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ABSTRACT

In this - descriptive study 9 five sets of parents 

each having a child with Down's syndrome between the 

chronological age of five to nine were interviewed to 

obtain data regarding (T) the ir priority questions about 

the child, (2) how their needs for information are being 

met, (3) their degree of satisfaction, and (4) how they 

perceive the role of the nurse.

The investigator assumed that parents of children 

with Down's syndrome have questions and concerns related 

to the ir  children and that they desire parent education. 

The theoretical framework, was based on the Interaction 

Model of parent education, which emphasizes that the 

questions of the parents should form the basis for infor

mation. giving.

Revealed in the study was the fact that although 

parents share many informational needs about the ir child, 

they have individual concerns for the child as well. 

Approximately one-third of the concerns lis ted  were of a 

social nature. Physical, educational, and physiological-^ 

emotional questions accounted for the other two-thirds of 

the concerns lis ted . Parents gained information from a

v i i
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wide variety of sources» The child’s school teacher was 

lis ted  as the most helpful source of information. In 

almost every case the parents were satisfied  with how 

the ir  informational needs were being met. At this time9 

parents see the nurse as a helping person, but only in 

matters related to the child’s medical condition.



CHAPTER I

INTRODUCTION

One of the growing health concerns in the United 

States is mental retardation. While the causes of mental 

retardation are many, the children affected a ll  have 

faulty or arrested development resulting in subnormal 

intelligence and behavior.

A large percentage of mentally retarded children 

have Down’s syndrome. Such children are usually severely 

retarded and are greatly limited in their ab ility  to learn 

and adapt to the demands of society. Down’s syndrome is 

not a curable condition; but through early detection, su it

able care and training^ the children can achieve 

significant improvement in personal and social adjustment.

Since the family is the chief matrix for the men

ta lly  retarded child, his parents have a tremendous 

influence on his ,development. Good parent education is , 

therefore, most essentia l, In th is study, a major emphasis 

was placed on the fact that to be effective parent edu

cation must be based on the expressed needs of the parents 

themselves. A nurse as part of the health professional 

team can have a definite and meaningful place in the

'• 1



program -of. parent education for those with children who 

have Down1 s syndrome, . ..

Statement of the Problem .

In .this study, there are four basic questions to be 

answered. F irst, what do the parents perceive as priority 

questions to be answered regarding the ir child with Down’s 

syndrome? Second, i f . th e i r  needs .are being met, how, 

according to the parents, are they receiving the infor

mation? Third, with what degree of satisfaction do the 

parents feel that the ir informational needs are being met?

• Fourth, do the parents perceive the nurse as having a role 

in giving them information?

Significance of the Problem

President. John Kennedy stated in an address to the

Congress of the United States that

mental illness and mental retardation are among 
our most c r it ica l  health problems. They occur 
more frequently, affect more people, require more 
prolonged treatment, cause more suffering by the 
families of the afflicted, waste more of our human 
resources, and constitute more financial drain 
upon, both Public Treasury and the personal finances 
of the individual families than any other single 
condition (1963, p. 311),

Out of every 100,000 children born in the United 

States, 200 will suffer blindness, 300 crippling polio, 350 

cerebral palsy, 700 rheumatic heart, but 3,000 will be men

tally  retarded (Campanelle 1965, pp. 21-22).



Health professionals are becoming increasingly aware 

of the possib ilities of helping the mentally retarded child 

to the extent that he can remain as a member of society 

rather than being shut away in a custodial institu tion . 

Mental retardation, then, not only involves the child but 

also his family, and, indeed, the community in which he 

lives. Over 126,000 newly born mentally retarded children 

enter American homes yearly (Campanelle 19 65, p. 13).

Without question, the magnitude of the problem and 

the changing trends of treatment have caused the health, team 

to seriously re-evaluate i ts  program of care. Probably the 

greatest change is reflected in the area of parent edu

cation, Much more than in the past, parents are now team 

members.

Services for handicapped children cannot be con

sidered adequate unless the parents are considered as an 

integral part of the program and given equal partnership in 

the struggle to provide services for their children. I f ,  

indeed, parents are team members with equal but different 

strengths to offer in the program, then the health profes

sionals must ascertain educational needs, as the parents 

themselves perceive them.

The Judeo-Christian culture declares that every per

son has worth. As Carlyle stated in 1827, each person 

should have an opportunity to reach his full potential:
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Let each become a ll that he was created capable 
of being'; expand, i f  possible, to his full growth; 
resisting a ll impediments, casting off a l l  
foreign, especially a ll  noxious adhesions; and 

. show himself at length in his own shape and s ta tu re , 
be those what.they may (Bernstein 19 70, p. xi).

A child’s family has the opportunity of being the

greatest source of help to him as he grows toward the

attainment of that goal. The family is a liv ing , v ital

organism (Watts 1969, p. 41). The functions of a healthy

family are stated differently according to the perspective

of the viewer. There are, however, some generally agreed

upon c rite ria . These c r ite r ia  include;.

(1) In te rn a l.role consistency among family mem
bers., (2) consistency of family roles and norms 

, and actual role performance, (3) compatability 
of family roles and norms with community norms,
(4) meeting the psychological needs of family 
members, and (5) the ability  of the family group 
to respond to change (Cohen 19 6 6, p. 8).

A chronic, abnormal condition within the family can 

greatly diminish that family’s ability  to function in an 

adequate manner. A Down’s syndrome child could present such 

a threat to the family:members (Bernstein 1970 , p. 65; 

Crawford 1971, p. 247).

Although there is no cure for Down’s syndrome,. 

there is help for the family in adjustment. The values, 

roles, and interpersonal relationships of each family mem

ber can be maintained on a balance, satisfying the needs of 

the entire family (Watts 1969, p. 42). In many situations,



the child dominates, the family« I t  is too easily forgotten 

that a Down's syndrome child is ,  f i r s t  and foremost, a 

child. Often there is a tendency to think of him f i r s t  as 

mentally retarded.(Egg 1964, p. 46; Blodgett 1958, p. 7 7), 

The nurse should be able to offer meaningful assistance to 

the family as i ts  members gain personal and group equili- • 

brium (Jacobs 1969, p. 3; Skipper, and Leonard 1965, 

p. xv). Parent education is one means by which the nurse 

can aid the family in that attainment.

The significance of the problem is evident in that 

when parents are approached in such a way as to have the 

‘ultimate power of accepting or rejecting the proposed care, 

the effectiveness of that care is increased. Satisfaction 

is greater for both parents and the health professionals 

(Skipper and Leonard 196 5, p. 121). The mentally retarded 

child, the parents, and community a ll benefit.

Theoretical Framework

Two of the current models of education for parents 

of mentally retarded children in the United States are the 

Virtuoso Model and the Interaction Model. The Virtuoso 

Model employs the technique of testing and evaluating the 

child by a team of health professionals, Few comments are 

given to the parents at the time, After the to ta l  apprais

al is complete, a health team conference is conducted with
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each member presenting his., findings and recommendations „ A 

general summary is made and one member5 usually the physi

cian then presents the information to the parents (Stephens 

1969, pp. 57-58).

Parent education in the Interaction Model is more 

fragmented, with each member of the health team presenting 

his findings to the parents soon after the tests are admin

istered. The health professional has the child 's previous 

record and continuity of care and information is stressed. 

There is emphasis on meeting the parent where he is not only 

at the cognitive level but also at the affective level.

There is a strong belief that this can be done "by answering 

the specific questions the parents have at the time. The 

physician is usually the la s t  person to examine the child.

A general summary is written at the conclusion of the eval

uation process (Stephens 1969, pp. 57-58; Allen and 

Cortazzo 19 70, pp. 86-88).

Literature indicates tha t 'the  Virtuoso Model comes 

closer to satisfying the needs of the health professionals 

and the general community than i t  does to meeting the needs 

of the parents. The Interaction Model may not be impres

sive when examined superficially^ but the lite ra tu re  

provides some evidence that the results are more meaningful 

in that parent education is better understood and accepted 

(Stephens 1969, p. 59).



7

Parents want specific.help for current situations 

and questions, 'Generally speaking5 they are not interested 

in detailed medical reports. They are l i t t l e  impressed by 

professional workers showing sk ills  to one another and the 

community. Sessions with parents for the purpose of giving 

and interpreting information are best accepted i f  given in 

a series rather than at one time (Stephens 19699 pp, 58-59),

After the in i t ia l  evaluation i t  is very often the 

nurse who works with the family in implementing the program . 

of care agreed upon. She is often called upon to be an 

advocate for the family and to coordinate the various facets 

of the care.

Not forgetting the fact that each family is d iffer

ent and thereby brings, varying needs for parent education, 

the investigator believes there is one basic characteristic 

underlying the needs parents have for information. As ex

pressed by Papish, parents of children with mental 

retardation

want a place of dignity in human society for their 
child. They want the ir  children to be treated as 
a l l  children are treated, with due recognition, of 
course, for the children’s differences. And they 
want as nearly a normal l i fe  as possible for the 
family, recognizing that i t  can never be really 
normal because of the handicapped child. They want 
a chance for their children to develop within the ir  
limited capabilities, to lead as usefulx a l i f e  as 
possible (1953, p. 53),



In the opinion o f .the investigators the nurse using the 

Interaction Model for parent education will be of more 

value to the parents since more specific help . can be given.

The investigator also believes that the chronologi

cal age group of five to nine years is an age when much . 

emphasis is placed.on the child and l i t t l e  on meeting 

parental needs. Formal evaluation is usually completed 

sometime in the child’s f if th  year. The child is then 

placed in a school for exceptional children. Too often the 

health team withdraws9 leaving the parents almost to tally  

dependent on the educational system. This age range, is 

c r it ica l  for parents and child alike.

Assumptions

The following assumptions are recognized in this

study:

1. Assistance to parents who have children who are 

mentally retarded is fac ilita ted  when the health profes

sional recognizes the parents as team members.

2. Parents of mentally retarded children are 

desirous of parent education.

3. The nurse9 by virtue of her knowledge and 

s k i l l s 9 is able to offer assistance to the parents as they 

seek information.
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4, Host parents' communicate their educational

needs i f  they are in a situation where they are comfortable.

Limitations

The following items were recognized as limitations 

to this study:

1. The sample was limited to those parents who met 

the c r ite r ia  set by the investigator and who were willing 

to participate.

2. The sample was small, composed of ten individ

ual parents who comprised five sets.

3. Only one interview was conducted with each

parent.

4.. No consideration was given to the fact that 

needs, as determined by parents, may vary rapidly and 

drastically.

'5. " The sample was drawn from parents of children 

in two public schools in the city.

6. The parents were a ll  Anglo-American as were the 

children.

7. No attempt was made to obtain a sample consist

ent in age, education, or socio-economic status.

8. , Family constellation was not considered in the 

sample selection.
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'Definitions

In this study$ definitions of the following terms 

are essentia l:

1. Mental Retardation: "Mental retardation refers

to subaverage general in tellectual functioning which origi

nates during the developmental period and is associated with 

impairment in adaptive behavior (Heber 1961, p. 3)."

2. . Down's Syndrome (Mongolism or Trisomy--#21 

Anomaly):■ A condition resulting from a chromosomal anomaly 

where a third chromosome matching one of the. small pairs is 

present. This condition constitutes the largest single 

syndrome accompanied by severe mental retardation (Robinson 

and Robinson 19 6 5 , p. 9 7).'

3. Parent Education: Communication of infor

mation, to the parents of Down’s syndrome children, about 

their child.



CHAPTER I I

REVIEW OF THE LITERATURE

Down * s Syndrome 

Hie abnormal makes people insecure. Anything 

which deviates from the regular, expected, or learned very 

often repels and is rejected. In general, a society will 

deal with deviancy in four ways. The f i r s t  attempts are 

usually in the area of prevention, while the other three 

methods are used should the deviancy actually occur. I f  

the abnormality "is s l ig h t , "the society, by means of physi

cal or educational programs, will try to correct the 

situation. I f  this is not possible, the society will tend 

to destroy or isolate the offender (Patterson and Rowland 

19 70 ,. p. 531). A child with Down's syndrome is mentally 

retarded. ,Since our culture forbids destroying such a 

child, isolation has been the chosen means of ignoring the 

problem.

In recent years, however, medical and educational 

advancements have led to a greater social acceptance of 

these children (Stephens 1969, p. 57). Actually, a child 

with mental retardation is not i l l .  Mental retardation is 

not a disease (Patterson and Rowland 1970 , p. 534).

n
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Definitions :of mental retardation are many and somewhat 

varied in content9 but most include two characteristics.

The person has subaverage intelligence and behavior. The 

most commonly accepted definition is the o ff ic ia l one as 

set forth by the American Association on Mental Deficiency: 

"Mental retardation refers to ..subaverage general in te llec

tual functioning which originated during the developmental 

period and is associated with impairment in adaptive behav

ior (Heber 1961, p. 3)."

Equally as varied as the definitions of mental 

retardation are the classifications of the condition. Not 

only do the terms vary but the IQ categories as well. The 

American Association on Mental Deficiency in 19 61 accepted 

a five-level classification system to indicate a range of 

subnormal in tellectual functioning. The classifications 

include: borderline, 70-84; mild, 55-69; moderate, 40-54; 

severe, 25-39; and profound, below 25 (Heber 1961, p. 3),

I t  is expected that a child with Down's syndrome 

will have an IQ somewhere in the moderate or severe range . 

of mental retardation (Robinson and Robinson 196 5, p. 99). 

These children are usually referred to as "trainable." 

"Trainable retarded children, with IQ's of 25 to 49, are 

not expected to achieve functionally useful academic 

sk ills .  Self care and social adjustment within a
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restric ted  environment are envisioned as the goals 

(Robinson: and Robinson 196 5 9 p« 461) „ "

Down’s syndrome is the largest single diagnostic 

clinical type of mental retardation (Attwell and Clabby 

196 9 , .p. 6)„ Penrose (1954, p, 181) states that Down’s 

syndrome children are reported in a ll  parts of the world 

but more frequently in populations of European origin. Ad

vanced medical techniques in both diagnosis and l ife  

sustentation in European based cultures may have some 

effect on this observation. Unlike many types of mental 

defects, Down’s syndrome occurs with approximately equal 

,freq.uen,cy at. .all .-levels .o.f .the; .s.o..cio.-.eoonomi,c ..distribution 

(Goodenqugh .1956, p. 198),

The prevalence of mental retardation and i ts  

effects in the United States are underestimated. The 1362 

President’s Panel on Mental Retardation estimated that by 

1970 there would be 6.4 million retardates in th is country, 

The projected to tal population was 214 million. This indi

cates th a t .3 percent of the population would be designated 

as mentally retarded. Every five minutes, a retarded 

infant is born. Based on contact with immediate family 

only, these retardates touch 10 percent of the population 

(Allen.and Cortazzo 1970, p. 4),
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Recent Trends in Care

Volumes have been written on the history of mental 

retardation in the United States, The investigator's 

attempt here will be to show the more recent trends in the 

program and philosophy of care. For many years public and 

professional interest in.mental retardation was sporadic 

and meager« Probable causes for this include cultural 

taboos 9 the notion of incurability 9 understaffed in s t i 

tutions, and emphasis on IQ (Robinson and Robinson 136 5, 

p. 55) o

Most work done before'19 30 was repressive in 

nature. However., there were some progressive efforts 

being made to tackle the problem of mental retardation in 

the United States. Vineland Training School, started in 

190 2, is an example of such an effort. A group of philan

thropists and public-spirited men formed what was then 

called the "Feebleminded Club." The club's purpose was ' 

to provide financial assistance for studies of character

is t ic s ,  causes, and treatment of mental deficiency.

As interest increased, the "National Committee for 

Mental Hygiene organized a Division of Mental Retardation. 

In order to promote the establishment of residential in s t i 

tutions, the Committee on Provision for the Feebleminded 

was formed in 1914 (Farber 1968, p. 125).
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Before World War II "social movements concerned with 

retardation were mainly to control and possibly eliminate . 

mental retardation. Some people with humanitarian motives 

sought to improve care given in segregated colonies and 

institu tions. The American Association for Mental Defi

ciency, consisting of professional personnel interested in 

the mentally retarded, was formed shortly before World ■

War II,

During the time of national prosperity, which came' 

after World War I I ,  the philosophy of care took a radical 

change. Rising birth rates produced larger numbers of 

severely mentally retarded children. Improvements in medi

cal technology gave greater chances for the survival of the 

children, ■Optimism among parents toward l i fe  possib ilities 

for the ir  children, normal and retarded, resulted. Parents 

of mentally retarded children became involved in organi

zations created for the retarded1s welfare. The National 

Association for Retarded Children became a formal organi

zation (Robinson and Robinson 196 5, p. 56; Farber 1968, 

p. 126). The change in attitudes toward mental deficiency 

was manifested not only by parents but also by the health 

professionals. Health was viewed as a concern of the to ta l 

community.

Evidence of this change in philosophy can be seen 

as one considers the three major objectives as outlined by
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President Kennedy' in his address to the Congress of the 

United States in February9 1963 , regarding the nation's 

responsibility, for the mentally retarded child and his fam

ily:

First, we must seek out the causes of mental i l l 
ness and of mental retardation and eradicate 
them . . o , Second., we must strengthen the
underlying resources of knowledge and, above a ll ,  
of skilled manpower which are necessary to mount 
and sustain our attack on mental disability for 
many years to come . . . ... Third, we must
strengthen and improve the programs and fac il i t ie s  
serving mentally i l l  and the mentally retarded 
(Kennedy 1963, pp. 312-313), ■

Further statements indicated that services must be 

community based and must provide a range of services to 

meet community needs, "Yearly grants of federal funds were 

allocated for the establishment and continuance of the work.

In addition to the great impetus for a full-scale 

attack on mental retardation, Kennedy's support gave pres

tige to the National Association for Retarded Children and 

to the parents’ position as members of the team working for 

the welfare of the mentally deficient person.

Comprehensive community services for retarded 

people have been a major factor in the marked decrease in 

the ratio of institutionalized children to home-care c h i l - . 

dren,

The services may include visiting nurses to aid 
medical procedures, day nurseries to assis t 
working mothers of retarded children, recreational 
and training programs for the child's benefit and
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the mother's re lie f  from his constant,manage- 
. ment 9 , counseling services for parents 9 , 

therapeutic services for the child, and suitable 
school programs from kindergarten onward.
(Robinson and Robinson 19 6  5, p. 531),

In summary, people are now actively working with 

the problem of mental retardation. The general philosophy 

has changed from institu tion  care to home care, from bewil

derment to challenge.

Family Crises and Integration

The impact of family structure and family relations 

on the management of disease and stress is a fie ld  which is 

becoming increasingly emphasized in medical care (Skipper 

and Leonard 1965, p, x i i i ) , Numerous studies have been 

done, several of which are in the field  of mental re tar

dation and the family. An extensive study by Farber 

describes the effects of a severely mentally retarded child 

on family integration (1959), Further research was con

ducted by Farber in the area of family organization and 

crisis  as related to the child with mental regardation 

(1960), Communication among parents and. siblings of a 

child who is mentally retarded was studied by Farber and 

Jenne (196 3).

The effects of a mentally retarded child on the 

family is very much a two-way process. How the family 

affects the child will set the tone of in teraction ,
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especially-when- the child is in th e . age -range of this study - 

(five to nine years) chronologically. Parents* -attitudes, 

are especially important at this."time because the normal 

child is starting to school. He is moving from the home as 

the only area of display and is now including the community 

as well. He is beginning, to show society his capabilities 

(Jacobs 19 6 9 , p . 83).

Parents may have had a very fine in tellectual and 

emotional adjustment to' the retarded child in the past.

The entering of school presents a new crisis  in the home, 

and a fresh acceptance and commitment are required. That 

there is no one time and final acceptance of the child as 

mentally retarded has been voiced by countless parents 

(Wolff 1964, p. 6 ).

As. when they f i r s t  found , that the ir  child had 

Down’s syndrome, the parents may "(1) reject the child par

t ia l ly  or to ta lly , ( 2 ) , , . institu tionalize the child,

(3) . , , accept the child as he is and accept the challenge

of trying to make him happy and as useful as he can be with

in his possib ilities (Campanelle 1965, p. 15)."

Family integration depends on the consensus of

family members regarding domestic values and lack of role

tension in interpersonal relationships.

I t  is assumed that in the highly integrated .
family (a) the individual members develop 

- " domestic and community roles while maintaining



a sense of personal integrity and (b) family 
members meet crises without loss of commitment 
to. one another and with a minimum of disruption 
of the ir domestic careers (Farber 1959 „ p. 6 ) 6

•Many sociologists give outlines of the normal family

pattern. The one given here is a representative one of the

contemporary American family cycle:

(a) the married couple 5 (b) the family whose 
youngest child is of preschool age, (c) the 
family with a preadolescent youngest child, (d) 
the. family with an adolescent youngest child,
(e) the family in which a ll  children are adults,
(f ) the family in which a ll  children are married 
(Farber 1959, p, 6 ),

A Down’s syndrome child will cause an arrest in the 

progression of that family cycle. A crisis arises and the 

eenti-n-uan-ce -of the family 1 -s Tevel of integration depends on 

the successful performance of socialization tasks=-the 

maintenance of domicile and economic ac tiv itie s . The roles, 

of the family members are frustrated. As in any situation 

on recession, the family must re-evaluate i ts  goals (Farber 

1959, pp. 5-9).

Families are constantly changing as they are molded 

by the ir  external conditions and their internal organi

zation . How well a family meets the challenge of a new 

crisis  is a complex issue. The adequacy of role members, 

the expectations of the family i t s e l f  and the community, 

and the family’s pattern of handling past crises are ex

tremely important. Sudcessful management of a crisis tends 

to produce strength to meet the next c r is is . Defeat tends
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to breed defeat., . There is .great variance from family to 

family in ab ili tie s  for coping with c ris is . The pattern<, 

howevers is the same: disorganization? recoverys reorgani

zation (Hill 1958» p. 146),

In considering the family with a Down’s syndrome 

childs the formula for handling stress and crisis  as 

devised by Hill seems to.be the one of choice. The stress-, 

agent (the problem or crisis-provoking event) is. a 

situation for which the family has had l i t t l e  or no prior 

preparation. The formula, "A (the event) -> interacting 

with. B (the family’s crisis-meeting, resources) in ter

acting with C (the definition the family makes of the 

event) produces X (the crisis) (Hill 1958 , p. 141),” B 

and C are with the family and are seen from their  value 

system. A is the hardship and is external to the family. .

In this case, the diagnosis of Down’s syndrome would be con

sidered the stress-agent.

Incorporating H ill 's  formula bf cris is  development 

into the cycle of how a family can handle stress-producing 

events, the investigator offers the following formula:

Each.family has a level of organization which is 

determined by the family’s ab ility  to cope with the s itu 

ation i t  meets. This coping ability  (B) is challenged by 

a stress-producing event (A) and causes the family to 

interpret the event (C). The result of A + B + C is
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either cris is  (X) or adjustment (E). Should a crisis 

occur, the family will either disintegrate (D), or adjust 

(E). Resulting from the adjustments made, the family will 

in time, gain a level of reorganization (F). The level at 

which the family reorganizes will tend to influence the 

way i t  will in terpret, hence, cope with the next c ris is -  

producing event i t  encounters. See Figure 1.

or

or

Figure 1. Family Coping Ability Cycle
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The crisis  can be examined from three basic vievj- 

points ( 1 ) objective--"formulated by the impartial observer;

(2) cultural--community view; (3) subjective-—family's idea 

(Hill 1958 5 pe 145).

I t  is the investigator's opinion that a l l  three van

tage points are helpful; but, in order for the health team 

to be effective in family counseling, the subjective view 

must be given priority and in no way underestimated in 

importance.

The Nursing Role

The normal human reaction to having a child with 

Down's syndrome is one of - shock, disappointment,, .grief., and 

a feeling of insult and injury. The parents' ability  to 

overcome those feelings can be aided somewhat by the in ter

vention of the nurse.

The conscious and the unconscious, attitudes the 
parents hold toward themselves, the child , and 
others greatly influence what can be done to help 
them . . . os Anyone who gets involved in their
problem, even at their request, is bound to be 
exposed to some irra tional feelings. Strong 
denials of defects, anger and aggressiveness have 
to be understood in terms of their underlying 
origins, fear, gu ilt, disappointment and despair 
(Koch 1963, p. 3).

Many parents, suspecting their child has subnormal 

intelligence, waste much time and emotional energy in a 

fru itless search for help. They usually know there is help 

somewhere, but they lack the resources for discovering the
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available aid. True, most,Down’s syndrome children have

been diagnosed and evaluated by the time they reach the age

of six. I t  is also true that the educational system has

started to f u l f i l l _a large segment of the parents* need for

help in the rearing of their child. Yet, there is a very

definite position that can be best f i l led  by the nurse.

Parents readily say they need someone to talk with them and

to coordinate the program of care designated for their

child. No one is more suited by background and position to

do this than the professional nurse.

Every family is different and therefore the nurse's

role must be altered accordingly. She must be professional

and at the same time humane in every instance. In almost

every case the parents are aware of the mounting problems

and need encouragement. "One parent wrote, * I believe he

[the doctor] should point out the fact that i t  is possible

to maintain a normal family l i f e  with such a child ', . .

and not point out the negative side so readily, which is

done most of the time (Campanelle 1965, p, 39).'" This is

equally true for the nurse.

The manner in which help is offered is sometimes of

more importance than the information i t s e l f .  Guidelines,

as described by Koch, are listed:

Cl) Be objective but kindly.toward parents and 
child. (2) Be sympathetic without being ' 
patronizing. (3) Accord to parents and child
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dignity and respect as individuals, (4) Show 
them suport but do not take over in an authori
tarian manner= (5 ),Allow the parents sufficient
time to absorb the findings and to mobilize 
their strengths to come to decisions which are 
best for them, their child, and family0 (6) Be
prepared for them to postpone action on recom
mendations for a while (1963, p. 2),

In order to counsel effectively, the intellectual ab ility , 

the emotional sta te , and the parents’ desires for infor

mation must be learned and respected (Allen and Cortazzo 

19 70, p. 88; Dittman 1960, p. 320)..

I t  must be remembered that a l l  mentally retarded 

children have only one characteristic in common, the pre

sumed subnormal intelligence. This characteristic in.no 

way makes these people a ll  alike. The mentally retarded 

child is a person with needs and desires that are individ

ual to him. While children with Down’s syndrome tend to 

have specific characteristics in common, they, too, are 

individuals. I t  is ,  therefore, imperative that the nurse 

stereotype neither the child nor the parents.

Equally important to the understanding of the child 

and his parents is the insight the nurse must have of her

self  and her own feelings toward mental retardation. She 

must have learned to accept the children for themselves.

She must, in a ll contacts with the parents whether,casual 

or formal, convey the feeling of acceptance and respect.
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-This is essential in order for her to bring creative objec-' 

t iv ity  to the task at hand (Campanelle 1965a p» 53; Johnson 

1960 s p„ 324).

Parents are continually called upon to make d if’f- 

cult and far-reaching decisions. "A good decision is a 

decision that the parents have come to after most careful 

consideration (Campanelle 196 5 , p. .2 7 ).” The nurse cannot 

forget tha t no matter how deeply she personally feels about 

the decisiona the decision, nonetheless, belongs to the 

parents (Wolff 1964, p. 16). The nurse’s objectivity can 

assist the parents in making re a lis t ic  decisions. At the 

same time,, the nurse must be. careful not to move too fast., 

be willing to lis ten , and empathize with the family i f  she 

is going to be helpful. Her communication sk ills  must be 

developed and include the ability  to l is te n .

Another aspect of meeting the informational needs of 

the parents involves the nurse’s basic knowledge of the 

etiology of Down’s syndrome. Parents often turn to the 

nurse for interpretation and explanation regarding the many 

diagnostic tests that the child is undergoing. The nurse, 

therefore, must familiarize herself with these tests i f  she 

is going to give effective counseling to the parents as 

questions arise.

The needs of the child and parents are never s ta tic . 

In addition to meeting the present problems, i t  is well for
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the nurse to give some anticipatory guidance. Caution must 

be used in this area, however, for i t  is easy to go beyond 

the point of actual need.

The nurse is not able to give a "cure" to the prob

lem of mental retardation in the family, but she can do 

much as one member of the health team to assist families to 

adjust and move toward rea lis t ic  goals.



CHAPTER I I I

METHODOLOGY

This descriptive study concentrated on parent edu

cation for those who have a child with Down's syndrome 

between five and nine years of age„ The investigator 

collected data from the parents regarding their priority 

questions about their childs how their needs for infor

mation are being met, their degree of satisfaction, and how 

they perceive the role of the nurse„

Topics presented "in this • chapter ' are: the setting, 

the sample, the method of data collection, and the method 

used for data analysis«.

Setting

The setting for this descriptive study was the

individual homes of the participating parents living in a

metropolitan area in a southwestern s ta te «

Sample

The sample consisted Of five sets of Anglo-American 

English-speaking parents« The children of these parents 

met the following c r i te r ia : (1) have a formal diagnosis of 

Down's syndrome, (2) be five to nine years old chronologi

cally, (3) be living at home with both parents, (4) be

27



Anglo-American (5) be the only mentally retarded child in 

the nuclear family, (6) be currently enrolled in a school 

for exceptional children.

Permission to v is it  the parents was granted by the 

principal at each of the schools where the children 

attended classes, . This was done by telephone„. A follow-up 

le t te r  was sent confirming the permission and stating again 

the nature of the study. A copy of the le t te r  may be found 

in. Appendix A.

Two public schools for exceptional children were 

chosen on an availability  basis. The names of five sets of 

parents who qualified for the study were obtained from the 

principals of the schools. The principals of each school 

chose the parents by random selection, with three sets of 

parents being chosen from the school with the larger popu

lation and two from the other school.

An introductory le t te r ,  as found in Appendix A, was 

sent to each set of parents, The le t te r  introduced the 

author, stated the purpose of the survey, guaranteed that 

no names would be used in the study, assured the parents of 

the voluntary nature of the participation, and enlisted 

the ir cooperation. Contact by telephone was made in order 

to arrange an appointment for interviews at the conven

ience of the respondents, When contacted by telephone, one 

parent indicated a desire to withdraw from the study.
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Since the study required the cooperation of both parents, 

i t  was necessary to delete the spouse as well. Selection 

of another set of parents was made in the same manner as 

for the original sets of parents.

Tool Development

The structure- of the interview gave each partic

ipating parent opportunity to discuss his needs for 

education, the type of information he is presently 

receiving, his degree of satisfaction with the information, 

and his expectations of a nurse, In order to reduce the 

possibility of forced answers and to increase the valid ity , 

most questions were open-ended. Questions were broad in 

order to open a wide-feedback. Later in the interview 

questions were specific. The investigator was careful not 

to change the subject too fast to avoid giving the feeling 

that the answer was of no value. The interview schedule is. 

found in Appendix B.

The investigator compiled a l i s t  of statements and 

questions to be used in the event the interview needed to 

be redirected or refocused. This l i s t  may be found in 

Appendix B.

After the interview was constructed, i t  was pre

sented to a group of graduate students in nursing for their 

suggestions. Revisions were made and the interview was
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used with .four mothers of mentally retarded children 

between the ages.of six and th irteen» See Appendix C for • 

the p ilo t study interview schedule„

Questions which appeared to be d iff icu lt  to under

stand were revised. For example„ the f i r s t  question seemed 

too formal and the participants were unsure of the content, 

The word "help" in Question 7 was too broad and therefore 

misleading. There was some confusion about the kind of 

nurse referred to in Question 8. When i t  was discovered 

that the desired depth of answers could not be obtained 

from this interview, additional questions were formulated. 

Interview questions 2, 5, and 6 were added.

Two mothers of mentally retarded children, ages 

nine and eleven, were interviewed. There were no apparent 

problems and the interview was accepted for data collection 

purposes. The p ilo t study served to acquaint the investi

gator with the interview technique to be used and to 

improve the tool.

Interview questions 1 and 2 were designed to give 

data related to the f i r s t  basic question of the study 

which was: "What do parents perceive as priority  questions 

to be answered regarding their child with Down’s syndrome?" 

Questions 3 through 8 were formulated in order to answer 

the second basic question of the study which was: "If 

the ir  needs are being met, how, according to the parents,
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are they receiving the. information?” • The las t  two in ter

view questions were related to' basic study questions 3 and 

4, respectively. Question 3 was: "With what degree of 

satisfaction do the parents feel that their informational 

needs are being, met?" Question 4 was: "Do the parents per

ceive the nurse as having a role in giving the information?"

Data Collection

Data were collected in structured interviews with 

each of the ten participants. Husbands and wives were 

interviewed separately but on the same day. The spouse of 

the participant being interviewed was not in the room at 

the time. This arrangement was made to enhance freedom in 

discussion of personal questions concerning the child 

should the parent have desired to do so. With the ex

ception of one. father who preferred to be interviewed at 

his business office, a l l  interviews were conducted in the 

homes of the participants.

Prior to the actual interview, the investigator 

talked with the parents together, thanked them for their 

willingness to be a part of the study, assured them of the 

fact that no names would be used in the written study, and 

explained that they would not see each other's answers.

The reason for mentioning the las t item came as a result 

of the p ilo t study conducted by the investigator the pre

vious week when two of four people asked i f  the ir spouse
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would see their answers. The participants were also re

minded that the interview would take approximately twenty 

minutes each. The participants then decided who would be 

interviewed f i r s t .  Notes were taken by the investigator 

to be used for la te r  analysis,

Data Analysis 

Data were tabulated to .show the most common 

questions and the priority  questions as lis ted  by the par

ticipants. Each response was placed into one of the 

following categories: (1) physical, (2) socia l, (3) edu

cational , and (4) psychological-emotional. The individual 

pl'a'cem'en't into these catego'rie's wars 'Verified by two nurses 

and two teachers with experience in working with parents 

who have children with Down’s syndrome. The decisions of 

the judges were arbitrary. An arithmetic mean was used in 

the discussion related to interview questions 1 and 6,

Categories chosen for the placement of answers to 

the question related to how the parents are receiving in

formation about the ir  child are as follows: (1) books and 

pamphlets, (2) clergy, (3) doctors, (4) nurses, (5) organ-. 

izations, (6) other parents with mentally retarded 

children, (7) spouse, and (8) child’s school teacher.

Data were presented by means of a weighted scale to show 

the parents' rankings of the most valuable sources of 

information.
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In answering the question of how satisfied  the par

ticipant was with the information he is presently receiving 

about his child, he was asked to choose one of the 

following categories: (1) very satisfied , (2) mostly sa t is 

fied, (3) mostly unsatisfied, (4) very unsatisfied. The 

participant was also asked to select one of the above cate

gories to demonstrate his satisfaction with information 

being obtained from health professionals specifically. - 

In the presentation of data related to interview 

questions 3 , 7 ,  9 and 10, direct quotes from the parents 

were used.



CHAPTER IV

' PRESENTATION AND INTERPRETATION'.
OF DATA

The data were collected by means of structured in

terviews and are presented and interpreted in this 

chapter. Considered f i r s t  are the data related to the 

characteristics of the sample population. Then data refer

ring to the four basic questions of the study as lis ted  in 

Chapter I are discussed,

. ChafaCteristics of the "Sample 

The sample of ten included five sets of Anglo- 

American parents, each of whom had a child with Down’s 

syndrome. In each case the child lived at home, was be

tween the ages of five and nine, and was enrolled in a 

public school for exceptional children.

Three sets of parents were over forty years of 

age in agreement with the lite ra tu re  since the risk of 

having a child with Down’s syndrome varies directly with 

the age of the mother. I f  the maternal age is between 

fifteen and twenty-four, the-risk is less than one in 

1,500 births. But in the mother who is th irty-five  or 

older, the risk is as high as one in 150 b ir th s . I t  must
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be remembered, however, that young mothers are much more 

numerous than older mothers, I t  is therefore reasonable 

to expect that a sizeable percentage of children with 

Down’s syndrome will have young mothers. This is i l lu s 

trated by the fact that about one in four children with 

Down’s syndrome is born to a mother under th irty  years of 

age (Robinson and Robinson 196 5, pp. 97-9 8).

This fact is. further demonstrated in the family 

constellations of the sample population as presented here. 

The five sets of parents had a to ta l  of nineteen children 

whose ages ranged from six months to twenty-three years.

In four of the five families $ the Down's syndrome child 

was the youngest and was, -on the average, seven years 

younger than the next sibling. ' These same children were, 

on an average, thirteen years younger than the ir  oldest 

sibling. In one family, the child with Down’s syndrome 

was the oldest child.

The three girls and two boys "with Down’s syndrome 

ranged in age from six to nine years. Three of the five ■ 

children were in the ir  f i r s t  year in a public school for 

exceptional children, one was in his second year, and the 

other in his fourth year.
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Data Relating to Questions 
for* 'investigatiori

Throughout the analysis of the data, the words . 

"questions«,!' "concerns," and "needs" are used in ter

changeably 0 In every case, the words refer to needs for 

information, For example, "cataracts on both eyes" refers 

to the parents’ needs for information about the, cataracts, 

not the cataracts themselves «"

Study Question 1

The f i r s t  two questions of the.interview were 

given in anticipation of securing information which would 

answer the 'in it ia l  question of this study, which was:

"What do parents perceive as priority  questions to be 

answered regarding their child with Down’s syndrome?"

There were sixty-one responses to the question, "Would you 

please te l l  me some of the questions or problems you have 

concerning your child right now?" Of those, th irty-five 

responses were unique in that no other participants gave 

the same response. The older parents tended to have more 

questions. Their mean was 6,83 compared to 5,00 for the 

younger parents, The fathers each lis ted  from three to 

nine concerns or questions, while the mothers offered five 

to seven each. The investigator expected that the mothers 

would give approximately two-thirds of the responsesj but, 

in actuality, the division of responses was essentially
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equal. No one question or concern was common t o .everyone. . 

Two concerns were mentioned by three of the f ive . fathers, 

These were: (1) lack of adequate speech training in school' 

and (2) future of the childs should neither parent, be

cause of age, illness or death, be able to carry the 

responsibility of his care.

The most common concern, as presented by four of 

the five mothers, dealt with the fact that their children 

had no "real playmates,"

Each of the following concerns or questions was 

mentioned by two fathers: (1) What is my child’s potential 

educationally? (2) What is my child’s potential socially?

(3) Bus transportation consumes too much of school time,

(4) Should my child have heart surgery? (5) Too l i t t l e  

time for the parents to be alone, (6) How can the parents 

teach the child self-help sk ills  for personal care?

Each of the following questions or concerns was 

expressed by two mothers: (1) discipline; (2) availa

b il i ty  of continued education i f  family should move; (3)

How can the child be made more a part of general family 

activities? • . " ,

One father and four mothers expressed concern be

cause their children had trouble finding and keeping 

playmates. This made the situation (lack of playmates) 

the most common problem with one-half of the parents



discussing i t .  Some parents believed part of the problem 

was because of the wide range of ages among the siblings.

Other questions and concerns- expressed by both 

fathers and mothers were noted. Four parents mentioned 

each of the following concerns: (1) What would happen to 

the child i f  both parents were unable to care for the 

child? (2) Need greater emphasis (training) in speech at 

school,

Each of the following questions and concerns were 

lis ted  by three parents: (1) Should the child have heart

surgery? (2) Poor social speech a b i l i t ie s . (3) How to.

teach child self-help sk ills  for personal care.

Apparentlyj group speech therapy is given in the 

particular schools where the children are receiving their 

training. The parents acknowledged this but stated that 

they would prefer their children to have individual 

attention, even i f  i t  were to mean a shorter session with 

the speech therapist. Difficulties in the child’s social 

speech level were mentioned by three parents, bringing the 

to ta l of responses involving speech needs to seven. Com

bining the conditions of the mental retardation and 

malformed oral cavities as found, in most children with 

Down’s syndrome, the investigator was not surprised to see 

the emphasis placed on speech by the parents. In addition
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speech is probably one of the most demanded social sk ills  

we have« .

. Also connected with a cardiac abnormality found 

rather frequently in children with. Down’s syndrome is the 

question voiced by three parents: "Should my child have 

heart surgery?" The increased demands on the heart 

caused by the growth of the child and h is .intensified 

activity sometimes make the period of five to nine years, 

old a c r i t ic a l  one.

One of the major goals of the education .program 

for these children is to help them learn sk ills  required 

in personal care. This would include sk ills  such as 

feeding, dressing, and to ile ting  themselves. Washing 

their face and hands, combing their hair, brushing their 

teeth, and performing any other activ ities  which a ttr ib 

ute to general neatness and personal grooming would also 

be involved (Hanson, Daly and Campbell 136.6, p, 63),

Three parents expressed a need associated with self-help 

sk ills  for their children. Their question was: "How can 

I teach my child to care for himself?"

The to ta l number of responses were categorized 

according to whether the parents' concern was (1) physical^ 

(3) social, (3) educational, or (4) psychological- . 

emotional. Placement of concerns into these categories 

was verified by two nurses and two teachers who have
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worked with parents of children with Down’s syndrome.

Unique responses refer to those responses given by only 

one parent.

Data

Table 1

Related to Categories of Parental 
Needs for Parent Education

Unique Total
Category Resoonses Responses

Physical 11 15

Social 12 24

Educational 6 10

Rsy ch.ologi oal - 
Emotional 6 12

Totals 35" 61

Answers to the second interview question indi- . 

cated areas of greatest concern to the parents. Because 

of the small sample, analysis by age categories seemed 

impractical. Question 2 is: "Which is most important to 

you right now? Second? Third?" The results are l is ted  

here.

Host Important Question or Concern 
(each voiced by one parent)

Fathers 1. Speech
2. Wandering from home
3. Future i f  parents are not able

to care for the child'
4. Cataracts in both eyes
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5„ Possible need for heart surgery

Mothers l e Social speech
2. Stubbornness
3. Siblings’ acceptance of child
4. Cataracts of both eyes
5. Discipline

Second Most Important Question or Concern 
(each voiced by one parent)

Fathers 1. Family sociability
2. Overactivity .
3. General health
4, Speech training in school
5, Social potential -

Mothers 1. Playmates
2. Playmates
3. Social potential
4. Individual help at school
5 o Eating habits (proper food)

Third Most Important Question or Concern 
(each voiced by one parent)

Fathers

Mothers

1, Teaching personal care
2, Playmates
3, Social potential
4, Teeth
5, Mental re l ie f  for mother

1. Bedwetting
2. Wandering from home
3. Availability of education in

the future 
40 Teaching personal care 
5, Physical exercise

The investigator believed that the social concerns 

would dominate the l i s t  of top priority questions,; This 

was true of the mothers, but three of the five fathers

indicated a physical concern was of most importance. Of
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the remaining two fathers, one expressed a psychological- 

emotional concern and one an educational concern. No 

father indicated a social concern as top priority . For 

the mothers, one lis ted  a physical concern as top prior- . 

t t y » while four selected a social concern. See Table 2,

Table■2

■Rank Order of Data 
Most Important

■Related to 
Needs for

Categories of the 
Parent Education

Category ■ Fathers Mothers Parents .

Physical 3 1 . 4

Social 4 4

Educational 1 — 1

Psychological-
Emotional 1 1

Totals 5 5 10 '

The" pattern for fathers and mothers was the same 

when selecting the concerns and questions second in 

importance. In each case there were three social, one ■ 

physical, and one educational concern lis ted . No 

psychological-emotional concerns were selected. See 

Table 3,
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Rank Order of 
Important

- Table 3

Data Related to the Second 
Heeds for Parent Education

Most

Category Fathers Mothers' Parents

Social 3 3 6

Physical 1 1 2

Educational 1 1 2

Psychological-
Emotional. -

Totals 5 5 10

Three fathers and two mothers chose a social . 

concern as third in importance« Two mothers chose a 

physical concern9 while only one father selected a physi

cal concern. The remaining father mentioned a 

psychological-emotional concern and the remaining mother 

expressed an educational question. See Table 4.
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Rank Order of 
Important

Table 4

Data Related to the Third 
Need for Parent Education

Most

Category Fathers Mothers Parents

Social 3 2 5

Physical 1 2 3

Educational - 1 1

Psychological-
Emotional ■ i '__1

Totals 5 5 10

Of the to ta l concerns, fifteen were social, , nine 

were physical, four were educational, and two were 

psychological-emotional.

As noted in Table 5, the distribution of concerns 

as lis ted  by the fathers is more evenly matched than is 

the distributions of concerns as given by the mothers.
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Rank Order of 
Important

.Table 5

Data Related 
Needs for Par

to the Three 
ent Education

Most

Category Fathers Mothers Parents

Social 6 9 15

Physical 5 4 9

Educational 2 2 4

Psychological-
Emotional 2. — 2 ,

Totals 15 15 30

Study Question 2

The next section of the interview schedule, 

questions 3 through 8, was so organized as to give the 

investigator data related to the second basic question 

of the study, which was: " If  the needs are being met, 

how, according to the parents, are they receiving the 

information?" The investigator asked the participants 

the third question of the interview schedule: "Are you 

seeking help in bringing up your child?" I f  the answer 

was "yes," the investigator then asked: "In what way?" 

Whereas i f  the answer was "no," the participant was 

asked: "How are you handling the situation?"
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In each case the parent readily answered that he 

was receiving help, and seven mentioned-the school as the 

f i r s t  source of help. One parent mentioned - the. church and 

two named the ir  spouse f i r s t .  Several, at that point, 

mentioned that they could not adequately bring up a child 

without help, outside the home. Also emphasized by the 

parents was the idea that our society is a cooperative one 

and that no child, normal or handicapped, is the responsi

b il i ty  of the family alone. The parents suggested by 

their comments that they had a right to expect help in the 

rearing of their children. For example, "No one- can do i t  

alone," and "We pay taxes,", and "That is what the doctor 

is for," were comments offered.

Question 4 of the interview schedule asked the 

parents to be more specific about how they are receiving 

help. The question presented was: "How are you actually 

getting answers to your questions?" The answers to that 

question were much the same as those for the previous 

questions. The writer showed the parent a prepared l i s t  

of possible sources. They are lis ted  here:

1. Books and pamphlets
2. Clergy
3. Doctors
4. Nurses
5. Organizations
6. Other parents with retarded

children
7. Spouse
8. Child’s school teacher
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Then the participant was asked: "Are any of these

sources helpful in giving you information?" The f if th  

question asked: "Which is most helpful? Second? Third?" 

They were also asked the sixth question: "Are there other 

ways that you actually get answers to your questions?” 

Several parents stated that books and pamphlets had been a 

source of information at one time but they rarely read 

about their child’s condition now. One. parent related 

that books and pamphlets had been most useful to him when 

he began to suspect that his child was mentally retarded.

Some parents said the clergy, was of help to them 

as an individual and as a family, but not in matters re

lated to the child with mental retardation. Nurses were 

lis ted  as a source of information by four participants.

The nurse positions mentioned were: office nurse, two; 

community health nurse, one; and school nurse, one,

While doctors , spouse,. and the child’s teacher 

were lis ted  as helpful by nine of the ten parents, the 

investigator noted that the parents expressed that a d if

ferent kind of information was received from each source. 

Information directly related to mental retardation was 

most commonly given by the teacher. Information from the 

doctor tended to be concerning the physical condition and 

acute illnesses. The. receiving of information from the



spouse was often a result of the spouse having talked with 

another person about a question or concern.

Of the eight sources l is ted , each was selected by 

at least two parents and three sources were selected by,

nine parents. Table 6 demonstrates the responses

Table 6.

Rank Order of Data Related to Sources 
'' ' of Parental Information

Category Fathers Mothers P arents

Doctors 4 5 9

Spouse 5 4 9

Child’s teacher 4 5 9

Other parents. 3 5 8

Organizations 3 4 7

Books and pamphlets 1 3 4

Nurses 2 2 4

Clergy 1 1 2

Totals 23 29 52

The number of sources used for information varied 

greatly. One father stated that his only source was his 

wife. Another parent lis ted  each category as helpful with 

the exception of nurses. The number of sources for
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information used by fathers ranged from one to six. The 

number of sources for information used by the mothers 

ranged from five to seven. The average number of sources 

being used was 5.2,

When the investigator asked the participant i f  any 

other source was of help to him in securing information 

about his child, only one responded "yes," A mother 

stated that a friend who did not have a child with mental 

retardation was her greatest source of assistance and 

information. As will be discussed in Question 7, this is 

contrary to the expectations of most parents.

■ The lis tin g  of the three most helpful sources of 

information by each participant revealed no one source as 

dominant. One father lis ted  only one source of infor- 

mation-~his spouse. This resulted in 2 8 rankings instead 

of the expected 30, In the to ta l  view of the three 

rankings, the child’s teacher was mentioned seven times, 

six times by parents over forty years of age. No other 

pattern was noted among the rankings in either age group. 

The doctor was chosen seven times as well; but i t  should 

be noted that in five times, the lis ting  referred to a 

medical doctor, one time to a chiropractor, and one time 

to a dentist. The one reference to a nurse was identi

fied as _a public school nurse. The weighted scale reveals 

that although the teacher and the doctor were both



50

mentioned by seven parents, the teacher was considered the 

most valuable source of information. See Table 7,

Table 7

Parents' Relative Ranking of the Most 
Valuable Sources' of Information*

Source Fathers'
Scale

Values Mothers
Scale

Values Parents
Scale

Values

Teacher 4 9 3 7 . 7 16

Doctor 2 4 5 8 7 12

Spouse 3 8 2 3 5 ' 11

Organi
zations 2 3 2 5 4 8

Other
parents 1 1 2 4 3 5

Friend «. - 1 3 1 ' 3

Nurse 1 2 •ad ' ' 1 2

* Most valuable source = Weight of 3

Second most valuable source = Weight of 2 

Third most valuable source = Weight of 1

The seventh interview question was asked to find 

out the. type of information given and the member of the 

health team giving i t .  "What help are you receiving from 

health professionals?" was the question asked. The 

replies indicated that the health professionals are giving
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in almost every case information related to the physical 

condition of the child. The information is generally re- . 

lated to a specific illness the child is experiencing at. 

the time the parent contacts the health professional,

. Parents, in discussing how their doctors talk with 

them about the child’s mental retardation, stated: "He 

doesn’t  want me to think about i t , "  or "He says we should 

put S in an institu tion , but we don’t  want to. We just 

talk about the medicine IS needs now," Other parents 

replied: "They don’t  want to talk about i t  because they 

don't know what to t e l l  you," and "They don't know what i t  

is like," Six of the ten parents mentioned that health 

professionals are too busy to spend time talking with them 

about family living concerns related to the child’s mental 

retardation. Four stated that the doctor would talk with' 

them i f  they asked him to, but they fe lt  uneasy about 

requesting his time. One parent remarked that i t  would be 

too expensive since "The doctor charges by the clock," 

Another mother said that the doctor she sees at Crippled 

Children's Service is very helpful, not only medically but 

also "for advice."

Members of the health team mentioned in addition 

to the medical doctor were the community health nurse, 

school nurse, office nurse, dentist, speech therapist, 

chiropractor, and optometrist. As with medical doctors,
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the parents tended to approach these- members of the health 

team with medical questions only« One parent, however,' . 

related that a community health nurse periodically comes 

to the home and has been helpful with counseling in the 

area of family living such as to i le t  training, sleep 

habits, and helping the siblings to understand the child 

with Down’s syndrome,

The eighth interview question was: " If  you could 

choose a way, how would you get answers to your questions?" 

Two of the fathers responded by naming the doctor, while 

the other three preferred the teacher, books, or their 

spouse, Three of the mothers indicated they would prefer 

to get information from other parents of mentally retarded 

children. The other two mothers chose the doctor and the 

teacher. Listed below is a summary for the ten parents 

showing where they would secure information i f  they had a 

choice.

Doctors 3
Other parents 3 
.Teacher 2
Books 1
Spouse 1 '

Study Question 3

Question 9 of the interview schedule was designed . 

as a means of collecting data to give- an answer to the 

third basic question of the study. The question asked:
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"With what .degree of satisfaction do the parents feel that 

th e ir  informational needs are' being met?". The ninth in ter

view question is: "How satisfied  are you with the 

information you are receiving?" The categories from which 

to choose were:

1. Very satisfied
2. Mostly satisfied
3. Mostly unsatisfied
4. Very unsatisfied

Many informational expectations of the parents seemed to 

be centered around their children's physical problems.

For example, one parent stated: "They [doctors] can t e l l  

you about sickness but not mental retardation, but that is

O.K. They're -busy. " - /Another -stated: "My doctor te l ls  me 

medical things but he doesn't know as much about mental 

retardation as I do." He also added: "We can call our

doctor any time, day or n ight," giving the writer the 

idea that again the child’s physical condition was the 

concern.

Speaking about receiving information from the 

speech therapist, one mother said: "You can’t  expect them, 

to talk with every mother. They have too many kids." 

Generally speaking, the comments of the parents were sim

i la r  to the above quotes. In a few instances, parents 

made remarks about help in areas other than the physical 

realm. One father told how the doctor had explained the 

advantages and dangers of heart surgery for the child. A
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nurse had given some practical, suggestions'about how to 

approach the situation of introducing the child with Down's 

syndrome to new friends.:. Other parents stated that the . 

health professionals do not see the to ta l picture. Com

ments were made such as "They make suggestions, but they 

are just hoping they will work," and "They don't give 

re a lis t ic  answers,"

One criterion for giving information seemed to 

stand out above a ll others in the minds of the parents. 

Seven of the ten parents believed that to be helpful, the 

person must have been very eTosely related to a child with 

mental retardation. They related that no amount of knowl

edge can replace experience that comes from having been 

involved oneself. Yet, when responding to the categories 

representing their degree of satisfaction with the amount 

and type of information given them, only one person was 

dissatisfied. This may be related to the fact that par

ents seem to expect only certain types of information. 

Tables 8 and 9 show the responses by categories. See 

page 55,

Study Question 4

The investigator asked a rather broad question to 

obtain information that would answer the fourth basic 

question of the study, which reads: "Do the parents per

ceive the nurse as having a role in giving them
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Table 8

"Data Related to Degree of Satisfaction 
with Information Received '(Over-all)

Category ' Fathers Mothers Parents

Very satisfied 3 ■ 1 • 4

Mostly satisfied 2 4 6

Mostly.unsatisfied -

Very unsatisfied w —

Totals 5 5 ' 10

Table 3

Data Related 
Information

to Degree of Satisfaction with 
Received (Health Professionals)

Category Fathers Mothers Parents

Very satisfied 5 2 7

Mostly satisfied 2 2

Mostly unsatisfied

Very unsatisfied - 1 1

Totals 5 5 10
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information?” The las t  interview question asked: "As you 

see your situation now, could a registered nurse be of 

help to you?" If  the answer was "yes," the participant 

was asked: "In what way?" I f  the answer was "no," the per

son was asked: "Do you think she may be of help to 

others?" ■

One person responded "no" to the f i r s t  question 

and "yes" to the second question.but offered that he had 

no ideas about how the nurse might help others 6 Of the 

nine parents responding "yes" to the question, each 

mentioned medical help first* Two mothers and one father 

suggested counseling in addition to giving medical ass is t

ance. Examples of the type of counseling the parents 

wanted included (1) preparation of the child and parents 

for pending blindness of the child, (2) prevention of the 

child’s wandering from home, (3) acceptance of the child 

by siblings, and (4) preparation for the child entering 

puberty.

The general consensus of the parents was that the 

nurse could be most helpful with "health problems" such 

as (1) a llergies, (2) upper respiratory infections, (3) 

diet, (4) exercises, (5) seizures, and (6) medicine at 

school. Again, i t  was expressed that nurses say "I 

understand," and "I know how you. fee l; but they don’t ."

One mother said that i f  the nurse had actually worked with
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mentally retarded children9 .she could be of more help. 

Another mother, stated: "They need to come to the home and 

see a l l  the problems at once like  we do." Two mothers 

stated that the nurse should be available when the parents 

f i r s t  find out that the child has Down’s syndrome. In 

summary, the parents saw the nurse as having a role in 

giving information, but only three saw her role as ex

tending beyond the medical realm ..

Summary "

The results of this study answered the investi

gator's four basic questions, as lis ted  in Chapter I. 

Fathers and mothers expressed an equal number of questions 

about the ir  children. Parents shared many of the same 

concerns but seemed to have individual needs for infor

mation as well. One-half of the. parents named the child's 

lack of playmates as a concern, making i t  the most common 

problem mentioned. Social concerns accounted for over 

one-third of the 61 responses. Physical, educational, and 

psychological-emotional concerns accounted for the other 

responses.

When naming the top priority  question, the fathers

tended to choose a physical concern, while the mothers

lis ted  a social concern. Results from each parent.

l is ting  the three questions most important to him showed 

one-half of the concerns to be of a social nature.
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Parents received information from a wide variety 

of sources, with the teacher, doctor, and spouse lis ted  

as most helpful, I f  parents were to choose one source of 

information, i t  would be the doctor or another parent.

All but One parent "indicated satisfaction with 

the information they are presently receiving.'

Parents usually see the nurse as a helpful person 

but only in the areas directly related to the "health 

problems" of the ir  child.



CHAPTER V
I

, CONCLUSIONS AND RECOMMENDATIONS

This chapter discusses the conclusions of the 

study and recommendations for further study.

Conclusions '

In this study i t  was found that parents have a 

variety of questions and concerns about their child.

These concerns change from time to time, indicating the 

need of persons in the long-term counseling role. Litera

ture indicated that family development is arrested at the . 

level of the child with Down' s syndrome. The normal pro

gression of the child maturing and leaving home is 

prevented. ■ Parents become concerned for the future and 

ask: "What will happen to our child when we can no longer 

take care of him?"

Parents work together and share information for 

the benefit of the child, but at the same time they have 

individual needs for information. Questions of most 

importance to the fathers were different from those of the 

mothers, making i t  reasonable to assume that they would 

need information from different team members.
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Not only did the fathers and mothers - vary in their 

specific questions but also in the type of concerns; for 

example, physical versus social. - Doctors most often give 

l i t t l e  information outside of the medical realm, while, 

the parents expressed need for information in a ll  of the 

following areas: (1) physical, (2) social, (3) educational, 

(4) psychological-emotional. Parents expressed a hesi

tancy, usually based on the time" factor, in approaching 

doctors for information about mental retardation and 

family living. When given an opportunity to select a pre

ferred source of information, there was l i t t l e  agreement 

among the parents. This would seem to indicate that what 

is satisfying to one parent is not necessarily so for 

another parent. Not only did the parents differ in the ir  

specific choices, but the preferred style showed variance 

as well. Personal and impersonal methods were both men

tioned; example, doctors compared to books.

Also made apparent was the fact that parents seek 

out people with different sk ills  according to the infor

mational need a t that time. Based on the data, i t  seems 

that parents prefer to communicate directly with the in

volved person. This means they may be using several 

sources of information simultaneously. Close teamwork is 

therefore imperative for those involved.
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Discussion with the parents gave evidence that

they s t i l l  have many unanswered questions.and desire par

ent education to be a continuing process« There is a 

strong belief among parents that contact with others who 

have a child with mental retardation is both educational 

and encouraging.

Recommendations for Further Study

Further study is needed related 'specifically  to 

the subject of giving information to parents. Some possi

b il i t ie s  are as follows:

1. Replication of this study using a larger num

ber ■ o'f paT’ehts in the sample.

2. Replication of this study with consideration 

in data analysis given to (a), the age of the parents, (b) 

the culture of the parents, (c) the socio-economic status 

of the parents, (d) the sex of the children with Down is 

syndrome, and. (e) the family constellation.

3. Replication of this study over a period of six 

months using the same interview schedule with the parents 

during the f i r s t  and las t  months of the study. Compare 

the data from the two interviews for sim ilarities and 

changes.

4. Replication of this study with parents whose 

children are of a different (a) age range, (b) diagnosis
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involving mental retardation, and (c) chronic condition;• 

example, physically handicapped,.

5. Re-evaluation of the tool incorporating a 

means of continually reminding the parents to focus only 

on information received rather than assistance in general. 

This revision is particularly needed in Question 7„

6, Investigation of the comparative effectiveness 

of the Virtuoso Model and the Interaction Model in an 

experimental design, .

The above recommendations for further studies are 

offered to assist in the advancement of nursing knowledge 

and service as concerned with parent education and the 

child with Down's syndrome.



CHAPTER VI

■ summary’

Description of the Problem

This descriptive study was based on the assumption 

that parents of children with Down's syndrome have 

questions and concerns related to their children and that . 

they desire parent education« A major emphasis was placed 

on the fact that to be effective, parent education must 

consider the expressed needs of the parents, The nurse, 

by virtue of her knowledge and s k i l l s , is able to offer 

assistance to parents as they seek information„ When the 

nurse is aware of the real issues as the parents see them, 

she is better able to meet that family’s specific needs 

for information. In the study the investigator sought to 

obtain answers to four basic questions. They are:

1. What do the parents perceive as priority 

questions to be answered regarding the ir  child with Down’s 

syndrome?

2. I f  the needs are being met> how, according to 

the parents, are they receiving the information?

3„ With what degree of satisfaction do the par

ents feel that their informational needs are being met?

63
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.. 4o Do the parents perceive the nurse .as having a 

role in giving them information?

The theoretical framework involved philosophies of 

how information can be given to the. parents in a meaning

ful way, The Interaction Model, which provides for the 

prolonged contacts with parents, approaches interpretation 

through questions raised by the parents and seeks to deal 

with their underlying concerns s was favored (Stephens 

1969, p. 59). A review of related lite ra tu re  in Chapter 

II supported the fact that the trend is to actively in

clude th.e parents on the team making decisions concerning 

their child.

Procedure

A structured interview of ten major questions was 

composed to aid the investigator in data collection. The 

tool was revised after a p ilo t study involving six parents 

was. conducted. .

Principals of two public schools for exceptional 

children in a metropolitan area cooperated by giving the 

investigator names of parents who met c r ite r ia  for the 

sample as determined by the investigator. The five sets 

of parents were Anglo-American and willing to participate 

in the study. The children of these parents met the 

following criteria : (1) have a formal diagnosis of Down's

syndrome, (2) be five to. nine years old chronologically,



65

(3) be living at home with. both parents, CM-) be Anglo- 

Americans, (5) be the only mentally retarded child in the 

nuclear family, (6) be currently enrolled in a public 

school for exceptional children.

Husbands and wives were interviewed separately 

but' on the same day. The interview took place in the home 

of the participants and took an average-of 32 minutes to 

complete. The major limitations were the small sample 

size of ten parents and the fact that only one interview 

was conducted with each parent.

Findings

The data obtained were compiled, interpreted, and 

related to the four basic questions of the study.

Study Question 1: Each of the 61 questions and

concerns lis ted  by the parents was placed into one of the 

following categories: (1) physical, (2) social, (3) edu

cational, and (4) emotional-psychological. I f  there was 

any doubt in the investigator's mind as to which category 

the item belonged, the participant was asked to explain 

why the concern was important to him. Verification of 

category placement was made by two nurses and two teachers 

with experience in working with parents who have children 

with Down's syndrome.

Two concerns were mentioned by three of the five 

fathers. These were: (1) lack of adequate speech training
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in school, and (2) future of the child should neither par

ent be able to carry the responsibility for his care,

Four of the five mothers were concerned because their 

children had no 11 real playmates," The lack of playmates 

was lis ted  as the most common problem, with one-half of 

the parents discussing i t .  Over one-third of a l l  the 

questions and concerns mentioned were of a social nature,

Three of the five fathers related a physical con

cern when asked to choose the question of most importance 

to them right now. A social concern was of most impor

tance to four out of the five mothers, When each of the 

ten parents lis ted  his three most important questions, 

one^half were social concerns. Physical, educational, and 

psychological-emotional concerns accounted for the other 

responses.

Study Question 2: The data collected showed

clearly that parents receive information from a' wide vari

ety of sources. The three sources lis ted  as most helpful 

were: (1) teacher, (2) doctor, (3) spouse. Information

obtained from the teachers usually dealt with mental re

tardation, while the doctors tended to give purely medical 

information. The receiving of information from the spouse 

was often a result of the spouse having talked with 

another person. If  parents were to choose one source of 

information, i t  would be the doctor or another parent.
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Study Question' 3: All but one parent indicated

satisfaction with the information .they are presently 

receiving.

Study Question 4; The general consensus of the 

parents is that the nurse is helpful, but only in the area 

of "health problems." Only three parents saw the nurse’s 

role as extending beyond the medical realm.

Conclusions

The data obtained from the interviews suggested 

that parents a re .generally satisfied  with the ir  present 

method of securing information about their child with 

Down's syndrome, but they feel the need for a continuing 

parent.education program. At the present time, teachers 

are usually responsible for information given in the areas 

of mental retardation and family living. The health pro

fessional's role in giving information to the parents 

seems to be purely medical. The parents do not seem to 

perceive the scope of nursing service available to them,

Recommendations for further study include repli

cation of this study, using a larger sample in which the 

data analysis might be expanded to include the age, 

socio-economic status, and culture of the parents. 

Attention could be given to the sex of the child with 

Down' s syndrome, as well as his position in the family
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constellation. There would be an advantage in conducting 

the study over a period of .six months 9 -using the same 

interview schedule during the f i r s t  and last month, A 

comparison of the two interviews could be made for simi

la r i t ie s  and changes. Replication of this study, using 

parents whose children are of a different age range or 

have a chronic condition other than Down * s syndrome, might . 

be of value, A revision of the tool incorporating a 

means of continually reminding the parents to focus only 

on the aspect of informational needs is worth consider

ation. An investigation of the comparative effectiveness 

of the Virtuoso Model and the Interaction Model would be 

of value.

Hie hope is that as parents are called upon to 

make d iff icu lt  and far reaching decisions concerning the ir  

child with Down’s syndrome, nurses will be prepared to 

assist them.
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S,U.P.O. Box 9543 
Tucson, Arizona 

85720 
February 18, 1972

Dear •

This le t te r  is in reference to our conversation 
regarding the population sample for my thesis survey among 
parents who have a child with Down's syndrome, Thank you 
for your willingness to help me, I have received the 
names of the parents you selected and will be contacting 
them soon for an interview at the ir  convenience.

The information you requested about my study is 
given here. In this study, there are four.basic questions 
to be answered. F irst, what do the parents themselves 
perceive as priority.questions to be answered regarding 
their child with Down's syndrome? Second, to what extent 
do the parents feel that these informational needs are 
being met? Third, i f  the needs are being met, who, 
according to the parents, is primarily responsible for 
this? Fourth, do the parents see the nurse as having a 
helping role In the rearing of their child?

No names will be used. The interview will take 
approximately twenty minutes for each parent, The chil
dren themselves will not be involved in the survey.

If  you have any further questions, please do not 
hesitate to contact me. My telephone number is: 62 3-9 477,

Again, may I express my appreciation for your
help.

Sincerely yours,

(Miss) Sharon Wilson
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B.U.P.O. Box 9543 
Tucson9 Arizona 

85720 
February ____, 19 72

Dear Mr. and Mrs.'■......................... :

1 am a registered nurse who is doing graduate 
study at The University of Arizona. Presently I am in
volved in a survey to find out from parents who have a 
child with Down's syndrome how nurses might be of help to 
them, , The principal of the school where your child 
attends is aware of my study and has given his approval,

Would you please, allow me to come to your home 
for an interview with you? I would talk with each of you 
separately and need about 20 minutes for each interview. 
Your child will not be involved in the studyi No names 
w ill  be used in the written survey result-s.

Your participation in the survey is on a volun
tary basis. I shall contact you by telephone sometime 
during this coming week and will be happy to answer any 
questions you might have. Should you decide to be a part 
of the survey we can agree upon a convenient time for the 
interview.

Thank you for your time« I appreciate your 
consideration.

Sincerely yours,

Sharon Wilson
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Family Information

Name: ■ ■ ■ ■_____^^_______-

Address:

Age of .husband: _________

Age of wife: ________

Age and sex of a ll  the children:

Age and sex of child with Down's syndrome:

Year in public school for the child with 
Down's syndrome: ____________________________
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Interview Questions

1. Would you please te l l  me some of the. questions or 
problems you have concerning your child right now?

2. Which is most important to you right now? Second? 
Third?

3. Are you seeking help in bringing up your child?
"Yes". - In what way?
"No" -  How are you handling the situation?

4. How are you actually getting answers to "your
questions? Are any of these sources helpful in
giving you information?■

a. books and pamphlets
b. clergy
c. doctors
d. nurses.
e . organizations

jo.ther parents with mentally .retarded children 
g, spouse
hi '.child’s school teacher

5. Which is most helpful to you right now? Second?
Third?

6. Are there any other ways you are getting answers to 
your questions?

7. What help are you receiving from health professionals?

8„ I f  you could choose a way 9 how would you get answers 
to your questions?

9. How satisfied  are you with the information you are 
receiving?

Very satisfied  
Mostly satisfied  
Mostly unsatisfied 
Very unsatisfied

10 6 As you see your situation now, could a registered nurse 
be of help to you?
"Yes" - In what way?
"No" - Do you think she may be of help to others?
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Statements .and Questions for Interview Direction and Focus 

Should one of the following events occur the investigator
used a predetermined response

SITUATION

Defensive or hostile 
response

Evasive answer or not 
enough on the subject

Too lengthy, or off 
the subject

Encouragement.to proceed

Answer leading to 
ambiguity in category 
placement

Summary to statements 
needed

RESPONSE

"Let me ask i t  another 
way „"

"Could you go on? I t  is 
important to me."

"This is interesting, but 
what I really need to know 
is restate question ."

"I can see that would be 
important to you. Could 
you go on?"

"Tell me more about that,"  
or "Why is that important 
to you?"

"Do I hear you saying that 
summarize statements
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INTERVIEW SCHEDULE FOR PILOT STUDY

Interview Questions

1. Would you help me identify some of the problems that 
parents have in rearing a child with Down's syndrome?

2. Are any of these a concern to you now?

3. Are you seeking any assistance for your problems?

"Yes" “ From whom? Where?
"No" - How are you handling the situation?

4« Are you getting answers to your questions?

5. How would you like to get answers to your questions?

6 . where are you actually g e t t i n g  answers to your 
questions? Are any of these sources helpful?

1. Books and pamphlets
2. Clergy
3, Doctors
4. Nurses
5. Organ!zations
6. Other parents with mentally retarded children
7. Spouse
8. Child's school teacher

7. How satisfied  are you with the help you are receiving? 
Show categories

1. Very satisfied
2. Mostly satisfied
3, Mostly unsatisfied
4, Very unsatisfied

8. How might a nurse be of help to you now?
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APPENDIX D

STATEMENT REGARDING PROTECTION OF 

HUMAN RIGHTS IN RESEARCH

I have examined the proposal entitled  P ARE NT EDUCAlION 

AND THE CHILD WITH DOWN'S SYNDROME

as s u b m it t e d  by Sharon M arie W ilson
(name of person submitting proposal) ~

a G raduate Student Gf th e  College of
(position of person)

Nursing, and find that there is appropriate provision for

protecting the rights and welfare of any human subjects

that may be involved in the project.

Date: Q ^ ? > c i / f ' /W S i g n a t u r e : • : v _ ? , .. •

j

^ v -  / j  C - J ^  c ' / /  .7  /  A?..- /  7  t  ^

Relationsnip (thesis chairman,
etc. )
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