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Abstract:
According to the literature, parents of disabled children experience similar feelings of parents who have
lost a child through death. Parents have indicated that new experiences, or crisis events, encountered by
their disabled child appear to "trigger" a reexperience of former feelings and thoughts associated with
grieving their loss of a perfect child. The purpose of this study was to explore the relationship between
the reactions of parents to their child's disability and the reexperience of the whole grief process at each
new developmental stage or life crisis.

A descriptive survey was conducted with a random sample of two hundred subjects selected from a
population of parents whose children had been evaluated in a developmental center. Data were
collected by mailed questionnaires containing both forced choice and open-ended questions.

Seventy-one subjects participated in the study. The subjects were asked to recall their feelings and
thoughts: I.) at the time of the initial diagnosis, 2.) after the initial diagnosis, and 3.) when their child
experienced a new developmental crisis. In addition, subjects were asked what developmental stages
their disabled child had experienced, to identify support systems which helped them cope with their
child's disability, and to identify support systems which were needed, but lacking.

Descriptive statis,tics,_were applied to the data. Initial feelings and thoughts expressed by the subjects
when they learned of their child's disability, and after the diagnosis, suggest a high agreement with
feelings associated with the grief process. Feelings and thoughts expressed by the subjects when their
child experienced a new developmental stage or crisis indicated that they did reexperience some of the
feelings and thoughts of the grief process, however, not the whole grief process.

The most frequent responses to support systems which helped the subjects to cope were assistance in
training their child, a belief in God, and support from other parents. The subjects indicated the greatest
need of support systems to help them cope were support from other parents, and honest and direct
answers to their questions. 
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ABSTRACT
According to the literature, parents of disabled child

ren experience similar feelings of parents who have lost a 
child through death. Parents have indicated that new exper
iences-, or crisis events, encountered . by their disabled 
child appear to "trigger" a reexperience of former feelings 
and thoughts associated with grieving their loss of a per
fect child. The purpose of this study was to explore the 
relationship between the reactions of parents to their 
child's disability and the reexperience of the whole grief 
process at each new developmental stage or life crisis.

A descriptive survey was conducted with a random sam
ple of two hundred subjects selected from a population of 
parents whose children had been evaluated in a developmen
tal center.' Data were collected by mailed questionnaires 
containing both forced choice and open-ended questions.

Seventy-one subjects participated in the study. The 
subjects were asked to recall their feelings and thoughts: 
I.) at the time of the initial diagnosis, 2.) after the ini
tial diagnosis, and 3.) when their child experienced a new 
developmental crisis. In addition, subjects were asked what 
developmental stages their disabled child had experienced, 
to identify support systems which helped them cope with 
their child's disability, and to identify support systems 
which were needed, but lacking.

Descriptive stati:s_t-iCS--Lwere applied to . the data t Initial' 
feelings and thoughts expressed by the subjects when they 
learned of their child ks disability, and after the diagnosis, 
suggest a high agreement with feelings associated with the 
grief process. Feelings and thoughts expressed by the sub
jects when their child experienced a new developmental stage 
or crisis indicated•that they did reexperience some of the 
feelings and thoughts of the grief process, however, not the 
whole grief process.

The most frequent responses to support systems which 
helped the. subjects to cope were assistance in training 
their child, a belief in God, and support from other par
ents. The subjects indicated the greatest need of support 
systems to help them cope were support from other parents, 
and honest and direct answers to their questions.

vii



CHAPTER I
OVERVIEW

Identification and Discussion of the'Problem

Apart from death, there is no more devastating experi

ence in the life of a family than the discovery that you 

are the parents of a disabled child. It tears into the fam

ily's life as a functioning unit and confronts each parent 

with a crisis in coping with grief and loss. At the time of 

diagnosis and during the life process of the disabled child 

there .are pervasive and changing stresses for which different 

behaviors, attitudes, and adjustments are required.

Although the parents may suspect a serious problem,, the 

initial reaction to the diagnosis has been described by par

ents in terms of being shocked,.feeling numb, or faint, and 

being unable to remember or comprehend what was. said. Per

haps as frequent as the shock reaction is the response, of - 

■initial disbelief and refusal to accept the diagnosis and' 

its implications --'the.reaction of denial. Denial by the 

parents may.take the form of a request for further- consulta

tion.

Other mechanisms for dealing with .their stress include ■ 

attitudes of stoicism and detachment. This reaction of 

stoic acceptance is more often seen in fathers than.in mb-
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thers, possibly because our culture allows women more overt 

expressions of grief than it does men. Guilt feelings are 

also a normal part of parents' reactions to loss. Guilt 

may be expressed in terms of not having recognized or taken 

seriously early signs of a problem, or not having prevented 

some type of- exposure which they may consider responsible 

for the disability.

Parents of children with disabilities also feel shame. 
Here, the concern,is with the attitudes of others. "What 

will people say?", "What will people think?" Angry, hos

tile feelings are often, if not always, mobilized in the 

parents. • Anger may be directed at professionals who first 

conveyed the diagnosis and prognosis.

Fear is another emotion common to parents of exception

al children. There is fear about the child's future, about 

his/her safety... The parents also fear there will be no 

schools for their child, no jobs., As parents, they fear 

they will hot be strong enough to cope with their child's 

special needs. It is not uncommon that these parents have 

feelings of depression. The time of initial diagnosis is a 

time when they do not want to play, feel, or..do. -anything. 

Perhaps only tears, often seemingly senseless and inappro

priate, flow to prove that effect is still there. They know
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#■

they will have to face their pain and accept the challenge 

if they are to continue to function. There must be a period 

of retrenchment. In some manner or another, parents will 

come to deal with their true feelings and emotions.. The 

process of dealing with a child's disability is not easy.

It requires strength, honesty, insight, intelligence, and 

sensibility. Most parents need help in sorting out their 

feelings, determining what is real, attempting to reach the 

stage of acceptance.

Statement of Purpose■

The researcher, in .her capacity as .'a nurse consultant 

for handicapped children, recognized the fact that all par

ents experienced grief and loss as they mourned for their . 

less than perfect child.- At one time, it was the belief of 

the researcher’ that parents pass through the stages of grief 

in an orderly manner, finally resolving their grief and ac- .

.cepting their child's disability. However, in working with . 

these. parents,. it became apparent that their grief was not 

resolved, nor was the .process orderly. It appeared that the 

emotions associated with grief and'loss resurfaced when their 

disabled child experienced a new developmental or situational 

crisis„ It has been stated in literature that parents of 

disabled children suffer from chronic sorrow (Olshansky,
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1962), and that a "trigger" experience will cause the whole 

grief process to be reexperienced (KowaIsky, 1978; Mercer, 

1977;.Patterson, 1956; Jogis, 1975). Therefore, the pur

pose of this study.was to answer the following question:

When the disabled child experiences a new developmental 

stage or crisis, will the parents reexperience the whole 

grief process?

Significance of the Study

In assisting parents to cope with the problems and con

cerns associated with their child's disability, the resear

cher observed the parents to reexperience grief, but not the 

whole grief process when their child.encountered a "trigger" 

experience (crisis). The purpose of this study was to add to 

knowledge about the. grief process. The following questions 

are asked: (a) Do. parents resolve their loss of a perfect

child, or do they reexperience grief and suffer from chronic. 

sorrow?: . (b) Does a "trigger" event such as a developmental 

crisis precipitate the emotions of grief and loss?, and Ic)' 

Do parents reexperience'the whole grief .process when their 

child experiences a new developmental stage or crisis? Find

ings of this study will have implications for nurses.■ The- 

knowledge obtained in this study will help nurses identify 

emotional responses of parents to their disabled child's cri-
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ses, and to then better assist and support them in dealing 

with the concerns, problems and needs of their child.

Definition of Terms

1. ) Disabled: A severe chronic condition which is

attributable to a mental or physical impairment 

which is likely to continue indefinitely and re

sults in substantial functional- limitations in 

self-care, receptive and expressive language,

■ ■ learning, mobility, self-direction, capacity of 

independent living, and/or'self-sufficiency.

2. ). Developmental stage: A new situation encountered

.through the process of maturation such as entrance 

into preschool or school, or entrance into puberty 

or young adulthood.

3. ) Crisis: A decisive or crucial time .which can be

related to the previous mentioned encounters, as - 

well as, the discovery of a new disability, or a 

severe illness in the disabled child.■

4. ) Grief process-: The feelings, thoughts and percep

tions ■experienced by parents of a disabled child 

as they attempt to gain acceptance-of their child1 

disability.
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Assumptions

There were several assumptions basic to the pursuit of 

the study. The assumptions were as follows: (a) all sub

jects had experienced feelings and thoughts associated with 

the grief process; (b) the subjects would express their true

experiences throughout the questionnaire, and (c) all sub

jects could identify developmental stages or crises their 

child had experienced.

Limitations of the Study

For the purpose of this study, data.were obtained from 

parents of. children who.were evaluated at only one agency. 

Retrospective distortion can inhibit or alter past experi

ences when people, are asked to report historical events. 

Other limitations include small sample size and methodologi

cal imperfections. Limitations are discussed further in . 

Chapter V,



CHAPTER II
REVIEW OF LITERATURE

For the purpose of the study, the review of literature 

was divided into three areas of content. The areas of con

tent included; (a) summarization'of the grief process; (b) 

summarization of the grief process as related to parents of 

disabled children', and (c) summarization of the reexperi

ence, of the grief process by parents of disabled children.

Summary of Literature.on thei Grief Process

■ The researcher found.numerous sources of literature re

lated to the grief process associated with death. Elizabeth 

Kubler-Ross (1973.) identified.five stages associated with. . 

coping' with one's own death, or the death.of a loved one. 

These stages included .denial, and isolation, anger, bargain

ing, depression, and finally acceptance. Peretz (1970) •.

speaks of such feelings as shock, numbness, denial, helpless

ness, bl^me, anger, and-depression during the grief process.

Engel.(1964) referred to coping behaviors associated 

with loss experienced through illness, loss of a limb or a 

body part, a blow to one's self concept, or the necessity to 

change one's life style. The response to loss and grief are 

categorized by Engel into three phases: shock and disbelief,

developing awareness, restitution and resolution..
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Llndeman (1944) - described quite' vividIy: the 'syrnptofns 
that can be observed in a grieving individual. The author 

described the grief reaction as a syndrome characterized 

by sensations of somatic distress occurring repeated waves 

lasting from twenty minutes to an hour, consisting of a 

feeling of tightness in the throat, choking with shortness 

of breath, a need for sighing, an empty, feeling in the ab

domen, the lack.of muscular power, and an intense subjec

tive distress described as tension and mental pain. There 

is usually a strong preoccupation with feelings of guilt. 

People who are grieving show a' loss of warmth in relation

ships with other people,.a tendency to respond with irrita

bility and • anger'and a wish not to be bothered by others. 

Many display a degree, of hyperactivity, an inability to sit 

still —  moving about aimlessly searching for something to 

do. Lindeman indicated these individuals tend to. experi

ence extreme self-centeredness and futility. An observer. 

may see confusion, disorganization, apprehension,and poor

ly focused fears.

Summary of Literature on the Grief Process Experienced by. . 
Parents of Disabled Children ■

Literature reviewed, for this study indicated that par

ents, of disabled children experience the same feelings
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and thoughts expressed by individuals mourning the death of 

a loved one. Buscaglia (1975) stated, "The mourning pro

cess, brought on by the first realization of disability, is 

mainly concerned with tears, disappointment, and disbelief" 

(p. 97). Buscaglia recognized that parents who have chil

dren with disabilities feel self-pity, self-recrimination, 

shame, fear, uncertainty, and depression.

Schroeder (1974) stated, '."'When a baby:' is born with a 

defect, the family immediately enters a process of grieving 

not unlike the grieving process seen in families who have 
experienced the death of a- loved one'.', (p. 159) . The author 

continued by indicating the initial reaction most often, ex

pressed is "Why?", "Why me I?" In conjunction with this 

initial reaction, are feelings of anger,-denial, and the 

need to place blame on someone for the tragedy. Schroeder 

believes anger, denial, and;blame is a way these parent's 

find to cope with their, overwhelming grief. Another•feeling 

identified by the author, is guilt. ' Several mothers of the 

Schroeder study wondered if. their child's defect had resul

ted from something they had done. Another component iden

tified by Schr.oeder, of the grieving process is hope. Each 

of the twelve mothers' of her study experienced hope, no 

matter what they had been- told- about, their child. Three
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mothers of the Schroeder study indicated the biggest pro-, 

blem they encountered was taking their child out in public 

and trying to deal with the stares and questions from peo

ple they met, a very frustrating and anger provoking exper

ience. Four of these mothers felt their biggest problem 

was trying to tell friends and- relatives about their child.

Similar- grief responses have been .identified in parents 

whose child is born with an anomaly (Mercer, 19 77) . The 

author indicated shock, numbness, disbelief is the initial 

response' to the birth of a.defective child. Anger is said 

to be one of the most predominant and pervasive emotional 

■ responses. Mercer noted'that fear increased as parents be-.

.came familiar with and attached to their child - in the second 

phase of mourning, characterized by developing awareness of 

disappointment and feelings of loss.. According to Mercer, 

guilt is frequently not observed after one month, but could 

not give an explanation of this phenomenon. The author■ 

concluded by stating that early planning of these parents '. 

centers around ".self" .' ' She believed the husband's support 

was crucial to the mother during all phases of the grief 

process.

. Most families display .feelings of shock, disbelief, .and 

anger when they learn the diagnosis of their physically.
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disabled child.(Johnson, 1979). According to this author, 
these parents experience anger at professionals, the rest 

of their family, but rarely at the child. Johnson indi

cated fear of the infant's death, the secret wish for death 

of the child, and parental guilt compound into an over

riding sadness characterized by feelings of helplessness. 

Another characteristic identified by Johnson, was theologi

cal conflict: "How could a merciful God allow this to

happen?" Even religious parents have difficulty feeling that 

if God allowed this to happen, they must have been "bad", or 

they must have "sinned". The author stated most parents 

want to bb told as soon as possible about their child's, dis

ability in an honest, caring,, and gracious manner.

Tenbrinck and Brewer (1976) noted that regardless of the 

age of the child, the severity of his/her handicaps, and the 

manner in which the parents.'become aware of his/her abnor

mality, the parents' reactions are similar to those experi

enced by the families of. the dying as described by Elizabeth 

Kubler-RosS (1973). '' These, authors' indicate that financial 

burdens are often added, for a disabled child may need spe

cial care, operations, special equipment, and special 

schooling. Necessities preclude small luxuries. Many 

dreams of the. parents will no longer come true.
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Sevenal references in..literature were .written by par

ents of disabled children. Patterson (1956) experienced 

feelings of self-pity, guilt, and anger. Weiss and Weiss 

(1976) expressed their feelings upon the discovery that 

they were parents of a learning disabled child. According 
to the authors (p. 59):

Initially, we can recall the sense of shock 
through which we passed when we first became 
aware of our own child's difficulty in learn
ing according to predictable norms. We, at 
first, denied his problem, because to us he 

. . appeared so alert,, vivacious, and normal in 
■ his ability to interact with us. We felt • ; 
shame, humiliation, and guilt at being so. 
inexperienced and untrained as parents and 
possibly having "caused" this problem in our 
own child.

The authors continued to say that parents are likely to 

blame the child's problem on the school,, .or the child's 

teacher. ■ Later, the parents may blame the child's diffi

culty on the other parent. ' Fathers feel the child is a 

product of poor maternal discipline. Mothers believe their 

husbands do not fully understand the child's problem(s), 

and become angry at their husband's freedom to come and go 

while they must cope with the child twenty-four hours a day 

.being captive in a situation that neither gives any plea

sure or feelings of competency. Weiss and Weiss suggested 

that children with special needs place special demands and
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stress upon the whole family, and increased stresses on a 

marriage. If mother and father are not solidly „supportiv.e 

between them, the stress can break a vulnerable marriage*

Summary of Literature on the Grief Process Reexperienced 
by Parents of Disabled Children

Literature reviewed for this study indicated that par

ents of disabled children reexperience the same feelings 

and thoughts associated with the grief process. The term 

"chronic sorrow" has been adapted by Simon Olshansky (1962) 

to describe the feelings of parents of mentally retarded 

children as a natural response to a tragic fact. Olshansky 
states (p. 191):

The intensity of this sorrow varies from time 
to time for the same person, from situation to 
situation, and from family to family. . .All 
the parental reactions. . .such as guilt, shame, 
and anger may,well be intertwined with chronic 
sorrow. . .Some of them even regress to the 
point of denying, at certain times, the reality 
of the child's defectiveness. On other occa
sions, they become unduly optimistic about the 
child's potentialities.

The author indicated that the permanent, day-by-day depen

dence of the retarded child, the interminable frustrations 

resulting from the child's relative changelessness, the non

esthetic quality of mental defectiveness, and the deep sym

bolism buried in the process of giving birth to a defective 

child, all join together to produce the parents' chronic
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sorrow. The author concluded that the only release from 
sorrow is deathI

Johnson (1979) concluded that the birth of a physicals 

Iy disabled child brings about chronic sorrow. The author 

continued to say grief is■even more difficult for the fami

ly with a "borderline" child who appears normal at one 

point, but not normal at another, for these parents report 

reliving the birth crisis frequently throughout their lives. 

Mercer (1977). also used the term chronic sorrow to depict 

the reexperiencing of memories- and expectations that per

meate the lives of the parents who have a child with an 

irreparable defect, as they gradually reduce the tie-to the' 

wished-for-perfect child.

Tenbrinck and Brewer (1976)'replied> "With the aware

ness of mental retardation, the:loss.reaction or grief does 

not end quickly as- it does with the finality of death. .In

stead there is unending, grief and chronic sorrow" (p; 714) 

■The authors believed these stages were defense mechanisms 

enabling' parents to cope with their grief, however, there 

must be hope —  life must have some-meaning I

Schroeder (197,4) cited examples of prolonged grieving 

in the twelve mothers of her study. Eight of the twelve 

mothers were still asking., "Why me?"., years after the birth



15
of their disabled child. Another sustaining reaction was 

denial. The author'observed denial in a mother almost ten 

years after she discovered her daughter was not normal. 

Schroeder stated, "Active mourning, when associated with 

the death of a loved one, seems to be rather self-limiting 

in time and does not normally continue after a month or 

two. I found upon interviewing these parents that this 

stage of active mourning goes .on much longer when related 

to the birth of a defective child" (p. 164). The author 

suggested, "Perhaps .it is this factor (hope) .which inhibits 

the completion of the grieving process in this crisis. As' 

long as hope is present, the loss cannot be completely re
solved" . ( p 166) . ■

Kowalsky (1978) described "trigger experiences"• which 

cause the total grief process to be reexperienced. The au
thor identified "trigger experiences" as an admission to an 

acute rehabilitation center, going, home for weekends, the . 

contemplation of marriage or independent living, hospitali

zation, job selection, starting vocational rehabilitation. 

Kowalsky concluded that if grief was previously worked 

through well, when triggered a second time, it.may be rela

tively short lived, but if there is still much mourning to 

take place, more will occur.
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Mercer (1977) also described events (crises) which ex- 

a'cer.'ba'fce all of the parents' early feelings and emotions. 

"Fear, hope and withdrawal reappear whenever a threatening 

event presents itself such as surgery, complex evaluations, 

or hospitalization of the child" (p. 62).. .The author also 

discussed her observations that the response of parents to a 

minor reparable defect, such as a cleft lip, differed little 

from a parents' response to an infant with Down's Syndrome. 

Mercer also believed that.if responses were, comparatively 

studied over a long period.of time, one would expect, that 

once the child's reparable defects were corrected, the par

ents' emotional responses would decrease. However, there 

was an exacerbation of...all the parents' early feelings and. 

emotions, with each surgical, procedure- a child faced. Par

ents reported that they relived all of the early moments 

following the news of their child's defect as they waited . 

for the surgery on their child to be completed.' Mercer in-, 

dicated the major differences in responses of parents, who 

have children with reparable defects center around time, 

hope, .. and life's dreams and goals. In. time; these parents' 

realize hope for their child, for normal functioning and;

near normal appearance may.be achieved. These children will
1

have an opportunity to compete and succeed in personal and
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societal goals.

Parents themselves have described crisis events which 

precipitated the reexperience of feelings and thoughts of 

the grief process. Patterson (1956) described three stages 

in the growth of a parent of a mentally retarded child: (a)

Why did this happen to me? (b) What can I do for my own 

child and family? (c) What can we do for others? She 

stated that parents can slip back to a former stage when a 

problem arose or when previous decisions must be reviewed. 

Patterson continued, "During these times we can be very dif

ficult. Then you must support us, while feeling nothing but 

plain, simple, humble reverence before the mystery of our 

misfortune"'(p..7). Judith L. Jogis (1975), a mother of a 
disabled child, talked.about her son who developed blind

ness after the initial diagnosis of a serious defect: ' "Once 

again the old feelings of grief, anguish, hurt,, shock, dis

belief, helplessness, and frustration, flood your mind. How 

will you ever cope with this? For- long moments it seems 

like the' end of all your hopes and cherished'aims". (p. 156).

Conceptual Framework

Parents who have a child with a disability react to the 

loss of a desired perfect child with similar feelings to 

those experienced by parents who have lost a child through
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death. These feelings can be viewed within the grief pro

cess framework described by Elizabeth Kubler-Ross and 

George Engel. However, the stages of the grief process are 

not phase specific for these parents, therefore, their feel

ings can also be viewed within the concept of chronic sorrow- 
developed by Simon Olshansky.

Elizabeth Kubler-Ross (1973) identified stage one as 

recognition and awareness with the associated feelings of 

shock. Following awareness and shock, is,a period of denial 

and isolation. The mourner is unable to face the facts and 

begins to shop around for more optimistic opinions. The 

second stage is characterized by anger, rage, and resentment. 

Anger is expressed toward physicians or others,' and at God. . 

However,-, at the same time, some hope begins to manifest it

self. Long .before the anger is dissipated, a long period of 

bargaining commences. This is the time of attempting-magic 

cures and quackeries. This behavior attempts to postpone 

-the inevitable. In the fourth stage, bargaining is - replaced 

with a sense of great loss and depression. .The fifth stage 

is.acceptance and is characterized by realistic coping. '

Engel's (1964),concept of grief is divided into three 

stages. In stage one, "shock and disbelief", the grieving . 

person experiences numbness. He/she may accept the loss in- .
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tellectually while denying the emotional impact in an at

tempt to protect self from feelings that are overwhelming. 

The greatest degree of anguish or despair is experienced and 

expressed in the second stage, "developing awareness". This 

awareness leads to anger, crying, physical emptiness, and 

acute sadness. Feelings of helplessness, hopelessness, and 

anxiety are also intertwined. Guilt may be experienced, and 

to need to cry is very intense at this time. Engle's third 

and final stage is "restitution" of recovery from the loss. 

According to Engel, the final resolution of grief and mourn

ing is indicated when the.mourner is again.able to allow 

himself enjoyment and pleasure.

According.to Olshansky (1962),. with the awareness of a 

disability, the grief, reaction does not end quickly .as it 

does with the finality of death. Instead, there is unending 

grief and chronic sorrow of these parents throughout' their, 

lives. The author states that parents of a mentally defec

tive child will always, be burdened by their child's unre

lenting demands'and unabated, dependency. . The woes, the 

trials, the moments of despair will continue until either 

their own death or the death of their child.

• Literature reviewed- for this study described the grief. 

process experienced by parents of disabled children as an'
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adaptive mechanism with overlapping of and vacillation be

tween stages. An important difference in grieving over the 

loss of a normal child and other losses is that the disabled 

child exists as an unrelenting, constant reminder of the 

child that was hoped for, leading to manifestation of the 

chronic sorrow. In working with parents of disabled chil

dren, the researcher has observed the expression of the 

feelings and thoughts associated with the grief process, al

lowing the parents to deal with an overwhelming situation. , 

The researcher also observed overlapping and vacillation be

tween stages as these parents attempted to cope with their 

child's disability. Recurrent grief, or chronic sorrow was 

observed, to be .a 'frequent response of these parents to a 

crisis such as entrance into school, adolescence, adulthood, 

or a severe illness. While the parents may have proceeded 

through the whole grief process and succeeded in coping ade

quately and realistically with their child's disability, . 

acceptance and "restitution" did not seem' to occur. For' as 

long as their disabled child remained a living reminder of 

their loss, the grief process remained open-ended.



CHAPTER III
RESEARCH DESIGN

The purpose of this chapter is to describe the method

ology of this study through the development of the question

naire. General characteristics of the sample, method of 

data collection and data analysis are included.

Development of the Questionnaire

For the purpose of this study, the researcher designed 

a questionnaire including both forced choice and open-ended 

questions; The questionnaire was designed to:. (a) identify

the subjects' initial feelings and thoughts when first told 

of their, child's disability; .(b)' identify the. feelings and 

thoughts experienced by the subjects.after the initial reac

tion to-diagnosis; .(c) identify developmental stages or cri

sis events experienced by the children of the.subjects, and 

(d) identify the feelings and thoughts reexperienced when 

their child experienced- a new developmental stage or crisis 

. (See Appendix. A) .

Question .One asked parents to identify feelings and 

thoughts they began to experience when first told their 

child was disabled. Question Two asked for parents' percep

tions of their feelings and thoughts following their initial 

reaction to their child's disability. Question Three asked
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the parents to identify developmental stages or crisis 

events their disabled child had experienced. Question Four 

asked parents to recall their feelings and thoughts when 

their child experienced a new developmental stage or crisis. 

Forced choice responses were developed from the literature 

reviewed for the study. Each set of forced questions includ 

e.d an opportunity for a response other than those identi

fied. Question Five, designed as an open-ended question, 

asked parents to identify support systems needed or lacking 

in their lives which would have facilitated coping.■

For the purpose of this study, demographic data were 

used to describe the subjects and. their disabled child only. 

The subjects were asked to identify which parent responded ■ 

to the questionnaire.'and were asked to give their marital 

.status. ' The respondents' were asked to identify the sex of 

their disabled child, his/her current age', and the age(s) 

of the child when evaluated at the participating agency.'

The subjects were also.asked to state the age and sex of 

their other children.

The survey instrument which included primarily'forced' ■ 

choice responses was selected.as the most feasible method of 

obtaining the information from the sample of the population. 

Questions were designed for ease of completion. The instru



23
ment should not have taken longer than fifteen minutes to 

complete. The time limitation for return of the question

naire was established at three months, allowing the subjects 

a reasonable length of time to return the instrument to the 
researcher.

■ The instrument was tested for validity and reliability 

by a panel of five judges, each a parent of a disabled child 

in the age range of six months to nineteen years. The panel 

was chosen by the participating agency from parents identi

fied to be interested in research into problems associated 

with disabled children. Following the pretest, the judges- 

and researcher determined the instrument to be sufficiently 

valid for use in obtaining the -data for the purpose of this. 

study. .

The Sample

For this investigation, a descriptive survey was' con

ducted. A-sample-of two hundred subjects was randomly cho

sen from a population - of approximately one thousand parents 

whose children had been evaluated within a ten year period ' 

in a developmental center located in Western Montana. -The ■ 

center was in an urban center with a population of approxi

mately fifty thousand.

A sample size of seventy-one, indicating a response
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rate of thirty-six percent, participated in the study. Both 

parents responded to twenty-seven questionnaires (thirty- 
eight percent), forty-one respondents were mothers only 

(fifty-eight percent), while three respondents were the fa

thers only (four percent). Sixty-one (eighty-six percent) 

of the subjects were married, two (three percent) were wi

dowed, while another two of the subjects were divorced.

Five of the subjects (seven percent) were separated, while 

one of the. subjects was. single (one percent) . Forty-six of 

the respondents' disabled children were males (sixty-five 

percent), while twenty-five .(thirty-five percent) were fe

males. Sixty-three (eighty-nine percent) of the subjects 

had other children. The respondents' children had been . 

evaluated at. the developmental center between, the ages of 

six weeks to twenty years (mean' age of four years, six 

months, S.D. 3.70).

■Data Collection . ■ ,

With written approval of the agency (Appendix B), the 

questionnaire was mailed to the subjects with a stamped,.- 

self-addressed return envelope. Each subject received a 

cover letter explaining the purpose and nature of the study, 

and assuring their anonymity (Appendix C). The time limi

tation for return of the questionnaire was established at
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three months, allowing the subjects a resonable length of 

time to return the instrument to the researcher. Results 

of the study were made available to the subjects upon re
quest..

Data Analysis

The literature was reviewed to identify the feelings 

and thoughts associated with the grief process and chronic 

sorrow. Responses were designed to describe what parents 

actually experienced at the time of, and after, their child 

was diagnosed as disabled, as well as, when their child ex

perienced a developmental- or situational crisis. The find

ings were described by frequency of.responses. Open-ended - 

questions were subjected to content analysis. Tables were 

developed to demonstrate the responses to the forced .choice 

questions, expressed by frequency tabulation and raw numbers 

A comparison of the responses to each crisis were described 

in written and tabular form.



CHAPTER IV
DATA ANALYSIS

The following chapter includes a description of the 

responses of the subjects who answered and returned, the 

questionnaire. The total number of questionnaires mailed 

was two hundred, of which seventy-one were returned. Re

sponses are described and examples are given from responses 

to open-ended questions. The findings are presented in the 

following order: ■ (a) analysis of the forced choice respon

ses ; (b) analysis of the open-ended questions; (c) analysis

of developmental stages or crises, and (d) .discussion of 

findings.

Analysis of the Forced Choice Responses

In response to Question One,-"When you, as parents, 

were first told that your child had a disability or problem, 

what feelihgs did you begin -to experience?", a total of six- 

ty-ifdur subjects stated they experienced shock, numbness, 

and feeling faint. Thirty-six of the subjects experienced 

shock, twenty-five subjects experienced numbness, while 

three subjects indicated they experienced feeling faint when 

they were told their child had a disability.

' In response to Question One, "When you, as parents, 

were first told that your child had a disability or problem,
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what thoughts ran through your mind?'I, eleven of the sub

jects responded, "There is nothing wrong with my child!". 

Thirty-one of the subjects, when told their child had a dis

ability asked, "Why did this happen to me?"

In response to Question One, "Did you remember what was 

initially told you?", sixty-four of the. subjects answered 

"yes", while seven subjects stated "no". Fifty-six of the 

subjects answered "yes" to, "Did you understand what was 

initially told you?", while fifteen subjects indicated they 
did not understand.

In response to Question Two, "After your initial reac

tion to your child's problem, what feelings did you begin to 

experience?", fifty-four subjects stated they feared for 

their child's futurei Other feelings which the subjects 

responded to with a high' frequency include hope, frustration, 

helplessness, sadness, depression, and blaming.self for pos

sibly causing their child's problem. .

Question Two, "After your initial reaction to your-' 

child's problem, what thoughts ran through your mind?",, in

dicated that fifty-nine of the subjects asked, "What can I 

do for my child?" '.Other thoughts with a high frequency .of. 

response included, "Will I .be able to deal with my child's ■ 

special needs?", "Will my child do well in school?", "Will •
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my child be able to go to school?", "Will my child be able 

to get and hold a job?", "What will people say, think?", and 

■"What can I do for other parents whose child has similar 

needs?"

In response to Question Three, "Which of the following 

situations has your child experienced in his or her life?", 

thirty-six of the subjects indicated their child has experi

enced reevaluations, thirty-three of the children experi

enced preschool, while thirty-two of the children experi

enced placement in a special education classroom. Other 

developmental stages or crises responded to by the subjects 

with a high level of frequency included a move to a new 

neighborhood or area, entrance into elementary' school, and

into kindergarten.
:

Question Four, "When your child experienced a new dê - 

velopmental stage or crisis', what feelings did you, as par

ents reexperience?", indicated that a total of nine subjects 

reexpefienc.ed the initial feelings of shock, numbness, and . 

feeling faint. A total of .nineteen subjects reexperienced 

the initial thoughts of, "There is nothing wrong with my 

child!"" and "Why did this, happen to me?" Responses by the 

subjects indicated that they again experienced all the feel^ 

ings elicited, in Question One. The.subjects responded with
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a high frequency to fear for their child's future, fear for 

their child's safety, hope, helplessness, and frustrations.

In response to Question Four, "When your.child experi

enced a new developmental stage or crisis, what thoughts ran 

through your mind?", the subjects stated they reexperienced 

all of the initial thoughts elicited in Question One. The 

thoughts with the highest frequency of response were, "What 

can I do for my child?", "Will I be able to deal with my 

child's special needs?", "Will my child do well in school?", 

and "What can I do for other parents whose child has similar 

problems?"

Analysis o f the•Open-Ended Questions

Question One, "When, you, as.parents, were first told ■ 

that your child has a disability or problem, what "other" 

feelings did .you begin to .experience?", was. designed to eli- 

.cit feelings other, than shock, numbness, and feeling faint 

initially experienced by the subjects. In response to the ,■ 

question, more.than one-third responded with "other" feel

ings. Five of the subjects felt anger at the physician who 

presented the subjects with their child's diagnosis. Four 

of the subjects felt fear. Three of the subjects felt sorry 

for their child, while another three felt concern. Two sub

jects were relieved to have the disability diagnosed so
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treatment could begin. Two subjects expressed confusion, 

sadness, hurt and worry, respectively. Other feelings ex

pressed were helplessness, surprise, putting on a good 

front, bewilderment that,they did not recognize their 

child's problem themselves, bitterness, hopelessness, de

nial, discouragement, guilt, frustration, apprehension of 

further bad news- and inability to handle more, thankfulness 

their child was alive, knowing something was wrong, ignor

ance to problems ahead,.and loving their child as is. One 

subject stated, "Finding out you have a handicapped.child is 

earthshattering. Your life becomes so complicated. Shop

ping for groceries is a big deal. You can't push both.a 

grocery cart and 'a wheelchair. "

Question One, "When you, as parents, were, first told 

that your child had a.disability or problem what-"other" .' 

thoughts-rah through your mind?", was designed, to elicit, 

thoughts other than, "There is nothing wrong with, my child."

.and "Why did this happen to me?" .In response to-the ques

tion, seven subjects' asked, "Why did this happen to my 

child.?." Four subjects wondered what caused the disability, 

while two subjects.indicated they felt glad their child had 

a correctable defect. Other thoughts identified by .the. sub-

"How do I care for my child?", "Did I dojects included,
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something wrong during my pregnancy?", "Will it improve?", 

"What's ahead and what can we do?", "Is something else 

wrong?", ""Were we at fault?", "Can our other children ac

cept this?", "How can I explain my son's condition to other 

people?", and "What can I do to help my child?" Other sub

jects indicated they were glad the disability was recognized 

now, that they did not want to experience any more hurt from 

anyone, a belief that their child would outgrow the disabil

ity and be normal by the age of eight or nine, and a wish 

that they could go through.life for their child since their 

child would have to go through so much. ' Other statements of 

the subjects included, . '.'Life is hard enough without a handi

cap I", "I will have to spend alot of time with' my. child I ", 

"We'll do whatever is possible I", "It's just one of those ' 

.things I", "God is working in our lives through our child I", 

and. "Thank God now we can do something constructive I"

Question Two, "After your initial reaction to your■: 

child's problem, what "other" feelings did.you begin to.ex

perience?" , was designed to elicit feelings, experienced by 

the parents not identified on the questionnaire.■ No multi

ple responses were,elicited to the question. . The subjects 

indicated that after the diagnosis' they felt confusion,. 

loss, a desire to protect their child from being stared at.
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a desire to move ahead and help their child, and thankful

ness for their child's good health. One subject was unable 

to find information about his/her child's disability.

Question Two, "After your initial reaction to your 

child's problem, what "other" thoughts ran through your 

mind?11, was designed to' elicit a response of the subject's 

thoughts not identified on the questionnaire. Responses to 

the question' also showed no multiple responses. Other 

thoughts of the subjects at this time in their relationship 

with their disabled child included, "Will my child know nor

mal. experiences?"; "Will my child be made fun of at school?", 

"Will my child have help when I'm gone?', "How will I cope 

with this?"., "Can I'care for my child properly at home?",

"Why did God let this happen— for what special reason?" ,'

. "Why don't doctors tell parents about services?", "Who will 

give us help?", "How can I .'convince a husband who wants to 

ignore a. problem in which therapy and education will help 

our .child become a more.sufficient adult?", "There are 

worse things that could be wrong with our child!", and a ■

,constant prayer, "Lord give me patience •' and I want it right 

this minute!"

Question Three, "What, 'other1' situations has your .child 

experienced'in his or her life?", was designed to elicit
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situations perceived, by the subjects to be developmental 

stages or crises experienced by their child which were not 

identified in the questionnaire. In response to the ques

tion, nursery school and Sunday School were identified by the 

subjects as developmental crises experienced by their chil

dren. Other crises identified by the subjects included 

athletic competition, public speaking, scouting, a change of 

doctors, the father leaving the home, and questions addressed- 

to the child about his/her disability by curious children 

and adults.

.Question Four, "When your child experienced a new de

velopmental stage or crises, what "other" feelings did you, 

as parents reexperience?", was designed to elicit■ other 

feelings.-, reexperienced at this time. • Responses to the 

question indicate the subjects felt confuction,' anxiety, 

bitterness, concern, worry, physical tiredness, happiness . 

over improvement of thier child, and the anticipation of 

new experiences and challenges for their child.

Question- Four, "When your child experienced a new de-. 

velopmental stage or crisis, what "other" thoughts ran 

through your mind?", was designed to elicit other- thoughts 

experienced by the subjects not identified in the question

naire .
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In response to the question, the subjects responded with the 

following statements: "Why can't people leave us alone?",

"Will it ever end?", "What's in our future?", "Will my child 

relate to children his same age?", "How will school affect 

my child?", "How can I help my child in leading as near a 

normal life as possible?", "How can we as parents help him 

improve and realize his full potential?", and "A hope that 

my child will find something to do everyday and to be able 

to feel useful and satisfied!" (Tables I' and. II, pages. 35,

3;6 &'.37 summarize the responses of the subjects.)

.Question Five, "What do you,, as parents, believe helped 

you, or would have helped you, the most in coping with your 

child's disability?", was' designed to elicit the identifica

tion of support systems which helped the subjects cope with 

their child's disability, and to identify support systems 

which would have assisted the subjects to cope with their 

.child's problem. Sixty-four (ninety percent) of- the subjects 

responded to this question. Eighteen subjects believed that 

receiving assistance in training their child facilitated cop

ing with their child's disability. Eleven of the subjects... 

indicated having the support of other parents with similar 

problems assisted their coping. Obtaining help for their 

■child assisted eight subjects to cope. 'Six subjects identi-
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TABLE I

SUBJECTS' RESPONSES TO DIAGNOSIS COMPARED TO SUBSEQUENT
DEVELOPMENTAL CRISES

Feelings and thoughts Number of Number of
responses responses 
after the after the 
diagnosis developmental 

crisis

N=71

Shock 36 ■ 3-
Numbness 25 4
Feeling faint . 3 2
Other initial feelings ■ 37 0
"There is nothing wrong with my child?" 11 5
"Why did this happen to me?" 31 14
Other initial thoughts 39 . 0
Hurt ' 33 13
Emptiness 16 ■ 9
Frustration 44 -22
Anger 23 - • 9
Irritability 13 9
Restlessness • . 17 10
Helplessness ■ 43 26
Self-pity 1 16 . .2
Sadness - ■ 41 17
Depression 33 16
Hope • •
.•Blaming self for ; not recognizing

44 • ■.'39

child's problem sooner. 
Blaming self for possibly causing

18. 5

-child's problem. 36 11
Fear for child's future. 54 30
Fear for child's safety..- 
Did not want to be.with people

. 29 . 21

outside family. 15 ■ 2
Other feelings. 13 5
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Feelings and thoughts Number of 
responses 
after the 
diagnosis

Number of 
responses 

■ after the 
developmenta I 
crisis

"What will people say or think?" 
"Will my child be able to go to

25 10

school?" 28 16
"Will my child do well in school?" . 
"Will my child be able to get and

38 3 2

hold a job?"
"Will I be able to deal with my

27 17

child's special needs?" . - 42 34
"What can I'do for my child?"
"What can"I do for other parents ■ ■

whose child has similar pro- .

59 ■ 43

blems?" ' '26 . 22
Other thoughts 9 8
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TABLE II

RESPONSES OF SUBJECTS TO DEVELOPMENTAL STAGES/CRISES 
EXPERIENCED BY THEIR CHILDREN

Developmental stage/crisis Number of responses

N=SO_____________________

Preschool- ■ 33

Entering elementary school 22
.

Resource room 12

Changing schools .17

Adolescence ’ . . .  13

.Reevaluation (s) • 36

Severe illness 15

Entering kindergarten 19

Special education classroon 32

Entering high school. 9

.Move to a new neighborhood or area 23

Adulthood 4

Discovery of a new problem or disability 14

Other - 6
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fied school, honesty, and love of their child, respectively, 

as important sources of support. Four subjects named their 

child's physician as a major source of support. Another four 

subjects indicated they were able to cope because they could 

talk with professionals. Three subjects named their family 

as a support system, while two subjects indicated that having 

a child with a reparable defect assisted them in coping. Two 

subjects listed that a thorough and early evaluation of their 

child was a factor' in helping them cope. Other coping mech-. 

anisms the subjects listed included remembering their' other 

children— needing to keep a stable home.life, support of a 

husband, ■ knowing they had to go o n :with their life, the fact 

that they had one "normal", child already, knowing there was 

hope and help for their child, giving all-they could to make 

their child's life worth living, being with people other than 

their family, and placing'their child in' a group home. Sup

port, from professionals . that was identified by the subjects, 

included ' a professional, who stood behind them and helped 

them with problems that came up in the school, a professional 

who took every measure to make sure they understood what was 

happening and why, a- professional who was interested in help

ing , a professional who spoke the language of the parents. 

Another subject identified support as constant reassurance
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from physicians and nurses.

Areas of support the subjects perceived would have 

assisted them in coping with their child's disability were 

numerous. Three subjects indicated they needed a parent with 

the same problem to talk to them initially, (one subject in

dicated she needed a parent to talk to her about every pro

blem of her child, mental retardation, visual impairment, 

and physical impairment). Three subjects indicated a need' 

for more knowledge, of their child's disability and treatment, 

while two subjects stated they felt a need for more, and cur

rent, reading material on their child's disability. Other 

subjects listed a need for more assistance in guiding their 

child academically and in vocational needs, immediate support 

from someone who could answer their many questions, help in 

understanding their child, more knowledge about handicaps be

fore being confronted with a handicapped child, and earlier . 

evaluation of their child, help in finding available programs, 

counseling right after they saw their child, someone to care 

for their child so they could have time for themselves and 

be able to do things-■ outside the home, involvement of both 

parents, and someone toy give them hope to accept their 

child's disability and to cope with their problems and life.

The subjects listed support that was needed, but not
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received from professionals. Responses included answering 

parents' questions directly and•honestly; finding a physician 

who was aware of available programs to help their child; 

professionals that were worried about doing the wrong thing, 

that they did not do the best they could have done with their 

child; realizing their child was of value; establishment of 

more services for their child; provision of more services for 

the adult disabled; having a professional they could talk to 

about their child without being criticized; and hope— which 

no professional offered!

Analysis of Developmental Stages or Crises

Responses to the individual crisis' situations are dis

cussed in the following section. -To elicit any difference 

in, or pattern of, response of the subjects to the crisis 

situations identified in the questionnaire, each crisis was 

analyzed by calculating the number of responses of the"sub-' 

j ects to each forced choice question. ,

The questionnaire developed for the study allowed the' 

subjects to give more than one response to the emotions ex

perienced before - and after a crisis, as well as multiple■ 

identification of the crises experienced by the disabled 

child. Therefore, the responses to the comparison of the 

of the crises are inflated since the questionnaire allowed
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multiple responses.

Thirty-six subjects (sixty percent) stated■that -the±r 
disabled child experienced the crisis of a reevaluation.. 

Fifty-three percent of the subjects experienced shock, fifty- 
eight percent experienced frustration and sadness, sixty-one 

percent experienced helplessness, fifty-six percent experi

enced depression, sixty-seven percent experienced hope, while 

eighty percent of the subjects experienced fear for their 

child's future before their disabled child's reevaluation. 

Thoughts which were expressed by one-half or more of the sub

jects before the reevaluation included, "Will my child do 

well in school?", "Will my child be able to get and hold a 

job?", "Will I be able to deal with my child's special 

needs?", and "What can I do for my child?" The emotions the 

parents continued to experience to a large degree following 

the crisis were helplessness (forty-seven percent), hope and 

fear for their child's future (fifty-six percent), "Will I be 

able to deal with my child's special needs?" (fifty-eight 
percent), and "What can I do for my child?" (seventy-eight 

percent). One thought, "Will my child do well in school?", 

increased from nineteen to twenty-four responses, or fifty- 

three percent to sixty-seven percent, after the child experi

enced a reevaluation. (See Table III, page 43.)
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Thirty-three of the respondents (fifty-five percent) in

dicated their child had experienced preschool. The responses 

which were experienced by one-half or more of the subjects 

prior to the crisis were shock, frustration, helplessness, 

sadness, fear for their child's future, "Will my child do 

well in school?", "Will I be able to deal with my child's 

special needs?", and "What can I- do for my child?" Hope was 

expressed by slightly less than one-half of the subjects 

(forty-eight percent). Following the crisis, there was an in

crease in hope (sixty-seven.percent),, "Will my child do well 

in school?" (sixty-four percent), and "What can I do for my - 

child?" (seventy-six percent). One response decreased, but 

remained a concern of oyer one-half of the respondents:

"Will I be able to deal with my child's special.needs?" (See 

Table IV, page 44.)

The crisis of having'a child designated as requiring . 

special education affected thirty-two parents (fifty-three 

percent). Prior, to the crisis, sixteen of. the subjects (fif

ty percent) experienced the. early emotion associated with the 

grief process, shock. Other feelings which showed a high 

frequency of response before the crisis were as follows: 

hurt (fifty percent), frustration (fifty-nine percent),' de- • 

pression (fifty-three percent), helplessness and hope (sixty-
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TABLE III

FREQUENCY OF RESPONSES OF SUBJECTS 
■ ' TO REEVALUATION

Feelings and thoughts Number of 
responses 
before the 
crisis

Number of 
responses 
after the 
crisis

N=36

Shock 19 .2

Frustration ' 21 16

Helplessness 22 17'

Sadness ■ 21 9 .

Depression 20 11.

Hope 24 ' 20

Fear for child's future 29 20. -

"Will my child go to school?" 18 10

"Will m y 'child-do well in school?" ■ 19 24*

"Will my child be able to get and 
hold a job?" 19 ' 15

"Will I be able to deal with my 
child'' s special needs?" ■ „ ■  ' 21 '

"What can I do for my child?" 31 28
■^Increase in response after crisis.
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TABLE IV

FREQUENCY OF RESPONSES OF SUBJECTS 
TO PRESCHOOL •

Feelings and thoughts . Number of Number of
responses responses
before the after
crisis crisis

N=33

Shock - 18, o •

Frustration 21 10

Helplessness . 21 .12'
Sadness ■ , ■ 20 ■ . 7 .

Hope 16 22*

Fear for child 1 s .future 28 '14 .

"Will'my child do well in school?" 1.7 21*

"Will I be able' to deal with. my 
child's special needs?" 20 18

"What can I do for my child?" 23 . 25*

^Increase in response•after crisis.



45
nine percent), fear for child's future (eighty-one percent), 

and fear for child's safety (forty-seven percent). Thoughts 

which showed a high frequency of response and were of concern 

to the parents before the crisis included, "Will my child be 

able to go to school?", "Will my child do well in school?", 

"Will my child be able to get and hold a job?", "Will I be 

able to deal with my child's special needs?", and "What can 

I do for my child?" The emotions remaining high after the 

crisis were frustration (forty-seven percent), helplessness 

(fifty percent), and the thoughts, "Will my child do well in 

school?" and "Will I be able to deal with'my child' s special 

needs?" (sixty-three percent). The thought, "What can I. do 

for my. child?", reduced..in the number of responses after the . 

subjects!, child experienced a special education.placement, 

but still remained high (from eighty-one percent to seventy- 

one percent) . (See Table V, .'page 46.)

A response rate of thirty-eight percent was elicited by 

the subjects to the crisis of a move to a new neighborhood or 

area. Of the responses' which were checked near fifty per

cent of the time or more, included sadness, frustration, ' 

helplessness, hope, '.depression, fear for child's future, fear 

for child's safety, "Will my..child be able to go to school?", 

"Will my child, do well in school?", '.'Will my child be able to
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TABLE V

FREQUENCY OF RESPONSES OF SUBJECTS
TO SPECIAL EDUCATION.

Feelings and thoughts Number of 
responses 
before the 
crisis

Number of 
responses 
after the 
crisis

N=32

Shock . ' ■ 16 . . 2

•Hurt 16 ' 7

Frustration 19 ' 15'

Helplessness . . , ■ 22 16

Depression 17 11 ,
Hope . 22 ■ 20

Fear for child's future 26 20 .

"Will my. child do well in. school?" 21 10 .

"Will .my. child be able to 
hold a job?"

get and
■ 20 ■ ' -  ,

"Will I be able to deal with my 
•child's special needs?" 25 20

"What.can I do for my child?" 26 23



get and hold a job?", "Will I be able to deal with my child's 

special needs?", and "What can I do for my child?" The re

sponses which remained at the same•level or were increased 

after the crisis were hope (sevety-eight percent, an in-: 

crease), "Will my child do well in school?" and "Will I be 

able to deal with my child's special needs?" (sixty-five per

cent, an increase for "will my child do well in school?"), 

and "What can I do for my child?" (eighty-three percent). . 
(See Table VI, page 48.) '

Twenty-two subjects (thirty-seven percent) responded to 

the developemental crisis of entrance into elementary school. 

Fifty-five percent of the subjects indicated that they felt 

shock before their child, experienced .this crisis. Other emo

tions expressed by fifty percent or more of the .subjects be

fore the, crisis included helplessnesssadness, hope, blaming 

self for possibly causing their child's problem, fear for 

their child's future, "Will my child be able to go to ■ 

s c h ool?"Will'my child do well in school?", "Will my child . 

be able to get. and hold a j ob?", "Will I be able to. deal with

my child's special needs?"' and !’What can I do for my child?"
'

Fifty.percent of the subjects reexperienced the emotions of 

hope, fear for their child's future, "Will my child do well 

in school?" and "Will I be able to deal with my child's spe-

47
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TABLE VI

FREQUENCY OF RESPONSES OF SUBJECTS
TO A MOVE

Feelings and thoughts Number of 
responses 
before the 
crisis

Number of 
responses 
after the 
crisis'

N=23 ■

Frustration 13 10 ‘

Sadness 14 ' 7

Helplessness . 15 ' . 8

Depression. 12 6

Hope . ' ' . . 15 18*

Fear for child's future.. 12 11

"Will my child be able to go to 
school?" 14 5 .

"Will My child do well in school?" 14 . 15*

"Will I be able to deal "with my 
child's special needs?"■ ■ . 15 . ■' 15

"Will my child be able to get and 
' hold a job?" 14 9

"What can.I do for my child?" 19 19

^Increase in response after crisis.
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cial needs?" after their child.entered elementary school. 

Twenty-three percent of the subjects asked, "What can I do 

for my child?", after the crisis. The initial feeling of 

shock associated with the first stage of the grief process 

decreased in frequency after the disabled child experienced 

elementary school. (See Table VII, page 50.)

Nineteen of the total respondents (thirty-two percent) 

indicated their child experienced the developmental crisis 

of kindergarten. One-half .of the respondents indicated they 

felt helpless and asked the .question, "Will I be able to 

deal with my child's special needs?" before their child en

tered kindergarten. Sixty-eight percent of the subjects, 

asked, "What can I do for my child?", while seventy-four per-r- 

cent expressed fear for .their child's future and forty-seven 

percent of the subjects expressed hope before the crisis.

The feelings of helplessness and fear for their child's fu-. 

ture were reexpressed when their disabled child entered kin

dergarten, as. well as, the questions) "Will I be able to deal 

with my child's special needs?" and "What can I do .for my 

child?" (See Table VIII, page 51.j

Seventeen subjects (twenty-eight percent) indicated 

their disabled child had experienced a change of schools.. 

One-half or more of the subjects expressed shock, frustration,
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TABLE VII

FREQUENCY OF RESPONSES OF SUBJECTS
TO ELEMENTARY SCHOOL

Feelings and thoughts Number of Number of
responses responses
before .the after the
crisis crisis

N=22

Shock 12 I

Helplessness 16 . 12

Sadness ■ 15 ■ 7

Hope ■ • ' . 11 11

Blaming self for possibly
causing child's problem. 12 • 4

Fear for .child's future. ' 18 ■ 11

"Will my child be able to go 
school?"

to
13' 8

"Will my child do well in■school?" ' 14 11

"Will my child be able to get 
hold a job?"

and ■
' 11 IQ

"Will I be able to deal with 
child'.s special, needs? "

my
15 . '11

"What can I do for my child?" 18 .16
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TABLE. VIII

FREQUENCY OF RESPONSES OF SUBJECTS
TO KINDERGARTEN

Feelings and thoughts Number of 
responses 
before the 
crisis:

Number of 
responses 
after the 
crisis

N=19

Shock 10- I

Helplessness .11 10

Hope ■ 9 '8

Fear for child's future 14. io ■■ ■
"Will.I be able to deal with my 

child's special needs?" '• ■ 11 . ' 10

"What can I do for my child?" 13 13
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helplessness, sadness, depression, hope, and fear for their 

child's future and safety before the crisis. Over one-half 

of the subjects asked the questions, "Will my child do well 

in school?", "Will my child be able to get and hold a job?", 

"Will I be able to deal with my child's special needs?", and 

"What can I do for my child?" before this crisis. Fifty per

cent or more of the subjects expressed hope and fear for 

their child's future, and the questions, "Will my child be 

able to get and hold a job?" and "Will I be able to deal with 

my child's special needs?" after the crisis. One response, 

"What can I do for my child?", increased after the disabled 

child changed schools, from sixty-five percent to seventy-one 

percent. (See Table IX,' page 53.)

Fifteen subjects, (twenty-five percent) responded to the 

crisis of a severe illness. Only the question, "What.can I 

do for my child?", was expressed in a high degree of frequen

cy before the disabled child experienced a severe illness, 

(sixty percent). Forty-seven percent of the subjects asked . 

the preceding question when- their child experienced,a. severe 

illness. No other emotions were expressed to a high degree of 

frequency when the disabled- child experienced this'crisis. .

(See Table X, page 54.)

Fourteen subjects (twenty-three percent) indicated that
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TABLE IX

FREQUENCY OF RESPONSES OF SUBJECTS
TO CHANGING SCHOOL

Feelings and thoughts Number of 
responses

Number of 
responses

before the 
crisis

after the 
crisis

N=17 • .

Shock 10 I
Frustration 11 '6

Helplessness 11 ' ■ ' 7 -

Sadness • 9 6 -

Depression 9 ' 4 ;

Hope . 9 ' 9-

Fear for child's future-. 14 10

Fear for child's safety. . 9 8

■"Will my child, do well in school?" ■ 10 8 ' .

"Will my child be able to- get and-, 
hold a jo b ? ■ , 10 . 9

"Will I be able to deal with my 
child's special needs?" ' 11 ' 9

!'What can I do for my child?" ..12*

*Increase in response after crisis.

11
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TABLE X

FREQUENCY OF RESPONSES OF SUBJECTS ■ 
TO A SEVERE ILLNESS

Feelings and thoughts Number of Number of
responses responses
before the after the
crisis crisis

N=15 '

Hope - 7 ■ •5

Fear for child Vs future 7 ' 4

"What can I do for my child?" 9 I
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their child was discovered to have a new problem or disabili

ty. One-half,or more of the subjects expressed shock, numb

ness, frustration, hope, fear for their child's future, and 

blaming self for possibly causing their child's problem be

fore the crisis. Fifty percent or more of the subjects 

asked the following questions: "What will people say or

think?", "Will my child be able to go to school?", "Will my 

child do well in school?", and "What can I do for my child?" 

before the crisis.: The responses of shock and numbness asso

ciated with the early emotions of the. grief process, de

creased in frequency after the disabled child experienced 

this crisis. Fifty percent'of the subjects reexperienced 

frustration and hope after their child was discovered to have, 

a new problem.or disability. ■■ There was an increase in the 

thought, "Will I be able to deal with my child's special 

needs?", after the crisis. The question's, "Will my child do 

well in school?" and "What can I do for my child?", were ■ 

asked in the same degree- of frequency before and after child 

was found to have a new problem-or disability. (See Table XI, 

page 56.)

Thirteen subjects (twenty-two percent) responded that 

their disabled child had.experienced adolescence. One-half . 

or more of these subjects expressed the emotions of shock,



TABLE XI

FREQUENCY OF RESPONSES OF SUBJECTS 
TO THE DISCOVERY OF A NEW PROBLEM 

OR DISABILITY

Feelings and thoughts Number of 
responses 
before the 
crisis

Number of 
responses 
after the 
crisis

N=I 4 '

Shock 7 . I

Numbness 7 0
Frustration 7 7 •

Hope 8 7'
Blaming self for possibly causing 

child's problem. • ' 7' 2

Fear for child's future. 9 . 6. ■ ' ■

"What will people.say, think?" 7 • 3 .

"Will my child be able to go to 
school?" ■ 7 ' . 2 .

"Will my child do well in school?" 7 7

"Will I be able to deal with my 
child's special needs?"' 6 . 7*

"What can I do for my child?" 9 ■ 9'

^Increase in response after crisis.
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"Why?", frustration, sadness, depression, helplessness, hope, 

and fear for both their child's future and safety before 

their child entered the developmental stage of adolescence. 

Fifty percent or more of the respondents asked the following 

questions, "Will my child do well in school?", "Will my child 

be able to get and hold a job?", "Will I be able to deal with 

my child's special needs?", and "What can I do for my child?" 

before this developmental stage. The emotions of shock and 

"Why?", associated with the early feelings and thoughts of 

the grief process demonstrated a' decrease in frequency when 

the disabled child experienced the developmental stage of 

adolescence. After the.crisis, fifty percent or more of the 

parents reexperienced frustration, helplessness, fear for 

their child's.future, and the question, "Will I .be .able to 

deal with my.child's special needs?" .'An equal number of sub

jects reexperienced hope and.'the questions, "Will my child, do 

well in school?" and "What can I do for my child?" after ■■ 

their child experienced adolescence. (See Table XII, page ; 

58.)
Twelve subjects (twenty percent) responded to the crisis 

of.a resource room placement. The feelings expressed by the 

subjects before their child's placement in a resource room, 

with a response rate of fifty percent, or .more included shock.
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TABLE XII .

FREQUENCY OF RESPONSES OF SUBJECTS
TO ADOLESCENCE

Feelings and thoughts Number of 
responses 
before the 
crisis

Number of 
responses 
after’ the 
crisis

N=13 '

Shock 8 . 2-
"Why did this happen to me?" 8 4

Frustration '9 7

Helplessness ■, • ■ 11 . 9 .

Sadness 9 6

Depression 9 . \ - 6

Fear for child's future. 11 9- ■

Fear for child's safety. 8 6

"Will my child .be able to go 
to school? ■ 8 • ■ ; y :  ■ ■

"Will my child do well in school?" 8 8 '

"Will my child be able to get and 
hold a job?" I 6

"Will I be able to deal with my 
child's special needs?"" 9 7 /

"What can I do for my child?" 11 11 '
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hurt, frustration, anger, helplessness, sadness, depression, 

hope, blaming self for not recognizing their child's problem 

sooner, blaming self for possibly causing their child's dis

ability, and fear for both their child's safety and future. 

The questions of "Will my child be able to go to school?", 

"Will my child be able to get and hold a job?", "Will I be 

able to deal with my child's special needs?", and "what can 

I do for my child?", received a response rate of fifty per

cent or greater, before the,crisis. The subjects reexperi-- 

enced helplessness and fear.for- their child's future after 

their child was placed in a resource room. .The questions of 

"Will my child do well in- school"-, "Will my child be able to 

get and hold.a job?", and "What can I do for my'child?":, were 

again asked by the parents at this time. ■(See Table XIII, 
page 60.)

.Nine (fifteen percent) of the subjects stated their dis

abled child had-experienced the crisis of high school. Be

fore their child entered high school, fifty percent or more 

of the parents experienced shock, the question, "Why?", help

lessness, sadness, hope, and fear for their child's future . 

and safety. The thoughts of, "Will my child do well in 

school?", "Will my child be able to get and hold a job?", 

!'Will I be able to deal with my child.'s special needs?", and
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TABLE XIII

FREQUENCY OF RESPONSES OF SUBJECTS
TO RESOURCE ROOM

Feelings and thoughts Number of Number of ■
responses responses'
before the after the
crisis crisis

N= 12

Shock 6 .1
Hurt 7 3
Frustration." 8 5
Anger - 7 ■ 3
Helplessness 9 6
Sadness 6 2 •
Depression' . , , ■ . ■ 6 . 3 .
Hope
Blaming self for not recognizing

7 5

problem sooner. 6' 2
Blaming self- for.possibly

causing problem. 6 2
Fear for child's future. 11 8 ■ •
Fear for child's safety. ■
"Will my child be able to go to

7 4 '

school?" 7. ' .3 • '
"Will- my child do well in school?" 
"Will my child be able to get and-

9 -. 6 '

hold a job?"'. ■ . 7 5
"Will I be able to deal with my

' child's special needs?" '8 . 7 -: ■
"What can I do for my child?" ' 11: 10
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"What can I do for my child?", were also expressed by fifty 

percent or more of the subjects before the crisis. After 

their child entered high school, the parents reexperienced 

fear for their child's future and the thoughts, "Will my 
child be able to get and hold a job?", "Will I be able to 

deal with my child's special needs?", and "What can I do for. 

my child?!' The respondents indicated they felt more hope 

after, their child entered high school (seventy-eight percent) 

(See Table.XIV, page 62.)

Only four subjects (seven percent) of the total respond

ents .indicated their child had experienced the developmental 

stage of adulthood; The 'subject's indicated a concern of fear 

for'their child's future, ability of- their- child to get and 

hold a job, and "What.can I do for' my child?"., remained in 

equal proportion before arid after entrance into adulthood. ■ 

The subjects indicated an'increased concern about being able 

to deal with their child's special needs after the crisis.

Six subjects (ten percent) identified "other" situations 

which they felt were developmental stages or crises their 

disabled child had experienced. These- crises included athle

tic competition, public speaking, scouting, nursery school, 

Sunday School, a change of doctors, the father leaving the 

home, and questions addressed to their child by curious chil-
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TABLE XIV

FREQUENCY OF RESPONSES OF SUBJECTS
TO HIGH SCHOOL

Feelings and thoughts Number of 
responses 
before the 
crisis

Number of 
responses 
after the 
crisis

ICTiIl%

Shock 6 .0

"Why did this happen to me?" 7 3

Helplessness ■ 6 4'

Sadness - 6 3

Hope 6 7*

Fear for child's.future. - 8 5 -

Fear for child's safety. . .6 4 ■ ■ ■

"Will my child be able to go
to school?" 6. ' , 3

"Will my.child do well in school?". ■ 5 : 6*

"Will my child be able to get and 
' hold a .job?" ,' . Z6 5 : •

"Will I be- able to deal with my • 
child's special needs?" •7 ■ 5 '

"What can I do for my child?" 8 7
.^Increase in responses after crisis..
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dren and adults. These parents were particularly- concerned 

about fear for their child's safety and future, being able 

to deal with their child's special needs, possibly causing 

their child's problem, and what they could do for their child 

before their identified crises. Frustration, depression, 

helplessness, sadness and hope was experienced by one-half or 

more of the subjects prior to the crisis. Most subjects con

tinued to experience frustration, helplessness, and fear for 

their child's future and safety, after the crises were iden

tified. Both emotions of hope and concern about meeting 

their child's special needs increased following the crises.

Discussion of Findings

The basic question considered in this study was: When

the disabled child experiences a new developmental stage or 

crisis, will the parents feexperience the whole grief pro

cess? The findings.of the study suggest parents do reexperi

ence some' of the. emotions of grief, however, the parents did. 

not reexperience the whole grief process when their disabled 

child experienced a new developmental stage or crisis. The 

emotions associated with the early stages of grief are reex

perienced infrequently.

Initial feelings expressed by the subjects upon hearing 

the diagnosis of their child indicate these responses were
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consistent with the early feelings associated with the grief 

process. Fifty-percent of the subjects initially felt shock 

when told of their child's diagnosis, thirty-four percent 

felt nuinb, while four percent expressed feeling faint.

Fifty-three percent of the subjects indicated initial 

feelings other than shock, numbness, and feeling faint when 

initially told of their child's disability. Several findings 

were of particular interest. Five percent of the subjects 

initially felt anger at the physician who told them of .their 

child's disability, four percent of the subjects expressed ■ 

fear, three percent of the subjects felt sorry for their 

child, another three percent were concerned, two percent of 

the. subjects were relieved to have the disability diagnosed 

so that treatment could-begin, and two percent of the sub

jects expressed feeling's of confusion, sadness, hurt and wor

ry, Other feelings expressed by the subjects included'help

lessness, frustration, and guilt. A high agreement exists 

between the "other feelings" expressed by the- subjects■ini

tially arid the literature related to the grief process ex

perienced by parents of disabled children reviewed for this ' 

study (Johnson, 1979; Mercer, 1977; Tenbrinck and Brewer,. 

1976; Schroeder, 1974; Weiss and Weiss, 1976). Several 

unique feelings expressed at this time were apprehension of
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further bad news, ignorance of problems ahead, and thankful
ness their child was alive (less than one percent).

Question .One, ."What initial thoughts ran through your 

mind?", was designed to elicit a denial as well as a "Why?" 

response. According to Schroeder (1974) and Weiss and Weiss 

(1976), denial is a normal response to grief. However, only 

fourteen percent of the subjects initially denied their ■ 

child's problem. Of special notation is the response of one 

subject to. "other initial thoughts", "A belief that our child 

would outgrow the disability. ând' he.normal by the age of eight 

or nine". This response shows an.extreme expression of de

nial. Forty-four.percent of the subjects initially thought, 

"Why did this happen to. me?" ' This thought was also recog^\ 

nized by.Schroeder in her study (1974). In the.other respon

ses of the subjects, "Why?" was asked again forty-eight per

cent, however, In the form of, "Why did this happen to'my 

.child?" Four subjects wondered what caused the disability 

(also cited by . Schroeder,. 1974). Several responses were of- 

particular interest, a wish that the subjects' could go 

through life for their child since their child would have to 

go through so much;a question, "Can our other children accept 

this?") and being glad their child had., a reparable defect. . 

Mercer (1977) spoke of reparable defects, "In time, parents
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who have a child with a reparable defect may realize hope for 

a normal child. A scar may always remain but, by and large, 

normal functioning and near normal appearance may be 

achieved. The child with a reparable defect will have an op

portunity to compete and succeed in personal and societal 

goals" (p. 52). The researcher recognized a prevailing rela

tionship to God expressed by some subjects which commenced 

at this time in their process of adaptation to their disabled■ 

child. One subject stated, "God is working in our lives ■ 

through our child I"

■ The stress of hearing their child's diagnosis did not 

appear to markedly affect the subjects' remembrance of what 

was' told them at this time., nor did it appear to affect' the 

subjects'- comprehension .of what was told them at the time of . 

the diagnosis,. Ninety percent of the. subjects remembered 

what was initially told them,: while seventy-nine percent of. 

the subjects understood what was initially told them.•

The feeling most subjects responded to after the diagno

sis was fear for the child's.future (seventy-six percent). • 

Hope was identified as a feeling at this.time by sixty-three 

percent of the subjects. This finding was consistent■with- 

the research of Schroeder (1974); and Tenbrinck and Brewer 

(1976). Other.frequent responses were•frustration and help
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lessness (sixty percent), sadness (fifty-seven percent), 

blaming self for possibly causing child's problem (fifty- 

one percent), hurt and depression (forty-six percent). These 
responses tend to agree with statements in the literature of 

the feelings expressed by parents as they attempt to deal 

with their child's disability (Buscaglia, 1975; Mercer, 1977; 

and Weiss and Weiss, 1976) . Several "other feelings" ex- - 

pressed by the subjects were of special interest; frustration 

in not being able to find current reading material about 

their child's disability, and the desire to want to protect 

their child from people who would stare at their child, 

which was a big concern .of the mothers of the Schroeder Study 

(1974). Several positive feelings expressed.a t 'this time 

were a desire to move ahead and help their child, and being' 

thankful for their child's good health. The researcher con

cludes. that some parents can., and do, learn to adapt and cope 

with their child's disability ,early in the process of learn-' 

ing to live with a child's disability.

The thought .most frequently- expressed by'the subjects 

after the diagnosis was, "What can I do for my child?" (six

ty-three percent). ,The subjects also expressed concern and 

worry, "Will I be able to deal with my child's special 

needs?" (fifty-nine percent), "Will my child do well in
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school?" (fifty-three percent)/ "Will my child be able to go 

to school?", "Will my child be able to get and hold a job?" 

(thirty-eight percent), and thirty-four percent worried about 

"What will people say or think?" Of special interest was 

that thirty-six percent of the subjects asked, "What can I do 
for other parents whose child has similar problems?" at this ■ 

early stage in their adaptation to their child's disability, 

which correlated with Patterson's third stage of growth of a 

parent of a mentally retarded child (1956) . •

A high agreement exists between the "other thoughts" of 

the subjects expressed at this time and thoughts centered 

around the child, but also, around "self"' as stated in litera

ture by Mercer (1977) . These thoughts consisted of, "Will- my 

child have help when i:'m gone?", "How will I cope with this?" 

"Can I care for my child properly at home?", and "Who will 

help.us?" Some' responses' indicated anger and frustration; 

"Why did God let this happen--for what special reason?", and 

"How can I convince a husband who wants to ignore a problem■ 

in which therapy and education will help our•child become a. 

more .sufficient adult?" These and similar' findings have been 

emphasized'in literature. -Johnson (1979) identified theolog

ical conflict. Mercer (1977) and Weiss and Weiss (1976) dis

cussed the importance of a supportive husband. Of interest,
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is a comment of one subject which undoubtedly summarized the 

thoughts of all -parents of disabled children one time or 

another, a constant prayer: ' "Lord give me patience and I 

want it this minute I" A positive response from one subject 

at this time was: "There are worse things that could be

wrong with our child I " The researcher concludes, that this 

remark indicated adaptation and a positive mechanism for co

ping with the problems associated with a disability.

The developmental stages and crises' responded to by the 

subjects suggest a high agreement exists between the develop

mental. stages and crises identified by the subjects of this 

study and the developmental stages/crises, or "trigger exper

iences" identified1 in the literature, reviewed for this study .

(Jogis, 1975; Kowalsky, 19 78; Mercer, 1977; and Patterson, 

1956). Sixty subjects (eighty-five percent) of the children 

of the subjects had experienced at least one new developmen

tal stage or crisis. Sixty percent of the subjects indicated 

their child had experienced reevaluations as a developmental 

crisis. Fifty-five percent, of the subjects' children experi

enced preschool while fifty-three percent■indicated a special 

education classroom placement as a developmental stage/crisis-.- 

,The remaining developmental ..stag^s/arises. identified, were: as • 

follows:.' a move to a new neighborhood or area (thirty-eight
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percent), entrance into elementary school (thirty-seven 

percent), entrance into kindergarten ' (thirty-two percent), 

a change of schools (twenty-eight percent), a severe illness 
(twenty-five percent), the discovery of a new problem (twen

ty-three percent), adolescence (twenty-two percent), room 

placement (twenty percent) and entrance into high school 

(fifteen percent) ,• and entrance into adulthood (seven per

cent). Situations which the subjects identified as other 

crises their disabled children had experienced included 

attendance at nursery school and Sunday School, athletic com

petition, public speaking, scouting, a change of doctors, the 

father leaving the home and questions presented to the child' 

by curious children and. adults. ■

Peelings.expressed•by the subjects when their disabled 

child experienced a new developmental stage or crisis indica

ted that they experienced some of the feelings of the grief, 

process, however, to a lesser frequency. The initial feel

ings of shock, numbness., and feeling' faint, were reexpressed • 

in low frequency (shock, four percent; numbness, six percent; 

and, feeling faint, three percent) . This finding did not 

agree with' literature (Mercer, 1977; Jogis, 1974; Patterson, 

19.5 6) . Of particular interest is that hope continued to be a 

dominant feeling, receiving the greatest number of responses



71
(fifty-four percent), compared to sixty-three percent ini

tially (second greatest number of responses initially). The 

second most frequent response was fear for child's future 

(forty-one percent), compared to seventy-six percent initial

ly. Fear for child's future received the greatest number of 

responses initially. Thirty-six percent of the subjects indi

cated they felt helpless after a developmental crisis, com

pared to sixty percent initially. Fear for my child's safety 

was felt by twenty-nine percent of the subjects after the 

crisis, while forty percent.expressed this feeling initially.

■ Thirteen percent of the' subjects expressed irritability 

after the crisis, as compared to nineteen percent initially. 

Thirteen percent of the subjects felt restless after the 

crisis', while twenty-three percent felt restless initially. 

Several other, responses.'expressed with low frequency after 

the subjects' child had experienced a developmental stage/, 

crisis were self-pity, and not wanting to be with people out

side their family (three percent, compared, to twenty percent 

after the' diagnosis).'' The researcher concludes that the. 

feelings of shock, numbness, feeling faint, self-pity, and. 

not wanting to be with other people may have been worked 

through by the subjects during the process of adaptation to ■ 

their child's disability, however, feelings such as helpless
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ness, fear for child's future, and fear for child's safety 

cannot be resolved since there is always danger that new 

problems may arise.

Only seven percent of the subjects responded to "other 

feelings" after their child had experienced a new develop
mental stage or crisis. Several of the feelings expressed 

were continued confusion, anxiety, bitterness, and worry. A 

positive response of one subject at this time was happiness 

over the child's improvement and anticipation of new experi

ences and challenges for her child. Of special note, should 

be the response of the subject who indicated the feeling of 

physical tiredness.

The thoughts expressed by the subjects'after their child 

experienced a new developmental stage or crisis.indicated that 

all the thoughts associated with the grief process were not 

reexperienced.. The thoughts that were reexperienced were ex

pressed to a lesser degree. This finding suggested ho agree

ment to literature reviewed for this study. (Mercer, 1977; 

Jogis, 1975;■ Patterson,' 195.6) . Initial thoughts such as.

"Why?".and denial were also expressed after the subjects' 

child experienced a.developmental crisis, however, to a les

ser degree. ("Why?", ' forty-four percent initially, twenty 

percent' after a crisis; denial, fourteen percent initially,
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seven percent after a crisis). The greatest response of the 

subjects before and after their child's crisis was, "What 

can I do for my child?" (eighty-three percent initially, six

ty percent after a crisis). The second greatest response of 

both groups was, "Will I be able to deal with my child's spe

cial needs?" (fifty-nine percent initially, forty-seven per

cent after a crisis), while the third greatest response was, 

"Will my child do well in school?" (fifty-three, percent ini

tially, forty-six percent after a crisis). A smaller number 

Cf subjects responded to "What will people say or think?" 

(thirty-four percent initially, fourteen percent after a cri

sis). The researcher suggests that the subjects had less 

concern about their child attending school,' and about what 

people would say or think because their child had had experi

ence in some.type of educational facility at the time of re

sponse to the,questionnaire, and the subjects had developed 

coping mechanisms assisting them in dealing with their 

child's special needs and problems.

An interesting finding of the subjects after their child 

had.experienced a new developmental stage or- crisis was that 

only thirty percent', of the: subjects responded to "What can I 

do for other parents whose child has similar problems?"> 

while thirty-six percent of the subjects responded to this
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thought initially. This finding tends to correlate to 

Patterson 1s.finding (1956), when she stated as.follows:

"The mature stage three parents (What can I do for others?) '■ 

can slip back to a former stage when a problem or when pre

vious decisions must be reviewed" (p. 7).

Only "ten percent of the subjects responded to "other 

thoughts" after their child experienced a new developmental 

stage/crisis. These thought's were similar to the thoughts 

expressed by the subjects after they learned, of their child's 

diagnosis, primarily a concern for .their child and for 

"self";. "Will my child relate to children his same age?",

"How will school affect my child?", "Will it ever end?", and' 

"What's in the f u t u r e ? S e v e r a l  responses were felt by. the 

researcher to show cognitive growth and development of coping 

mechanisms of the subjects. These thoughts included,."How 

can I help my. child in leading as near a . normal'life as pos

sible?", "How can we as parents help him improve and realize 

his potential?",, and "I hope my child will have something to 

do every day and be able to. feel useful and satisfied I" ■.

• /.. Responses by subjects of the. study identifying support 

systems which facilitated coping with their child's disability 

revealed the following data.. The greatest number of subjects 

(twenty-eight percent) felt that obtaining assistance in
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training their child was the biggest source of support 

aiding them in coping with their child's disability. The 

second greatest response was a belief in God (seventeen'per

cent) . The third greatest response (sixteen percent) was the 

support the subjects received from other parents who had :" 

children with similar problems. Other areas of support which 

assisted the subjects to cope with their child's disability 

included getting help for their child (thirteen percent), 

school, love of their child and honesty (nine percent), being 

able to talk to a professional and their child's physician 

(six percent), family (five.percent), a thorough and early 

evaluation (three percent) , and the fact that the. child had 

a reparable defect (two percent). The subjects listed .other . 

areas of support which included their other children, support 

of husband, the fatt that they had one "normal" child al-r- 

ready, knowing, they had to go on with their life, .knowing ' 

there was hope and help for their child, and placing their, 

child in.a group home.

The subjects indicated they had received assistance from. 

professionals helping them to cope with their child's disabil

ity. This assistance included a professional who helped them 

with problems associated with school, a professional who took 

every measure to make sure they understood their child's pro-
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blem, a professional who.spoke■in a language the subjects ■ 

could understand, a professional who conveyed interest in 

helping them and professionals who -gave them constant re

assurance.

The greatest need identified by the subjects for assis

tance to cope with their disabled child was that of support 

from parents of children with similar problems (seven per

cent) . Three percent of the subjects expressed a need for 

current reading materials about their child's disability. 

Other areas of needed support to assist the subjects in 

coping with their child's disability included more assis

tance in guiding their child academically and in vocational 

needs, immediate support from someone who knew the answers to 

their many questions, help in understanding their child, to' 

have been more knowledgeable about handicaps before being 

confronted with a handicapped child, to have an .evaluation, of 

their child sooner, help, in finding available programs, coun

seling right after they saw their child, someone to care for 

their child so they could have time for themselves.and for 

doing things outside the home, involvement of both parents, 

someone to give them hope to be able to accept their child's 

disability and to cope with.their problems and life, estab- . 

Iishment of more services for their child, and the provision
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of more services for the adult disabled.

Support needed, but not received from professionals in

cluded answering their questions directly and honestly, and 

finding a physician who was aware of existing, programs for 

their child. The subjects also indicated a need for having 

a professional recognize the value of their child and, having 

a professional to talk to about their child who would not 

criticize them, but provide a hopeful outlook.

These, findings suggest a high agreement exists between

the responses of the subjects and literature. Johnson (1979)

concluded parents want to be told as soon as possible about

their child's disability in an honest, caring and gracious

manner . ■ • Schrpeder • (1974) .states (p. 168) :

Almost every mother I talked with felt that.
• the most important thing a nurse could.do • 

for the parents of a defective child would be 
to listen. Most mothers seemed to feel that 
it is important for parents to talk, to venti
late feelings, and to be able to ask questions.
The mothers agreed that a nurse should be able':■ 
to give parents. enough •. time to allow them to 
talk as much as they wish.

Schroeder also cited other .means of support that can be given 

to parents: not lying to the parent about their child's con

dition or severity of the situation,, and encouragement. "They 

(mothers).seemed to feel that any encouragement, no matter 

how slight, was helpful to them" (p. .168) . Almost half of
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the Schroeder study felt that it would have been a help to 

talk with other parents- of children with disabilities. Sev

eral of these mothers felt that no professional could be as 

helpful and supportive as another parent who already had ex

perienced a similar situation. Mercer (1977) and Weiss and 

Weiss (1976) supported the belief that both parents need to 

be involved,- "These children with special needs place. . . 

stress on a marriage. If mother and father are not solidly 

supportive, between them, .that can split a vulnerable mar-■ 

riage" (Weiss and Weiss, p. .61)-.

.A. finding worthy of special notation is that the sub

jects felt a need for professionals to give them hope. 

Tenbrinck and Brewer (1.976.) stated, "... there must be hope. 

Life must have some meaning"'(p. 714).

When a comparison .of the responses of the subjects to. 

each developmental stage or .crisis was analyzed, several in

teresting patterns of response were, noted. The feelings and 

thoughts associated with the early stages.of the grief pro

cess (shock, numbness,' feeling faint, denial and "Why?") were 

reexperienced by some of the subjects -when their child exper

ienced a new developmental stage or crisis, but to a much 

lower degree of frequency than initially.

A predominance of feelings reexperienced by the subjects
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when their disabled child experienced a new developmental 

stage or crisis included helplessness, frustration, and fear 

for their child's future. Of special interest, is that hope 

was expressed by the parents, prior to, and after each cri

sis. The subjects indicated that they reexperienced such 

thoughts as, "Will my child do well in school?", "Will my 

child be able to get and hold a job?", and. "Will I be able 

to deal with my child's special needs?", when their child 

experienced a new developmental crisis.

Of particular interest, is the fact that many subjects 

reexperienced the feelings of helplessness and fear for their 

child's future when their disabled child experienced a school 

related crisis . (preschool,', kindergarten, elementary school, 

special education, resource room, high school, and a change 

of schools)-. Hope was a dominant feeling throughout school 

crises and increased in response when the disabled child ex- . 

perienced preschool and high.school. "Will my child do well 

in school?" was.a concern reexperienced in a high degree of 

frequency when a disabled child experienced preschool, special 

education, elementary school, resource room and high school. 

Together with hope, the preceding concern was responded to 

■more■frequently after the disabled child experienced pre- 

school and high school. "What can I do for my child?", was
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a response' reexperienced by the subjects, to each school re

lated1 crisis, except high school, and was reexperienced'more 

frequently when the disabled child experienced preschool and 

a change of school. Of interest, was that the subjects did 
not express .the thought, "What will people say or think?", to 

a high degree to all the school crises. The researcher be- 

.Iieves and data supports the notion that a situational cri

sis, .such as placement into a school program, can precipitate- 

the mourning of a less than perfect child by. parents, regard

less of the type or degree of the child's disability.'.

.According to the literature.reviewed for this study, a 

severe illness or the development of a new problem or dis

ability can cause parents to reexperience-the whole grief 

process .(Mercer, 1977-; Jogis, 1975) . The responses of the 

subjects to the preceding developmental crises suggest a low 

degree of relationship to such generalizations.'. The subjects 

indicated they reexperienced frustration when their child- was 

discovered to have a new problem or disability. The subjects 

reexperienced the following thoughts when their child experi

enced a severe illness or a new problem was discovered: - 

"Will I be able to deal with my child's special needs?",

"What can I do for my child?", and "Will my child do. well in

school?
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The stressful situational crisis of a move to a new 

neighborhood or area elicited the reexperience of hope, fear 

for their child's future, and the questions, "Will my child 

do well in school?" and "Will I be able to deal with my 

child's special needs?" The researcher concludes that par

ents are concerned about their disabled child changing 

schools and the availability of community resources to aid 

their child in developing to his/her full potential at this 

time. However, a move to a new area can be a positive mech

anism 'in- which the disabled child may now partake of more 

and/or better programs to aid in development. Also, a move 

can be a new beginning for the child and the family away from 

unpleasant memories and/or prejudice.

Entrance into adolescence and ddulthood are stressful 

developmental stages for the "normal"■child and family. How

ever ,. for the disabled child, and family, these crises' can be 

overwhelming. The subjects of this study indicated that they 

reexperienced frustration, helplessness, and fear for their 

child's future during this crisis. The subjects also asked, 

"Will-my child do well in'school?", "What can I do- for my 

child?", "Will my child be able to get and hold a job?", and 

"Will I be able.to deal with, my child' s special needs?" when 

their child experienced adolescence and adulthood. Of spe
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cial- note is that the feeling of hope was again reexperienced 
by the subjects when their disabled child experienced en

trance into adolescence and adulthood.

The subjects reexperienced helplessness and fear for 

their child's future when their child experienced a reevalua

tion. Of special interest, is that the subjects indicated a 

greater reexperience of the question, "Will my child do well 

in school?", when their child experienced a reevaluation.

The researcher believes that a reevaluation can reactivate 

the feelings and thoughts associated with the grief process 

as the parents are reminded that.they have a less than per

fect child. Reevaluation may "trigger" the parents to again 

question their child's ability to perform well in school, a 

major concern of most parents. Again, hope continued to be 

reexperienced by the subjects during this crisis..

Other developmental stages or crises identified by the 

.subjects included nursery school,• Sunday School, athletic, 

competition, public speaking, scouting, a,change of doctors, 

the father leaving the home,, .and the exposure of the disabled 

child to the questions of curious children and adults. These 

subjects indicated that they reexperienced frustration, help

lessness, fear for their child's future and safety, and the. 

question, "Will I be able to deal with my child's special



83
needs?" when their child encountered’an experience be

lieved to be a developmental stage or crisis by the subjects. 

These subjects also reexperienced hope. This latter finding 

tends to agree with the literature reviewed for this study. 

(Tenbrinck and Brewer, 1976; Schroeder, 1974).

Hope was evident in the responses of the subjects to 

each developmental crisis experienced by their child both 

prior to and following a crisis. Hope is a coping mechanism . 

which makes life more bearable and adds meaning to the lives 

of people who are parents of disabled children. The predom

inance of hope before and after crises has both positive and 

negative implications. 'As Schroeder (1974) implied, hope may 

be the factor which inhibits the resolution of grief and , 

chronic sorrow which afflicts parents of disabled children.

Summary of the Chapter ■ ■

This chapter has shown that randomly selected parents 

responded to the questionnaire in a way that indicated they ■ 

did not resolve', their grief and that they experienced chronic 

sorrow. The subjects indicated that a new developmental 

stage or situational crisis precipitated the reexperience of' 

some of the emotions of the grief process. These findings- 

demonstrated agreement with literature. The subjects indica

ted that they did not reexperience the whole grief process
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when their disabled•child experienced a. new developemental 

stage or crisis. This finding indicated that no relationship 

exists, between the responses of the subjects and the litera
ture reviewed for this study.



CHAPTER V
SUMMARY, CONCLUSIONS, AND RECOMMENDATIONS

Summary

The purpose of this study- was to explore the relation

ship between the reactions of parents to their child's dis

ability and the reexperience of the whole grief process at 

each new developmental stage or life crisis. The study, 

conducted from August, 1979 to November, 1979, was a de

scriptive survey. A mailed questionnaire composed of 

forced choice and open-ended responses to disability was the 

instrument used for data collection. A pretest was carried 

out to evaluate the validity and reliability of the instru
ment.

/

The sample consisted of two hundred parents whose chil

dren had been evaluated within the last ten years. The sam

ple was drawn from a developmental center located in a Ŵ est-r. 

brn Montana urban center with a population of approximately 

fifty thousand. Seventy-one subjects responded to the ques

tionnaire, which equals a return rate of thirty-six percent.

Limitations of the study consisted of the small sample 
size from only one group of parents of disabled children.

The data were collected from a mailed questionnaire includ

ing forced choice and open-ended questions. The subjects



86
were asked to recall past experiences, therefore, there was 

a potential for retrospective distortion-. The researcher 

recognized the problems inherent in the tool developed for 

this study, since a study could be done on tool development 
alone.

The findings were described in writing. Tables were 

developed to demonstrate the frequency of responses to 

forced choice questions.

Initial feelings and thoughts expressed by the subjects 

of the study when they learned of their child's disability 

were, consistent with the literature on feelings and thoughts 

associated with the grief process., Feelings expressed by 

the subjects at this time.included shock, numbness, feeling 

faint, anger, fear, concern,- sorry for their child, relief 

to have the disability. diagnosed, confusion, sadnes s h u r t , 

worry, helplessness, frustration, and guilt. Thoughts ex-. 

pressed by the subjects.upon hearing of.their child's disa- 

ability included, "Why?", "There is nothing, wrong withymy' 

child!", "What caused the .disability?", "God is working in 

our. lives through our child!", and "Glad our child has a 

reparable defect". . The stress of hearing their child's 

diagnosis did not effect; the subjects' memory, or comprehend 

■ sion of what' was initially told them.
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The responses of the subjects to the feelings and 

thoughts expressed after their child had been diagnosed sug

gests an agreement exists with the feelings associated with 

the grief process emphasized .in literature. The feelings 

most often expressed at this time included fear for the 

child's future, hope, frustration, helplessness, sadness, 

blaming self for possibly causing their child's problem, 

hurt, depression, and not wanting to take their child out in ■ 

public for fear of people staring at the child. Positive 

responses were expressed at this time; a desire to move 

ahead and help their child, and being thankful for their 

child's good- health. Thoughts expressed after the diagnosis 

centered around the child and "self.1, "What can' I do for. my . 

child?",. "Will I be able to deal with my child's special 

needs?", "Will my child do well in school?", "Will my child 

be able to get and'hold a job?", "How can I cope with this?", 

"Who will- help us?", "What can I do for other parents • 

whose, child has . similara.problems?" , and "Why did God let this 

happen— for what special reason?"

Eighty-five percent of the subjects could identify at 

■least one developmental stage or crisis their child had ex

perienced. The developmental- stages and crises responded to 

by the subjects suggest a significant correlation exists be
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tween the developmental stages or life crises identified 

by the subjects of the study and the developmental stages/ 

c r i s e s o r  "trigger experiences" identified in the litera

ture reviewed for the study. Developmental crises identi

fied by the subjects included reevaluations, special educa

tion placement, preschool, entering kindergarten, changing 

schools, a severe-illness, a move to a new neighborhood or 

area, entering elementary school, the discovery of a new 

disability or problem, resource room placement, entering 

high school,nursery school,. Sunday School, adolescence, 

adulthood, scouting, public speaking,' athletic competition, 

a change of doctors, the .'father leaving the home, and ques

tions addressed to the child by curious children and adults.

Feelings, and thoughts expressed by the subjects of the 

study when the•child experienced a new developmental.stage■ 

or crisis indicated that they reexperienced some of the emo

tions of the grief process, however, to a much lesser extent 

Hope continued to be a.dominant feeling. A.high frequency 

of response's were elicitied'.of fear for child's future, . 

helplessness, fear "for child's safety, frustration, and rest 

lessness before and.after the crises. The subjects indica

ted they reexperienced the following responses: "What can.I

do for my child?", "Will I be able to deal with my child's
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special needs?", and "Will my child do-well in school?" 

Responses to denial, "Why?", "What will people say or 

think?v, "Will my child be able to go to school?" were still 

present, but to a lesser degree when their child experienced 

a new developmental stage or crisis. This finding may be 

due to growth, adaptation, and coping mechanisms established 

by the subjects to their child's disability. Of special in

terest, is that the thought, "What can I do for other par

ents whose child has similar problems?"/ received a thirty- 

six percent response from the subjects initially, while only 

thirty percent responded to this .thought after their child 

had experienced a new developmental stage/crisis.

High- agreement exists between the responses of the sub-, 

jects to.support systems needed to facilitate coping and the 

literature reviewed for this study. Support systems identi

fied by the subjects which helped them to -cope with their. 

child's disability included receiving assistance in training 

their child, a belief in.God, support from other parents-who 

have children with similar.problems, getting help for their 

child, love of their child, honesty, a thorough and early 

•evaluation, and the,fact that their child had a reparable 

defect. Support received from professionals included assis*- 

.tance with school problems, explanation of what was happen-

I



90
ing and why, speaking the language of parents, and reas
surance .

The subjects identified a lack of support systems to 

assist them in coping with their child's disability such 

as support from other parents, current reading materials 

about their child1 s' problem, assistance with academic and vo

cational needs, help in understanding their child, someone 

to answer their many questions, help in finding available 

programs, involvement of both parents, someone to care for 

their child so they could have time for themselves and time 

for doing things outside the home; someone to give.them - 

hope, the establishment of more services for their child, 

and the provision of more services for the child reaching 

adulthood. Support needed.by'the subjects from profession

als, but not received, consisted of direct and honest an

swers to their questions, hope, the realization that their■

.child was of value, and being able to talk to a professional 

about their child, their feelings, problems, and concerns 

without criticism.

Conclusions'' ' '

The conclusion drawn by the' researcher is that, parents 

of disabled children do not resolve their grief and loss' of 

being a parent of a less than perfect child and thus suffer .
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from chronic sorrow. It is concluded that parents of dis

abled children do reexperience some of the emotions of the 

grief process when their child experiences a "trigger" 

event such as a new developmental stage or crisis. These 

conclusions demonstrate an agreement with literature. The 

researcher also concludes that parents do not reexperience 

all the feelings and thoughts of the grief process, espe

cially the early emotions such a s .shock, numbness, and feel

ing faint, when their disabled child experiences a crisis. 

This conclusion did not agree with literature.

. The findings .were' consistent, with the experience of -the 

researcher. In working with parents of disabled children, 

it was recognized that .parents, suffered from chronic sorrow 

and.that a "trigger" event would cause the reexperience of 

some of the emotions of grief, but not the whole grief pro

cess.

The researcher suggests that the.discrepancy in the . 

finding of the study to literature may be true for this re- 

search sample alone. The subjects of the study have a pro

fessional support system which includes an evaluation team 

• consisting of specialists in handicapping conditions, home 

trainers, and case coordinators to assist them in coping 

.and dealing with both their and their disabled child's pro
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blems, concerns and needs. Perhaps this strong .support 

system has helped this group of parents to resolve some of 

the emotions of grief and loss, especially those of the 

early stages of grief.

The researcher suggests that the data obtained from 

the literature was drawn from personal experiences of the 

authors, rather than from research. This factor may also 

cause a difference in the findings of this study and liter

ature .

The'researcher concludes that no difference in the re

search tool or method of the study created a difference in 

findings as related to literature. The study was not a re

plication of a previous study.. The questionnaire was de

signed for the purpose of this study to obtain responses of 

the subjects to the emotions experienced when their disabled 

child encountered a crisis..'

Implications of Findings for Nurses

There are implications in these findings for nurses. The 

results of this study supported the fact that parents of ■ 

disabled children do experience the grief process upon 

learning of their child's disability, and may reexperience 

grief when their child experiences a new developmental stage 

or crisis. Implications of these findings indicate.that
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nurse's can better assist parents who are grieving. The 

grief process is a healthy, mechanism which facilitates 
adaptation. As parents go through the stages of grief, they 

attempt to resolve the crisis, however, due to "triggering 

experiences", or crisis events, chronic sorrow surfaces and 

periods of disequilibrium follow. Nurses should understand 

the importance of allowing the parents to grieve, conveying 

to the parents that the feelings they are expressing are 

normal. In our society,.grieving is often suppressed or 

inhibited. Nurses can facilitate the process by first re^ 

cognizing that grieving is taking place. Secondly, the- 

nurse need's to identify the current stage the parents are 

experiencing in this process, and then assist the parents to 

meet their needs at this time. It is extremely important 

that the nurse make him/herself available to the parents. 

Nurses should encourage the.parents to talk, to verbalize 

their feelings, and to ask questions. Nurses must be avail

able to explain and- interpret, in an honest, .unhurried and 

caring manner,.the .facts of .their child's disability. Often 

times, just the nurse's physical presence alone may communi

cate to the parents, his/her concern and desire to help.

It is also important that the nurse recognizes chronic. 

sorrow as a normal process in order to give parents the op-
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portunity to continuously ventilate their feelings, and 

assist them in adapting to the many concerns and problems 

associated with their disabled child. Sensitivity to 'par

ents' responses and awareness of the parents' progress is a

• responsibility of the nurse. Psychological consultation may

• be indicated if withdrawal, depression, fear and guilt appear 

to be inappropriate.

. A "key" role and function of the nurse is the identifi- • 

cation of children at risk for disabilities, as well as the 

identification of children.with disabilities. Upon, identi

fication,. these children must be.referred by the nurse to an 

appropriate agency for further diagnostic screening and. 

testing. Early intervention in stimulating the' development 

of children with delays is paramount to the child reaching 

his/her full potential.

. The nurse can'give support to the family of a disabled 

child to facilitate adaptation and coping.' %f reading ma

terial is available on■the. child's disability, ' it should be 

given to the parents at the.time of the diagnosis,, or as 

' soon after the diagnosis as possible. A visit to the par

ents from a parent with a child with a similar problem 

should be instituted if possible. The nurse should have a 

reference list of parents who are willing to speak to other
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parents available.

The nurse must be an advocate for the child and his/her 

family. Advocacy can be in the form of making sure the 

child is receiving all the services available to him/her 

within the community such as special preschool classes, 

home trainers, special education classes, sheltered work

shops, physical and occupational therapists, and speech 

therapy.

It is important for health professionals to recognize 

that the parents, especially the mother of a. disabled child 

is usually physically and mentally exhausted. The mother 

should be given opportunities to be away from the child and 

the home.■ The nurse should encourage the parents to spend 

time together, (alone) such as attending the theater or eat

ing at a restaurant. The' nurse should be familiar with 

Respite Care Services, or babysitters within the community. 

who are knowledgeable, reliable, and willing to care for the 

disabled child.

The nurse who works with families of diabled should be 

knowledgeable in training skills, such as feeding, toilet 

■training, behavior management, and discipline skills to 

assist the parents in managing their child's special needs. . 

It is important that nurses evaluate the needs of the dis
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abled within the community and assume responsibility for 

helping to plan and implement new programs, or.expand ex

isting programs. If no parent groups exist in the commun

ity, he/she should be instrumental in planning, .and imple

menting such support groups, which can be either led by a 
parent or the nurse.

At times, the nurse needs to assist the family in- 

identifying its support systems and assuring their use. 

Examples of support systems can be the extended family, ■ 

neighbors, friends, helping.professionals, clergy, and par

ent groups.

Finally, the nurse allows the parents of disabled chil

dren to feel and express realistic hope. Hope is what gives 

these parents the will -to keep going and makes life bear

able.

The nurse!s role in working with disabled children and 

their families-requires.specific knowledge, skills, and 

strength. To be caring,.the nurse needs to- share their - 

pain. Hence, the nurse needs to find his/her own support 

system.

■Recommendations for Further Study

Recommendations for further study are indicated in .the 

following areas: (a) the difference in response- of other
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parents of disabled children; (b) the difference in response 

of fathers, as compared to mothers to the grief process;

(c) the difference in response of. single parents, as com

pared to intact families to the grief process; (d) the dif

ference in response of parents related to their child's cur

rent age to the grief process; (e) the difference in re

sponse of parents whose child was not disabled at birth, but 

acquired a disability through disease or accident, to the 

grief process.; (f) the difference in response of the parents 

whose child has a reparable defect to the grief process, and 

(g) the difference in response of parents whose* child has a 

visible defect, as compared to parents whose child has a de

fect which is not visible, to the grief process.

The nurse's observation and assessment of the reactions 

and behaviors of the parents of the disabled child is essen

tial in assisting .the parents to deal , with the daily multi

faceted complex problems and stress associated with'their 

child. Further, study, as well as the nurses ' knowledge, and• 

recognition of parental problem in coping with long term ■ 

disabilities will ultimately reduce long term suffering and 

.alleviate chronic sorrow.
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APPENDIX A
■ I. When you, as parents, were first told that your child 

had a disability or nroblem, what feelings did you be-. 
gin to experience? (Please check all you remember ex— ' 
periencing.)

( ) shock 
( ) numbness 
( ) feeling faint 
( ) other, !(please list)

What thoughts ran through your mind?

( ) "There is nothing wrong with my child I"
( ) "Why did this happen to me?"
( •) other, (please list)

Did you remember what was initially told you?

( ) yes . ( ) no

Did you understand what was initially told you?

( ) yes ( ) no
2. After your initial reaction to your child's problem what 

feelings did you begin to experience? (Please check all 
you remember experiencing.)

( ) blaming self for not recog
nizing your'child's problem 
sooner.

( ) blaming self for possibly 
causing your child's prob
lem.

( ) fear for your child's fu
ture.

( ) fear' for your child's safe
ty.

( ) did not want to be with
people outside your family. 

( ) other, (please list)
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( ) hurt 
( ) emptiness 
( ) frustration 
( ) anger 
( ) irritability 
( ) restlessness 
( ) helplessness 
( ) self-pity 
( ) sadness 
( ) depression 
( ) hope
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What thoughts ran through your mind?

( ) "What will people say, think?"
( ) "Will my child be able to go to school?"
( ) "Will my child do well in school?"
( ) "Will my child be able to get and hold a job?"
( ) "Will I be able to deal with my child's special 

needs?"
( ) "What can I do for my child?"
( ) "What can I do for the parents whose child has sim

ilar problems?"
( ) other, (please list) .

3, Which of the following situations has your child exper
ienced in his or her life? (Please check all that apply)

( ) preschool
( ) entering elementary school 
( ) resource room 
( ) changing schools ■
( ) adolescence 
( ) reevaluation(s)
( ) severe illness 
( ) other, (please list)

( ) entering kindergarten 
( ) special education 

classroom .
( ) entering high school 
( )"move to a new neigh- 

■ borhood or area 
( )"' adulthood 
( ) discovery of a new

problem or disability

4. When your child experienced the above situations, what
feelings did you, as parents reexperience? (please check 
all you remember experiencing.)

( ) shock ( ) blaming self for not
( ) numbness recognizing your
( ) feeling faint child's problem soon
( ) hurt er .
( ) emptiness ( ) blaming self for poss
( ) frustration ibly causing your
( ) anger child's problem.
( ) irritability ( ) fear for your child's
( ) restlessness future.
( ) helplessness ( ) fear for your child's
( .) self-pity safety.
( ) sadness ( ) did not want to be
( ) depression with people outside
( ) hope your family.
( ) other (please list)

'■y\

's
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What thoughts ran through your minds

( ) "Why did this happen to "meS "■
( ) "There is nothing wrong ;wlt'h:myachi'iiid̂ I "
( ) "What will people say, ''.think;?
( ) "Will my child be able to go to .school?"
( ) "Will my child do well in school?"
( j "Will my child be able to get and hold a j;ob?"
( ) "Will I be able to deal with m y .chlld's.special 

'needs?1
( )."What can I do for my child?"
( ) "What can I do for other parents ’.whose' child "has ■ 

similar problems?"
( ) other (please list)

5. What do you, as parents, believe helped you, or would 
have helped you. the most in coping with your child's 
disability?"

Current age of child_______________ .

Age(s) your child was when evaluated at CDC________________

Sex of your child: ( ) male ( ) female

Do you have other children:
Age and'sex: ( ) male_____  ( ) female_____

( ) male_____  ( ) female
( ) male_____; ( ) female_____

Individual(s) who responded to this questionnaire:

( ) both parents ( ) mother only .( ) father only

Marital status of individual(_s) who responded to this ques
tionnaire : ( ) married ( ) widowed ( ) single

(■ ) divorced ( ) separated
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APPENDIX B

REQUEST FOR APPROVAL'FOR RESEARCH

To: Comprehensive Developmental Center
402 South Fourth Street West 
• Missoula, Montana C 59801

From: Ardella M. Fraley_____ ,_______, Principle Investigator. ■

Montana State University____ ,College .

School of Nursing_____________,Department ■

RE: The Reexperience of Grief in
Parents of Disabled Children ,Study Title

Ardella Fraley ■■ has my consent to conduct a study on 

the relationship between the reexperience of grief/loss by 

parents when their handicapped child enters a new develop

mental stage or crisis. The expected duration of the study 

will be from June I, 1979 to October I, 1979. The method of 

data collection will encompass one questionnaire to be filled 

out voluntarily by parents randomly.chosen from the above 

agency. All information obtained from these questionnaires 

will be confidential. The purpose of this study is to assess 

the relationship between the handicapped children experien

cing the effects of a new developmental stage/crisis and the 

reexperience of grief/loss by their parents.. -The results of 

this study will assist the above investigator, as a nurse, 

identify the stages of grief/loss reexperienced by parents

%



of handicapped children and provide -the appropriate 

interventions for working through grief and loss.

APPROVAL OF AGENCY:

Date:



APPENDIX C

Dear Parents:

I am conducting a study to determine the feelings that 
you, as parents of a child With a disability,, experienced 
when you first learned of your child's problem, and also, 
when he or she faced a new situation such as preschool, 
school, adolescence, discovery of a new problem, a severe 
illness, etc.

This study is approved by the Comprehensive Develop
mental Center and Montana.State University, School of 
Nursing. All information obtained from this questionnaire 
will remain confidential and be used solely for this study.

■ The results of this investigation will be utilized to 
assist me, as a professional nurse, in effectively helping 
you, and other parents with similar needs, deal with your 
feelings and specific problems associated with a child with 
a disability.

Thank you for participating in the study. Results of 
the study may be obtained by request. I would appreciate 
the return of the questionnaire as soon as possible„

Sincerely,

Ardella Fraley, R.N.
Public Health Nurse 
Comprehensive Developmental 
Center
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