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THE EFFECT OF INSTRUCTIONAL NURSING INTERVENTION ON

MOTHERS OF CHILDREN WITH SPINA BIFIDA WITH MYELOMENINGOCELE

ABSTRACT

Patricia Dotson Scearse

Problems relating to the care of myelomeningocele children
have recently emerged. Prior to 1960, ninety per cent of the child-
ren died before the age of one year, Present treatment methods make it
possible for approximately seventy per cent of the infants born with
myelomeningocele to survive past one year of age. The physiological
problems of the myelomeningocele child are related to the location
of the defect and amount of spinal cord tissue which is involved in
the lesion. Classifications of spina bifida were defined and describ-
ed, and physiological problems of the child including hydrocephalus,
urinary and gastro-intestinal abnormalities and absence of lower
extremity innervation were discussed.

Mothers of children with spina bifida with myelomeningocele
composed the sample for this quasi-experimental study. The purposes
of the study were: (1) to obtain information concerning the parents
of children with myelomeningocele which related to unmet needs and
unsolved problems of the parents and other family members; and, (2)
to systematically investigate the effect of instructional nursing
intervention conducted by a professional nurse in the homes of the

parents.
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A family information survey form was completed by the in-
vestigator on all families participating in the study. Data was
collected concerning the following factors: (1) socio-economic
status; (2) educational background of parents; (3) race; (4) maternal
age at birth of child; (5) obstetrical history; (6) marital status;
(7) causes of stress for parents during the intial period after
birth; and, (8) unmet needs and unsolved problems encountered by
parents of myelomeningocele.

A conceptual framework was developed from selected crisis
intervention concepts and presented in an open systems model.
Elements of the model were supported by literature review and ob-
servations of the investigator in clinics, hospitals and homes of
participating parents. The model described the unique experiences
of the parents of myelomeningocele children. The experience of the
parents following the birth of the child was identified as a critical
period in the lives of the parents. 1In a critical period the ability
to cope with the problems encountered may permanently influence
future behaviors and adaptations. A teaching protocol was construc-
ted from information obtained from parents of older myelomeningocele
children during a previous exploratory study. A synchronized audio-
tape teaching tool consisting of a 22% minute audio and 55 color
slides was developed and tested. The purpose of the audio-visual
tool was to provide a set for the experimental families and to
define the parameters of the teaching protocol.

The twenty families composing the sample were assigned to the
experimental and control groups by the investigator on the basis of

the age, sex, and degree of disability of the myelomeningocele child.
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The pretest and posttesting of the experimental and control groups
and the teaching sessions presented to the experimental group were
all conducted in the homes of the participating families. The test-
ing instruments included the Tennessee Self-Concept Scale by William
H. Pitts, The Elias Family Adjustment Test, and a multiple choice
test on aspects of myelomeningocele constructed and tested by the
investigator. The degree of disability of the myelomeningocele
child was assessed by an adaptation of the Scherzer-Gardner Rating
Scale.

Nonparametric statistical methods were used to test the
ordinal data obtained. Analysis of pretest data indicated the ex-
perimental and control groups were similar on the five study vari-
ables at the time the study began. Significant correlations between
the following variables were found utilizing Spearman Rho Rank Order
Correlations:

(1) High degree of disability of the myelomeningocele child
and high level of self-concept of the mother.

(2) High degree of disability of the myelomeningocele child
and high level of understanding of the mother of the child's
condition.

(3) High self-concept of the mother and high level of under-
standing of the mother.

Implications of these correlations were explored.

Hypotheses were tested utilizing the Kolmogorov-Smirnov two-

sample test for small samples and the Wilcoxon Sign Test for Differ-

ences Between Related Samples. Significant differences were found



4

between pretest and posttest scores of understanding of the mother
and the self-criticism subscale of the Tennessee Self-Concept Scale.
The results indicated that the understanding of the mothers of myelo-
meningocele children increased significantly following the teaching
sessions and that the defensiveness of the mothers, as measured by
the self-criticism subscale, was significantly decreased. The impli-
cations of the study for clinical nursing practice and for further

research were discussed.
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CHAPTER 1
INTRODUCTION AND THE PROBLEM OF SPINA BIFIDA
INTRODUCTION

Well, when you first get the news, it's a shocker all
right. At first you don't believe it...you think they have
made a mistake or that they had the wrong baby or something
and that they'll come back and tell you that everything is
all right...but it doesn't happen that way. 1In fact, every
time they come back they have something worse to tell you.
Then it starts to dawn that it is all true and I thought,

"Oh, my God, why me? Why us?" And I just wanted to scream
out that it wasn't true and I didn't think I could stand
thinking about it.!

The woman speaking in the above quotation was responding
to a nurse researcher who had asked a question regarding the
mother's initial reactions to the news that her baby had been born
with a birth defect. The defect is known as spina bifida with
myelomeningocela.

Spina bifida with myelomeningocele is among the most common
major congenital malformations known to medical science. Out of
every one thousand live births, approximately two infants will dem-
onstrate some form of spina bifida. Until a few years ago spina
bifida with myeleomeningocele was considered to be virtually incom-
patible with life. Aggressive medical and surgical management of

infants born with myelomeningocele has resulted in lowering the

lQuotation from interview with mother of spina bifida child,
January, 1972.
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mortality rate from 90 per cent to less than 30 per cent in under
a decade. The surviving children demonstrate varying degrees of
paraplegia and manifest complete or partial urinary and rectal in-
continence. Seventy to 80 per cent of the surviving children
require surgical treatment for hydrocephalus. Some of the surviving
children are mentally retarded regardless of the quality of treatment
received.

Each year children with myelomeningocele defects comprise an
increasingly larger percentage of the total number of children who
receive care at major rehabilitation centers, orthopaedic facilities,
schools for the physically handicapped and at residence care facili-
ties. The spina bifida population now exceeds the number of survivors
of the thalidomide-induced limb deformity population (Swinyard, Sha-
hani, 1966). It has been projected that at current incidence and
survival rates, the total number of children chronically handicapped
by myelomeningocele birth defects will soon exceed the number of
permanently incapacitated patients effected at the peak of the polio-
myelitis epidemic of 1947-1958 (Lightowler, 1971).

The impact of spina bifida on the quality of life of the
surviving children and their families has received scant attention
in the literature. This dearth of information concerning the effects
of the child on family life and structure may be attributed to the
fact that successful medical management of the birth defect and
reduction of the mortality rate has been accomplished in a rela-
tively short period of time. Studies have shown that parents who
have had one infant with myelomeningocele experience a higher risk
for giving birth to myelomeningocele infants in future pregnancies (Hare

and others, 1966; Lorber, 1971; Austin, Lindgren, 1972). Little



information is available, however, concerning the reactions of
parents to the increased risk, preferences of parents as to future
pregnancies, or the nature of the information presented to parents
relative to the increased risk. One study of 107 mothers of spina
bifida children indicated less than 50 per cent understood the in-
creased risk to further pregnancies (Walker, Thomas, Russell, 1971).
Increased numbers of children with myelomeningocele who need long
range medical management and supervision have been reported (Hide,
Semple, 1970; Bensman, Long, Merrill, Horrobin, Easton, Lai, 1971),
but little attention has been given to the needs and problems of the
parents and family members who are responsible for the daily require-
ments of the child.

Because of the dearth of information concerning the unique
problems and unmet needs of families who are providing day to day
care of children with spina bifida, the following factors need to be
studied: (1) The emotional factors involved in parenting such a
child; (2) The total impact on family life and family structure of
parenting a spina bifida infant; (3) The kinds of help and profes-
sional services needed; and, (4) The efficacy of specific types of
teaching and counseling by professional persons. When such informa-
tion is available, programs can be designed which will respond
efficiently and effectively to the needs of families of children with

myelomeningocele.



PROBLEM DELINEATION AND PROBLEM STATEMENT

Problem Delineation

In the Fall of 1971, the author conducted an exploratory
study. The goals of the study were two-fold: (1) to gather informa-
tion concerning coping patterns and mechanisms demonstrated by par-
ents of children with myelomeningocele; and, (2) to determine what,
if any, problem areas existed in the coping patterns of parents of
children with myelomeningocele. An interview schedule was designed
and tested which emphasized the concerns, needs and problems of the
parents in the initial period following the birth of the infant and
the changes which had occurred in the life style of the family since
the birth of the affected child (Scearse, 1971).

"I don't mind talking to you about Jennie," commented one
mother during the exploratory interviews. "I still spend hours when
I should be working or at night when I'm trying to sleep going over
and over it all again in my mind. I guess it's not healthy, but I
do it." "I don't think of the future," stated another mother, "I
don't want to know what she's going to be like in five or ten years.
I want to know did I do right."

In another interview, a mother commented, "Of course, who
knows what causes all the infections? I remember I had to 'milk'
his shunt 10 times every hour when he was awake and then put this
big lamp on his back. It took three or four weeks for the skin to
grow over where he didn't have any. I didn't ever know if I was
doing the right thing--I still don't but he's alive. I was very

frightened I wasn't going to be able to handle it all; but, day by



day, you learn...; but every time he would cry at night I would think
'shunt' and wonder if I had done something wrong."

A father interviewed voiced content with their decision but
also offered some insight into the problems of other parents when he
said, "I can understand why they prepare you for the worst, but at
the time I thought they were kind of cold... They said right off
that the chances of the baby living were something like 70/30 or
whatever, if they didn't operate, and if they did operate there was
a chance of paralysis for the rest of his life with no bladder or
bowel control. It was a hard decision. The main thing at the time
seemed to be to save the baby's life, so we O.K.'d the operation...
he's coming along so good we are sure we were right, but what if he
hadn't...?"

One mother of a child with low disability said emotionally,
"He [the doctor] was very - very - well, he told me these babies
usually die at birth - oh, he just - I was more upset by what he had
to say than the fact something was wrong with her... I still just
can't stand that doctor..." Another mother commented concerning
the physician who had given her the news concerning the infant, "I
told him to get out and never come back unless my husband was with
me. . . I was never so angry as I was at him--and still am in fact.
I'd walk a city block to avoid seeing him face-to-face."

These quotations are examples of the behaviors noted in the
exploratory study. Content analysis of the tape recorded interviews
at the conclusion of the study provided support for the premise that

patterns of behavior were apparent in the families interviewed.



These patterns were indicative of maladaptation and unsuccessful
resolution of the basic problems arising from the birth of the
infant with myelomeningocele.

Behaviors that were consistently observed in the interviewed
families included: (1) preoccupation with the past; (2) reworking
of previous decisions concerning care and treatment of the child;

(3) denial of information concerning myelomeningocele that had pre-
viously been presented; (4) difficulty in meeting the needs of today
and planning for the future; and, (5) easily evoked anger, specifi-
cally directed toward an individual concerned with the early treat-
ment regimen of the infant or, diffused to the point where the par-
ents reported being "angry at the whole way it was handled". The
behavior patterns observed in the families studied differed from the
functional "chronic sorrow" reported by authors in the field of
parental adjustment to the chronically handicapped child (Olshansky,
1962).

The findings of the preliminary investigation suggested that
many problem areas existed in the coping patterns of the parents of
children with myelomeningocele, and that many such parents had failed
to achieve a successful adaptation. A research study was then de-
signed to investigate the effects of professional nursing interven-
tion on the understanding and adaptation of mothers of children with

myelomeningocele.



Problem Statement

What are the effects of instructional nursing intervention
on the understanding, self-concept and adaptation of mothers of

children born with spina bifida with myelomeningocele?

Purpose of the Study

The purpose of the study was to determine whether profes-
sional nursing intervention in the form of instructional sessions
conducted in the privacy of the clients' homes would positively
effect the understandings, self-concepts, and adaptations of mothers
of children with the clinical diagnosis of spina bifida with myelo-
meningocele. There were two major objectives:

l. To obtain information concerning the parents of children
with myelomeningocele related to unmet needs and unresolved problems.

2. To systematically investigate the relationship between
instructional nursing intervention conducted by a professional nurse
and the understanding, self-concept, and adaptation of mothers of
children with myelomeningocele.

The first objective was met through analysis of a preliminary
interview administered to each family participating in the study.
The second objective of the study was investigated by means of a
quasi-experimental research design. The data collected can be used
as a scientific basis for the planned discharge programs for other
families of myelomeningocele infants. When many similar studies in-
vestigating the results of planned nursing intervention with parents

of other chronically handicapped children are available, the results
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of the studies may provide a theoretical basis for the formulation
of a theory of nursing intervention in families of chrcnically ill

children.

THE NATURE OF SPINA BIFIDA WITH MYELOMENINGOCELE

Definitions and Classifications of Spina Bifida

Spina Bifida literally means cleft spine. Stedman (1972)
defined it as "...a limited defect in the spinal column, consisting
of absence of the vertebral arches, through which spinal membranes,
with or without spinal cord tissue, may protrude.”" In practice, no
standardized terminology exists, although many classification systems
have been proposed (Smith, 1965; Swinyard and Shahani, 1966; American
Academy of Orthopaedic Surgeons, 1972). The need for definitive
terminology was cited by Smith in his 1965 ﬁonograph when he stated
that it.was necessary to differentiate between a "clinical syndrome"
and a "pathological state" of the defect. He suggested that much of
the confusion stemming from present usage of terms concerning spina
bifida arose from the attempt to make clinical diagnostic terminology
conform to pathological distinctions. Smith (1965) was the first to
present a formal classification system for the defect. Although the
system has not been widely adopted, it has served as the basis for
many adaptations of classifications.

A review of related research on spina bifida by the author
revealed discrepancies in the reported incidence rates, survival
rates, and the severity of the chronic disabilities. Since the dis-

crepancies may be a function of the differences in the system of



classification employed by the researcher, it is essential that
studies of spina bifida make explicit the classification used by the
researcher.

Three major systems of classification of spina bifida defects
are summarized in Table 1.1, and the various spina bifida defects are
illustrated in Figure 1l.1. Smith's definition of spina bifida
occulta listed in column one, states that there may or may not
be changes in the overlying skin and pathological changes in the
spinal cord. In Bunch, Cass and Bensman's classification, spina
bifida occulta has no external evidence of the underlying pathology
that can be detected at birth. The definition of spina bifida
occulta, under closed defects, states that there may be a minor
surface lesion such as a hairy patch or dimpling, but may not be
an open lesion. Examples of such discrepancies are found throughout
the various classification systems. Lipomas are listed under
meningoceles in the Bunch, Cass and Bensman system, but in closed
defects along with spina bifida occulta under another system. The
importance of the discrepancies becomes apparent when results of
research studies on spina bifida populations are examined. Compar-
isons of the results of studies on the incidence, effectiveness of
various treatment methods, and mortality and survival rates are
meaningless unless the investigator reporting the studies makes

clear the system of classification upon which the study is based.
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Normal Vertebra Spina Bifida Occulta
and Spinal Cord

Meningocele Myelomeningocele

Figure 1.1. Normal Vertebra and Spinal Cord and Various
Spina Bifida Defects.
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There are several issues on which authors agree. These
include:

1. Spina bifida occulta, regardless of the system of classi-
fication, is of little clinical significance unless the client pre-
sents symptoms. Some authors have estimated that as many as 50 per
cent of the "normal" adult population may manifest some form of spina
bifida occulta (Swinyard and Shahani, 1966; Swinyard and Sansari,
1969).

2. True meningoceles with cystic distention of the meninges
with a fluid filled sac or a condition of attenuated meninges in
which nerve impulses are conducted normally, are very rare (Doran
and Guthkelch, 1961; Smith, 1965).

3. Myelomeningocele is a serious and life-threatening condi-
tion demanding immediate assessment of the infant's neurological,
urological and orthopaedic involvement. A prediction of probable
potential for survival and development must be made on which to base

a decision.concerning the treatment regimen instituted.

The Presenting Infant

The defects demonstrated by infants born with myelomeningo-
cele represent several major physiologic systems and related anatom-
ical components.

The local lesion. A bluish-white or translucent sac pro-

trudes from an incompletely formed vertebra(e). The defect may occur
anywhere along the vertebral column, but the most common site is the
lumbar-sacral area (Dadell-Ribera, Swinyard, Greenspan, Deaver, 1964;

Swinyard and shahani, 1966). Elements of the dysplastic spinal cord
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usually adhere to the inner lining of the sac. The sac may be flat
without distension at birth, but will soon fill with cerebral spinal
fluid.

The skin. Normal skin is usually present around the base or
"neck" of the sac, but it is thin and "...at the summit of the mass
[the lesion] is devoid of skin" (Smith, 1965). The skin may slough
off, but evidence of epithelial growth is soon seen and the lesion
may eventually heal over completely. An untreated myelomeningocele
may finally resolve into a thick, scarred area.

The skull. The head size at birth ranges from normal to
grossly enlarged. Bones forming the fontanelles are frequently
more widely spread than normal and the fontanelles may bulge if
intercranial pressure is high. It is estimated that between 70 and
90 per cent of myelomeningocele infants will develop progressive
hydrocephalus (Eckstein, 1972; Lorber, 1971; Bensman, Long, Merrill,
Horrobin, Easton, Lai, 1971). The relationship between the size of
the skull and the amount of hydrocephalus is not a direct one.
Hydrocephalus can progress without an apparent increase in cranial
size. Many physicians advocate that routine ventriculography
(Lorber, 1961; Ransohoff, Mathews, 1969) be used in conjunction with
the clinical indicator of head circumference as diagnostic measures
of the amount of hydrocephalus present.

The urinary tract. Abnormalities of the urinary tract range

from neurogenic bladder at birth (Bunch, Cass, Bensman, Long, 1972)
to developmental abnormalities of the upper urinary tract. These

upper urinary tract abnormalities result from bladder distention,
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continual increased pressure in the bladder, ureters, and kidneys
and eventual destruction of urinary tract tissue. After the age of
two years, urinary tract infections and urinary tract failure are
the cause of an increasing proportion of deaths of children with
myelomeningocele. After five years of age, they are the major cause
of death (Smith, 1965; Morales, 1969).

The lower extremities. Weil (1972) states there is a "...

predictable correlation of the degree of lower extremity deformity
with the level of the lesion" along the vertebral column. Nearly
every infant with myelomeningocele will have some orthopaedic compli-
cations. Both flaccid and spastic paralysis are common. Deformities
may result from muscle imbalance or from contractures due to intra
and extra uteral posturing. Some indication of the range of ortho-
paedic defects demonstrated by children with myelomeningocele can

be assessed on the basis of Lorber's (1971) report of 134 children.
Forty-nine per cent of the children Lorber studied were chairbound

or could ambulate only with maximum amounts of orthopaedic appli-
ances. Eighteen per cent walked with the aid of crutches, and
thirty-three per cent walked without aid or with minimum amounts of
orthopaedic appliances. This information is presented in Table

1.2,

Sharrard (1972) has estimated that if the ability to walk
more than twenty-five yards independently with or without help of
bracing is used as a criterion, 75 per cent of the surviving children
with myelomeningocele should be able to walk, regardless of the level
of paralysis. This assumes optimum therapeutic and rehabilitative

management from the day of birth.
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TABLE 1.2
LOCOMOTION OF SURVIVING MYELOMENINGOCELE CHILDREN

Mobility Functioning Number Per Cent
Normal extremities, walks without aid 17 13
Walks with limp, no aid 15 11
Waddle walk with sticks 12 9
Walks with calipers and/or crutches 24 18
Walks with extreme caliperage, uses wheelchair 10 7
Walks very little with chestband and wheeled trunk 15 11
Chairbound 41 3l

Total Sample 134 100

The lower gastro-intestinal tract. The majority of myelo-

meningocele patients will have a neuropathic bowel. Approximately
50 per cent will have rectal incontinence as judged by "social
criteria" used in a recent study (Eckstein, 1972). Attempts to
correlate rectal function in the individual child with the level of

the lesion or the degree of limb paralysis have been unsuccessful.

Historx of the Treatment of Mzglomeningocele and the Change in
Prognosis

Although the birth defect now known as spina bifida has been
known to physicians for more than 2000 years (Swinyard and Shahani,
1966), the clinical literature prior to the seventeenth century was
essentially descriptive in nature and devoid of treatment methods

or care considerations. Surgical treatment for the condition was
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first attempted in the 1600's by a physician named Tulpius (Ingraham,
1943). Sporadic attempts at treatment were recorded in the litera-
ture during the following two centuries, but the focus of interest
in myelomeningocele continued to center around enhancing medical
knowledge concerning the pathology and physiology of the defect.

During the nineteenth century, interest increased in attempt-
ing to find successful surgical treatment methods for the back
lesion and the orthopaedic problems. By the mid-1800's the condition
was occurring frequently enough to prompt the Clinical Society of
.London to appoint a committee to investigate the treatment and
survival rates of spina bifida cases. In 1885 this committee pub-
lished its report on eighty-three cases of myelomeningocele and
forty-two related conditions. Treatment methods employed at that
time included aspiration, excision, ligation and injection of
sclerosing solutions. The committee recommendations strongly advised
against all treatment procedures other than injection, preferably
with Dr. Morton's iodoglycerine solution (Doran and Guthkelch, 1961).
It was the expressed opinion of the committee members that any other
treatment method increased the chances of infection and caused
further damage to neural tissue included in the sac.

After publication of the Clinical Society committee report
in 1885, attempts at surgical correction were all but abandoned.
Around 1900, with the institution of aseptic technique, surgery on
the lesion on the back and aspiration of the hydrocephalic head
enjoyed a brief period of renewed popularity. However, in 1914,

Dandy and Blackfan (Smith, 1965) first expressed the theory that it
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was early surgery on the spinal defect that caused or served as the
precipitating factor in the development of hydrocephalus. Dandy and
Blackfan reasoned that the spinal sac acted as an absorbing surface
for the cerebral spinal fluid and that removal of the sac resulted
in disturbance of the dynamics of the absorption process. The
acceptance of this theory, probably coupled with the continued
discouraging results achieved by the surgical treatment methods,
ushered in a period of conservative treatment that was to last until
the 1960's. Studies of infants with spina bifida who received no
treatment from birth (Laurence, 1967a; Laurence and Tew, 1971),
indicate an 85-90 per cent mortality rate.

Smith (196S5S) summed up the attitudes toward treatment of
myelomeningocele prior to 1960 by stating, "It is probably true
that the classical neurosurgical approach has been to delay operation
for as long as possible." Smith analyzed the major premises of this
position to be: (1) the desire to allow "natural selection" to take
place in order to do surgery only on those infants whose neurological
status made further survival desirable; (2) the theory that early
surgery precipitated increased hydrocephalus; (3) the belief that the
surviving non-operated child would have less lower extremity disabil-
ity by avoiding surgical trauma to nerves and spinal tissue in the
sac; and, (4) the desire to eliminate needless surgery for those
infants who would die in spite of all treatment.

In 1959 Dr. John Lorber and the staff of the University of
Sheffield, Department of Child Health, began an intensive study of

infants born with myelomeningocele. It was the belief of this staff
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that sufficient advances had been made on shunting devices (Holter
and Pudenz valves) for the treatment of hydrocephalus, in medical
management of severe infections, and in the field of orthopaedic
surgery to justify active and aggressive treatment of all infants
with spina bifida. The Sheffield study, published in 1961, dis-
credited the previously held theory that early repair of the spinal
lesion aggravated or intensified the ensuing hydrocephalus. The
report of the Sheffield study and the decrease in mortality rates
obtained, resulted in wide-spread adoption of policies of early
closure of the back lesion, early treatment of the hydrocephalus
with sophisticated shunting procedures, and the administration of
widespectrum antibiotics and sulfonamides to reduce and control
infection. As a result of this change in philosophy toward treat-
ment, recent studies have indicated that up to seventy-five per cent
of the infants so treated will survive (Rickham, Mawdsley, 1966;
Hide, Semple, 1970; Katzen, 1971; Lorber, 1971).

In less than a decade of treatment under the new "aggressive
treatment regimen" myelomeningocele had become not only one of the
most common major congenital malformations, but also a primary cause
of multiple handicapped children (Freeman, 1974).

An interesting backlash to the early treatment program has
recently developed. Some physicians are openly questioning the
advisability of treating all spina bifida children (Matson, 1968;
Zachary, 1968; Lightowler, 1971). Matson at the Children's Hospital
Medical Center and Harvard Medical School has never adopted a policy

of treating all infants. He has stated,
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Some surgeons will wish to ignore considerations of any

moral or social issues and operate upon every patient as

soon as possible; Others will wish to ignore all decisions

by referring every patient on to someone who professes

special interest in this area. I think most responsible

neurosurgeons, however, will wish to evaluate all the

factors involved and try within the limits of experience

and judgement to arrive at the best decision for the

particular patient at hand (Matson, 1968:226).
Eckstein (1972) believes that until such time as the community and
State are willing to make the medical care, educational opportuni-
ties, vocational training facilities and sheltered employment places
that are necessary available to the surviving individuals, it may be
more unjust to the "unfortunate children" born with myelomeningocele
to treat them than to allow them to die. Lightowler argues that it
seems undesirable "to promote a nationwide policy of early closure
of myelomeningocele...since to produce survivors who are then uncared
for would be worse than to fail to produce survivors at all."
(Lightowler, 1971:387). At the present time, it appears that the
advice which will be given the parents concerning the advigability
of treatment of the infant and the treatment regimen utilized with
each infant born with myelomeningocele will be determined according

to where the child is born and the prevailing philosophy of the

physician responsible for the care of the infant.

Etiology of Spina Bifida with Myelomeningocele

There is no agreement concerning the specific etiology or
exact pathology of the various forms of spina bifida. 1In 1769,
Morgagni reported that the spinal lesion was a result of the in-

creased pressure of the cerebral spinal fluid from the hydrocephalic
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head which developed in embryo (Bunch, Cass, Bensman, Long, 1972).
According to Morgagni, the increased pressure descended through the
neural tube to the spine and forced the bones of the vertebrae apart
while they were still forming. Von Recklinhous suggested in 1886,
that the spinal defect was caused by a failure of the neural tube to
close and was a form of anencephaly, totally independent of the
hydrocephalus defect (Doran and Gulthkelch, 1961). It has recently
been hypothesized that the hydrocephalus which is frequently associ-
ated with myelomeningocele originates because of the open nerve plate
in the spinal cord which permits an imbalance of tissue pressure to
exist within the central nervous system (Emery, 1972), thus reversing
the original theory of the cause-effect relationship. Several ana-
tomical deformities of the brain, including the Cleland-Arnold-Chiari
deformity, the Dandy-Walker defect, the "forking" of the Aqueduct of
Sylvius, and complete or partial aqueduct stenosis, have all been
cited as the defect present in the myelomeningocele related
hydrocephalus.

Several hypotheses concerning the exact cause of the myelo-
meningocele and the associated hydrocephalus were formulated in the
twentieth century. Family studies and recurrence rates within fami-
lies have resulted in a polygenic inheritance hypothesis (Carter,
David, Laurence, 1968). Other researchers believe environmental
factors are largely responsible for the defect (Lowe, 1972; Renwick,
1972) . Dietary deficiencies and metabolism problems have also been

cited as probable causes.
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Renwick suggested in a recent study based on epidemiological
evidence that spina bifida was caused by direct contact of the preg-
nant woman with certain types of potato tubers which are blighted
with specific but as yet unknown substances (Renwick, 1972). This
hypothesis set off a storm of controversy and provoked an abundance
of epidemiological and laboratory studies both supporting and refut-
ing the hypothesis (Emanuel, 1972; Pembrey, 1972; MacMahon, 1973).
To date there has been no agreement on the worth of the hypothesis
offered by Renwick.

The most widely accepted theory of causation is that myelo-
meningocele and related defects are due to a complex interaction of
genetic constitution and the fetal environment (Swinyard, Sansaricq,
1969; Austin, Lindgren, 1972). There is agreement that the defect
occurs quite early in fetal development, probably as early as the
first four weeks, and that there is no known method of prevention
(Badell-Ribera, Swinyard, Greenspan, Deaver, 1966; Austin, Lindgren,
1972; Bunch, Cass, Bensman, Long, 1972). Recently, antenatal diag-
nogis has been receiving attention and use. The amniotic fluid of a
woman carrying a child with anencephaly or spina bifida demonstrates
high levels of alpha-fetoprotein (Brock and Sutcliffe, 1972). Unus-
ually high serum levels of alpha-fetoprotein in the early months of
the pregnancy of a woman with a spina bifida fetus have also been
reported (Brock, Bolton, Monaghan, 1973). Such tests are useful for
pregnant women who have previously delivered an anencephalic fetus
or an infant with spina bifida (Campbell, Holt, Jchnstore, May,
1972) . Antenatal diagnosis, however, is a solution to the problos

only for those women for whcm abortion 1s an acceptable sclution.
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One recent study indicated that over forty per cent of parents of
one myelomeningocele child would reject abortion as a solution, even
if antenatal diagnosis were positive (Swinyard, unpublished
monograph, 1973).

The Dilemma Faced by Parents at the Time of Birth of the Infant With
Myelomeningocele

The birth of an infant with myelomeningocele confronts par-
ents with a unique problem situation. A decision is required con-
cerning the infant which will not only determine the life and death
of the newly born infant, but which will also manifest significant
and permanent changes in the lives of other family members. Some of
the characteristics of the situation faced by the parents which
makes it unique are discussed below.

1. The child is born with a birth defect about which the
parents have probably never heard. The attending physician and
nursing staff, unless the infant is born in a large medical center,
may also admit that they have seen very few infants with myelome-
ningocele. Usually a specialist whom the parents have never met will
be consulted.

2. Depending on the treatment philosophy of the attending
physician and the institutional policy, the parents may be asked to
make a decision concerning whether to begin immediate aggressive
treatment, including surgery on the infant, to try to save the
infant's life, or to withhold treatment and hope that the infant will
die. If "institutional policy" is for early closure and active

treatment of all infants, the only way the parents can decide against
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this procedure is to remove the infant from the hospital. 1In the
last few years, court orders have been obtained forcing parents to
allow surgery and treatment on infants born with myelomeningocele
(Tragic Dilemma, 1972). If no hospital policy is involved, and the
physician does not choose to give advice or to participate actively
in the decision, the parents may be forced into a totally independent
decision. This decision is usually necessary in the first forty-
eight hours after birth.

3. The prognosis of the infant at the time the decision must
be made to treat actively or to give conservative care is unclear.
It is. difficult, if not impossible, to forecast the future potential
of the infant in the areas of mental ability, locomotion, bowel
control, bladder control or psycho-social development. Although some
"criteria" have recently .been developed for projecting possible pre-
dictions of treatment outcomes and mortality risks (Matson, 1968;
Katzen, 1971; Lorber, 1971), it is true that not all infants selected
for active, aggressive treatment according to the criteria live; or
if they do live, are able to escape mental retardation, severe para-
pPlegia and chronic debilitating infections. 1In addition, not all
infants who are left untreated die, and those who survive without
treatment are grossly deformed with enormous heads, deformed limbs,
and are often mentally retarded (Freeman, 1974).

4. The parents are asked to make the decision concerning the
treatment of the infant at a time when they are least capable of
making a rational decision. They have not had time to cope with

their shock or grief, to resolve their shame arising from giving
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birth to a malformed child, or to consider the long-term effects the
infant may have on their family life and structure.

5. 1If the parents choose to have the infant treated, they
cannot be assured of adequate and continuing resources to meet the
medical, educational and emotional needs of the child.

Against this background, then, the parents of the infant born
with myelomeningocele begin the parenting of their child. All par-
ents will make a decision. Some parents will insist that the infant
be given every possible treatment known; some will want minimal care
given and will hope the infant dies; and, some will insist that the
attending physicians do whatever they think is best in the case, thus
making their decision by default. Whatever the decision is, however,
and whether it results in the life or death of the infant, the

parents will live with it for years to come.
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CHAPTER II

CONCEPTUAL FRAMEWORK

Introduction to the Conceptual Components

The goal of service oriented professionals is to deliver
care based on knowledge. When the profession involved is nursing,
the knowledge must incorporate the needs of the clients, the ability
of the professicnals to meet those needs or to make provisions for
others to meet them, and a method for determining the probability of
achieving desired outcomes by employing various nursing measures or
activities.

A conceptual framework directly related to nursing interven-
tion in chronic illness would be of value to nursing. Nursing prac-
titioners base decisions concerning care upon their individual con-
ceptual frames of reference, regardless of whether or not the nursing
practitioner is aware of the process (King, 1971). A far more advan-
tageous position will be assumed by professional nurse practitioners
when nursing theory is sufficiently advanced and tested to allow
replacing the individual conceptual frames of reference now utiliged.
Until that time, it is beneficial to clearly describe observable
phencmena in nursing interactions and to test specific nursing inter-
ventions for effectiveness in controlled situations and with measured

results.

25
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The framework for this study was developed from selected
crisis intervention concepts to describe the unique situation which
surrounds the parents of myelomeningocele infants and the resulting
dysfunction which may result from that situation (Hill, 1958; Parad
and Caplan, 1960; Rapoport, 1962a and 1962b). The variables studied
were presented in a conceptual model which was developed by the
author and grounded in systems theory. Findings of an exploratory
study conducted by this author in the Fall, 1971, served as a pilot
program. Documentation for the framework was obtained through obser-
vations and interactions with parents of children with myelomeningo-
cele in clinics, homes, hospitals and parent organization meetings.
Concepts explored in crisis intervention theory include: (1) an ini-
tiating stimulus, (2) the perception of the individuals involved in
the situation that it is a crisis event, (3) the individual or family
as an interacting and reacting unit, and, (4) the adaptation or
adjustment of the individuals in the situation. Parad and Caplan
(1960) have stated that the adaptation and resulting behaviors are
composed of "a complicated field of forces includihg intrapersonal,
intexpersonal, and suprapersonal (or ‘'transactional') processes."

The concepts listed above were adapted to the study. The
initiating stimulus to the crisis was the birth of the infant with
myelomeningocele. Perceptien of the individuals involved was defined
as the patterns of awareness which the parents of the infant have
developed of themselves in various roles and of their environment.
These patterns of perception determined to what extent the parents

viewed the infant as a threat to their self-concepts, to the family
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structure, and to the socio-economic well-being of the family. The
interacting unit was defined as the parents seeking information and
support from the immediate environment and engaging in identity work
(Wallace, 1967). Adaptation or adjustment was defined as the behav-
iors adopted by the parents as a result of the birth of the infant.

Professionals interacting with the parents in the time period
following the birth of the infant become important because they are
the exclusive source of information concerning the medical condition
and prognosis of the infant, and also because they serve as objects
of the identity work which is done by the parents. Both verbal in-
formation given by professionals and their actions and attitudes
toward the infant are important in the process of adaptation of the
parents.

An open systems model for the framework is presented in
Figure 2.1. The advantage of the systems model is that it allows
for analysis of a single level of functioning or interactions, while
recognizing the existence of many other subsystems and suprasystems
that are operating simultaneously. The family is a complex maze of
gystems and subsystems and obviously functioning in other levels
does not cease when an event like the birth of a malformed child
occurs. The purpose of the model is to present the relationships
and interactions which are occurring in relationship to the happening
of the birth of the infant. Systems theory and an open systems
model provided the investigator with a basic tool for data analysis.
It was assumed that when nonfunction or malfunction in one subsystem
occurs, disruption of other subsystems and suprasystems is likely and

changes in behavior patterns can be observed.
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The model includes in the input component the event of the
birth of the malformed child and the perceptions that the parents
bring into the event--predetermined and preexistent to the birth.
These two components in the input section may be considered the
"givens" of the situation. The transactional phase includes those
concepts which are basic in determining whether a successful adapta-
tion or an unsuccessful adaptation will occur. The output in the

model is one of two alternatives: adaptation or maladaptation.

The Critical Period Concept

The concept of critical periods in the life cycle, generated
and explored primarily in the field of child development (Erikson,
1963; Spitz, 1965) has relevence for this study. The critical peried
concept contends that particular periods in human development are
crucial to any individual's healthy and positive adjustment and his
readiness to progress to a different or higher level of development.

Lindemann (1944) and Caplan (1960) have developed the concept
of critical periods into a useful concept in the study of crisis
intervention. According to Lindemann and Caplan, the manner in which
the family members. respond to the initiating stimuli of the crisis
situation and the success they achieve in ultimately coping with
them may permanently influence future behavior and adaptations. They
further postulate that in each episode of crisis there is a set of
tasks which must be accomplished by the individuals involved if the
situational problem is to be successfully resolved. Hurwits and

Kaplan (1965) have stated that "grief work" following the loss of a
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loved one is an example of such a psychological task. If mastery of
the problem does not occur, according to the critical period concept,
persons tend to rework previous tasks, develop past orientations,
display diffuse anger and are unable to achieve current or future
tasks. In short, they display the exact behaviors that were so evi-
dent in the families studied by this investigator during the pilot
study of parents of spina bifida children.

Within the framework of this study, it was contended that the
birth of the infant with myelomeningocele acts as an initiating
stimulus for a crisis situation and requires that certain cognitive,
emotional, and psychological tasks or functions be accomplished with-
in the first few months of the infant's life. When the birth of the
infant is so viewed, the ability of the parents to cope at this time
with all the tasks with which they are presented influences their
future behaviors and adaptations. 1If a successful or positive
adjustment is made, the parents will be able to perform current tasks
and attend to future problems. If the parents are unsuccessful in
coping with the crisis, a period of maladaptation will occur. Par-
ents will then tend to rework decisions, develop past orientations,
will perform unsatisfactorily current tasks, and will be unable to

plan for future needs or problems.

The Input Component of the Model

The Birth of the Infant with Myelomeningocele. The reaction

of parents to the birth of an infant with a congenital malformation is

well documented. The reactions of parents to such an event have been
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studied on the basis of grief and mourning processes (Solnit, Stark,
1961; Olshansky, 1962; Tisza, 1962), as a crisis event in the lives
of the parents (Owens, 1964; Gonzalez, 1971; Lis, Pruzansky, Koepp-
Baker, Kobes, 1956), as an event creating threat to the self-esteem
of the parents (Kaplan and Mason, 1960; Berg, Gilderdale, Way, 1969),
and as a cause of reality perception distortion (Caplan, 1959;
Farber, 1960; Cohen, 1966; Offord, Aponte, 1967). The cited studies
support the assumption made in this study that the birth of a child
with any degree of defect sets into motion a complex set of emo-
tional, cognitive and behavioral reactions observable in the parents.

Numerous clinical studies which report the observations of
and intervies with parents of infants with congenital defects (Tisza,
1962; Hare, Laurence, Paynes, Rawnsley, 1966; Love, 1970; Johns,
1971) verify the components of the initial reactions of the parents
to include shock, denial, disbelief, anger, mourning, guilt and
depression. Waterman (1948) reported that the feelings of gquilt
and failure were so great in parents of mentally retarded children
that every parent interviewed engaged in defense mechanisms of some
kind.

How the degree of disability of the infant with myelomeningo-
cele effected the dependent variables in this study was not known.
Previous studies had shown that in some cases the severity of the
physical disability did not appear to correlate with the stress
experienced by the family. Janis (1958) investigated the amount of
stress experienced by individuals anticipating and experiencing

surgical procedures and his findings indicated that the amount of
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stress was not correlated with the severity of the medical condition.
Davis' (1963) study of families in which a family member was
afflicted with poliomyelitis, concluded that the severity of the
resulting disability did not determine the degree of family disorga-
nization and disruption. Offord and Aponte (1967) proposed that the
impact of a child with a deformity was not dependent upon the actual
severity of the deformity, but upon the mother's perception of the
severity.

Davis (1963:132) tentatively concluded, however, that an
"illness-generated adjustment process" proved much more difficult and
prolonged for the parents in those cases where the child remained
handicapped. Davis further suggested that in the case of permanent
handicapping the disturbances in the family processes were "self-
generating potential, forever giving rise to new...adjustments."

Generalizations from the cited studies to the families of
myelomeningocele infants could not be made due to the vast differ-
ences in the degree of visibility of the defects, the severity and
multiplicity of the defects, and the number of unique factors in-
volved in parenting a child with myelomeningocele which have not yet
been studied. This study assessed the degree of disability in the
myelomeningocele children in the families studied and added addi-
tional information concerning the relationship between the degree of
disability and family adjustment and adaptation.

Perception of Parents. Psychologists and sociologists have

recently studied individual variations in the perceptions of what is

and what is not stressful (Lowenthal, 1971). Lazarus (1967) has
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emphasized the importance of cognitive appraisal which takes place
in the individual observer as determining to a large extent what will
be interpreted as stressful. Perception has recently been used to
indicate cognition of factors and forces and the internalization of
the implications of the meaning of observed events. Research indi-
cates that perception is an individual characteristic and that the
unique perception of an event by the observer will determine what
response will occur to any given stimulus; that is, whether the
individual will be anxious, challenged, or overwhelmed (Lowenthal,
1971).

Unrealistic perceptions of a stimulus or event may result
from a number of factors. Lazarus (1967) emphasized unrealistic
perceptions as a mechanism of defense to the self-concept. Thus a
parent of a malformed child may suffer distorted perceptions of the
disability as a component of the denial phase of adaptation. Comuni-
cation breakdowns, interpretations of previous experiences, and
incompatibility of the stimulus to the self-concept and future goals
of the individual have also been cited as causes for distortion in
perception (Kuhlen, 1964).

Documentation for variations in reality perception of parents
with myelomeningocele can be found in the studies that have been
done. In a study of 97 spina bifida families, "...[parents'] replies
appeared to indicate that fathers were more distressed than mothers
by the news, of [the defect] but it became evident that mothers, at
the time of the first interview, had not really taken in the situa-

tion." (Hare, Laurence, Paynes, Rawnsley, 1971, pg. 757). Another
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study of one hundred and seven spina bifida families indicated that
it was "difficult to generalige about the reactions of parents during
the first days and weeks after the birth of the child" (Walker,
Thomas, Russell, 1971, pg. 466). In the same study it was further
reported that wide ranges in understandings, cognitions, and abili-
ties to recall information were demonstrated by the parents studied.

In summary, concepts important to the input of the model are:
(1) the birth ef an infant with myelomeningocele; and, (2) the per-
ceptions of the parents of the infant. Based on the findings of
previous studies, it was assumed that the birth of an infant with
spina bifida was a stressful situation for the parents. Stress would
be manifested by denial, anger, mourning, guilt, depression or other
adaptive processes. The parents bring into the situation predeter-
mined patterns of perception of themselves and of their enviromments.
These perceptions are based on individual factors inherent in the
persenality structures, past experiences and previously formed esti-

mates of their self-concepts.

The Transactional Component of the Model

Psychological Tasks. Kaplan and Mason (1960) in analyzing
the results of their study of maternal reactions to premature births,
identified a "set of psychological tasks" essential for the mother of
the infant to perform in order that successful mastery of the situa-
tion could take place. These tasks include: (1) anticipatory grief
which is preparation for the possible loss of the child whose life is

in jeopardy; (2) acknowledging failure to give birth to a normal



35
child;! (3) resumption of the process of relating to the infant in
an altered manner and retrieving some of the mother's hopes for the
child which were formulated during pregnancy and seriously threatened
at the time of birth; and, (4) understanding of how her baby differs
from normal in order to give the special care needed by the infant.
Kaplan and Mason contend that the mother must be able to accomplish
each of these tasks in an appropriate period of time to successfully
deal with the stress of premature birth.

The assumption can be made that the needs of mothers who
give birth to myelomeningocele infants are not unlike those described
by Kaplan and Mason, but are intensified by the addition of decision-
making tasks that are unique to the myelomeningocele situation.
However, the obstacles which exist to successful accomplishment of
these tasks by the mothers of myelomeningocele infants are formidable
able. The anticipatory grief stage of mothers with premature babies
may begin at the onset of premature labor and continue throughout
the labor and delivery. Mothers of myelomeningocele infants are
unable to experience an anticipatory grief stage since labor and
delivery are usually quite normal. Acknowledging the failure to
give birth to a normal child is equally difficult for parents of
myelomeningocele infants because many parents are never allowed to

touch or-hold their infants prior to the initial surgery on the

la1so see Eugenia H. Waechter, "The Birth of an Exceptional
Child", Nursing Forum, IX, no. 2, (1970), 202-216, and Pat L.
Jackson, "Chronic Grief", American Journal of Nursing, 74, no. 7,
(1974), 1288-1291.
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spinal lesion and until after the neurosurgical shunting procedure
for control of hydrocephalus is completed. The inability to begin
normal mothering functions prolongs the denial period and delays the
guilt resolution process which would otherwise occur at this time.

The source of the impact of the infant with myelomeningocele
on parents, therefore, is verbal or cognitive rather than sensory.
The parents are told about the defect rather than seeing it. The
possible deformities of the child are explained to the parents rather
than the parents visually inspecting the infant's limbs. It is
reasonable to question whether the impact of the severity of the
infant's condition is realized by the parents until long after the
surgery is completed and the plans for taking the child into the
home are being formulated.

The last two psychological tasks defined by Kaplan and Mason,
resumption of the process of relating to the infant in an altered
manner and developing an understanding which will lead to comprehen-
sion of the special needs of the infant, are dependent both on how
well the first two tasks have been accomplished and on the quality
of information and support that is made available by the profession-
als caring for the infant and mother.

In summary, this study assumes that the psychological tasks
identified by Kaplan and Mason and described above are also applic-
able to mothers of infants with myelomeningocele. Parents of myelo-
meningocele infants usually do not view the defect until after the
surgical repair and are not allowed to hold or closely inspect the

infant. The source of the information concerning the defect is
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cognitive and the parent's denial stage is prolonged and the
achievement of necessary psychological tasks delayed or inadequately
accomplished.

The Decision-Making Tasks. The decisions concerning the

treatment program for the infant with myelomeningocele may well be
the most controversial subject in the consideration of the problem.
There is evidence in the literature that in many instances it is not
thought appropriate to consult with the parents concerning the ini-
tial decision to begin active treatment. Katzen (1967) has stated,

" It is mandatory that considerable care be given to the decision to
treat these unfortunate children on the first day of life...Though

it is the doctor's duty to save life, he is entitled to use his
discretion in not prolonging severe suffering under special circum-
stances." Zachary (1968) stated, "The first and most serious ethical
problem arising in the case of a child with myelomeningocele is
whether he should receive medical care or not." 2Zachary further
asserts that a physician who accepts the responsibility for the early
decision in the treatment of the infant also assumes a responsibility
for the total long-term care of the child.

In a recent editorial appearing in Developmental Medicine
and Child Neurology the position was taken that "Medicine can be
regarded as a job in which the physician presents the probabilities
to the patient who makes a decision. Parents faced with a new baby
that is handicapped find it hard to comprehend the choices presented
to them. This is one case when the doctor should give clear-cut

advice.” (MacKeith, 1971:277). An instance was recently reported
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where The Social Services Committee had obtained a court order to
allow surgery to be performed on an infant with myelomeningocele
after the parents had refused to sign the operative permit.

In other instances a clear-cut decision is requested from
the parents. In an article published by the parents of a myelomingo-
cele infant, the interactions with four separate physicians were
described by the father in his pursuit for information on which to
make the decision demanded of him. Three physicians refused to give
advice, while a fourth declared "I can't make this decision for you,
but I think it's best you don't treat this baby." (Morse, 1972).

In the population interviewed for-this study, a clear majority of
the parents were allowed to make a free decision.

Evidence suggests that all parents do not experience the
same decision-making situation. There is no standard amount of
information given concerning the condition of the child before the
decision is required. Some parents are given a full explanation of
the infant's defects and some are given only information concerning
the spinal lesion before the initial surgery. Information concerning
the accompanying disabilities is then given later, when the parents
are better able to assimilate the information.

The initial decision to treat the infant does not complete
the decision-making tasks of the parents, but is only one of a series
of decisions which need to be made. After the first critical days
of life, decisions concerning treatment of infections, decisions
concerning treatment for developing hydrocephalus, decisions regard-

ing institutionalization or home care, and decisions relating to all
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facets of care and treatment will need to be made by the parents.
Lorber (1971) points out, however, that once the initial decision

to treat the child has been made by the parents, a decision to with-
draw treatment at any point along the decision-making sequence is
extremely difficult for the parents to make.

.Needs of Parents and Interaction With Professionals. It is

impossible te conceptually separate the needs of the parents at the
time of birth of a defective child and the interaction with the
professionals responsible for the care of the mother and infant.
Theoretically, the principle respongibility of the professionals
would be to assess and devise methods of meeting the needs of the
parents.

one of the first needs manifested by parents after the birth
of the infant is for information concerning the condition of the
child. Without accurate information, a rational decision concerning
the infant cannot be made by the parents. Without accurate informa-
tion the parents cannot begin the cognitive and emotional tasks
involved in adjusting to the new situation. Stuaies indicate that
the handicap of the child has less influence on the child's ultimate
level of functioning than the parental attitudes to which the child
is exposed (Watson and Johnson, 1958; Haring, 1959; Miezio, 1973).
Parental attitudes develop early in the life of the infant and may
influence the entire adaptation process.

Studies suggest that the health professionals are not pre-
pared to assist parents in making decisions relative to the treatment

of a congenital malformation and further suggest that adequate
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follow-up care is not provided to the families. Swinyard and
Sansaricqg (1969) reported the "...distressing tendency to call for
neurosurgical consultation with reference to primary surgery on the
meningeal sac and wait for the parents to learn by experience..."
Freeston's (1971) study of eighty-five myelomeningocele families
indicated that less than half of the parents believed that the infor-
mation given to them had been adequate to meet their needs. Hare,
Laurence, Paynes, Rawsley (1966) reported that more than half of a
sample of ninety-seven mothers of myelomeningocele infants inter-
viewed did not believe that the instruction and advice which they
had received had been sufficient to meet their needs for information.
Information obtained from parents in retrospective studies may
include reports that are due to faulty memory and misinterpretation
of what was told them. Professionals working with families under
stress must recognize, however, that offering the information once,
no matter how simply and well presented, can not be equated with
teaching families what they need to know. An enormous amount of
medical information must be comprehended by the parents. The prob-
lem of learning under stress is compounded by the problem of infor-
mation overload. Freeston commented on the "unmet need for informa-
tion from a health visitor calling on parents in their homes"
(Freeston, 1971:459). Special qualifications for those visitors were
cited by the mothers interviewed by Freeston. These qualifications
included "a person capable of explaining the various complications
which might arise...and ways of overcoming them...and able to inter-

pret the treatments proposed by the medical staff" (pp. 459-460).
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This need for special qualifications for the health visitors was
supported by Kessler when he stated "The parent counselor, whatever
his professional background, needs special knowledge of three kinds;
technical information about the specific disability, a good back-
ground in child development, and a sympathetic understanding of
parents' feelings." (Kessler, 1966:155).

The immediate need of parents is for information which is
factual, relevant, and easily understood. The information should
be given as often as necessary. The comprehension of parents may
present a problem because of their anxiety level and grief. Attend-
ing professionals are responsible to see that the information is
given with as little conflicting data and with a minimum of techni-
cal terminology. Joint planning among all workers associating with
the parents can not be overemphasized. Conflicting information and
advice may serve to increase the confusion and frustrations of the
parents.

The second major need of parents at the time of birth of an
infant with myelomeningocele is for support. This need is implied
in all the studies which have been previously cited describing the
emotional reactions of the parents involved in the birth of a defec-
tive child, including grief, mourning, guilt, and depression.
Specifically, however, the parents will need reassurance that nothing
either parent did caused the defect. They will also need support
in their decisions concerning the treatment and care of the infant.
After the initial decision is made, they will need support when they

begin to rework the previously made decision. The importance of
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supporting parents with factual information which is neither overly
optimistic or overly pessimistic has frequently been stressed by
many authors. (Zachary, 1968; Lavoie, Lierman, Fletcher, Corbett,
1973). Meizio (1973) emphasized the importance of supporting the
parents by encouraging them to talk out the problem and all the
possible solutions.

The non-verbal behavior of professionals and para-profession-
als in attendance is important to the perceptions of the parents. It
is possible to communicate rejection of the infant and disapproval
of the parents in behaviors which contradict the verbal support
given., If persons in attendance are to give the needed support to
parents they must have worked through their own feelings and reac-
tions to the infant and be able to face the parents sympathetically,
honestly, and without rejection or disapproval.

Identity Work. Identity work has been defined for purposes

of this study as the activities performed within an individual's
social environment for the purpose of "resetting" the self-concept
along a feared-ideal continum. The work consists of individuals
seeking input of new information, validating the input, interpreting
the input and finally resetting the self-concept on the basis of the
perceived input. Significant others in the environment are used as
objects for the identity work.

When parents give birth to a malformed child, they must test
their present self-concepts against new input which they receive
from the environment. The environment in the initial period after

delivery is most generally the Hospital environment. Mercer (1973)
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has studied the processes of behavior displayed by mothers of infants
born with congenital defects. 1In Mercer's study the incidence of
self-appraisals was reported to be disparaging almost twice as often
as they were expressing self-satisfaction. These findings support
the assumption that a process of self-reevaluation follows the birth
of an infant with a defect. Mercer also observed that in the first
three months after the birth of the child with a defect that
"...evaluation of other's reactions exceeded all other behaviors
and increased proportionately over the three months." This finding
supports the concept of the importance of significant others in the
environment.

The processes described by Mercer in her study in light of
Wallace's "resetting of the self-concept" theory assume added impor-
tance. In the first critical days following the birth of the mal-
formed child the only individuals in constant contact with the mother
are the professionals and paraprofessionals providing care. The
processes of self-appraisal and evaluation of other's reactions des-
cribed by Mercer and the work of resetting the self-image discussed
by Wallace are closely related, and are accomplished by the use of
significant others in the environment. 1In the case of the new mother
of an infant with myelomeningocele the professionals and paraprofes-
sionals constitute the significant others in the immediate environ-
ment. If the input received by the mother from the environment
reinforces the guilt, depression, sense of failure and sense of
inadequacy, the self-concept will be moved toward the feared end of

the continum. If the input received by the mother from the
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environment reinforces the parents as persons of worth who are free
from guilt concerning the malformation of the child and provides
support to the parents' capacities for coping with the present and
future problems which the infant will precipitate, the possibility
of retaining the previous self-concept held by the mother will be
increased.

Rationale For Instructional Nursing Intervention By Professional
Nurses

The independent variable of this research study is instruc-
tional nursing intervention by a registered professional nurse and
is contained in the feedback loop of the proposed open systems model.
Professional nurses have long recognized patient or client teaching
as an inherent part of their responsibilities to furnish optimum
care. Public health nurses and community health nurses especially
have considered restorative and preventative health care through
methods of individual and group teaching essential to quality.

Principles of teaching-learning and the professional nurse's
responsibilities to be knowledgeable about them and skillful in
applying them are common themes in nursing textbooks. Freeman (1963)
stressed that family health counseling and teaching are "...inextri-
cably interwoven with the other aspects of nursing care." Matheney
recently emphasized the following responsibilities of professional
nurses: (1) identify the learning needs of patients and families,
(2) consider the learner in terms of the "factors that will impede
or support learning", and to (3) apply the known concepts of the

teaching-learning process, (Matheney, 1968). Presentation of health
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information to families in such a manner and at such a time that it
will enable the families to better understand their own needs and to
actively participate in planning for providing their own care is no
easy task. Effective health teaching by professionals presupposes

a conceptual basis for interpersonal relations and counseling and
suggests that competent nursing practice is grounded in artful appli-
cation of communication skills and learning theories.

Meeting the needs for knowledge and understanding of families
of severely malformed children may be one of the most difficult tasks
facing professionals. The needs of the family must be assessed over
a period of time, and the family allowed to request the information
they need at the time they are prepared to receive it and, with help,
can deal with the information. Professionals are needed to work with
these families who can demonstrate overt acceptance of the child's
disabilities and disfigurement and of the family's reactions to the
disabilities. The teaching professionals need preparation in the
special and complex scientific knowledge base surrounding the disease
processes, probable complications and sequelae, and essential care
components basic to the growth and development of the child. 1In
addition, professionals who work with thegse families must have an
understanding of the needs of the child for habilitation and contin-
ued care, and must be able to relate to the families with warmth and
empathy. (Peitchinis, 1972).

The professional nurse with theoretical and clinical exper-
tise is the logical choice for the teaching role with families of

myelomeningocele children. The professional nurse remains in
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long-term contact'with these families, combines the scientific know-
ledge of the pathology with the theoretical and practical communica-
tion skills, and is able to time the teaching so that optimal

learning by the family members can occur.

SUMMARY OF THE CONCEPTUAL FRAMEWORK

A conceptual framework for studying parents of children with
myelomeningocele has been developed on selected crisis intervention
concepts and presented as an open systems model. The model has been
used to describe the experiences which surround parents following the
birth of an infant with myelomeningocele. The experience of the
parents has been defined as a critical period in their lives. In a
critical period, the ability to cope with the problems presented
permanently influence future behaviors and adaptations. The input
component of the model consisted of the initiating stimulus, which
was the birth of the defective infant, and the infant's parents who
have perceptions of themselves and their environment. The transac-
tional phase of the model included the psychological tasks necessary
for all parents of malformed children, The transactional phase of the
model included: (1) psychological tasks necessary for all parents
of malformed children, (2) decision-making tasks specific to parents
of children with myelomeningocele, (3) interaction between parents
and professionals in the process of meeting the needs of the parents,
and, (4) identity work which involves resetting the self-concept of
the parents in response to the input from the environment. The

output component of the model was: (1) positive adaptation with the
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ability to cope with present and future tasks, or (2) maladaptation
which was characterized by the inability to cope with present and
future problems. The independent variable of the study, instruc-
tional nursing intervention, was included in the feedback loop of
the Model to Study the Effect of Instructional Nursing Intervention
en the Understandings, Self-Concepts, and Adaptations of Parents of

Children with Spina Bifida with Myelomeningocele.



CHAPTER III

THE PROBLEM OPERATIONALIZED; ASSUMPTIONS OF THE STUDY;

OPERATIONAL DEFINITIONS AND HYPOTHESES

The Purpose of the Chapter

The purpose of this chapter is to relate the information
concerning the nature of myelomeningocele and the status of the
presenting infant offered in Chapter 1 to the conceptual framework
developed to study the process of adaptation experienced by parents
of children with myelomeningocele presented in Chapter 2. The first
section of this chapter reviews the findings of several studies
which investigated families of children with myelomeningocele, and
lists assumptions of this study which are based on the findings of
those reports. The second section presents the hypotheses and expli-
cates the variables in the study from the many common usages each
term has to the exact conceptual context in which it will be used
in this study. These explications serve as the bases for the opera-

tional definitions which follow.

Related Studies

The literature on the subject of gpina bifida is vast.
Ingraham's classic treatise and bibliography (1943) included over
one thousand entries. Interest in the condition has further expanded
since 1960 with the institution of aggressive management regimens.

48
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Despite the mounting interest in the clinical aspects of the condi-
tion, a search of the literature revealed only five studies which
investigated the impact that the myelomeningocele child exerted on
family life and family structure, and therefore had a direct relation
to this study.

The nature of the stresses imposed on families by the birth
of an infant with myelomeningocele was the focus of a study conducted
by Hare, Laurence, Paynes and Rawnsley (1966). Interviews with
ninety-seven mothers of spina bifida children at intervals of three
days, one month, and six months after the birth of the affected child
revealed the following information. (1) The majority of mothers
believed the news about the infant had been given to them as kindly
as possible. Those mothers who did not believe the news was given
in an appropriate manner believed the anxiety of the physician or
nurse prevented effective performance by the professionals in attend-
ance. (2) Most mothers were unable to "take in" the news when it
was first given. (3) The majority of mothers interviewed reported
feeling "alone and isolated" once they were at home with their
babies. (4) Health visitors and welfare workers knew very little
about the special and complex problems of myelomeningocele infants.
It was concluded by the investigators that the method and manner
used by professionals to initially give the information concerning
the infant to parents was of vital importance in the eventual adapta-
tion of the parents to the situation. The authors, on the basis of
the study, recommended: (1) special hospital centers for coordinated

care be established, (2) one health worker with special training and
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experience be assigned to work with the families of myelomeningocele
children, and, (3) special efforts be made to involve parents in
parents' groups.

The families of eighty-five myelomeningocele children living
in the catchment area of Sheffield Children's Hospital were studied
to assess the impact of the child on the family and the adequacy of
existing social service to meet the needs of the families. Perti-
nent findings of the study included: (1) one-fourth of the fathers
and "very few" of the mothers stated that they understood the expla-
nation of the defect that was initially given to them; (2) neither
parent was in a state to comprehend the information given to them
when it was first offered; (3) anxiety rose in the mother when she
was not allowed to hold, handle or care for the child; (4) numerous
clinic visits which demanded five to six hours away from home was a
common source of stress after the infant's discharge from the hospi-
tal; (5) nearly all parents accurately recalled genetic information
by the time the affected child was one year old; (6) the incidence of
marriage breakdown in the families studied was not significantly
higher than in the general population; and, (7) less than one-half
of the families were regularly visited in the home by a health
visitor. Those who were visited regularly believed the health
visitors were unable to provide the guidance and information needed
by the tamily. Freeston concluded from his study that the greatest
unmet need of families of spina bifida children was special home
vaisitors who were knowledgeable about the complications of the medi-
<al problem and the treatment procedures proposed by the medical

personnel. (Freeston, 1971).
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Parental adaptation in families of myelomeningocele "survi-
vors" seven through eleven years of age was studied by Kolin (1971).
Parental adaptation was rated on the following criteria: (1) under-
standing of the parents of the child's defect; (2) the parents' role
in the child's development; (3) marital status; and, (4) mental
status. Adaptation was rated good if successful adjustments had
been made in three of the four areas and only moderate impairment in
one area. Adaptation was rated fair when there was moderate impair-
ment in all four areas. Adaptation was rated poor with severe
impairment in one or more areas and moderate impairment in the
remaining areas. The total number of parents in the study was thir-
teen. Three couples were rated good, two fair, and eight poor in
their adaptations. Kolin concluded from his study that: (1) degree
of impairment of the child is not a critical factor in parental
adaptation; (2) pessimism concerning spina bifida children led to
parental and professional neglect of the children; (3) myelomeningo-
cele children resulted in increased numbers of marital breakups; and,
(4) denial, rejection and overprotection of the child were present
in all of the parents studied, but was greatest in parents with poor
adaptation levels. Finally, Kolin determined that the physician's
initial and subsequent communications with the family was an essen-
tial component for family adaptation.

A study of 107 families of spina bifida children which inves-
tigated the parents' initial responses to the information concerning
the infants' defect was reported by Walker, Thomas and Russell (1971).

Important findings in this study conducted in the Newcastle on Tyne
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catchment area included: (1) grief, shock, confusion and denial
reactions were experienced by all parents; (2) increased anxiety
was experienced by mothers who were immediately separated from the
infant; (3) in many cases the infant was first handled by the mother
on the day she took the infant home from the hospital; (4) few
mothers spoke positively about the help received from the health
visitor; (5) the majority of the mothers believed their general
practitioner was less knowledgeable about the problem of spina bifida
than the parents themselves; and, (6) less than 35 per cent of the
parents had accurate information regarding the increased risk of
spina bifida in future pregnancies.

The progress of three years of "coordinated care and social
management" at the Royal Alexander Hospital for Children, Sidney,
Australia, was the subject of the final study reviewed (Field, 1972).
Although not a formal research study, Field reported personal obser-
vations of more than 265 children with myelomeningocele and their
parents. Children's groups and mothers' groups have been formed
with group or individual therapy available. Although measurement
criteria were not given, the author reported decreased anxiety and
more positive adjustment among family members as two of the outcomes
of the group sessions. Field's study did not support the findings
of increased divorce rate, but cited the extended family group as an

important factor in the maturing of the parents under crisis.
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ASSUMPTIONS OF THE STUDY

The findings of previously reviewed studies supported the
basic assumptions of the research study reported by this investiga-
tor. The assumptions included:

1. The birth of an infant with myelomeningocele produced
high levels of stress in the parents of the child. For most parents,
the birth of the infant precipitated a crisis situation which
effected each parent individually and the family as a unit.

2. Knowledge concerning the condition of the infant or child
and understanding of the diligence necessary for proper care of the
child with meylomeningocele are important factors in the adaptation
process of parents of children with myelomeningocele.

3. Information regarding the infant's condition frequently
was not assimilated or understood when it was first presented.

4. Adequate sources for continued information at the time
the parents demonstrate a readiness for it do not presently exist
in the current health care system.

5. The quality of the relationship formed between the par-
ents and the professionals who served the family influenced the
adjustment processes of the family.

It was further assumed, for purposes of the study, that due
to the interaction of the above factors, the problems encountered
by parents of children with meylomeningocele tended to be self-per-

petuating and that families with children who were forty-eight months
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old would display similar problems to families with children six
months old. It was further assumed that a teaching sequence could
be developed relevant to the problems and needs of parents of myelo-
meningocele children and that the effectiveness of that teaching

sequence could be measured.

HYPOTHESES

Chapter 2 described and illustrated a conceptual framework
in which the variables investigated were presented in a systems
framework. Instructional nursing intervention performed in the
homes of parents of children with myelomeningocele was conceptu-
alized as the independent variable. One of the purposes of the
study was to systematically investigate the relationship between
instructional nursing intervention and the understanding, self-
concept and adaptation of mothers of children with myelomeningocele.
The expectation of the researcher was that the scores on the under-
gstanding and self-concept measures would show significant differences
between the experimental group and the control group, and that the
differences would favor the experimental group. It was also expected
that the scores on family adjustment would change significantly more
in the experimental group than in the control group. The direction

of the change was not predicted.
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Primary Hypotheses

Hyg: Instructional nursing intervention would significantly
increase the understanding of mothers of myelomeningocele children.

Hyp: Instructional nursing intervention would significantly
increase the self-concept of mothers of myelomeningocele children.

Hyo: Instructional nursing intervention would significantly

change the adaptation of mothers of myelomeningocele children.

Subhypotheses

(A) Mothers in the experimental group would demonstrate
significantly greater increase from pretest to posttest on

understanding scores than mothers in the control group.

(B) Mothers in the experimental group would demonstrate
significantly greater increase from pretest to posttest on total

self-concept scores than mothers in the control group.

(C) Mothers in the experimental group would demonstrate
significantly greater increase from pretest to posttest on personal
8elf scores than mothers in the control group.

(D) Mothers in the experimental group would demonstrate
significantly greater increase from pretest to posttest on family
self than mothers in the control group.

(E) Mothers in the experimental group would demonstrate
significantly greater increase from pretest to posttest on Self

Criticism than mothers in the control group.
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(F) Mothers in the experimental group would demonstrate
significantly greater change from pretest to posttest on total
family adjustment than mothers in the centrol group.

(G) Mothers in the experimental group would demonstrate
significantly greater change from pretest to posttest on inter-
parental friction-harmony than mothers in the control greup.

(H) Mothers in the experimental group would demonstrate
significantly greater change from pretest to posttest on rejection
of the child than mothers in the control group, in the direction

of less rejection of the child.

EXPLICATION OF TERMS

The dependent variables in this study were: (1) understand-
ing, (2) self-concept, and, (3) adaptation. Each of these terms are

in common usage and have a variety of meanings and interpretations.

This section presents the exact context from which each term was
derived for the purposes of the study and offers the explication

of each of the terms.

.Nursing Intervention. From the basic general definition

of intervention as coming between as an influencing force, it

has become popular to view the entire nursing process as intel-
lectual or physical acts which are to somehow separate or come
between the patient and illness or the client and the barriers

which exist in his immediate psycho-social, emotional, and physical
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environment separating him from wellness. The patient's environment
is considered to be composed of biomedical, psycholegical, and socio-
logical environments that are interacting with the patient. Nursing
process has been described as a series of acts "which connote action,
reaction, interaction..." on the part of both client and nurse
(King, 1971). The schematic design of the process described by King
clearly indicates perception, judgment and action being undertaken
by both the client and the nurse, followed by a series of reactions,
interactions, transactions, and feedback. Even when the nurse decides
in this model to take no action when she has completed her assessment
of patient's needs, intervention into the client's life process has
already occurred due to the changed interpersonal relationships
experienced by.both nurse and client.

A conceptual frame of reference for nursing based on mutual
interaction by patients and nurses was proposed by Peplau (1952).
The basic. component of the interaction was an interpersonal process
which Peplau offered as a. "rational basis for nursing care." 1In
Peplau's framework, the foundation of the nursing process was an
intervention in the lives of beth nurse and patient which lead to
changes in both participants. During the process, each participant
learns from the relationship, and hopefully moves toward some desired,
predetermined goal. More recently the patient has been conceptualized
as a conjunction of several systems and nursing intervention defined
as actions to modify the interaction between the systems (Bailey,
McDonald, Claus, 1971). This useful model builds on the interactional

component of the nurse-patient relationship, but allows for
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delineation of specific problems and actions individualized for the
specific patient and nurse.

The construct "nursing intervention" as used in this study
described explicit nursing actions based on previously determined
needs of a specific population and used patient-nurse interaction
as the basgic tool. This use did not alter or expand the general
definitions in any way.

Understanding is frequently used to indicate the quality of

"knewing," "comprehending," or "awareness." The practice of defining
the two terms, knowledge and understanding by the use of the other
term is quite common and is indicative of the problem encountered in
theoretical separ#tion of knowledge and understanding. Bloom (1956),
referred to the common practice of writing objectives utilizing the
term understanding and testing those objectives only by factual
recall of information or data which is indicative of knowledge
acquisition.

Contemporary authors suggest that the lower levels of Bloom's
taxonomy which deals with knowledge of specifics such as termineology,
specific facts, classifications, etc. may be prerequisites for that
which is commonly referred to as "understanding." Brubacher has
offered five steps to knowing: report from the senses, memory,
activity of the intellect, essence of image presented to the cogni-
tive intellect, and conceptualization of the essence or image. He
then emphasized, "...Of course, the learner should not stop with this
morphology of knowledge.. From a knowledge of things he should ge on
to an understanding of the relation of one known thing to another."

(Brubacher, 1962;81-82).
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This prerequisite relationship between knowledge of specifics

and the attainment of understanding was further implied when Bloom
stated, "Evaluation of objectives at higher levels in the taxonomy is
often impaired because of...inability to perform the initial step in
problem solution: the translation of the problem into known terms."
(Bloom, 1956:98).

Recent remarks on language learning patterned after Piaget's
formulations of successive stages in cognitive development (Sinclair,
1973), emphasized that although basic learning may be divided into
two separate and distinct "kinds of concepts", both depend on the
subject's interaction with his environment and are constructed accord-
ing to the individual's level of development. Sinclair cites unpub-
lished studies of Bovet which illustrate that what may be an obstacle
to learning at one stage may well be an incitement to learning at
another stage.

Viewed epistemologically a logical separation of knowledge
from understanding may well be that knowledge is indicated by the
ability to recognize and utilize isolated concepts or to perform
individualized activities without forming linkages from the concept
fragments and activities to the associated constructs or related
operations. Understanding does not occur until the relationship
between the knowledge obtained and related concepts can be interna-
lized and the implications of the information is realized and requ-
latory mechanisms are activated. Knowledge can be equated to pre-
cognitive operations where information can be repeated and acted

upon and understanding equated to use of information in a "solid
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framework of logical thinking" (Hinde and Stevenson-Hinde, 1973)
which orders and links concepts.

An interrelationship between the two concepts, knowledge
and understanding, was assumed. The difficulties in reliably
measuring the concept understanding were acknowledged and the beliefs
of Bloom and other authors concerning knowledge being prerequisite
to understanding were accepted for purposes of this study. The term
understanding will be used to refer to knowledge of specific facts,
terminology relating to the medical condition of the involved child,
knowledge concerning treatment options, treatment methods and possible
outcomes, the ability to identify and recall information concerning
myelomeningocele, and the ability to choose priority actions under
certain given conditions or in specific situations. This definition
does not seek to give new meaning to the term understanding, but only
to give it more precise meaning for the purposes of the study.

Self-Concept is one of the most widely investigated concepts

in behavioral science. As a basis for the use of the term self-
concept in this paper the following major schools of thought and
frequently cited definitions are presented.

The modern concept of self was introduced by Freud and the
Freudian School which used the term "self" synonymously with "ego".
The term "self" was later conceived as a "structural aspect of
personality" (White, 1963),. The social interactionists, exemplified
by the writings of Mead (1934), believed that the self was not a
structure permanently formed prior to or shortly after birth, but

that the self grows and developes in the individual as a result of
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social interaction. Wallace (1967), an anthropologist, carried this
definition one step further by asserting that not only does the
potential for change exist in the self, but that each individual is
constantly engaged in efforts to move the cognitive setting of his
real identity (as he defines the self-concept) along a linear con-
tinuum which places the feared or undesirable identity at one end
and the ideal or most desirable identity at the other end of the
continuum. Wallace claimed that each individual will do given amounts
of "identity work" which he defined as "measurable physical and
mental effort which is designed to bring into perception evidence
which will justify the cognitive resetting of real identity at a more
desirable state." The identity work is performed within the social
envirenment of the individual and consists of seeking input of new
information, validating input, interpreting input, and resetting the
self-image along the feared-ideal continuum.

These definitions of self and self-concept as a composite of
many images that the individual holds of himself as a person at any
one point in time furnishes the basis for the definition as used in
this study. Self-concept was defined as that full set of opinions,
perceptions, and images an individual holds of himgelf as a person
and involves the satisfaction and the dissatisfaction he feels con-
cerning his abilities tc manage those things expected of him by the
significant others in his environment. The fact that self-concept
is defined as a composite of many aspects recognized that certain of
the aspects of an individual's self-concept may move in one direction

along the feared-ideal continuum while other aspects remain stable
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or even move in the opposite direction. It also recognized the
importance of the input of others in the individual's interacting
social environment.

Adaptation in its broadest sense can be defined as any change
or adjustment made by an organism that occurs in response to an
internal or external stimulus. In a sociological sense, adaptation
involves a change in behavior; that is, the individual is said to
"adapt" when behavior changes in response to a perceived
stimulus. Adaptation is frequently used to imply a positive adjust-
ment, one which will allow the individual to maintain or achieve an
improved state.

Adaptation in adult life has been defined as the individual's
"efforts to achieve, restore, or maintain some yet to be determined
degree of congruence or equilibrium between his conscious goals and
his behavioral pattern" (Lowenthal, 1971). 1In response to a stimu-
lus which causes "dysfunction", "disequilibrium", loss of "homeosta-
8ig" or a period of disorganization, an organism will respond with
certain cognitive, emotional, and behavioral manifestations. These
adjustments can be said to be positive or successful when they lead
to greater homeostasis or resistence to stress, and can be termed
unsuccessful when they result in increased, chronic tension and
anxiety. Lowenthal (1971) suggested that the difference between
"successful adaptation and "unsuccessful adaptation" might depend on
how well the imposed and necessary behavior changes "fit" or allow
for congruency between behavior and the basic goals of the individual.

For example, the addition of the care of a severely handicapped child
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to a family in which the mother's global goal is to be the best
possible mother will present a different adaptation process than
when the care of a severely handicapped child is added to a family
in which the mother retains global goals of a successful professional
career or a life style offering great amounts of flexibility and
freedom of movement.

For the purposes of this study adaptation was used to indi-
cate the adjustment made by the parents studied in relation to their

feelings and attitudes toward intrafamily relationships.

Operational Definitions

Instructional Nursing Intervention. For purposes of this
study instructional nursing intervention was defined as an organized,
interactional teaching sequence between a professional nurse investi-
gater and the parents of a child diagnosed as having spina bifida
with myelomeningocele. The interactional teaching sequence consisted
of three home visits and included information concerning the etiology,
physiolegy, pathology, diagnosis, treatment methods and care consid-
erations of a child with myelomeningocele.

Understanding. For purposes of the study understanding was
defined as knowledge of specific facts and terminology relating to
the medical condition of myelomeningocele, knowledge concerning
treatment options, methods and possible outcomes, and the ability to
recall information concerning myelomeningocele and to choose priority
actions under certain given situations involving the care of the

child. A multiple choice test composed of twenty-five questions
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based on the previocusly listed items was constructed, tested and
validated by the investigator. A maximum of ten points could be
scored on each of the twenty-five items, making the highest possible
score 250 points. The understanding score was the total number of
points achieved by the mother of the child on this test.

Self-Concept. For the purposes of the study, self-concept
was defined as the full set of opinions, perceptions, and images an
individual holds of himself at any one point in time, and involved
the satisfaction and dissatisfaction he feels concerning his abili-
ties to manage those things expected of him by the significant others
in his environment. The Tennessee Self-Concept Scale was selected
as an appropriate indicator of self-concept. The total self-concept
score, indicated by the P score and the subscale scores of self-
criticism, self-satisfaction, and family self were chosen as the
most appropriate measures of self-concept for the purposes of this
study.

Adaptation. For the purposes of this study, adaptation was
defined as an indication of the adjustment made by parents to the
infant born with myelomeningocele and specifically the parents feel-
ings and attitudes toward intrafamily relationships. The Elias
Family Adjustment Test in the disguised form, The Elias Family
Opinion Survey, was selected as an appropriate indicator of adapta-
tion. Total test scores measuring warmth and love felt toward family
members and subscores of Interparental Friction-Harmony, and
Rejection of the Child were used as additional indices of adaptation.
Adaptation was measured by the scores received by the mother of the

affected child on the Elias Family Adjustment Test.
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Mother. For purposes of the study, mother was defined as
the biological mother of the myelomeningocele child and the principle
caretaker of the child. Families were excluded from the study sample
if the child was institutionalized, in a foster home placement, or
had been adopted.

Children with Spina Bifida with Myelomeningocele. Children

six months of age to forty-eight months of age who were receiving
treatment or health supervision at one of four major medical treat-
ment centers and lived within a 150 mile radius of the investigator's
school residence served as the basis for family participation in the
study. All children had been clinically diagnosed as having spina
bifida with myelomeningocele, and they had no major unassociated

congenital defects apparent at birth.

SUMMARY OF THE CHAPTER

The purpose of the chapter was to relate the conceptual
framework underlying the study to the problem studied. Relevant
research studying parents of myelomeningocele children was re-
viewed. The previous research supported the major assumptions of
the conceptual framework of this study and included the following:
(1) the birth of a malformed infant is a crisis event in the lives
of parents; (2) all the information concerning the malformation
can not be understood by the parents when it is initially offered;
(3) the knowledge and understanding of the mother concerning the

child's condition will at least partially influence the adaptation
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process of the parents; and, (4) when parents are ready for more
information, it is difficult for them to find access to it.

In the next section of the chapter the research hypotheses
were presented, based on the framework and the assumptions. Terms
that were used in the study that have broad general usages were
explicated and exact meanings for the purposes of the study offered.
Operational definitions based on the explicated terms completed the
chapter. The design of the study, the sample characteristics and
the methods of data collection and analysis are presented in

Chapter 4.



CHAPTER IV

QUASI-EXPERIMENTAL DESIGN AND METHODOLOGY

Purpose

One of the major purposes of this study was to evaluate the
effects of instructional nursing intervention on mothers of children
with spina bifida with myelomeningocele. To determine the effect of
the instruction, three questions were formulated: (1) wWas the under-
standing of the mother concerning the child's condition increased?
(2) pDid the self-concept of the mothers move in a positive direction?
and, (3) Did the adjustment made by the mothers move away from mal-

adaptation toward adaptation?

Design

The design used to assess the effect of the independent
variable was a Nonequivalent Control Group Design.1 The form of the

design is diagrammed as follows:

The O's represent pretests and posttests administered to the experi-

mental group (above the line) and to the control group (below the

lponald T. Campbell and Julian C. Stanley, "Experimental and
Quasi-Experimental Designs for Research on Teaching," Handbook of
Regsearch on Teaching, (ed.) N. L. Gage (Chicago: Rand McNally and
Co., 1963,)pp. 217-220.

67
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line). The X represents the experimental treatment which in this
study was instructional nursing intervention.

The basic design as outlined by Campbell and Stanley (1963)
was used. However, the assumption that the groups constituted
"naturally assembled collectives such as classrooms" (pg. 218) was
not appropriate in this study, since the families did not belong to
aggregates of any kind except the medical centers where the spina
bifida children were receiving their medical care. This was not used
as a criterion for assignment to experimental and control groups.
See Table 4.1 for details of the study design. A summary of proce-
dures used with the experimental and control groups appear in Table

4.2.

The Dependent Variables
There were three dependent variables in this study: (1)

Understanding, measured by a multiple choice test constructed by the
investigator; (2) Self-Concept measured by the Tennessee Self-Concept
Scale developed and standardized by W. H. Fitts; and (3) Adaptation
which was measured by the Elias Family Adjustment Test (symbol FAT)
in the disguised form, Elias Family Opinion Survey, developed and

standardized by Gabriel Elias.

The Independent Variable

The independent variable was instructional nursing interven-
tion conducted in the homes of the subjects. Three instructional
sessions were conducted with each of the mothers in the experimental
group. The sessions involved an audio-slide presentation, open-ended

question and answer sessions, structured interview sessions and
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TABLE 4.2 SUMMARY OF PROCEDURES USED WITH

EXPERIMENTAL AND CONTROL GROUPS

Time Range
Pretesting Experimental Control in Minutes

Elias Family Adjustment Test

X X
Tennessee Self Concept X X 60-110
Myelomeningocele Understanding 7'est X X

Treatment
Teach 1: X 60-120
Information Obtaining and
Problem Identification;
Reaction to Initial News
of Defect;
Problems Encountered Initially
Initial Decision-Making

Teach 2: X 90-150
Audio-Visual Presentation
Question and Answer Period
Terminology;
Professionals-Family Interactions;
Early Adjustment Problems;
Care of Child

Teach 3: X 60-120
Application;
Review and Projection of Future
Concerns.
Interaction Session on Individual
P<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>