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Abstract

The purpose of this investigation was to examine a

simple causal model for hope in adolescents with the

chronic illness of cystic fibrosis (CF):

SOCIAL SUPPORT *

+ T-- , HOPE

__”
HEALTH PERCEPTION

Specifically, answers to the following questions were

sought:

l. Is the hope of an adolescent with cystic fibrosis

positively impacted by their perception of social support

and health?

2. Does social support positively affect health per

ception in adolescents with cystic fibrosis?

Fifty-nine adolescents between the ages of 12 and 23

answered a survey mailed to their homes, corresponding to a

response rate of 49.6%. The questionnaire packets contained

the Beck Hopelessness Scale, Norbeck Social Support

Questionnaire, Ware General Health Rating Index, the Hope



scale by Erickson, Paige, & Post, as well as demographic

questions.

Access to the names of the adolescents and their

parents was provided by physicians at four CF Centers in

IN crthern California (Children's Hospital at Stanford, Palo

Alto; University of California, San Francisco; University

c if California, Davis; and Children's Hospital Medical

Center, Oakland).

When the anticipated redundancy between the two measures

of hope did not occur, two models of hope were examined:

orne with hopefulness as the outcome variable and one with

hopelessness as the dependent variable. Model testing

began with the regression analyses of the structural equa

tions using graphic residual anlysis to examine for assump

ti- on violations and to explore for independent variables

n St included in the original models, the following models

were developed:

SOCIAL SUPPORT +

--
NETWORK SIZE -> HOPEFULNESS (R2 = . 3608)

+
RELIGIOUS PARTICIPATION _+--"

SOCIAL SUPPORT -

HEALTH PERCEPTION — HoPETEssNEss (R2 = . 4929)
--

AGE AND EDUCATIONAL level.”

Thus, only one of the research questions was fully sup

Ported by the 32 males and 27 females who responded to this



ACKNOWLEDGMENTS

My career as a nurse researcher would not have been

possible without the help of Dr. Susan Gortner who encour

aged me during my first quarter of doctoral study. Through

her encouragement and the encouragement of my classmates, I

was able to learn the language and finish the first quarter

of study.

I wish to thank the following researchers and educa

to rs for their contribution to this investigation: Drs.

Marilyn Savedra, Jane Norbeck, and Sandra Ferketich whose

knowledge, critique, and practicality supported my process

toward the completion of this research. To those physi

ci arms who care for adolescents and young adults with cystic

file rosis -- Drs. Norman Lewiston, Christopher Landon,

Birt Harvey, Geoffrey Kurland, Brian Davis, and Bruce

Nickerson -- thank you for your support and access

to your patients.

This research would of course not have been possible

Without the support and assistance of those adolescents and

Y Surig adults who took the time and effort to answer my
SHVle stions. I wish to thank them and their families for

**cognizing that health care providers need to learn more

*Sut how they live with cystic fibrosis.

Financial support for this study was provided in part

by the University of California Patent Funds and the

Sentury Club. This support was very important to the

*imely completion of this project.
iv.



A special thanks to Dr. Steven Paul for his patience

arid assistance with the analysis portion of this work.

For my father and friends, a heartfelt thanks for all

their understanding and encouragement.

My deepest thanks go to Jeanne DeJoseph for her

wisdom and support, which she gave generously throughout

this process.

Suzanne L. Dibble

June, l986



TABLE OF CONTENTS

ACKNOWLEDGEMENTS . e e e - e iv

LIST OF FIGURES e e - e e . viii

LIST OF TABLES e e e - e e ix

LIST OF APPENDICES e e e - - xi

CHAPTER I

INTRODUCTION . e e e e e 2

Statement of the problem e e 2
Major variable definitions

e e 5
Significance of the study

e e 6
Assumptions

e e e e 7
Summary e e e e 8

CHAPTER II

THEORY AND RELATED RESEARCH . - - 9

Hope - - e e e 9
Social Support e - e e 25
Role of Social Support in Illness e 30
Adolescents and Social Support

- 31
Health Perception

e e - 39
Cystic Fibrosis in Adolescents

- 44
Conclusion e o e e 64

CHAPTER III

METHODS e e -> - e 65

Design e - e e e 65
Compensation e e e e 69
Confidentiality e e e 69
Subjects

e -> e e e 70
Ethical Considerations . e e 70
Data Collection Instruments e - 72

Hope Scale e - e e 72
Beck's Hopelessness Scale © e 75
Norbeck's Social Support

Questionnaire e - - 82
Health Perception Questionnaire e 94
Demographic Questionnaire

e e 96
Data Analysis Procedures

- e 97
Conclusion e º - e lCl



CHAPTER IV

RESULTS .

Methodological Analysis
Demographic and Descriptive

Characteristics of the Sample
Results of the Quantitative Measures
Instrument Reliability
Correlation between Hopefulness

and Hopelessness
Choosing a Social Support Measure
Model Testing

Equation l
Equation 2
Equation 3

Conclusions

CHAPTER V

DISCUSSION

Structuring Hope
Relationship
Relationship
Relationship

to Hope
Relationship

pation and Hope
Relationship

Component on Hope

of Social Support to Hope
of Network Size to Hope
of Health Perception

Structuring Health Perception
Other Model Explorations
Theoretical Reflections
Study Limitations
Implications for Nursing Practice
Directions for Further Research
Summary

REFERENCES

APPENDIX

of Religious Partici

of a Maturational

103

103

105
lll
ll3

ll4
ll4
ll 6
ll6
l26
l34
l34

lA O

lA O
l4l
l4l

lA2

l42

lA 3
lA 3
l44
lA5
lA9
l5l.
153
lS4

155

l69



LIST OF FIGURES

Causal Model describing hope in adolescents
with cystic fibrosis e - e e

Hypothesized relationships among three major
dimensions of individual health status.

Framework of how individuals experience
disease e - º e e e

Models to be tested - e e e

Residuals vs. predicted HF . e e

Residuals vs. predicted cubed HF .
->

Residuals vs. predicted BHS .
º e

Residuals vs. predicted square root of BHS

Respecified hope models e e -

Possible Relationship between Hopefulness
and Hopelessness e º e e

Levels of Hopefulness and Hopelessness .

4

4l

43

ll 5

ll.9

l2l

l29

l3 l

139

147

viii

lA 8



4 - 4.

4 – 5.

4 - 6.

4 – 7.

4-8.

4-9.

LIST OF TABLES

Hope e e e

Social Support Research with Adolescents

Psychosocial Research on Adolescents
with Cystic Fibrosis . e e

Summary of Response Rate e º e

Studies using the Beck Hopelessness
Scale - e -

Differences between Methodologies e

Hospitalization Experiences.
-

Development of Secondary Sex
Characteristics . e

NSSQ Results . e e

Equation l (Hopefulness)
e e e

Equation l (Hopefulness) -- Summary
Table e e -

Plots of Residuals (HF) vs. Selected
Variables - e

Respecified Equation l (Hopefulness)
e

Equation 2 (Hopelessness) .
e -

l2

32

46

71

79

lC4

108

ll.0

ll2

ll 7

l22

l23

127

l28

ix



Equation 2 (Hopelessness) -- Summary4 - L.O.

4 - L. l.

4 - L2.

Table - e e - e l32

Plots of Residuals (BHS) vs. Selected
Variables e e e e - 135

Respecified Equation 2 (Hopelessness) . l37



G.

H.

I.

J.

LIST OF APPENDICES

Introductory Letter e e e

Experimental Subject's Bill of Rights

Consent Form e º - e

Beck's Hopelessness Scale e e

Health Perception Questionnaire o

Norbeck's Social Support Questionnaire

Hope Scale e e e

Female Demographic Questionnaire
e

Male Demographic Questionnaire
-

Parental Letter . e o e

Letter from a Physician
e e

Revised Hope Scale e e e

Second Letter to the Adolescents e

Report of the Study to the Participants

xi

169

171

173

l?5

178

182

191

193

198

203

205

2O7

209

2ll



Page 2

CHAPTER I

INTRODUCTION

The domain of nursing includes diagnosing and managing

the responses to actual or potential health problems. Hope

is one such response. However, "hope is such an integral

part of our everyday speech that little if any attention is

paid to its underlying complexities and various meanings."

(Adams & Proulx, l'975, p. 256) Authors of popular nursing

literature have suggested interventions based on assump

tions about the nature of hope and clinical impressions

rather than those grounded in research. (Laney, l969;

Lim andri & Boyle, 1978; Schneider, l 98 0; Dupree &

Vogelpohl, l080; Taylor & Gideon, l082; Greer, l083;

Miller, 1985). Therefore, it is timely to investigate some

of the components of the hoping process in order that

nurses may better understand the response of hope.

Statement of the Problem

The purpose of this investigation was to determine the

influence of social support on health perception and social

support and health perception on hope. This study origi

nated in clinical practice when a few patients with cystic

fibrosis had "given up" and/or "lost hope" and died. Cli

**ical practice informed by a review of the literature

** serined the parameters of the problem and suggested the

S- smposition of the model for hope in adolescents with

S- Sºstic fibrosis. In this study, hope was assumed to be a
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continuum which included hopefulness and hopelessness;

therefore, hope is a generic word encompassing the con

tinuum of hope in its entirety.

Stotland's theory of hope (1969) with modifications

due to the postulated relationship between social support

and health provide the theoretical rationale for the model

(see Figure l—l). The model for hope is shown in the form

of a causal model that reflects the relationships among the

variables.

Two research questions summarizes this model: For

adolescents with a chronic illness, cystic fibrosis (CF),

l. Is the level of hope positively impacted by both

their perceived social support and level of health?

2. Is the perception of health positively influenced

by their perceived social support?

Comparison of the major variables of hope, social

support, and health perception with specific demographic

information was also of interest and was examined. Other

information obtained through the use of the chosen instru

ments included: the size and composition of an individual's

social network, the number and relationship of people lost

to the subject in the previous year, and the number of

deaths of friends and family members that the individual

la ad experienced. How these factors related to the major

Y =riables and demographic information was explored. The

*T*s liability of each of the instruments appropriate for such

**sting was described for this sample.
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Stage l Stage 2 Stage 3

SOCIAL SUPPORT

+ HOPE

HEALTH PERCEPTION

Figure_l-l. Causal model describing hope in adolescents

with cystic fibrosis.
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Major Variable Definitions

For the purposes of this study, the following

measured operational definitions were used:

Hopefulness: An index of hopefulness is the mean

probability (P) of goal achievement in the 20 item Hope

Scale devised by Erickson, Post & Paige (1975).

Hopelessness: An index of hopelessness (BHS) is

determined by the unweighted sum of the 20 responses to

Beck's Hopelessness Scale (Beck, Weissman, Lester, &

Trexler, l974).

Social Support: An index of social support (TLFUNCT)

is the unweighted total of three subscales--aid, affect,

and affirmation--on the Norbeck Social Support Question

naire (Norbeck, Lindsey, & Carrieri, l981). A second index

(NDSSQ), using the same questionnaire, is also computed

by deriving the means of each of the three subscales. A

grand mean for emotional support (affect plus affirmation)

is then averaged with the tangible support mean (aid)

for the second social support indicator. The last measure

of social support is the size of the network as recorded by

the adolescent on the Norbeck Social Support Questionnaire.

Health Perception: A global index of health percep

tion (GHRI) is constructed by the unweighted sum of 22

questions on the Health Perceptions Questionnaire (Davies &

Ware, 1981).



:
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Adolescence: A period of time in which individuals

are between the ages of l.2 and 23 years of age as measured

in months.

Significance of the Study

Frydman (1979) in his critical review of the psycho

social literature on cystic fibrosis has rebuked authors

for being impressionistic and anecdotal. The majority of

the literature on cystic fibrosis pertains to the medical

management of the disease. "On the other hand, there is a

relative paucity of objective psychological information

available concerning either familial and patient problems

of a nonmedical nature or solutions to such problems."

(Dushenko, 1981, p. 43) Research with a new focus of

"identifying barriers to adjustment, with a view to pre

venting poor adaptation, secondary to the illness, is long

overdue." (Frydman, 1979, p. 149)

Hope, social support, and the individual's perception

of health are psychosocial variables that have been

shared anecdotally with health care providers through the

literature. (Teigher, l969; Tropauer, Franz, & Dilgard,

1970; Grossman, 1975; Lewiston, l080; Hilman, l 98 l;

Pumariega, 1982; and Norton, 1985) A need exists to

extend the current knowledge and to create new information

about the psychosocial aspects of adolescents with cystic

fibrosis.
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The use of convenience samples, obtained in the hospi

tal setting, may have introduced a setting bias into the

results. Most studies, except Simmons, Corey, Cowen,

Keenan, Robertson, & Levison (1985), reported sample sizes

of less than thirty. In addition, most research has been

reported about males. In fact, generalizations have been

made regarding adolescent females based on sample sizes of

9 or less. (Tropauer, Franz, & Dilgard, 1970; Boyle, disant

Agnese, Sack, Millican, & Kulczycki, l076; Landon,

Rosenfeld, Northcraft, & Lewiston, l980; Kellerman,

Zeltzer, Ellenberg, Dash, & Rigler, l980)

Clinically, health care providers have operated under

several assumptions. They have assumed that support sys

tems, whether family or friends, are faulty in adolescents

with cystic fibrosis. Providers have also assumed that

adolescents perceive their health status in the same way

that their providers do. Hope is not assumed to be of

major importance until the terminal phase of a disease. By

studying hope, social support, and health perception in the

adolescent with cystic fibrosis, new knowledge can be ob

tained that will either refute or validate these assump

tions. In addition, information to aid in assessment of

the individual adolescent will be garnered.

Assumptions

The following is a list of the known assumptions that

were made at the beginning of this study:



.*
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l) Hope is a general term which includes hopeful

ness and hopelessness. Both hopefulness and hopelessness

can coexist in the same individual at the same time.

2) Situations can occur which precipate greater

feelings of hopefulness or hopelessness within an indivi

dual.

3) Perceived hope, social support and health status

are an accurate representation of the individual's experi

ence of the concepts.

Summary

This introduction to the study has presented an over

view of the research, a problem statement, definitions of

the major variables, the significance of the study, and the

underlying assumptions. The next chapter will focus on the

theoretical framework and relevant research concerning the

major variables.
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CHAPTER 2

THEORY AND RELATED RESEARCH

The literature review describes theoretical back

ground for the concepts of hope, social support and health

perception. In addition, the merits of previous studies

which have used those concepts are assessed. Specific

studies which use the selected instruments are discussed in

the methods chapter. Although there are no reported

studies which examine these three concepts together, the

emphasis of this review is to bring order and clarity to

what is known.

The review is organized according to each major con

cept including a summary section at the end of each

section. A conclusion section follows the discussion of

cystic fibrosis in adolescents to summarize linkages that

might exist between and among the variables. References

are only included which add to the theoretical clarity of

the concepts, relate to the population of adolescents with

cystic fibrosis, or pertain to the concepts in adolescence.

Hope

The phenomenon of hope has been identified in our

culture from the earliest recorded myths and beliefs. For

example, in the myth surrounding Pandora, hope was the only

blessing that did not escape from the box Jupiter entrusted

her. (Boris, 1976) The Bible states: "For him that is

joined to all the living there is hope." (Ecclesiastes
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9:4, p. 692) Fromm (1968) reported the confusion sur

rounding this phenomenon -- "The nature of hope is often

misunderstood and confused with attitudes that have nothing

to do with hope and in fact are the very opposite." (p. 6)

The concept of hope and its' perceived opposite,

hopelessness, were formally introduced to nursing by the

rhurse philosopher, Joyce Travelbee (1966, 1971). She cau

tions nurses to question:

Which is the better way? To attempt to help an

individual to accept that which is inevitable, but

in the helping to emphasize the possibility (even

if highly improbable) of a cure, or to make no

attempt to assist a patient in accepting his ill

ness and instead encourage him to search for a

cure which does not exist? When hope is killed

(even if it is revived and killed again) what is

the individual left with but an anxious despera

tion akin to despair? Yet who among us is

really wise enough to answer these questions with

any degree of certainty? (1966, p. 58)

Other theorists (Stotland, l069, 1977; Meleges &

*=ewlby, l969) suggest that hope is a concept which encom—

*Resses the continuum from hopefulness to hopelessness.

Sensequently, hope is defined as "an individual's subjective

*Prebability of obtaining a particular goal or set of goals;

** is an expectation of goal attainment." (Stotland, lo'77,

ls - 317) Therefore, when a person's estimate of the
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probability for goal achievement is less than 100%, some

level of hopelessness is present.

In most of the literature which reports about aspects

of hope, authors have assumed that everyone knows how hope

is defined. Some authors have used the dictionary

definition of hope: "a feeling that what is will happen;

cle sire accompanied by anticipation or expectation."

C Webster's New World Dictionary, l964, p. 699) A few wri

ters have tried to further expand and refine the definition

<>f hope (see Table 2-l); their speculation and study will be

<liscussed in the following paragraphs.

Melges and Bowlby (1969) further refine the "feeling"

that hope entails to be a person's estimate of the proba

*>ility of goal achievement. "With hope, there is an expec

*ation that plans of action will be successful in meeting
*hosen goals." (Melges & Bowlby, lo 63, p. 69 l) The

*ddition of a probability statement in the definition of

*>epe reflects an active conscious process which contrasts

**ope with wishing. Wishing does not have a probability

*tatement associated with its future orientation.

Green's (1977) definition of "hope" could easily be

*ubstituted for "wish," since the probability statement is

*acking. He states that hope is "an ambiguous or uncertain

*riticipation of something desired." (Green, l977, p. 220)

*He further clarifies this definition by stating that "hope

is based on constructive appraisal of on-going trends."

C p. 220). Unfortunately, Green does not expand his
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TABLE 2-l

Hope

Author(s) Related
(Year) Definition Concepts

Isani Dictionary Faith
C 1963) Self help

IFromm. None State of being
C 1968) Future orientation

Fortitude
Trust
Mood that

accomplishes faith
Conscious and

unconscious
Paradox

-L-arley None Faith
C is 69) Courage

Hºtelges &
is owlby

C is 69)

stotland
C is 69)

*Sorr, er

< is 75)

Hope reflects
"a person's estimate
of the probability
of his achieving
certain goals."
(p. 690)

"Hope is an expec
tation greater than
zero of achieving
a goal." (p. 2)

Dictionary

Other people

Trust
Skill
Chance
Future orientation
Self esteem

Expectation
Desirability
Action
Anxiety
Perception
Communication
Past events
Interpretation

Future orientation
Trust
Wish
Unmet need
Conscious and

unconscious
Motivation
Energizing
Escape
Doubt
Fear
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Author(s)
(Year) Definition

Related
Concepts

Travelbee
C 1971)

*Adams &
IE’roulx

C is 75)

IEuernler
K is 75)

< Els 76)

*Subler-Ross
< is 77)

Sto tland
< *sjº,

None

"Hope is a distinct,
albeit nonspecific
force which is re
lated to health and
illness." (p. 258)

None

None

None

"Hope is an ambiguous
or uncertain antici
pation of something
desired." (p. 220)

Hope is "an indivi
dual's subjective
probability of
obtaining a parti
cular goal or set
of goals; it is an
expectation of goal
attainment." (p. 317)

Future orientation
Choice
Wishing
Trust
Perseverance
Courage
Dependence on

others

Awareness
Sharing
Creativity
Relationship

with others
Reality orientation

Control
Staff feelings
Active participation
Rationalization
Help
Superior medical

Center

Potential
Change
Desire
Support
Fantasies
Preconceptions

Faith
Cure
Goals

Constructive
appraisal
Faith
Attachment

Sense of competence
Perception of
environment
(social or physical)

Peer group
Communication
Anxiety
Actions
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Author(s) Related
(Year) Definition Concepts

IBernard Hope is "an affective Heredity
(1977) and cognitive state Physiology

which is characterized Health
by the expectation of Environment
a favorable Outcome Responsibility
of events." (p. 285) Control

Fate
Choice
Involvement

schrag Hope is "a simul- Freedom
C is 77) taneous awareness of Time

the insufficiency of Future orientation
the present and an Destiny
anticipation of future Past
fulfillment." (p. 27 l) Religious

consciousness

-E*arsons None Faith
C is 77) Motivation

Control
Friends
Goal
Optimistic spirit
Self care
Family
Doctors

+imandri & None Increased control
IEoyle Self care

C is 78) Decisionmaking
Other people

schneider None Control
C is so) Family

Role function

Rºeree & None Self careSSelpohl Help from othersKilsso;

Sºsyºwana "Hope is the feeling AnxietySls30) that what is desired Coping
is also possible, or
that events may turn
out for the best. "
(p. 67)
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Author(s) Related
CYear) Definition Concepts

Taylor & Gideon None Goals
C 1982) Wish

Future orientation

Srnith "Hope is the convic- Trust
C 1983) tion that a good Faith

future is possible Commitments
and worth striving Coping
for." (p. 398)

IN-Tiller Stotland & Fromm. Wishes
K is s3) Relationships

Self improvement
Self accomplishments
Relief

IE runn Stotland Faith
K is s4) Role activities

Perception of
progress

Others' perception
of progress

Control of
environment

Caregiver attitude

*I inds Hope is "the degree Forced effort
is 84) to which an adolescent Personal

believes that a possibilities
personal tomorrow Expectation
exists." (p. 360) Anticipation

*3rcGee "Hope is a subjective Reality based
C 1984) response and, thereby, Factual data

is determined by the
probabilities calcu
lated by a person in a
specific situation or
a particular point in
time." (p. 36)

Cues of others
Coping style
Physiological
Maturational

component
Energy to invest

in the future
Personality
Resources
Sensory information
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Author(s) Related
(Year) Definition Concepts

Miller None Faith
( 1985) Relationships with

Dufault &
IMartocchio

C 1985)

". . . Hope is a multi
dimensional dynamic
life force character
ized by a confident
yet uncertain expec
tation of achieving a
future good which, to
the hoping person, is
realistically possible
and personally signi
ficant." (p. 380)

others
Feeling needed
Having something to

accomplish

Temporal dimension
LOSS
Social interaction
Attachment
Intimacy
Religious actions
Reality based
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discussion regarding the aspects of constructive appraisal

that people use in the construction of hope.

Schrag (1977) limited constructive appraisal to

** awareness" when he defined hope as "a simultaneous aware

rh ess of the insufficiency of the present and an

anticipation of future fulfillment." (p. 271) A comparison

exists between the needs of the present and the expec

tations of the future. However, without a probability

statement, what difference is there between Schrag's defi

ra ition of hope and that of future plans? The dual-time

HE"eference is important, but not the most essential compo

rherit of the definition of hope.

A passive or other directed outcome may also be pre

serit in the concept of hope as Obayawana (1980) alludes to

i-rh the second part of his definition of hope -- "the

+ eeling that what is desired is also possible, or that

*=vents may turn out for the better." (p. 67) The concepts

*>f passive or other directed outcomes are noticeably absent

+r, Smith's (1983) definition when he reports that "hope is

*he conviction that a good future is possible and worth

*triving for." (p. 398) But Smith's definition does high
*-ight another important point -- the role of faith, belief,

Sir assumption in his use of the term "conviction."

Bernard (1977) highlights affective as well as cogni

*ive components by stating that hope is "an affective and

Sºssnitive state which is characterized by the expectation

S is a favorable outcome of events." (pp. 284-285) Although
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Bernard describes hope as having roots in heredity, physi

ology and health, and individual orientation especially

toward responsibility, he states that hope cannot be

totally explained by a person's inheritance or milieu. A

person's input or reaction (response) is also a factor.

Hinds (1984) is the first nurse researcher to attempt

a definition of hope. Rather than a deductive approach as

In as been used the previous writers, she has induced a

cle finition of hope through the use of grounded theory

In ethodology. Twenty-five adolescents helped develop the

following definition of hope: "the degree to which an

= dolescent believes that a personal tomorrow exists."

C Hinds, 1984, p. 360) The addition of the words "degree to

Vºhlich" was not meant as a theoretical probability statement

>ut a phrase needed "in the definition to indicate that

the construct being defined is a variable." (p. 360) The

i-radividual's assessment of the present in comparison with

*he future is missing in Hind's work.

McGee (1984) developed an operational definition of

** ope based on a synthesis of definitions from disciplines

Rther than nursing. She has proposed a model of hope that

*Ras hopefulness and hopelessness as polar opposites with six

*tages between them -- unjustified hopelessness, fragile

S-Sping, chronic fear, realistic coping, and unjustified

** spefulness. This conceptualization is an excellent

*Ynthesis of previous work that has been confused by adding

* S ssible responses to different stage of hope, e.g.
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realistic coping. Other nurse researchers, Dufault and

Martocchio (1985) employed participant observation of

elderly and terminally ill persons in a multitude of

settings to establish a theory and definition of hope.

Based cºn the analysis of empirical data, hope was

conceptualized to have general and particular spheres each

with six common dimensions. The dimensions include affec

tive, cognitive, behavioral, affiliative, temporal, and

contextual. This theory was published after the work on

this dissertation had already begun; however, their concep

tualization has some real possibilities for testing in the
future.

The theoretical framework for this paper was developed

by stetland (1969, 1977) who has both defined hope and
developed a theory complete with propositions (1969). The

definition contains the essence, but not the various attri

butes or components, of hope. Hope is "an individuals'

subjective probability of obtaining a particular goal or set

of goals" (1977, p. 317); or even more simply, "hope is an

*P*Station greater than zero of achieving a goal." (1969,

P. 2) The propositions of his theory (1969) provide further

information about the various indicants necessary for a

**-based understanding of hope.
An overview of Stotland's theory can best be achieved

by *tating the proposition, followed by an analysis of that
P**Position. The relationship between the theory and the
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various definitions/components of hope will be highlighted

in the next part of the analysis.

Proposition I: An organism's motivation to

a clhieve a goal is, in part, a positive function of

its perceived probability of attaining the goal

ar■ d of the perceived importance of the goal.

(S totland, l969, p. 7)

Mctivation in this proposition refers primarily to

action and the quality of action taken. A goal must be

perceived or defined by the individual. Consequently, an

individual will act on a goal only if he perceives that it

is his ; it is important, and it is achievable. The key

components of this proposition are action (motivation),

importance of the goal to the person and a probability
statement about achievement.

Proposition II: The higher an organism's per

ceived probability of attaining a goal and the

9 reater the importance of that goal, the greater

will be the positive affect experienced by the

organism. (Stotland, 1969, p. 8)

Joy, satisfaction, pleasure and euphoria are all

descriptors for the term "positive affect." If a goal has

a high probability for achievement and is very important to

the individual, then the feelings of joy or satisfaction

will be more intense. Researchers, however, have not

focused on the positive aspects of goal achievement.
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Proposition III: The lower an organism's per

ceived probability of attaining a goal and the

greater the importance of that goal, the more will

the organism experience anxiety. (Stotland, l969,

p - 9)

stotland (1969) describes anxiety as a negative affect

that is ambiguous and difficult to measure; however, he

feels that this proposition is one of the core aspects of

psychology. If a very important goal has a slim chance for

attainment, then the individual will experience a negative

affect -- anxiety. The next proposition describes the

individual's reaction to this anxiety that has been

generated.

Proposition IV: Organisms are motivated to escape

and avoid anxiety; the greater the anxiety

experienced or expected, the greater the motiva

tion. (Stotland, 1969, p. 10)

Individuals act in order to avoid or escape anxiety.

That action may either take the form of a goal change or a

decrease in the particular importance of the goal. The

**action of an individual to anxiety is dependent on a

number of factors, but stotland describes "schemas" as a

*Y concept. "schemas can be defined as cognitive struc
**res consisting of associations between concepts."
(Stotland, 1969, p. 11) The last three propositions
describe the relationship of schemas to hope.
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Proposition v: The organism acquires schemas as a

result either (l) of his perception of a number of

events in which examples of the same concepts are

associated; or (2) of communication from other

people... (Stotland, l069, p. ll)

Trne acquisition of schemas for example, "I'm going to

die scº on", may be a function of an individual's past

experiences with death, e.g. being placed in a private room

just as a friend who has since died was placed in a private

room at the stage of disease where the patient is now, or

communication with a physician regarding "no code status".

This proposition really concerns the perceptual learning of

an individual.

Proposition VI: A schema is invoked by the

organism's perceiving an event similar to a con

stituent concept of the schema or by the indivi

dual's receiving a communication from another

directing him to invoke the schema; the greater

the similarity between the event and the

constituent concept, or the greater the importance

of the person directing him, the more likely is

the schema to be aroused... (Stotland, l969, p. 12)

Schemas may be latent "in the back of the mind" or

they may be in a state of arousal, influencing actions. The
Change from latent to aroused is the concern of this propo
sition. A chronically ill individual may know that s/he
will die soon but action is not called for until oxygen gets
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ordered or the physician states that the bone marrow shows a

relapse of the disease.

Proposition VII: The probability that a schema

will be invoked and remains aroused is, in part, a

positive function of the number of times that it

H. as been invoked previously; of the number of

events previously perceived as consistent with the

schema; of the importance to the organism of the

person, if any, from whom one acquired the

schema... (Stotland, l969, p. 13)

When events are inconsistent with an individual's

schema, the schema will not likely remain aroused. For

example, for an individual who believes that the use of

oxygen heralds death; the arousal of this schema may

decrease over time when the individual does not die.

Another clinical experience which may describe this pro

postion is: A father said to his chronically ill daughter,

"You can't come home with me -- you're too sick." The

daughter, due to the importance of her relationship with

her father, believed this schema and within three days she

was dead. Prior to this father-daughter interchange, she

was ready for discharge.

The seven propositions outlined comprise Stotland's

(1969) theory of hope. Most of the authors' definitions and

related components of hope described in Table 2-1 are

reflected in Stotland's theory. A notable exception is

Bernard (1977) who writes that heredity, psychology and
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health are antecedents of hope; but, since the individual's

response to his/her health, is the determining factor in

hope, the schemas to which Stotland refers can be justi

fied. Therefore, Stotland's theory can be said to have

validity since all definitions and components are either

encompassed or reflected in his theory of hope.

In proposing his theory of hope Stotland further suggests

that hypotheses can easily be developed from one propo

sitiorn or a combination of propositions. Proposition V of

Stotlar■ d's (1969) theory of hope describes the importance

of "others" in an individual's perception of hope.

Travelbee (1971), Buehler (1975), Boris (1976), Stotland

(1977), Green (1977), Bernard (1977), Parsons (1977),

I,im an dri & Boyle (1978), Schneider (1980), Dupree &

Vogel-pohl (1980), and Miller (1983, 1985) also report that

relationships with others are fundamental to hope. In

previous qualitative research, social support was found to

be associated with perceived hope of an individual (Dibble,

1983). Attempts to quantify the proposed relationship

between social support and hope have not been reported.

°onsequently social support was chosen as an independent

variable for this study.

Health perception was chosen as another concept which

should be examined in this study. For a chronically ill
adolescent, the perception of health developed from a

number of significant events may influence the individual's

perception of hope. Proposition V of Stotland's theory of
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hope suggests this method of developing schemas which

impact on an individual's level of hope. Bernard (1977),
Parsons (1977), Limandri & Boyle (1978), Green (1977), and

Miller (1983, 1985) have also described a relationship

between health and hope. However, no objective studies

have been reported which quantitatively examine the rela

tionship between these constructs.

Summary

The abstract concept of hope has been defined and

related concepts have been described in conjunction with

Stotland's theory. Support for Stotland's theory has been

explicated. Although nurses have proposed interventions

based upon clinical experience, theoretical linkages as well

as quantitative measures have not been utilized. With

stotland's theory as the framework, concepts relating to

hope can be more fully explored.

Social Support

Prior to examining social support in adolescents with

Cystic fibrosis, the concept requires definition.

Webster's New World Dictionary defines social as "having to

do with human beings living together as a group in a situ

ation requiring that they have dealings with one another"
(1964, p. 1383) and support "suggests a favoring of someone
or something, either by giving active aid or merely by

approving or sanctioning." (1964, p. 1465) Consequently
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social support is defined as a positive interaction between

people •

Further attempts at refining the concept of social

support can be found in the literature. Caplan defined

social support as "the emotional support and task-oriented

assist ance provided by the social networks." (1974, p. 4)

Three elements which the significant other provides are

help for the person to mobilize psychological resources for

mastery of emotional burdens, sharing in tasks, and the

provision of material aid or cognitive guidance to improve

the harndling of a situation (Caplan, 1974). Thus social

support involves emotional and task-oriented assistance from

a significant other.

Cobb (1976, 1979) eliminated the component of "aid"

from the definition and only focused on three classes of

information in his definition of social support.

l. Information leading the subject to believe

that he is cared for and loved.

2. Information leading the subject to believe

that he is esteemed and valued.

3. Information leading the subject to believe

that he belongs to a network of communication and

mutual obligation (Cobb, 1976, p. 300).

Cobb classified aid as material support and not a

°9mponent of social support.
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Weiss (1974) identified six categories which define

relationships.

1 - Attachment is provided by relationships from

which participants gain a sense of security and

place . . .

2 - Social integration is provided by relation

s Inips in which participants share concerns, or

even better, by a network of such relationships...

3 - opportunity for nurturance is provided by

relationships in which the adult takes the

responsibility for the well-being of a child and

so can develop a sense of being needed...

4. Reassurance of worth is provided by relation

ships which attest to an individual's competence

in a social role...

5. A sense of reliable alliance is provided pri

marily by kin...

6. The obtaining of guidance seems to be impor

tant to individuals when they are in stressful

situations... (pp. 23-24)

These categories have served as the theoretical foun

dation for some of the research on social support

(Henderson & Byrne, 1977; Brandt & Weinert, 1981).
Gottlieb (1978) utilized content analysis of inter

Views with 40 single mothers to define social support by

the following classes of helping behaviors:
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1) Emotionally sustaining behaviors are those beha

viors which promote emotionally supportive conditions for

the recipient.

2) Problem solving behaviors are when the helper

supplements the helpee's coping resources.

3) Indirect personal influence is a belief that the

helper or the helper's resources are available when needed.

4) Environmental action is social advocacy taken on

behalf of the recipient.

The author has reported no further analysis of his

data to establish if these are separate components or all

part of the same domain of emotional and/or tangible aid.

Using factor analysis, Barrera and Ainley (1983) exa

mined the structure of social support from the responses of

370 college students to the Inventory of Socially Suppor

tive Behaviors (ISSB). The four factors that emerged from

the analysis were labeled: directive guidance, non

directive support, positive social interaction, and tan

gible assistance. Unfortunately, 7 of the 40 questions on

the ISSB have previously demonstrated item-total correla

tions of less than .30. (Barrera, Sandler, & Ramsey, 1981)

These same items were included in the factor analysis.

Which domains were actually measured: Social support or

social support plus some unknown concept?

Kahn (1979), and Kahn and Antonucci (1980) proposed

that "social support be defined as interpersonal trans

actions that include one or more of the following: the
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expression of positive affect of one person toward another;

the affirmation or endorsement of another person's beha

viors, perceptions, or expressed views; the giving of

symbolic or material aid to another." (1979, p. 85).

Affective transactions include those expressions of love,

respect, admiration or liking; whereas, affirmation trans

actions are those expressions of agreement or acknow

ledgment of the rightness of some action. These key

components of aid, affirmation and affect have been tested

in a social support questionnaire developed by Norbeck

(1981, 1983). Affect and affirmation items were highly

related (Pearson Correlation Coefficient ranging from 0.95

to 0.98) suggesting that the domain that they are measuring

is probably the same (Norbeck, Lindsey, & Carrieri, l981).

For the purposes of this paper social support will be

defined as a positive interaction between significant

others that includes the following components: giving

active material aid and giving emotional sustenance.

Caplan's theoretical work and Norbeck's findings regarding

Kahn's components were utilized in the formation of this

definition. The work of Schaefer, Coyne, & Lazarus (1981)

also supports this definition since they reported that

"emotional support and informational support are highly

correlated, but neither is strongly related to tangible

support." (p. 392) Cobb, Gottlieb, Barrera and Weiss

have not reported enough data to alter the theoretical

focus of this paper.



Page 30

Role of Social Support in Illness

In 1976 Cassel's paper launched the current interest

in the role of social support in illness. He postulated

that social support from primary groups buffers or cushions

the individual from the physiological or psychological

consequences of stress. The appeal of this proposal is

that a health care provider could intervene within the

support system of an individual to strengthen the positive

response to a stressor such as illness.

Researchers have reported that high levels of social

support result in more complete or rapid recovery from

illness and that lack of support may result in premature

death or other negative outcomes. Berkman and Syme (1979)

conducted a longitudinal study and reported that people who

lacked social and community ties were more likely to die

than those with more extensive ties. There is also evi

dence that asthmatics required less medication for control

(dearaujo, Van Arsdel, Holmes & Dudley, 1973); post

operative recovery was smoother (Egbert, Battit, Welch, &

Bartlett, l064), and psychiatric symptoms decreased

(Caplan, 1974) with high levels of social support.

Broadhead, Kaplan, James, Wagner, Schoenbach, Grimson,

Heyden, Tibblin and Gehlbach (1983) have written an excel

lent review of the evidence for a relationship between

social support and health.
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Adolescents and Social Support

Prior to extending the concepts of social support to

the adolescent with cystic fibrosis, social supports of

healthy adolescents require examination. Unfortunately

this area is underresearched, but a few studies are avail

able for analysis. Table 2-2 provides a tabular represen

tation.

Gottlieb (1975) studied adolescent boys to determine

the natural support systems, both formal and informal, that

aid in their coping efforts. This descriptive study of 20

high school seniors was an hypothesis generating approach

toward research. Four groups emerged from a peer rating

procedure - elites, deviants, outsiders, and isolates.

Elites were successful, competitive, and highly visible in

academic and after school programs, especially varsity

athletics. Isolates were involved only in academic pro

grams whereas outsiders were basically anonymous within the

high school setting. The hallmark of youths classed as

deviants was the high use of drugs as well as non

involvement in academic or extracurricular activities.

Peers only accounted for 7% of all mentioned help sources

for the elites, 57% for the outsiders, and 30% for the

deviants and isolates. Isolates varied the most between

the groups in their high concern for what others thought of

them. Gottlieb suggested that the isolate's "bond of pas

sivity and dependence contributed to their peers' rejection

of them." (p. 212)
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TABLE2-2 SocialSupport
ResearchwithAdolescents

Author(s)SubjectsMethodToolsResults andYear Gottlieb,
B.H.20highschoolcasestudyNoneFourgroups:elites,deviants,out

(1975)seniormalessiders,isolates

Peersasahelpsource
Elites
-7%

Deviants
-30% Isolates

-30% Outsiders-57% Isolateshadhighestconcernfor whatothersthought
ofthem.

Burke,
R.J.&81FemaleSurveyQuestionnaireFemales
-
greaterlifestress Weir,T.93MalewithstressFemales

-
morepeersupport (1978

a&b)
Adolescentsmeasures,sup-Females
-
pooreremotionaland

from13-20portmeasures,physicalwellbeing.

well-beingmea sures

Females
-
lesssocialsupportfrom

workingmothers. Males
-

selectedFatherasfirst choiceofhelper. Females
-
chose
a

girlfriend
asa

firstchoice.
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TABLE2-2
(continued)

Author(s)SubjectsMethodToolsResults andYear Berndt251childrenSurveyQuestionnaireConformity
topeerbehavior
is (1979)from3rd,6th,withbehaviorscurvilinearrelationshipwithpeak

9thand11thor
associatedwithbetween6thand9thgrades. 12thgradespeersmeasured 273childrenSurveyQuestionnaireConformity

to
parentsdecreased from3rd,6thwithbehaviorswithage. 9thand11thor

associatedwithPeerconformitywithantisocial 12thgradesparentsandpeersbehaviorpeakedin9thgrade.

measured.Femalesconformedmoreto
parents

onneutralbehaviors.

Cauce,A.M.,1229thSurveySelf-Appraisal
3

supportdimensionsfound Felner,
R.D.,gradersInventorySource
*

Variance
&

Primavira,12811thSocialSupportFamily63.1%

(1982)gradersRatingScaleFormal22.2%

Informal10.0% Youngermalesandolderfemales foundfamiliesmorehelpful. Olderadolescents
hadhigher formalsupportratingsthan younger. Peersweresignificantlymore

helpful
to
females.
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Author(s) andYear

TABLE2-2
(continued)

SubjectsMethod

Tools

Results

Hirsch,B.J. &

Reischl,
T.M.

(1985)

24girls
:
24boys 12to18years 16-depressedparents 16-arthriticparents 16-healthyparents

ResearchingSelf EsteemScale SocialNetwork List HopkinsSymptom Checklist Interview-based socialnetwork

Foradolescents
of
healthyparents moresocialsupport,stronger friendships

and
parent-friend linkageswererelated

to
healthy adjustment.

Foradolescentswhoseparenthada
physical
or
emotionalproblem, thesamefactorswereassociated with

a
pooradjustment.
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Burke and Weir (1978a; l'978b) collected data from 8 l

female and 93 male adolescents. In the questionnaire

respondents were asked how concerned they were about 26

aspects of their life (stress measure); to select and rank

the three people they would go to for help and to quantify

their likelihood of these individuals giving information,

discussing problems, and the adolescent's satisfaction with

help (support measure); and to respond to l8 measures of

well being.

The researchers reported differences between males and

females.

l) Females reported greater life stress.

2) Females reported more peer support.

3) Females reported significantly poorer emotional

and physical well-being.

4) Females reported less social support from their

working mothers.

5) Males were more likely to select fathers as a

first choice of a helpers whereas females chose a girl

friend.

This study has a number of weaknesses that require

further analysis. The forced choice of only three helpers

is suspect as research on network analysis indicates that

women have larger networks from which to gain support

(Hirsch, 1979). The negative interpretation of females'

lack of confiding in their working mothers is also suspect

since one of the developmental tasks of adolescence is to
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separate from their mothers. Difference in ages was not

examined. Did 13-year-olds respond differently than 18

year-olds? One would expect a difference. Were more boys

in the older age groups and consequently needed their work

ing mothers less?

In two studies reported in 1979, Berndt examined the

relationship of conformity of children with parents and

peers. In the study, 25l children from 3rd, 6th, 9th and

llth or l2th grades responded to hypothetical situations in

which peers urged the young person to perform prosocial,

antisocial or neutral behaviors. Peer conformity was found

to be a curvilinear relationship for all behaviors with its

peak somewhere between the 6th to 9th grades. In the

second study conformity to peers for prosocial and anti

social behavior as well as conformity to parents for pro

social and neutral behaviors were studied in 273 children

in the same grade levels. Conformity to parents decreased

with age. Peer conformity for antisocial behavior peaked

in the 9th grade. Sex differences were found with girls

conforming less to antisocial behavior and showing more

comformity to parents on neutral behaviors than did boys.

Both studies had significant problems with the instru

ment utilized to assess the behaviors. In the first study

the internal consistency reliability coefficient of alpha

for prosocial conformity was only .07. This sub-scale

continued to have significant problems in the second study

with reliability coefficients of .32 for friends and .08
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for parents. The neutral conformity for parents sub-scale

also had a low internal consistency of .56.

Cauce, Felner, and Primavera (lo 82) randomly selected

122 9th graders and 128 llth graders to administer the 36

item Self–Appraisal Inventory and the lo item Social

Support Rating Scale. Students were asked to rate the

perceived helpfulness of lo classes of individuals in the

support measure. These ten classes were then subjected to

factor analysis. Parents and other relatives accounted for

63.1% of the variance; whereas, more formal support, i.e.,

counselors, teachers, clergy accounted for 22.2% of the

variance. Informal support provided by friends and other

adults only represented loºk of the social support variance.

Other specific findings were:

l) Younger males and older females reported families

as most helpful.

2) Peers were found to be significantly more helpful

to girls.

3) Older adolescents had higher formal support

ratings than did younger teenagers.

4) Adolescents with higher levels of support from

friends demonstrated significantly poorer academic perfor

I■ lance •

One problem with the data gathering instrument used by

these researchers was that the rating of classes of indivi

duals rather than a specific individual within an adole

scent's network might result in erroneous findings. For
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example, "Ms. Jones isn't like the rest of the teachers -

she helps me." The adolescent who believes the above

statement might rate teachers low, but in reality might

experience a lot of support from an individual teacher.

Another problem with this study was the lack of reliability

and validity testing of the Self-Appraisal Inventory as

well as the Social Support Rating Scale.

Hirsh and Reischl (1985) reported the results of their

study which looked at the social networks, self esteem, and

psychological symptomatology in three groups of adolescents

-- those with healthy parents, those with a parent who had

arthritis, and those with a parent who was depressed.

Sixteen adolescents were in each group. Questionnaires

were mailed to the adolescent prior to an interview

designed to assess the adolescent's social network. Reli

ability and validity of the questionnaires was reported as

"good" or "high" but no mention was made about the reliabi

lity or validity with this age group (12 to 18 years).

Each adolescent was interviewed by a psychologist.

The interview was taped and coded by two raters with an

agreement of 98%. For adolescents with healthy parents,

more social support for problematic situations, stronger

friendships, and more parent-peer linkages were related to

much healthier adjustment. However, as with other studies,

a problem exists in the measurement of social support.

Interview data is not free of bias and interviewing the

adolescent in the home may introduce a concern about
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privacy. Did the adolescents answer the interview

questions the way the interviewer or parent may have wanted

them to answer? Even with these concerns, the study is the

first to really try to quantify the adolescent's social

network with self esteem and symptomatology.

Summary

A summary of the literature in relationship to the

adolescent would not be complete without some comments

about the measures of social support utilized in these

studies. All the researchers except Gottlieb appear to

have utilized measures with questionable reliability or

validity. Consequently, the role of social support in the

healthy adolescent is still unclear. The results of these

studies do, however, indicate trends about age and sex

differences. Parent and peer support varies with the age

and sex of the adolescent. Gaps in our knowledge include

the relationship of the functions of support - emotional

versus tangible - with age and sex as well as the qualifi

cation and quantification of social support.

Health Perception

The World Health Organization (1948) has defined

health as a state of well being - physical, mental, and

social - not merely the absence of disease. Therefore,

health is a multidimensional construct. One aspect of this

construct is the assessment of the individual's own health

status. "There is a lot to be said for the notion that
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your health is what you think it is." (Ware, l984, p.

2319). In this section the various conceptualizations of

health status, as well as the individual's perception

thereof, will be explored.

The U. S. Department of Health and Human Services

commissioned the Rand Corporation to conduct a Health

Insurance Study (H.I.S.). Using the WHO's definition of

health, the investigators hypothesized relationships among

the three major dimensions of health (See Figure 2-l)

The hatched area in the HIS model represents the

individual's peception of their health status as the inves

tigators conceptualized it. Although the model as drawn

indicates an equal contribution of each component toward

health perception, the investigators were uncertain as to

the relative importance of each component. Social health

was found to be the component that related least to an

individual's general health perceptions.

Historically, an individual's perception of their

health status has been given less attention than informa

tion about their physical, mental, or even social status.

However, important information is lost when one just asks

for objective health information without the person's

assessment of the impact of that objective information on

their life. An extensive review of the literature sur

rounding the theory and measurement of health perception is

available in the 1978 monograph by Ware, Davies - Avery and

Donald. That review will not be repeated in this paper.
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Mental W

Figure 2-l. Hypothesized Relationships among Three Major
Dimensions of Individual Health Status. (Ware, et al.,
l980, p. 13)
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Ware in 1984 further refined his conceptualization of

personal health status. (See Figure 2-2) At the center of

Figure 2-2 is disease; health care focuses on the measur

able physical parameter of disease. However, health status

is far more catholic than is portrayed by focusing on the

disease process. The ability to care for one's physical

needs - personal functioning - is the second level in

Ware's conceptualization. Does disease impair the indivi

dual's performance or capacity to bathe, dress, walk, etc.?

This concept is socially relevant and is easily measured.

The third level of personal health status is psycho

logical distress/well being. An individual's mental health

is often altered by disease or its treatment. "Whereas

personal functioning refers to what one does or is able to

do in basic life activities, measure of these psychological

concepts get at feeling states that cannot be known merely

from observing or asking about behavior." (Ware, 1984, p.

2318) Specific measures of psychological status must be

used.

A self-rating of health (general health perceptions)

encompasses the individual's evaluation of disease status,

personal functioning and mental health. Although this self

rating is purely subjective, who is best qualified to know

the impact of a disease? Massey and Shapiro (1982) reported

that, in a sample of non-institutionalized elder residents

of Manitoba, the best predictor of mortality was the indivi

dual's self-rated health.
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Disease

Personal Functioning

Psychological Distress/Well Being

General Health Perceptions

Social/Role Functioning

Figure 2-2. Framework of How Individuals Experience
Disease (Ware, l984, p. 2317)
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The last level of Ware's (1984) model is that of

social/role functioning. Ware placed "role functioning

further away from disease in Figure 2-2 because a much

larger number of factors are likely to influence the way

disease affects role than personal functioning." (p. 2318)

For instance, finances, housing, and job may affect some

one's role with or without a disease. While these factors

are important, they are external to the individual.

Summary

The theoretical relevance of health perception as an

importance component of an individual's health status was

discussed. Ware's (1984) model suggests that a method of

uncovering the impact of disease on physical as well as

mental health functioning would be to measure an indivi

dual's general health perception. The physical and mental

health status of adolescents with cystic fibrosis have been

documented; however, very little information is available

regarding the perceived impact of this chronic illness.

Cystic Fibrosis in Adolescents

The typical adolescent with cystic fibrosis is small

in stature and weight due to a genetic defect of the exo

crine glands. The respiratory and digestive systems are

mainly affected but problems with the reproductive system

also occur with 95% of the males being sterile and with

conception difficulties for some females. (Cystic Fibrosis

Foundation, l980, pp. 1-2) Up until a few years ago most
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children with cystic fibrosis died prior to puberty. Cur

rently, with the advances in treatment, "the median life

expectancy is now approximately 23 years for women and 28

years for men..." (MacLusky, McLaughlin, & Levison, 1985,

p.5) The adolescent with CF requires multiple medications

throughout the day, as well as aggressive respiratory

therapy treatments in order to prolong survival.

The preceding explanation of the physical manifes

tations of cystic fibrosis serves as background information

for the examination of the psychosocial research that has

been conducted with adolescents. Very few researchers have

actually focused on the psychosocial aspects of growing up

with cystic fibrosis. Table 2-3 presents a summary of the

studies that have been reported to date. Analysis of this

research is presented in the following discussion.

Tropauer, Franz and Dilgard (1970) studied 20 children

from the ages of 5 to 20 years, most of whom were adoles

cents. The mother as well as the subject was interviewed

and each child was given a modified form of the House-Tree

Person test. The results were reported in terms of

clinical impressions of the impact of the disease on the

child, mother and family.

The support of family and peers was very important to

the adolescent. They worried about the lack of acceptance

by peers and the restrictions the disease imposed on their

social life. Many adolescents reported more than normal

conflicts at home with 70% of the human figure drawings
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TABLE2-3

PsychosocialResearch
on
Adolescents Cystic

with Fibrosis(C.F.)

Author(s)SubjectsMethodToolsResults andYear Tropauer,A.,TwentysubjectsPsychiatricDraw
a
House,Adolescentsworriedaboutlackof Franz,M.N.,&

betweentheagesInterviewTree,Personacceptance
bypeersandthere Dilgard,V.W.,of5and20&

strictionsthediseaseimposed (1970)12ofthem).Clincial
ontheirsociallife
.

12yearsImpressions
70%ofthehumanfiguredrawings

6
malesindicatingthattheyemotionally

6

femalesdisturbed.

Manyexperiencedconflicts
athome whereopenessandmutualsupport withinthefamilyprevailed,the illnesshadlittledisruptive impactonthefamily.

Galdston,
R.
CysticFibrosisPsychiatricNoneStatedHealthcareproviderscangive

(1973)patients,numberInterviewsupportbybeingaccessiblefor

and
demographics
&

questions,andfutureplans, notreportedClinicalwithouttakingawayhopebyto

Impressionsmuchrealism.
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TABLE2-3(continued
)

Author(s)SubjectsMethodToolsResults andYear Boyle,I.R.,9
femalesPsychiatricWechslerAdultAllexpresseddissatisfactionwith di

Sant'Agnese,
18malesInterviewand
Intelligencetheirbodies P.,Sack,S.,

betweenagesTestingscale(>16yrs)Majorityhadasenseof
isolation Millican,

F.,&13and30
WisconsinIntel-Halffelttheyhadnoclosefriends Kulczycki,

L.L.
ligencescaleManyoverprotected
andinfanti (1976)(<16yrs)lizedbymother

T.A.T.,60%offatherswereperceived
as

Rohrshach,distantand
unsupporting. Draw

a
PersonOfthegroupjudgedcompetentand

functioning,almost70%hadgrown upwith
a

workingmotherorshe wasactiveinthecommunity

Goldberg,R.,25
adolescentsInterviewGoldbergScaleCFgroupatnearlyallageand Isralsky,M.,&

Shwachman,
H.

(1979)

withC.F.from 12-16 compared
to 25normal

forchildren Sevensubscales

gradelevelsscoredsignificant
lyhigheron
strength
of
commit mentto

vocationalchoice,workva lues,awareness
of
occupational
in formation.Theyoungeragegroups withcysticfibrosis

7,8,&9th gradesscoredlowerin
planningand realism.
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TABLE2-3
(Continued)

Author(s)SubjectsMethodToolsResults andYear Landon,
C.,8
femalesQuestionnaireOfferSelf-imageFemales
-

responsesconcordantwith Rosenfeld,
R.,16maleswithQuestionnairewithestablishednormsexceptfor Northcraft,

G.,&C.F.Ages12-19Elevensubscalesthesuperioradjustmentsubscale Lewiston,
N.withdelayedincludingmea-Males
-

Responses
ofCFgroupindi (1980)pubertycom-suresofsocialcatedan

abnormalpattern
ofad

paredwith34
relationshipsjustmentexcepton4
subscales
-

normalmalesfamilyrelation-morals,mastery,vocational withdelayedships.goals,
&
familyrelationships. puberty(ages 13-19)and established

norTús
e

Kellerman,J.,349healthySurveyState-Trait(OnlytheC.F.Groupas
compared
to

Zeltzer
-L.,

Ellenberg,
L., Dash,J.,&

Rigler,
D.

(1980)

adolescents
168
chronically

ill
adolescents

(23withcystic fibrosis) Age:12-Seniors
inH.S.

AnxietyInventory RosenbergScale of
Self-Esteem HealthLocusof

ControlScale Physicians Ratings

othergroupswillbe
described
.) Anxiety

-no
differencesbetween healthyandillgroups.

No
significanteffectsofsex,age; orsexandageandgroupinteractions. Self-esteem

-no
differencesbetween theillnessgroupsandhealthyon themeasure

of
self-esteem. Femalesexpressedsignificantly

lo
wer
self-esteem
inbothhealthy andillgroupsthandomales.
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AdolescentswithC.F.
reported thinkingabouttheirillnesswhen feelingwellthandid

adolescents withotherdiseases.

Author(s) andYear

TABLE

SubjectsMethod

2-3
(Continued) Tools

Results

Locusof
control
-no
difference between

C.F.andhealthy. SubjectswithC.F.whosephysician ratedtheircondition
as
"stable" weresignificantlylesstrait anxiousthanthosewhowererated as

"improved"
or
"determined"
or

"uncertain".

Zelter,
L.,

Kellerman,J., Ellenberg,
L., Dash,J.,&

Rigler,
D.

(1980)

345HealthySurvey adolescents
168
Chronically

ill
adolescents

(23withcystic fibrosis) Age:12-Senior
inH.S.

Illness-Impact Questionnaire
(OnlytheC.F.Groupas
compared
to

othergroupswillbe
described) Totalillnessimpactscoresdid

notdifferbetweentheC.F.and andhealthy.
Noage,sexorageandsexinter actions. AdolescentswithC.F.

described treatmentrelatedproblemsmore thandidhealty. FemaleadolescentswithC.F.re
ported
a
greaterimpactofillness uponappearancethandidmales.
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TABLE2-3
(Continued)

Author(s)SubjectsMethodToolsResults andYear Smith,M.S.,26
adolescentsSurveyLifeeventsNo
significantdifferencebetween

ClinicalScoring SystemModeled aftertheNIH ScoringSystem

Gad,M.T.,
&

O'Grady,
L.

(1983)

withcystic fibrosis 12-18yrs.

checklist Modified Psychosocial AssetsScale (SocialSupport Measure) RotterLocusof

ControlScale TennesseeSelf
ConceptScale (TSCS)

normativeandC.F.groupinlife eventschecklist SickerC.F.
patientsreportedsig

nificantlymorenegativeeventsin thepastyearthanthelessill group. Self-esteem
as
measured
byTSCS wasreported

at30thpercentile
ofthenormativegroup GeneralMaladjustment Subscales

ofTSCS
-

GoodAdjustment Locusof
Control
-

A

relativelyexternalorientation SocialSupport Moresupportreportedfromfamily thanfriends
C.F.
subjectsreceivedadequate supportfromfriendsandfamily Subjectwithmoreexternalorienta tiononLocusof

controlper CievedlessSocialSupportfrom
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TABLE2-3
(Continued)

Author(s)SubjectsMethodToolsResults andYear

friends.Externalorientation correlatedwith
a

relativelypoor self-esteem.
HighlevelsofSocialSupportwere foundtoberelatedtohighle velsof

self-esteem Subjectsreportingpositivelife eventsalsoindicatedgreater selfacceptance
85%-
AppropriateGradeLevel 69%-

Participated
inP.E. 81%-ReportedFuturePlans

Simmons,
34malesSurveyTennesseeSelfSomevariationfromhealthyadoles Corey,M.,28femalesConceptScalecents Cowen,

L.,
Between
12to15
Children'sHealthConsistentwithvaluesexpected
in

Locusof
Controlagegroup

Robertson,J.,AchenbachGirlsfunctionwellsocially,
&

Levison,H.,Children'swhereasboysdonotdoaswellas (1985)BehavioralCheck-theirhealthyagematesorthegirls

List(parents

withCF6.5%wouldbe
considered behaviorallydisturbed.
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indicating that they were emotionally disturbed. The

researchers concluded that where openness and mutual support

within the family prevailed, cystic fibrosis had little

disruptive impact on the family.

The construct validity of this study may have

been threatened by experiment or expectancies (Cook &

Campbell, 1979). Due to the presence of cystic fibrosis,

the investigators may have expected the subjects to have

emotional disturbances, and they found it in 70% of the

subjects. The utilization of blind data analysis may have

decreased the possible distortions of observer bias. The

use of a modified projective test is also subject to threats

to external validity when healthy controls are not utilized.

In 1973 Galdston reported results of his study based

again on psychiatric interviews and clinical impressions.

The number of subjects in this study was not specified,

consequently the impressions that were stated may have been

the result of very few interviews. However, this study is

important as it was the first to concentrate on the support

given by health care providers. Galdston suggested that

support is best given when the health care provider is

accessible to the patient with cystic fibrosis.

"Accessible" was defined as available to answer questions

and to help the adolescent plan for the future without

removing hope through too much realism.

Twenty-seven subjects between the ages of lj and 30

were studied by Boyle, disant'Agnese, Sack, Millican and
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Kulczycki (1976). Psychiatric interviews and tests were

given to the 9 females and l3 males. Over half of the

subjects reported that they had no close friends and the

majority had a sense of isolation. Family support was also

described by the subject. The researchers concluded that

many mothers overprotected and infantilized both adoles

cents and young adults. Of the group that the researchers

found competent and functioning normally, almost 70% had

grown up with a working mother or one who was very active

in the community. Fathers were perceived by 60% of the

subjects as distant and unsupporting.

In analyzing this study, the problems still exist that

were present in previous studies - lack of normal controls

and the observer bias involved with psychiatric interviews.

The tests were not modified but given to the subjects in

complete form, thus some of the bias was decreased. How

ever, the researchers based their conclusions on clinical

interpretations of projective tests without using mul—

tiple raters to increase the objectivity.

Goldberg, Isralsky and Shwachman (1979) interviewed 25

adolescents with cystic fibrosis and 25 healthy adolescents

between the ages of 12 and le. The importance of this

study for the purposes of this paper is not the vocational

development of adolescents with cystic fibrosis, but the

difference found in age groups as well as the researchers'

use of a comparison group. The 7th, 8th and 9th graders

with cystic fibrosis scored lower than the healthy group in
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planning and realism; whereas, the older subjects with

cystic fibrosis scored higher than the comparison group in

planning. This research raises some interesting questions.

What changes occur in the life of an adolescent between the

9th and loth grades? Do their support patterns shift also

at this time?

In 1980 Landon, Rosenfeld, Northcraft, and Lewiston

studied 8 female and le male adolescents with cystic fibro

sis as well as 34 healthy males with delayed puberty and/or

short stature. The responses of all subjects were compared

to the established norms of the Offer Self-Image

Questionnaire. This questionnaire contains two subscales,

social relationships and family relationships, that have

particular relevance in asses sing the supportive

relationships in this population. Both the females and

males with cystic fibrosis scored normally on the family

relationship subscale. The female responses on the rest of

the eleven subscales were also concordant with normals

except for the superior adjustment subscale. The male

responses, however, indicated an abnormal pattern of

adjustment except for morals, mastery, and vocational

goals. The researchers concluded that boys with cystic

fibrosis have more difficulty with peer relationships than

do girls which may be due to the social stigma of pubertal

delay and growth retardation. Girls through the ingenious

use of clothing and hairstyle can sometimes disguise the

puberty delay. This study was important since it was the
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first to eliminate the bias of clinical impressions and to

attempt quantification of one variable in this population -

self-image. Generalizability to all adolescents with

cystic fibrosis is not possible since puberty is not

delayed in every individual. The results must also be

considered with caution since the sample size was very

small, thus threatening statistical conclusion validity.

"When sample sizes are small, it is particularly dangerous

to rely on statistical significance as the sole editing

mechanism that allows us to differentiate between magnitude

estimates that are and are not worth treating as different

from zero." (Cook & Campbell, l079, p. 41)

Chronic disease has been believed to produce anxiety,

lowered self esteem and an external locus of control.

Kellerman, Zeltzer, Ellenberg, Dash, and Rigler (1980)

sought to find objective information about these psycho

logical variables in adolescence. Three hundred and forty

nine healthy adolescents were compared with leg chronically

or seriously ill adolescents (23 of whom had cystic fibro

sis). Sixty-five percent of the subjects with cystic

fibrosis were males. The researchers reports no signi

ficant effects of age, sex, or sex by age by group inter

actions on anxiety as measured by the Speilberger State

trait anxiety inventory. They concluded that chronic or

serious disease does not result in significant effects on

the adolescent's level of anxiety. Responses of the ado

lescents on the Rosenberg Scale of self-esteem do not
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support the idea that lowered self-esteem results from

serious or chronic disease in adolescents. There was a

significant sex difference reported with females in both

the healthy and ill populations expressing lowered self

esteem. In addition they reported that adolescents with

cystic fibrosis did not have an increase in external locus

of control when compared with healthy teenagers.

Pearson product moment correlations were significant

between all the scales. An inverse relationship was

reported between self-esteem and both anxiety and exter

nality of locus of control in healthy and ill adolescents.

Consequently, adolescents with high levels of self-esteem

were less likely to be anxious and had more control over

their health than did peers with lower self-esteem. A

relationship was also reported between prognosis and

anxiety. Those subjects whose physicians rates their

disease as stable were significantly less trait-anxious

than those rated "improved", "uncertain", or "deterior

ated". When the ill group was divided into visible signs

of illness, normal vs. shortened life expectancy, number of

hospitalizations, severity and course of illness and age;

none of these groupings related significantly to the objec

tive psychological measures that were given.

The study provides some important objective insights

into chronic or seriously ill teenagers as compared with

healthy adolescents. However, the sample sizes of the

specific illness groups were so small that an effect size
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had to be tremendous to show a statistically significant

difference between the individual illness and healthy

groups. Conclusions were developed regarding adolescent

females with cystic fibrosis based on a sample size of 8.

Another problem occurred in the methodology of data col

lection. For the healthy adolescents, data were collected

at school; but for the illness group, data were collected

on the inpatient units or in the clinics. This possible

interaction between setting and data collection provides a

threat to construct validity by introducing confounding

variables. What effect did the addition of these variables

have on the reported results?

Zeltzer, Kellerman, Ellenberg, Dash, and Rigler (1980)

reported findings about the impact of illness on the same

groups as were in the previous study. The Illness Impact

Questionnaire was developed to assess school and peer acti.

vities; relationships within the family; autonomy and

independence; perceptions of personal, social, and sexual

functioning; future orientation, and treatment effects.

Total illness impact scores did not significantly differ

between the entire chronically ill sample and the healthy

group. The cystic fibrosis sample did think about illness

more when they were well than did other chronically ill

groups. Treatment-related problems were expressed by the

cystic fibrosis sample in contrast with the healthy group.

Female adolescents from both healthy and ill groups

reported a greater impact of illness upon appearance than
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did males especially in the sample with cystic fibrosis.

The previous critique of Kellerman, Zeltzer, Ellenberg,

Dash, and Rigler's study (1980) regarding sample size and

data collection methodology is germane to the Zeltzer,

Kellerman, Ellenberg, Dash, and Rigler study and will not

be restated since this study was conducted with the same

adolescents using the same methodology. In addition, the

Illness Impact Questionnaire in this study is problematic.

No reliability or validity testing was reported. Conse

quently, the accuracy of what the researchers were trying

to measure is in question. Were the questions asked really

measuring the domain of impact of illness?

The next study reviewed was reported in 1983 by Smith,

Gad, and O'Grady. The Tennessee Self Concept Scale, Life

Events Checklist, Rotter Locus of Control Scale, and a

social support measure of 14 "relevant" items from Nuckolls'

Psychosocial Assets Scale were administered to 26 adoles

cents with cystic fibrosis. A modified clinical scoring

system was concurrently determined for 22 of the 26 sub

jects. No significant difference was found between a norma

tive group and this sample on the number or perceived impact

of events in the previous year. However, the sicker

adolescents reported more negative events as well as rating

the events with a greater negative impact. The researcher's

analysis of the results of the Locus of Control Scale

suggests a relatively external orientation with no signifi

cant difference between the sicker and healthier
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adolescents. The mean score on the Tennessee Self Concept

scale was at the 30th percentile of the normative adolescent

population and did not vary with clinical status. The

researchers reported that adequate social support was per

ceived by the subjects with no variation with clinical

status.

Additional findings were reported in the relationships

among the various measures. High levels of self-esteem

were significantly related to high levels of perceived

social support. Those subjects with a greater sense of

self acceptance also reported more positive life events

during the previous year. Subjects with a more external

orientation on Locus of Control perceived less social

support, especially from friends; and had a relatively poor

self-esteem.

Some interesting descriptive statistics were also

reported regarding their sample. They are:

l. 85% of the adolescents were at their appropriate

grade level.

2. 42% reported doing average or better in their

school work.

3. 69% participated in physical education classes.

4. 81% reported future plan for college and/or a

Career.

5. 38% had a positive family history of cystic fibro

sis (usually a sibling).
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Unfortunately, the one study that actually endeavored

to measure social support in adolescents with cystic fibro

sis failed to adequately measure the concept. The scale

that was used - a modified version of T.A. P. P.S. - was

designed to measure adaptive potential for pregnancy not

social support (Nuckolls, Cassel, & Kaplan, l972). NO

reliability or validity testing was reported on the modi

fied version of this instrument. The components of the

domain of social support in adolescents with cystic fibro

sis still remain a mystery.

Simmons, Corey, Cowen, Keenan, Robertson, and Levison

(1985) reported the findings of their descriptive correla

tional study with adolescents between the ages of 12 and

15. In this survey, the psychosocial status of 34 males

and 28 females was assessed. Each patient was asked to

fill out the Tennessee Self Concept Scale (TSCS) and the

Children's Health Locus of Control (CHLC) questionnaire.

The parent was asked to fill out the Achenbach Children's

Behavioral Checklist (CBCL). This report is part of a

larger study so the parents and adolescents also filled out

additional questionnaires of an undescribed nature.

The TSCS is a well tested instrument that has pre

viously been used with adolescents. However, the CHLC and

the CBCL have not been reportedly used with this age group

before - only younger children. Consequently the reli

ability and validity of these measures are questionable.

When the authors discussed the results of this study, the
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reliability of these measures in this sample was not

reported.

Some of the results of this survey were reported as

follows:

l. The patients' mean scores on the TSCS are better or

similar to age group norms.

2. The means of the CHLC are similar to values to be

expected in this age group.

3. The parental response to the CBCL suggests that

both males and females with CF function well in activities

and school.

4. Females also function well socially; however the

males with CF do not do as well socially as their healthy

ages mates or the females with CF based again on the CBCL.

5. There were no significant correlations between the

number of hospitalizations and the psychological measures.

Summary

The psychosocial studies of adolescents with cystic

fibrosis are numerically few and fraught with methodologi

cal problems. External validity is problematic due to

small sample sizes in all but one study. Clinical impres

sions complete with observer bias are the components of

many of the studies as well as objective measures with no

reliability or validity testing. The results do indicate

directions for future research in further quantifying the

role of peers, parents, and other adults in the support of

the adolescent with cystic fibrosis.
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The majority of the research on both the healthy

adolescent and one with cystic fibrosis has indicated that

two demographic variables - age and sex - are important

factors in the study of social support. Thus future

research should include both age and sex as independent

variables. The question still remains concerning the role

of puberty in the social network of an adolescent. Should

chronically ill adolescents who lag behind peers in phy

sical development be expected to have the same functional

network as well as the same components of social support?

The use of a tool to measure development, such as Tanner

staging, was considered as an additional demographic vari

able to aid in the clarification of this question in this

study.
Another demographic variable that emerged from these

studies is maternal employment. For healthy females mater

nal employment was perceived as unsupportive; whereas, in

the cystic fibrosis population, maternal employment was

viewed as producing self-care behaviors which resulted in a

higher level of well being. Further research using this

variable needs to be done using both groups as subjects.

None of the research reported the composition of the

perceived social support network in either the healthy

adolescent or one with a chronic disease such as cystic

fibrosis. What percentages of the network is composed of

peers in each population? Are health care providers consi–

dered a social support in either group? How many people
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are perceived as supportive to the adolescent? Does this

change with cystic fibrosis? The tangible and emotional

components of social support have been inadequately

researched in the studies reviewed here. Do adolescents

view emotional and/or tangible support as important? Does

this change with a chronic illness? Who provides this

support - parents, peers, other adults? In conclusion, the

current research on social support in adolescents with CF

is in an infantile stage of development.

Conclusion

In this literature review, the theoretical support for

the concepts of hope, social support, and health perception

have been explored. The merits of the few studies using

these concepts were discussed. Theoretical linkages have

been proposed between social support and hope; health per

ception and hope; social support and health.

Descriptive information about the psychosocial impli

cations of cystic fibrosis in adolescence is minimal.

Adolescents' beliefs about hope, support or their per

ception of their own health have not been reflected in

professional literature. Consequently, this literature

review further reinforces the need for this study to create

new information about adolescents with cystic fibrosis.
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CHAPTER 3

METHODS

This chapter details the design for the study including

procedures for data collection, identification of the

sample, compensation of the subjects, confidentiality of the

subjects and their responses, as well as ethical considera

tions. Special emphasis is placed on the data collection

instruments by describing the reliability and validity of

each. In the final portion of this chapter, the plan for

data analysis is described.

Design

A non-experimental design with a passive-observational

approach was employed for the purpose of causal inference.

This approach is based on "observations of concomitancies

and sequences as they occur in natural settings, without

the advantage of deliberate manipulation and controls to

rule out extraneous causal influences." (Cook & Campbell,

lS79, p. 295) Data were collected via a mail survey. The

survey data collection procedure was chosen for the fol

lowing reasons:

l. In studying any chronically ill population, the

nost common setting to gather data is the hospital. Cook

and Campbell (1979) have emphasized that "accidental

samples of convenience do not make it easy to infer the

target population, nor is it clear what population is
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actually achieved." (p. 71) Data gathered in a hospital

setting may not be representative of the population of

adolescents who have cystic fibrosis. The sickest indivi

duals are those most frequently seen and therefore more

accessible to researchers.

2. The hospital has a number of meanings to those

cared for in that facility. In studying hope, the investi

gator was concerned that transient feelings of hopelessness

which may have been present due to the setting be elimi

nated.

3 - The potential subjects were geographically spread

throughout Northern and Central California which made an

interview prohibitively expensive both in travel and time.

The success of a mail survey is dependent on the list

of narmes and addresses that can be generated. The sources of

the narmes of subjects were four of the Cystic Fibrosis

Centers in Northern California: Children's Hospital at

Stanford (CHAs); children's Hospital Medical center in

Oaklar■ a (CHMC); University of California at Davis (UCD);

**d the University of California in San Francisco (UCSF). In

$***er to receive supplemental funding for the care of their
*isease, all individuals with CF must visit a Cystic

*ibrosis Center at least once per year; therefore, most of

the *dolescents in Northern California who have CF were ex

***ted to be located through this method. Three private

***Ysicians were also contacted for assistance in locating
s Ul

lej *cts. Access to patient information varied in this
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multi-site investigation. Two of the institutions and the

private physicians provided a list of names. Two of the

institutions required the investigator to use their records

on their premises in order to preserve the confidentiality

of their clients.

After appropriate approval by the Committees for Human

Research in each setting, the first mailing was sent to

adolescents from three institutions and the private physi

ciaris September, 1985. (The approval process was not yet

complete at one of the CF Centers.) The questionnaire

packets contained:

l)

2 )

3 )

4 )

5 )

es)

7 )

8 )

9 )

lo)

Introductory letter (See Appendix A)

Experimental Subject's Bill of Rights (See

Appendix B)

Consent form (See Appendix C)

A copy of the consent form

Beck's Hopelessness Scale (See Appendix D)

Health Perception Questionnaire (See Appendix E)

Norbeck's Social Support Questionnaire (See

Appendix F)

Hope Scale (See Appendix G)

Demographic questions depending on the sex of the

subject (See Appendix H and I)

A stamped envelope addressed to the researcher

Four days after the first mailing, a complaint was
L

Selged with the investigator, the physician, the hospital,

= rhes the Human Subjects Committee at the University of
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California, San Francisco by the step-father of an early

adolescent boy. A lawsuit was threatened and the Human

Subjects Committee revoked their approval of the research.

Approval was reissued following negotiation with the Chair

of the Committee with the following changes in the data

collection procedure:

l. The parents of those adolescents under l8 would be

contacted prior to sending a questionnaire packet to the

adolescent. (See Appendix J)

2. A letter from the physician who had provided the

patient's name would accompany the initial questionnaire

packet. (See Appendix K)

3. The directions for the Hope Scale would be

changed. (See Appendix L)

A second mailing was planned to be sent out approxi

mately 3 weeks after the first to those who had yet to

respond; however, due to the negotiations and procedural

changes, the second mailing did not occur until 8 weeks

following the original. Babbie (1973) suggests that a

special, separate letter of appeal be included with the

second mailing which was done. (See Appendix M.) The sub

jects from Children's Hospital Medical Center in Oakland

were the only ones to be affected by the parental and

physician letters since their approval had been originally

delayed. No further problems developed and data collection

was completed in February, l986.
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compensation
The question of compensation for respondents has been

debated for many years. (U. S. Department of Health,

Education, and Welfare, l975.) "However, when the positive

forces on respondents to cooperate are fairly low - as in a

mail survey - or when a great deal is being asked of the

respondents, compensation appears to be helpful." (U. S.

Department of Health, Education, and Welfare, lo'75, p. 16)

For this study, considering the age of the subjects as well

as frequent requests by medical personnel to participate in

research, a five dollar payment was sent by return mail

after the completed questionnaire packet had been received.

Confidentiality

Since 1790 survey researchers and statisticians have

reported problems with confidentiality (U. S. Department of

Health, Education, and Welfare, l975). To protect the

subjects of this research a number of steps were taken. No

one but the researcher had access to the list of names and

addresses which was kept on a mistitled computer disk

locked in the researcher's home. The list was not given to

anyone. Once the project was completed, the list was

destroyed.

Individual responses to the questionnaire were also

protected. As the questionnaires were returned, a note was

made on the master list for ease of follow-up. Then the

consent form and the introductory letter were removed from

the packet and stored separately. Only the code number
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remained on the questionnaire packet to identify the res

pondent with the master list.

Subjects

Responses to the two mailings yielded 59 subjects

ranging in age from 12. l to 22.9 years. Thirty-one males

and 28 females responded to this survey. Not every ques

tionnaire in each packet was completed and some respondents

chose to leave some of the demographic information blank;

however none of the surveys completed by the adolescents

were eliminated from the analysis. The one questionnaire

packet filled out by the adolescent's mother was eliminated

and treated as a non-respondent. Table 3-l summarizes the

response rates for the returned questionnaires.

The total percent response of the returned question

naires was 49.2% after the two mailings.

Ethical Considerations

The risks of this study were expected to be minimal.

The adolescent could refuse to participate by simply not

answering the questions. If the adolescent chose to answer

the questionnaires, the length may have proven frustrating

for the younger or sicker individuals. In pretesting the

questionnaire, the actual length of time for completion

varied from 40 minutes to one hour and l3 minutes. How

ever, the questionnaire did not have to be completed in

one sitting. Questions asked about physical development

may have been somewhat embarrassing, especially for the
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TABLE 3-l

SUMMARY OF RESPONSE RATE

TOTAL

Mailed l43

Not
deliverable 23

Sub-total l2O

Response
lst mailing 42

* Response 35

Response
2nd mailing l?

Total 59

$ Total
Response 49. 2
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younger adolescent, but the individual could skip those

questions.

The benefits to the individual adolescent were also

expected to be limited. Each participant received five

dollars for completing the questionnaires. After the

analysis was completed, the participants also received a

report on the outcome of the study (See Appendix N).

Data Collection Instruments

In the following section, the instruments selected to

measure hope, social support, health perception, as well as

demographic information are discussed. It will be noted

that hope was measured through the use of two instruments;

one that purported to measure the "hopeful" side of the

continuum and one that measured the "hopeless" direction.

The measures were anticipated to be redundant with a corre

lation greater than or equal to .80. (Lewis-Beck, 1980).

Both measures were used as neither had been tested in

adolescents with CF and they each had a different format

for response. The measure that resulted in the lowest

internal consistency reliability estimate was to have been

dropped, leaving one measure for hope.

Hope Scale

The concept of hopefulness was assessed using a ques

tionnaire developed by Erickson, Post, and Paige (1975).

The Hope scale was designed to measure the perceived proba

bility of attaining desirable goals. Stotland's (1969)
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propositions were used as the theoretical framework in the

development of this 20 question instrument. In the Hope

scale, subjects are asked to rate the probability of their

achieving 20 goals on a scale of 0 to 100. A score of lo O

indicates that the individual is completely certain of

accomplishing that particular goal; whereas a score of 0

means that the goal is impossible to achieve. Of the 20

goals, four are optional depending on the status of being

parented or parenting. In order to account for the

differences in the number of items an individual completed,

a Mean Probability score is generated. The mean probability

is thus the index that is used to measure an individual's

hope.

Reliability

Two examinations of the reliability of the Hope Scale

were performed by the original investigators: test-retest

and item analysis. The Hope Scale was administered to a

group of 35 psychiatric patients twice with an interval of

one week. Test-retest reliability was found to be r = .787

(p <.001). The analysis was not done with control (healthy)

subjects where treatment would not have been a confounding

variable.

A sample of 225 tests administered to both university

students and psychiatric inpatients were selected for item

analysis. All 20 items correlated significantly with

total. Correlations ranged from .43 to . 73 with a mean of

.63. Assuming that the investigators meant interiterm



Page 74

correlations, a Cronbach's alpha could be anticipated around

.93, although this calculation was not reported. (Zeller &

Carmines, l980, p. 57)

Validity

Content validity of the Hope Scale was not specifi

cally addressed by Erickson, Post and Paige (1975).

However, the test was included in the published report and

some analysis can be performed. Two interrelated steps

were necessary to obtain content validity: "(1) specifying

the domain of content and (2) construction and/or selecting

items associated with the domain of content." (Zeller &

Carmines, 1980, p. 78) The domain of content was specified

through the use of Stotland's (1969) theory.

The items and the format of the test were also appar

ently selected with care. The goals were focused but not

so situation-specific that they would not be applicable to

most adolescent and adult populations. The spectrum of

goals seems to be commonly articulated in our society.

(Erickson, Post & Paige, l975).

The major emphasis of Erickson, Post and Paige's paper

(1975) was on the construct validity of this instrument

although the term "construct validity" was never used.

Scores from the Hope Scale were correlated with the raw

scores on the MMPI in a sample of 50 psychiatric in

patients. The probability assessment correlated negatively
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and significantly with a number of scales indicative of

pathology.

Although the steps involved in obtaining construct

validity were never specifically delineated, they were

approximated in the report of Erickson, Post, and Paige's

study. Theoretical relationships of hope and anxiety were

detailed, but those of all the subscales of the MMPI were

not. Empirical relationships were reported and some analy

sis was reported with reference to the theory. This evi

dence of validity along with the good beginning analysis of

reliability results indicated that the Hope Scale had

potential for use in this research.

Beck's Hopelessness Scale

Beck's Hopelessness Scale (BHS) was first labeled the

Generalized Expectancies Scale (Minkoff, Bergman, Beck &

Beck, 1973) It consists of 20 statements which the subject

marks as true or false. A score of zero represents no

hopelessness and a score of 20 represents maximum hope

lessness. The instrument was designed to reflect the

subject's negative expectancies as described by Stotland's

theory (1969).

Items were generated from two sources: a semantic

differential scale of attitudes concerning the future

reportedly developed by Heimburg and statements made by

adjudged hopeless psychiatric patients. (Beck, Weissman,

Lester, and Trexler, 1974) The test was then piloted with

a sample of depressed and nonde pressed patients who
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commented regarding the content and clarity of each

statement. Clinicians also had input into the refinement

process.

Reliability

To assess the reliability of Beck's Hopelessness

Scale, a number of reliability coefficients have been

determined using the Kuder-Richardson formula 20 (KR 20)

for dichotomous indicants. In a sample of 294 hospitalized

patients who had recently attempted suicide, the KR 20 was

determined to be .93. (Beck, Weissman, Lester, and Trexler,

1974) Durham (1982) administered the BHS to three groups

of subjects and then determined the coefficient of reli

ability for each group. For general psychiatric patients

(N = ll&), the BHS reliability was .86 and for a sample of

99 males admitted to a forensic psychiatric unit, the

reliability estimate was .83. However, in the college

student sample (N = 197), the reliability dropped to . 65,

probably due to the restriction of range for this sample.

The reliability coefficient was determined to be .9l in a

sample of psychiatric patients on a short term intervention

unit. (Mendonca, Holden, Mazmanian and Dolan, 1983)

Another measure of reliability, item-total correla

tions, was performed by Beck, Weissman, Lester, and Trexler

(1974). All the item to total correlations were highly

significant ranging between .39 to . 76 in a sample of 294

suicide attempters. In a sample of 78 patients who
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attended the Crisis and Short-term Intervention Unit of a

psychiatric hospital, the item-total correlations varied

from .23 to . 72. (Mendonca, Holden, Mazmanian & Dolan,

1983) However, Nunnally writes that an item -total

correlation must have "a very minimum of 5 subjects per

item." (1978, p. 282) Since there are 20 items, l00

subjects would be required to appropriately conduct this

analysis; Mendonca, Holden, Mazmanian, and Dolan (1983)

reported data for 88 subjects.

Validity

Content validity was not specifically addressed by

Beck, Weissman, Lester, and Trexler (1974) for the

Hopelessness Scale. However, some analyses can be per

formed as the scale has been published. The domain of

content was specified through the use of Stotland's theory;

the first step in demonstrating content validity. The

selection of items through the use of attitudes toward the

future and content analysis of patient responses seem to

tap most of Stotland's propositions and the domain of

hopefulness/hopelessness. One of the methods of assessing

content validity is acceptance and usage of an instrument.

Beck's Hopelessness Scale has been widely utilized as the

measure of hopelessness.

Concurrent validity, although usually difficult to

measure in the social sciences, "is assessed by correlating

a measure and the criterion at the same point in time."

(Zeller & Carmines, l980, p. 80) Beck, Weissman, Lester,
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and Trexler (1974) compared BHS scores with clinical

ratings of the intensity of negative expectancies in two

samples: 23 outpatients in a general medical practice and

62 hospitalized suicide attempters. The correlation from

patients in clinical practice was .75 (p <.001) and for the

suicide attempters, . 62 (p < .00 l). A sample of 59

inpatients on a psychiatric unit took the BHS and the

Stuart Future Test. The correlation was . 60 (p <.00 l).

Beck and his colleagues tried to correlate the BHS with one

item of the Beck Depression Inventory. Although the calcu

lation was higly significant, their use of the term "con

current validity" is questionable. A verbal or pencil/paper

report of hope/hopelessness must actually correlate with

that behavior. In the first instance of comparing clinical

ratings and BHS scores, concurrent validity was estab

lished. The last two tests would be more accurately

described as construct validity.

There have been multiple studies that could be used to

establish the construct validity of the BHS. "Studies of

construct validity are safe when, and should be undertaken

when, (l) the domain of the other construct is well defined

and (2) the assumption of a relationship between the two

constructs is unarguable." (Nunnally, 1978, p. 105). Most

of the studies involve suicide attempters and psychiatric

patients who are undeniably hopeless and depressed (see

Table 3-2). The studies that represent healthy populations
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TABLE 3-2

STUDIES USING THE BECK HOPELESSNESS SCALE

Author (year) Sample N X SD

Beck, Weissman, Suicide Attempters 294 N. R. N. R.

Lester, & Trexler

(1974)

Minkoff, Bergman, Suicide Attempters 68 7. 87 6. l

Beck, & Beck a) Schizophrenia 23 8. l.2 N. R.

(1975) b) Depressive 45 7. 66 N. R.

Porkorny, Kaplan, Suicide Attempters 55 N. R. N. R.

& Tsai < 72 Hours 2l 9. O 5. 5

(1975) 4-7 Days l6 9. 3 5. 8

> 7 Days 18 7.7 5. O

Beck, Kovacs, & Suicide Attempters 384 9 - O 5. 5

Weissman Schizophrenics 98 7. 6 N. R.

(1975) Depressives 193 9. 3 N. R.

Talor College Students

(1978) Males 60 2 . 28 2. l.9

Females 74 2.45 l. 78

Wetzel, Margulies, Psych Patients 73 6. 3 5, 6

Davis, & Karam

(1980)
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Author (year) Sample N X SD

Greene Irish Adults 3.96 4. 45 3. 09

(1981) (Randomly selected)

Greene, O'Mahony, & Hospitalized Pts. 60 3. 75 2. 7

Runlasamy Chronically ill 30 4.2 3.2

(1982) Acutely ill 30 3.2 2. l

Durham Forensic Pts. 99 6. 62 4.88

(1982) Psych Pts. ll 8 6. 04 4.67

College Students 197 2. 32 2.25

Mendonca, Holden, Psych Patients 27 7. 15 4. 55

Mazmanian, & Suicide Ideators 4l ll. 29 5. 58

Dolan (1983) Suicide Attempters lC) lC). 20 6. 34

Nekanda-Trepka, Psychiatric 88 13. O5 5. 17
Outpatients

Bishop, & Blackburn (New Zealand)

(1983) Depressed Pts. 20 ll. l 6. 15

Moore & Paolillo Psychiatric 317 4. 75 4. 24

(1984)
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also have import as the assumption is that their scores on

the BHS would be lower.

Another component of construct validity is the perfor

mance of factor analytic procedures. But "one cannot

express dichotomous variables in a factor analytic model".

(Kim & Mueller, 1978, p. 74) The BHS requires that the

answers be true or false. Were the factor analyses per

formed with no anticipated gain? "If the researchers goal is

to search for clustering patterns, the use of factor analy

sis may be justified" (Kim & Mueller, 1978, p. 75). These

clustering patterns may reflect on the theory, thus giving,

in this case, empirical evidence for Stotland's theory of

hope.

Three factor analyses have been published on Beck's

Hopelessness Scale. (Beck, Weissman, Lester, & Trexler,

1974; Nekanda - Treplca, Bishop, & Blackburn, l083;

Mendonca, Holden, Mazmanian, & Dolan, l983). In a conven

tional factor analysis five cases per item is a minimum

necessary to complete the analysis (S. Ferketich, personal

communication, February 2, 1984). Consequently, a minimum

of loo subjects should be employed for factor analyzing the

20 items in the BHS. Only the Beck, Weissman, Lester, and

Trexler (1974) study meets this criteria.

Three eigenvalues were greater than unity after a

principal components factor analysis with varimax rota

tion was performed. The three factors extracted tapped

affective, motivational, and cognitive components of hope
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lessness. Referring back to Stotland's theory, the extrac

tion of these factors lends direct support to his first

four propositions and indirect support for the other three.

Unfortunately, Beck's group did not report these important

theoretical links.

In summary, Beck's Hopelessness Scale has great poten

tial for use by nurse researchers and was used in this

study. The reliability has been described for both healthy

and ill populations. The hopeful end of the continuum may

be less reliable than the hopeless, but it definitely

deserves more scrutiny than part of one study. Multiple

studies have been performed with known related concepts,

thus giving evidence to the validity of the scale. One of

the most interesting aspects concerning the usage of this

scale is the theoretical linkages which can test portions

of Stotland's theory of hope.

Norbeck's Social Support Questionnaire

Norbeck, Lindsey, and Carrieri (lo 81, 1983) have deve

loped a questionnaire to measure perceived social support.

Much of this self-administered questionnaire consists of a

series of half pages, each visually aligned with the per

sonal network list. This unique format was designed to

simplify the respondent's task in answering a number of

questions about each member of their personal network. The

last series of questions about loss are not visually

aligned with the network list. Three major variables are
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examined in this instrument - Total Network Properties,

Total Functional Support, and Total Loss.

Assessment of the Total Network properties is a

function of the sum of the three subscales - number of

people listed, duration of relationships, and frequency of

contact. The quantity of lines in the network list limits

the number of people that can be recorded to a maximum of

24. The subscales of duration of relationship and fre

quency of contact are measured with only one question each

in which the subject rates each member of the network using

a Likert scale.

Aid, affect and affirmation are each measured through

the sum of the Likert rating of two questions. The total

of each subscale is then combined to produce the variable -

Total Functional Support. If the quantity of the respon

dent's network is small, the amount of the network support

will also be assessed as small. Thus, a person with a few

good, close friends may show a lower amount of support

than a person with many acquaintances. This method of

measuring amount of support is a major weakness of the

instrument.

Total loss, a measurement of whether or not an impor

tant relationship was lost in the past year, is a yes/no

response. If the answer to this dichotomy was yes, then

two further questions are asked about the quality and

quantity of the support lost. The inclusion of this vari

able is a major strength of this measure of social support.
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Since an instrument only measures one point in time, a

person's network and functional scores may result in a

erroneous view of an individual's domain of social support.

No other published instrument to measure social support

includes this dimension.

Descriptive data can also be obtained using this

instrument. There is space for the subject to categorize

the sources of support and/or loss of members in their

networks. Choices given include spouse or partner; family

or relatives; friends; boyfriend or girlfriend; neighbors;

health care providers; counselor or therapist; minister/

priest/rabbi; and other. The inclusion of health care

provider as a source of support or loss makes this tool

particularly useful for employment in clinical situations.

Partner as a choice of support reflects the changing soci

etal structure and is a pertinent delineation of reality.

No other published instrument has this characteristic.

Situation specific variables can easily be added to

this questionnaire. The secrecy surrounding a diagnosis of

this chronic illness is of interest. Therefore, the sub

jects were asked if members of their support system knew

that they have cystic fibrosis. A second question was

added to assess whether an individual with cystic fibrosis

had a network of friends composed of those who also have

cystic fibrosis. With whom the individual can talk about

their cystic fibrosis is another question that was asked.

The next situation specific question that was asked in
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this study concerns hope and who in the adolescent's net

work encouraged their hopes for the future. The last

question that was added relates to the loss section of the

instrument. Specifically, the adolescent was asked how

many people have died in their network of relatives and

friends during the previous year.

The revised form of the NSSQ was evaluated for reading

level. As this tool has only been used with adults and

adolescents who were older than l9 years, concern was

expressed that the NSSQ might be to difficult for the lz

years olds who might wish to answer the survey. The tool

was determined to be at the 5th grade reading level using

Fry's method (1977) by Dr. Jacqueline Tilles, Associate

Professor of Teacher Education in the College of Education

at Wayne State University.

Reliability

The reliability of an instrument concerns the degree

of consistency and repeatability of empirical measurements.

The "coefficient alpha or KR-20 should be reported for at

least one form of the test." (Nunnally, lo 78, p. 236)

There is no coefficient alpha or KR-20 reported for the

NSSQ. Due to its multidimensionality, alternate methods

must be utilized in the establishment of reliability.

The first method utilized to establish reliability was

test-retest. Seventy-five first year graduate (M.S.)

students in nursing were tested in their second week on

campus. The NSSQ was then readministered to them (N=67)
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one week later. The week interval was chosen to reduce the

likelihood of change as the students in the program became

acquainted with one another.

Network property items including number, frequency of

contact, and duration of relationship each had a high

degree of test-retest reliability (r = .92). Items rela

ting to the functional components of aid, affect, and

affirmation also had high degree of reliability ranging

from .85 to .90. In the item concerning recent losses, 55

out of the 6l who answered the question responded the same

way on the retest as they had on the original. The Kendall

Tau B correlation coefficients were computed for the test

retest scores on the number of categories of persons lost,

r = .83 (p < .000 l) and for the amount of support lost,

r = .7l (p < .000 l).

Nunnally (1978) has concluded that "if a test does not

even correlate with itself when administered on two occa

sions, it is hopeless to seek other evidence of reliabi

lity." (p. 234) The high repeatability of the results of

the NSSQ indicate that Nunnally's criteria for further

exploration of reliability have been achieved. However,

the subjects of this reliability measure were thirty-year

old females and the generalizability to other populations

could be challenged.

Pearson correlation coefficients were calculated for

all pairs of items to determine the pattern of relation

ships. "Reliability estimates based on internal consistency
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actually consider sources of error that are based not,

strictly speaking, on the sampling of items per se, but on

the 'sampling' of situational factors accompanying the admi

nistration of items" (Nunnally, l978, p. 23.0). Thus, this

measure of internal consistency contains measurement error

that might have been eliminated if a Cronbach's Alpha could

have been computed.

The internal consistency of this instrument was exa

mined through intercorrelations of all ly items. The cor

relation between the two aid items was .89, the two affect

items, .97; and between the two affirmation items, .96.

The range of correlations between the affect and affirma

tion items was .95 to .98, suggesting that these two compo

nents are part of the same domain, perhaps Caplan's term

"emotional support". Correlations between the aid items

and between the affect or affirmation items were lower

(range . 72 to .78).

The three network property items were highly related

to the functional components of affect and affirmation (.88

to .97 was the range of correlations) and moderately corre

lated to aid (range: .69 to .80). This result could have

been anticipated due to the instructions for network

listing. Would anyone list people that they did not know?

There were no significant relationships between the

loss items and any of the network or functional items. If

someone had listed a deceased uncle as a source of support,

questions would be raised about the person's mental compe
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tency. Consequently, this relationship could also have

been predicted. Among the loss items the correlations were

moderate (r = .54 to .68).

The last measure of reliability that was utilized with

the NSSQ was long term stability. "If a measure is

intended to represent the "relative enduring" status of a

trait in people, it would need to remain stable."

(Nunnally, 1978 p. 235) Aspects of the NSSQ should remain

stable over a period of time based on the theoretical

underpinnings of the instrument.

Questionnaires were mailed to the students who parti

cipated in the first phase of testing. There were 44

respondents in this 7 month follow-up retest. The results

were compatible with the changes that were initially pre

dicted - alterations in the composition of the network and

no change in quality of the functional components of sup

port. Thus the instrument is sensitive to changes in

sources of support yet consistent over time on the aspects

of support which theoretically should remain stable.

In summary, the reliability of the NSSQ has been

examined using test-retest, internal consistency measures,

and long term stability observations. The outcomes indi

cate that this tool is moderately reliable in 30 year old

females. Generalizability is hampered as results are not

reported for other populations; however, the NSSQ is cur

rently being used in over 200 studies. (J. S. Norbeck,

Personal Communication, October 16, 1985)
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Validity

Content validity

The extent to which the items in an instrument tap the

domain of interest is the primary concern of content vali

dity measures. However there are no agreed upon criteria

for assessing content validity. Nunnally (1978) has noted

that "content validity primarily rests upon an appeal to the

propriety of content and the way that it is presented." (p.

94) There have been no reports published about the content

validity of the NSSQ: whereas if appeal can be measured in

requests for permission to use the instrument, content vali

dity has been established as over 200 requests are on record

for use of this instrument. (J. S. Norbeck, Personal

Communication, October lé, lo 85)

Criterion-related validity

The second type of validity is criterion-related which

simply stated "concerns the correlation between a measure

and some criterion-related variable on interest." (Zeller &

Carmines, l980, p. 79) Criterion-related validity can be

differentiated into two types - concurrent and predictive.

Both have been tested for the NSSQ.

"Concurrent validity is assessed by correlating a

measure and the criterion at the same time." (Zeller &

Carmines, l980, p. 80) Two instruments - The Social

Support Questionnarie developed by Cohen and Lazarus

(Schaefer, Coyne, & Lazarus, l08 l) and the Personal

Resource Questionnaire (Brandt & Weinert, 1981) - were
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individually compared with the NSSQ using nursing students

as subjects. The major flaw in employing these question

naires as a means of assessing concurrent validity is that

these and other instruments differ greatly in how they

conceptualized social support. For instance, Brandt and

Weinert used Weiss's six components of relationships

whereas the Cohen and Lazarus instrument was designed to

measure tangible, informational and emotional factors.

The Social Support Questionnaire strengths and weak

nesses as evidenced by the internal consistency corelations

of r = .8l for emotional and informational support and r =

. 3 l for tangible support. The inter correlations

between the two instruments roughly parelleled the

reliability estimates of the Cohen and Lazarus tool. There

was no significant relationship between tangible support

and aid (p >.05). Moderate correlations (range: r = .44 to

r = .56) were found between the emotional components of the

Cohen and Lazarus instrument and the functional components

of the NSSQ. Lower correlations were reported between the

informational factor and Norbeck's three functional com—

ponents (range: r = .27 to r = .33); however, the informa

tional measure had only one item in the questionnaire.

Predictive validity concerns "a future criterion that

is associated with the relevant measure." (Zeller &

Carmines, l980, p. 80) It involves the extent of generali

zation from scores on another measure. Using employed

adults as subjects, the NSSQ was administered with the
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Profile of Mood States (POMS) and Life Experiences Survey

(LES).

The Life Experiences Survey (LES) and the NSSQ results

were independent variables and POMS negative mood score

became the dependent variable. This model had its founda

tion in previous work about the buffering effect of social

support. When hierarchial multiple regression analyses

were performed with the individual network properties and

functional subscales and their interactions with life

stress, the social support subscales and their interaction

accounted for 19 to 20 percent of the variance. The impor

tance of this method of data handling can not be overempha

sized. Evidence now exists for the predictive validity of

this instrument.

Construct Validity

The focus of construct validity is on the assessment

of how a measure relates with other measures. Based on

reports of the role of social support in the psychiatric

population, the Profile of Mood States (POMS) was selected

for administration to the nursing students along with the

NSSQ to establish construct validity. In retrospect, this

was probably an inappropriate instrument or population upon

which to test the hypothesis. In examining the correla

tions between the two instruments, only Total Loss showed a

low, but significant correlation, with the depression and

confusion subscales of the POMS. The minimal association
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between the instruments is unfortunate; however, a bit of

evidence was found for the construct validity of the NSSQ.

Construct validity is demonstrated by statistically signifi

cant correlations between the NSSQ subscales and the

Fundamental Interpersonal Relations Orientation (FIRO-B)

constructs of affection and need for inclusion but not for

the construct of control. This relationship would have been

predicted based upon the theoretical foundations of the two

instruments. The subjects of this study were employed

adults, but the mean age of 35.8 was similar to the mean age

of the previously studied nursing students, 30.

In summary, studies describing the evidence of the

validity of the Norbeck Social Support Questionnaire have

been reviewed. There is no reported evidence for content

validity, but circumstantial evidence was presented.

Concurrent validity is difficult to establish due to the

differences in conceptual fit of all the instruments used to

measure social support; however, some evidence does exist.

Significant studies of predictive and construct validity

have also been depicted.

Alterations

Additions to the questionnaire were also made to

refine the construct of social support. Sarason, Levine,

Basham, and Sarason (1983) found that men and women have a

different sexual composition of their networks. A column

on the network list was added in order to aid in further

exploring this network property. Due to the concern about
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the level of understanding for question 3 of the NSSQ, the

question "How much can you confide in this person?" was

changed to "How much can you trust this person with your

secrets?"

A second measure of functional support was developed

to address the issues of quality of support as well as the

high correlations of affect with affirmation. The means

of affect and affirmation were averaged to form emotional

support. Emotional support was then averaged with the mean

of the aid subscale for a second measure of functional

support: The Norbeck-Dibble Social Support Quotient

(NDSSQ). Both measures of functional support were examined

in this population.

Summary

In selecting an instrument to measure social support

one must choose an instrument which:

l. matches the theoretical-conceptual preference of

the researcher,

2. achieves an optimum balance between comprehen

siveness and convenience,

3. is based on the amount and quality of prior

research using the instrument, and

4. is reliable and valid.

The Norbeck Social Support Questionnaire has both

assets and liabilities which have been discussed in this

chapter. The NSSQ is convenient, has a moderate amount of
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reliability and validity testing, and gives valuable infor

mation about source and loss of support. The alterations

to this instrument have been described with the rationale

for each change.

Health Perception Questionnaire

The Health Perception Questionnaire (HPQ) is a stan

dardized, self administered survey instrument containing 32

favorably or unfavorably worded statements of opinions

about personal health. (Ware, Davies-Avery, & Donald,

l978) The subject has a choice of five response categories

for each item of the HPQ: Definitely True, Mostly True,

Don't Know, Mostly False, and Definitely False. Numbers

ranging from 5 (Definitely True) to l (Definitely False)

are assigned to each question for the respondent to

circle.

Scores can then be coded and tabulated for nine

scales, five of which measure health perceptions: current

health, prior health, health outlook, health worry, and

resistance or susceptibility to illness. The other four

scales available through the use of the HPQ - Rejection of

the sick role, Sickness orientation, Health concern, and

Attitude toward going to the doctor - are not considered

measures of general health perceptions. (Ware, Davies

Avery, & Donald, 1978; Manning, Newhouse, & Ware, 1981)

Each scale is scored in such a way that a higher score

indicates what the variable measures; thus a higher score

on worry suggests more worry, and a higher score on prior
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health indicates better prior health. To formulate a

single index of health perception (GHRI), the unweighted

sum of 22 questions is tabulated after 2 of the items

are recoded. (Davies & Ware, l981)

Reliability

In the Health Insurance Experiment conducted by the

Rand Corporation (Davies & W are, l08 l), the Health

Perception Questionnaire originally developed by Ware and

Karmos (1976) was thoroughly tested and modified. Items were

deleted after a number of factor analyses of data from

different sites. Different methods of scoring were also

examined. The Cronbach's alpha for the General Health

Rating Index (GHRI), the modified Health Perception

Questionnaire, ranged from .86 to .90 depending on the

site. Further specific analyses are well documented by

Davies and Ware (1981) and will not be repeated here.

Validity

Data for validity analyses came from some l200 adults at

one of the sites in the Health Insurance Experiment (HIE).

In the validity studies reported by Ware, Davies-Avery, and

Donald (1978), content validity was establish via a thorough

review of the literature. A comprehensive sample of general

health rating items were found that well represented those

found in published studies. Davies and Ware (1981)

reported other validity analyses of the psychometric

properties of the Health Perception Questionnaire subscales
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and GHRI. The basis for concluding that the "HIE scales,

with the exception of Sickness Orientation, contain info

rmation about both physical and mental health status"

(Davies & Ware, l081, p. vi.) was thoroughly described.

Conclusions were based on analysis of the subscales and GHRI

with 30 other self-reported and independently measured

variables. (Davies & Ware, l981)

Summa

The modified version of the Health Perception

Questionnaire, the GHRI, is a reliable and valid measure of

physical and mental health status. It was chosen for use

in this study as a measure of health perception.

Demographic Questionnaire

The demographic questionnaire consisted of 20 items

developed to describe the sample of adolescents with cystic

fibrosis. Some of the questions were designed to examine

the chronological, educational, and physical development of

the adolescents. These questions were of particular impor

tance to test against the model for a maturational

influence on hope. Other questions were designed to

reflect the severity of illness and hospitalization experi

ence of the adolescent. Their perception of hope in

relation to this background information was examined.

Religious participation and family information was also

sought. Did religious activities, the work status of the

parents, presence of siblings, presence of siblings with
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CF, or the living situation of the adolescent have a rela

tionship to the adolescent's hope?

Data Analysis Procedures

The purpose of the data analysis for this study was

to test the fit between a theoretical model of hope and the

empirical data. "If a theoretical model is shown to have a

'good fit" with the data, then the model is regarded as

confirmed. Conversely, a theoretical model is disconfirmed

if it has a "poor fit" with the data." (James, Mulaik, &

Brett, 1982, p. ll) The process of determining the fit of

the empirical data rests on the regression procedure

including an examination of residuals for violation of the

assumptions required for this technique. Prior to pro

ceeding with the analysis, a number of preliminary

analyses and decisions had to be completed. Those analyses

included t-tests, frequencies, the determination of

Cronbach' alpha, and correlations. When the preliminary

analyses were complete, the regression procedure was

employed with graphic residual analyses used for testing

the assumptions underlying the regression approach. The

following sections describe each statistical technique with

its' utilization in the study and its' underlying assump

tions.
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T-Test

The function of the t-test is to determine if a dif

ference exists between two population means. For this

study, two groups emerged; one group prior to the parental

complaint and a second group that was surveyed after the

procedural changes. T-tests were employed to determine

whether the groups might be considered as one. If there

was no statistically significant difference found between

the means of the groups before and after the protocol

changes, then both samples would be considered together for

the rest of the analytic procedures. The t-test is "based

on the assumptions that the observations are drawn from

normally distributed populations in which the variances are

the same..." (Glantz, l08 l, p. 269).

Frequencies

Relative frequencies are a common way of summarizing

nominal data, however they can also be used with an inter

val/ratio scale (Moore, 1979). This form of describing the

data was used for the demographic questionnaire as well as

information about the network structure obtained from the

Norbeck Social Support Questionnaire.

Cronbach's Alpha

A measure of internal consistency of three instruments

was determined. This measure of reliability depends on

"both the average correlation among items (internal consis

tency) and the number of items" (Nunnally, 1978, p. 230).
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Reliability estimates for the Hope Scale, Beck's

Hopelessness Scale, and the General Health Rating Index were

calculated for this sample of adolescents with cystic

fibrosis.

Correlation

A correlation analysis using the Pearson's Product

Moment Correlation is an appropriate method for examination

of redundancy. As described previously in this chapter,

two measures of hope were used. The measures would be

considered redundant if the r > .80 (Lewis-Beck, 1980) and

the one with the best performance on a reliability measure

would be used in further analysis.

The most important assumption for correlation analysis

is that the relationship is linear. To insure that the data

were consistent with this assumption, plots of the raw data

were examined. A second assumption is that the variables

are normally distributed. "Third, it is said that the

relationship must be homoscedastic rather than hetero

scedastic" (Nunnally, lo 78, p. 138). Interpretation of the

correlation coefficient is affected by violation of these

assumptions, however the violation must be serious.

(Nunnally, 1978)

Regression

The core of the causal modeling methodology for data

analysis lies in the use of ordinary least squares regres

sion. The proper use of this technique requires that two
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sets of assumptions be satisfied (for the regression and

the model). The assumptions required for regression are

clearly discussed in Verran & Ferketich (1984), Asher

(1983), and Lewis-Beck (1980). The assumptions necessary

for causal modeling are also clearly explicated in the work

of Ferketich and Verran (1984). Each assumption was tested

through the technique of graphic residual analysis.

(Verran & Ferketich, 1984; Ferketich & Verran, 1984)

The first step in the procedure was to develop structural

equations for the postulated direct relationships in the

model. The first structural equation was:

Hope = (2 + Ass: + 3ne. + e

The second structural equation to be tested was:

Health Perception = * + Ass: + e

Using the data obtained from the survey, ordinary

least squares regression analysis could be used to estimate

the coefficients for the equations if the assumptions about

the model and regression had been met (Berry, 1984).

Prior to beginning the analysis, a decision was made

regarding the measurement of social support. As was

described earlier in the paper, social support can be

measured as Total Functional Support or as the combination

of the NDSSQ and the number in the network (NOLISTED). Each

set of variables for social support was included separately

in the first regression equation. The social support
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variable (s) in the equation resulting in the highest

explained variance would be kept.

Graphic and Statistical Residual Analysis

The analysis of residuals provides two major impacts

on the causal modeling process. First, the combined

approach to the analysis of residuals for violation of

statistical model assumptions includes an examination of

graphs and plots with a statistical procedure utilized as

supplementary analysis. Verran and Ferketich (1984)

describe the necessary graphics and statistics necessary in

the assessment of assumption violations. Their approach was

utilized in this study.

An examination of the residuals is one strategy which

can be utilized to suggest concepts that were omitted or

missing from the theoretical framework. "For example, if

in formation has been collected on concepts which were not

specified in the model but were thought to have a possible

impact, e.g., age, SES, length of hospitalization, the resi

dual analysis can provide an estimated of whether the vari

**ies should be included in the framework." (Hinshaw, 1984,

P- s). This merging of the theoretical with the empirical

**s done in order to respecify the model for clarification
S’t the relationships and future testing.

Conclusion

The design of this study has been presented in this

Shapter, as well as the procedures for collecting data.
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Those procedures included subject selection, compensation,

maintenance of privacy, and the selection of reliable and

valid instruments. Problems with data collection were

described. The data analytic procedures including the sta

tistical tests and necessary decision making were

highlighted.
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CHAPTER 4

RESULTS

This chapter details the findings in this study.

Methodological analysis, demographic and descriptive char

acteristics of the sample, results of the quantitative

measures, reliability studies of the instruments, corre

lation between hopefulness and hopelessness, as well as

model testing using regression and graphic residual analy

ses are described. Data were analyzed with the Statistic

Package for Social Sciences (SPSSx).

Methodological Analysis

The decisons to change the instructions on the Hope

Scale in response to a parental complaint as well as

sending a personal letter from the attending physcian and a

separate letter to the parents before sending the ques

tionnaire packet required the use of a t-test as a statis

tical analysis to insure that the groups prior to and after

the changes were similar. Major variables of social support

(NDsso & number in network), health perception (GHRI), hope

*** liness, and hopelessness were tested for the two groups.

Us ing t-tests, no differences were found between the groups

at- p < .05 (See Table 4-l). The variances were considered

S*Qual based on a nonsignificant F value at p > .05; there
fore, the pooled variance estimate could be used to compute

the t value. Since the results yielded nonsignificant
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TABLE 4-l

DIFFERENCES BETWEEN METHODOLOGIES

WARIABLE N MEAN SD t p

NDSSQ
Group l 42 2.98 • 46 O. 78 O. 44
Group 2 l3 2.86 . 52

NOLISTED
Group l 44 l2.84 6. 68 -0. 18 0.86
Group 2 l3 l3. 23 7.77

GHRI
Group l 45 65. 91 l6. 5l. 0. 53 O. 60
Group 2 l2 63. 08 l6. 54

HOPE*
Group l 43 83. 59 lº. 56 0.27 O. 79
Group 2 l3 82. 19 19 . 99

BHS* *
Group l 44 2 . 89 3. 81 -l. O4 O. 30
Group 2 l3 4. l8 3. 99

* Hope Scale

** Hopelessness Scale
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differences between the two groups, the samples were

combined for the rest of the analyses.

Demographic and Descriptive Characteristics of the Sample

The demographic characteristics for this sample of 59

adolescents were examined: age, sex, marital status, ethnic

origin, educational level, height, weight, religion, regli

gious participation, faith, employment status, maternal

employment status, paternal employment status, age of diag

nosis, hospitalization information, secondary sexual

development, sibling status, and living situation. The

results are described as follows:

Age The average age of the respondents was le. 65 years

(mode l 4. 17, median lé.33, standard deviation 3.23, and

range lz.08 to 22.92).

Sex Of the respondents to this survey, 32 were male and 27

Were female.

Marital status All of the respondents were unmarried.

Ethnic Background Fifty-seven (98.3%) of the adoles
Sºernts described themselves as Caucasian. One adolescent

**E*orted that his ethnic background was American Indian —
1 - 7 #.

*saucational Level. The average grade completed in this

** mple was 9.64 (mode ll.0, median 9.0, standard deviation

2 - s 3, and range 4-16).
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Height The mean height of the participants in this study

was 62.96 inches (mode 60.00, median 63.00, standard devi

ation 3.77, and range 54-7 l).

Weight The mean weight of the adolescents was loo.78 pounds

with the mode being 95.0, the median 98.0, the standard

deviation 22.84, and the range from 63 to l88 pounds.

Religious Preference The most commonly reported religious

preference by the adolescents was "none" (27.1%, N = le).

Protestant represented 22% (N = lj) of the responses,

Catholics 20.3% (N = 12), Jewish l. 7% (N = 1), and "other"

as 25.4% (N = l'5).

Religious Participation Regular (weekly) participation in

religious activities was described by 22% (N = lj) of the

adolescents, ocassional (monthly) participation by 15.3% (N

=9), and infrequent (yearly) participation by 25.4% (N =

ls). Those adolescents who described themselves as inactive

were the most common respondents (35.6%, N = 21).

Faith The question about the adolescent's faith in a god

was completed in the following manner -- definitely true by

* + š (N = 36), mostly true by 20.3% (N = 12), don't know by

+s - 9% (N = 10), and definitely false by 1.7% (n =l).
Emeloyment Status of the Adolescent Sixteen of the adoles

Serts (27.1%) had regular jobs ranging from babysitting to

*erobics instructor. They worked on the average of le. 36

hours per week. On the occupation scale of the Hollingshead

(ls?5) Four Factor Index of Social Status, where a laborer

is rated as l and owners of large businesses or high
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executives are rated as 9; the mean level was 3.375, mode

2.00, median 3.00, standard deviation l.82 and the range

from l-7.

Maternal Employment Approximately one third (67.2%, N = 39)

of the mothers of these adolescents had positions outside

the home working on the average of 32 hours per week. Using

the Hollingshead (1975) occupational scale, the mothers

averaged 5.8l with a mode of 8.00, median of 6.00, a stan

dard deviation of l.93, and a range from l-9.

Paternal Employment Most (84.2% N = 4.8) of the fathers

worked outside the home. They averaged 47.98 hours of work

per week. Their status on the Hollingshead (1975) occupa

tional scale was 6.31 with a mode of 7.00, median of 7.00, a

standard deviation of l.98, and a range of 3-9).

Age at Diagnosis. The average age at which the adolescent

had been diagnosed with CF was 2.86 years (mode 000, median

l.00, standard deviation 4.30, and range birth-la).

Hospitalization Information The average number of hospitali

2, ations for the adolescents was 8.76 (mode 4.0, median 4.0,

standard deviation 12.44, and range 0-59). Ten percent of

the sample had never been hospitalized. Specific informa

tion about the hos-pitalization patterns of the sample can

*>e found in Table 4-2.

Female Secondary Sexual Development All of the adolescent

Sirls studied stated that their breasts had begun to deve

*-op. The mean age of breast development was determined to

be 12.62 years (mode ll, median 12, standard deviation 1.55,
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AGE $ OF

TABLE 4-2

HOSPITALIZATION EXPERIENCES

X SD MODE MEDIAN RANGE N
HOSPTTALIZATIONS

0-2 47.4 2.07 4.15 OOO OOO 0-22 57

3-5 2l.l .98 3.36 OOO 000 0-21 57

6-10 4l. 4 l.26 2.57 000 OOO O-lº 58

ll-l■ 50.0 2.26 3.86 OOO .50 0-16 58

16+ 67.7 3.84 4.95 000 l.0 O-20 31

Total 89.7 8.76 l2.44 4.0 4.0 O-59 58
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and range ll-le years). Menache had occurred in 70.4% (N =

19) of the females with an average age of onset at l4.32

years (mode 15.00, median l8.00, standard deviation l.53 and

range ll-l'7). See Table 4-3.

Male Secondary Sexual Development Pubic hair development

was described by 80.6% (N = 25) of the males responding to

this survey. The mean age of this development was lo years

with the mode 12 years, median l9 years, standard deviation

l.53, and the the range lo-l'7 years. Facial hair was

reported by 48.4% (N = 15) of the males with a mean age of

15.29 years (mode l'5.00, median lS.00, standard deviation

2.05, and range l2-19). See Table 4-3.

Sibling Status Brothers and/or sisters were reported by

84.7% of the adolescents with an average of 2.03 sibs

(standard deviation l. 786, mode l.00, median 2.00, and range

O-8). Eight (13.6%) of the adolescents reported having at

least one sibling with CF (range l-4).

Living situation Those adolescents who live with their

family of origin comprise 86.4% (N = 51) of the sample

Whether the family be a nuclear/intact family (49.2%), a

= t epfamily (30.5%), or a single parent home (ll.9%).

*Golescents who live with roommates (N = 6) comprise lo.3%

Sºf the sample. One young woman lives in a lesbian partnered

*elationship.
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DEVELOPMENT

CHARACTERISTIC

OF SECONDARY SEX CHARACTERISTICS

TABLE 4-3

Breasts

Menache

Male Pubic
Hair

Facial Hair

l3. OO

15. 29

10-17

12-19

25

15
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Results of the Quantitative Measures

Health Perception The mean of the GHRI (General Health

Rating Index) was 65.32 with a standard deviation of le. 4 l

and a range from 33-99 (N =57).

Hopefulness The Hope Scale was determined to have a mean of

83.27 (standard deviation lé.5l and a range of 27.75 to

100).

Hopelessness The average of Beck's Hopelessness Scale was
3.18 with a standard deviation of 3.86 and a range from 0 to

l8.

social Support Results of the modified NSSQ are presented

in Table 4-4. In addition to the quantitative information,

descriptive information was also obtained from this instru

ment. The sex of the first source of support listed was

most likely to be a female (77%). The sex of the second

support source listed was more likely to be a male (66.7%).

Family and relatives represented 46.29% of the adolescent's

network list with a mean of 5.64 (standard deviation 3.98

and range 0-18). Friends were the next largest group des

cribed by the adolescent -- 33.74% of their network. The

mean number of friends listed was 4.95 with a standard

deviation of 4.8l and a range from 0-20. Health care provi

ders were included as 4.3% of the network list with a mean

of 0.49 (standard deviation .90 and range 0-4). Of the

members listed in the adolescent's network, 81.7% are aware

of the subject's cystic fibrosis. Friends of adolescents

are knowlegeable about the CF (83.3%). Only 4.3% of the
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VARIABLE

TABLE 4-4

NSSQ RESULTS

NUMBER LISTED
IN NETWORK

NDSSQ

TOTAL FUNCTIONAL
SUPPORT

TOTAL NETWORK
SUPPORT

AVERAGE DURATION
OF RELATIONSHIPS

TOTAL LOSS

DEATHS OF FAMILY
AND FRIENDS

226. 47

ll 6.5l.

l. 7 4-3. 85

34-495

2l-242

2. 54-5. 00

2-2 l
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people listed in the adolescent's network have CF (mean

0.61, standard deviation l. 41, and range 0-7). In discuss

ing cF with members of the adolescent's social support

network, the adolescent is comfortable in talking with a

health care provider (mean is 4.59 on a five point scale),

family and relatives (mean 4.09), and friends provide a

forum for discussion of issues about CF (mean 3.51). The

adolescent's hopes for the future are supported by health

care providers (N = le, mean 4.41 on a 5 point scale),

family (N = 51, mean 4.34), friends (N = 45, mean 3.75), and

teachers (N = ll, mean 4. lº). Most adolescents reported

losses in their support system during the previous year

(63.8%). Of those reporting a loss (N = 37), the

average number of losses was 4.54 (standard deviation 4.17

and range l-l8).

Instrument Reliability

Internal consistency as a measure of reliability was

assessed for three of the instruments by establishing the

Cronbach's alpha for each scale. For Beck's Hopelessness

Scale, the unstandardized alpha was . 88 and the

standardized item alpha was equal to .90. The Hope Scale had

an alpha of .94 (the standardized item alpha was .95) The

Hope Scale was determined to have a Cronbach's alpha of .94.

The internal consistency for the last scale, the measure of

health perception (GHRI), was supported by an alpha of .91

which was the same as the standardized item alpha. The
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Norbeck social Support Questionnaire does not lend itself to

measures of internal consistency using the Cronbach's alpha

due to the format of the questionnaire.

Correlation Between Hopefulness and Hopelessness

The anticipated redundancy between the two measures of

hope did not occur. The Pearson Product Moment Correlation

between the Hope Scale and Beck's Hopelessness Scale was -

0.659 (N = 54). Although the magnitude of this correlation

suggests a strong relationship, the correlation did not meet

the preset criteria of p > .80 for consideration that these

dependent variables were measuring the same phenomena. Con

sequently in subsequent analyses, the original model with

hope as the dependent variable was treated as if it were two

models. The dependent variable for Model l was hopefulness

and the outcome variable for Model 2 was hopelessness. (See

Figure 4-l)

Choosing a Social Support Measure

Social support was tested using two sets of measures:

Total Functional Support (TLFUNCT) and the Norbeck–Dibble

Social Support Quotient (NDSSQ) plus the number listed in

the adolescent's network (NOLISTED). When the first equa

tion was regressed, first with TLFUNCT and then with NDSSQ

plus NOLISTED; more variance was explained by the NDSSQ plus

number listed in the adolescent's network. Therefore, Total

Functional Support was dropped as the measure of social

support.
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MODEL 1 -- HOPEFULNESS

SOCIAL SUPPORT
+

HOPEFULNESS
+

+

HEALTH PERCEPTION

MODEL 2 -- HOPELESSNESS

SOCIAL SUPPORT
+

* HOPELESSNESS

+

HEALTH PERCEPTION

Figure 4-l. Models to be Tested
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Model Testing

Three equations are required to test the models

depicted in Figure 4-l. They are as follows:

l. HF: - ck + Á (ssi) + A (HPI) + e

2. HL i = 2, * A (ssa) + 3 (HPA) + e
3. HP; - cK + £3 (ssi) + e

HP = health perception HF = hopefulness
SS = social support HL = hopelessness

Equation l (Hopefulness)

The first regression equation was that between hope

fulness (HF) and the independent variables of NDSSQ.,

NOLISTED, and GHRI. Health perception did not significantly

load on the equation and was dropped from the analysis.

The resulting equation is as follows:

HF: = 20.295 + 17.05 (NDSSQi.) + O. 97 (NoLISTED1) + e

Table 4-5 highlights the results of this analysis. The R

squared value for the equation was .3079.

Residual analysis was performed to test the assump

tions underlying the regression procedure (Verran &

Ferketich, 1984). Analysis revealed that the unstandardized

residuals did have a zero mean. The distribution on visual

examination was normal as supported by a Chi Square

Goodness of Fit of l. 886 with 2 degrees of freedom (pº- .05).
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TABLE 4-5

EQUATION l (HOPEFULNESS)

VARIABLE Rsq RsqCh FCh SigCh

NDSSQ . 1587 . 1587 9. 618 . 003

NOLISTED . 30.79 ... lº 92 10. 777 . OC2
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The nonsignificant result indicates that the distribution

did not significantly vary from normal.

The scatterplot of residuals versus predicted HF

values is shown in Figure 4-2. This plot evidences a

heteroscedastic pattern indicating unequal variances. The

dispersion of residuals for higher values of predicted HF

is much smaller than at lower values. In this instance a

power transformation of HF is indicated (Verran &

Ferketich, 1984).

By squaring the values of HF and rerunning the

regression, the following equation was formed:

3.
HF = -le l8.88 + 2406.69 (NDssoi) + l2 2. l.2 (NoLISTED1) + e

This distribution continues to be normal (X* of O. 798

is non-significant at p > .05). The mean of the unstan

dardized residuals was still zero. However, a scatterplot

of the residuals with squared HF continued to evidence

unequal variance.

When the values for HF were squared, change was also

expressed as a small difference in the explained variance

with an R squared value of .3096 for the new equation.

A second power transformation was performed in an

effort to correct the assumption violation of homoscedasti

city. The values of HF were cubed the regression was rerun.

The following equation was obtained:

HF:” = -363,516.14 + 275, 106.21 (NDssoi)

+ 14,464.32 (NOLISTED i) + e
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The distribution was normal ( X* = 0.799 which is not

significant at p > .05). The assumption of zero mean was

met. A scatterplot of the residuals plotted with cubed HF

is shown in Figure 4-3. The residuals are now equally

dispersed about zero except for a few outliers. Scatter

plots of the residuals from the cubed HF equation were

plotted against the independent variables of NDSSQ and

NOLISTED to examine for violation of the regression assump

tion of fixed independent variables. These plots both

showed the desired pattern of a horizontal band of points

equally spaced about zero.

Since the assumptions underlying the regression proce

dure had been met for equation l, examination of the

explained variance was appropriate. The total explained

variance for equation l was 30.76%. Table 4-6 illustrates

the specific results.

Respecification

The residuals of cubed HF were compared with other

independent variables that were measured in this study but

not considered part of the model. Scattergrams examined

under this situation do not pose a threat for Type I error.

New variables were chosen to be tested in the model based

on visual examination of the scatterplots of the residuals

vs. a number of variables including interaction terms

(See Table 4-7). The plots were examined for any indica

tion of a linear or curvilinear relationship between the
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TABLE 4-6

EQUATION l (HOPEFULNESS) -- SUMMARY TABLE

VARIABLE Rsq RsqCh FCh

NDSSQ ... lº'74 . 1736 lC) . 713

NOLISTED . 30.79 ... l.240 9. 677

... O O2

. 003



Page lz3

TABLE 4-7

PLOTS OF RESIDUALS (HF) VS. SELECTED VARIABLES

Variables

Age

Sex

Educational level

Faith

Employment status

Mother's employment status

Total number of Hospitalizations

Death of family and/or friends

Siblings

$ of network who know about CF

Recent loss

Number lost

Weight

Religious participation

Age of diagnosis

Living with nuclear family

Living with step family

$ of network with CF

Age and sex

Age and educational level
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TABLE 4-7 (CONT)

Variables

Sex and mother working

Loss by death

Amount of support lost

Total Network Score

Total Loss Score

Total Funcional Support Score

Hospitalizations (for each age grouping)

Number of friends in network

% friends who know of CF

Age and mother working

Total Loss Score and death

Breast development and age

Facial hair and age

Menarche and age

Male pubic hair development and age

Age of breast development

Menarche

Male pubic hair development

Age of male pubic hair development

Age of menarche

Age of facial hair development
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residual and the specific variable. Three additional vari

ables were selected by this method as they appeared to have

a linear relationship with the residual. Religious par

ticipation (RELPART), the interaction of loss and death

(LOSST), and age of diagnosis (AGEDIAG) were placed in a

regression equation along with the previously determined

variables of NDSSQ and NOLISTED. Each beta had to be

statistically significant at p < .05 in order to be retained

as part of the respecified model. LOSST and AGEDIAG were

not retained in the model. The new equation is as follows:

HF:” – –332,363.25 + 256,928.58 (NDssoi) +

ll,657.97 (NOLISTED1) + 53,772.98 (RELPART1) + e

Since the model had been respecified, a reexamination

of assumptions underlying the regression procedure was

done. The mean of the unstandardized residuals was zero.

The distribution was normal (X*= .ll6 which is not signi

ficant at p > . 05, 2 degrees of freedom). The scattergram

of the residuals against the predicted value of cubed HF

revealed an even distribution of points around zero, thus

the assumption of equal variance had been achieved. The

last assumption of fixed values for the independent vari

ables was also unviolated. When the plots of the stan

dardized residuals against NDSSQ, NOLISTED, and RELPART were

examined, no violation of the assumption of fixed distribu

tion for the independent variables or of independence was
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noted. These plots had the normal pattern of an equally

spaced horizontal band of residuals around zero.

The summary of the respecified model can be found in

Table 4-8. The model as currently specified explains 36% of

the variance in hopefulness with NDSSQ, NOLISTED, and

RELPART as the independent variables.

Equation 2 (Hopelessness)

The second equation in the hope model is the relationship

between hopelessness (BHS) and the independent variables of

NDSSQ (Norbeck–Dibble Social Support Quotient), NOLISTED

(number listed in the adolescent's support network), and

GHRI (health perception). The specific equation for this

relationship is:

BHsi = 20.196 - 3.828 (NDssoi) - .064 (GHRIi) -

.146 (NoLISTED i) + e

Table 4-9 highlights the results of this relationship.

This equation explains 39.6% of the variance in hopeless

ness. Analysis of the unstandardized residual revealed a

zero mean as one would expect with a constant in the equa

tion. The distribution of the residuals was also normal

( 2." = 0.536, not significant at p > . 05); however the

scatterplot of residuals versus predicted BHS is not the

expected horizontal band of residuals equally spaced around

zero (See Figure 4-4).

Unfortunately, the dispersion of residuals at the

higher values of predicted BHL is much smaller than that at
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TABLE 4-8

RESPECIFIED EQUATION l (HOPEFULNESS)

VARIABLE Rsq RsqCh FCh SigCh

NDSSQ . 1896 . 1896 12. 397 ... O Ol

NOLISTED . 3054 . 1159 8 . 675 , 0.05

RELPART . 3608 . O553 4. 4 lº . 04 l
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TABLE 4-9

EQUATION 2 (HOPELESSNESS)

VARIABLE Rsq RsqCh FCh SigCh

NDSSQ . 24.84 . 24.84 l6. l92 . 000

GHRI • 3.256 . O772 5. 494 . 023

NOLISTED . 3963 ... O 707 5. 506 . 023
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the lower values. Thus, just as in equation l, a transfor

mation of the outcome variable was indicated.

By taking the square root of the values of BHS and

rerunning the regression procedure, the following equation

was formed:

VEHST- 6. 559 - l. lº 8 (NDSSQi.) - . 020 (NOLISTED1)

- .035 (GHRIi) + e
The mean of the unstandardized residuals continued to be

zero and the distribution of the residuals versus the pre

dicted values of the square root of BHS continued to be

normal (X*-.024 which is not significant at p > .05). The

scatterplot of the residuals versus the predicted values of

the square root of BHL evidences the change from the trans

formation. Clearly the dispersion of values is no longer

greater at the lower end of the predicted values (See Figure

4-5). The last assumption of independence was tested via

scatterplots of the residuals against the independent

variables. The sought after equal dispersion of values in a

horizontal band surrounding zero was evident for NDSSQ.,

GHRI, and NOLISTED.

Since the assumptions underlying the regression proce

dure had not been violated, it was now appropriate to

examine the variance explained through the use of this

model. Forty-six percent of variance in hopelessness has

been explained by the in-dependent variables of NDSSQ,

GHRI, and NOLISTED (See Table 4-10).
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TABLE 4-10

EQUATION 2 (HOPELESSNESs) -- SUMMARY TABLE

WARIABLE Rsq RsqCh FCh SigCh

NDSSQ . 310 l . 3 lol 22. 0.25 . OOO

GHRI . 4l 26 ... l O25 8 . 375 . OO6

NOLISTED • 4640 . O5l.4 4.504 ... O 39
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Respecification

After examining the residuals for assumption viola

tions, a respecified theoretical model was proposed for

testing. Potential variables were located through the

visual examination of the residuals versus selected inde

pendent variables. Table 4-ll illustrates the independent

variables examined. Seven variables were found using this

method. EDLEVEL (educational level), AGEL (age and educa

tional level), TLLOSSD (Total Loss Score and death), MJOB

(mother's employment status), DEATH (number of deaths of

family and friends), AGEDIAG (age of diagnosis), and LOSS

(recent losses of sources of support) were placed in a new

model with NDSSQ, GHRI, and NOLISTED. Most of the vari

ables dropped out of the subsequent regression analysis.

The specific equation developed was:

Vans - 5. 566 - l. l80 (NDssoi) - . 020 (GHRIi)

- .0002 (AGELi) + e
The mean of the unstandardized residuals was –. Olg;

however the confidence interval (P (-1.48 × -. Olo 3 l. 44)

= .95) contains zero indicating that the assumption of zero

mean had not been violated. The distribution of the resi

duals was normal as demonstrated by a Chi Square Goodness of

Fit of 3.336 which was not significant at p > .05. A

scatterplot of the residuals versus the predicted values for

the square roots of BHS demonstrated a homoscedastic pattern

of variance. When the standardized residuals were plotted

against the independent variables in the model (NDSSQ, GHRI,
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and AGEL), the scatterplots again evidenced a pattern of

equal variance. The assumptions of the regression procedure

were met.

The variance explained by this new model for hopeless

ness as predicted by NDSSQ, GHRI, and AGEL was 49%. Table

4-12 outlines the summary statistics for respecified

Equation 2.

Equation 3 (Health Perception)

The last equation described the impact social support

has upon health perception. When the variables NDSSQ and

NOLISTED were entered into the regression equation with

health perception (GHRI) as the outcome variable, the equa

tion was not significant.

Therefore the research question that evolved from the

original model was answered -- perceived social support as

measured by a functional support measure (NDSSQ) and a

measure of network size (NOLISTED) does not have a signifi

cant impact on the adolescent's perception of health.

Conclusions

This chapter presented data analytic procedures and

findings. Descriptive information about the sample as well

as answers to the research questions were explored and

reported. Social support does not impact on the individual

adolescent's perception of health. Social support does
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TABLE 4 -ll

PLOTS OF RESIDUALS (BHS) VS. SELECTED VARIABLES

Variables

Age

Sex

Educational level

Faith

Employment status

Mother's employment status

Total number of Hospitalizations

Death of family and/or friends

Siblings

$ of network who know about CF

Recent loss

Number lost

Weight

Religious participation

Age of diagnosis

Living with nuclear family

Living with step family

$ of network with CF

Age and sex

Age and educational level

Sex and mother working

Loss and death
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TABLE 4–ll (CONT.)

Variables

Amount of support lost

Total Network Score

Total Loss Score

Total Functional Support Score

Hospitalizations (for each age grouping)

Number of friends in network

$ friends who know of CF

Age and mother working

Total Loss Score and death

Breast development and age

Facial hair and age

Menarche and age

Male pubic hair development and age

Age of breast development

Menarche

Male pubic hair development

Age of male pubic hair development

Age of menarche

Age of facial hair development
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TABLE 4-12

RESPECIFIED EQUATION 2 (HOPELESSNESS)

VARIABLE Rsq RsqCh FCh SigCh

NDSSQ . 3152 . 3152 22. O9.5 . 000

GHRI . 4215 ... l C62 8 . 630 ... O O5

AGEL . 4929 . O714 6. 48l. . Old
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impact both hopelessness and hopefulness. Health perception

only impacts on the chronically ill adolescent's level of

hopelessness. Data analyses with residual analysis resulted

in respecified models of hopelessness and hopefulness (See

Figure 4-6).
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NDSSQ
+

+
NOLISTED *P HOPEFULNESS

+

RELPART

NDSSQ

GHRI - 2 HOPELESSNESS

+

AGEL

NDSSQ = Norbeck–Dibble Social Support Quotient
NOLISTED = Number listed in network
RELPART = Religious participation
GHRI = General Health Rating Index
AGEL = Age and educational level

Figure 4-6. Respecified Hope Models
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CHAPTER 5

DISCUSSION

The overall purpose of this paper was to explore a

rather simple causal model of hope in adolescents with

cystic fibrosis. The results of this study demonstrate a

somewhat different outcome. The empirically developed

models of hope are comparatively more complex than origi

nally proposed and fail to support the theoretical framework

for this study. A new theory of hope is advanced. Study

limitations, implications for clinical practice, as well as

suggestions for future research are also presented.

In the first section of this chapter, the composition

of the empirical models based on the findings of the study

are explored (See Figure 4-6). Possible explanations for

the results are presented.

Structuring Hope

In 1969, Stotland presented a theory of hope containing

seven propositions which describe the composition and frame

work of his conceptualization. Hope, for Stotland, was a

single continuum ranging from hopefulness to hopelessness.

An individual's level of hope could be affected by the

factors described in his propositions. His theory of hope

was not fully supported by the findings of this study. The
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dependent variable of hope developed into two dependent

variables (hopelessness and hopefulness) when the antici

pated redundancy between the two measures of hope was not

established. The image of the same factors affecting an

individual's level of hope was just not supported in this

study.

Relationship of Social Support to Hope

As Stotland and other writers have proposed (Travelbee,

l971; Buehler, 1975; Boris, l976; Stotland, lo 77; Green,

1977; Bernard, 1977; Parsons, 1977; Limandri & Boyle, 1978;

Schneider, 1980; Dupree & Vogelpohl, l980; and Miller, 1983

& 1985); social support was found to affect both of the

dependent variables. Adolescents with CF are hopeful with

a strong support system, and lacking that support become

more hopeless.

Relationship of Network Size to Hope

The size of the adolescent's support network affected

the amount of perceived hopefulness but not hopelessness.

One way to explain this finding may be that adolescents with

more people in their network may have enhanced opportunities

to receive emotional or tangible support and thus feel more

hopeful. Those with fewer people in their networks may not

get their specific needs met and thus experience more hope

lessness. Another interpretation could be that the suppor

tive presence of just one special person may temper

feelings of hopelessness.
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Relationship of Health Perception to Hope

Health perception did not affect the level of the

adolescent's hopefulness as suggested by Stotland's (1969)

proposition V or the works of Bernard (1977), Parsons

(1977), Limandri & Boyle (1978), Green (1977), and Miller

(1983, 1985). However, hopelessness was affected by health

perception. The less healthy the adolescents perceived

themselves, the more hopeless they were in this study. An

interpretation of this finding may be that when an adoles

cent feels good, the feeling is accepted as normal and

therefore has no effect on hopefulness; whereas, the per

ception of ill health does in fact have a direct effect on

increased feelings of hopelessness.

Relationship Between Religious Participation and Hope

Religious participation was determined to have a posi

tive effect on perceived hopefulness, but no effect on

hopelessness. If religious participation, defined as fre

quency of church attendance, is considered as an action in

order to escape or avoid anxiety, then the results of this

study would support Stotland's (1969) Proposition IV which

describes actions to escape anxiety as hopeful. Another

explanation may be that frequent participation in religious

activities provides a different kind of support, spiritual,

which is not measured by the Norbeck Social Support

Questionnaire.
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Relationship of a Maturational Component on Hope

The interaction of age and educational level had an

impact on an adolescent's level of hopelessness; but not

their hopefulness. The older and more educated adolescent

with CF was more hopeless than their younger less educated

counterparts. McGee (1984) suggests that a maturational

component is part of the concept of hope, but does not

mention that maturation only affects the hopeless end of the

continuum. In Stotland's (1969) theory, the maturational

component is only seen in relationship to developing

schemas. Life experiences affect the schemas one develops

with age/educational level affecting life experiences.

Schemas by Stotland's definition should affect both ends of

the continuum of hope; however, the findings of this model

testing do not support that notion.

Structuring Health Perception

The findings of this study did not support the portion

of the model which asserted that social support had a posi

tive impact on the health perception of the adolescent with

cystic fibrosis. The adolescent's perception of health

does not seem to be directly affected by the social support

of others. Health perception may be based on the indivi

dual's own experience with health and illness or other

causes as yet to be determined.



Page l44

Other Model Explorations

Although many writers (Isani, l963; Laney, 1969;

Kubler-Ross, l077; Green, l977; Smith, l083; Bruhn, l984;

and Miller, 1985) have suggested that faith is an important

factor in hopefulness; faith, as measured by the demographic

question about believing in a god, was not an antecedent

factor in either model in this study. There was, however,

very little variance in the adolescent's responses; only

one adolescent did not believe in a god.

The literature (Burke & Weir, l078 a S. b : Berndt,

1979; Cauce, Felner, & Primavira, 1982; Landon, Rosenfeld,

Northcraft, & Lewiston, l 980; Kellerman, Zeltzer,

Ellenberg, Dash, & Rigler, l980; and Simmons, Corey, Cowen,

Robertson, & Levison, 1985) indicated that gender would be

a major variable in both models. However, residual analyses

did not reveal any significant difference between males and

females.

The number of hospitalizations might be expected to

affect the adolescent's level of hopefulness or hopeless

ness, but this was not the case. Dufault and Martocchio

(1985) proposed that loss would be a factor in one's hope

fulness or hopelessness. For the adolescents, both the

amount of support lost or the presence/absence of loss

within the previous year did not significantly affect either

model. The employment status of the adolescent did not

affect the level of hopefulness or hopelessness as might be

expected from the work of Stotland (1977) when he refers to
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"sense of competence" or Bernard (1977) as he describes

"responsibility" and "involvement" or Schneider (1980) when

she refers to "role function" or Smith (1983) as she refers

to "commitments" or Bruhn (1984) refering to "role

activities". Burke and Weir (1978 a S. b) as well as Boyle,

I.R., di Sant'Agnese, P., Sack, S., Millican, F., and

Kulczycki, L.L. (1976) have reported that maternal employ

ment status affects social support of adolescents with

cystic fibrosis. Maternal, as well as paternal, employment

status were nonsignificant factors in the hopelessness or

hopefulness of adolescents with cystic fibrosis.

Theoretical Reflections

As was described previously, the results of this study

do not fully support Stotland's (1969) conceptualization of

hope. When the measures of hope, each noted for assessing

one end of the continuum, were not found to be redundant,

three choices emerged. One interpretation of the results

might be that the models that emerged were not valid due to

measurement error in the dependent measures of hope.

However, the reliability of both instruments was excellent

in this sample, thus failing to support this interpretation.

A second interpretation could be that hopefulness and hope

lessness are two separate concepts. Although this interpre

tation violates the assumption that hopefulness and

hopelessness are on a continuum, an argument could be made

for considering hopefulness and hopelessness separately.
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Reframing the concepts of hopefulness and hopelessness is a

prerequisite for the third interpretation of the findings.

Visually, the concepts in the three dimensional world might

be considered as a cylinder and a cone. (See Figure 5-l)

The cylinder represents hopefulness and the cone hopeless

ness. The cone of hopelessness fits inside the cylinder

with the pointed end on the left. Cross-sections of this

figure would show hopelessness representing a greater por

tion of the area in the circle as one went from left to

right. (See Figure 5-2).

The presence of specific antecedant factors could

result in the cylinder moving away from the cone yielding

more hopeful feelings. The actual amount of hopeful feel

ings would depend on the starting point as demonstrated by

the origional cross-section. Hopelessness would be repre

sented by the cone moving further inside the cylinder. The

causes for this movement, increasing an individual's hope

lessness, can be both similiar and different from the

causes of hopefulness.

In this study the antecedent factors for moving the

cylinder away from the cone were social support, the size of

the adolescent's social network, and participation in reli

gious activities. The causal factors for movement of the

cone further inside the cylinder thus increasing hopeless

ness were a lack of social support, the adolescent's percep

tion of poor health, and the maturational component of age

and educational level. Obviously both the cone and the
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Figure 5-l. Possible relationship between hopefulness and
hopelessness
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Level of hopeFigure 5–2.
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cylinder can be moving at the same time especially when the

same causal factor (such as social support) is present. The

resultant level of hopefulness and hopelessness may then be

dependent on the adolescent's starting point as well as

other causal factors occuring concurrently.

With the conceptualization of hope being the three

dimensional model previously described, hope would be con

sidered a combination of hopefulness and hopelessness. Both

components of hope would be present in the adolescent due to

the age and educational level influences on hopelessness

(the cone). Hope could still be considered a continuum with

100% representing the entire circle obtained in a cross

section. Hopefulness and hopelessness could then each repre

sent a portion of the total area of the circle.

Study Limitations

The limitations of a study occur as a result of

sampling, methodology, instruments, and/or analyses. In

the study reported here, limitations include sampling con

cerns and the causal model analysis process itself. The

following paragraphs will outline those concerns.

Limitations surrounding the sampling are present.

Although a sample size of 59 adolescents with cystic fibro

sis is the second largest sample size reported in this

population (the largest being 62), examination of specific

subsets of this group (for instance sex and stage of ado

lescence) is not possible. Information concerning the
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nonrespondents to this survey is not available. Are they so

sick that they are unable to respond or are they so healthy

and active that they did not have time to complete the

questionnaire? Was the hour required to complete the ques

tionnaire too long? The respondents to this survey were

mainly from urban, suburban, and rural settings in

California. Would the responses have been different in a

another geographic location?

In this study, the responses of the adolescents were

examined at one point in time; whereas, the true process of

feeling hopeful and/or hopeless may vary from hour to hour

or day to day. A limitation of the method of analysis is

that feedback loops are not measured in the recursive

causal modeling process. For instance, feeling hopeful may

generate more social support which in turn may make one

feel more hopeful; however this relationship cannot be

measured via the causal modeling process without a non

recursive system using multiple measures. Consequently, a

feedback process between social support and hope may be

missed as a viable explanation of the phenomenon.

A major limitation in the interpretation of the

results of the regression analysis is that a basic assump

tion of causal modeling was not met. It is probable that

all of the critical variables have not been included in the

models, especially for hopefulness, since the amount of

explained variance is relatively low. This limitation was

anticipated at the outset since to include all the potential
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variables would have made the respondent burden enormous,

thus decreasing the sample size. Blalock (1984) in discuss

ing the dilemmas in social science research describes the

process for model closure as a "compromise between the

desirable objectives of keeping a theory simple enough to be

testable and yet complex and realistic enough that the

assumptions required for testing and estimation are also

sufficiently reasonable that critics will not simply laugh

at one's naivete." (p. 124) Parsimony is elegant and

appealing, but the real world is probably more complex and

requires analysis which reflects that complexity.

Therefore, the simple models presented in this work are

incomplete and not ready for closure, but must be further

refined in future studies.

Implications for Nursing Practice

Describing the typical adolescent with CF is virtually

impossible. Some have delayed maturation, but some do not.

Some are small for their age, but some are not. SOIme

require frequent hospitalization, but some have never been

hospitalized. The ranges and standard deviations for the

descriptive data were enormously varied and few statements

can be made with certainty that apply to every adolescent

with cystic fibrosis. The variety found in adolescents with

CF suggests that nursing care plans must be individualized

whether for inpatient or outpatient care. The results of

this study indicate that a myth which has guided practice is
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just that. Parents, as well as peers, provide a signifi

cant amount of support for these adolescents. The nurse

must be sensitive and aware of this information in planning

the care required by these adolescents. Evaluating the

adolescent's perceived support system can easily become a

part of the routine psychosocial assessment. Those adoles

cents with few supports of questionable quality are probably

at risk for progressive feelings of hopelessness which may

require psychiatric intervention. Finding that religious

participation is an important precursor to hopefulness may

suggest some interventions. Provision might be made for

hospitalized adolescents to attend religious services of

their choice. An opportunity to talk with the hospital's

chaplain may be an important source of support missed during

the adolescent's hospitalization when treatments and medica

tions seem to be never ending.

The perception of health for the adolescent with CF is

a key in the individual's feelings of hopelessness. Ques

tions exist surrounding the components for perceiving health

as good, fair, or poor. This study did not examine possible

antecedant factors in one's health perception. Is knowledge

of the disease process important in countering unrealistic

feelings of hopelessness through an effect on health percep

tion? Does talking with adults who are successfully coping

with CF help the adolescent make decisions based on reality

and not on the "fact" that they were supposed to die a

number of years ago or very soon? For some adolescents,
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support for their feelings and current information can be

found in group meetings for adolescents and young adults

with C.F.

Directions for Further Research

Further research with empirically generated hope models

can assume a number of forms. First, this study should be

replicated in other geographical locations with a larger

sample size in order to reaffirm the model in adolescents

with cystic fibrosis. Second, replication of the study

should occur with other chronically ill adolescents, e.g.

those with diabetes, cancer, asthma, or renal problems. The

antecedents of hope in other chronically ill adolescents is

a research question of interest and would provide possible

generalizability of the models in all chronically ill ado

lescents. Another way in which further research may be

directed is to focus on the model respecification of either

hopelessness or hopefulness to try to determine which fac

tors need to be included in each of the models. Recently

reported research implicates the role of self esteem and

social competence in the size of the social networks of

healthy adolescents (Fischer, Sollie, & Morrow, lo 86).

Predictors of healthy adolescent's friendships and

personality varied by gender in that longitudinal study of

lol tenth graders. Do self esteem and social competence

affect social support or number listed in the network of

chronically ill adolescents? Or does self esteem and/or
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social competence have a direct effect on feelings of hope

fulness or hopelessness? Stotland (1977) suggested that a

sense of comptence is necessary for hope. Are there other

variables such as anxiety, depression, self concept, locus

of control, etc. that may affect feelings of hopefulness or

hopelessness? Eventually a future research project could

involve an intervention study after the models have been

respecified to more closely represent reality. When the

model is fully developed and a method of determining whether

an intervention is necessary, the effects of the proposed

intervention would then be assessed. However, intervention

studies are inappropriate at the current level of model and

theory development.

Summary

The discussion in this chapter has included

considerations about the findings of the research, theore

tical concerns, limitations of the study, implications for

nursing practice, and directions for further research. The

models for hopefulness and hopelessness in adolescents with

cystic fibrosis are the foundation for future research.
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l4l Leslie Drive
San Carlos, CA 94070
September 10, 1985

Dear º

My name is Sue Dibble, and I have worked with teenagers
and young adults with Cystic Fibrosis for the past ten
years. I obtained your name and address from your cystic
fibrosis doctor. The research in which I am inviting you to
participate is a requirement for me in school but more than
this, will provide you an opportunity to help teach others
about living with Cystic Fibrosis.

If you decide to help with this study, the question
naire will take about one hour to finish, and you will be
paid $5 (five) for your time. Your name will be kept as
confidential as is possible. Before you return this ques
tionnaire you need to sign the consent form on the next
page. If you are under l8, both you and a parent need to
sign. Copies of the consent form and Experimental Subject's
Bill of Rights are attached for you to keep. Feel free to
share your answers if you want, but I'm interested in what
you think--not anyone else.

After you finish the questionnaire, just put it in the
enclosed already stamped envelope and mail it back to me.
Your check will be coming by return mail.

Thanks for your time,

Sue Dibble, R.N., M.S.
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EXPERIMENTAL SUBJECT 'S

BILL OF RIGHTS

The rights below are the rights of every person who is asked
to be in a research study. As an experimental subject I
have the following rights:

l)

2)

3)

4)

5)

6)

7)

8)

9)

lo)

To be told what the study is trying to find out,

To be told what will happen to me and whether any
of the procedures, drugs, or devices is diffe
rent from what would be used in standard practice,

To be told about the frequent and/or important
risks, side effects or discomforts of the things
that will happen to me for research purposes,

To be told if I can expect any benefit from
participating and, if so, what the benefit might
be,

To be told the other choices I have and how they
may be better or worse than being in the study,

To be allowed to ask any questions concerning the
study both before agreeing to be involved and
during the course of the study,

To be told what sort of medical treatment is
available if any complications arise,

To refuse to participate at all or to change my
mind about participation after the study is
started. This decision will not affect my right
to receive the care I would receive if I were not
in the study.

To receive a copy of the signed and dated consent
form,

To be free of pressure when considering whether I
wish to agree to be in the study.
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CONSENT FORM
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UNIVERSITY OF CALIFORNIA, SAN FRANCISCO

CONSENT TO PARTICIPATE IN A RESEARCH PROJECT

Sue Dibble, R.N. has invited me to participate in a study of
how adolescents describe things that may relate to hope,
using questionnaires.

The questionnaires will take about one hour to finish. I
may complete the entire form or selected portions.

I will be paid $5.00 upon return of the completed question
naire. If I find that certain questions strongly affect me
and that I need to discuss them or if my parents and I have
any questions, Sue Dibble, R.N. may be called collect (415)
59.4-l23 l.

My name will be kept as confidential as is possible under
the law. Efforts to insure my privacy include: 1) neither
my name nor address will be given to anyone, 2) my name and
address will be kept on a mistitled computer disk locked up
in the researcher's home, and 3) the disk containing my name
and address will be destroyed upon completion of the study.
Any information that may be published in scientific journals
will not reveal my identity.

I have been given a copy of this form and the experimental
subject's Bill of Rights to keep.

PARTICIPATION IN RESEARCH IS VOLUNTARY. I have the right to
decline to participate or to withdraw at any point in this
study without jeopardy to my medical or nursing care. If I
wish to participate I should sign this form.

My parent has also signed this form indicating permission
for me to participate in this study.

Date Signature

Date Signature (Parent)

7/9/85
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BECK "S HOPELESSNESS SCALE
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Please Circle T if you feel the sentence is TRUE and F if
you think the sentence is FALSE. There are no right or
wrong answers.

l. I look forward to the future with hope
and enthusiasm. T F

2. I might as well give up because I can't make
things better for myself. T F

3. When things are going badly, I am helped by
knowing they can't stay that way forever. T F

4. Ican't imagine what my life would be like
inl 0 years. T F

5. I have enough time to accomplish the things
I most want to do. T F

6. Inthe future, I expect to succeed in what
concerns me most. T F

7. My future seems dark to me. T F

8. I expect to get more of the good things
in life than the average person. T F

9. I just don't get the breaks, and there's no
reason to believe I will in the future. T F

10. Mypast experiences have prepared me well for
my future. T F

ll. All I can see ahead of me is unpleasantness
rather than pleasantness. T F

l2. I don't expect to get what I really want. T F

l3. When I look ahead to the future, I expect
I will be happier than I am now. T F

l4. Things just won't work out the way I want
them to. T F

ls. I have great faith in the future. T F

l6. Inever get what I want so it's foolishto
want anything. T F

17. It is very unlikely that I will get any
real satisfaction in the future. T F

l8. The future seems vague and uncertain to me. T F
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l9. I can look forward to more good times than
bad times.

20. There's no use in really trying to get something
I want because I probably won't get it. T F
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HEALTH PERCEPTION QUESTIONNAIRE
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PLEASE READ EACH OF THE FOLLOWING STATEMENTS, AND THEN
CIRCLE ONE OF THE NUMBERS ON EACH LINE TO INDICATE WHETHER
THE STATEMENT IS TRUE OR FALSE FOR YOU.

THERE ARE NO RIGHT OR WRONG ANSWERS.

If a statement is definitely true for you, circle 5.
If it is mokstly true for you, circle 4.
If you don't know whether it is true or false, circle 3.
If it is mostly false for you, circle 2.
If it is definitely false for you, circle l.

SOME OF THE STATEMENTS MAY LOOK OR SEEM LIKE OTHERS. BUT
EACH STATEMENT IS DIFFERENT, AND SHOULD BE RATED BY ITSELF.

Definitely Mostly Don't Mostly Definitely
true true know false false

l. According to the doctors
I've seen, my health is
now excellent 5 4 3 2 l

2. I try to avoid letting
illness interfere with my
life 5 4. 3 2 l

3. I seem to get sick a little
easier than other people 5 4 3 2 l

4. I feel better now than I
ever have before 5 4 3 2 l

5. I will probably be sick a
lot in the future 5 4 3 2 l

6. I never worry about my health 5 4 3 2 l

7. Most people get sick a
little easier than I do 5 4 3 2 l

8. I don't like to go to the
doctor 5 4 3 2 l

9. I am somewhat ill 5 4 3 2 l

10. In the future, I expect to
have better health than
other people I know 5 4 3 2 l

ll. I was so sick once I thought
I might die 5 4 3 2 l
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l3.

14.

l5.

l6.

l'7.

l8.

l9.

20.

2l.

22.

23.

24.

25.

26.

Definitely Mostly Don't Mostly Definitely
true true know false false

I'm not as healthy now as
I used to be 5 4 3 2 l

I worry about my health more
than other people worry
about their health 5 4 3 2 l

When I'm sick, I try to just
keep going as usual 5 4 3 2 l

My body seems to resist
illness very well 5 4 3 2 l

Getting sick once in a while
is part of my life 5 4 3 2 l

I'm as healthy as anybody
I know 5 4 3 2 l

I think my health will be
worse in the future than
it is now 5 4 3 2 l

I've never had an illness
that lasted a long period
of time 5 4. 3 2 l

Others seem more Concerned
about their health than I
am about mine 5 4 3 2 l

When I'm sick, I try to keep
it to myself 5 4 3 2 l

My health is excellent 5 4 3 2 l

I expect to have a very
healthy life 5 4 3 2 l

My health is a concern in
my life 5 4. 3 2 l

I accept that sometimes I'm
just going to be sick 5 4 3 2 l

I have been feeling bad
lately 5 4 3 2 l
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27.

28.

29.

30.

31.

32.

Definitely Mostly Don't Mostly Definitely

It doesn't bother me to go
to a doctor

I have never been seriously
ill

When there is something
going around, I usually
catch it

Doctors say that I am now
in poor health

When I think I am getting
sick, I fight it

I feel about as good now as
I ever have

true true know false false

5 4 3 2 l

5 4 3 2 l

5 4 3 2 l

5 4 3 2 l

5 4 3 2 l

5 4 3 2 l



Page 182

APPENDIX F

NORBECK'S SOCIAL SUPPORT QUESTIONNAIRE
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PLEASE READ ALL DIRECTIONS ON THIS PAGE BEFORE STARTING.

Please list each important person in your life on the next
page on the right. Consider all the persons who provide
personal support for you or who are important to you.

Use only first names or initials, and then indicate the
relationship and the individual's sex, as in the following
example:

Example:

First Name or Initials Relationship Sex

l. MARY T. FRIEND F

2. BOB BROTHER M

3. M. T. MOTHER F

4. SAM FRIEND M

5. MRS. R. NEIGHBOR F

etc.

Use the following list to help you think of the people
important to you, and list as many people as apply in your
Case -

--
family members or relatives

--
spouse or partner

--
girlfriend or boyfriend

--
friends

-- teachers

--
neighbors

--
doctor/nurse/dietician

--
counselor or therapist

--
minister/priest/rabbi

-- other

You do not have to use all 24 spaces. Use as many spaces as
you have important persons in your life.

PLEASE TURN TO THE NEXT PAGE AND GO AHEAD AND LIST THE
IMPORTANT PEOPLE IN YOUR LIFE RIGHT NOW. THEN ANSWER THE
QUESTIONS ON THE HALF PAGES ON THE LEFT.



;

Foreachpersonyoulisted,pleaseanswerthefollowingquestionsbywriting
inthenumberthatapplies.

1=notatall 2=alittle 3=
moderately

4=quite
abit 5=agreatdeal

Question
1:

Question
2:

-

PERSONALNETWORK HowmuchdoesthispersonHowmuchdoesthispersonmakeyoufeellikedorloved?.§feelrespected
or FirstNameorInitialsRelationshipSex 1.1.1. 2.2.2. 3.3.3. 4.4.4. 5.5.5. 6.6.6. 7.7.7.8.8.

|
8. 9.9.9. 10.10.10. 11.11.11. 12.12.12. 13.13.13. 14.14.14. 15.15.15. 16.16.16. 17.17.17. 18.18.18. 19.19. -19. 20.20.20. 21.*

—
-21. 22.22.

-
22. 23.23. -23. 24.24. -24.

-



:

Foreachpersonyoulisted,pleaseanswerthefollowingques tionsbywriting
inthenumberthatapplies.

5=a
greatdeal

Question
3:
Question
4:

PERSONALNETWORK HowmuchcanyoutrustthisHowmuchdoesthisperson personwithyoursecrets?agreewithorsupportyour

actionsor
thoughts?FirstNameorInitialsRelationshipSex

11.1 22.2 33.3 44.4 55.5 66.6 77.7 88.8 9.9.9 10.10.10 11.11.11 12.12.12 13.13.13 14.14.14 15.15.15 16.16.16 17.17.17 18.18.18 19.19.19 20.20.20 21.21.21 22.22.22 23.23.23 24.24.24 º-Y---*.~----***

1=notatall 2=alittle 3=
moderately

4=
quite
abit



Foreachpersonyoulisted,pleaseanswerthefollowingques tionsbywriting
inthenumberthatapplies.

1=notatall 2=alittle 3=
moderately

4=quite
abit 5=agreatdeal

Question
5:
Question
6: Ifyouneeded

toborrow$10,Ifyouwereconfined
tobed aridetothedoctor,orSomeforseveralweeks,howmuchPERSONALNETWORK otherimmediatehelp,howcouldthispersonhelpyou? muchcouldthisperson usuallyhelp?FirstNameorInitialsRelationshipSex 1.1.1 2.2.2 3.3.3 4.

-4.4 5.5.5 6.6.6 7.7.7 8.-8.8 9.9.9. 1010.10. 1111.11. 1212.12. 1313.13. 1414.14. 1515.15. 1616.16. 1717.17. 1818.18. 1919.19. 2020.20.hd 2121.21.§22.22.22.(D 23.2323.H.- 24.2424.3.



:

Foreachpersonyoulisted,pleaseanswerthefollowingques tionsbywriting
inthenumberthatapplies.

1=yes 2=no 3=
don'tknow

Question
7:
Question
8: DoesthispersonknowyouDoesthispersonhaveCystic haveCysticFibrosis?Fibrosis?

1.1 2.2 3.3 4.4 5.5 6.6 7.7 8.8 9.9 10.10 11.11. 12.12. 13.13. 14.14. 15.15. 16.16. 17.17. 18.18. 19.19. 20.20. 21.21. 2222. 2323. 2424.

PERSONALNETWORK
FirstNameorInitialsRelationshipSex



;

=notatall =alittle =
moderately

=quite
abit =agreatdeal

Question
9:

Question10: HowmuchcanyoutalkwithHowmuchdoesthisperson thispersonaboutyourcysticencourageyourhopesforthe fibrosis?future?
1

41:;

PERSONALNETWORK
FirstNameorInitialsRelationshipSex t

-

*-

º

º

-

-

-

-

-

-

º
:

-



Question11: Howlonghaveyouknown thisperson?

Question12: Howfrequently
doyou usuallyhavecontactwith thisperson?(Phonecalls, visits,orletters)

1=lessthan6
months

2=6to12months
3=1to2years

4=2to5years
5=morethan
5
years

5=daily
4=
weekly =monthly afewtimes

a
year

3 2 1=
once
a
yearorless

PERSONALNETWORK
FirstNameorInitialsRelationshipSex

!
º

:
:

;

--

**************-*--------->************



;

************
*

*********
*****
*******

13.Duringthepastyear,haveyoulostanyimportantrelationshipsdueto
moving,
ajobchange,divorceor
separation,death orSomeotherreason?

0.No 1.Yes

IFYES: 13a.Pleaseindicatethenumber
of
personsfromeachgroupwhoarenolongeravailable
toyou.

familymembers
or
relatives _Spouse

Orpartner _boyfriend
or
girlfriend

friends teachers neighbors healthcareproviders counselor
or
therapist minister/priest/rabbi

—other(specify)
13b.Overall,howmuchofyoursupportwasprovidedbythesepeoplewhoarenolongeravailable
toyou?

_0.noneatall —
1.alittle

2.a
moderateamount

3.quite
abit 4.agreatdeal

14.Howmanyfriendsand/orrelativeshavediedinthepastyear?

(number)

*,t--ºº** -~--*--*/ºJ-S.****.º*rº-º-º,** º*---*-*,ºz-L.-S-***e

-*-*º-:"..ºTº–***_*ºr.
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HOPE SCALE
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º
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PLEASE READ EACH OF THE FOLLOWING GOALS AND THEN RATE YOUR FUTURE
CHANCES OF ACHIEVING EACH GOAL ON A SCALE OF O TO 100.

THERE ARE NO RIGHT OR WRONG ANSWERS

If you will reach the goal for sure, write in 100.
A 49 would mean that you had a 49% chance of meeting the goal.
If you feel that there is no way to reach the goal, then fill in a 0.

FOR EXAMPLE: I WILL LIVE AT LEAST UNTIL I'M 40 YEARS OLD. 89

My answer to this question means that I believe there is an 11% chance of my dying be
fore my 40th birthday or an 89% chance of my having a great party. (If I were already 40,
would, of course, write in 100).

Obtain a good job (or if you have a job at present) keep my job.
Have a nice house (apartment).
Have others feel that I am a worthwhile person to have around.
Have enough good friends.
Have a good relationship with my children.
Have a satisfactory sex life.
Have a good relationship with my other close relatives.
Have enough money for basic needs.
Have good bodily health.

1 O . Have a good relationship with my father.
. At the end of my life, be able to say it was good that I lived.! . Have enough money to do the things I want.

1 3 . Have a satisfactory leisure life.
1 4 . Have good emotional health.
1 5 . Have a nice car.

1 6 . See my children turn out well.
1 7 . Get enough education.

. Be seen as attractive in my looks, dress and grooming.

. Have a good relationship with my mother.

. Get married (or if married) have a good relationship with my spouse.
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APPENDIX H

FEMALE DEMOGRAPHIC QUESTIONNAIRE

!
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To enable us to compare the results of this study with
people from different groups and situations, I would like
some information about your background. Please complete the
following items. This will be kept strictly confidential as
will all your answers.

l. BIRTHDATE

AGE

2. SEX
l.
2.

HEIGHT WEIGHT

female
male

3. MARITAL STATUS

l.
2.
3.
4.
5.

single, never married
married
divorced or separated
widowed
living with partner

4. EDUCATIONAL LEVEL

What grade are you in?

If not in school, what is the highest grade of regular
school that you completed? (Circle one)

Grade School
Il 2 3 4 5 6 7 8

High School College Graduate School
9 lo l l l 2 l3 la l8 l8 l'7 l8 l9 20 21 22

5. ETHNIC BACKGROUND

l.
2.
3.
4.
5.

Asian
Black
Caucasian (white)
Hispanic
Other (Specify)

6. RELIGIOUS PREFERENCE

l.
2.
3.
4.
5.

Protestant (Specify)
Catholic
Jewish
Other (Specify)
None

7. PARTICIPATION IN RELIGIOUS ACTIVITIES

l.
2.
3.
4.

Inactive
Infrequent Participation (l-2 times a year)
Occasional Participation (about monthly)
Regular Participation (weekly)

i
-
■ *
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lC).

ll.

l2.

l3.

I HAVE FAITH IN A GOD.

Definitely True
Mostly True
Don't Know
Mostly False
Definitely False

I HAVE A JOB.

l. Yes
2. NO

IF YES :

9a. My job is
9b. I work about hours/week

MY MOTHER HAS A JOB OUTSIDE OF THE HOME.

l. Yes
2. NO

IF YES :

loa. Her job is
lOb. She works about hours/week.

MY FATHER HAS A JOB OUTSIDE THE HOME.

l. Yes
2. No

IF YES :

lla. His job is
llb. He works about hours/week.

WHAT AGE WERE YOU DIAGNOSED WITH CYSTIC FIBROSIS7

years old.

WHAT AGE DID YoU REALIZE YoU HAD cystic FIBRosis (NoT
THE AGE AT WHICH YOU WERE DIAGNOSED)

years old.
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lA - FOR EACH OF THE FOLLOWING AGE GROUPS, HOW MANY TIMES
HAVE YOU BEEN HOSPITALIZED FOR CF RELATED PROBLEMS 2
(FILL IN A NUMBER)

Age Number of Hospitalizations

O-2 years old

3-5 years old

6-lo years old

ll-l's years old

l6+ years old

lS. MY BREASTS HAVE BEGUN TO DEVELOP

l. Yes When? (age)
2. Not yet

16. MY PERIOD HAS STARTED

l. Yes When? (age)
2. Not yet

17. DO YOU HAVE BROTHERS AND/OR SISTERS7

l. Yes How many?
2. No

18. DO ANY OF THEM HAVE CYSTIC FIBROSISP

l. Yes How many?
2. No

19. DO YOU LIVE AT YOUR PARENTS HOME?

l. Yes
2. No
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20. PLEASE LIST THE NAME AND RELATIONSHIP OF ALL THE PEOPLE
WHO LIVE WITH YOU.

FOR EXAMPLE:

JOAN - MOTHER
BOB - STEPFATHER
MARY - SISTER
GEORGE - STEPBROTHER
ALICE - GRANDMOTHER
ERIN - NIECE

NAME RELATIONSHIP
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APPENDIX I

MALE DEMOGRAPHIC QUESTIONNAIRE

º ■
º,
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To enable us to compare the results of this study with
people from different groups and situations, I would like
some information about your background. Please complete the
following items. This will be kept strictly confidential as
will all your answers.

l. BIRTHDATE HEIGHT WEIGHT

AGE

2. SEX
l. female
2. male

3. MARITAL STATUS

l. single, never married
2. married
3. divorced or separated
4. widowed
5. living with partner

4. EDUCATIONAL LEVEL

What grade are you in?

If not in school, what is the highest grade of regular
school that you completed? (Circle one)

Grade School High School College Graduate School
1 2 3 4 5 6 7 8 9 lo l l l 2 l3 l A l8 l6 l7 l8 l9 20 21 22

5. ETHNIC BACKGROUND

l. Asian
2. Black
3. Caucasian (white)
4. Hispanic
5. Other (Specify)

6. RELIGIOUS PREFERENCE

l. Protestant (Specify)
2. Catholic
3. Jewish
4. Other (Specify)
5. None

7. PARTICIPATION IN RELIGIOUS ACTIVITIES

l. Inactive
2. Infrequent Participation (l-2 times a year)
3. Occasional Participation (about monthly)
4. Regular Participation (weekly)
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8 .

S -

I HAVE FAITH IN A GOD.

Definitely True
Mostly True
Don't Know
Mostly False
Definitely False

I HAVE A JOB.

lO .

1 - Yes
2 - NO

IF YES :

9 a. My job is
9b. I work about hours/week

MY MOTHER HAS A JOB OUTSIDE OF THE HOME.

l. Yes
2. No

IF YES :

10a. Her job is
10b. She works about hours/week.

ll. MY FATHER HAS A JOB OUTSIDE THE HOME.

l. Yes
2. No

IF YES :

lla. His job is
llb. He works about hours/week.

12. WHAT AGE WERE YOU DIAGNOSED WITH CYSTIC FIBROSIS 2

years old.

13. WHAT AGE DID YOU REALIZE YOU HAD CYSTIC FIBROSIS (NOT
THE AGE AT WHICH YOU WERE DIAGNOSED)

years old.
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lA - FOR EACH OF THE FOLLOWING AGE GROUPS, HOW MANY TIMES
HAVE YOU BEEN HOSPITALIZED FOR CF RELATED PROBLEMS 2
(FILL IN A NUMBER)

Age Number of Hospitalizations

O-2 years old

3–5 years old

6-10 years old

ll-l's years old

l6+ years old

15. I HAVE PUBIC HAIR.

l. Yes When? (age)
2. Not yet

16. I HAVE FACIAL HAIR.

l. Yes When? (age)
2. Not yet

17. Do YOU HAVE BROTHERS AND/OR SISTERs?

l. Yes How many?
2. No

18. DO ANY OF THEM HAVE CYSTIC FIBROSIS7

l. Yes How many?
2. No

19. DO YOU LIVE AT YOUR PARENTS HOME?

l. Yes
2. NO
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PLEASE LIST THE NAME AND RELATIONSHIP OF ALL THE PEOPLE
WHO LIVE

JOAN
BOB
MLARY
GEORGE
ALICE
ERIN

NAME

WITH YOU. FOR EXAMPLE:

MOTHER
STEPFATHER
SISTER
STEPBROTHER
GRANDMOTHER
NIECE

RELATIONSHIP

7/7 ■ ºlº

ARY |
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APPENDIX J

PARENTAL LETTER
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l4l Leslie Drive
San Carlos, CA 94070
December, l985

Dear Parent:

My name is Sue Dibble and I am a nurse who has worked with
teenagers and young adults with Cystic Fibrosis for the past
ten years. Three years ago I went back to school in order
to learn about the research process. My ultimate goals are
to write about and to teach other health care workers about
the process of living with cystic fibrosis. My best teachers
about living with CF have been the patients and families I
have cared for in the hospital. Participation in research
studies is just one more formal way of a number of indivi
duals teaching about specific aspects about living with CF.

In a couple of days your teenager will receive a question
naire packet in the mail. This packet was mailed by your CF
doctor to insure that your name and your child's name will
continue to be kept confidential in the Hospital's files.
If your child decides to help with this project and you
agree, then your role is to sign the consent form and your
child's job is to fill out the questionnaire packet. Your
child will receive $5 as a gesture of thanks for the time
(about one hour) and effort involved in completing the
questionnaires.

When I receive the completed packet, I will then know your
child's name and address in order to send the check and to
be able to send them a summary of the results of the study.
One complaint I have heard from folks who participate in
research studies is that they never heard the results. In
planning this study, I have made certain that they would
hear the results of their efforts. The names of the adoles
cents and young adults will be kept as confidential as
possible until the results have been mailed and then the
list of participants willbedestroyed.

The study in which I will be inviting your child to partici
pate will be concerning their hope, health, support systems,
and census type information. I want to know what they
believe about certain goals, who they talk with about CF,
who they tell about the CF, etc. If you have any questions
or concerns, please call me collect at (415) 594-1231.

Sincerely,

Sue Dibble, M.S., R.N.
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APPENDIX K

LETTER FROM A PHYSICIAN
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PEDIATRIC PULMONARY CENTER
cº-tucºre twº s --Crsº Tau Medical ce. NTER

JOHN C McQUITTY M.D 51st AND GRove strff Ts
He RMAN w LIPOw Ma o

(LAN
-

N
BRUCE G Nick E. M. C. OAKLAND. C. All FORN1A 94.609
vivie NNE NEwMAN-DON to M c

NANCY C LE wis. M. C.

curwov A NELSON R N P N P

MICHELLE L MINOR R N P N P

PEDIATRic intensive CARE unit
CYST1C Fibrosis cen"ER
PULMONARY Function LABORATorºv

TELEPHONE 415, 42 B 33 os CONSuu TATION ºr Pul Mors ARw thºse ast

Dear Patient With Cystic Fibros is :

F n closed you will find a packet in v i t i ng you to participate in a
study of the at titudes of young a dults with Cystic Fibrosis. The
study will be conducted by Sue Dibble, M. S. , R. N. who has worked
with C. F. patients for a number of years and is currently work in g
on her Ph. D. Studies such as this some times help physicians and
nurses to be t t e r under stan d what it is like to have C. F. and in
turn be more sensitive to their patients. The refore, I would
appreciate your taking the time to fill out her question na i re.
Of course, you are under no obliga ti on to do so and whether or
not you choose to participate will not effect your relationship
with the staff of Children's Hospital. If you have any questions
or concerns about the study please do not he sit a te to call me,
Michelle Minor, R. N. , P. N. P. or contact Ms. Dibble directly.

«»…~~ 22–4 cº- A1A)
Bruce G. Nickers on , M. D.
Pedia tric Pulmon o logist

BGN: pm
10–24 – 85
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REVISED HOPE SCALE
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PLEASE READ EACH OF THE FOLLOWING GOALS AND THEN RATE YOUR FUTURE
CHANCES OF ACHIEVING EACH GOAL ON A SCALE OF O TO 100.

THERE ARE NO RIGHT OR WRONG ANSWERS

If you will reach the goal for sure, write in 100.
A 49 would mean that you had a 49% chance of meeting the goal.
If you feel that there is no way to reach the goal, then fill in a 0.

Obtain a good job (or if you have a job at present) keep my job.
Have a nice house (apartment).
Have others feel that I am a worthwhile person to have around.

. Have enough good friends.
Have a good relationship with my children.

. Have a satisfactory sex life.
. Have a good relationship with my other close relatives.
. Have enough money for basic needs.
. Have good bodily health.

10. Have a good relationship with my father.
11. At the end of my life, be able to say it was good that I lived.
12. Have enough money to do the things I want.
13. Have a satisfactory leisure life.
14. Have good emotional health.
15. Have a nice car. __

16. See my children turn out well.

17. Get enough education.
18. Be seen as attractive in my looks, dress and grooming.
19. Have a good relationship with my mother.
20. Get married (or if married) have a good relationship with my spouse.
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SECOND LETTER TO THE ADOLESCENTS
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l4l Leslie Drive
San Carlos, CA 94070
October 7, 1985

Dear :

A few weeks ago, I sent you a questionnaire package.
Answers to the questions I asked you could eventually make a
difference in the care of adolescent and young adults with
cystic fibrosis. But I need your help. Could you please
set aside one hour of your busy day to sit down and answer
the questions in the packet? In case the previous one
became lost, I have enclosed another.

If you decide to help with this study, you will be paid
$5 (five) for your time. Your name will be kept strictly
confidential. Before you return this questionnaire you need
to sign the consent form on the next page. If you are under
l8, both you and a parent need to sign. Copies of the
consent form and Experimental Subject's Bill of Rights are
attached for you to keep. Feel free to share your answers
if you want, but I'm interested in what you think--not any
anyone else.

After you finish the questionnaire, just put it in the
enclosed already stamped envelope and mail it back to me.
Your check will be coming by return mail.

Thanks for your time,

Sue Dibble, R.N., M. S.
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l4l Leslie Dr.
San Carlos, Ca 94070
May 10, 1986

Dear Research Volunteer:

I want to thank you again for your participation in the

research study that I conducted a few months ago. I pro

mised you two things at that time. First, that I would

destroy your name and address in my files. By the time you

read this letter that promise will have been kept.

The second promise was to tell you about the results of

the questionnaires. As I told you, I was looking at hope in

adolescents with cystic fibrosis. Feelings of hopefulness

were found to be caused by a good support system consisting

of a number of family and friends. Participation in reli

gious services also contributed to feelings of hopefulness.

Hopeless feelings were the result of a poor support system,

poor health, as well as older age and higher educational

level.

If you have any ideas or thoughts concerning these

findings, please feel free to contact me. I would love to

hear from you. Thanks again.

Sincerely,

Sue Dibble
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