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ABSTRACT

Development and Testing of the Stress
Adaptation Scale for Parents with

Chronically Ill Children (SASP&

Carolyn M. Rutledge
Old Dominion University, 1988

Director: Dr. Helen Yura

This research study consisted of four phases used to
develops and test the Stress Adaptation Scale for Parents

with Chronically Ill Children (SRSP). The first phase dealt
with developing the items on the SASP from a review of the

literature and the researcher's professional experience.

[he SRSP was then divided into the six categories of health

care, social, personal, familial, financial, and spiritual.
In phase II, content validity was evaluated by a panel of

experts. In phase III, stability over time and face

validity was demonstrated using 26 parents of chronically
ill children. The SASP achieved a Pearson's r=.85 with

pc.000. In phase IV, the SASP was tested for internal
consistency using scores from 110 parents of chronically ill
children. The entire tool and each category obtained a

Cronbach's alpha &.70. Based on the results of the study,

the SASP appears to have potential as a valid and reliable
instrument for use in research and clinical settings.
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Chapter 1

Introduction
"Stress is the body's nonspecific response to any demand

placed on it, whether that demand is pleasant or not"

(Selye, 1978, p. 60). Human beings deal with some stress in

order to maintain wall-being. This positive stress is
"eustress." When people are unable to adapt to stress, the

stress is considered to be negative stress or distress
(Selye, 1978).

Many times, parents are unable to adapt to the stress
that accompanies the chronic illness of a child. fhis often

results in the development of additional problems which in

turn stress the family structure (Fife, 1980; Green, 1982).

The presence of an ill child within a family may result in

the lack of intimacy and companionship among family members,

a change in roles, loneliness, withdrawal, guilt, fleeing,
aggression, depression, anxiety, stifling of emotions,

financial difficulties„ overprotection of the child, denial,
inability to problem-solve, fear, marital troubles'nd
difficulty in reintegrating the child into the family

(Fx ( e, 1985; Green, 19821 Gibbons 5 Bor en, 1985; Hogan,

1983) Kaplan, 19771 Mattsson, 1977l Stein Ik Riessman, 1980)

lomlinson, )986) McCubbin, McCubbin, patterson, Caubler

Wilson, (k Warwick, 1983).



Diff iculty in adapting to stress tends to be a

significant problem for parents of chronically ill children
and is an area where attention must be focused. Nurses,

caring for chronically ill children, work closely with

parents and are in a posztion to assist with the fulfillment
of the human need to adapt to stress. In order for nurses

to assist in minimizing stress, they must be able to
identify signs that indicate a parent is either able or

unable to adapt to the stress. The nurse may then assist
parents in becoming aware of stressors and in fostering
human need fulfillment by removing, changing, or controlling
the stressor. The nurse's desire is to prevent or minimize

parent's ineffective adaptation (Hogan, 1983). This in turn

will allow parents to assist their children in fulfilling
their human needs. In order for nurses to assess the

effectiveness of parents in adapting to the stress created

by a child's chronic illness, a reliable and valid
instrument should be developed.

Puroose

4 tool that would identify effective and ineffective
adaptation to stress would enable health care providers
to identify parents requiring assistance in dealing with the

stress associated with the chronically x ll child. Ihe

health care providers could also provide support and

assistance to parents that are adapting in an effective
manner. The purpose of this study was to develop and test a

valid and reliable tool that could be used in clinical



settings and for research to identify whether parents with a

chronicaily ill child are adapting to the stress.
Problem Statement

Currently, there are no effective methods to measure

whether the human need to adapt to stress is being met by

the parents of a chronically ill child. There is a demand

for a method of identifying the parents whose human need to
adapt to stress is in the met or unmet state in order to
minimize stress within the family (Fife, 1985"„Hogan, 1983) ~

Hany of the tools that are currently being used require
further reliability testing. The tools tend to deal with

identifying selected coping behaviors, uncertainty, parental

attitudes, or the impact of the illness. None of the tools
in use deal with identifying areas of effective adaptation.

What stressors commonly affect the parents of a chronically

z li c(iield and compromise their human need Lo adapt Lo

stress'? Are the adaptive behaviors used by parents of

chronically ill children effective or ineffectiveg
Theoretical Framework

Two theories, Nursing's Human Need Theory by Yura and

Welsh (1988) and Stress Theory by Hans Selye (1978), were

used as the theoretical frameworks for this research study.

According to Nursing's Human Need Theory, a human need is
that requirement necessary for a person to maintain a state
of well —being or wholeness. In Nursing's Human Need (heory,

persons are viewed as holistic beings who are motivated

toward satisfying human needs. The fulfillment of the human



need may become altered when persons undergo experiences of

a biologic, intellectual, spiritual, pathophysiologic,
emotional, social, environmental, psychopathological, or

economical affront. According to Yura and Welsh (1988), a

human need will either be "met", "partially met", or

"unmet". The parent's adaptive behavior will either meet

the need or not meet the need at all. In order to reach

human need fulfillment or meet the need, persons must learn

to adjust to changes in life as they occur. When human

needs are not Fu) Filled, the we))-being of the person, the

family and the society xs threatened (Yura Sc Welsh, 1988).

When alterations in human need fulfillment occur, the

societal unit, which includes nursing, must assist persons

in fulfilling the human need. The nurse is often

responsible for suppporting, fostering, facilitating, and

intervening with both the well and the ill client in order

to fulfill the human need. The nurse'5 goal is to assist
the client in maintaining or achieving a state of well-being

or wholeness. The nurse assists the client by first
assessing the client's level of human need fulfillment. The

nurse can then establish a plan of action and implement it.
Once implementation has occurred, the nurse and client can

once again evaluate the extent of human need fulfillment in

order to determine the changes which must be made to achieve

a state of well-being (Yura h Welsh, 1988).

According to Yura and Welsh (1988), there are thirty-
five human needs which must be fulf il led in order for the



person, family, and community to maintain well-being. The

human need to adapt to stress xs one of the thirty-five
human needs identified. The human needs are divided into
three categories: freedom, survival, and closeness. The

need to adapt to stress is in the survival category. A

survival need must be satisfied if the person (parent) or

group (family) is to survive (Yura and Welsh, 19SB). Yura

and Walsh (1988) def ine the human need for adaptation to
stress as "the harmonious accommodation of the person with

changed demands in his or her internal and/or external
environment resulting in a balanced relationship with these
environments" (p. BB). When the human need to adapt to
stress is not fulfilled, the client is unable to maintain

well-being.

According to Stress Theory by Hans Selye (1978), stress
is the body's response to a demand placed on it, either
pleasant or unpleasant. Pleasant stress is "eustress" and

unpleasant stress is "distress". Causes of stress are known

as stressors. When persons experience stress, their pulse

increases, their breathing quickens, and they increase their
body movements (Selye, 1978). The body responds to stress
in three stages known as the General Adaptation Syndrome

(BAS). The General Adaptation Syndrome consists of: (1&

alarm reaction during which the body becomes aware of a

stressor and prepares for fight or flight, (2& resistance
during which the body adjusts to stress, and (W) exhaustion

during which the body breaks down (Clemente, 1983).



With parents of a chronzcal 1y ) 1 1 child, there are many

stressors present which produce the General Adaptation

Syndrome. Each stressor must be dealt with in order to
minimize the progression towards the stage of exhaustion.

The method for adapting to stress results from the
individual's life experiences, environment, perception of

the stress, genetic composition, personality, culture, and

interpersonal relationships (Hogan, 19BZ; Auger, 1976).

In order to decrease the stress, it is important to

identify areas of stress in parents with chronically ill
children (Green, 1982&. The tool developed in this study

could enable the health care provider to assess these areas

of stress and then assist the parent with adapting to the

stress. This can be done by assisting the parent in setting
goals and in using individual coping strategies to mznimize

or remove the stressors resulting from having a chronically
ill child (Tomlinson, 1986). Stress, caused by physical or

mental stressors, can be managed by intervention which is
directed towardss (1) managing the stressor by avoiding,

decreasing or changing it, (2) altering the perception of

the stress fostering a healthier view of the situation, (3&

increasing the choices on how to react to the stressor as

far as health—enhancing reactions, and (4) managing the

symptoms such as by physical fitness and relaxation (Green,

1982). Once the stressor has been identified, the nurse and

client can begin to plan how to deal with the stressor such

as by removing, minimizing, or manipulating it.



The tool developed in this study measures the human need

for adapting to stress as being met, partially met, or unmet

based on the scores obtained. With this tool, health care
providers may be able to identify when the parent or

family's well —being is threatened by the inability to meet

the human need to adapt to stress. This will enable the
health care provider to aid the parent in handling the

stages of the General Adaptation Syndrome. Once inability
to adapt to stress has been identified, the health care

provider should be able to assist the parents in dealing

with the stress and thus support the child experiencing a

chronic illness.
Def inition of Terms

1. Human need to adapt to stress — one of the 35 human

needs according to Nursing's Human Need Theory. Yura

and Walsh ( 1988) define it as "the harmonious

accommodation of the person w)th changed demands )n

his or her internal and/or external environment

resulting in a balanced relationship with these
environments" (p. 88). In this study, the chronic

illness of a child results in stressors that produce

stress.
a. Human Need — according to Yura and Welsh (1988),

it is "an internal tension that results from an

alteration in some state of the system." "A

basic human need is one that must be satisfied if
the person or group is to survive" (q. 70). This



requirement is either "met", "partially met" or

"unmet" by the parent or family. The extent to
which it is met determines the parent's or family'

level of well-being.

b. Adaptation — a method of coping with stress in

order for the parent or family to maintain well—

being. Some methods of coping will be effective,
others ineffective.

c. Stress — the pressure or strain imposed upon the

parent or family as a result of a child's chronic

illness. Stress will be assessed under categories
of social, financial, familial, spiritual, health

care, and personal as measured by the Stress
Adaptation Scale for Parents with Chronically Ill
Children (SASP&.

2. Chronicaliy ill child — unmarried person who continues

to live with parents and rely on them for assistance
with psychological or physical care related to a

chronic illness. The child has a disease which

continues indefinitely, may have periods of remission

but will likely recur. Terminal illnesses are

considered to be chronic in this study.

Parents — the natural, the adoptive, or the foster
mother or father of a child with a chronic illness.

4. Stressor — a demand resulting from a child's chronic

illness which causes stress on the family or parent

and may be categorized as personal, health care,



f ami 1 i al, social, spiritual, or f inanci al .

4ssumotions

The assumptions of this study wares

1. That parents have the human need to adapt stress.
2. That parents are often unable to effectively adapt

to the stress that accompanies the chronic illness
of a child.

3. That parents are able to perceive when they are

unable to adapt to the stress which accompanies a

child's chronic illness.
4. That parents gave candid and honest responses.

Limitations
The limitations of this study were'.

Since S4SP was mailed to many of the parents, a

self-selection bias may have occurred. fhere may

be a difference between the parents that chose to
participate and those that did noi.

2. The answers to the questionnaire may vary with

daily circumstances.

Literature Review

4 number of tools have been developed to measure stress,
uncertainty, impact of illness, coping behaviors, and

attitudes of parents. The Holmes-Rahe Social Readjustment

Rating Scale, developed in 1967, was used to assess the

number of stressors affecting a person. The stressor items

used in the tool dealt with major events such as birth,
marriage, moving, death, major illnesses, and the loss of a



10

lob. Each )tern had a numer)cai value attached to )t. Ihe

person completing the tool would indicate those stressors
that were pertinent to him/her and then total the score.
I'he total indicated whether the indivxdual was overstressed.
The scale did not identify the stressors pertinent to
chronic illness, childhood illness, nor a parent 's attempt

at adapting (Green, 1982; Holmes Ik Rahe, 1967).

Stein and Riessman (19SO) developed a scale to measure

the impact of chronic illnesses on families. The form used

was a four-point Likert scale with each item being evaluated

from strongly agree to strongly disagree. The scale had

four dimensions identified with factor analysxs) (1)

financ).al; (2) social/familial; (3) personal strain) and,

(4) mastery. Validity was determined by a panel of experts

on chronic childhood illness and experts on research

methodology. internal reiiabiIity was explored with

Cronbach's alpha. The alpha coefficxent for the ent)re tool

was .SB; however the category of mastery had an alpha

coefficient of only .60. The pilot study used a population

of 100 mothers. A formal study testing the tool was not

done. The 24 items in the scale assessed impact rather than

how the parent with a chronically ill child adapted to

stress. The scale required further testing for validity and

reliability (Stein 8c Riessman, 19BO).

The Maternal Self-Rating Scale, developed by Judson

(1980), contains 25 items on a 7-point Likert scale which

assesses the attitudes of parents with handicapped children.
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The four dimensxons which were identified within the tool

were: (1) the mother 's own feelings, (2) the mother 's

interaction with the handicapped child, (3) the mother's

perception of the child's progress, and (4) the mother'

relations with others, specifically, experts. These four

dimensions were not tested using factor analysis. Ihe tool

was pilot tested on seven mothers, then test-retest was

assessed twice using three and five mothers. Validity was

determined by mothers and professionals stating that the

items were relevant. The scores on the Haternal Self-Rating

Scale were correlated at .88 with scores on the Malaise

Inventory by Rutters (1970). The tool requires more

reliability and validity testing. The fraternal Self-Rating

Scale used only with mothers does not evaluate stressors or

coping mechanisms of parents (Judson 8c Burden, 1980).

)he Coping )(saith inventory For Parents (CHIP) was

developed by HcCubbin, NcCubbin and Cauble (1985) in order

to assess the coping patterns of parents with a chronically

ill child. CHIP consisted of a 45-item 4-point Likert scale

which listed coping measures often used by parents with

chronically ill children. The parents identified how

helpful each coping measure had been for them. The scale

ranged from 0 to 5 with "not helpful" being 0 and "extremely

helpful" being 3. Three patterns of coping measures emerged

through factor analysis: (1) the maintenance of family

cooperation, optimism, and integration) (2) maintenance of

self —esteem, social support and psychological stabilityl



and, (3) understanding of the medical situation. The

applicability of the tool was assessed by parents of

children with cystic fibrosis. Internal consistency was

measured using Gronbach 's alpha with scores of . 79, . 79, and

.71. Test-retest reliability was not perfarmed. The

questionnaire identified selected coping measures that were

helpful but did not identify coping as being effective or

inef f ective in reducing specif ied areas of stress (McCubbin

et al., 1983) .

Mishel (1983) developed the Parent Perception of

Uncertainty Scale (PPUS). This 31-item Likert-format scale
measured the perceptual variable which was thought to
znfiuence how the parent responded to the oh)id s allness
and hospitalization. The conceptual basis for this tool was

the model of perceived uncertainty which proposes that
uncertainty may be due to ambiguity, lack of clarity, lack

of information, and unpredictability. Validity of the tool

was established by a group of pediatric nurses. The

questionnaire was given to 272 parents of hospitalized
children in a large metropolitan city. Four factors of

perceived uncertainty were identified by factor analysis:
(1) multi-attributed ambiguity, (2) lack of clarity, (3)

lack of information, and (4) unpredictability. The entire
tool received an alpha of .91 and the four categories
received an alpha score of above .70. This tool deals with

identifying areas of uncertainty but does not actually deal

with adapting to stress (Mishel, 1983).



The Chronicity impact and Coping Instrument: Parent

Questionnaire (CICI."PQ) developed by Hymovzch & 1984& was

composed of 167 questions divided into three categories to
measure stressorsy coping mechanisms, and values/attitudes/
beliefs. This questionnaire was developed in order to
measure the effect a chronically ill child had on the

parents. The conceptual basis used for this tool was a

modif ication of Hymovich 's f ramework consisting of ".(1)
developmental tasks of the individual and the family; (2&

the impact variable influential in the effect the child'
chronic illness has on the family.„(3) coping strategiesl
and, &4) intervention needed by the families of the children
with chronic illnesses. Content validity was established by

a panel of experts consisting of a clinical psychologist,
thr ee master s prepared nurses who worked w) th chroni cai I y

ill children, and a doctorally prepared nurse who worked

with chronically ill children. The tool was pilot tested
three times, but was not tested in a formal study. The

Hoyt's coefficient for reliability on the third revision was

.95 for the entire tool and above .70 for the three
categories. The CICI:PQ took an average of 23 minutes to

complete in its final form. The tool was found to have some

overlapping items and test-retest reliability needs to be

established. The tool does not focus on whether parents

adapt to stress in an effective or ineffective manner

(Hymovich, 19E)4&.

These six tools are the most frequently cited in the
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literature for evaluating the coping behaviors or stressors
of families or parents of ill children. The tools do not

identify whether the parent has been able to adapt to each

stressor in an effective or ineffective manner. A human

need framework has not been used in any of the studies.
From the perspective of Nursing's Human Need Theory,

adapting to stress is a requirement for maintaining optimal

health and well-being of the parent or family.

Hvootheses

1. The overall internal consistency reliability (Cronbach's

alpha) will be .70 or greater for the Stress Adaptation

Scale for Parents with Chronically Ill Children (SASP)

and for each of the subcategories of health care, social,
personal, familial, financial, and spiritual.

2. )he stabx Ix ty of SASP xn time 1 tame 2 testing will

demonstrate Pearson correlation of .70 or greater.
Chapter 2 discusses the design, settings, samples and

procedure used to develop and test the Stress Adaptation

Scale for Parents with Chronically Ill Children. It further
describes the format used in SASP and how it was scored.



Chapter 2

Nathodoi~oy

&he purpose of this study was to develop and test a

questionnaire which measured adaptation to stress zn parents
with chronically ill children. The Stress Adaptation Scale

for Parents with Chronically Ill Children (SASP& was

developed and the sxx categories of health care, social,
personal, familial, financial, and spzritual stress were

identified by the researcher.
Design

A methodological approach was used in this research

study which consisted of four phases used to develop and

test a tool to measure adaptation to stress in parents with

a chronzcally ill child. A methodological deszgn is used to

develop a method of organizing, obtaining, or analyzing

data. This design deals with the development, validation,
and assessment of tools or strategies. The focus zs on

increasing the store of knowledge regarding methods used to

collect data (Polit Sc Hungler, 1983&.

The Stress Adaptation Scale for Parents of Chronically

111 Children (SASP& was developed in Four phases. (n Phase

I, the questionnaire was developed. In Phase il, SASP was

evaluated for content validity by a panel of experts. Phase

III consisted of administering SASP to 30 parents in order



to test zt for reliability and f ace validity. Phase IV

dealt with the testing of SASP for reliability following its
administration to 216 parents.
S~am le

The target population for this study was all parents of

children with chronic illnesses. The accessible population
used in Phase I II was parents acquainted with the researcher
through nonhealth related community programs. The parents
had children living with them who were dependent on them for
care related to their chronic illness.

The accessible population for Phase IV was parents with

a chronically ill child receiving care from selected clinics
or who were participating in selected support groups. These

parents also had children living with them who depended on

them for care related to their rhronic illness. In this
study, a chronically ill child was defined as an unmarried

person who had a disease which continues indefinitely, but

may have periods of remisszon. A terminal illness was

considered to be chronic. Examples of chronic illnesses
used in this study were& cystic fibrosis, diabetes,
leukemia, arthritis, spina bifida, renal failure, asthma,

Dawn's syndrome, cerebral palsy, seizures, cleft lip and

palate, hearing impairment, and multiple sclerosis. The

parents in this study were required to be abls to write and

read English.

Settino
The study was conducted in the southeastern United



States at the parents'omes for Phase 111. In Phase IV ~

the study was conducted in the southeastern Un),ted States zn

clinics and at support group sessions. The questionnaire

was administered in: (I) a pediatric clinic which dealt with

cystic fibrosis, facial deformity, hearing impairment, and

polycystic kidney disease and (2) in selected support groups

which dealt with arthritis, diabetes, cerebral palsy, cleft
palate, schizophrenia, seizure disorders, and spina bifida.
Tool

The Stress Adaptation Scale for Parents with Chronically

Ill Children (SASP) was developed from a review of the

literature and the researcher's professional experience

(Appendix 4). The initial questionnaire contained 56 items

but was reduced to 42 items during the study. The Stress

Adaptatzon Scale for Par ents wzth (;hronzcally ill Chzldr an

contained items on a four-point Likert scale listzng the

human need to adapt to stress zn the met or unmet state.
The questions zn the unmet state were reverse scored in

order to evaluate all items in the met state. A number one

indicated that the item was seldom true and a number four

indicated the item was frequently true for the parent.

Total scores were computed for the tool as a whole and for

each of the six categories of health care, social, personal,

familial, financial, and spiritual stress. If the total
scores for the tool or a category were in the lower third of

the possible scores, the parents were considered to be

unable to meet their human need to adapt to stress on the
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whole or in regards to that category. If the scores were in

the mi.ddle third of the possible scores, the parents were

partially meeting their need to adapt to stress. If the
scores were in the upper third of the possible scores, the
human need to adapt to stress was considered to be in the
met state. Table 1 shows the range of scores and what the
scores indicated. Scores for the entire tool ranged from

Table 1

Ranoes of Scores for the Stress 4daotation Scale for Parents

of Chronicallv Ill Children (SASP) and its Sis Cateoories

Scores unmet
need

partially met
need

met
need

Total tool

health care

social
personal

f ami I i al

f inancial
spiritual

42-83

6-11

13-25

11-21

84-125

12-17

10-14

26-38

22-32

8-11

6-8

126-168

18-24

15-20

39-52

33-44

12— 16

8-12

42-168. Scores of 42-83 were in the lower third of possible
scores which indicated that the person was unable to meet

their human need to adapt to stress. /otal scores of 84- 125

indicated the human need was partially met and a total score

of 126-168 indicated the human need was in the met state.
Specific scores were also applied to the categories of
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health care, social, personal, familial, financial, and

spiritual.
In this study, a demographic data sheet was also

developed by the researcher for use with SASP (Appendix B).

The demographi.c data sheet was developed for the purposes

of: (1) determining if the parents met the criteria
established for this study, and (2) describing the

population in regard to age, educations salary range,

gender, length of child's illness, relationship to the

child, race, religion, marital status, number of children

and child's illness.
Procedure

The Stress Adaptation Scale for Parents with Chronically

Ill Children was developed in four phases. Phase I dealt
with developing the questionnaire and the demographic data

sheet. Phases II, III, and IV dealt with testing SRSP for

validity and reliabilty.
Phase I.

In Phase I' demographic data sheet and SRSP were

developed from a review of the literature and the
researcher's professional experience (Appendices A (k B).

The researcher identified six categories of stress within

SASP as described in Table 2. Also during this phase, a

proposal was developed and approved by the Committee for the

Protection of Human Subjects at the Old Dominion University

School of Nursing.



Table 2

Cateoories with Uescriotions in the Stress Adaotation Scale

for Parents with Chronicallv Ill Children (SASP&

Categories Descriptions Tool I

terna

Health Care Contains issues related to knowledge

the parent has on health care, the

1-6

Social

Personal

Familial

Financi.al

Spiritual

parent's concern for the child's health,
the health care personnel, and the home

environment as conducive to the child.
Contains issues on the relationship
the parent has with friends,
availability of friends as support

systems, and parent's ability to

participate in social functions.
Contains health, psychoemotional and

leisure issues that are pertinent to
the parent.
Contains issues that are pertinent to
the spouse, the children, the extended

family, and the family as a whole.

Contains issues pertinent to the
income and expenses of the family.

Contains issues pertinent to the

church or synagogue and the parent's
belief in a superior being.

7 — 11

12-24

36-39

40-42



Phase II.
In Phase II, content validation was explored using a

panel of experts. The panel consisted of two master'

prepared pediatric nurse practitioners, a pediatrician,
and a chaplain who worked with parents of ill children at a

large metropolitan hospital. The panel assessed the items

on SASP for importance, clarity, and relevance using the

researcher-developed scale &Appendix, C). The panel also

used a researcher-developed scale to classify each item as

health care, social, personal, familial, financial, or

spiritual &Appendix, D). Any item that was not placed in

the conceptual category or was not rated as clear,
important, and relevant by 75'i. of the panelist was revised

or discarded.

Phase III.
In Phase III, the researcher assembled a questionnaire

packet which included SASP, a demographic data sheet, an

explanation sheet, and an evaluation form on the ease with

which each item on SASP was understood (Appendices A, B, E,

F). ))&e explanation sheet described the nature and purpose

of the study, as well as the risk —benefit ratio. Benefits

included aiding in the development of a tool which would

enable health caregivers to assess stress of parents with a

chronically ill child. The risk of psychological discomfort

in completing SASP was deemed minimal. The explanation

sheet explained that completion of the tool implied consent

for participation in the study. The parents were informed



that participation was voluntary and they could withdraw

from the study any time without penalty. Completion of SASP

took 15-20 minutes. Results of the study were made

available to parents if they called the School of Nursing at
Old Dominion University and left their address.

In this phase, 30 parents of chronically ill children

were contacted at home by phone in order to set up a visit.
During the visit, the parents were given the questionnaire
packets. They were asked to complete all the forms included

in the packet and mail them back to the researcher in the

stamped addressed envelope. The parents were informed of

the importance of completing SASP a second time in a month.

Twenty-six of the 30 parents (97X) completed the
questionnaire packets. These parents completed the

questionnaires in the privacy of their own homes. (he

Stress Adaptation Scale for Parents with Chronically Ill
Children and the demographic sheet were numbered in order

that the researcher could send a second questionnaire to the

parents. The parents'ames, addresses, and identifying
numbers were kept in a notebook seen only by the researcher

to insure confidentiality. A month later, SASP was mailed

to the 26 parents a second time for completion. Twenty-two

(95X& questionnaire packets were then returned by mail.

In evaluating the data from phase III, the items on the

tool that were not considered easy to understand by 75/ of

the parents were revised or discarded. The SASP was

evaluated for internal consistency using Cronbach's alpha.
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Af ter the parents completed SASP a second time, stability
was assessed with Pearson correlation. Plans were made to
revise SASP if it did not obtain a Pearson r of .70 or

better. Internal consistency of SASP was evaluated again in

Phase IV of the formal study.

Phase IV.

In Phase IV, SASP was administered to 216 parents who

attended selected clinics or support groups. In order to
get approval for the study, a letter and abstract explaining

the study and requesting use of the facility were mailed to
each setting &Appendices 8 k H). A mutually acceptable
protocol for admi ni stering SASP was establ i shed with each

setting.
The following protocol was used in all of the settings

xn Phase IV. Ihe questionnaire packet contaxnxng SASF-', a

demographic data sheet, and a consent form was delivered to
the parents by the researcher or a designated person from

the selected facility (Appendices A, B, 5 I&. During

support group sessions, the researcher explained the study

to the parents and then gave them the questionnaire packets.

The researcher had a designated person such as the president

of the support group deliver the packet to the parents that
were not available to the researcher. It was left up to the

designated person to decide if each parent met the

requirements which were discussed under the section on the

sample. Parents were asked to complete the questionnaire in

the privacy of their home without the assistance of their



spouse or anyone else. Ihen each parent mailed the

questionnaire and demographic data sheet back to the

researcher in the stamped, addressed envelope. In that no

numbers or names appeared on the forms and they were

returned in a sealed envelope, anonymity was assured.

In the clinical settings, the researcher discussed the

study with each parent attending the clinic and asked them

to complete the questionnaire packet while they waited for

their child's appointment. The parents returned the
questionnaires to the researcher in sealed envelopes. Again,

anonymity was assured.
One hundred and ten (51/& of the 216 parents completed

the questionnaire packets and returned them to the

researcher. Ihe Stress Adaptation Scale for Parents with

Chronically Ill Children was assessed again using Cronbach's

alpha with an acceptance level of .70.
Chapter 3 describes the samples used in Phase III and

IV. It discusses the statistical procedures used to assess
SASP for reliability and validity. The results of the
statistiral procedures are identified and then interpreted.



Chapter

Results
This study dealt with the development and testing of the

Stress Adaptation Scale for Parents with Chronzcally Ill
Children (SASP). The development of SASP consisted of four

phases.

Phase I

In Phase I, a demographic data sheet and SASP were

developed from a review of the literature and the
researcher's professional experience. The researcher

identified six categories within SASP. The six categories
consisted of health care, soczal, personal, familial,
financzai, and spiritual. During this phase, the proposal

For this study was developed and approved by the Human

Subjects (.ommittee in the School of Nursing at Uld Domain(on

University.
Phase II

Phase II dealt with establishing the content validity of

SASP. Content validity determines how representative the

items on the test are of all questions that could be asked

on that topic. In order to determine content validity,
experts in the content area may be called upon to analyze

the items to determine if they represent the topic (Polit

Hungler, 1983).



Content validity o(. SASP was explored by a panel of

experts on chronic childhood illness. The panel consisted
of a pediatricxan, two master's prepared pediatric nurse

practitioners, and a chaplain employed to work with families
of chronically all children in a large metropolitan
children's hospital. All of the items in each of the six

categories were labeled as important and relevant by at
least 75/ of the panel, and therefore none were discarded or

revised. Five items, interspersed through the six

categories, were identxfied as clear by 50/ of the panei

resulting )n the rewriting of three of these )terna and

discarding of. two. Each item was placed in one of the six

categories by 75/ of the panel so no changes were made based

on the categorization.
Phase III

In Phase III, SASP was tested for face validity and

reliability. The accessible population used in thus phase

was 30 parents of chronically ill children. (hase parents

were acquainted with the researcher through nonheaith

reiated community programs. The)r chroniraily ili chiidren
lived with them and were dependent on them for psychological
or physical care related to their chronic illness. Of the
50 parents, 26 (87'/) r eturned the questionnaire packet after
it was adm)nistered the first time and dd (85/) returned the

questionnaire packet following the second administration.
(able 5 shows the demographic characteristics of the

parents participating in Phase III and IV of the study. )he
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Table

DemacCr~ahxc Characteristics of Parents Sampled in Phases

Ill and IV

Characteristics Phase III Phase IV
Number/Percent Number/Percent

n~26 n=110

Parent's Age

21-30 years
31-40 years

over 40 years
Parent's Gender

1 &4X)

8 (33/)

15 (63/)

28 (25/&

41 (42X)

37 (33/)

Male

Female

11 (42X)

15 (58X)

31 (29/&

76 (72/)

Religion

Protestant
Catholic

Other

17 (71/)

5 (21/)

2 (8/)

62 (56X)

21 (19/)

2c (25X)

Marital Status

Divorced 1 &4/)

Married to Parent 24 (92X)

Married not to Parent 1 (4X)

85 (80/&

5 (5X)

16 (15/&

Number of Children

1 or 2

or 4

More than 4

10 (39X&

16 (61/.)

0 (0/)

58 (54X)

43 (40X)

6 (6/)



demographic characteristics of the parents in Phase IV will
be discussed later in this chapter. In Phase III, a wide

range of ages was represented with over half of the parents
(b3X) being over 40 years of age. There were more females

(58/) than males (42X). Most of the parents were protestant
(71/) and all were caucasian. Most of the parents were

married to the child's other biological parent (92/). The

parents had at least two children (39X) and no more than

f our (61/) .

)able 4 shows the demographic characteristics of the
respondents in the areas of education and financial status.
All the parents had attended some level of high school.

Most of the parents were white collar workers (52/) or blue

collar (36X). More than half of the parents reported
salaries above S41,000.

Table 5 shows the demographic characteristics of the

chronically ill children of the parents in Phases III and

IV. In Phase III, the children were equally disiibuted
between males (50X) and females (50X). The children were of

a wide range of ages and most had been diagnosed at learnt 48

months (85/). Some of these children had physical illnesses
(81X) such as diabetes, juvenile rheumatoid arthritis, and

epilepsy. Others had mental illnesses (19/) such as

sclii zophren) a. Ail but aria chx id was (.he iia(.ural eh)id of

the par ent.
Validity,
Face validity testing was esplored with this sample.
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Table 4

O~h Oh,t t'I P t R o d t 'h
III and IV

Characteristics Phase III
Number/Percent

npd26

Phase I V
Number/Percent

n=110

Education

9th — 12th Grade

1 —4 years College

Some Graduate Work

&(aster's Degree

Doctoral Degree

(36/)

13 (52/)

1 (4/&

2 (8/)

0 (OX)

2 (2X,)

42 (40X)

41 (39X&

11 (11/)

8 (8/)

Salary

&410,000

411-20ROOO

S21-30OOOO

S31-40O000

S41-50OOOO

Over 450O000

0 (0/)

0 (OX)

&13/)

4 (17/)

7 (29/&

6 (25X)

7 (7/)

27 (26/)

30 &29X&

14 (14/)

12 & 12X)

13 (12/)

The 26 parents evaluated each item for ease of understanding

using a researcher developed scale (Appendixo E). All 57

items were (udged to be easy to understand by at least 75/

of the parents. Based on these findings, none of the items

were rewritten or discarded.

Internal Consistent Reliabilitv.
Cronbach's alpha was used to measure the internal



Table 5

Demooraohic Characteristics of Children of Parents in

Phases I I I and I V

Characteristics Phase I I I
Number/Percent

n~26

Phase IV
Number/Percent

n~iiQ

Child's Gender

Female

Child's Age

13 (50/)

13 (50/)

69 (66/&

36 (34/)

1 —4 years
5—9 years
10-18 years

over 18 years

2 (BX)

4 &15/)

13 &50/&

7 (27X)

32 (30/)

22 (21/)

29 (27/)

24 (22/)

Time Since Diagnosis

13-23 months

24-48 months

over 48 months

1 (4/&

(11/&

22 (85/&

20 (19/&

30 (29/)

54 (52/)

Child's Illness
Nental

Physical

5 (19X&

21 &81/)

Relationship to Child

Parent

Stepparent

25 (96/)

(4/)

101 &9BX)

(27~ )



consistency or homogene(ty of SASP and of the six
categories of health care, social, personal, familial,
f inancial, and spiritual (Table b) . The alpha coef f icxent

was above . 70 for the entire tool (.93& and the categories
of personal (.BS), social (.78), familial (.74), and

financial (.74). Since these scores were above .70, it
suggested that SASP and these four categories are internally
consistent or that all the subparts are measuring the same

characteristic (Polit 1c Hungler, 1983). Each of the four

categories can be used independently to measure a specific
characteristic since they are internally consistent as

indicated by the alpha coefficients. The categories of

health care (.b6) and spiritual (.52) did not reach the .70

acceptance level so they were not considered to be internally
consistent. These two categories can be used only when

administered with the other four categories.
Reduction of SASP.

In that the alpha coefficients for the tool (.93) and the

category of personal (.B5& were well above the . 70 level,
the researcher used the Spearman-Brown formula to reduce

the number of items in the personal category from 24 to 13.

As shown in Table 6, the eleven items in the personal

category which contributed the least to the variance were

deleted resulting in an alpha level of .Bb. Iwo items were

deleted from the health care section resulting in a six-
item category with an alpha level of .80. Two items, one

from the spiritual (.52& and one from the familial (.74)
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Table 6

Descriptive Statistics of SASP in Phases ill and IV

Possible
Construct n Range

of Score

Actual
Range X

of Scores
Alpha

Healthcare
8 items
6 items-
6 items~

22 8-32
19 6-24

10b 6-24

18-32 26. 68 . 66
12-24 19.68 .80
7-24 18. 89 . 78

Social
5 items 26
5 items 107

5-20
5-20

10-20 17.65 .78
5-20 15.53 .82

Personal
24 1 tees
13 items
13 i tees~

25 24-96
22 13-52
95 13-52

66-96 85.16 . 85
29-48 44.55 .86
17-52 40.26 .74

Familial
12 items
11 items-
11 items~

22 12-48
20 11-44
90 11-44

27-48
11-44
11-44

40. 09 . 74
36.85 .75
30. 84 ~ 72

Financial
4 items 24 4-16
4 items~ 4-16

6-16
4-16

13. 75 . 76
10. 77 . 79

Spiritual
4 items

items
3 items~

25 4-16
21 3-12

106 3-12

9-16 14. BO ~ 52
9-12 10.86 .60
3-12 9.36 .71

Entire Tool
57 items
42 items
42 items

18 57-228 157-224 195. /2 . 93
16 42-176 109-164 141 '6 ~ 93
72 42-176 51-166 125.18 .90

Note. The number of items demonstrate the size of that
category each time SASP was administered. SASP was
administered three times. The first group of items was in
Phase III before SASP was shortened based on reliability
testing results.
Results ul shortened tlABP when adm101stered &n Phase ill ~

Results of shortened SASP when administered in Phase IU.



category, were deleted resulting in an alpha level of .60

for the 5-item spiritual category and . 75 for the 11-item

familial category. This left a 42-item tool with an alpha

level of above .70 for the entire tool and the five
categories of health care, personal, social, familial, and

f inancial. The category of spiritual continued to have an

alpha level below .70.

Stabili~t

In order to explore the stability of SASP over time,

BASP was mailed to the 26 parents a second time a month

later. Twenty-two of the questionnaires (85%) were

returned by mail. The Pearson correlation between time 1—

time 2 testing of SASP was .85 (p(.000). This was well

above the acceptable level of .70. A high Pearson

correlation, above .70, indicated that the scores by all of

the subdects do not differ dramatically when the scores are

correlated between tests given a month apart (Polit 8c

Hungler, 1983). In that SASP had a high correlation when

given twice, thus suggested that SASP was stable over time

and should be able to measure the effects of intervention
without concern over the tool's stability.
Phase IV

Phase IV dealt with further revisions of SASP. This

phase was carried out in a large metropolitan city in the

southeastern United States. The accessible population

consisted of 216 parents of chronically ill children
receiving care from selected clinics or who were
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participating in selected support groups. One hundred and

ten (51/) of the parents returned the completed

questionnaire packet to the researcher.
As shown in Table 5, the Phase lg sample consisted of

more females (71/) than males (29/). Ninety-eight percent

of the parents attended college with 19/ having a master 's

degree. Ages of the parents ranged from 19— 77 years of age

with the mean age of 59 (s.d. . 46). Most of the parents
were caucasian (90/), and over half of the parents were

Protestant (59X). I'he parents had between one and seven

children with a mode of two. Over half of the parents were

white collar workers (52X). Most of the parents (BOX) were

currently married to the child's other biological parent.
The chronically ill children of these parents consisted

of more males (66/) than females (34X). The children ranged

in age from 0—42 years of age with a mean age of 11 (s.d.
10.27). The length of time the children had been diagnosed

with their chronic illness ranged from 0 to 55 years wzth a

mean of 6 years (s.d. 5.53). Ihe sample consisted of

children with physical illnesses (76X) and with mental

illnesses (24/). The chronic illnesses of the children in

this study consisted of cystic fibrosis (22/), diabetes
(11/), iuvenile rheumatoid arthritis (6X), spina bifida

(19X), renal failure (4X), cleft palate (6/), hearing and

speech impazrment (7X), epilepsy (5/), leukemia (2/), and

schizophrenia (18/).



Reliabxiitv.
Cronbach's alpha was used to measure the internal

consistency of SASP and the s&x categories of health care,

social'ersonal, familial, financial, and spxrituai. As

shown in Table 3, the alpha coefficients were above . 70 for

the entire tool (.90) and the six categories of health care
(.78), personal (.74&, social (.82), familial (.75&,

financial (.79), and spiritual (.71).
Internal consistency is a form of reliability which

determines if the items or categories measure the same

attribute (Polit 5 Hungler, 1988). In that each category

and the entire tool demonstrated an alpha level above .707

the SASP and each category was dudged to be internally
consistent. Thus, each category can be used independently

to measure a specific attribute of stress.
The finalized tool consisted of 42-items with the six

categories of health care, social, personal, familial,
financ& al, and spiritual. The completed tool is on the

following pages.



STRESS ADAPTATIQN SCALE FQR PARENTS (SASP)

0 I RECT I QNS: Circle the number
indicate how well
general to you in
illness.
1 indicates that i
2 indicates that i

Indi cat ms i t. I 5
4 indicates it is

that is appropriate to
each statement applies in
reoard to Your child'
t is rarely true for you.
t is slightly true for you.
moderately true for you.
usually true for you.

Rarely
true

Usually
true

1. The physicians have not been
as informative as I had hoped.

1 2 3 4

2. Physicians have been supportive.
3. The nurses have been as

helpful as I desire.
2 3 4

4. My questions have been answered
in regards to my child's health
problem.

5. I am not confident of the ludgment
of my child's physician.

2 3 4

b. I understand what to expect with
my child's illness.

7. I socialize with friends as often
as before I had a child with a
health problem.

2 3 4

B. My friends treat me the same
way they did before I had a child
with a health problem.

9. I feel comfortable entertaining
in my home.

2 3 4

10. I am able to participate in
pleasurable activities as I did
before I had a eh&id wzth a
health problem.

1 2 3 4

11. I feei my child is accepted
by peers.

12. I have at least one person I
can talk to when I am troubled.

1 2 3 4
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13. I feel comfortable leaving my
child when I attend functions
away from home.

Rarely
true

1 2

Usuallytrue
4

14. I sleep well at night.
15. My health has not been the same.

16. I feel good about myself.

17. I am comfortable caring for mychild's health needs.

18. I am optimistic about my child 's
future.

19. I am not able to spend time
by mysei f .

20. I am able to handle my emotions.

21. I am able to handle situations
that may come up pertaining to
child's health problem.

3 4

3 4

22. I feel that others who spend
time with my child (teachers/
babysitters) are able to take
good care of him/her.

1 2 3 4

23. I f eel I am a good parent.

24. My energy level is the same.

25. My child/children and I have a
different relationship than we
had before we had a child with a
health problem.

3 4

3 4

4

26. My relationship with my spouse
has remained the same.

27. My extended family has been
availabIe when I need them.

28. I am not able to spend as much
time as I would like with my
spouse ~

29. My spouse and I communicate well.



Rarely
true

30. I do not feel that my child has 1

addusted to his/her illness.

Usually
true

4

31. I am able to spend as much time 1

as I would like with my child/
children.

32. I feei comfortable talking to 1

other family members about mychild's illness.
33. I do not treat all the members 1

of my family the same as before I
had a child with a health problem.

34. I feel that other members of my 1

family are capable of caring for
my child when he/she gets sick.

35. I feel the other family members 1

are able to perform their daily
activities (school/work) as before.

36. I am not able to miss work when 1

my child needs me without concern
over finances.

37. I am able to pay for my child's 1

medical expenses.

38. I am able to buy items I desire 1

with the same concern for finances
as before I had a child with a
health problems.

39. I am able to pay my bills.
40. Ny feelings toward the church/ 1

synagogue have changed.

41. Ny feelings toward God have 1

remained the same.

42. 1 turn to the church For comfort I
the same as I di d bef are I had a
child with a health problem.



Other Findings

The sample of 110 parents of chron) cally ill children

was divided into nine groups. The groups were parents of

children with". ( 1) diabetes, (2) juvenile rheumatoid

arthritis, (5) cystic fibrosis, (4) hearing and/or speech

impairment, (5) spina bifida, (6) schizophrenia, (7) cleft
palate, (8) seizure disorders, and (9) polycystic kidney

disease. The ranges of scores of each group were computed

and evaluated. Table 7 shows the ranges of scores.

ln comparzng the ranges of scores for the varying

diseases, there were several interesting findings. Nore

than 50/ of the parents of children with schizophrenia

(Group 6) had their need to adapt to stress unmet or

partially met in all of the categories except spiritual.
The parents of children with spina bifida (Group 5) had the

second highest level of stress with 40/ having their needs

unmet or partially met in the categories of social,
financial, and health care. The parents of children with

juvenile rheumatoid arthritis, cleft palate, and seizure

disorders (Groups 1, 7, 8 8) had very little stress as

zndicated by their scores on GASP. This suggested that
cognitive impairment may produce more stress than physical

illnesses.
)(ypgthesee

The first hypothesis stated that the overall internal

consistency reliability (Cronbach 's alpha) would be . 70 or

greater for S4SP and for the categories of health care,
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1able 7

Ranoes of Scores on the GASP and Each Cateoorv as obtazned bv Sam~le

Grouoed Accordino to Diaonoszs of the Child

Groups

Categories
n=12

2
n=6

4 5 6 7 8
n 24 n8 n 21 n 20 n6 n6

Health Care
Unmet
P. Met
Met

0

8

1

0
5

0
2

22

1 2 2 0
2 8 11 0
5 11 7 6

0

4

Social
Unmet
P. Met
Met

0

12

1 0 1 4 7 0
0 5 2 5 V
5 19 5 12 10 6

7

2

0
1

6

Personal
Unmet
P. Met
Met

0
1

11

0 0 1 0 0 0
0 6 3 9 1

6 18 4 12 6 5

0 0

5

Familial
Unmet
P. Met
Met

0 0 2 1

8 2 13
4 4

1

15
5

4
11
5

0 0

4

0
4
3

Financial
Unmet
P.Met
Met

0 1 7 3
1 5 5
4 11 0

9 4 1

6 6 1

6 4

1

4

Spiritual
Unmet 2
P. Met 4
Met 6

2
7

13

1

1

6

3 0
0

14 6

0
0
6

1

0
6

Stress
Unmet
P. Met
Met

0

10

0
11

1

3
0

16
5

1

13
6

0
1

5 3

0
4
3

Nots. Group 1 diabetes; Group 2 iuvenile rheumatoid arthrztzsl
Group 3 cystic fibrosis el Group 4 = hearzng7speech impairmentl Group
spina bifida; Group 6 = schizophrenial Group 7 = cleft palate; Group
seizure disorders; Group 9 = polycystic kidney disease.

5
8



social, personal, familial, f1nanc1al, and sp1r1tuai. irl

Phase IV, the entire tool and all of the categories achieved

an alpha level of greater than . 70. Thus, the first
hypothesis was supported.

The second hypothesis stated that stability of SASP over

time would demonstrate a Pearson correlation of .70 or

greater. In Phase III, the SRSP demonstrated a Pearson

correlation of .85 (p&.000) following time I-time 2 testing.
The second hypothesis was also supported.

The support of the two hypotheses by this study suggested

the SASP may have sufficient reliability and validity for use

in research with parents with chronically ill children.
Further research is needed in order to confirm its
useful ness.

Chapter 4 compares the results of this study to the

I i terature reviewed and & elates i t ta the t hear ethical

framework. Recommendations +or f uture studies are made.



Chapter

Di scuse i on

The purpose of this study was to develop and test the
Stress Adaptation Scale for Parents with Chronically Ill
Children (SASP). The six categories of stress identified by

the researcher consisted of health care, social, personal,
familial, financial, and spiritual.
Conclusions

In this study, the SASP was developed and tested for

reliability and validity. The Stress Adaptation Scale for
Parents with Chronically Ill Children appeared to be both

reliable and valid as an instrument for use in research and

clinical practice settings with parents of chronically ill
children. Reliability was established using Pearson

correlation and Cronbach's alpha. By demonstrating a

Pearson r of .SS (pi.000), SASP appeared to be stable over

time. A high Pearson correlation, above . 70, indicated that
the scores by all of the subjects did not differ
dramatically when the scores were correlated between tests
given a month apar t (I oi) t 8c I(ungier, )VHd) . bunce oAbt had

a high correlation when given twice, it suggested that SASP

was stable over time and should be able to show the ef facts

of intervention without concern over the tool's stability.
Cronbach's alpha was used to measure the internal



consistency or homogeneity of BASP and of the six categories
of sociai, familial, personal, health care, spiritual„ and

financial. The alpha coefficient from phase IV was above

. 10 for the entire tool and all six categories. Since

these scores were above the .70 level, it suggested that
BASP and the categories were internally consist or that ail
the subparts were measuring the same characteristic (Polit 8c

Hungler, 1983). Each of the categories can be used

independently to measure a specific characteristic since

they are internally consistent as indicated by the alpha

coefficxents. The category with the lowest alpha score was

spiritual. This could be due to the low number of items in

that category. The spiritual category contained only four

items in Phase III and three items in Phase IV.

The validity of SASP was evaluated by 26 parents of

chr oui( ail y xii children and by an expert panel. &ac)& ),tern

was evaiuated as easy to understand by at least 75/ of the

parents thus face validity was suggested. At least 15% of

the expert panel evaluated each item on SASP as relevant,
clear, and important thus suggesting content validity.
Content validity is the degree to which items on a tool

represent the universe of content (Polit Sc Hungler, 1983).

According to the results from the expert panel, the items on

SASP were representative of stress experienced by parents of

chronically ill children. Construct validity through factor

analysis was not evaluated with the SASP at this time due to



the sample size. Factor analysis should be performed with

the SASP in order to strengthen the view that the tool
contains six categories. As of this time, zt is only the
opinions of the researcher and the expert panel which

supports the premise that there are indeed six categories
represented in the tool.

The theoretical frameworks used in this study were

Nursing's Human Need Theory by Yura and Welsh and Stress
Theory by Hans Selye. Based on Nursi,ng's Human Need Theory,

the scores obtazned on SASP indzcated the parent's level of

adaptation to stress. If this human need was in the unmet

state, the welfare of the person was considered to be in

deopardy (Yura 5 Welsh, 1988). The results of the study

suggested that the parents of children with schizophrenia

were unable to adapt to the stress in the categories of

health care, soc) ai, personal, famzixai, and f) nanczai .

Based on these findings, the welfare of these parents was

thought to be threatened. The nurse had a responsibility to

support, facilitate, foster, and intervene with these

parents in order to assist them in fulfilling their human

need to adapt to stress. Further testing of SASP using

contrasting groups should be performed in order to confirm

the findings of this study in regard to parents of

schizophrenic children having the highest level of stress.
Based on Stress Theory by Hans Selye, each stressor must

be dealt with zn order to minimize the progression towards

exhaustion &Auger, 1976„ Hogan, 1983). The results of this



study suggested that SASP could assist health care personnel

in identifying those parents who were moving towards the

stage of exhaustion. The scores obtained in Phase 1V

indicated that the parents of children with schizophrenia
had the highest levels of stress. These parents were in

need of immediate nursing intervention to minimize their
stress level and thus prevent the potential exhaustion.

There is a need for futher research comparing varying

illnesses and level of adaptation to stress. Literature
currently available deals with the stress levei of parents
of children with certain diagnosis but does not compare

parents of children with one diagnosis to parents of

children with a different diagnosis.
Research done bv Hatfield (1979) on mental illness

showed that families with a mentally ill member often

experience severe stress. According to Hatfield's study,

the parents must often deal with feelings of blame, marital

unrest, lack of information on the disease, absence of

social support, and personal strain. There is no

opportunity for leisure or interpersonal relationships
(Hatfield, 1979). The findings of Hatfield's study support

the findings obtained with the SASP in that the parents of

children with schizophrenia had high levels of stress in the

health care, social, personal, and familial categories.
Past research in tool development supported the view of

the researcher that there are certain categories of stress
prominent for parents of chronically ill children. The



Coping Health Inventory for Parents (CHIP) consisted of

three parental coping patterns identified with factor
analysis. Among these three patterns were the topics of

family integration, maxntaining social support and

understanding the health care situation (NcCubbin et al.,
1983). These three areas were found in SASP in the

familial, social and health care cateqories. The Cronbach's

alpha was above .70 for CHIP and for the three copinq

patterns (NcCubbin et al., 1983). Cronbach's alpha was also

above . 70 for SASP and the categories of familial, social,
and health care.

The Impact —on-Family Scale by Stein and Riessman (1980)

had four dimensions of impact identified by factor analysis.
Three of the four categories were financial, social/
familial, and personal strain. These categories were

consistent with the SASP cateoories of social, personal,
familial, and fxnancxal. )hese categories received an alpha

coefficient of above .70 in both tools (Stein 5 Riessman,

1980).

The Chronicity Impact and Coping Instrument: Parent

Gluestionnaire (CICI:PG!) had four major cateqories with one

being stressors. Several cateqories in SASP were found in

the stressors category of the Chronicity Impact and Coping

Instruments: Parent Questionnaire. The stressors category

of CICI:PQ consisted of knowledge of illness, family

adjustments, family relationships, and managing the child'

condition. These are similar to the cateqories of family



and health care found in SASP. Jhe Hoyt's coefficient for
the category of stressors was .94 (Hymovich, J984).

There were no tools identified which addressed all of

the categories found in the Stress Adaptation Scale for

Parents with Chronically Ill Children. Some of the tools
addressed one or several of the categories of health care,
social, personal, familial, and financial, but no tool

addressed spiritual.
Recommendations

Based on the findings in this study there are several

recommendations for further research.
i. The Stress Adaptation Scale for Parents with Chronically

Ill Children should be evaluated for construct validity
uszng a larger sample in order to determine if there are

indeed six separate categories of the construct.
2. Special emphasis should be placed on clarification of

spxrxtual stress as a category. Nore ztems should be added

to the spiritual category and then the category should be

retested for internal consistency.

3. J'he questionnaire could be used with contrasted groups

in order to test the premise that low scores on SASP

indicate the inability of parents to adapt to stress and

that high scores indicate ability to adapt to stress. Such

groups might consist of parents with children in the

hospital versus parents with children with a stabalized
chronic illness or parents of newly diagnosed children

versus those diagnosed for a longer time.



4. The SASP should be adminzstered to a large population to
further confirm the reliability and validity as weil as test
the hypotheses.

5. Sasp should then be used in intervention studies xn

order to evaluate the effectiveness of an intervention in

reducing stress using time 1-time 2 testing.
6. The Stress Adaptation Scale for Parents with Chronically

Ill Children may be used in studies comparing parents of

children with varying diagnosis such as mental illness
versus physical illness or terminal illness versus chronic

nonterminal illness.
The data gathered up to this point on SRSP suggests that

it has potential as a valid and reliable tool. Further

testing i s necessary to conf irm i ts usef ulness f or research.

Health car e providers may be able to xdenti f y when a

parent's weil-being is threatened by the inability to meet

the human need to adapt to stress. The SASP may prove to be

useful in measuring such inability. Once inability to adapt

to stress has been identif.ied, health care providers can

assist parents in dealing with the stress associated with

the chronically ill child.
Nurses as family care providers need reliable and valid

instruments to measure the parent's ability to adapt to the

stress associated with a child's chronic illness. The SASP

may well be the instrument needed for such evaluation of

parents.
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Appendix A

ORISINAL — STRESS ADAPTATION SCALE FOR PARENTS (SASP&

DIRECTIONS: Circle the letter
indicate how well
to you xn reaards
1 indicates that i
4 indicates it is

that is appropriate to
each statement applies
to vour child's illness.
t is rarely true for you.
usually true for you.

1. I am able to afford mychild's medical espenses.

Rarely
true

1

Usually
true

4

I am able to miss work when
my child needs me without
concern over finances.

1 2 3 4

3. I am able to spend the same
amount of money that I spent
before my child's illness.

1 2 3 4

4. I see my friends as often
as before my child s illness.

1 2 3 4

5. Ny friends treat me the same
wav they did before my rhiid's
allness.

1 2 3 4

6. I have people that I can cail
on when I need support.

1. I have at least one person I
can talk to when I am troubled.

B. I feel comfortable leaving my
child when I attend functi ons
away from home.

1 2 3 4

9. I feel comfortable entertaining
in my home.

1 2 3 4

10. My health has been the same
or better.

11. I sleep well at night.
12. I eat the same or better than

I did.

1 2 3 4

1 2 3 4

13. I am able to participate in
the activities I enjoy.

1 2 3 4



Rarely
true

Usually
true

14. I am able to spend time by
myself .

1 2 3 4

15. I am able to satisfy my needs.

16. I feel good about myself.

17. I am comfortable caring for
my child's medical needs.

4

4

3 4

IB. I understand what to expect
with my child's illness.

1 2 3 4

19. I have people to turn to for
information about my child'
illness.

1 2

20. I am optimistic about mychild's future.
1 2 3 4

21. The health care personnel
have been informative.

1 2 3 4

22. Health care personnel have
been supportive.

1 2 3 4

23. I know what I want to know
about my chx Id s x I I ness.

1 2 3 4

24. I am conf i dent of the judgment
of my child's physician.

25. I take my child for all the
health related appointments.

1 Z 3 4

Zb. I have been able to establish
a home environment appropriate
for my child's illness.

27. I have been able to adapt to
environmental changes necessary
due to my child's illness.

1 2 3 4

28. My feelings toward Bod have
remained the same.

1 2 3 4

2'V. Ny feelings toward the church/
synagogue have remained unchanged.
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Rareiy
true

Usual I y
true

30. Ny relationship with my spouse 1

has remained the same or
improved.

31. Ny extended family has been
supportive.

1 2 3 4

32. I am able to spend as much
time as I would like with my
spouse.

1 2 3 4

33. Ny spouse has supported me
emotionally.

1 2 3 4

34. I communicate well with my
spouse

1 2 3 4

35. Ny attitude toward having more 1

children has not changed.

36. I am able to spend as much time 1

as I would like with my child/
children.

37. My relationship with my child/ 1

chil dren i s unchanged or better.
38. I treat my child as if he/she

were not ill.
39. I allow my child to participate

in physical activities.
40. I allow my child to spend time

with other children.
41. I feel comfortable talking to

other family members about mychild's illness.
42. I treat all the members of my

family the same as I did before
my child became ill.

43. I f eel that other members of
my family are capable of caring
for my child when he/she has a
medical problem.

1 2 3 4



Rarely
true

Usual I ytrue
44. I feel my child is accepted

by peers.

45. I feel the other family members
are able to perform their daily
activities (school/work) as
they did.

46. I feel that my child has
addusted to his/her illness.

1 2 3 4

47. I am able to handle my emotions.

48. I do not dwell on my child'
disease.

49. I can handle any situation
that may come up pertaining to
my child.

1 2 3 4

50. Ny work/home performance has
remained the same or has
improved.

1 2 3 4

51. I f eel that others who spend
time with my child & teachers/
babysitters) are able to take
good care of him/her.

1 2 3 4

52. I remain reasonably calm in
CI leis

1 2 3 4

53. I am a good parent.
54. I am able to pay my bills.
55. I turn to the church for comfort

the same as I did before my child
became ill.

2

2 3

56. I attend church as regularly as
I did before my child became ill

Please, comment on any additional areas that you feel should
be included in this questionnaire.
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DEMOGRAPHIC DATA SHEET

1. Identify your child's illness:
2. Your age at your last birthday:

Your child's age at last birthday:
4. Your gender:

mal e
f emal e

5. Your child's gender:
male
femal e

6. Races
caucasian
hispanic

black
other

7. How long has your child's illness been diagnosed:

8. Your Religion:
protestant
catholic
jewish
other

9. Relationship to child:
parent
stepparent
fosterparent

10. Your Marital Status". 11.
single
married to child 's
other parent
married (not child'
other parent)
divorced/separated
widow (not married)

Your education level:
1st — 8th grade
9th — 12th grade
1-4 years college
some graduate work
master's degree
doctoral degree
other:

12. Your living arrangement when child hospitalized:
live at home live away from home

15. Do you attend meetings about your child's illness'
no yes, specify)

14. Salary range for household:
under 410,000 S21-50,000

431-40,000
S41-50~000
S51,000 up

15. Occupation, specify.
Yours)
Spouse's:

16. How many children do you have7
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Appendix C

EVALUATION SCALE FOR SASP

information'valuate the SASP for importance, clarity
and relevance.
Imoortance — Please evaluate each stem as
to how important it is for health care
providers to know in order to improve their
care of a chronically ill child and family.
Claritv — Please rank each item on its
clarity and ease of readability.
Relevance — Please rank each item as to how
relevant it is for inclusion in an
instrument which measures stress in parents
with chronically ill children.

Directions: -Circle 1 if the stem is not important, not
clear or not relevant.

-Circle 2 if the item is important, is
clear, or is relevant.

important
no yes no

clear
yes

relevant
no yes

1. 1

2. 1

6. 1

7. 1

9. 1

10. 1

11. 1



important
no yes no

ci ear
yes

relevant
no yes

15. 1 .2 1 2

1 b. 1

17. 1

18. 1

19. 1

20. 1

21. 1 2 1 1

22. 1 2 1 2

24. 1 2

25. 1

2 1 2

2b. 1

27. 1

28. 1

2

2 1

30 '

31. 1

32.

33. 1

34. 1

35. 1

36. 1

2 1

2 1 2 1

2 1

37. 1 2 1

38. 1 2 1

1 2



important
not very

clear relevant
not very not very

40. 1 2

41. 1 2 1 1

42. 1 2

43. 1 2

44. 1

2 1 2

2 1 2

45. 1 2 1

46. 1 2 1 2

47. 1

48. 1

49. 1

50. 1

51. 1

52. 1

53. 1

2 1 2

2 1 2

2 1 2

1 2 1 2

2 1 2

55. 1

56. 1 2

Please, write any suggestions you have for the SASP on the
back (for mat, clarity of directions, thoroughness or other)
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CONIENT DISTRIBUTION SCALE

Directionsi Circle the letter that corresoonds with the
cateaorv which each item on the SASP in
vour ooinion belongs to.

Categori esi Financial-Contains income and expenses of
the f ami 1y.
Personal-Contairs health, leisure, and
psychoemotional issues that are pertinent
to the parent.
Familial-Contains issues that are pertinent
to the spouse, the children, the extended
family, and the .family as a whole.
Soiritual-Contains issues pertinent to the
church or syngogue and the parent's belief
in a superior being.
Health Care-Contains issues related to the
knowledge the parent has on health care,
the parents concern for the

child 

's health,
the health care personnel, and the home
environment being conducive to the ill
child.
Social-Contains issues on the relationship
the parent has with friends, availability
of friends as support systems, and parent s
ability to participate in social functions.

finance personal f ami I y spi r i tuel health care soci al

c

c

10.

11.



f inance personal f arne 1 y spiritual health care social
12.

lb.

17.

18.

19.

20.

21.

24.

25.

26.

27. a

29.

30.

31.

34.

35.

37.



txnance personal +amply spsr1 toal health care seel el

B.

a C

40, a

4Z.

44.

46.

50.

Sl,

d e

SS.
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Appendix E

EXPLANATION OF STUDY: PHASE III
I am a graduate nursing student at Old Domznion

University. I am developing a questionnaire to identify the
types of stress present for parents of children wzth a health
problem.

Your participation in this study would require you to
complete a questionnaire, now and again in a month, on the
stress you experience as a parent of a child with a health
problem. With this information, I will develop a
questionnaire that will enable health professionals to
identify and assist in minimizing the stress affecting
similar parents. You will also complete a form evaluating
the ease with which you understood each item on the
questionnaire.

I will give the questionnaire to you for completion at
your own convenience. Please, do not discuss the
questionnaire wi th anyone while you have it. Please, return
the completed questionnaire in the stamped envelope within
the next two weeks (by June 4). It should take IS—20 minutes
to f ini sh.

The completion of the questionnaire implies your consent
for participation in the study. If you participate, neither
you nor your family will be identified in any of the study
presentations. Your participation is voluntary and you may
withdraw at any time. If you choose not to participate, the
care you and your child receive from a health care agency,
the nur ses or your physician will not be affected.

if you have any questzon or would if ke a summary of the
results of my study, you may leave a message at 440— 4291, the
School of Nursing at Old Dominion University in Norfolk,
Virgznia.

Carolyn M. Rutledge, BSN
Graduate Nursing Student
Old Dominion University
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Appendix F

EASE DF UNDERSTANDING SCALE

Directions: -Circle I if
understand.

-Circle 2 if
the item is difficult to
the item is easy to understand

5

10-

11 ~

13»

15

16.

17 ~

18.

20.

21 ~

difficult easy difficult
29. I

30. 1

31. 1

32. 1

33. I

34.'

35. I

36. l

37. 1

38. I

39. I

40. 1

41. 1

42. I

43. I

44. I

45. I

46. 1

47. 1

48. I

49. I

50. I

easy



dif f icult
23. 1

24. 1

easy difficult
51. 1

52. 1

easy

53.

54, 1

27. 1

28. 1
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LETTER TO GROUP LEADERS

School of Nursing
Graduate Program
Old Dominion University
Norfolk
Virginia 28508

To whom It Nay Concern:

I am a graduate nursing student at Old Dominion University.
I am developing a questionnaire to identify how well parents
of chonically ill children are adapting to stress. I feel
this study will give insight into the types of stress that
parents experience so that we, as nurses, can assist parents
in coping. In order to verify the reliability of the
questionnaire, I will require parents with chronically ill
children to complete it. I have chosen your facility in
which to administer the questionnaire. I would like to meet
with a designated staff member to review the protocol I will
use in administering the questionnaire. I have enclosed an
abstract of the study for your convenience.

Please, 1st me know if you have any questions. I may be
contacted at 440-42'V. You will be given a copy of. the
results obtained in order that nurses in your facility will
be aware of possible stressors when caring for parents of
chronically ill children. I look forward to receiving your
perm&as&on to carry out the study &n your facility.

Sincerely,

Carolyn N. Rutledge, BSN
Graduate Nursing Student
Old Dominion University
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ABSTRACT FOR DEVELOPNENT OF SASP

This methodological study deals with the development of

an instrument to measure stress in parents with a

chronicaily ill child. The tool is developed in four

phases. The first phase consisted of developing the items

on SASP from a review of the literature and the researchers
professional experience. Phase II consisted of a panel of

experts evaluating the importance, clarity and relevance of

the items on SASP in order to establish content validity.
In phase III, 26 parents of chronically ill children filled
out the questionnaire and evaluated the ease with which SASP

can be used. In phase IV, a formal study with 100 parents
will be carried out using the tool. From the formal study,

the effectiveness of the tool will be assessed and

conclusions will be drawn. Cronbach's alpha will be used to
test internal consistency of the entire tool and then to
test the six cateqories of stressors which consist of

financial, social, spiritual, personal, familial, and health

care. Stability will be assessed using Pearson's

correlation. On completion of this study, a valid and

reliable tool will be developed for use in health care

settings to identify the stressors that parents of

chronically ill children experience.
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Appendix I

EXPLANATION OF STUDY: PHASE IV

I am a graduate nursing student at Old Dominion
University. I am developing a questionnaire to identify
the types of stress present for parents of children with a
health problem.

Your participation in this study would require you to
complete a questionnaire on the stress you experience as a
parent of a child with a health problem. 4lith this
information, I will be able to develop a questionnaire that
will enable health professionals to identify and assist in
minimizing the stress affecting similar parents.

The questionnaire and a demographic data sheet will be
given to you for completion at your own convenience. Place
the questionnaire in the enclosed envelope and mail it to me
when you have completed it. Please, do not discuss the
questionnaire with your spouse or anyone else while you have
it. It should take 15-20 minutes to complete.

The completion of the questionnaire implies your consent
for participation in the study. If you participate, neither
you nor your family will be identified in any of the study
presentations. Your participation is voluntary and you may
withdraw at any time. If you choose not to participate, the
care you and your child receive from the health care agency,
the nurses or your physician will not be affected.

If you have any question or would like a summary of the
results of the study, you may leave a message at 440-4297,
the School of. Nursing at Old Dominion University in Norfolk,
Virginia.

Uarolyn H. Rutiedge, BSN
Sraduate Nursing Student
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