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AN ABSTRACT OF THE THESIS OF Janet L. Ferguson and Russel

Tweed for the Master of Social Work presented May 21, 1971.

Title: A Study of Families With Stress Related To The Care

Of Children With Myelomeningocele

APPROVED BY MEMBERS OF THE THESIS COMMITTEE:

Thelma Danilson

David Macfarlane

This was an exploratory-descriptive study of fifty children
afflicted with myelomeningocele, ages one through six, who were
known to the Myelomeningocele Clinic of the Crippled Children's
Division. The study identified the degree of multiple physical,
emotional, and environmental stress factors that families must be
prepared to cope with.

The study identified eleven factors felt to play an important
role in family dynamics and how they related to the families response
to their child with myelomeningocele. The factors were tested and

found to be valid by the use of a pre-test on ten case records.



Medical records were then obtained from the Crippled Children's
Division for chart review purposes and the appropriate material was
recorded. Scores were developed that indicated the degree of stress
ranging from minimal involvement to maximum involvement.

The study found that a majority of the families in the sample
live within commuting distance to needed medical services, have
transportation available to them and generally utilize the necessary
medical care appropriately. The remainder of the study showed,
however, that families could be expected to face a variety of other
problems that could only serve to increase family stress. Most of
the families had limited financial resources. Over one-half of the
families needed special education for their children. A majority of
families had no medical insurance. Fifty-eight percent of the fam-
ilies were found to have additional stressful problems to cope with
e.g., marital stress, sibling rivalry, additional ill members, etc.

Added to this was the information that the child with myelo-
meningocele was found to be greatly involved in a multiplicity of
medical problems at many different levels of functioning, e.g.,
orthopedic, bowel, neurosurgical, etc., that would be expected to
add to the already stressful family dynamics.

Among the recommendations developed was a plea for the ex-
pansion of the satellite clinic concept, development of parent groups

on a geographical basis, development of educational programs for
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educators and comrmunity service personnel, brief orientation pro-
grams for parents with the goal of helping them understand and inte-

grate the health care system that they find themselves in.
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CHAPTER I
INTRODUCTION
I. BACKGROUND OF STUDY

This thesis project was developed out of a field placement ex-
perience over a nine month period for student social workers at the
Crippled Children's Division, University of Oregon Medical School.
The students had been assigned to the Myelomeningocele Clinic (one
of several different multiple discipline clinics within the Division) for
the purpose of developing and improving social work skills. The
children in this group are "at risk' many times in early life and have
multiple, rather than single handicapping conditions. Personnel in
helping professions, e.g. social workers, need to experience what it
means to integrate multiple, fragmented services be;fére they can
teach parents how to do so effectively. The parents in this group
were found to need constant consultation, advocacy, and intervention
by social workers on their behalf if they were to be effective in the
maintenance of a well pAlanned, sustained, life-span care program.
Doctors and others in helping professions need to understand family
situations and stress related to the care of the child with myelyo—

meningocele.



It was through this experience that interest was manifested in
the problems of f‘amily stress and health care management as it re-
lated to the myelomeningocele population at the Crippled Children's
Division.

One variable that influenced the decision to use the younger age
group was the relatively recent organizational composition of the
Multiple - Discipline approach practiced by the Crippled Children's
Division staff. This approach grew out of the realization that this
group of children, requiring constant medical supervision by a number
of specialists needed to be seen as whole beings rather than as a
series of problems unrelated to each other., In times past, the child
was seen by the neurosurgeon following his hospital discharge if the
possibility of developing hydrocephalus existed. He was referred to
an orthopedist when necessary, but not routinely seen for urological
studies. Some families thought that seeing specialists eliminated the
need for a pediatrician or a general practitioner. No one integrated
the services for the family or helped them maintain preventive treat-
ment. Because of this, some parents were not aware of fecal or
urinary incontinence until after the stage of normal toilet training was
outgrown and they were dismayed to find that their child was excluded
from most child care and public schools. In the Myelomeningocele
Clinic, goals for these children are reviewed at appropriate intervals

for more positive planning. These group conferences are followed by



conferences with the parents. The role of the social worker is one

of implementation of treatment recommendations, being a liaison with
the community and educational services and of providing continuous
consultation to families between clinic appointments.

It was surprising and somewhat disappointing to realize that
there was little recorded information about family emotional reaction
when confronted with caring for a child with myelomeningocele. It
was apparent, however, that there were many concomitant physi-
cal factors, such as kidney failure, hydrocephalus, etc., that affect
the child with myelomeningocele and that identifying the stress fac-
tors affecting families with these children might be worthwhile. In
the absence of subjective data related to this decision, it was de-
cided to select or isolate factors which the students and the clinic
personnel considered potentially stressful. It was known from ex-
perience that the stress for this group of families was great because
of the multiplicity of handicapping conditions; because of medical
complications in early life which are life threatening, and because
of complications in the use of multiple, fragmented medical and com-
munity services and facilities. Although there was a paucity of in-
formation on the subject, an attempt was also made to assess how
families functioned in using the service delivery system\on behalf of
their handicapped children,

Most children will grow and develop in relation to a pattern,
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which, though personal for each, will be considered to be within a
"normal' range. These children are able to take advantage of most
of the social and cultural opportunities and ultimately to become in-
dependent, adaptable, and contributing members of society. However,
there are in every community some children who are significantly
""different' in their mental, emotional, physical and social character-
istics to a degree that necessitates extra help in order to maximize
their potential. It was the differences for the child with myelomen-
ingocele, the difficulties that surround him, and the stress experi-
enced by the family with which the students became concerned.

It is recognized that the birth of a child with a defect can pro-
duce stress within the immediate family. However, this birth can
produce a series of disturbing events involving not only the child and
his family, but the extended family, friends, community, and even
society. Feelings of blame, shame, misunderstanding, and disap-
pointment can disorganize family relationships. Gaps in services
and absence of needed facilities as well as the chronic financial de-
mands may intensify family problems.

Because of the seriousness and sometimes the multiplicity of
the problems, most children with myelomeningocele require addi-
tional special services over and above the required treatment for
this handicap. Availability of adequate medical resources are one of

the primary problems faced by this group of handicapped children,



their families, and their communities.

Children with long-term chronic handicaps may require in addi-
tion to medical specialists, a broad range of community services that
are often widely scattered among professional groups and under
auspices of numerous public and private agencies located over large
geographical areas. To integrate these diverse services in order to
help handicapped children requires teamwork and an understanding
that only through co-operation will a health care delivery system be

effective.
II., DESCRIPTION OF THE AGENCY

The Crippled Children's Division is the designated agency for
administration of federal-state programs for Crip%:led Children's
Services. Theoretically, when a child with myelomeningocele is
delivered, the attending doctor or pediatrician usually refers to a
neurosurgeon immediately. Referrals of children born in other parts
of the state are usually made to the Medical School Neurosurgery
Department with hospitalization in Doernbecher and subsequently re-
ferred to the Crippled Children's Division for follow-up services.
Families whose children are in private hospitals are usually referred
by the attending neurosurgeon, particularly if the family needs finan-
cial help. Both private physicians and those on the Medical School

staff want families to have the integrative services provided through
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the Crippled Children's Division Myelomeningocele program and refer
to it even though the treatment is continued under private care or in
the Medical School Hospital and clinics.

It is important to understand the specific nature of the Crippled
Children's Division and the role it takes in relation to handicapped
children in the state of Oregon. The agency has a mandatory obliga-
tion to serve all areas of the state. The primary goal is to offer
diagnostic services and treatment resources to the handicapped child.
This is to insure that whenever possible, all handicapped children in
the state of Oregon are given a chance to reach adult life and take
their place in society as well adjusted and self-sustaining citizens.
The age group served is from birth to twenty-one years of age. A
unique and important component of service programs is the team
evaluation and consultation to physicians and other personnel in the
‘community. The makeup of the multiple discipline team varies de-
pending upon the nature of the individual clinic. The professions in-
clude medicine, social work, speech pathology, audiology, psychology,
nutrition, nursing, dentistry, physical and occupational therapy, and
education.

The initial intent was to provide integrative help and consulta-
tion to Medical School staff involved in the treatment. As private
physicians learned about the service, referrals were made with the

request that the Crippled Children's Division provide periodic review



and integrative services. This, along with extended life span of this
group of children resulted in an increased program. For an illus-
tration of the complexity and inter-meshing of the medical care com-
plex component, refer to Appendix A,

The Myelomeningocele Clinic within the Division assists with
diagnosis and treatment planning for children with myelomeningocele
and related disorders, Most children in this group need an integrated
on-going plan of long-term medical care and rehabilitation. For most
of the children, because of the nature of the impairment, there is no
foreseeable time when a variety of medical and social services will
not be needed. By helping the child and his family understand the
totality of their needs and their role in following treatment recom-
mendations, progress can eventuate. Some of the problems identified
by the diagnosis of myelomeningocele are; orthopedic limitations,
neurogenic bowel and bladder, kidney and bladder malfunction, and
hydrocephalus. The intellectual capacity of the child will range from
average to severe retardation. Institutional care may be the only
alternative for a small number of patients.

The Myelomenihgocele Clinic is an attempt to efficiently utilize
multiple -discipline evaluations, consultations, and educational ser-
vices to families, so that fragmented resources, family fears con-
cerning the nature of the handicap, and concern for the future can be

integrated into a sustained, intelligent care plan that can focus on each


http:attem.pt

child's needs.

III, DESCRIPTION OF MYELOMENINGOCELE

Myelomeningocele is based on a neurological impairment involv-
ing the brain, the spinal cord and the nerves that travel from the brain
and spinal cord to the muscles, glands, and skin. The chronological
development of the problem is very complex and occurs during preg-
nancy. Some of the bony, protective covering of the spinal cord will
fail to develop fully. It is a matter of degree as to how much of the
spinal cord will fail to develop. It is not unusual for some of the
vertebrae to be slightly incomplete, leaving the spinal cord intact.
(Spina bifida occulta). However, the condition that comes to the
attention of the physician is that in which the vertebrae not only fails
to develop completely, but the spinal cord fails to develop into a tube
and instead forms a flat plate that protrudes from the back and,
rather than being covered with backbone, is covered only with mem-
branes that normally cover the spinal cord. This results in a sac
like appearing protrusion on the infant's back. The physical prob-
lems stemming from this condition are those resulting from an inter-
ruption of the central nervous system control below the level of the
lesion; e, g., fecal and urinary incontinence, paralysis, kidney infec-
tion, hydrocephalus and orthopedic malformations. See Appendix B

for illustration.



The condition is, of course, visible immediately, and treat-
ment can be started within hours. Perhaps the main reason for the
lack of knowledge about the condition among the public is that until
recently, most babies only survived for a few weeks and spent that
time in the hospital. The parents usually never saw the infant nor
were they advised as to what was wrong with it., Now, because of
recent medical developments, an increase in survival rates of these
children has been seen. Like many other diseases, there is probably
a hereditary predisposition which is then triggered by some other
factor or factors in the environment. The condition is more likely
to reoccur in families, although physicians are not ready to claim
that it is inherited, but rather, lean towards a poor genetic mating
risk explanation.

Within the last ten years, many new medical procedures have
been developed. The first surgery performed on the infant now is
frequently a neurosurgical one to repair the myelomeningocele sac
and by shunting procedures to ward off or minimize hydrocephalus.
A common accompanying condition of myelomeningocele is hydro-
cephalus or cranial enlargement through pressure of fluid retention.
Small plastic tubes, shunts, are inserted in the skull, which are
sometimes seen behind the ears traveling down into the chest or
other parts of the body. These tubes act as a pump to drain off the

excess fluid.



CHAPTER II

REVIEW OF LITERATURE

It is with this background of experience and information that the
literature concerning families with chronically handicapped children
was reviewed, From this review, a plan was evolved to use an
exploratory-descriptive format in an effort to develop an understand-
ing of the stresses that families with children with myelomeningocele
may encounter.

After completion of the literature review, three dominant
themes were apparent; (1) purely medical aspect, (2) family crisis
characteristics, and (3) treatment modalities.

Most experts now advise neurosurgical repair of the myelo-
miningocele within the first day of life, which is claimed to reduce
the extent of orthopedic damage. Eckstein's (1966) descriptive
analysis study has strongly suggested that early myelomeningocele
repair can often ameliorate all orthopedic problems and that the in-
evitable urological problems can also be minimized.

Little information was found about how the news is broken to
the parents about their child's defect, Parmalee (1962) stated that

the way the physician sets the stage with the parent can influence how
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he adjusts to the crisis and the successful use of occupational, physi-
cal, medical, and social services by the parents. How the parents
are informed and how they are treated by both the doctor and the
hospital staff are very important in this aspect. This is very difficult
for the doctor because he has to initially admit that he is failing with-
in his profession because he cannot heal the child. The parents can
better accept their misfortune if the doctor can accept his inability
to remove the child's handicap. Doctors may sometimes seem to
come across as cold, blunt, or disinterested; when they are in real-
ity very emotionally involved in their own helplessness.

The majority of the literature emphasized orthopedic and uro-
logical procedures to be used as the child develops. Depending upon
the severity of the crippling, and the surgical procedures already
performed, various methods are offered to ward off further deteriora-
tion and or to strengthen what physical resources the child does
possess. This type of reporting in journals keeps specialists abreast
of new, improved methods which may decrease the damage or deform-
ity if employed. In the past, it was generally assumed that these
children would not survive, but the literature stresses that it has
been demonstrated that early and continued consistent treatment has
extended the life span for some. No one can predict which children
will survive and thus the effort is expended for every child.

In spite of family strengths, there are predictable areas and
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periods of stress for the family when faced with the task of dealing
with a chronically disabled child. Shotland (1964) offers general
points that families experience when in this situation. The period of
unknown prior to diagnosis usually finds the parents undergoing feel-
ings of fear, guilt, suspicion, blame, and doubt. After diagnosis,
anxiety and mourning for the lost '"wholeness'' that follows the "'truth
impact' is experienced. A third point of stress occurs when the
child reaches the pre-school years and begins to physically fall be-
hind his peers. When the child faces the elementary years and the
experience of separation from family members, he enters into a
world he finds difficult to understand; more stress is felt by the
parents., During adolescence, the child and the parents must face
the demands for a curtailed future and by adulthood, reality forces a
coming to terms with the future for both the family and the off-spring.
Again, it is pointed out that how families cope is largely dependent
upon the emotional health of the family.

More specifically, Rapoport (1962) attempts to identify the
coping patterns of families immediately after the onset of a stressful
experience. She tells us that crisis time is limited during which the
family will try to gain a state of equilibrium, with varying positive
or negative results. (Heightened tension, attempts to solve the prob-
lem, depending on the results of the problem-solving attempts, and

emergency mechanisms.)
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Shotland (1964) dealt with the family stress in an extended time
span and Rapoport (1962) dealt with it in the immediate stages. Both
identified common family stress characteristics. There are definite
feelings of guilt and ambivalence towards the child. Parents cannot
project feelings of blame for the problems onto the child because this
behavior is not socially acceptable. Schild (1964) discusses the anger
about the narcissistic injury that most parents feel. No parent likes
to be reminded that his child has a functional ceiling.

Olshansky (1962) discusses another response known.as chronic
sorrow. He points out that the condition is natural under most cir-
cumstances and that it is a natural response to a tragic event.
Mandelbaum (1960) speaks about projection being one of the most
commonly used defenses by parents coping with a defective child.
Parents may look to other family members as the cause of the prob-
lem. The more intense this defense mechanism, the longer will be
the duration and the greater the chances are that the child will become
a part of the parents' psychological dysfunctioning. Parents with
strong psychological adjustments seem better able to handle having a
disabled child than those parents who were not able to gain a satis-
factory adjustment in prior years. The use of denial by parents is a
common mechanism, sometimes manifested in the activity of shopping
around for medical care.

Giving birth to a child demands many basic adjustments. Our
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society values high achievement, attractiveness, and intelligence.
Parents faced with having to deal with the direct opposite often are
overwhelmed by their own feelings and what they interpret as society's
scorn. A disabled child will change the functioning of the family roles
and relationships. Among families with myelomeningocele, Smith
(1965) tells us that there are parental concerns over mental retarda-
tion, fears of having other children, the chronic financial burden that
the family must face because of the long periods of hospitalization,
and the cost of medical apparatus.

Reactions of guilt, self-blame, anxiety, denial, prejection,
feelings of inadequacy, a sense of helplessness, myriads of questions
about finances, education, and possibilities for such a child's mar-
riage are all aspects that confront parents. Society adds to the pres-
sure with its expectation of perfect off-spring.

Foreman (1967) feels that some parents have valid reason for
bitterness. Because of tragic mis-diagnosis, the parents anticipate
the child's eventual death which results in a gradual emotional detach-
ment from the child or mourning in advance, only to become aware
that the child is not going to die; but will continue to survive at a
more involved level of handicappedness. There are some pregnancies
which are undesired by the parents because of various marital or
social crises, which are further complicated by the birth of a defec-

tive child. If the mother has either attempted or even wished for an
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abortion, it is likely that she will link up these feelings with inten- -
sified guilt feelings. (In some way, she feels responsible for the
handicap. )

Thomas (1965) refers to the various reactions of having pro-
duced a handicapped child. Guilt, fears of having other similar
children, resentment, and doubts about their capacity to manage such
children plague most parents. Sometimes, stresses within the family
group, even with the best of intentions, such as the total devotion of
an earnest mother towards the child's interest to the point of detri-
ment of other siblings or the husband. On the other hand, the child
may be the victim of complete disinterest of mentally ill-equipped
parents.

Barsch (1968) traced child-rearing practices with handicapped
children; including exhaustive research into courtship, marital, and
social patterns.

The treatment modality theme was found to be mainly in social
work publications. Some medical journals devoted perhaps a page or
a few paragraphs to the treatment modalities in existence while work-
ing with the parents.

The social worker needs to have a clear understanding of the
implications of the handicapping conditions related to family stress.
The social worker is one of the family's first contacts in times of

stress and acts as an advocate and an interventionist in helping to
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arrange for the appropriate care. The social worker must help the
parents assess symptoms in order to consult a physician about what
is needed. Social workers must know the risks of delay or of getting
to the wrong service. They must be conversant with the procedures
in order to interpret them to the parents. To be a good consultant to
families, physicians, and others involved in helping, social workers
must know each patient individually and be familiar with his treat-
ment plan.

In this area, a social worker's main concern should be with
adding to the parental social functioning, which has the most direct
effect on the child's social functioning. Almost all professionals,
including physicians, recognize the need for skilled and expert ex-
periences to work most successfully with these parents.

Social workers need to be aware of their own feelings if they
wish to be supportive, rather than destructive. A social worker is
naive if he does not realize that he is inherently relieved that this
tragedy has not befallen him personally. Social workers are usually
quite adept at diagnosing a problem and then devising an intervention
plan that will, they are convinced, be the panacea for their client's
problems. They are then decidedly impatient when their plans are
not actualized or when psychological counseling does not dispel a
parent's natural grief. Social workers should be aware that even if

a parent can observe his plight on a conscious level, he cannot, nor
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should he attempt to abandon his chronic sorrow. Parents have a
life-time to work through their particular pain and there is no reason
why it must be accomplished within the time span that a given social
worker is intervening with counseling. The social worker is better
able to help with parental desperation if he is able to control his own
frustration and irritation with the parents and if he is able to accept his
own guilt feelings in common with the parents.

The diagnostic study that is prepared is not a solution but a
beginning and should encompass assessment of parental strengths as
well as a medical diagnosis of the child. Social workers should ac-
cept the fact, as stipulated by Olshansky, Op. Cit., that parents of
handicapped children suffer from reactions of chronic sorrow and
that this is a natural, rather than an abnormal response.

Auerbach (1968) discusses the gains that parents can attain in
discussion groups. Understanding children's needs at different stages
of their development, examining what they expect of themselves as
parents, gaining knowledge of the interaction which occurs between
parent and child and siblings, and beginning to appreciate the ex-
ternal influences on the child and his family.

Wolfensberger (1967) urges that professions working in this
area need to have positive attitudes towards the handicap, counseling
competency, and an adept knowledge of the handicap, including ser-

vices such as laws and resources. He feels that parents as a whole
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have been misjudged, mishandled, and misunderstood by the majority
of professionals. His approach is focused more on reality problems
rather than on therapy-orientation. The offering of services should
be made in the spirit and willingness to extend long-term and perhaps
life-long resources to the family.

In conclusion, the primary idea that seemed to thread its way
through the material concerning stress was that if a family has strong,
balanced interaction among its members and is not involved in old,
unsolved conflicts, unmet needs, or hostilities, the chances are
great that they will be able to cope with a disabled child much more ’
appropriately than if they find themselves enmeshed in interactional

disputes.



CHAPTER III

METHODOLOGY

I. DESCRIPTION OF SAMPLE

The sample used in this study was a group of fifty children born
between 1965 and 1970 chosen because the majority of children born
before the neurosurgical advances of 1963 did not survive. This
study was conducted on a chart review basis. The charts of children
in the required age group were located by scanning a card index sys-
tem compiled by the social worker assigned to the Myelomeningocele
Clinic. The presentation of the data has been arranged in such a

manner that it does not violate confidentiality.

II, DESCRIPTION OF WEIGHTING PROCEDURES

The weighting was designed with the purpose of indicating
arbitrary problem complexity on a continuum from no problem to a
problem of major complexity, More importantly, the weighting pro-
cedure was used to get away from the stereotyped thinking of only one
aspect of the handicap. For example, more stress would be felt if a
child was non-ambulatory than if he had a minor problem in gait con-

trol. In addition, however, it was thought that the weighting would
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highlight the complexity of care which confronted families whose
child had multiple handicapping conditions. For example, one child
might have a minor orthopedic problem, but a severe problem uro-
logically and/or neurosurgically. The degree of severity might be
greater in all areas for some children. Complexity is due in large
measure to what families have to do to maintain continuous treatment
of multiple conditions.

Not all categories ranged from one to five, but the lower num-
ber reflected less severe involvement than the higher numbers, ex-
cept in the mode of transportation and family-environment stress and
additional illness or handicap categories. For example, one cannot
say that a marital problem is more or less stressful than a delinquent
family member. See the following table for a representation of the
qualitative and quantitative values assigned to the sub-division alterna-

tives.
III. DESCRIPTION OF INSTRUMENT DESIGN

The method of approach was of an exploratory-descriptive style.
A one page form was devised in order to provide a scheme for pre-
senting factors identified for the study as potential stress makers
for the family-child system. This was accomplished by combining
appropriate aspects of three previously used Crippled Children's

Division chart review forms with pertinent information gathered from
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MEDICAL CARE SYSTEM A

This example illustrates the interaction between
the private physician and the patient showing that
the physician and the Myelomeningocele Clinic
Hospital must be in clear communication with each other,

Private

The clinic will observe the patient's progress,
provide diagnostic services, and financial aid when
family insurance or resources are insufficient, The

flow and process between the subsystems must be
carefully integrated if goals and objectives are to
be met,

arents

Referring

Physician \

' i Identified Siblings
Patient

Urologist " ‘.

Public
Health
Nurse

Orthopedic
Physician

Crippled Children's
Division Social-Medical Team

*\ Pediatrician
Urologist
Neurologist
Dentist
Orthopedics
Nussing
Social Worker
Nutritionist

Special
School
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MEDICAL CARE SYSTEM B

An example of the possible degree of interaction
that a patient with Myelomeningocele can be faced
with, Integrating the use of these resources will
fzeilitate the progress of the patient,

Relatives

SCHOOL
Crippled Children's
ion Social-Medical Team

MEDICAL

Pediatrician
Urologist .

eurologist Doernbecker
Fmergency Clinic Psythologist Children's
Orthoped Hospital

Physical Therapist
Occupational Therapist
Nurse Consultant

-l Social Worker

» Speech Therapist
Nutritionist /
patient 3
Naic
gy A Well Baby
Qutpatient

Clinic
Neurology

 Clinic

Clinic
Pediatrics
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1Q RANGE

Above 140

130-139

120-129

110-119

90-109

80-88

70-79

Below 70

5070

Below 20

CLASSIFICATION OF IQ SCORES

STANFORD-BINET

Genius or near-genius

WECHSLER

Very superior

70

NEW STANFORD-BINET

Very superior

Very superior Very superior Superior
Very superior Superior Superior
Superior Bright normal High average
Normal Nomnal or average Normal or average
Dullness Dull normal Low average
Borderline deficiency Borderline Borderline defective
Definite feeble~ Mental defective Mentally defective
mindedness '
Moron Educable
Idiot (30-50) Trainable
Imbecile {Below 30) Custodial
AAMD CLASSIFICATION
WIsC  s-B

-1 to -2 8D 85-70 84-68 Borderline

-2to~3SD 70-55 68-52 Mild

-3 to -4 8D 55-40 5236 Moderate

-4 to -5 SD 40-25 36-20 Severe

=5to -6 SD 25 20 Profound



