. Studies have overlooked the concurrent needs, adjustment, and challenges 

required of the family ·unit. There is a scarcity of research that examines family nursing for 

the terminally ill cancer patient and the caregiving family .. 

Potential ramifications for the family caregivers dealing with a family member who 

has a terminal illness are significant. Not only must the family face the pressure of the 

diagnosis, treatment, and long-term adjustment of the family member with cancer, but it 

must also organize support services and 24-hour care. Studies have documented the 

peaking of family physical and emotional stress during the terminal phase of cancer 

(Laizner, et al.,1993; Northouse & Peters-Golden, 1993). No knowledge has been 

generated that relates to the caregiving family caregivers' ability to adapt and remain 

cohesive as the family copes with the symptoms of the dying member. Longitudinal 

changes in the family variables of cohesio11; flexibility, and coping with cancer during the 

terminal stage of life have not been studied. Most of the research '""ith the families of 

terminal cancer patients to date involved cross-sectional analysis. Even cross-sectional 

research, however, is limited. 

Studies examining symptom distress in home care cancer patients in the late stages 

of the dying trajectory are limited. The importance of further investigation is outlined in 

several research studies (Bruera, 1990; McCorkle, et al., 1989; McCorkle & Quint

Benoliel, 1983). In addition, studies examining possible incongruencies between patients 

and their caregivers in identifying patient symptom distress appears to be important in 

assessing and intervening with families as they give care to their ill family member. Given 

research that outlines differing views from the patient and their caregiver (Gotay, 1984; 
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Lewis, 1986, 1993b ), research comparing patient's symptom distress from the perspective 

of patient and the caregiver warrants investigation. 



Chapter IV 

Methodology 

A descriptive longitudinal design was used to examine the characteristics and 

functioning of 3 0 families at 1, 4, and 7 weeks after admission into hospice. These 

intervals were selected because the average life span of a hospice client after adinission 

into hospice was 63 days. A major strength of this study was the use of the family as the 

unit of analysis. Each family participating in the study was represented by two principal 

caregivers who were requested to answer questionnaires from the point of view of the 

family as a whole. A second major strength of the design was the longitudinal approach to 

data collection. Longitudinal data are extremely difficult to obtain with this vulnerable· 

population. The methodology is presented in more detail in the following sections 

addressing setting, sample, and data collection. 

Setting 

Data were collected over a 24 month period oftime in a medium size metropolitan 

community and in a small town community in the Southeastern U.S., both with close 

proximity to extensive rural areas. The setting for this study was in the homes of families 

who were accepted for care by the hospice home care programs and who met the selection 

criteria. Nine counties from two states were represented in the caseload. At least one 

primary caregiver resided with each terminally ill patient; the second caregiver may or may 

not have actually resided in the same home as the patient. 

48 



49 

Standard hospice care during the terminal stage of the illness included one to three nursing 

visits per week (and as needed) and up to 15 hours of home health aide visits per week. 

The social worker and chaplain visited twice monthly and as needed; a hospice volunteer 

was available to the family if there was a need. The nurse maintained frequent contact with 

the patient's physician. The hospice personnel organized resources and met patient and 

family needs. 

Sample 

A convenience sample was used in this study with subjects obtained from two · 

-home care hospice units. For inclusion in the study, families met the following criteria: 

1. Families (and individuals within) must be capable ofunderstanding and completing a 

questionnaire and have given informed consent. 

2. Families must meet St. Joseph Hospice and Community Hospice admission criteria. This 

included a prognosis of less than six months to live. 

3. The terminally ill person must have a diagnosis of cancer. 

4. Each family member and hospice patient used in the study must be 18 years of age or 

older. 

5. Two principal family caregivers must care for the ill family member. 

Exclusion Criteria included the following. 

1. Families will be excluded ifthe patient resides in an institutional setting such as a 

personal care home or nursing home, or if the patient is transferred to such a facility. 

2. Families will be excluded from the study if the caregivers are paid caregivers or 



unrelated caregivers (except in the instance of a lesbian or gay caregiver that has had a 

relationship with the patient for over six months). 

3. Families will be excluded if the patient has been diagnosed with cancer within the last 

30 days. 
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Nine hundred thirty-two hospice patients were admitted over a two year period 

from the metropolitan hospice. Of these 932 patients, approximately 86% or 768 patients 

were diagnosed with some type of cancer. One hundred ninety-three hospice clients were 

identified by hospice social workers and nurses as being eligible for the study. Six hospice 

patients were identified from the small community hospice. Combining both hospice 

samples, a potential sample of 199 families was identified. Twenty-three patients died 

before the initial telephone contact could be made, therefor~, 173 patients were contacted 

for participation. Eight-two declined to participate at the initial telephone interview. The 

remaining 94 hospice families agreed to participate in the study. Of these 94 families, 

twenty-six patients died before the first home visit and 68 families were visited. Of these 

68 study participants, 15 families were visited and upon hearing more about the study 

eventually refused to be involved. Eight families were withdrawn from the study because 

they did not fully meet the criteria for inclusion in the study and one family was discharged 

from hospice. Finally, three families presented incomplete data (only one caregiver 

participated). Figure 2 presents the progression of study participation showing that a 

substantial number of subjects were lost after hospice referral and before the end of seven 

weeks. Forty-one families completed data collection at one week. Thirty families 

completed data collection at four weeks and 25 families completed data 
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collection for seven weeks. The 30 families completing data collection at four weeks 

comprised the sample for this investigation. 

Data Collection 

Protection of Human Subjects/ Human Assurance 

52 

This study was fully reviewed and was granted approval by the Medical College of 

Georgia Human Assurance Committee (Appendix A). St. Joseph Hospital Human 

Assurance Committee and Floyd County Medical Center Human Assurance Committee, 

likewise, reviewed and approved the proposed study (Appendix A). Severalrevisions to 

the original proposal were submitted. Revisions included: (a) the addition of the Hospice 

Involvement Medical Record Instrument, (b) the addition of the Caregiver Perceived 

Patient Symptom Distress Scale, (c) permission to take photographs of hospice families to 

be used in formal presentations, and (d) addition of research assistants. 

Selection and Training of Research Assistants 

The investigation was conducted by the author with the benefit of several research 

assistants who participated in the data collection. Research assistants (non-hospice nurses 

and student nurses) had skills that (a) enhanced the desire of subjects to participate, (b) 

reflected the knowledge and the importance of the study, (c) demonstrated a high level of 

concern for terminally ill patients, (d) reflected sensitivity to the critical time in the family's 

life, and (e) demonstrated and maintained enthusiasm and commitment to the study. The 

involvement of research assistants was made possible by grants from the American Nurses 

Foundation and from Sigma Theta Tau, International. 



53 

Research assistant training occurred over a four-week period in which they were 

introduced to the study and allowed to participate with the principal investigator as she 

collected data. Research assistants were introduced to the hospice concept and to the 

hospice team (director, nurses, admission nurse) at a hospice staff meeting. One research 

assistant at a time was involved in training within the home setting. Training also included 

observation of the selection process with the hospice admission nurse and initial telephone 

contact (by the principal investigator) with patients who meet study criteria. A written 

script was given to the research assistants to use as a guideline. Each research assistant 

worked closely with the principal investigator and received feedback and discussion of 

possible problem situations. The process of obtaining informed consent was reviewed. 

· Training also included .the importance of recording and reporting attrition rates. Records 

were kept listing the number of families who refused to participate in the study; a brief 

explanation of why the family refused participation (if known) was kept. A debiiefing form 

(Appendix B) was filled out by the investigators after each interview (Quint-Benoliel & 

Lierman, 1990) and used to problem-solve any difficulties that may have arisen during the 

interview. Debriefing sessions were scheduled with the principal investigator to discuss 

any difficulties. 

Every effort was made to assign the research assistants to particular families that 

they would be able to follow throughout the 7 -week period. This continuity increased the 

likelihood of establishing trust between the subjects and data collectors, which enhanced 

the quality and completeness of data collected. 



Procedure for Recruitment 

The hospice directors, team leaders, nurses, research assistants and principal 

investigator met together to discuss the research study. The admission nurse and/or the 

admission social worker made the initial hospice visit to assess if the patient and family 

qualified for hospice admission. This admission person, as part of the routine hospice 

procedure, determined the number of caregivers involved and the relationships of 

caregivers to the patient. 
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Once the hospice admission process was completed, the principal investigator or 

research assistant consulted with the admission nurse/social worker for families that 

qualified for the research study. The principal investigator or research assistant determined 

qualification and then telephoned the families who. met the study selection criteria to 

explain the study to the caregivers. Verbal consent and an initial appointment was verified 

by telephone contact by the investigators for those caregivers and patients who were 

interested in participating. Initial home contact to obtain informed consent and the first 

data collection for participating families was made one week after the initial hospice nurse 

admission visit. 

A consent form, developed for the family caregivers, was signed by the two 

primary family caregivers (Appendix C). If it was not clear which two caregivers were the 

primary ones, the patient designated the names of the two caregivers giving the majority of 

the care. The cancer patient signed a specially developed consent form (Appendix D). 

Investigators exerted no pressure if a family did not wish to be involved in the 

study. Each individual record had a code number for confidentiality. One copy of the 
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code list with the participant's name was kept in a locked cabinet and available only to the 

principal investigator. Codes contained three digits with the first two digits denoting the 

family and the third digit denoting the family member. Confidentiality within the study 

population and between the research assistants/principal investigator was maintained. 

Initial interviews were arranged with the family caregivers and patient at which 

time the study, the study questionnaires, the duration of the study and frequency of 

contact were explained. Written informed consent was obtained after questions were 

answered. The principal investigator or trained research assistants carried out direct (face

to-face) interviews with each patient.-Each research assistant used a guided interview form 

so that the study was presented in a similar manner (Appendix E). The patient or the 

researcher scored the patient symptom distress scale if the patient was unable to .do so. 

The two family caregivers scored the self-report questionnaires (FACES II, F-COPES, 

and the Caregiver Perceived Patient Symptom Distress Scale) individually, using the 

caregiving family as a frame of reference. 

Investigators respected the time schedules of participants when scheduling 

interviews. Flexibility in scheduling data-collection appointments included evening and 

weekend hours to enable participants to be interviewed at their convenience. 

Sensitivity of the participants' needs was of great concern. It was explained that 

any participant could withdraw from the study at any time without affecting the hospice 

care. It was emphasized that participation in the study would not affect their hospice care. 
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Procedure for Family Selection 

This study defined the hospice family as at least three people with close and 

enduring interactions and relationships, two of whom are actively participating in 

caregiving of the third person who was terminally ill with cancer. The caregiving family 

was operationalized into three classifications of family composition. Categories of families 

included: early stage nuclear families, later stage nuclear families, and extended 'families. 

Early stage nuclear families included parents and their young children or adolescents~ The 

later stage nuclear family was comprised of parents and their adult children who had, in 

most cases, reunited in an effort to care for one another. A parent or child may have been 

the ill individual in the early or later stage nuclear family. The extended hospice family was 

distinguished from other hospice families by the inclusion of relatives or partners beyond 

the ill individual's nuclear family. Such relatives included cousin, grandchildren, 

·grandparents, and in-laws. 

All members of the caregiving families did not necessarily reside within the same 

home as the hospice patient. They did, however, work together to provide the terminally 

ill member with constant, voluntary 24-hour care. 

Data CoUection Instruments 

Data collection instruments for this study were selected or developed to 

operationalize selected components of the Resiliency Model. The variables on which this 

study focused were family cohesion, flexibility, patient symptom distress and caregiver 

perceived patient symptom distress, hospice involvement, and family coping. The 

investigator measured symptom distress in two ways: from the perspective of the patient 
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through the Patient Symptom Distress Scale as developed by McCorkle & Young (1978) 

(Appendix F) and from the perspective of the caregiver through the Caregiver Perceived . 

Patient Symptom Distress Scale as adapted by the principal investigator (Appendix G). 

Symptom distress was defined by McCorkle & Young as the degree of discomfort from 

the specific symptom being experienced by the patient from the patient's perspective. 

Distress was not differentiated as being caused from disease or treatment. Responses to 

the SDS were answered on a 5-point response scale ranging from 1 (no distress) to 5 

(extreme distress). The 13 items were summed to provide total symptom distress ranging 

from 13 to 65; higher scores represented greater symptom distress. Symptoms included 

were nausea, appetite, insomnia, pain, fatigue, bowel habits, concentration, appearance, 

breathing, outlook, and cough. The SDS took five to ten minutes to administer. 

Initial validity was established with 60 patients who had chronic illness (McCorkle 

& Young, 1978). McCorkle & Young stated that the scale demonstrated face and content 

validity for specific symptoms. Content validity for this chronically ill population involved 

non-empirical examinations of the items. Convergent validity was demonstrated in the 

correlation obtained between Ware's health perception questionnaire and the SDS (r=.90) 

when patients were tested over time (McCorkle, 1987). 

McCorkle & Young {1978) noted a Cronbach's coefficient alpha of. 83 and a 

standardized item alpha of .83, indicating that the scale had good reliability. Internal 

consistency reliability for the SDS used in a longitudinal study of early diagnosed lung 

cancer patients (McCorkle & Quint-Benoliel, 1983) was .79 at interview 1 (1-month after 

diagnosis) and .78 at interview 2 (2-months after diagnosis). The test-retest reliability was 
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. 78. The mean inter-item correlation was .27. Item total coefficients ranged from .37 to 

. 73 (McCorkle & Quint-Benoliel). 

The Caregiver Perceived Symptom Distress Scale (CPSD) was adapted from the 

SDS after consultation with Dr. McCorkle, author ofThe Symptom Distress Scale. The 

same 13 items· on the SDS were written from the caregiver's point of view of the patient's 

symptom distress. An example is a question which asked the caregiver if the patient had 

nausea; this scale varied from seldom (1) to constantly (5). Just as the SDS, responses. 

were answered on a 5-point response scale ranging from 1 (no distress) to 5 (extreme 

distress). The 13 items were summed to provide total symptom distress ranging from 13 

to 65; higher scores represented- greater symptom distress. The CPSDS took five to ten 

minutes to complete. 

Content validity was assessed by consulting with content specialists McCorkle and· 

Lierman. These symptom distress experts interpreted the CPSD measure·' s descrjptive 

content as a good match with specific objectives of the measure (the symptom distress of 

the patient from the perspective of the caregiver). 

Family flexibility and cohesion was measured by the Family Flexibility and 

Cohesion Evaluation Scale II (FACES II) (Appendix H). This 30-item scale was 

developed by Olson, Portner, & Bell (1982) to quantify and empirically evaluate the 

Circumplex Model of Marital and Family Systems, a theoretical conceptualization of intra

familial variables used in the early development of the Resiliency Model. This scale 

contains 16 family cohesion items and 14 family flexibility items that describe how family 

members perceive their family. FACES II was used and developed as a diagnostic tool in 
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family counseling. Respondents replied to questions such as "In our family, it is easy for 

everyone to express his/her opinion." using a 5-point response scale, where 1 represents 

"almost never" and s· represents " almost always". The reading level for the instrument is 

about seventh grade (McCubbin & Thompson, 1991 ). 

Olson, et al. (1982) defined family cohesion as "emotional bonding, boundaries, 

coalitions, time, space, friends, decision making, interests and recreation" (p.48). There 

are two items for each of the eight concepts related to the cohesion dimension: emotional 

bonding (family supportiveness and closeness), family boundaries ( doseness to outside 

resources as opposed to family resources), coalitions (whether family members go their 

own way or gather together), time (where family members spend their time), space (fanlily 

· . members gathering together or avoiding each other), friends (whether family approves of 

friends or socializes with friends), decision-making (consultation with one another}, and 

interest and recreation (whether family members share similar interest and socialize 

together). Cohesion scores (summed items) range from 16-80. 

Family flexibility is defined as the ability of a family system to change its power 

structure, role relationships, and relationship rules in response to situational and 

developmental stress. There are two items for the six concepts (two concepts have three 

items) included in the flexibility dimension: assertiveness (the family's ease in expressing 

opinions), leadership (family members control the decision-making), discipline (whether 

discipline is fair and whether children have a say in their discipline), negotiations (how 

problems are solved or negotiated), roles (how responsibilities are shared), and rules 



(getting rules changed within the family). Flexibility scores (summed items) range from 

14-70. 
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FACES II is designed to measure total family variables, thus, the items focus on 

characteristics of all the family members. Negatively worded items are reversed and all 

scale items are summed to obtain total scores for total flexibility and total cohesion. 

Higher scores, thus, reflect more cohesion and more flexibility. Descrepancy scores which 

can be computed between all possible dyads in a family system· are determined by a 

particular FACES II formula. 

FACES II can be administered on an individual basis or when families are in a 

group. A central assumption is that families with higher cohesion and flexibility scores 

·will function more adequately than families with lower scores. Low cohesion or flexibility 

scores are seen as dysfunctional to the family system. Several studies demonstrate the 

power of the FACES 11 in distinguishing between problem tamilies and non symptotnatic 

families (Carnes, 1987; Lewis, Woods, Hough, & Bensley, 1989; McCubbin, 1989). 

Conceptual validity is strong in that the items in this tool fit the conceptual 

framework of Olson's Circumplex Model which initially outlined the variables of cohesion 

and flexibility from which this component of The Resiliency Model evolved. The 

concurrent validity for FACES II has been measured by comparing results of this tool with 

those of the Dallas Self-Report Family Inventory (SFI) which measures constructs similar 

to cohesion and flexibility. Correlations of. 93 for cohesion and . 79 for flexibility were 

found between the two measures (Hampson, Hulgus & Beavers, 1991). 



Olson, and colleagues (1982), in a study of2,412 respondents, used Cronbach's 

alpha to determine internal consistency of the FACES II instrument. These researchers 

reported reliability of .87 for cohesion, . 78 for flexibility, and .90 for the total score. 
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Psychometric analysis ofF ACES II instrument with pilot data and issues of 

reliability and validity .. FACES II was developed in the spring of 1981 to create a short 

instrument with simple sentences so that it could be used with children and those with 

limited reading ability. The average age of the respondents used in the development of 

FACES II was 30.5 years of age (Olson et al., 1983). Several questions (from the 30-item · 

instrument) reflect the early developmental stage of the family unit. Examples include: (a) 

Children have a say in their discipline, (b) Discipline is fair in our family, and (c) It is 

difficult to get a rule changed in our family. An instrument designed to assess the 

dimensions of cohesion and flexibility in families across the life cycle was developed 

(FACES III), but to date alpha reliability is much lower than in FACES TI. FACES III 

reliability scores were . 77 for the cohesion subscale and .62 for the flexibility subscale. Use 

of this instrument is no longer encouraged by the authors. FACES II was therefore 

selected for use in this study. Development of a family oriented measurement of cohesion 

~d flexibility for families across the life span continues. 

The reliability and validity of an instrument developed for use with child-bearing 

families was of concern. In addition, the instrument was developed for use with the 

traditional nuclear family with the average age of30 years. In the proposed study, family is 

defined differently. Therefore data from the pilot study were used to assess the reliability 

and validity ofF ACES II in this setting. 
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Internal consistency reliability was employed because of the concern for the item 

consistency within the instrument for hospice caregiving families. Item values were used to 

measure the extent to which performance on one item on the instrument was a good 

indicator of performance on another item in the same scale. Alpha reliability for the family 

cohesion subscale were .89 at week one and .90 at week four; reliability scores for the 

family flexibility sub scale were . 84 at week one and . 68 at week four. Though certainly 

limited by the small sample size, item correlations were generally high with the exception 

of flexibility at week four. Since there were no non-functioning items and internal 

consistency appeared strong in the instrument, FACES II, unrevised, was used in the 

study. 

The validity of this instrument is a determination of the extent to which the 

. instrument actually reflects the abstract concept being examined. Validity is not an ali-or

nothing phenomenon but rather a matter of degree. Thus, the degree of validity of a 

measure must be determined rather than whether or not validity exists. An instrument is 

valid not in itself but in its particular use. An instrument may be very valid in one situation 

but not valid in another. Face validity was of concern because, as stated above, several 

questions reflected the early developmental stage of the family unit with which this 

instrument was originally designed and might be a source of confusion for this older 

population. Concept validity should be strong because the conceptual framework of 

Olson's Circumplex Model which outlined the variables of cohesion and flexibility for the 

family in the early development stage is also the framework used with the hospice 

population in this study. 
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The concurrent validity for FACES II, though not measured in the pilot study, was 

measured in the larger study. This was done by comparing results of this tool with those 

of the Dallas Self-Report Family Inventory (SFI) which measured constructs similar to 

cohesion and flexibility. 

Family coping was measured by the Family Crisis Oriented Personal Evaluation 

Scales F-COPES instrument (F-COPES) (Appendix 1). This is a 30-item instrument with 

five sub-scales. Respondents selected from a 5-point Likert-type scale the extent to which 

they agree that each coping strategy describes the family response to a given problem. 

Total F-COPES scores have a theoretical range from 30 to 150 with a high score 

representing a greater repertoire of coping strategies. 

McCubbin, Olson, & Larsen (1982) developed F-COPES to identify effective 

problem-solving and behavioral strategies used by families in difficult situations. This 

instrument examines five categories of coping strategies: seeking social support (nine 

items), reframing (eight items), seeking spiritual support (four items), mobilizing family to. 

acquire and accept help (four items), and passive appraisal (four items). "Seeking social 

support" explores how family members share difficulties with others. "Reframing" looks at 

how family members redefine events to make them more manageable. "Seeking spiritual 

support" inquires about support from church or religious resources. "Mobilization" 

examines how the family seeks and accepts help from the community. Finally, "passive 

appraisal" consists of behavioral items which focus upon the family's efforts to avoid the 

demands such as trusting luck to solve problems, watching television, and allowing time to 

resolve issues (McCubbin & McCubbin, 1991). A summary score can be obtained for the 
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total score by summing the items. A family mean score, derived from the average score of 

the two primary caregivers, will be used to indicate the total family coping score. 

Internal consistency (Cronbach's alpha) of the five subscales range from .63 to .83 

with the total scale being .86. Test-retest reliability (four weeks apart) for the five factors 

range from .61 (Reframing) to .95 (Seeking Spiritual Support) with the total scale being 

.81 (Olson et al. (1982). Factor analysis with varimax rotation was completed on a 49 

item tool and was reduced to 30. Factor loadings ranged from .39 to .85. In a study of 48 

families functioning with chronic illness in the mother (breast cancer, diabetes, and 

fibrocystic breast disease), Lewis,et al. (1989), reported that all instruments used in their 

. study, including F-COPES, reached or exceeded an internal consistency reliability of .84. 

Subscale information was not reported. 

In a study of 3 8 family members of patients on the active list for cardiac 

transplantation (Nolan, et al., 1992), subscale alpha reliability's ranged from . 73 to .86. 

The exception was for the passive appraisal sub scale which had an alpha reliability of. 3 7. 

The overall F-COPES Cronbach's alpha for this study was reported as .96. 

Psychometric Analysis of the F-COPES Instrument. F-COPES was analyzed for 

internal consistency (coefficient alpha) using pilot data (Barnes, 1993). Alpha level for 

each of the five subscales ranged from .67 to .90. The "passive appraisal" alpha of .67 

demonstrated low consistency for items related to this subscale within the instrument. 

Because other subscales demonstrated moderate to high alpha coefficients, it was decided 

not to make revisions to this instrument for the proposed study. 



Demographics Questionnaire. An investigator developed demographic data 

questionnaire was used to record the patient and family caregiver characteristics for 

everyone involved in the study (Appendix 1). The demographics questionnaire queried 

information regarding age, gender, race, education level, employment, financial status, 

general caregiver health (poor to excellent), and family compositions. These data were 

used as descriptive information. 
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Hospice Involvement Medical Record Review Instrument. A hospice involvement 

medical· record review instrument was developed by the investigator to collect systematic 

information about the frequency of hospice and hospice referred personnel visits into the 

patient's home (Appendix K). The amount of hospice involvement varied across families as 

patient and family needs were identified. It was difficult to assess the degree of hospice 

. involvement because many factors contribute to this measurement. Quality and quantity of 

time of hospice personnel with each family, preparation time, number of visits, and number 

of referrals to other disciplines all measure hospice involvement. Based on the principal 

investigator's experience as a hospice nurse, the number of hospice personnel and hospice 

referred visits seemed to best indicate the degree of hospice involvement. It would, for 

example, reflect the end result of office time a nurse spent making a referral to physical 

therapy because physical therapy would eventually make a visit and be counted under 

"visits per week". Though ce~ainly not without limitations, number of hospice personnel 

visits was deemed the most efficient way of operationalizing hospice involvement. 
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A chart review, by the principal investigator or research assistant, documented the 

number of hospice personnel and volunteer visits within the home each week of the family 

study period. This information was collected at the end of the data collection period. 

Procedure for Data Collection 

An index card was made by the principal investigator or research assistant 

outlining the specific family members that were being studied in each family. The purpose 

of this card was to clarify, for the two primary caregivers involved in the study, the 

specific family composition that was being researched. This card was individualized for 

·each family and was used at each interview. The two primary caregivers for each family 

were consistent throughout the study. If there had been a change in primary caregivers, 

the family would have been withdrawn from the study. 

Opportunities for questions and clarification were given to participants at each 

interview. Each caregiver and patient completed a demographic data sheet. 

Questionnaires (Caregiver Perceived Patient Symptom Distress Scale, F -COPES, and 

FACES II) were given to the two primary caregivers to fill out individually at each of the 

3 visits. Approximate time for caregiver questionnaire completion of the three 

questionnaires was 25 minutes. If a primary caregiver was absent, a stamped self 

addressed envelope was left so the questionnaire could be mailed to the principal 

investigator upon completion. A phone call was made to those caregivers not present to 

answer any questions and to emphasize the need to complete and return the questionnaire. 

If the questionnaire was not returned within four days, another phone call was made. If 



this attempt was not successful, a visit was scheduled and made to the family member. 

Attempts were made to gather all data, for a particular interval, within one week. 

The terminally ill family member was asked to complete only the consent form at 

the first visit and the symptom distress questionnaire at the third visit. If the patient had 

difficulty completing the questionnaires, the researcher read each question and asked the 

patient for the best answer. Approximate time for the patient to compete the sytnptom 

distress questionnaire was 5-l 0 minutes. 
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Hospice involvement was assessed by medical record review after each family 

completed the three interview sessions. A review by the principal investigator or research 

assistant indicated the number of hospice personnel visits within the home at each of the 

intervals. 

Summary 

The purpose of this study was to describe the hospice caregiving family's response 

to the terminal illness of a family member. Careful consideration was given to the 

protection ofhuman subjects, selection and training of research assistants, recruitment of 

hospice families, and procedures for data collection. Difficulties in recruiting and retaining 

hospice families for this research were presented; refusal and mortality rates were outlined. 

The functioning of hospice families was examined using descriptive statistics and a 

longitudinal design. The researcher examined family characteristics in the home setting at 

1 and 4 weeks after hospice admission. Family cohesion, family flexibility, and family 

coping were dependent variables operationalized to describe the family dynamics of the 

hospice family unit giving terminal care. Patient symptom distress, caregiver perceived 



symptom distress, and hospice involvement were dependent variables that attempted to 

explore and document family needs. 
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CHAPTERV 

Findings 

A descriptive data analysis plan was formulated to describe missing information, 

to evaluate established measures of family variables for reliability and validity, to describe 

the characteristics of the hospice families, and to answer the research questions. In 

recognition of the complex issues of analysis of family data, exploratory and descriptive 

techniques assisted in ensuring that important patterns in the data between and among 

family members were not hidden or misrepresented. Limitations in the representativeness 

of the sample associated with substantial attrition in the study led to the decision to use 

descriptive analysis instead of confirmatory methods of analysis in addressing the research 

questions. 

As a means of describing individual families, references were made to different 

families by a family case number (family 1 through family 30). In addition, because the 

study's purpose was to examine the dynamic and relational aspects of the family unit, the 

two patient caregiver scores for each family were averaged to create family scores. 

Discrepancy scores, which are indicators of differences or conflict between the two family 

members, were computed for the family cohesion and flexibility instrument. 

Presentation of the findings begins with a description of missing information and 

adjustments made to compensate for missing value. Psychometric properties of the 

instruments and descriptive statistics related to study variables are summarized. A 
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description of the demographic characteristics of the hospice patients and their family 

caregivers is provided. Intercorrelations among independent and dependent variables are 

discussed, and results responsive to the research questions are presented. 

Missing Information 
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Distributions of all variables were examined for impossible values. and for patterns 

of missing information. In no case were impossible values located but two types· of missing 

information were encountered. Missing information came about from two sources: 

information omitted due to error (missing data) and information omitted due to reasons 

that are known (censored data). Censored data were due to subject attrition and/or the 

family's initial acceptance into the study and then their subsequent withdrawal. Forty-four 

families completed the study at interval one. Four families declined to continue further, 

three presented incomplete data (only one caregiver completed the questionnaires), and 

seven subjects died. Thirty families completed the study at interval two. Five subjects 

subsequently died leaving 25 families completing all three intervals. In the case of one 

family, the patient was too ill at the second visit to complete the symptom distress 

instrument. 

To reduce the occurrence of unintentional omissions, subjects were asked during 

data collection whether or not omissions were accidental. However, some items may still 

have been omitted due to error. The extent of missing data for the five instruments (SDS, 

CPSDS, FACES II, F-COPES, and Hospice Involvement) at two time intervals ranged 

from a high of23% of the families (7 of30 families) for the family cohesion and flexibility 

scale to no missing data (0%) in 30 families for the hospice involvement variable 
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(Appendix L). For variables with the higher levels of missing data (caregiver perceived 

patient symptom distress at time I, family coping at time I, and patient symptom distress 

at time 2), the amount of missing data was not so excessive that they automatically 

dictated exclusion of the questionnaire. The exception was the censored data (deletion of 

the entire patient symptom distress scale due to patient illness) where all the missing data 

on the entire scale were missing at time two by one patient too ill to complete the 

instrument. 

Sixty-five total items were omitted from the five questionnaires by three 

respondents (two patient caregivers and the patient) over the two time intervals. Thirteen 

patient symptom distress items ( as described above) were omitted by one patient at tin1e 2 

because of physical weakness/illness. Fifty-four percent of the missing items were in the 

··FACES II questionnaire; 29 (83%) of these items were omitted at time I and six (17~/o) 

were omitted at time 2. F-COPES accounted for eight of the missing data; five at time I 

and three at time 2. The caregiver perceived symptom distress had nine missing items; 

eight at time I and one at time 2. Overall, almost twice as many omissions were made at 

time I than at time 2. 

Thirteen of the 3 0 families accounted for all of the missing data; I7 families had no 

missing data. Forty-one (64%) total items were missing at time I and 23 (36%) total items 

were missing at time 2. One family had 25 missing items; this included I3 missing items 

from the patient symptom distress scale at time 2, five missing items from F -Copes at time 

1, and seven items from the FACES II scale at time 1. 
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The strategy used to alleviate some of the high levels of missing data for certain 

variables was the elimination of certain items from a particular instrument. Of the 3 5 

missing data points from the instrument FACES II, 80% of the items are included in 5 of 

the 30 questions. Systematic missing data were identified as a reflection of patterns of 

significant differences. Because these missing data were concentrated on a very select set 

of questionnaire items, these items were deleted from FACES II. After this deletion, 10 

family cases still presented some missing items and 20 family cases had no missing data. 

The remainder of the missing data (3 3 items) was distributed primarily in two 

cases (22 and 25). Several alternatives for handling the remainder of the missing data were 

reviewed. Listwise deletion, in which all variables are retained but in which cases with 

missing values are excluded, was used for the patient symptom distress analysis since only 

one family would be eliminated leaving a sample size of 29. Listwise deletion was not used 

for the other study instruments because 10 cases would have been eliminated from the 

study leaving only 20. Other alternatives, such as series mean, mean of nearby points, or 

median of nearby points, were not used because these techniques are not applicable in this 

situation. Since in family analysis caregiver scores are averaged to give one score for the 

family, the caregiver score of the other family caregiver was used to replace the score of 

the missing value on an item by item basis before family scores were computed. 

Psychometric Properties of the Instruments. 

Reliability concerns the degree of dependability with which an instrument measures 

its attributes and consistently separates one family from another. Thus, reliable measures 

of hospice family functioning were expected to demonstrate a high degree of consistency 
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within the family. Table IV shows the intraclass correlations between the two family 

caregivers at both the first and second time interval. Intraclass correlations between 

caregiver one and caregiver two were calculated and found to be strong for CPSD and the 

cohesion subscale of FACES II, fair for the flexibility subscale ofF ACES II, and poor for 

F-COPES. 

Table IV 
IntraCiass correlations between family caregivers (PCG 1 &2) 
at time 1 & time 2 (n=60) 

Scale/ sub scale Time 1 

Family coping .16 
Flexibility .58 
Cohesion .72 
CPSDS .67 

CPSDS - Caregiver Perceived Symptom Distress Scale 
PCG 1 - Patient Caregiver 1 
PCG 2 - Patient Caregiver 2 

Time2 

.38 

.59 

.78 

.76 

Family Crisis Oriented Personal Evaluation Scales (F-COPES) 

The F-COPES questionnaire was not a reliable measure of family unit coping 

strategies. Poor correlations at both time intervals (r<1>= .16 and r(2> = .38) between patient 

caregiver ( PCG) 1 and PCG 2 indicated caregivers are not consistent with their individual 

perspectives on family coping strategies at each time. There is no consistency in the two 

caregtvers responses. 

Furthermore, test-retest correlations for individual caregivers from time 1 to time 2, 

as seen in Table V, indicated a moderate degree of change in doping behaviors frim one 

time interval to the next. However, given the pile up of stressors the family was 
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undergoing and the variability of psychosocial variables in general, it was not realistic to 

think that coping would be stable over time. In addition, given normative studies with test-

retest values of .81 for the total scale, the correlation for the two caregivers (.48 to . 75) 

may actually be considered moderate to strong. 

Table V 
Pearson Correlation Coefficient (Test-Retest) of Individual Family Caregivers from 
Tl to T2 (n =30) 

Scale/ sub scale Correlation Within Caregivers Over Time 

Family coping 
Revised Flexibility 
Revised Cohesion 
CPSDS 

PCG 1 - Patient Caregiver One 

PCG1 

.48 
.84 
.80 
.85 

PCG 2 - Patient Caregiver Two 

Family Adaptability and Cohesion Evaluation Scale (FACES II) 

PCG2 

.75 

.80 

.79 

.83 

Missing data were concentrated on a very select set of the FACES II questionnaire 

items (items 6, 12, 16, 18, and 24 ). These items were already in question as to 

appropriateness and validity of their inclusion in this sample, therefore, they were deleted 

from FACES II. These items included "In solving problems, the children's suggestions are 

followed," "Children have a say in their discipline," "Discipline is fair in our family," "It is 

hard to know what the rules are in our family," and "It is difficult to get a rule changed in 

our family." In each case, the items appeared to be misleading as to the caregiving family 

being explored in this study. Despite being given an index card outlining the caregiving 
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family, caregivers often verbalized confusion about these questions. From observing the 

pattern of missing data centering around these already questionable items, it was decided 

that these items were not helpful to the study and therefore were eliminated. 

Reliability coefficients assessments, such as Cronbach' s alpha, were not obtained 

because of the low item-subject ratio. The sample size of30 families and the questionnaire 

item total of25 predisposed analysis to data dependence and unreliability. The test-retest 

approach, as outlined in Table V, was reviewed to determine the instrument's stability 

over time. Individual family caregivers were consistent in their scoring at time 1 (flexibility 

r <t> = .84, cohesion r<1> = .80) and time 2 (flexibility r<l> = .80, cohesion r<l> = .79). 

. lntraclass correlations of the first family caregivers to the second family caregivers 

were fair for the flexibility sub scale (see Table IV) and strong for the cohesion sub scale of 

FACES II. In addition, these correlations were consistent from time 1 to time 2. The 

degree of dependability, after item adjustment, appeared good and the revised FACES II 

instrument did appear to measure the constructs consistently. 

Symptom Distress Scale (SDS) 

SDS, completed by the 30 hospice patients and shown in Table VI, had moderate 

internal consistency at time I( r(l> =.78) and time 2 (r<l)=.74). There was moderate test

retest reliability for hospice patients from time I to time 2 ( r = . 7 6). 

Caregiver Perceived Symptom Distress Scale ( CPSDS) 

The Caregiver Perceived Symptom Distress Scale was a new scale adapted from 

the SDS and used for the first time with this study sample. Patient caregivers (n = 60) 

completed the instrument. CPSDS's Cronbach alpha's ranged from r = .82 (time I) to 



r = .83 (time 2). Test-retest reliability, outlined in Table V, for each individual caregiver 

from time 1 to time 2 ranged from r = . 85 for PCG 1 to r = . 83 for PCG 2. 

Table VI 
Internal Consistency Reliabilites of Study Instruments 

Patient PCG Patient PCG 
Instrument Time 1 Time1 Time21 Time 2 

SDS (13 items) 
CPSDS (13 items) 

n=30 

.79 

n=30 n=29 

.74 
.82 

Note. Intetnal consistency is measured by Cronbach's coefficient alpha. 
SDS = Symptom Distress Scale 
CPSDS = Caregiver Perceived Symptom Distress Scale 

n=30 

.83 
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Intraclass correlations within family caregivers was moderate (r<1> = .67) to strong 

r <2> = .76) for the CPSDS (Table V). Consistency between SDS and CPSDS (r<1> = .84 

and r<2> = .70) was strong at time 1 and moderate at time 2. 

Demographic Characteristics 

Demographic characteristics of these hospice families are presented in Table VII. 

Thirty families were represented by thirty (30) patients and sixty (60) patient caregivers. 

Of the total sample of30 hospice families, the mean age of the hospice client was 66 years 

of age, with a range of 31-95 years of age. The mean age of the two primary caregivers 

was ·so years, with a range of 18 -79 years of age. Fifty-seven percent of the patients were 

female and 43% were male; 22% of the caregivers were males and 78% were females. 

Seventy percent of the hospice clients were Caucasians, 23% were African Americans, 3%. 



Table VII 
Demographic Characteristics of the Total Study Sample 

Characteristic 

Income < $15,000 
$15' 000-19' 999 
$20,000-29,999 
$30,000-39,999 
$40,000-49,999 
$50,000-59,999 
>$60,000 
Missing Data 

Age (years) Range 
Mean 
Median 

Race Am. Indian 
Asian 
Afr.American 
Hispanic 
Caucasian 
Other 

Gender Male 
Female 

Living Arrangements 
Own Home 
Relative's Home 
Other 

Health of Caregiver Poor 
Fair 
Good 
Excellent 
Missing 

Hospice Pt. 
(n=30) 

20 (66.7%) 
3 (10%) 
3 (10%) 
2 (6.7%) 
1 (3.3%) 
1 (3.3%) 
0 
0 

31-95 
66 
68 

1 (3.3%) 
1 (3.3%) 
7 (23.3%) 
0 

21 (70%) 
0 

13 (43.3%) 
17 (56.7%) 

19 (63%) 
10 (34%) 

1 (2%) 

Caregiver 
(n=60) 

20 (33.3%) 
18 (30%) 
8 (13.3%) 
4 (6.7%) 
6 (10%) 
2 (3.3%) 
0 
2 (3.3%) 

18-79 
50 
47 

3 (5%) 
2 (4%) 

15 (25%) 
1 (2%) 

38 (63%) 
1 (3.3%) 

13 (22%) 
47 (78%) 

43 (72%) 
14 (24%) 
2 (2%) 

2 (3.3%) 
28 (46.7%) 
6 (10%) 

20 (33.4%) 
4 (6.7%) 

78 
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were American Indian, and 3% were unidentified. The most frequent educational level for 

hospice patients was completion of some high school; the most frequent level of education 

for the patient caregivers was high school graduation. Caregivers educational levels 

ranged from no formal education to doctorate level education. 

Forty-seven percent of the families were represented as late stage nuclear families 

(parents or adult children who have, in most cases, reunited in an effort to care· for one 

another); 50% of the families were extended families. This extended family included 

relatives who helped give patient care and were considered by the patient to be a primary 

caregiver. One family (3%) was represented in the early stage nuclear family (families that 

include parents and their young or adolescent children). 

Analysis of Research Questions 

Research Question One 

1. How does family functioning (family coping, family flexibility, and family cohesion) of 

the hospice family unit change over time? 

Family coping. Family coping scores (i.e., PCG's mean score) do not appear to be 

representative of the family unit because of the poor intraclass correlations on the coping 

scale between the two patient caregivers (r<1>= .16 and r(2> = .38). These poor correlations 

showed that the F-COPES instrument did not provide a reliable measure of the caregiving 

family unit. The information of one PCG was not consistent with the response of the 

second PCG within the same family. 
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Family flexibility. Scatterplots are useful in showing both the magnitude and 

direction of change in relationships. The scatterplot of family flexibility (Figure 3) 

illustrates the relationship between the change in scores between time 1 and time 2 

(ordinate axis) and PCG mean flexibility scores (abscissa) at time I. Points closest to the 

0 change score on the ordinate represent those families with very little to no change from 

time I to time 2. Families with lower scores ( < 25) at time I on the flexibility scale tended 

to have little change at time 2. Families with scores above 25 had random patterns of 

change with little predictability as to direction or magnitude. Several families' (3, 8, 11, 

21, 22, 29) differences appear different from other family differences and were considered 

to be "outliers." Outliers are observations with a unique combination of characteristics 

identifiable as distinctly different from the other observations. Outliers were viewed within 

the context of the analysis and were evaluated by the types of information they may 

provide regarding the phenomenon under study. 

Family cohesion. ·The scatterplot of family cohesion, in Figure 4, illustrates the 

relationship between the change in scores between time 1 and time 2 (ordinate) and PCG 

mean cohesion scores (abscissa) at time 1. Points closest to the 0 change score on the 

ordinate represents those families with very little to no change from time 1 to time 2. 

Several families (1 ,3, 21,2 2, 29) appear different from other families and were 

considered to be outliers. 
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Figure 3 

Change in Flexibility Scores vs. Caregiver Mean Flexibility Scores at Time 1 
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Figure 4 

Change in Cohesion Scores vs. Caregiver Mean Cohesion Scores at Time 1 
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Changes over time. No significant changes overtime were noted for either family 

cohesion or family flexibility or for the total FACES II (cohesion and flexibility) score 

(Table VIII). Cohesion decreased slightly from time 1 to time 2, while flexibility increased 

slightly. FACES II discrepancy scores show little change in caregiver disagreement from 

time 1 to time 2. 

TableVlll 

Mean Scores and Standard Deviations of Study Variables (n=30) 

Time 1 Time 2 
Variable Mean SD Mean SD 

FACES II 95.13 16.87 93.97 17.59 

FACES Discrepancy 9.47 5.55 8.56. 6.30 

Family Cohesion 62.03 10.85 60.55 11.99 

Family Flexibility 33.10 6.38 33.42 6.14 

Hospice Involvement 10.14 3.57 9.07 4.22 

Pt. Symptom Distress 29.12 8.58 30.16 8.45 

Caregiver Perceived 31.05 8.19 31.87 8.56 
Symptom Distress 

Outliers. Outliers, i.e., cases that fell at the outer range of the distribution or were 

isolated points in the scatterplot, were viewed within the context of the analysis and 

were evaluated by the types of information they provided regarding family cohesion and 

flexibility. Outliers that overlapped in both the cohesion and flexibility variables (families 
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I, 3, 21, 22, & 29) were separated out from the sample so that an explanation for their 

relative uniqueness could be explored. Because these outliers were isolated points on 

both the cohesion and flexibility scales, it was determined that they were beneficial 

outliers as opposed to problematic outliers (outliers the arose from procedural error). 

Analysis of the outliers included visual examination and descriptive analysis (mean 

and standard deviation comparison with the remaining sample). Table IX suminarizes 

profiles on the outlying family group and the remaining sample for study variables. 

Outlier families, though similar in patient age to the remaining sample patient age, had 

caregivers who were two years older than the sample norm. Outlier .families had 

approximately three more visits by hospice staff during the time 1 interval than the 

remaining study sample. These outlier families had lower cohesion and flexibility scores 

at both time intervals. Family cohesion and family flexibility discrepancy scores were 

higher for outlier families; outlier families responded with a greater amount of 

disagreement between family caregivers than did those in the remaining study sample. 

No major differences were noted between the outlier group and the study group for 

patient symptom distress or caregiver perceived symptom distress. The outlier group 

had greater variability for most scores as evident by large standard deviations. 

Beneficial outliers best characterized the changes that took place from time 1 to 

time 2. Families with the lowest flexibility and cohesion scores (Family 29 and Family 3) 

did not have significant flexibilty changes, but did have large cohesion changes. Family 

22 had high flexibility and cohesion scores and the greatest changes over time. Family 

functioning changes were most evident in these three families. 



Table IX 

Comparison of Outlier vs. Sample Data 

Variable 

Mean Caregiver Age 

Cohesion, Time 1 

Cohesion, Time 2 

Flexibility, Time 1 

Flexibility, Time 2 · 

Pt. Symptom Distress, Time 1 

Pt. Symptom Distress, Time 2 

Hospice Involvement, Time 1 

Hospice Involvement, Time 2 

Caregiver Perceived SD, Time 1 

Caregiver Perceived SD, Time 2 

FACES Discrepancy, Time 1 

F AC~S Discrepancy, Time 2 

Research Question Two 

Outliers 
n=5 

Mean 

52.00 

47.00 

43.50 

24.70 

24.80 

29.77 

27.69 

12.75 

11.25 

32.10 

31.80 

13.69 

13.33 

SD 

14.58 

13.37 

8.41 

6.58 

12.87 

13.39 

5.06 

6.99 

12.58 

15.17 

8.24 

12.11 

Remaining Sample 
n=25 

Mean SD 

50.00 

65.04 7.10 

63.96 8.43 

34.78 4.44 

35.14 4.45 

28.86 7.93 

30.55 7.80 

9.72 3.22 

8.72 3.70 

30.84 7.38 

31.88 7.08 

8.62 4.63 

7.60 4.22 

2. What is the relationship between patient symptom distress and caregiver perceived 

symptom distress ? 

84 

Table X displays that correlations between patient symptom distress and caregiver 

perceived patient symptom distress (two PCG scores were averaged) that were strong 



(r=.84) at interval one and moderate at interval two (r=.70). Paired t-tests revealed no 

significant differences in the means of patient symptom distress and caregiver symptom 

distress between the two intervals. 

Table X 

Pearson Product Movement Correlations Among Patient Symptom Distress, 
Tl&T2& Caregiver Perceived Patient Distress 

Instrument 1 2 

!.Patient Symptom Distress, T 1 .76 

2.Patient Symptom Distress, T2 

3.Caregiver Perceived SD, Tl 

4. Caregiver Perceived SD, T2 

Caregiver Perceived SD - Caregiver Perceived Symptom Distress Scale 
Tl- Time 1 
T2- Time 2 

3 

.84 

.72 

4 

.78 

.70 

.86 
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Caregivers were consistent from interval 1 to interval 2 with no significant change 

in their scores showing little change in their perception of the patient's symptom distress. 

The patients, too, were consistent in their symptom distress scores from time 1 to time 2. 

When caregivers scores at time 2 were compared to caregiver scores at time 1 (Table X), 

correlations were strong (r=.86); scores given at time 1 were consistent with scores given 

at time 2. When patient's symptom distress scores were compared at both time intervals, 

correlations were strong (r=.76); patients were consistent at time 1 and time 2. Figures 5, 

6, 7, and 8 show scatterplots which clarified these patterns. 



Figure 5 

PCG Perceived Symptom Distress, Tl vs. Patient Symptom Distress, Tl (n=29) 
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Figure 6 

PCG Perceived Symptom Distress, T2 vs. Patient Symptom Distress, T2 (n=29) 
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Figure 7 
PCG Perceived Symptom Distress. Tl X T2 (n=30) 
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Figure 8 
Patient Symptom Distress. Tl X T2 (n = 29) 
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Caregiver Perceived Symptom Distress Scale (CPSDS) was closely correlated to the 

Patient Symptom Distress Scale at both time intervals. The PCG' s perception of the 

patient symptom distress was a good indicator of the patient's actual symptom distress. 

Research Question Three 

3. What is the relationship of hospice home care involvement to patient symptom distress 

and caregiver perceived symptom distress? 

Figures 9 and 10 indicated that hospice involvement (hospice visits) was not 

related to Patient Symptom Distress or to Caregiver Perceived Symptom Distress. Pearson 

Product Moment Correlations (Table XI), used to explore the relationships from time one 

to time two between hospice involvement and patient symptom distress and caregiver 

perceived symptom distress, were not good overall descriptors of the data. The statistic is 

heavily influenced by the two families with greater than 16 visits. 

Table XI 

Pearson Product Moment Correlations Among Hospice Involvement, 
Patient Symptom Distress & Caregiver Perceived Patient Symptom Distress, 
Tl &T2 

1 2 3 

1. Patient Symptom Distress T1 .76 .84 
2. Patient Symptom Distress T2 . 72 
3. Caregiver Perceived Symptom Distress, T 1 
4. Caregiver Perceived Symptom Distress, T2 
5. Hospice Involvement, T 1 
6. Hospice Involvement, T2 

4 

.78 

.70 
.86 

5 6 

-.21 -.24 
-.24 -.18 
-09 -.07 
-.11 -.05 

.92 
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Figure 9 
Hospice Involvement vs. Patient Symptom Distress, Tl 
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Figure 10 
Hospice Involvement vs. Caregiver Perceived Symptom Distress, Tl 
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Research Question Four 

4. What is the relationship of hospice home care involvement to family cohesion and family 

flexibility at time I? 

Scatterplots, as shown in Figures II and I2, indicated no strong correlation 

between hospice visits and cohesion or flexibility. Further examination of the scatterplots 

described four separate family clusters, four separate distribution samples. Pearson Product 

Moment Correlations were influenced by these four separate clusters and presented poor 

descriptors of the data. Relationship information between these variables, therefore, were 

presented only as the graphed data. 

Figure 11 

Hospice Involvement vs. Family Cohesion. T1 
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Figure 12 
Hospice Involvement vs. Family Flexibility, Tl 
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Research Question Five 

5. What type of family coping strategies are most often used by family caregivers of 

patients with terminal cancer and how do these strategies vary from time 1 to time 2? 

Because of the unreliability in the responses of the two patient caregivers to the 

family coping questionnaire, coping strategies could not be analyzed. Therefore this 

question could not be answered. 

Summary 

Missing information patterns were helpful in reviewing probable patterns of 

confusion or incongruence that were acknowledged by study subjects as they completed 
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study questionnaires. These patterns were used in analyzing the validity of the FACES II 

instrument in the hospice setting and then in subsequently deleting certain items to 

improve its reliability for this homecare situation. 

Measurement reliabilities were analyzed by intraclass correlations, Pearson 

correlation coefficients, and by Cronbach' s coefficient alpha. Intraclass correlations 

between PCG 1 and PCG 2 were found to be strong for the Caregiver Perceived 

Symptom Distress Scale and the cohesion subscale for the FACES II scale, fair for the 

flexibility sub scale of the FACES II scale, and poor for the family coping scale. The F

COPES family coping scale revealed a large amount of variability which may have been 

due to within- family differences or to instrument variability. After item deletion, FACES 

II had good intraclass correlations and good within caregiver correlations over time. The 

newly designed Caregiver Perceived Symptom Distress scale (CPSDS) had both strong 

intraclass correlations between caregivers, strong Pearson correlations within caregivers, 

and strong internal consistency at both time intervals. The patient Symptom Distress 

Scale showed strong internal consistency. 

Scatterplots were useful in describing findings of the research questions. Outlier 

families and families with small and large patterns of change from time 1 to time 2 were 

identified as descriptive patterns within the scatterplots. Analysis of outliers included 

visual and descriptive analysis. Outlier families had lower cohesion and flexilibity scores 

at both intervals. FACES II discrepancy scores were higher for outlier families. These 

outlier families had a higher number of hospice visits at both intervals and a higher 

symptom distress score at the first interval. 
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The Caregiver Perceived Symptom Distress Scale appeared to be a good indicator 

of actual patient symptom distress. The number of visits by hospice personnel was not 

related to patient symptom distress or to family cohesion or flexibility. Finally, because 

of the unreliability of the family caregivers to the family questionnaire, coping strategies 

were not analyzed. 
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adaptation to the hospice experience, the results found that F -COPES was limited in its 

applicability to the hospice family unit. The newly adapted caregiver perceived symptom 

distress scale was found to be an accurate measure of the patient's distress. 

Accessing Hospice Samples 

Data collected from families giving home care over time to their family members 

were extremely difficult to obtain. High refusal rates, high mortality rates, the longitudinal 

nature of the research, and the expense of making home visits were major reasons for the 

difficulty of data collection. The primary data collection problem encountered in this 

study was obtaining a complete family data set which included the ill patient and two 

family caregivers over three data collection visits. This study was only possible with the 

financial support from research grants and· the assistance of several trained and paid data 

collectors. 

The final hospice sample of30 families over two intervals fell short in its 

representativeness of the hospice population. Seventy-five percent of the total number of 

admissions by hospice were excluded by program staff Reasons for exclusion by staff 

included not meeting study criteria and determining that the ill family member might not 

live for the seven week study period. Consequently, only 25% (193 out of768 hospice 

cancer patients) of the hospice families were offered to the researcher to approach for 

possible study participation. Of these families, 82 declined immediately after being 

contacted for an opportunity to participate and another 18 declined after the initial home 

visit. Fifty-seven percent (100 out of 176 contacted for participation) of the hospice 

families contacted ultimately declined to participate. 
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One reason for the initial high refusal rate may be that the many activities involved 

in the hospice admission process had a discouraging effect on accepting the responsibility 

to participate in the research. Hospice assessment procedures during the first week 

included home visits by the admission nurse, the patient's nurse, the chaplain, and the 

social worker. Each team member came with an agenda and paperwork. The paperwork 

required for hospice enrollment included consent to treatment forms, physical assessment 

forms, an 18 page admission worksheet, insurance information dealing with benefit 

assignment, psychosocial assessments, patient bill of rights, pastoral care assessment 

sheet, and other forms. By the time the call was made to request research participation, 

the. patient and family, with good cause, may have been overwhelmed. Thus, the tuning of 

presenting the opportunity to participate in research appears critical in accessing hospice 

samples. 

Another possibility for refusal may be the family's desire for privacy and tune 

together as they moved from searching for a cure to preparing for palliative care. Such 

desires are understandable given the realization that time together is no longer perceived 

to be infinite (Lewis, 1993a). Similarly, families may be reluctant to share their 

experiences during such a vulnerable time. This reluctance may be most acute when they 

view the researcher as an outsider with no connection to patient care. 

It is also possible that the diversity of the families, the longitudinal nature of the 

study, and the need to have the mutual consent of three different family members (patient 

and two caregivers) made it too difficult to obtain a large number of consenting families. 
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The caregiving family is usually comprised of members from more than one household. 

The families in this study included a number of member combinations, such as adult 

children caring for a parent or vice versa, or patient care by other relatives. In most cases, 

the caregivers had their own unique households outside the hospice caregiving family and 

therefore had to deal with another set of demands and associated stressors. Given this 

context of multiple demands, it may have been overwhelming to consider taking on 

additional responsibilities to interact with an outsider at three--different times over a seven 

week period. 

The families that agreed to participate in the study, and then declined after one 

home visit, may have done so because they were overwhelmed with the projected 

commitment. The initial home visit by the research assistant was time consuming. 

Research assistants took time to develop a rapport with the family. They then explained 

the study and reviewed the necessary forms (consent form, de11_1ographic data sheet, and 

the three study instruments) that would need to be filled out. Although the subsequent · 

visits usually took half the time of the first visit, the family members may not have been 

able to foresee and understand this. At any rate, the initial data collection session may 

have discouraged one or more of the family members and thus contributed to dropout. 

It should be noted that there was a zero refusal rate and a low dropout rate with a 

previous pilot study, and therefore, the high refusal and dropout rate in the present study 

was unexpected. The pilot study was conducted with six families with two to five 

participating family caregivers per family (19 total respondents). It may be significant that 

the pilot study was conducted by two hospice nurses with their own assigned patients. 
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The families in the pilot study may have felt more committed to the project because the 

research was being presented and carried out by their own nurse. In addition, in these 

circumstances, families may have felt an obligation to participate. However, it must also 

be pointed out that the limited sample size in the pilot study may have precluded 

sufficient contact with the full range of family inclinations to participate or not participate 

in this type of study. 

After the initial home visit, 12 of the 48 families (25%) who were actually involved. 

in data collection experienced the death of the ill person and were therefore excluded 

from the study. Poor mortality rates are not uncommon with hospice research. In a study 

of the quality of life of cancer patients receiving hospice care (McMillan, 1996), 44 of 

·118 patients died (37%) before the fourth week interval. A high mortality rate ·was 

anticipated in this current study; however, when this was compounded with other data 

collection difficulties, it had a negative impact on the study. 

In addition to the subjects who died or who chose to discontinue their participation 

in the investigation, it was necessary to drop thirteen families from the study due to 

reasons such as hospice discharge, incomplete data (not all caregivers responded), or not 

meeting inclusion criteria. The resulting sample of 30 families completing the four week 

period was clearly not representative of the original hospice population. 

Data collection in patient homes was laborious. Home visits generally involved 

travel that ranged from two to 80 miles; the average round-trip mileage per visit was 28 

miles. The total time spent in travel and data collection for conducting a home visit 

ranged from three to five hours. Often visits were made only to find one of the two 



caregivers present. Telephone contacts and extra visits were often necessary to collect 

data from the second c~regiver. 
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Other data collection difficulties included poor or inaccurate directions, hazardous 

road conditions, inconvenient appointment times, inclement weather, working around the 

schedule of two different family caregivers, long distance traveling, unexpected changes 

in addresses without being notified, lengthy data collection time periods due to frequent 

interruptions, and holiday and weekend appointments. Because of these data collection 

difficulties, there was turnover in research assistants. One research assistant worked with 

the study for the entire 26 month collection period while four other research assistants 

worked for periods of time ranging from one week to six months. 

Steps that might increase sample sizes in research of this type would be to ask 

hospice administration to exclude families only on the basis of study criteria and not on 

the basis of anticipated life span. Determination of life span by hospice staff may have 

been too subjective; mortality rates after the selection process were equal to mortality 

rates before selection. Reviewing study instruments with hospice staff and making 

determinations about the optimal amount of time for data collection and the feasibility of 

having family members answer various questions might prove helpful in assembling a 

more manageable set of questionnaires. Providing families with a small monetary payment 

for each data collection session would likely increase the number of families who would 

agree to participate. 

In conclusion, the final study sample was highly self-selected, and therefore a case 

could not be made that it was representative of the original hospice population. 
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Successful random sampling would address this problem. Certainly, obtaining larger and 

more representative samples is extremely important in strengthening the methodological 

rigor of future studies of hospice families. 

Compositio·n of Hospice Families 

Various hospice caregiving alliances emerged in response to the crisis of the 

hospice patient and there was evidence that these alliances may not be compatible with 

the concept of the "traditional'' family. The results of this study indicated that divergence 

between the concepts of the hospice family and the traditional family had methodological 

implications, particularly in instrument selection. Forty-seven percent of the families 

:Within the study were categorized as later stage nuclear families. These were families who 

were comprised of adult children or spouses caring for the patient ·without the 

involvement of other relatives. Another 50% of the families included relatives in addition 

to adult children or spouses (extended families). In most cases, the late stage nuclear 

families and the extended families were "reunited." Of these, all families had members 

from more than one household. Caregivers typically took time away from their present 

nuclear family in order to give patient care. Only one family (3%) was early 

stage nuclear, which included parents and their young children or adolescents who lived 

together in one household. 

While the hospice family was most often representative of a combination of 

households, the experience gained in this study indicated that the members consistently 

spoke of themselves as "family." The time they took away from their other 

responsibilities (whether work or nuclear family), they did so "to care for my family 
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member." Most of the family members in this study reported moderate to high levels of 

cohesion and flexibility. This self-selected sample of caregiving families can therefore be 

described as -being democratic and being open to rule changes and role sharing. The 

caregivers reported emotional closeness, shared interest in activities, and loyalty to the 

caregiving family. Despite diverse family compositions, family members reported a sense 

of emotional and physical bonding. This apparent closeness was verified by the research 

assistants. 

The fact that most of the families included members from more than one household 

may, however, be the source of the low intraclass correlation found between the two 

caregivers on reports of family.coping behaviors. F -COPES presented respondents with 

more specific questionnaire items. For example, F-COPES items included, "When we 

face problems in our family, we respond by attending church services," and" When we 

face problems in our family, we share problems with neighbors." Although weak 

correlations may be due to other study .variabilities, it is possible that the hospice family, 

with members from more than one household, were unable to focus in on activities and 

strategies limited to the caregiving family. Instead of answering for the caregiving family 

in question, they may have answered from the perspective of their immediate family in 

another household. 

In contrast, intraclass correlations between the two caregivers were moderate to 

high when family caregivers responded to FACES II. This instrument presented 

respondents with somewhat general indications of family functioning. Examples of 
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family, everyone shares responsibilities." 

Applicability of Family Measures 
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Operationalizing family-focused or family unit concepts in research instrumentation 

is often problematic to family researchers and this was an area of difficulty in this study. 

Use of instruments that are sensitive to family-focused concepts are critical when family 

units constitute study cases. Instruments that are individually focused and are individually 

referenced (items are written from the "I" perspective) should be avoided if possible in 

family-focused research. Care was taken in this study to use instruments that presented a 

family unit perspective and were group referenced (items written from the "we" 

perspective). 

No instrument was available specifically tailored to measure family variables in the 

hospice care context. Sacrifices in some aspects of instrument content were accepted in 

order to maintain a true family focused perspective using family focused instruments. The 

two instruments selected, FACES II and F-COPES, were believed to have acceptable 

face validity with the exception of a few items in FACES II referring to child rearing. 

FACES II was piloted and found to have acceptable reliability with a hospice 

sample of six families. However, in the pilot study, several comments were made by 

respondents that suggested they were confused about several of the items. In response to 

questions referring to "children," they asked about which family (their nuclear or the 

caregiving family) was the one in question. Similarly, often questions about "rules in our 

family" led to comments about to which family the question was referring. Efforts were 
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made to facilitate this distinction between the two families by presenting an index card 

specifically outlining the caregiving family with identified stick figures representing each 

caregiving family member. This card was presented and explained to each caregiver 

immediately before data was collected for FACES IT and F-COPES. This effort was 

apparently not enough; in the present study, difficulties with certain items were apparent 

from the onset. During data collection, comments were made by many family members as 

to the relevance of the child rearing items. Research assistants had to-be coached on how 

to handle these questions and were told to tell the family member "Answer the question 

as best as you can." 

Missing information patterns pointed to the problematic child rearing items as the 

· items most often left unanswered. These five items accounted for 48% of the missing 

information from all instruments.- These items were ultimately deleted from data analysis 

resulting in a revised 25-item instrument. The adapted scale may now be more 

appropriate to the hospice caregiving family, though reliability and validity studies need 

to be ascertained with larger probability samples of the hospice population. 

F-COPES scores were determined to be unusable in this study because of the 

extremely low levels of agreement between caregiver pairs. High levels of variability 

existed at both time intervals because of small between family variability in relation to (a) 

within-family variability, and/or (b) instrument variability. Possible within-family 

discrepancies may exist simply because of the lack of agreement on family coping 

strategies; caregivers may view the caregiving family very differently. In some instances 
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the caregivers may be responding to their present nuclear family and not the caregiving 

family. 

Possibilities for instrument variability or failure include situational occurrences, in 

that the F -COPES questionnaire was usually given to the family caregivers last in the 

series of questionnaires, and caregivers may have paid less attention to the questions due 

to fatigue. Also, there may have been a general lack of interest by the caregivers in 

responding to coping strategy questions. Other variability may have been due to a lack of 

clarity of the questions or a lack of clarity of the proposed responses. Another source of 

confusion about the meaning of the F -COPES items may have been the source of 

variability in the interpretation by subjects of the research assistant's instructions to focus 

on the caregiving family. This ·study was the first time F-COPES has been used with 

specific instructions to focus only on a hospice caregiving family. Finally, the Hawthorne 

effect may have possibly attributed to the response variability in that the family caregiver 

may have wanted to portray a highly functioning or poorly functioning family unit 

because of a perception that such a portrayal was what the researcher wanted. One 

caregiver may have been thinking one way and the other caregiver could have been 

thinking another way. 

Family coping strategies have been documented by F-COPES and by other 

quantitative family-focused and individual-focused coping instruments in a variety of 

chronically ill, terminally ill, and home care situations (Enock, 1991; Hough, et al., 1991; 

Kazak, 1989; Lewis, et al., 1989; Stein & Riessman, 1980; Stetz, et al., 1986). These 

cross-sectional studies do not, however, document or address the reliability of two or 
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more family member responses within the same family. A difference in responses is 

generally viewed by family researchers as a valid indication of family conflict ( J assak, 

1992; Loveland-Cherry, Horan, Burman, Youngblut, & Rodgers, 1992). However, the 

high degree of disagreement and the fact that F -COPES was the only instrument to show 

such disagreement warrants the interpretation that this unreliability cannot be interpreted 

as caregiver conflict alone. 

Caregiver Perceived Symptom Distress Scale. 

The Caregiver Perceived Symptom Distress Scale (CPSDS) was adapted for this 

study from the Patient Symptom Distress Scale to investigate possible collaborative 

patterns between what the patient described as symptom distress and what the family 

caregivers described as the patient's symptom distress. Reliability measures for CPSDS 

can be reflected in patient strong reliability scores, strong caregiver mean reliability 

scores, and moderate caregiver 1 vs. caregiver 2 correlations. Taken together, these 

findings reflect a high degree of consistency for the SDS and CPSDS as a measure of 

patient symptom distress. As a supplemental test of reliability, test-retest and stability 

coefficients were calculated between responses for the instrument at one time period vs. 

another. Strong correlations for family caregiver one (Pearson Correlation Coefficient) (r 

= .85) and family caregiver two (r = .83) indicate strong stability over time for each 

caregiver. 

SDS and CPSDS reflect good consistency in measuring patient's symptom 

distress. Patient and caregiver congruence for the symptom distress scales reflected a 

degree of high agreement among three independent sources (patient, caregiver 1, and 



106 

caregiver 2) on the severity of symptom distress. This may be due in part to the detail of 

the questionnaire responses. Each of the five possible responses to the 13 symptom 

distress items are highly calibrated (i.e., choice selections have objective assessment 

criteria) which are geared to each specific response. In addition, the entire instrument is 

probably of great interest to the family because it focused on an area of concern (patient 

care) that greatly impacted the family unit. The adjustment and management of 

distressing physical symptoms may very well be the most important area of concern to 

both the patient and caregiver. 

The content validity of the SDS and CPSDS ·appeared high because common-sense 

examination of the items make sense for a measure of patient symptom distress. Criterion . 

validity required the identification of some other instrument that accurately measures the 

variable of interest. The SDS could be considered the "gold standard" for measuring 

patient's level of symptom distress for which the newly adapted CPSDS can be 

correlated. The SDS was developed in 1976 and, after extensive field testing, has been 

used with a wide variety of patient populations. The SDS scale has established reliability 

and validity. The highly correlated CPSDS is concurrent with SDS and therefore appears 

valid with this hospice sample. 

Interpretation of Findings 

Hospice Family Functioning 

No major changes in family cohesion and family flexibility occurred over time. 

Cohesion scores slightly increased and flexibility scores slightly decreased. These findings 

were in concert with previous research that found that once families entered a particular 
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phase of illness, their functioning levels (cohesion and flexibility) did not change (Barnes, 

1993; Lewis & Hammond, 1992; Woods, et al., 1993). This supports also part of Olson's 

( 1996) premise that unbalanced family systems (extremely low levels of flexibility and 

cohesion) tend to stay stuck in their extreme pattern. This, Olson stated, may often create 

more stress. Olson contends also that balanced families (families with average to high 

levels of cohesion and flexibility) will tend to change to another system type to adapt. 

Because of adjustment made to FACES II, it was not possible to examine Olson's family 

types in this study. 

Families with lower levels of cohesion and flexibility, when taken as a group, 

required more hospice. visits and had greater discrepancies between the caregivers. On 

admission to hospice, this ·lower cohesion and lower flexibility group had a greater 

symptom distress. Given that family caregivers were most often reconstituted family· 

members representing several households, coming together as one '(fam.ily" was probably 

a difficult endeavor. It was surprising that more hospice caregiving families did not sho-w 

lower levels of cohesion and flexibility because of their probable physical and emotional 

separateness. This may, however, be affected by the validity of the family functipning 

instruments in the hospice setting. 

A strength of this study was that data were collected from two different family 

members. FACES II encouraged using both the mean score and discrepancy score of the 

family caregivers. The discrepancy scores highlighted the individual differences between 

family caregivers. Families in this study with low cohesion had high FACES II 

discrepancy scores (Table X) between the two family caregivers. Families with lower 
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levels of cohesion tended to be focused outside the family and preferred a high degree of 

emotional and physical separateness from other family members. Therefore, it was

expected that caregivers who continue to maintain their focus outside the caregiving 

family unit would have disagreements or differing views from the other caregiver. 

Higher patient symptom distress was experienced by the patients (on admission to 

hospice) in families with low cohesion and low flexibility. One reason for higher symptom 

distress in these families may have been that the patient felt heightened tension associated 

with conflict between the two caregivers. Symptom distress may also have been related 

in part to family temperament, e~otional and physical closeness, and family peacefhlness. 

Another reason might be that high symptom distress may lead to poorer famaily 

functioning. Whichever theroy was correct, it appeared that hospice responded to the 

family's increased needs for symptom management by more frequent visits and this may 

have been successful in lowering distress. This interpretation was consistent with the 

finding that symptom distress was lower for low cohesion and low flexibility families than 

for families with higher cohesion and higher flexibility when the final measure was taken 

at week four. 

Families with lower levels of flexibility tended to be authoritarian, have stable and 

unchanging roles, and have difficulty changing their power structure. These extremely 

rigid interactional patterns described reconstituted families in which one or both 

caregivers were highly controlling and negotiations tended to be limited. When two 

families come together to work toward one common goal, concessions need to be made 

and roles need to be negotiated. An unbending and highly controlling family environment 
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is not conducive to the palliative care needed by the terminally ill patient; it was not 

surprising that symptom distress was higher for these families. It was possible and 

probable that hospice made attempts to facilitate open communication and negotiate 

decision making. The family's level of flexibility, however, showed almost no change 

despite an increase in hospice visits. This was in keeping with Olson's (1996) observation 

that low flexibility families do not tend to change. 

Family Perceptions of Symptom Distress 

Patient perceived symptom distress and caregiver perceived symptom distress were 

highly correlated at one week and four weeks after hospice. These findings suggested 

that caregivers may be very reliable sources of the patient's symptom distress, although 

·the self-selected sample of families may account for this observed-relationship. On one 

hand, this finding ·was in contrast with two previous studies which found the caregiver's 

-determinations of the presence and severity of symptoms to be incongruent with that of 

the patient (Giardino & Wolf, 1993; Lewis, 1993b). The researcher conducted these. 

- studies with cancer patients early in the dying trajectory. On the other hand, a previous 

study conducted with a hospice sample found patient caregiver congruence on 

perceptions of symptom distress (McMillan & Mahon, 1994b ). The symptom distress 

scale (SDS) was used in all three of these studies. While additional research clearly is 

needed to explore the phenomena of congruence between cancer patients and caregivers 

in the perception of symptom distress, the late phase of dying may be a time of increasing 

congruence in these perceptions. Clear descriptions of the sample included in these 

studies was also important. 
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In the later phases of the dying trajectory, at the point of hospice intervention, 

curative measures and aggressive treatment modalities (chemotherapy, radiation therapy) 

were no longer being initiated; the family, in most instances, was resolved to giving the 

patient palliative care. At the point at which the family invited hospice into the home, 

there usually was more acceptance of the impending death and therefore the family may 

be focused on symptom management. 

Another aspect of congruency in perceptions of symptom distress between patient 

and caregiver may be that, at the terminal stage and with 6 month life expectancy, all 

family members were focused on a common goal of a peaceful death. More time ntay be 

taken with the patient during this time when aggressive measures were not being sought 

and the main purpose of the care giving family had changed. from cure to care. The impact 

of impending death may encourage more meaningful interaction between members of the 

family. The caregiver and patient may be more harmonious in their actions· and in their 

conversations. 

It also was possible that congruency was present because symptoms during the 

terminal/hospice stage were usually more stable as compared to earlier cancer treatment 

stages. For example, during early cancer treatment stages, chemotherapy was common 

and was often accompanied by diarrhea, nausea, a diminished appetite, a concern about 

one's appearance, and a terrified outlook on life. All of these symptoms were part of the 

Symptom Distress Scale and may be expected to change from day to day. 

Yet another possibility for the later stage congruency between caregiver and 

patient in their perceptions of symptom distress was that at the point of hospice 
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admission, the physician-to-patient interaction decreased and caregiver-to-patient 

interaction increases. Symptom distress monitoring was being removed from the 

physician and given to the family caregivers and hospice nurses. Family caregivers had 

taken on, with hospice support, much of the full responsibility of monitoring and abating 

symptom distress. 

Hospice Home Care Involvement 

Hospice involvement, as measured by the number of actual hospice staff home 

visits, decreased from an average of 10 visits the first and second week after hospice 

admission to nine visits the third-and. forth week following hospice admission. ·This 

finding was indicative of the initial-assessment visits of hospice's multi-disciplinary team 

as the patient was being admitted. Because hospice staff manages patient care through 

telephone communication as well as home visits, it was probable that hospice intervention 

was not accurately described by a measure including only home visits. 

Hospice involvement was conceptualized, for this study, as a type of family 

intervention aimed toward "balancing" families in need. The operationalization of hospice 

involvement in this study involved tracking, in a very methodical manner, the amount of 

time hospice team members spent with the family. In families where family functioning 

difficulties were evident, hospice input was expected to increase. In instances where 

family difficulties were minimal, hospice was expected to be involved to a lesser degree. 

Despite limitations of the hospice involvement measure, hospice involvement did 

appear to have the expected balancing effect upon certain hospice families within the 

study. Hospice visits were greater for the outlying families with lower levels of cohesion 
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and flexibility. Hospice visits were more frequent to families with higher levels of 

symptom distress and caregiver perceived symptom distress. This suggested that hospice 

staff visitation did increase when family needs were high. Hospice strove to balance 

disruptions within the family, though the extent of hospice's input can only be accurately 

measured through a revised instrument that would comprehensively indicate hospice 

involvement. 

Conceptual Model 

Conceptual perspectives from the Resiliency Model of Family Stress, Adjustm.ent, 

and Adaptation (McCubbin & McCubbin, 1993) identified dynamic family concepts· that 

may interrelate as hospice home care families struggle to adapt to the stressors of end-

, stage terminal cancer. Family coping, family appraisal of the stressor, family resources,. 

and family type were the four interacting components of the model that guided this 

research. The framework of this resiliency model was useful for understanding the 

stressors and the challenges that hospice families encounter during the last stage of the 

dying trajectory. Findings from· this study revealed clear descriptive patterns within most 

of the model components. 

The "family coping" component within the resiliency model was precluded from 

being empirically tested because of poor intraclass correlations between the two 

individual family caregivers on the family measurement, indicating a poor measure of 

family coping. This component was not examined within the scope of the model because 

of the inability to use F -COPES data to measure coping strategies between and within 

families. Further investigation of this caregiver variability will be important as hospice 
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family unit research, and thus the scoring of data from two or more family informants, 

increases. Before use ofF-COPES with the hospice population continues, further 

research needs to be conducted to investigate the reliability ofF-COPES for family unit 

coping strategies. 

Family appraisal, a second interacting component of the model, was investigated in 

this study. Appraisal, the family's perception and definition of the stressor, was 

operationalized in this research as caregiver perceived patient symptom distress. This 

study documented the importance of the caregiver's perception as a reliable and valid 

source of patient symptom distress. Because of clear perceptions, caregivers were better 

able to engage in constructive and realistic actions as they gave patient care. To further 

investigate the caregiver's reliability and validity as a source of patient needs, studies are 

needed that compare patient and individual family caregiver perceptions of other needs. 

In addition, comparison studies of the congruence of patient and caregiver perceived 

distress at different stages of the dying trajectory would improve hospice worker's ability 

to make accurate assessments. 

Family resources, a third component, were operationalized in this study as hospice 

involvement. It was anticipated that hospice involvement would act as a moderator in 

attempting to diminish family stressors and balance other interacting components of the 

model. The measure used to capture hospice involvement was limited in that the number 

of hospice home visits did not capture the full impact of hospice involvement, since other 

types of contacts such as telephone communication and staff networking were not 

included. However, because patterns of increased hospice home visitation were evident 
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With families having lower levels of flexibility and cohesion and high levels of symptom 

distress, this component appeared to have a meaningful impact within the model. Hospice 

support appeared to closely interact with the family appraisal component because, as 

patient symptom distress increased, the number of hospice visits increased. Hospice 

support, too, had meaningful interaction with hospice family type because hospice 

involvement increased for those families with lower levels of cohesion and flexibility. 

Hospice involvement, as a family resource, appeared to enable the family to better 

manage the pileup of stressors. Studies using more reliable measurement tools to assess 

hospice involvement wouldl increase the accuracy of the measurement of the impact 

hospice involvement has on the other model components. 

Finally, family type, as the fourth interacting cornponent, was conceptualized in 

this study as observable patterns of family flexibility and cohesion. When outlying families 

within the study were isolated, clear descriptive patterns of low cohesion and low 

flexibility levels were revealed within these families. Emphasis on patterns of cohesion 

and flexibility had been shown to be useful in describing patterns of family change (or the 

lack of change) over the course of hospice experience. The differential patterns of family 

cohesiveness and family flexibility observed indicated that this concept distinguished 

hospice families from one another and provided useful information regarding various_ 

family-unit response trajectories during terminal illness. 

Family type, also, appeared to interact with the model components of family 

resources and family appraisal. Those families with low cohesion and low flexibility 

appeared to have higher levels of symptom distress and thus encouraged a greater 
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number of hospice visits than did those families with moderate to high levels of cohesion 

and flexibility. These results may provide some impetus to family researchers in the 

hospice field to further investigate family types. Future researchers have a rich 

opportunity to develop scientific knowledge regarding family responses to terminal 

illness. 

The components of the Resiliency Model, as evident by the descriptive trends 

obtained in this study, appeared to provide a good framework for understanding a 

hospice family's response to stress over time. In addition, these components appeared to 

interact with each other in an attempt to strengthen and mobilize the family to deal 

constructively with the stressors placed upon it. The Resiliency Model was useful for 

understanding the demands and challenges that hospice families experienced. With this 

understanding, future researchers using this framework could develop insights that inay 

allow for improving hospice family assessment and intervention. 

Clinical Implications 

Cancer represents a severe, acute threat to the psychological, physical, and social 

well-being of the terminally ill person and their family. Cancer disrupts the equilibrium of 

the family and changes emerge as the family attempts to balance itself and strives toward 

homeostasis. Substantial changes from one week after hospice admission to four weeks 

after hospice admission in family cohesion and flexibility were not observed in this study. 

This lack of change in cohesion or flexibility might be due to the phase of the death 

trajectory that these families were in. The terminal phase, the stage of hospice admission, 

came at a point where successful resolutions may have already been achieved and the 
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family's intense stressors were lessened. The caregiving family had, in most cases, been 

identified and had begun rallying around the terminally ill patient. Curative measures and 

aggressive treatment modalities (chemotherapy, radiation therapy) were no longer being 

initiated; the family was resolved to palliative care. When the family contacts hospice, it 

has broadened its base of support by reaching out for help. Patient symptom distress 

resolution and preparation for death becomes the family's major focus. 

Research (Lewis & Hammond, 1992; Olson, 1996; Woods, et al., 1993) supported 

findings in this study that the family patterns of low cohesion and low flexibility did not 

tend to change over time. Therefore, early assessment of family cohesion and flexibility to_ 

provide a baseline could be important. Nursing implications might include early detection 

so that these families with low cohesion and flexibility, most likely evident by family 

incongruence and rigidity, could be tracked in the early stages of the dying trajectory. 

Though change did not appear evident, if a collaborated effort between health care 

professionals at varying stages of the dying trajectory could focus on these high risk. 

families and follow them throughout dying stages, it would be possible that these families 

could be helped. Families with low levels of cohesion and low levels of flexibility 

appeared, from information obtained from this study, to have slightly higher levels of 

symptom distress on admission to hospice and a definite need for an increased number of 

hospice visits. Early intervention with these high risk families could prove helpful in 

preventing or diminishing these occurrences. 

Measures of family cohesion and flexibility appeared to provide a basis to 

distinguish hospice families from one another. Because families may be distinguishable, 
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strategies that move families stagnating in an extreme type of functioning (low cohesion 

and flexibility) toward a more balanced type of family functioning (moderate to high 

levels of cohesion and flexibility) were likely to result in increased family competence and 

increased family satisfaction. Families with low levels of cohesion were often in conflict 

with one another and tended to go their own way. A clinical challenge for the health care 

professional is to foster a collaborative effort within the family. An effective strategy 

would include meeting with family caregivers as a group for discussions regarding the ill 

family member's care. The health care professional could work with family caregivers 

toward the adoption of shared goals for the care of the patient. An attitude of"we're in 

this experience together" should be modeled by the hospice staff at every opportunity. 

Families with low levels of-flexibility were characterized by a very limited ability to 

change existing family roles. Rigid families were typically headed by at least one 

dominating family member. Possible approaches that would move a rigid family toward a 

higher level of flexibility included facilitating increased family communication, attempting 

to diminish the power of the dominating family member by introducing the possibility of 

negotiation before arbitrary decisions were made, and encouraging the exploration of at 

least two alternatives to solving a particular problem. 

FACES II discrepancy scores between family caregivers were much larger for 

families with lower levels of cohesion and flexibility than for families with moderate to 

high levels. Discrepancy scores indicated disagreement between family members. Family 

caregiver pairs, therefore, that have large differing perceptions on the cohesion and 

flexibility of the family should be highlighted as members of families which may need 
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more guidance. Intervention strategies that may work in families with high discrepancy 

scores included attempts to engage the family members to work together on behalf of the 

ill family member. These family members needed to frame patient care as a collaborative 

effort, valuing the input of each member. Hospice staff may want to help family members 

establish clear and consistent family roles and mutual expectations. 

Another area for possible clinical implications centered around the findings in this 

study that a family caregiver's perceptions of the patient's symptom distress highly 

correlates with the patient's perceptions. This finding has potential to be helpful in using 

the caregiver's input in organizing care for the patient; patient caregivers appear to be a 

good source of patient symptom distress info·rmation. Hospice nurses make physical 

assessments of their patients routinely, but generally do so from patient-nurse 

communication. It appears that nurses, in the event that the patient is unable to 

communicate symptom-distresses, could possibly assess changes and adjust nursing -

intervention for their patients by relying on the caregiver's report. 

Recommendations for Future Research 

The methodological implications of this study are instructive in designing and 

conducting future research with hospice caregiving families. Recommendations for future 

research are presented with discussion of the following topics: the importance of 

determining feasibility, types of data collection, instrument development, and longitudinal 

designs. 

Feasibility 

Determining the feasibility of future hospice family studies should involve the 
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examination of time and financial requirements, availability of families, and collaboration 

with others. Home studies are expensive and time consuming. Potential sources for 

funding should be considered. With funding in place, it might be helpful to offer monetary 

incentives to possibly increase the acceptance rate for hospice family members. Monetary 

incentives at each data collection period with a balloon incentive on the last collection 

period may provide the inducement needed for family members to agree to participate 

and stay motivated enough to complete the longitudinal study. 

When designing a hospice family unit research study, future researchers should 

carefully consider the availability of the family. Seventy-five percent of the cancer 

patients admitted to the Augusta hospice were excluded for a variety of reasons: the 

patient was living in an institutional setting such as a personal care home or nursing 

home, caregivers were paid or unrelated, two caregivers were not available, patients had 

been diagnosed with cancer within the past 30 days, patients may have been diagnosed 

with cancer related to AIDS, or patients were not expected to live for the seven week 

investigation period. This highly selective process severely limited the representativeness 

of the hospice sample from the onset. This extreme family selection process was not 

discovered until data collection had ended and hospice records were reviewed. Future 

researchers should carefully weigh their inclusion and exclusion criteria so as not to 

severely restrict available families. Furthermore, it is highly recommended that periodic 

reviews be made of the selection process throughout the data collection period. This may 

include periodic meetings with the hospice staff to determine if the staff's method of 

selection continues to be in accordance with study criteria or to determine any difficulties 
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that the staff may be having in the selection process. In addition, obtaining periodic 

reviews of hospice records to compare the number of hospice admissions vs. the number 

of study participants selected for possible participation by the hospice staff would give 

opportunity to correct any perceived problem. Frequent review of this selection ratio may 

offer insight for possible difficulties in obtaining a sample indicative of the hospice 

population. 

Another possibility for increasing family participation would be planning a study 

that would interest the family. Families may be more willing to participate in studies when 

they understand the rationale for the study and they may be more amenable to 

participating in research that directly benefit or impact them.· In the present study, it may 

have been that families were interested in patient symptom distress and were not 

interested in caregiver coping strategies. This may account for family caregiver 

congruence for patient symptom distress and incongruence for family coping strategies. 

Refusal rates among possible study participants was high. A possible reason for 

the high refusal rate was the vulnerable time frame in a family's life and their need for 

privacy and time together. The timing of the study presentation to possible participants 

may have been an additional reason for the high refusal rate. The presentation was 

organized at times when the family may have been overwhelmed with hospice admission 

paperwork. Future researchers should consider making the initial contact for participation 

later than one week after hospice admission. 

Refusal rates were high even after the initial home visit. Studies, in the future, 

should consider making a first, introductory visit to the consenting family to establish 
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rapport, explain the study, and obtain permission to begin the research. This introductory 

home visit would enable the second visit and the first data collection occasion to be 

shorter and less taxing for the families. This would, hopefully, improve family 

participation. 

The collaboration of hospice administration on a larger scale may have been 

helpful in this study. Because funding resources were used to finance research assistants, 

hospice staff were only asked to assist in the selection process for the study sample. In 

retrospect, soliciting the involvement of hospice staff and administration in the planning 

and implementation of the study may have been a more efficient use of time and money. 

This present study may have been more representative of the hospice population if data 

collection was integrated into the ·hospice routine. Within the realm of their practice, 

hospice staff could routinely ask questions, for example, relating to family cohesion and 

flexibility. Research data collection intertwined with the daily routine of hospice nursing 

and social worker practice would insure that hospice families would not view the data 

collector as an outsider. Data collection would be less intrusive. Future researchers 

should collaborate with hospice administration in the design of future hospice studies. 

The hospice organization and the hospice researcher both desire to develop informative 

research project with reliable and valid findings. 

Types of Data 

Traditionally, almost all research with families had relied on data collected from 

one family member. When this occurs there is no reference to the views, perceptions, or 

actions of other family members; such measurement occurs at the "individual" level of 
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assessment. Statements derived from such data may reflect only the particular 

respondent's views or behavior and, therefore, may not accurately represent the family 

unit. It is important to note that hospice studies that identify only an individual family 

member's response ignore the dynamic nature of the family unit's response to the 

terminal illness. Studies of this nature may not capture an accurate impact of the illness 

on the family (Jassak, 1992). 

A major problem and a major challenge facing family clinicians and researchers is 

I ascertaining data that will reflect the family as a unit. Studies are needed that examine 

family variables using data that reflects the family unit. Relational data, as used in the 

present study, were generated from more than one family member with dual scores being 

combined into a single score. Transactional data are derived from observations of the 

entire unit and are not a reflection of the separate contributions of family members, 

individually or in combination. Transactional data, which includes qualitative and 

quantitative research strategies, can be generated only by means of naturalistic inquiry or 

observations of structured interactions among family members. 

In the present study's pilot investigation, relational data were collected from all 

hospice family members who the patient identified as caregivers. Family caregivers in 

each family ranged from two to five respondents. Data collection, because of the 

difficulties in approaching all the caregivers at three time intervals, was tedious and time 

consuming. Therefore, it was decided to involve only two main caregivers in the data 

collection process for the present investigation. Because of knowledge gained from these 

two studies and depending on the study objectives and funding of future researchers, 
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However, researchers using a cross-sectional research design that is reflective of the 

family unit, may want to include two or more caregivers. 
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Family unit studies using transactional data may more clearly capture the 

dynamics of the hospice family while caring for an ill family member. Transactional data 

may also more accurately reflect changes within the family over time. Transactional data, 

data generated by measurement of actual family relationships, have the advantage of 

being able to allow family interaction to be audio or video taped and thus allowing 

opportunities to capture nonverbal behavior and to observe who is speaking to whom. 

Instrument Development 

Currently no instrument specifically is designed to measure family variables in the 

hospice care context. Instruments typically designed to measure- the traditional nuclear 

family appear unreliable, possibly because of the diversity of the hospice family. In 

addition, instrumentation reflective of the family unit lack congruence between 

conceptual framework and instruments. Instruments that are sensitive to family data must 

be developed. 

No instruments were developed in this study to measure family functioning within 

the hospice family unit. A family-focused perspective was attempted by using instruments 

valid and reliable for family unit research in other settings. However, the two self-report 

instruments ( FACES II and F-COPES) that were selected for use in the study presented 

specific problems. 

The five child rearing items in FACES II confused respondents and, in addition, a 
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high percentage of data were missing on these particular items. The questionnaire in the 

present study excluded these five questions resulting in a revised FACES II. The revised 

scale may be more appropriate to the hospice caregiving family; however, studies are 

needed to ascertain this revised scale's reliability and validity within the hospice 

population. Further development of instruments adapted tbr the hospice population and 

with a focus on family cohesion and flexibility as well as other family concept Will 

improve future research. Studies are also recommended that examine the comparison 

groups of non-hospice families responding to the demands of terminal illness. In addition, 

studies are needed that examine and compare hospice families from diverse communities 

or cultures . 

. F -COPES, although widely used in a variety of settings, was found in this study to 

be an unreliable measure of family coping strategies for the family unit. No study has 

been found, however, that correlates coping strategies among family caregiver. Future 

research must include information on the quality of family measures. Findings from these 

future studies will be helpful in discerning whether variability between caregiver family 

members were indicative of instrument or caregiver variability. If findings reveal 

caregiver variability, future research should focus on examining sources of variability of 

caregivers within a family. In addition, future research is needed to test hypotheses about 

varying caregiver congruency at different stages of the dying trajectory. Finally, if 

findings reveal poor instrument reliability, development of new instruments to measure 

family coping for the hospice family will be necessary. 



125 

The caregiver perceived symptom distress scale reflected good consistency in measuring 

patient's symptom distress. Studies that provide further evidence of the validity and 

reliability of this newly adapted instrument in the hospice setting need to be encouraged. 

Although the evidence provided appears promising, this finding needs to replicated with a 

larger and more representative sample. 

Longitudinal Studies 

Longitudinal studies are important in measuring changes in the hospice family. 

Measuring family functioning up until the time of the ill family member's death would 

give rich information about how families function through the entire terminal phase. 

Longitudinal studies that begin after hospice admission and continue with data collection 

at consistent intervals until the terminal patient dies provides valuable information about 

end stage of the dying trajectory. In addition to providing conceptual information 

throughout the dying process, this information would allow the researcher to more 

accurately compare families at varying stages in the dying trajectory. 

Summary 

In making recommendations for future hospice researchers, several issues were 

discussed. These issues included the feasibility of the proposed study, sources of data 

collection, the need for instrument development, and the need for longitudinal studies. 

Family science is a complex field and clear objectives for any future research must be 

conceptualized before one can appropriately weigh the issues. The actual objectives for 

the research, and expected benefits to the target group, will dictate issues of study design, 

family participation, funding, as well as other considerations. Feasibility issues related to 
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future studies discussed the need to examine time and financial requirements, availability 

of families, and collaboration issues in the early design stage of research so that possible 

unexpected complications can be abated. Issues relating to types of data collection were 

discussed placing emphasis on the need to encourage studies that are reflective of the 

family unit. Because there are currently no instruments specifically designed to measure 

family concepts for hospice families, the need for future researchers to develop ·new 

instruments or to revise existing instruments was encouraged. Finally, the importance of 

longitudinal hospice studies was emphasized. 

Future hospice researchers should encompass the conceptual issues distinguishing 

family-related research and family-focused research. Family-focused research examines 

the responses of more than one family member though relational or transactional data. 

The conceptualization, measurement, and analysis aspects of hospice research all should 

reflect. the family as a unit. The hospice movement and a growing concern for the family 

have seen a surge of interest in the past years. Certainly, research supporting these 

movements needs to be expounded and supported. The prospects of such research 

fostering the development of scientifically sound family perspectives in hospice nursing 

practice are good. 
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RE: 

toaar•Mrs. Barnes: 

PROJECT TITLE: Changas in Cohesion. 
Coping. and Adaptation in Hospice 
Families with Cancer 
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\ 
The material you submittsd ragarding ths above-referen~ed . . 
broject was presented to the St. Joseph Hospital 
Institutional Review Board at its meeting of February 12, 
1993. At the request of the Review Board, your study was 
also reviewed by Dr. Michael Willoughby as Medical Director 
of ihe St. Joseph Hospital Hoscice program. It has been 
determined that vour project is exe~pt from further review 
since it involves only collection of questionnaire data and 
patient confidentiality is being assured. 

Institutional Review Board 



August 10, 1995 

Ms. Catherine Barnes 

Turner McCall Blvd. 
P.O. Box 233 

Rome, Georgia 30162-0233 
(706) 802-2000 

Subject: "Changes in Cohesion, Adaptability, Symptom Distress, & Coping in 
Hospice Homecare Families with Cancer" 

Dear Ms. Barnes: 

The Institutional Review Committee (IRC) voted unanimously to approve the protocol and 
consent form for the above study at their recent meeting. If you encounter any unanticipated 
problems or serious adverse events, or wish to. make changes in the study protocol, please notify 
the committee immediately. Also, I would appreciate your providing a progress report to the 
committee for the IRC meeting in January. (Ms. Thomas will let you know when the meeting ·is 
scheduled.) 

Ple·ase be advised that the committee amended the requirements for the consent form as 
follows: If a study involves in-patients at Floyd Medical Center, a signed consent form that 
allows review of the chart must be placed in the patients' medical records. The consent form 
should include names of the authorized representatives or companies that will review the chart. 
The representative will be asked for appropriate identification on presentment to the Medical 
Records Department. 

If we can be of further assistance, please let us know. 

Sincerely, 

Edward W. Brewster, Jr., M.D., Chairman 
Institutional Review Committee 

gt 

c: Ms. Liz Tierney, Medical Records Director 
Ms. Joy Jones, Hospice Program Director 
Mr. Bill Waters, PresidenUCEO 

VI+ A. Member of Voluntary Hospitals of America, Inc.. 
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Da~e 145 
Subject .. ID _________ _ 
Interviewer ----,-----Length of interview -------

Debriefing Form 

Please complete this form as soon after the interview as 
possible. It is suggested you drive around the corner from 
the subject's house and complete it in your car. 

1. List environmental factors that may have influenced the 
interview. 

2. List any personal factors that may have influenced the 
interview (ie. subject hard of hearing; poor vision,). 

3. How willing was the family to be open with you during the 
interview (i.e. ;..Jilling to share infonnation freely)? 

Uilling ---- ____ Unwilling 

extremely s~hat slightly neither slightly somewhat extremely 

4. How do you feel about the interview at this time? 

Happy __ _ _ ___ Sad 

extremely somewhat slightly neither slightly somewhat extremely 

Good--- Bad 

extremely sc:me'oc'hat slightly neither slightly s~at extremely 

Frustrated ___________ _ --- --- ---- ACCOCJ""9l ished 
extremely somewhat slightly neither slightly somewhat extremely 

Tense __ _ Relaxed 

extremely sCUle\c'hat slightly neither slightly somewhat· extre1nely 

5. How successful do you think the interview~was? 

Successful __________ Unsuccessful 

extremely s~at slightly neither slightly somewhat extremely 

6. How effective do you think you were as an interviewer? 

Effective ___________ _ __________ Ineffective 

extremely somewhat slightly neither slightly somewhat extremely 



Date 
Subj_e_c~t--I-D----------------~14~6~---

Interviewer 
~----~-------------Length of i·nterview ---

7. Please list any difficulties you may have had with any of 
the questionnaires. 

Questionnaire Problem 

1. 

2 . 

3 • 

4. 

8. Do you have any suggestions on how the problems can be 
corrected? 

9. Are there any things you can identify that you might want 
to do differently for the next interview? 

10. Other comments you would like to share?. 
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APPENDIX C 
PATIENT CAREGIVER CONSENT FORM 



Hospice Family Member 
Page 1 of2 pages148 

INFORMED CONSENT 

CHANGES IN COHESION, ADAPTABILITY, SYMPTOM DISTRESS, & COPING 
IN 

HOMECARE FAMILIES WITH CANCER 

Catherine S. Barnes, RN, BSN, MA, Principal Investigator 
Lori Harrell, Co-Principal Investigator 

Anne Elizabeth Sellers, Co-Principal Investigator 
Susie Tranum, Co-Principal Investigator 

I have been invited to participate in a research study about families 
coping and adapting when caring for a family member with cancer in the 
home. I have been asked to participate because I am giving homecare for 
a family member with cancer. About 50 other families will be included 
in this research study. 

I understand that I will complete several written questionnaires on 
three different occasions. This will take approximately 20-30 minutes 
to complete. The questionnaires will be given at each of three home 
visits: 1 week, 4 weeks, and 7 weeks after admission into hospice. One 
questionnaire measures ways families cope; another measures how my 
family is adapting to the situation we are in (caring for your ill 
family member); a third questionnaire will ask me about my ill family member's 
symptoms. One questionnaire will ask my occupation, level of 
formal education, age, sex, religious preference, income, and general 
health. This particular questionnaire will be given only at the first 
interview. 

The presentation, by the co-principal investigator, of the family study may 
be periodically tape recorded; it is possible that my voice may be recorded as 
well though attempts to prevent this will be taken. 

·1 will neither be paid or charged anything for my participation in 
the study. 

There is no foreseeable physical, psychological, social, or legal 
risk associated with this study, although I may experience some uneasy 
feelings in answering questions about the how my family is coping and 
adapting to this situation. 

Although participating in this study may not benefit me directly, it 
may help researchers understand how a family copes and adapts during the 
crisis of cancer. 



Page 2 or 2 pages 149 

I understand that the questionnaires will be kept in a locked file 
cabinet. My name, or any other personal identifying information, will 
not appear on any data. No individual, family, or hospice/hospital will 
be identified in any report, presentation, or publication. Only group 
data will be reported. 

I understand that my participation in this research study, and the 
research records specifically related to it, will be confidential, 
unless specifically required to be disclosed by state or federal law. 

I understand that the Medical College of Georgia, Floyd Medical Center, 
Community Hospice, or St. Joseph Hospice assumes no obligation to pay any 
money or provide free medical care in case this project 
results in any harm to me. 

I understand that being in this study is completely voluntary, and 
that I may withdraw from the study at any time. If I refuse to be in 
this study, or withdraw from the study at later time, it will in no way 
affect the care of my family member with Community Hospice. I 

· understand that Catherine Barnes may be reached at 770-382-2733 and she 
will answer any further questions I may have at any time concerning the 
study and procedures. If I have any questions or concerns about the 
rights of research subjects, I may contact Dr. George Schuster at 706-
721-2991 at the Medical College of Georgia, Dr. Edward Brewster of Floyd 
Medical Center at 706-802-2000, or Dr. Larry Wells at 706-481-7572 at St. 
Joseph Hospital. 

The risks and benefits to me, if I participate in this study, have 
been explained. I have had the chance to ask questions and these have 
been answered. 

Participant's Signature 

Co-Prinicpal or Principal Investigator's 
Signature 

Date 

Date 



APPENDIX D 
PATIENT CONSENT FORM 
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Hospice Client 
Page 1 of 2 pages 

INFORMED CONSENT 

CHANGES IN COHESION, ADAPTABILITY, SYMPTOM DISTRESS, & COPING 
IN 

HOMECARE FAMILIES WITH CANCER 

Catherine S. Barnes, RN, BSN, MA, Principal Investigator 
Lori Harrell, Co-Principal Investigator 

Anne Elizabeth Sellers, Co-Principal Investigator 
Suzie Tranum, Co-Principal Investigator 

I have been invited to participate _in a research study about families 
coping and adapting when caring for a family member with cancer in the 
home. I have been asked to participate because I am a hospice client 
living at home with my family. About 50 other families will be included 
in this research study. 

I understand that on three different occasions (at 1,4,and 7 weeks 
after admission into hospice), I will be asked to complete one short set 
of questions about how I am feeling. This should take 3-5 minutes. One 
additional questionnaire will be given only at the first interview and 
will ask me questions about my occupation, age, sex, income, and 
educational level. 

The presentation, by the co-principal investigator, of the family study may 
be periodically tape recorded; it is possible that my voice may be recorded as 
well though attempts to prevent this will be taken. 

I give my persmission for the prinicpal or co-principal investigator to 
review my hospice chart in seven weeks to document the number of hospice 
visits made to my home. 

I will neither be paid or charged anything for my participation in 
the study. 

There is no foreseeable physical, psychological, social, or legal 
risk associated with this study, although I may experience some uneasy 
feelings in answering questions about the how my family is coping and 
adapting to this situation. 

Although participating in this study may not benefit me directly, it 
may help researchers understand how a family copes and adapts during the 
crisis of cancer. 

I understand that the questionnaires will be kept in a locked file 
cabinet. My name, or any other personal identifying information, will 
not appear on any data. No individual, family, or hospice/hospital will 
be identified in any report, presentation, or publication. Only group 
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data will be reported. 
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Page 2 or 2 pages 

I understand that my participation in this research study, and the 
research records specifically related to it, will be confidential, 
unless specifically required to be disclosed by state or federal law. 

I understand that the Medical College of Georgia, Floyd Medical Center, 
Community Hospice, or St. Joseph Hospice assumes no obligation to pay any 
money or provide free medical care in case this project 
results in any harm to me. 

I understand that being in this study is completely voluntary, and 
that I may withdraw from the study at any time. If I refuse to be in 
this study, or withdraw from the study at later time, it will in no way 
affect my care with Community Hospice. I understand that Catherine 
Barnes may be reached at 770-382-2733 and she will answer any further 
questions I may have at any time concerning the study and procedures. 
If I have any questions or concerns about the rights of research 
subjects, I may contact Dr. George Schuster at 706-721-2991 at the 
Medical College of Georgia, Dr. Edward Brewster of Floyd Medical Center at 
706_-802-2000, or Dr. Larry Wells at 706-481-7572 at St. 
Joseph Hospital. 

The risks and benefits to me, if I pa'rticipate in this study, have 
been explained. I have had the chance to ask questions and these have 
been answered. 

Participant's Signature Date 

Co-Principal or Principal Investigator's Signature Date 
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APPROVED 

INf.·ORMED ~ONS\'jf. 
n~:E· &.11- f' .:J 

.. · ... ~;·.:~~;· 
·.~ 

• 

Page I of I 

INFORMBD .CONSBNT 

CHANGBS IN COHBSION, ADAPTABILITY, SYMPTOM DI8TRR88,AND 
COPING IN HOSPICE FAMILIES WITH CANCER 

In addition to consenting to be in this study, I also 
consent to Catherine Barnes taking photographs of me and my 
family. I understand that these photographs will be used in 
the presentation of her research. This will be used only' 
for scientific presentation. 

Participant's Signature 

Co-Principal or Principal Investigator's 
Signature 

Date 

Date 
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First Interview: 
155 

1. Introduce yobrself and "chit chat" a bit. 

2. Explain the study: This study is being conducted by a 
hospice nurse who wants to find out how families are doing 
as they care for their ill family members in the home. 

Some families do well and others have a very difficult 
time. We want to find out how hospice can help those 
families who are having difficulty. 

We will need for you to answer these questions today, 
in four weeks, and in seven weeks. 

3. We will not use you name at any time. All this 
information is confidential ... we will have a coqe name for 
you. 

4. This first time will be much longer than the next 
interview at four weeks and seven weeks. Normally it should 
take only 20-30 minutes to answer the questions. 

5. 
• Review the informed consent. 
• Give out the demographic questionnaire. 
• Discuss/define the family (in this particular setting) 

and fil·l out the index card with family members outlined 
on it. 

• Give out the one questionnaire for the patient and the 
three questionnaires for the caregivers. 

• If someone has difficulty answering the questionnaire, 
you may call out each question to them. 

6. Answer questions as appropriate. 

Interview #1 ----------
Interview #2 Due; ---------- Actual Completion Date ---------

Interview #3 Due; ---------- Actual Completion Date ---------

Code # Patient 0 ; (name) ------------------- -----------------
Code # Caregiver #1 1 ; (name) -------------- ----------------
Code# Caregiver #2. 2; (name) ------------- -----------------
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APPENDIX F 
PATIENT SYMPTOM DISTRES~S SCALE (SDS) 



fnstruc~ions 

Date ____________ __ 
Subject ID ______ _ 
Interview ~-----
Interviewer~-----

, ·· Each of the following cards lists a different statement. Please· take 
(_ your time and think about what each statement says. Then place_a c~rcle 

around the number that most closely measures what you are exper1enc1ng 
today on a scale from one to five. for exampl~. number one would indicate 
no problems in regard to that particular statement an~ number fi~e .~auld 
indicate a maximum of problems. Numbers f:t;~o through rour would 1na1cate 
you feel somewhere in between these VHO extremes. 

Nausea (l) 
I seldom if 
ever have 
nausea 

Nausea (2) 
When I do have 
nausea, it is 
very mild 

. Appetite 
r have my 
nonna l 
appetite and 
enjoy good 
food 

Insomnia 
r sleep as 
well.as r 
always have 

Pain (l) 
[ almost 
never have 
pain 

Pain (2) 
~hen I do 
have pain, 
it is 

Symotom Distress Scale 

2 

r have nausea 
once in a wh i1 e 

When I do have 
nausea, it is 
mildly 
distressing 

My appetite is 
usually, but 
not always, 
pretty good 

r occasionally 
have trouble 
gettiny to 
sleep and 
stayiny asleep 

I have pain 
once in a 
while 

When I do 
have pain, it 
i~ is mildly 
rii"t:ressina 

Degrees of Distress 

3 

I have nausea 
fa.trly often 

\-/hen I have 
nausea, I 
feel pretty 
sick 

I don•t r~ally 
enjoy. my food 

I frequently 
have trouble 
getting to 
sleep 

I have pain 
several times 
a week . · 

When I do 
have pain, it 
is usually 
fairly inr:ense 

4 

I have nausea 
half the time 
at least 

When I have 
nausea' r 
usually feel 
very sick 

r have to 
force myself 
to eat my 
food 

I have diffi
culty getting 
to sleep 
and staying 
asleep almost 
every night 

I am usually 
In some 
degree of 
pain 

The pain 
have is very 
intense 
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5 

I have 
nausea 
cant i nua lly 

When I have 
nausea, I 
am as- sick 
as r cou 1 d 
possibly be 

I cannot 
stand the 
thought of 
food 

It i s a 1 rna s t 
impossible 
for me to 
get a decent 
night's 
sleep 

r am ; n somr 
degree of 
pain almost 
constantly 

The pain 
have is 
almost 
unbearable 



Fatigue 
I seldom 
fee 1 tired 
or fatigued 

Bowel 
r have my 
nonna 1 bowe 1 
pattern· 

Concentration 
I have my 
nonna 1 
ability to 
concentrate 

Appearance 
My appearance 
has basically 
no-t chanyed 

Breathing 
r usu~lly 
breathe 
normally 

Outlook 
[ am -not 
worried or 
frightened 
about the 
future 

~ 
{ seTdom 
cough 

2 

There are 
peri ads when 
[ am rather 
tired or 
fatigued 

My bowel 
pattern 
occasionally -
causes me 
some discomfort 

I occasion
ally have 
trouble 
concentrating 

Occasionally 
r am ~oncerned 
about the 
worsening 'of 
my physical 
appearance 

I occasion
ally have 
trouble 
breathing 

I am s 1 i g h t 1 y 
worried but 
not frigh-
t en ed abo u t · 
thinys 

I have an 
occasional 
couyh 

3 

There are 
periods when 
am quite tired 
and fatigued 

My present 
bowel pattern 
occasionally 
causes me 
considerable 
d i scam fort 

occasionally 
have consider
able trouble 
con<;entrating 

r am often 
concerned that 
my appearance 
is worsening 

often nave 
trouble 
breathing 

I am worried 
and frightened 
about th i n(j_S 

I often 
cough 

4 

I am usua 11 y 
very tired 
and fatigued 

I am usually in 
considerable 
d i scorn fort 
because of my 
present bowel 
pattern 

· [ usua 11 y have 
considerable 
d i ffi cu 1 ty 
concentrating 

Most o·f the 
t i me I am con
cerned that 
my physical 
appearance is 
worsening 

I can hardly 
ever breathe 
as easily as 
[ want 

[ am very 
worried and 
fr.i ghtened 

·about things 

[ often cough, 
and occ·a s ion
ally have 
severe cough
ing spells 

51ss 

Most of the 
time, r feel 
exhausted 

am in a 1 mast 
constant 
d i's com f o r t 
betcause of my 
bowe 1 pattern 

r just can•t 
seem to 
concentrate 
at a 11 

The worsening 
of my physi~a 1 
appearance is 
a constant, 
preoccupying 
concern 

[ a 1 mast 
always have 
severe 
troub 1 e with. 
my breathing 

I am terrified 
by .thoughts of 
the future 

I often have 
persistent 
and severe 
coughing 
spells 



159 
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CAREGIVER PERCEIVED SYMPTOM DISTRESS .SCALE (CPSDS) 
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Date -----------------------Subject ID --------------
Interview # _______ _ 
Interviewer» ---------

Instructions 

Your loved one may be experiencing one of the ~allowing 

symptoms. From your point of view, circle the statement tha·t 
most closely describes the symptoms that you feel that ·he/she is 
currently experiencing. 

Scare each symptom on a scale of one to five. For example, 
number one would indicate no problems in regard to that 
p~rticular statement and number five would .indicate that you feel 
it is a major problem. Numbers two through four would indicate 
you feel somewhere in between these two extremes. 

Again, circle one sta~ement for each symptom. This should 
indicate your feelings about symptoms your loved one is 
experiencing. 

1 
Nausea 
He/she 
se-ldom 
has nausea 

Nausea 
Whe-n he/she 
does have 
nausea, it 
is very 
mil¢ 

Appetite 
He/she has 
a normal 
aQpetite 
and enjoys 
food 

Caregiver Perceived Symptom Distress Scale 

Degrees of Distress 

2 

He/she has 
nausea once 
in a while 

When he/she 
does have 
nausea, it 
is mildly 
distressing 

He/she has 
a usually 
good 
appetite 

3 

He/she has 
nausea 
fairly 
often 

When he/she 
does have 
nausea, 
feels 
pretty 

He/she 
doesn't 
really 
enjoy 
food 

he 

sick 

4 

He/she has 
nausea half 
the time at 
least 

When he/she 
does have 

5 

He/she has 
nausea 
constantly 

When 
he/she 

nausea, he has nausea 
usually feels he is as 
very sick sick as he 

possibly 
could be 

He/she has 
to force 
herself to 
eat 

He/she 
cannot 
stand the 
thought of 
food 



.. . _,;.~· ,. 

Insomnia 
- My loved 

one, sleeps 
as well as 
always 

Pain 
He/she 
almost 
never 
has 
pain· 

Pain 
When 
he/she 
does have 
pain, it 
is mild 

Fatigue 
He/she 
seldom 
feels 
tired or 
fatigu~d 

Bowel 
He/she 
has a 
normal 
bowel 
pattern 

He/she He/she 
occ~sionally frequently 
has trouble has 
sleeping trouble· 

He/she has 
l?ain once 
in a 
while 

When 
he/she 
does have 
l?ain, it 
is mildly 
distressing 

There are 
periods 
when he/she 
is rather 
tired or 
fatigued 

He/she has 
a bowel 
pattern 
that 
occasionally 
causes 
discomfo:rt 

sleeping 

He/she 
has pain 
seve:ral 
times a 
week 

When 
he/she 
does ·have 
pain, it 
i·s usually 
fairly 
intense 

The:re a:re 
l?eriods 
when he/she 
is quite 
tired or 
fatigued 

His/her 
bowel 
patte:rn 
occasionally 
causes 
considerable 
discomfort 

He/she· has 
difficulty 
ge_tt·~ng to 
to sleep & 
staying 
asleep_ 
most nights 

He/she is 
usuall-y in 
some deg:ree 
of pain 

When 
he/she 
does have 
pain, it 
is very 
intense -

He/she is 
usually 
ver.y 
tired and 
fatigued 

He/she is 
usually in 
conside:rable 
discomfort 
because of 
the present 
bowel 
pattern 

He/she 
f i,nds i tl-'61 

impossible 
to get a 
good 
night's 
sleep 

He/she 
is 
CO·~S tant ly 
in some 
degree of 
pain 

When 
he/she 
does have 
pain, it 
is almost 
unbearable 

Most o·f 
the time, 
he/she 
feels 
exhay.sted 

He/she. is 
in almost 
constant 
discomfort 
because ·of 
the. 
present 

.bowel 
pattern 



Concentration 
He/she has He/she He/she 

occasionally 
has 

normal 
ability to 
concentrate 

Appearance 
.His/her 
appearance 
has 
basically 
not 
changed 

Breathing 
He/she 
usual~y 
breathes 
normally 

Outlook 
He/she 
is not 
worried 
about 
the 
future 

Cough 
He/she 
seldom 
coughs 

occasionally 
has trouble 
concentrating considerable 

trouble 
concentrating 

Occasionally 
he/she is 
concerned 
about the 
worsening 
physical 
appearance 

He/she is 
often 
coneerned 
that the 
appearance 
LS 
worsening 

He/she He/she 
occasionally often 
has trouble has 
breathing trouble 

He/she 
is slightly 
worried 
about the 
future 

He/she 
has an 
occassional 
cough 

breathing 

He/she 
is 
worried 
about 
the 
future 

He/she 
often 
coughs 

He/she 
usually 
has 

-162 

He/she 
can't 
seem to 

considerable concen-
trouble trate at 
concentrat- all 
ing 

Most of 
the time 
he/she is 
concerned 
that the 
physical 
appearance 
is 
worsening 

He/she 
can 
hardly 
ever 
breathe 
as easily 
as wanted 

He/she 
is very 
worried 
about the 
future 

He/she 
often 
coughs & 
occassion-
ally has 
severe 
coughing 
spells 

His/her 
worsening 
physical 
appearance 
is a 
constant 
preoccup
ing 
concern 

He/she 
almost 
always 
has 
severe 
trouble 
breathing 

He/she is 
terrified 

"by 
thoughts 
of the 
future 

He/she 
often 
has 
persistant 
& severe 
coughing 
spells 
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APPENDIX ·H 
FAMILY ADAPTABllJTY AND COHESION EVALUATION SCALE II (FACES II) 



Date·.· ..___ _____ _ 
Subject ID ______ _ 
Interview ~------ 164 
Interviewerl ____ _ 

FACES II: Familv Version 
" 

David H. Olson, Joyce Portner & Richard Dell 

l 
Almosr Ne•;e~ 

2 
Once in Awhile 

4 

Freque:H.iy 
5 

Almost Alwavs 

Describe Your FamilJ. 

--
--
--

--
--
--
--

l. 
,., 
--
3. 

4. 
5. 
6. 
7. 

Family members· are su~porrive of e.ach ocher during diific.1lt times. 
[n our family, it is easy for eYeryone ro express his/he:- 09inion. 
[t is easie=- _co discass problems with peo~ie outside che family chan wir:h oche::
famiiy members. 
EJ.ch family member has input regarding major famiiy decisions. 
Our ECJniiy garners coge~he:- in the same ·room. 
Chiicire~ have a say in their ciisci~line. 
Our ~amily does Lhings coge~he:-. 

S. f:liniiy me=nbe:-s discuss proole:ns and feei good aoouc the solucions. 
9. [n our family, ~veryone goe.s hiSJher own way. 
lO. We shiic household responsioilicies from person co person. 
ll. Family rne:nbcrs know each oche!""s close mends. 
12. [t is hard-~? know wnac che rules are in our famiiy. 
13. Family ·members consulr ache:- family me::1be:-s on personal de~:sions. 
tu. Famuy membe:-s say whac they wane.. 
L5. We have dirncJ!r:y \:hinking of things w do as a ·famiiy. 
16. In solving problems~ ~he chiicir~:1's suggestions are followed. 
17. f"'llTliiy r.1e::10ers fe~! Yew:'_( c!ose CO c3CiJ erne::-. 
iS. Discioline is fair in our farniiy. 
19. Family me:nber-s fe:! c!oser co peo9le ouESide che family chan co ache:- 'famiiy 

members. 
20. Our family cries ilew ways of de2.ling wim fJroolems. 
2.: .. Family me:nbers ·go along wich wnac chc Eamiiy dec:des co do. 
22. In our famiiy, everyone shares responsioiiicies. 
:?..:3. Famiiy members like co spend their. Ere: :ime wich e:J.cn acne:.-. 

__ 24 .. Jc is difficult co ge~ a rule changed in our c"amily. 
__ 25:· Faruily rr.~~b~:-s avoid e:J.cn other ac howe. 
__ 26. When problems arise, we com9romise. 
__ Ti. We a9prove o( e.:1c~ ocher's frieqds. 

?.8. Fa.rniiy memoc~ arc afraid co say whac is on ~he!r minds. 
~Q:J:"3.IDiiy memoe:-s· pair u9 rarher rhan do ~1ings as a cocal f::uniiy. 
~0. ramiiy mc:nbcrs shar.: in(eresrs·and hoboics ·.vich ~::!c:-t ache:-. 
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F-COPES 

-Family Crisis Oriented Personai_Evaluation Scale 166' 

Date ____________ __ 
Subject Io_· ---
Interview IJ __ _ 
Interviewer~----

-- ·- .. 

• : t . . . !• . < 
Q ~-· ..~ .1:' ... -t -~ ~ . 
ca ~D .- f-c .. cO . 
! ~- - ... "0 . ~- ";o 0 

WH!H W[ F.LCE ~OIU:WI Oil Olf"FlctJ~nEJIH OUR t..u.ri~T, WE Jllfi~HD IT: • :lQ ;z:J: ~ 

1 Sturtn9 CXJr ~Hffculti~ vtth rehthe1 I l 2 ) " 
z See~lng encour~~nt &nd support f~ friends l I 2 ) " 
J tnowinq -.e 1\ne the po.er to· solve Njor ;~reb leu 1 2 ) ~ 

4 Secl:fn9 lnforA£t10l\ &nd Advice frcn persons in otMr f~~a~fH~s '~rho Mvt I l 2 J .( 

he~ th: su1e or sfmfhr problems 

s Sccttn9 &dvice f~ rel•t1ves (gr&nd~rtnts. etc.) I. 1 2 J ~ 

6 ~eltn9 &ssfstJnce fr~ c~nitr '~nctes &nd PI"09r~s dcsi9ned lo help I Ll hlliHes in CXJr situHioa l 2 ~ 

] tnovin9 tNt we .Nve the strcn9th within our o-tn (&mily to solve CXII" I prob1esu 1 2 J ' 
8 Recelvfn9 g1fu &nd fAYOf"'S fr~ neiqhbors (e...~. food, Ul:.inq in ~n.' etc..)/ _, 

'1 'J I. ~ I 
9 Seel:ln9 infot"Ntfon &ncS &dvtce fr~ Use hzsflr doctor I 1 2 J ~ 

10 .Udng nci9hbors for f•YOrs &nd ushUnce _ I 1 z J ~ I 
ll f1cfn9 the probl~s. •he•d~· lnd tryinq to get solution rt91'\t ,I'W41 1 2 J .( ! 

lZ \Utcbfn9 ~kfis'ion 1 l J ~ 1 ~ 
lJ Shovfn9 tl\lt ~ ln St~ I 1 2 J I .( ! 

1~ Attendlnq ct.Jrdl services 1 I 2 J ' ~ 

IS Acceptinq stressful tyents •s i f•ct of lffe · 1 I 2 J l s 
16 Sturinq concerns -with close fri~nds I 1 2 J ~ l 5 

17 J:novinq luct. pl•y$ ~ big p1rt in how ~11 ~ •re. &bh to so ln. tUJilr I probleos 1 2 J ~ s 

18 £.xr:rctsinq with friend$ to suy fft .an,d r~uce'ten$lon 1 I 2 ) ~ s 

19 .l.cceoctnq tl\lt dffffculttes occur un~x~ctedly I l 2 J ~ 5 

zo Oolnq t.htnqs wftl\ re1Hives (9et-toqethr:r-1. d tnners. etc.) I 1 2 ) ~ s 

Zl Seel:inq protession•l couns~l fnq •nd ~lo for f~flr,dffflcult1es I l 2 ) ~ I s 

zz Self~.,fnq ~ an tundle our own proble-=s I l 2 J .( 5 

ZJ Parttcip~tinq In Church .activities 1- 1 2 ) .( 5 

zc Oeffnln9 tJ\e fllllfly probl~ In 1 n:J~r: posithe ""1 s.o tl\lt ~ do not I I becane too dfsccurao~d l 2 ) ~ s 

zs .l.sl:lnq rdHf.,.es how ~1 feel &oout probleas ~flee I 1 , ) .( s 

26 Feellnq th.lt. no Ntter ..till ~ do to prepu·e. ~ v(ll h~ve difficulty 
h~ndllnq probiC'llfS , 

' ) ~ s 

Z7 Scetinq .ad.,lce frcn • alnhttr 1 2 J .( s 

za aeJicyfnq If ~ Wilt lonq CnOUqh. _t~ :~rob I~ will 90 •v•r I 1 2 ) ( s 

Z9 Sh.arln probl~\ vlth nel 1\t>on 9 I 1 I 1 -j ~ I s-
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Check one: ... 
Date ______________ _ 

Caregiver ________ _ Subject ID ______ __ 

Care receiver 

Demographic Data Sheet 

In order to describe the project participants more. 

accurately, I need some general information about you~ 

Please be as precise as possible in completing the following 

questions. 

1. Today's date _________________! 
month day year 

2. Your present age: __________ __ 

3. Your sex: (Circle one) 1 Hale 2 Female 

4. What is your racial or ethnic origin? Circle one. 

a .. American Indian or Alaskan Native 

b. Asian or Pacific Islander 

c. Black, not of Hispanic Origin 

d. Hispanic 

e. White, not of Hispanic Origin 

E. Other (Identify) 

5. Citizenship. Circle one. 

a. USA 
b. Other (Specify) __________________ __ 

6. Which is the highest level of education that you • 

have completed? Circle letter. 

a. No formal education 

b. Completed grade school 

c. Some high school 

d. Completed high school 

e. Some college 

f. Completed college Specify major 

g. Some graduate work 

h. A master's degree Specify major 

i. A doctorate Specify major 



7. What is your religious preference? Circle one 

a. Protestant 

b. Catholic 

c. Jewish 

d. None 

e. Non-demoninational 

f. Other Specify __________ ~----------------------

8. Are you presently: Circle letter 

a. Employed full-time 

b. Employed part-time 

c. Unemployed 

d. Full time homemaker 

e. Retired 

f. Full time student 

g. Part time student 

h. Employed, but taking a leave of absence 

i. Other Specify~------------------------~----

9. Please describe your occupation: 
Title: ____________________________________________________ __ 

K i n d of work : ----------------------------------------

10. What category would include your net family • 

income, from all sources, before taxes in 1992? Check • 

the amount closest to your income. 

a. less than $15,000 

b. $15,000-19,999 

c. $20,000-29,999 
d. $30,000-39,999 

e. $40,000-49,000 

f. $50,000-59,999 

g. $60,000 or above 

11. How you describe your general health: Circle 
a. poor 

b. fair 

c. good 

d. very good 
e. excellent 
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... 
12. Please check one of the following categories in which 

you feel best describes the caregiving. family caring for 

your ill loved one: 

a. ____________________ __ 

b. _________________ __ 

c. __________________ __ 

d. ______________________ _ 

e. _____________________ _ 

f. ____________________ _ 

g. ______________________ _ 

h. ___________________ _ 

a family with no children 

a family with young 

children living in the 

horne 
a family with elementary 
or middle-school childr~n 
living in the home 
a family with adolescent 

children living in the 

horne 
a family with grown or 

grown or adolescent 
children living in the 

horne 
a retired per.son 

living alone 

a family made of relatives 
living in the same house 

a family made up of 

relatives living nearby 
i . ____________________ other ( explain ) 

13. What two family members provide the majority of the 
caregiving ? 

14. Where are you living? 
Your own horne ___________________________________________ __ 

A r e l at i v e ' s home-------------------------------------------
0 the r ( s tate the s i t u at ion ) --------------------------------
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APPENDIX K 
HOSPICE INVOL VE:MENT :MEDICAL RECORD REVIEW INSTRillv.IENT 



HOSPICE INVOLVK!t!ENT NEIJICAL RECORD REVIEW INSTRUNRNT 

Date 
Family ID -------
Data Collector# ----

Specify the specific discipline in the blank discipline 
lines below. 

# # 
Visits/ Visits/post hospice admission-----~ 
Initial 

172 

Week Weekl Week2 Week3 Week4 WeekS Week6 Week7 
Discipline 
~ ,------~----~------~----4------.------r-----~----~ 

RN 

HHA 

Chaplain 

sw 

Vol. 

TOTAL # 
VISITS 

TOTAL # 
DISCIPLINES 

----~------~-----~~----~~---~----~--------L----~ 
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APPENDIX L 
MISSING DATA PATTERNS BEFORE AND AFTER ITEM DELETION 



Graphical Display of Missing Information Patterns Before and After Item Deletion 

N-umber Number - - - - - -- - - -- -- -- ATteritem 

of of - -Deletion--
Family Missing Items Missing Items SDS SDS FCOPES FCOPES FACES FACES FACES FACES CPSDS CPSDS HI HI 
Labels Before Adjust. After Adjust. t1 t2 tl t2 tl t2 t1 t2 t 1 t2 t1 t2 

1 2 2 1 1 
2 4 1 1 3 
3 2 1 1 
4 0 0 
5 4 2 1 3 
6 0 0 
7 2 0 2 
8 1 1 
9 0 0 
10 2 2 2 
11 0 0 
12 0 0 
13 0 0 
14 0 0 
15 0 0 
16 5 2 I 2 I I 
17 0 0 
18 6 0 3 3 
19 1 1 
20 0 0 
21 0 0 
22 25 20 13 5 7 2 
23 0 0 
24 0 0 
25 9 4 9 4 
26 I 0 
27 0 0 
28 0 0 
29 0 0 
30 0 0 
Total 64 33 0 13 5 3 29 6 7 0 7 1 Q:J 0 

+;:.. 

SDS- Patient Symptom Distress Scale FACES- Family Flexibility & Cohesion HI - Hospice Involvement (# Visits) 
F-COPES- Family Coping Strategy Scale CDSDS - Caregiver Perceived Symptom Distress 
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LETTERS OF APPROVAL TO USE STUDY INSTRUMENTS 



UNIVERSITY OF MINNESOTA 

Twin Cities Campus Family Social Science 

College of Human Ecology 

PERMISSION TO USE FACES II 

290 McNeal Hall 
/985 Buford Avenue 
Sr. Paul, MN 55/08 

6/2-625-7250 
Fax: 612-625-422 7 

I am pleased to give you permission to use FACES II in your 
research project, teaching or clinical work with couples or 
families. You may either duplicate the materials directly 
or have them retyped for use in a new format. If they·are 
retyped, acknowledgement should be given regarding the name 
of the instrument, the developer's name and the University 
of Minnesota. 

In exchange for providing this permission, we would appre
ciate a copy of any papers, theses or reports that you 
complete using FACES II. This will help us to stay abreast 
of the most recent developments and research regarding this 
scale. We thank you for your cooperation in this effort. 

In closing, I hope you find FACES II of value in your work 
with couples and families. I would appreciate hearing from 
you as you make use of this inventory. 
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UNIVERSITY OF 

WISCONSIN 
M A D S 0 N 

February 8, 1993 

Catherine Sellers Barnes 

Dear Ms. Sellers Barnes: 

I am pleased to give you my pennission to use the FACES IIA, the FIRA-G: Family 
Index of Regenerativity and Adaptation-General, the FIRA-M: Family Index 
of Regenerativity and Adaptation-Military and the F -COPES: Family-Crisis 
Oriented ·Personal Evaluation Scales (McCubbin, H., Olson, & D., Larsen, A.) 
instruments. We have a policy to charge $5.00 (one time charge only) per instrument to 
individuals who seek permission. We apologize for this necessity. We also ask that you 
please fill out the enclosed abstract form and return it to this office. 

The manual, Family Assessment Inventories for Research and Practice, 
Second Edition should be cited when using the instruments. The publication was 
printed at the University of Wisconsin-Madison in 1991 and edited by Hamilton I. 
McCubbin and Anne I. Thompson. It is not advisable to use the Family Inventories 
manual by David Olson to score the instruments due to errors in its scoring section. 

If I could be of any further assistance to you, please let me know. 

HIM!kme 

Enclosures 

Office of the Dean 
School of Family Resources and Consumer Sciences 
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UNIVERSITY of PEJVJVSYL VANIA 

School of Nursing 
Nursing Education Building 
Philadelphia, PA 19104-6096 
215-898-8281 

Catherine Sellers Barnes, MSN, RN 

Dear Ms. Barnes: 

February 8, 1993 
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You have my permission to use the Symptom Distress Scale. I have enclosed the scale 
and related articles for your information. I would appreciate receiving a summary of your study 

·when you complete it. Good luck with your research. 

RM/11 

Enclosure 

Sincerely, 

Ruth McCorkle, PhD, FAAN 
Professor 




