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Preface

Parent Participation in Early Childhood Education is a coliection
of 8 papers selected from those presented at the Special Conference on
Early Childhood Education, New Orleans, Louisiana, December 10-13,
1969. These papers were collected and compiled by The Council for
Exceptional Children, Arlington, Virginia. Other collections of papers
from the Conference have been compiled and are available from the ERIC
Document Reproduction Service. Other collections announced in this ‘
issue of Research in Education may be found by consulting the Institution
Index under Council for Exceptional Children or the Subject Index under
Exceptional Child Education. Titles of these other collections are:

Early Childhood Education - An Overview

Curriculum, Methods, and Materials in Early Childhood
Education Programs

Environmental Influences in the Early Education of Migrant
and Disadvantaged Students

Training and Personnel in Early Childhood Education Programs



DIMENSIONS OF FAMILY INVOLVEMENT IN EARLY CHILDHOOD EDUCATION

Donald R, Calvert
San Francisco Hearing and Speech Center
San Francisco, California

Family members have been involved in programs for early childhood edu-
cation for handicapped children in a variety of ways. The nature of their
involvement, however, has often been random or accidental, usually reflect-
ing pressures of the immediate environment of the program, rather than the
rgqult of careful planning. Preschool education programs have frequently
interpreted involvement of family members in a very limited and narrow way,
viewing their role as primarily passive, or relegating them to PTA fund-
raising~type activities in the backwater of tha educational program, Of
the 179 project proposals that had to be disapproved under the Federal
Handicapped Children's Early Education Assistance Act (Public Law 90-538)
in the first year of funding (1969), more than three-fourths included dis-
approval reasons related to inadequate participation of parents in the
proposed programs,

The professional literature has dealt with the area of family member
participation largely as a concern either for the services parents should
recelve from an early education program o> for the things parents of child-
ren with particular handicaps should do to help their children, With an
increasing national awareness of the need for involvement of parents in the
education process, and with an increasing number of programs for the early
education of handicapped children developing all over the country, there is
need of concern for the broader involvement of family members in these pro-
grams. To include family involvement as a planned, purposeful part of an

early education program, it is important to know the dimensions of family

involvement, to know the possibilities and alternatives, and to select those
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most consistent with the goals of the overall program,
In developing dimensions of family iavolvement, we would do well to

follow the interrcgative approach of journalists who systematically in-

vestigate the who, what, why, when, where, and how of situations, Who
among family members should participate, what is the nature of their in-
volvement, why should they participate, vwhen do they become involved, where
does their participation take place, and how is their participation induced?

Who: Family Members Participating

Mother is not the only member of a child's family., Yet, enticed by
her ready availability and the cultural expectancy that she bear the pri~
mary relationship to the child, many early education programs approach fam-
ily member participation as though this were the case. Only slightly less
ignored than the father are the brothers and sisters, uncles and aunts,
grandparents and others living in the household. Of special concern is
the decidedly female orientation of early education programs. Handicapped
children, like non-handicapped children, need men and boys ia their environ-
ment. With a heavy predominance of women on early education program staffs,
a balance through male family member participation in the program is
desirable,

The title of this paper purposely uses 'family member involvement' to
direct attention to family members other than parents. Some programs refer
to having the whole family enrolled. The ratio of the number of family
members involved in the early education program compared to the total num=
ber of family members might give information about the impact of the pro-
gram on the family as a whole:

family members
involved / total family
members = Impact on Family,

Familial relationship to the handicapped child is less important than the
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amount of time spent with him and the influence over him, The nature of
involvement need not be the same for all family members, Each may partici-
pate in ways which reflect his special interests and interaction with the
handicapped child. Programs should reflect differential planning for
different family members,

What: Nature of Family Member Involvement

From review of a large number of program descriptions and from observa-
tions of programs, a half-dozen general classes of family member involvement
can be derived. These are, 1) learning, 2) working with children, 3) plan~
ning and policy making, 4) disseminating information about the program,

5) assisting in administering tle total program, and 6) evaluating the
program.

Learning 1is by far the most frequent mode of participation expected of
family members by early education programs. It is often observed as a
passive task but may be as active as the other dimensions of involvement.

It frequently takes the form of family members attending *o presentation
of information through a variety of media, including reading materials,
films, correspondence, records, and lectures. It may also involve dis-
cugsion, either with members of other families or with professionals in
special areas of expertise, for what is commonly termed cocunseling and
guidance. Learning very frequently takes the form of observation, usually
of a trained professional working with a handicapped child. The most active
form of family member learning is through practice, usually supervised by
s professional, working with a handicapped child. These four modes of
learning for family members (attending presentation of information, dis-
cussion, observation, and practice) may all be involved in some programs
but usually with emphasis on one., Their relative value for learning by

fanmily members is an area ripe for evaluation,

-3-

o A o

R O LR NPT RUp OIS Kt 08 el o 8 B, ks

- e e e

- e el e M s b e s Feann Y



T e W

A second mode of family member participation is through working directly
with children enrolled in the program or with the far iiy members of other
enrolled children. In work with children, the family member may take the
role of a teacher's assistant, a team teacher, cr an independent teacher.

In working with members of other families, the role may be as one who orients
the new family to the program, tells about his own experiences, or demon-
strates something he has found to be especially successful with his own
handicapped child. He may work with his own child or with the children of
other fami’ies. If he works with children other than his own, he will need
to conform to local laws concerned with health certificates and the program
will need insurance to cover his activities,

A third area of family member participation, and one in which they are
rarely included, is planning and policy making for the program. Family mem-
bers may be involved in planning groups seeking tc develop new programs or
to revise operating programs. They may serve on perma2nent or ad hoc advisory
conmittees for the program. Or they may serve cn the regular board of
directors which determines policy for the program. The appropriate degree
of family member participation in policy making has been controversial in
some early education programs, but more and more programs appear to be in-
terested in including this as a role of parents,

A fourth way family members may participate is by helping to administer
the program. This includes a wide variety of functions designed to help
keep the program operating within its previously determined policy. Family
members may receive and guide visitors to the program; they may keep records
and handle other cierical tasks, design and build equipment and materials,
and help maintain the physical plant and equipment. They can act as liaison
with nursery schools for non-handicapped children to promote integration,

or they may relate to the schools where their children will later be enrolled.
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They may participate in lobbying for improved legislation for handicapped
children, or they may help in fund-raising activities. Parents can often
be the strongest link with community support when new funding is needed for
early edvcation programs. The constant need for such help with adminis-
tering the program often leads to the development of special auxiliary
organizations,

A fifth area in vhich family members may be especially valuable is in
disseminating informition about the program. Continued support by the
community depends on interpreting the work of and need for the program to
the public. The family member has higl' credibility to a public skeptical
of the professional with vested interests. Family members speak to service
groups, speak to other parents, interview on television, radioc, or the press.
They may publish newsletters and bulletins about the program and help iden=-
tify the appropriate groups for dissemination.

A sixth function of family members is in helping to evaluate the pro-
gram, In the plarning stages, parents can participate in helping to develop
appropriate goals for the program. As "consumers" of the service, parents
particularly should be involved in setting goals and in helping to evaluate
how well these goals are being met, Too seldom is the parent asked, "What
do you expect and want from the program?" or, ""Has the program succeeded
ia 1ts task?" The formation of numerous consumer groups in contemporary
gsoclety suggests they want to be gsked,

Why: Purpose of Family Member Participation

Any early education program should do a careful appraisal of why it
wants family members to participate. The three primary reasons are probably
for the family member to help himself, to help the program, or to help the
handicapped child. All of the various modes of participation described

above can fit into these three reasons.
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The family member may seek help to orient and adjust to the child's
handicap so that he can understand it and co-exist with it, He may seek
psychological counseling to help him through problems already caused by the
presence of a handicapping condition in the child, But he also may seek
participation in the early education program to feel "involved" in a rele-
vant and worthwhile cause, or he may participate actively to assuage some
feeling of guilt in his life,

The program staff may see the role of the family membher primarily as
helping the program through activities necessary to its operation and admin-
istration, Such activities, while genuinely helping the program, may develop
into a convenient refuge, both for program staff and for parents, of appear-
ance that family members are deeply and critically involved with their child
and the program, when they are in fact working in the periphery of the pro-
gram. It is doubtful that such participation is sufficie~t either for help~
ing the child or for loug term community support of the program,

It may be argued that any indirect involvement by family members will
lead to help for the handicapped child through an improved and well supported
program or more knowledgable and adjusted family members. It may similarly
be maintuined that any involvement of family members will to some degree
serve all three purposes, Yet family participation activities of programs
do differ greatly in their emphasis on one of the purposes and in their
directness to helping the handicapped child. Any program should, therefore,
develop its general rationale for family member involvement and consider
how each of its activities bears on this basic purpose.

Yhen: Period and Amount of Participation

In describing the participation of family members, both the periods
of involvement and the amount cf time spent should be included. The period

during whi !, a program is in operation may rule cut participation of some
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family members. For example, programs operating during the work day have
a de facto exclusion of breadwinning fathers, unless provision is made for
meaningful involvement on weck-ends or during evenings. The relative
amount of time spent in participation by various family members is likely
to lean heavily toward the mother because of her availability, even though
she might spend less time with the handicapped child than a grandmother or
older sister. It might be enlightening to compare the amount of time
spent in counseling and guiding each family member with the amount of time
that person spends with the child each week, to determine how efficiently
time in family member counseling and guidance 1is being spent.

A third temporal factor is also important, Vith increasing experience
in the program, the role of a particular family member may change over a
period of time., For example, the mother may change from a listener to an
observer to practice working directly with children. A father who partici-
pates minimally when he is first learning about the program may be en-
couraged to increase his involvement and take an active part in policy
making or administration as he becomes familiar with the program. There
1s need for sequential growth and change over a period of time with family
member involvement, |

Where: Place of Family Member Participation

Early Education programs in this country are operated from three pri-
mary kinds of sites: a professional setting such as classroom or clinie,
a model or imitation home setting, or frum the child's home through travel-
ing program staff members, Some programs utilize a combination of these.
The nature of the primary site used by a program should be reflected in

the family members that can become actively involved, the kind of partici-

pation available to and expected of family members, the purposes of involve-

ment, and the time of involvement. Centering the program around the child's
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home, for example, opens up possibilities for including brothers and sis-
ters in the program which might not be possible in a purely professional
clinic,

The distance from the home of the child and the program's primary
setting will also have an effect on the nature of family member participa-
tion. Typically, the families living at a greater distance would be less
actively and less consistently involved in the program. Availability and
expense of transportation may be critical factors. Programs may need to
develop a policy of family member participation which takes into account
the distance each family lives from the program.

The physical facilities available to a program should also be con-
sidered in developing a policy of family member participation. Size of
rooms may preclude large group meetings. Lack of parking space for cars
or lack of care for young children may discourage the participation of some
families.

Families of some cultural groups may respond negatively to certain
kinds of program sites, such as churches, hospitals, metropolitan locations,
or certain parts of town. These factors should be taken into account in
considering the population to be served by the program.

How: Inducing Family Member Participation

Some family members may be highly motivated to participate in programs
through their natural high level of civic activity or through a very strong
desire to give the best possible help to their children. Such people re-
quire more guidance than they do inducement to participate. There is also
liable to be a number of family members who will give little or no partici-
pation regardless of inducements. But there will likely be a large number
of family members who will participate if appropriate inducement to become

actively involved in a program is present. In the dimensions described

-8-
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above, various factors have been mentioned which affect the motivation for
family members to participate. The kinds of participation activities avail-
able, the time of operating the program, and the location of the program
were among these. But the program may need to develop other means of in-
ducing participation,

Some programs, particularly those sponsored by private agencies, have
made some aspects of parent participation mandatory for the handicapped
child to be enrolled., Other programs, charging fees for early education
services, believe that most parents will participate to get their money's
worth,

Another approach is to develop rewards for participation which will
be relevant to various family members. Active involvement may be recog-
nized in a number of ways, or the family member may gain community prestige
through serving on a Board of Directors or an Advisory Committee. Some
parents may enjoy the organizational and social activities involved in
participation in the program. A few parents may become very highly moti-
vated and become over-zealous in participation in the program to the detri-
ment of the program or other children in the family., Some control of par-
ticipation may be necessary in these cases.

To maintain the interest and participation of most family members, it
is likely that early education programs will have to develop an organized
and planned approach to family member involvement, and be prepared to offer
appropriate inducements from time to time. Special staff may be designated
to handle this aspect of the program. We do not expect young children to
participate without motivation; we should not expect family members to do

so, either,
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Conclusions

Participation of family members is an integral part of programs for
the early education of handicapped children. An organized approach to
family member involvement, through consideration of the dimensions described
above, can lead to planning for maximum benefit from this aspect of the
program,

Active participation by family members in early education programs
may well have an effect on the education programs the handicapped child
will encounter later, vhere typically the involvement of family members
has been passive, peripheral, or even discouraged. The generation of
parents experiencing active participation in the education program at the
early education level may not be content with such passive and peripheral
involvement in the future. Their active participation in the many aspects

of education may bring about a basic change in our total education systen,

-10-
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E , THE YOUNG HANDICAPPED CHILD AND THE TRIUMVIRATE:
Parent - Child - Professional Staff

Margaret H. Jones, M.D., Mary L. Barrett, M.A.,
Mary Delsasso, M.S.W., Ellouise Minter, M.S.W.
Departments of Pediatries and Social Service, UCIA

The Infant: Birth-18 months

B T L i

Medically, especially in relation to chronic conditions of the

[T PUPIOREN VR

brain present from the prenatal, perinatal or early infancy period,

f ‘ more and more often deviationsfrom normal in developmental progress

? are recognized at routine exeminations during infancy. Infants considered
'at risk' because of history of hereditable disease, prenatal abnormalities,
abnormal behavior in the post-natal period are being followed especially
carefully. (1)(2)

Previously the slassical procedure of medical diagnosis involved
recognition of abnormality by parents followed by consultation with the
doctor. Today, "the onus of recognizing.early that a child is abnormal
no longer rests with the parents, but is shareéd by --- doctors, public
health nurses and others working in public health ser;ices.“ (1) "The
concept of diagnosis as a result of growing suspicion during the child's
life ipgreasingly replaces the concept of diagnosis as an act when the

-11-
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child is older and full clinical manifestations of his conditidn are apparent."”

| (3)
Detection of abnormal development depends upon knowledge of normal

development and expected range of deviations there from. Previously the

major concern of physiclans caring for infants and young children was in-

fection - the major cause of infant death., Currently research studies

are providing more and more tools for evaluations of the state of maturation

of infants at birth, of their visual and auditory deficits as well as de-

tection of congenital malformations and other abnormalities. "A very

practical difference that diagnosis by increasing suspicion makes is that

in many instances the child is recognized to be abnormal before the cause

of his abnormality can be diagnosed." (1) Until a definitive diagnosis is

possible symptomatic treatment provides the child with the best opportunity

to compensate for his disabilities. In this way parents will be provided

with specific training procedures to bg carried out at home and will be

given the support needed during the period of uncertainty pending definitive

diagnosis.

Studies by many authors have demonstrated the infants ability to fix

and follow an object from the newborn period on. (4)(5)(6) For example,

-12-
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using electro-oculographic techniques for recording,a one day old infant

is shown to follow a target moving successively 10°, 20°, 30o to the right
from center. More recently, by use of computor techniques, correlation of
movement of the two eyes in following a target have been worked out. Though
data is not yet available on newborns, an 8 month old baby was found to have

a LRCdlof .85 to .91 in the central 20° of the visual field as compared to .87
to .88 for a normal adult. Gatev (7) describes a visual reflex appearing

at about 73 days of age and disappearing about one month later. Disappearance
occurred later with children retarded after asphyxia at birth. Bower states
"the overall picture of perceptual development that is emerging 1s very
different from traditional ones. It has long been assumed that perceptu;l
development is a procezs of construction - that at birth infants receive
through their senses fragmentary information that is elaborated and built

on to produce the ordered perceptualzworld of the adult. The theory emerging
from our studies and others -- is based on evidence that infants can in fact
register but can handle less of the information an adult can register. Through
maturation they presumably develop the requisite information - processing

capacity". (8) In a preliminary communication entitled Visual Agnosia in

lLeft-right correlation coefficent
-13-
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Childbood,' Gordon discussed the likelihood of & spectrum of visual
disdbilitiés conparable to that of auditory disabilities.
Paine and Oppé (10) include, in a book on neurological examination
of children, a table entitled 'Clues and Causes of Delayed Speech.' 1In
this, findings in children with peripheral deafness, congenital aphasia,
psychic deafness (autism) and those with mental retardation are compared
with the normal in relation to reaction to sounds, reaction to gestures,
sensory reactions, motor function and social responses.
In a-recent discussion of impaired hearing in children Murphy (11)
calls attention to the need of differentiating hearing and listening from
other aspects of auditory response. Patterned sounds in the speech range
have been found more effective stimuli than pure tones even in the newborn.(12)
Thus, with increasingly objective and precise clinical and laboratory
tools it becomes increasingly'possibie to detect sensory defects at an
early age. With more information on abnormel .as well as normal postural
and reflex development detection of deviations in motor maturation is also
less subjective (Milani (13))(Paine (10)). For example, the relation
of primitive postural and righting reflexes to the development of locomotion

is shown in Milani's chart. "Motor retardation of the type associated
-14- .
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with mental deficiency us&@lly appears as a homogeneous shift to the

left." "A wider scattering ... is usually a sign of more severe or possibly

a more specific motor dysfunction, as seen in cerebral palsy."

Eveﬁ in infancy objective recording of nutritive and non-nutritive
sucking may differentiate the normal from the child with coordination
defect in the oral pharyngeal area. (1)

Because of the frequency of drooling, eating, breathing and speech
deficits in children and adults having coordination problems resulting
from prenatal, natal or early post-natal causes, more emphasis is needed
on detailed, thorough evaluations of oral pharyngeal function in infancy.
In addition to overall deprivation of sensory experience - visual and
auditory as well as tactile and kinesthetic - upper motor neurone lesions
may result in abnormal function of the muscles of the tongue, pharynx
and those which control the mandivble. Often the hard palate is narrow
and high, the jaw retruded, the tongue immobile on the floor of the mouth
or lacking in normal mobility, the lips flaccid and separated, the face

devoid of normal expressive movements,

-15-
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To illustrate an approach to the treatment of suck-swallow problems
as an integral part of the overall training program to be taught to
the mother of such an infant and to be carried out at home, a fiim
showing the development of a child diagnosed at 6 months as having
pseudo-bulbar palsy will be shown. (15)
ToOWES LR Us'ing the type of appiroach illustrated in the film,
of a total of 30 infants with oral pharyngeal problemg as a part of
the total motor deficit presumed to have resulted from early non-pro-
gressive upper motor neurone deficit treated in our unit, parent cooperation

and follow through has been estimated by the therapists to be good in 19,

poor in 11l.
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Kagan (16) states that in the first 18 months of life in the normal
infant, tremendous development in both perceptual and motor development
as well as in personality formation occurs. Mother-child relationship,
important for the normal child, maybe more crucial for the infant with
a physical handicap. The current trend toward earlier detection by the
physician (pediatrician or general practitioner) of deviation from normal
development brings with it the need for close cooperation a) with the
therapists in application of currently considered useful procedures and
in attempts to evaluate such procedures, b) with psychologists and educators
concerned with evaluation of learning abilities and potential and c¢) with
psychiatrists, psychologists and social workers concerned with parent-child
relations and with social and personality development. (17)

|/q/

The Toddler Age: l-34yg§rs

Kagan (16) highlights three major dgvelopments in this age period:
the ability to locomote, the ability to comprehend and US€ Jlanguage,
the impositions of the first socialization demands by parents.

Not only in the first 18 months is parent understanding and partici-

pation in the overall management plan essential to the optimal growth of

-17-
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the child in all areas, but it becomes increasingly essential in the
toddler yesars when frustrations from locomotor-and/or speech deficits
mount. Williams (18) calls to our attention the concept that "maladjusted
behavior ;s learned in the same way as adjusted." He suggests that children
in the "at risk" register for physical development should also be considered
"at risk" for emotional development. Drillien (19) states that the "quality
of maternal handling and the early environment of the child is of more
significance in personality development and in causatiou of behavior dis-
orders than complications of pregnancy, length of gestation or birthweight."
In the course of attempting to assist parents in helping their cerebral
palsied young to develop optimal physical ability, I was asked by parent;
to arrange for continuous treatment by one rather than a sequence of therapists.
Tt had been found that changing personnel often resulted in poor child-
therapist relations. When it was poésible, I did engage a physical therapist
to work at my office. This was not enough. Children in the toddler age
often cried during the short therapy sessions and mothers found them quite
negative and resistant at home. The parents of one of those children later

found me an office where the landlord agreed to make over & two-car garage

-18-

1
i
i
[ ERENETINS SO



for a pre-nursery school. Experience with this unit staffed by a physical,
occupational and speech therapist working with the young children during

a nursery school day period appeared to the staff and parents to result

in greater total gains than had the usuwal outpatient program. As a result,
several such units were set up in the Los Angeles area and have continued

for about 15 years. (20) In these units a teacher was employed full time,

an assistant teacher or aid, and part-time therapists. Medical, psychological

and social service consultants participated and also parents.

For a period, the teacher at one unit (UCLA) was Mary L. Barrett,
formerly Director of Nursery Education at.Cornell University. She sees
the role of the pre-nursery as that of an extended family living experience
in a larger than individual home where each child and his parents explore
a new enviromment. She states that the essence »f the program in a pre-
nursery school for cerebral palsied children and/or those with other
physical defects is that the curriculum be built around individual
differences and specific needs even to a greater extent than for normal
childrer.., Handicapped children are more limited in experience, have been

more shielded and confined and hence have a deficit of varied multi-sensory

experieﬁce. The pre-nursery seeks to give every opportunity and appropriate

-19-

v

LW ey



B YR RS 1 4R
.

VR ATR RRK T g sone

S AR T 6 e RSN | Lt T e ey

RiT

stimulus in a happy situation as well as to encourage independence in

self care and in development of skills. As Seaver (21) points ouﬁ’there

is "a timeliness and a kind of sequence in the development of skills. When
parents or teachers are alert for signs of readiness they can help the child
... to take the next step."

Lastly, the effectiveness of the nursery school is considered in the role
of its value to parents. To many parents, the nursery school becomes & bond
of hope, strength and encouragement, to some parents, a place of frustration,
dep?ession and a threat. All seek to understand, to rationalize, to learn,
to communicate. The staff seeks to help each parent towards a realistic
evaluation of the childs' potential, his immediate and his long term goais.
To the extent it is possible, mothers are asked to assist in the nursery
program. This serves the double purpose of coordinating home and school
practices and providing a real 1earn£ng experience for the mother and the
staff.

The teacher in the pre-nursery, Miss Barrett feels, cannot understand
the child except as a part of the parents and home from which he comes.

She believes home visits by the teacher needed, particularly before enroll-

ment if the child has not been outside the home. On the initial visit of
-20-
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parent and child to the school the teacher observes carefully play
material of interest to the child, the child's communication with the ,.%
parent and also the chi;d's affection for the parent. This allows the

teacher to help to make a comfortable separation of the child and parent.

Miss Barrett is happier if the parent is in and out of the play area duriag

B R e R AU Eal

this period and happier if the separation takes more than a week. Children
who are too ready to leave their parents often are found later (1-2 weeks)
not to be interested in school but to be wondering what their parents are
doing. Mothers are asked in each instance, even for two year olds, to tell

the child what she will be doing when she leaves.

In the nursery the teacher serves as & model for the mother. Regard-
leass of her theoretical and conceptional knowledge, she must be able to
work with the children.

The social worker needs to havé her masters degree and to have had
at least 5 years in related service activity. -As conceived by those who have

been members of the staff, the social worker has several functions. On

initial referral of the child she interviews the m rents and often goes to

the home as an invited guest (professional) for parents have no frame of

-21-
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reference to relate to the nursery school., She first assumes that the
parents are well functioning adults who have special problems and need
something extra to handle them. She tends to focus on the parents and
their pr@blems. No mother is prepared for & handicapped child. Many have
rrot had the experience of a normal child in the family group. Group
experience offers good learning opportunities for parents, especially
parents of toddlers who are enrolled in the pre-nursery.

The staff believes that parental involvement is essential in order
to develop a sense of trust in the school, to observe the teacher as a
model, to find that many mothers experience the same problems, to see how
their child can grow in the school environmeﬁt as well as to permit staff
to observe mother-child relationships and to become better acquainted with
the mother. The mother needs to get some pleasure out of the experience.
The teacher needs to put in time wifh her and not Jjust assign her to a
clean-up job.

The short film of the nursery (3 consecutive minutes) will afford

a glimpse of the children, the classroom and activities as that period of
time.

-22-

- - — —

ko



5
1
4
.
5
g
,\
5
:
4
z
b
4
£
i
<
%
i
3

There is need for the development of special techniques and tools
for use in the pre-nursery especially with the physically handicapped
and probably also for the emotionally disturbed young children.

Miss Barrett has played a major role in the development of the

two tec be presented — use of a confined space and of a multi-seasory story.

The confined space, 1l by 1l feet per person, adult or child,
was set-up with 5 foot plain walls to explore the hypothesis that
experience in such a "little playhouse” would heighten perceptual
awareness, lead to more interpersonal reactions and to an increase in
communication and in purposeful activity. Two adults monitored the
group and recorded activity and communication before, during and after
the time (10 to 20 minutes) in the small confined area. Children's
shoes were removed but only a few:soft toys or scarves were provided
for the purpose was interpersonal reaction rather than object play.
Children improved in social awareness, peer interaction, and in social,
verbal and motor activity. (21)

The hypotbesis that multi-sensory training by means of a “sensory

story" presenting contrasting stimuli and composed for young hemi-
-23-
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Plegic children would increase the awareness and w e of the affected
side appea?ed t0 be upheld by studies involving one to one presentation
of single objects related to a story appropriate to the child's age and
understanding. (23) Another multisensory story, presenting a more complex
situatioﬁ and utilizing a turntdble'as a base for four scenes involved
in the story of the child's day at the pre-nursery has been developed. (24)
Too frequently, we do not talk-to a handicapped child or take time to
listen to his own way of communicating whether by language or expressive
behavior. Too frequently, we do not listen to a child, normal or handi-
capped, as he expresses his awarenesses, his thoughts, his feelings con-
cerning himself, his social and his physical environment.
In & developmental approach to language for the disadvantaged pre-
school child, Minuchin and Biber write, "It is at a sensorimotor level
that the child has his basic experiences with space and direction, sequences
in time, the nature of contrasts and similarities in the way things feel
and function. It is in active interaction with the physical environment, in
other words, that he begins to develop rudimentary and intuitive knowledge

of the world and how it works -- and these early non-verbal schemata make

=24 ?
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possible the later growth of logical concepts and meaningful 1énguage." (25)
Senn,'in exploring goals for early childhood education, states that in

recent years ''there has been a burgeoning of investigation into the physio-

logical, psycho-social, and intellectual deficiences resulting fram under-

stimulatién and of efforts tec prevent and ameliorate deficiencies by sensory

stimulation. The amount of stimulation, the timing and the involvement of

human_rglationship are essential factors in assisting children's learning. (26)
The sensory story techniques provides a setting and time for sharing

familiar experiences in a one 1o one relationship.

Leading Factors in Longterm Outcome

In closing, perhaps brief review of major factors considered in studies
of adolescents and adults, to be responsible for achievement of magimal
potential would be of importance in thinking about the training of the
young children.

Curtis, & vocational counselor in attempting to find jobs for 200
cerebral palsied adults concluded that the handiing by the parents in the
first years of life was the most important single factor in long term

prognosis. (27)

Wortis and Cooper report that expected physical achievement occurred

-25-
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in only 38% of a group of cerebral palsied patients followed. Achievement

P o

was rated fair in 204, poor in 33%. Factors others than extent of physical

handicap appeared to be important in prognosis. (28)
In a survey of adolescent cerebral palsied in Isreal the following

personality characteristics were found:

Concentration poor 70%
Adjustment to handicap poor 53%
Social maladjustment A
Emotional imbalance 487,
Work attitudes poor 38%
Little independence 5%  (29)

In an adult study in New York, again with the cerebral paléied,
the authors found prognosis related to the following factors:

Exaggeration of handicap
Relation to others
Emphasis on normal classes
Social independence
Parental understanding
" attitudes
Isolation
Early total rehabilitation (30)

Summary
This presentation has stressed the importance of sensori-motor
evaluation of infants and young children and assistance to parents of these

children in techniques of handling problems resulting from early deviation

from normal development.

-26-
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It has indicated some recent research studies which assist in more
objective éarly diagnosis.
It has indicated roles of parents, teachers and others as well as
the role of the physician.
It has given examples of two new approaches te training in the
l%-3 year age group - use of confined space and'multi-sensory story.
Lastly, it has called attention to factors reported to be related
to long term prognosis - factors indicating the major role of personality

development and work habits in determining the long term outcome.
It has been my pleasure to participate in a program in which the

"professional educator"” (30) is taking a new look at his role in learning

problems in the very young. (31)
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PARENT INVOLVEMENT IN EARLY CHILDHOOD EDUCATION
Audrey Ann Simmons
Central Institute for the Deaf
St. Louis, Missouri

While educational programs for parents have existed in this
country for as long as there are records, the educational '"discovery
of infants'" and their parents is a more recent event and the concept

of parent involvement is particular to this decade.

Originally, much emphasis was placed on giving parents increased
understanding of their handicapped child, so that they might be better
able to guide him to his optimum development. Actually assuming the
role of the child's teacher seemed to be an integral facet of the
parent's education. Gradually, however, the scope of interest has
widened to take in an understanding of the parental role, since this

is a very critical developmental period in the child's life.

The infant's capability for assimilating and processing information
in his very early years as well as his capabilities for emotional
and physiological involvement has been clearly documented. The growth
and development of the infant into his adult potential are much too

important to be ignored.

Parent involvement is now seen as more than information-giving.
It must aim toward increasing the understanding of parents at many

levels of learning and through many kinds of experiences so that they
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will achieve further individual growth and develop greater competence

in dealing with their children.

Of course, these goals must be applied realistically. Parents
will gain from involvement in a variety of different ways, depending
upon their need and readiness. We may not be able to bring about
drastic changes in the personalities of parents or in child-care
practices which have their roots not only in individual knowledge
but in the parents own upbringing. But we must provide the parents
with greater knowledge of children, of the handicapping condition of
their child, of themselves, of family and community relatisas in

order to enable parents to alter some of their own practices,

In many ways the greatest need of a handicapped child from the
beginning is a parent who can understand his problem and adjust to it.
He needs parents, who as a result of this understanding, also foresee

what his needs will be.

It is sad, that the vast majority of parents, at least initially,
have no true concept of the educational situation connected to the
handicap. As professionals, we afe apt to discuss hearing impairment,
mental retardation, cerebral palsy and other handicaps with implicit
and frequently naive assumption that the general population understands
what we are talking about. We need to spend 2 considerable period of

time talking about specific problems to parents at a level they
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understand. This needs to be done even if we end up so oversimplifying

the technical aspects that they seem elementary.

It is most important that this counseling be given at a level
which makes it comprehensible and effective. Often this means
providing a great amount of basic information, giving the basic
principles underlying the habilitative procedures. Too many parents
have attempted to cope with a handicapped child for many years with-
out having anything approximating a true understanding of what really

was the educational difficulty.

Another major area needing immediate help is the parents coping
with problems of hour-to-hour, day-to-day management. Too often we
assume that because we have suggested ways of giving language, or have
prescribed didactic exercises, we have really provided for the follow-
through and therefore care. Frequently the overall suggestions for
the child's day may be more worthwhile than to fragment it into parcels

for speech and other activities.

There is much evidence from the study of children brought up in
institutions, such as orphanages, that an impoverished environment,
in which there were few toys, few contacts with adults and generally
low levels of stimulation, led to retarded intellectual and social
development. ( 2 ) The conditions in institutions are, however,

exceptional and likely to be extreme. While we know little at the
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present time about the amount of variation in the stimulation that
children receive in the average family setting, it seems clear that

we need to see that the handicapped child's day is meaningfully spent.

Under ideal conditions the parents assume responsibilities for
different aspects of the child's learning. Generally, the mother
satisfies the child's needs and administers to his comforts. She
provides security and understanding. The father, on the other hand,
provides opportunities for his child to socialize through games,
conversation, and other, often more physical activities in which
male interests and feelings are projected. However, these ideal

conditions do not exist in all homes.

Most research in the parent-child interaction assumes that there
is a direct and discernible relation between parent variables of
behavior, attitudes, and personality and child behavior and personality

variables. This might well be an oversimplification.

It might very well be that the parents and children influence
each other in a two-way fashion. The child's behavior may shape that
of his parents as well as theirs shaping his. Normal children by the
age of three months seem to have a very strong control over their
parents. It has been said that the mother is a puppet to her three-
month-old puppeteer. If that puppeteer is in fact a handicapped child

it seems plausible that he may shape some patterns of behavior entirely

-33-
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different from those of a normal child.

Rheingold (9 ) listed the home activities recorded in a normal

environment in order of magnitude as:

l. Holds

2. Talks

3. Talks to

4, Feeds

5. Looks at face

as contrasted with those performed in an institution which were:

l. Holds

2. Feeds

3. Looks at face
4, Talks to

It becomes readily apparent that if the handicap is that of hearing
impairment, the second and third activities of the mother might soon
be extinguished. She may réceive little or no reinforcement from
deaf infant. He may not coo, smile or do any of the reinforcing

stunts that mother needs.

Many parents have not had the necessary training for this type
of stimulation. Contrary to the notion that parenting is instinctive,
evidence is accumulating that it,'too, is taught. From animal ex-
periments it has been demonstrated that offspring denied "mothering"
in their infancy developed maternal behavior themselves that was
completely abnormal, ranging from indifference to outright abuse.

Those primates entrusted to wire surrogate mothers were inferior to
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those with cloth surrogates, but both were poorer mothers themselves

than primates who had had their real mothers. ( 3 )

It is readily apparent that if the child's handicap is a speech
or hearing problem there is some degree of breakdown in communication.,
This breakdown can lead to difficulties in interpersonal relationships
which lead to further breakdown in communication. The parent con-
tributes to the child's problems and visa versa. It is a two-way
channel with tle parent neither entitled to total credit nor to total

blame for his child's behavior. (11 )

Reactions of Parents:

Certainly, the climate for the child's progress is set by the
family's reaction or responses to the knowledge of the handicap. The
very nature of their responses will affect the child's emotional as

well as his cognitive development.

As we observe the reactions of parents to their handicapped
children, these often seem to be divisible into stages similar to
those deliniated by Shontz. (10) I do not mean to suggest that all
parents go through multiple stages. Unfortunately, some may remain
in one or the other indefinitely. The first general parental reaction
to the tragedy of a handicapping condition is that of shock. This
seems reasonable when you realize parents are dealing with the

catastrophe of a significant life-long handicap.
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1t is a period of numbness when the problem seems to be perceived
sharply and clearly with a great deal of docility. Lowell ( 7 ) reports
that at this stage parents retain little if any of the important
crucial information given them, Regrettably, some parents are so over-

come by the knowledge that they never get beyond this emotional state,

It is understandable that many parents pass from this first stage
to one of panic, They seem unable to plan or to understand the
situation and frequently manifest their inability to deal with the
situation, If one observed parents only at this stage he would
witness rejection which is even physical at times, The realization

of the handicapping aspect is extremely difficult at this period for

most parents,

It seems appropriate that at this stage, too, for parents to
doubt the accuracy of the diagnosis, Naturally parents will desire
another opinion, and compétent consultation is frequently beneficial
in establishing the parents' necessary peace of mind. Their wish
to shop about for various opinions is surely understandable., If it
is recognized and properly directed it can be useful. If, on the other
hand, it leads to indiscriminate ''shopping', it is almost always
unfortunate, ( 3 ) 1In situations where there is wide diversity
of professional philosophies of management, it is frequently wise to

advise the parents, accordingly, so that they will not become confused
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by a multitude of opinions. Certainly, parents should be protected
against inaccurate, unnecessary, unwise or overly optimistic attitudes.

By all means we must be forthright with them,

The stage following panic is that of retreat or denial., When
the situation becomes overwhelming, many of us try to escape. We
may even deny that the problem exists. So, too, do many of the
parents, When suggestions are given for their action, some parents
quickly exhibit an inability to do them. They want someone else to
do everything. 'You teach him." 'You care for him." "I don't know

how.”" "I don't have time." Avoidance seems to be the key word at this

phase,

1f the professional person is patient, wise, cooperative and
capable, he will help the family through the periods of insecurity
until the parent acknowledges the handicap. It is then that the
parents report it has been as if they had "just buried a good friend."
Shontz describes it as '"true mourning''. As parents acknowledge the
child's handicap, you can almost witness them rolling up their sleeves

and plunging into the task.

This does not mean they have overcome their own personality
conflicts. They may still be sad and even bitter. They may still

question why it happened to them. They may indulge in scapegoating,
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each other, the doctor, the circumstances, or even the agency rendering
service. The latter is a natural target in the parent's search for a
scapegoat. I might suggest, however, that the vulnerability of parents
to scapegcating may lie in the fact that the specific cause of a child's
handicap might be known. Be that as it may, the reasonably healthy
parents are usually able to recover from the shock, the panic, the
desire to escape and evéntually reach the final stage of adjustment and
in some cases even acceptance. It is necessary for them to arrive here,
but more necessary, even criticai, for their child. Only when this
stage is reached can the teacher and/or counselor, the child and his

family begin to cope with the handicapping conditions in an optimal

manner,

There are parents, though, who '"accept'" the problem but have
expectations which are too high and others who have those that are low.
Michaels & Schucman ( 8 ) describe mothers, who not only accept the
child's handicap but appear to approve of it. These low expectancy
parents view the child's dependency as giving meaning to their own
lives., Their efforts are bent toward discouraging the child's
acquisition of self-sufficiency. The unhappy consequence of the high
expectancy parent is the child's inability to please him., Repeated
exposure to failure and parental disapproval has serious effects on the
child's emotional stability. It is extremely important that we channel

the expectancy of the parent to the potential of the child.
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Then too, there is the guilt prone parent who tends to view the
handicapped child as a symbolic punishment for rea®! or imagined wrong
doing or even thinking. That parent may have not wanted that child.
She may have sought the wrong medical advice during pregnancy. 1In
general, the heavy burden of guilt carried by parents seemsto be tied
to an assumption that they somehow are always responsible for what
has happened to their child. 1It is interesting that parents who
feel relatively certain that their child's condition was caused by
rubella or who have adopted their child do not describe the intense

feelings of guilt as do the others.

It is quite common, too, for us to see another much-favored
defensive mechanism of almost obsessive overprotection used by mothers
of handicapped children. Whether it springs from a mother's deep
unconscious need for absolute dependency of her child upon her or her
own guilt feelings, it must nevertheless be dealt with before the child

can mature,

It should further be noted that the total family milieu may be
of such a nature as to alter entirely the paternal or maternal attitude
toward any individual child. Sickness of the mother or in the family
members, economic crises, change of job or location, or changed marital
relationships all have their effect. Children born at such times of
crisis within the family setting naturally put strain on the parents'

attitude. 1f these crisis are brought on because the child is

handicapped, certainly relations can be affected,
-39-
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Importantly, in the family setting are siblings who need con-
sideration and inclusion in the total picture., A series of studies
relating to this problem in regard to retarded children in the family
has been done by Farber. He found greater adverse conditions resulting
from high degree of the dependency and superordinate roles eventually
assumed by the normal siblings irrespective of the handicap child's

\

place. The handicapping condition @8ffected not only the parents but

T enemEL

the entire family as well., ( & )

Home Demonstration

I1f we turn specifically to our attempts to understand the im-
plications underlying the variations of parental attitudes, it becomes
apparent that our procedures for getting them involved must be

individually based. At Central Institute for the Deaf we have had

a program for parents of deaf infants since 1958, Over that period of

time our program has changed somewhat.

Originally, the parents came together to get the best information
they could about their child's hearing problem, what they could expect
of their children and how to deal with his handicap. Soon it became
clear that they needed that and more. They had needs themselves, as
parents, They had their own attitudes, feelings, and expectations,
They had goal setting problems. They needed to focus on their role
as shapers of their child's behavior and in particular his language

behavior.
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With young babies there is no question of formal teaching
situations, the only effective way is to adopt a normal approach. All
parents have many opportunities in their homes, moment-by-moment, for
shaping linguistic and cognitive behavior. There is dressing, washing,
feeding, playing. However, parents need help in translating what they
are told to do into their own home. Therefore we initiated another
aspect in our program and that was a Home Demonstration Center which

is a real home in appearance.

If you saw it, you would perceive an old house with two apartments
under its roof, like any on the block. The apartments are furnished
in "Sears Early Desperation' and are far from prestigious, but they
are warm, inviting and comfortable. The first floor apartment has a
living room, dining room, kitchén and bedroom. On the second floor is
a kitchen, a living-dining room, a bedroom, a child's room and a bath,
All appliances work with some degree of regularity. The refrigerators,
while not laden, are adequately full and similarly the cabinets and
closets. In short, nothing is contrived. There are no offices, nor
office or school paraphernalia around. These are in the Institute

itself a short half-block away.

Into this setting come the parent and child for an hourly
session with a teacher of the deaf. During this time she attempts
to help them learn to seize every opportunity for language input.

Since our emphasis is upon parents being first-rate-parents not
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second-rate-classroom-teachers, we use only experiences that each
mother would be doing in her particular home. The tasks are of the
regular household, child care variety. They are the typical daily

tasks of the average home.

In her own home the parent is the teacher in the broad sense of
the term. Therefore in our Home Demonstration Center she demonstrates
how well she is progressing while the real teacher makes appropriate
comments. It is obvious that the latter has to be skilled in creating
an atmosphere of ease, transforming apprehensiveness into creative
energy and helping the parents feel the need for interaction with

their child.

Because we do not want the children to grow up unstimulated in
well-furnished pleasant rooms filled with a variety of expensive,
meaningless toys as is often the case, we try to provide basic
perceptual sensory and therefore cognitive experiences. These ex«
periences have verbal labels associated with them which in turn assist
in the storage of the language e.g. vocabulary, and concept. Through
his perception the child develops appropriate concepts and vocabulary
connected to the experiences which have features in common. Mediated
with similar language the concept develops and the language is
absorbed. The child, therefore, receives the data by which to induce
the rules. For example, 'washing'" is a concept which has linguiutic
form: wash hands, wash face, hair, wash someone else's face, hands,

etc. wash dishes, pots, pans, silver, wash clothes, wash the car, wash

i San . o -

» wtmars

42

LT U A



PR PR Y i 1% W PAWIRE 7 517 §L AT Sl L A PRI WD 0¥ 400 W SYRPNA T s T SATAEOINER P, TS et A T UGS NS 8 egen teeenciwr e 3y e gE TR -

- Y

the dog, wash the windows, wash the floor, etc.

The implements are soap, sponge, washcloth, mop. The features

in common are water, soap, and rubbing action but the most important

feature they have in common is the word ''wash'.

We hypothesize the word "WASH", experienced in a variety of
situations can be more readily learned by the child than the word
experienced even many times in only one situation. There are some

interesting data available which confirm this hypothesis. ( 6 )

The appropriateness of the activity is part of our direction.
(We have even had doubts about such things as our storing milk in a
jar, when most children use a carton.,) Part of this is discussed
with mother prior to her demonstrating with her child the task or

tasks she has planned for the hour.

Frequently advice on good "mothering' is given. Certainly good
mothering techniques get reinforced. When she does something to get
her child involved, captures some of his language output, anticipates
his need, we reinforce her with praise or commendation depending upon
her need. Sometimes, we even have to show the mcther how to care for
her child physically. We may have to 'teach" tricks of toilet training,
feeding, bathing and even of clothing. If mother can't cope we must

help her.

Needless to say siblings come with mother whenever possible. While

this may create havoc, for the teacher, this after all is the true
-3

N on R BB L AN A 4 e m




3
'
i
$
4

Blaslo RGP W BRTY w1 R e WU VSO0 o LR . TR w2 « - D e L 2t B LR - LI T 4

[N R . PR S F . - cdew -

situation that faces mother at her home. We strive also to have contacts
with the father as well as the mother. As was noted earlier, the
presence of a handicapped child is likely to intensify family stresses,
One effect may be to decrease :ommunication between the parents each

of whom may have developed very different views of the child. If we

can set the pattern of forthright discussion about what the child did,
can do, might do, and will do, we hope we might focus their attention

and even discussion into meaningful channels.

In seeing parents the teacher never assumes that a conference in
which the parents nod their heads in apparent assent necessarily
represents real understanding. The intense emotional bond between
parents and child may preclude rapid attitude change. Genuine change
is a time-dependent phenomenon resulting from continuous exposure of
the parents to reality oriented situations. In these sessions with
the teachers, parents are encouraged to be themselves, to disclose
their own thoughts and feelings. As Beasley ( 1 ) stated,

to the extent that parents themselves are
granted acceptance and respect, they will
be more free to give this to their child,
.« o o+o Since the problems of a child in
language and speech originate and exist in
an interpersonal setting, modifications of

this environment may be highly important if
change is to take place. p. 319

Group Education

Fundamental to the parent's understanding 6f the handicapping

condition is his knowledge of the handicap. The program of parent
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groups continues as an essential part of the Institute's services.
At these sessions the subjects are: language development, hearing
aids, behavior modification, genetics, hearing. Some of the speakers
have been adult deaf, the director and the principal of Central

Institute, child psychologist and other parents.

Before we think about what parents gain from experience in
groups we raise a question. What is it that they really need? There
are some universal trends that we have observed. Parents want, first
of all, up to date and accurate scientific information, in language
they can understand, regarding their children's handicap, the effect
that disability may have on the usual chart of normal child development,
the gpotional aspects of the handicap, and the way the handicap may
affect the children's personalities and behavior. They want to know
very practically what they can do to help their children develop to
their best capacity, and what they may expect this capacity to be.

In other words, they want to know how to manage now and what they

have to look forward to.

These are the questions they often bring first to professional
people, with a very strong sense of urgency. It is only later that
they reveal that they need to know more about themselves, about their
own widely conflicting but normal feelings, and their own special level

of tolerance of the demands that are put upon them. They need to have

LDt 2 BADT G o e nf e e an -

-45-

e el BTN ke ot D

. atls b SRS I S e e s - o~ a . . - - ——————— - . - -



help in recognizing both where they are weak and where they are
strong so that they can turn to appropriate services for help as
they are needed. They also want to know the effect of a handicapped
child on the family as a whole - - - the strain this places on the

marriage, the effect on other children as they are growing up.

Surely some of the information parents need can be made

available to them through the printed word, and in lectures at large
meetings. Yet we must always remind ourselves that these '"formal
presentations" have their limitations, that parents will take from
such reading and talks only what they are able to take from them and
that they may react to this material in ways that one cannot predict

in advance.

We must not underestimate the impact of one parent upon other
parents in these group situations. In order to study this we had
a person trained in this sort of thing attend all our parent's
meetings and take transcripts. We excluded from the meetings the
audiologists and ''parent teachers'. There was quite a ventilation

of attitudes such as frequently doesn't come out in the interaction

between the professional person and the parent. This aspect of parent

involvement will be covered by Mrs. Lillie so I shall not delve into

it in any greater depth,

A variety of group experiences, however, needs to be provided
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in order to capture the parent at whatever stage of crisis reaction
he might be. For example our mothers' group meetings range from
small to large. One group is the beginning mothers, another the
continuing mothers. A third group is the combination of the two,
These all meet once a month as does the entire parent group. Un-
fortunately our fathers' group gets together only every other month.
It should be noted that the parents proceed very quickly to enter
into significant discussions and a rather immediate sense of iden-

tification and from one parent to another takes place,

Conclusion

Parents of handicapped children, like their children differ
greatly. Not only do they have the regular variable factors of
culture, education and mentality but they bring added variables
created by the handicapped child's existance. These variables cover

a wide spectrum.

Many forces impinge upon the parents at any given time. Rarely
do two or more sets of parents function at the same level at any
given time. Therefore I propose that each family group be treated ‘
as a separate unit. Appropriate individual guidance needs to be
given to each family. Nevertheless, because they are all qoping
with a similar problem I also suggest that opportunities be provided

for group instruction and discussion.

ARBERIN vy Wi b
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The primary purpose of the parent involvement is to reach their
handicapped children early and effect change. What parents do is

still a matter of empirical determination,

Current data, sparse though they still are, clearly establish
that there is no one regimen or sequence of events which will optimally
benefit all infants. The degree and kind of relationships between
various types of experiences in early life and subsequent behavioral
performance is not at present known. Nor is there adequate theory
to guide those who have to make decisions concerning the kinds of
experiences to give infants. But it does appear that shaping parental
behavior is a direction. At least the converse has been demonstrated
by various studies which have shown that the earlier in life maternal
deprivation started, and the longer it lasted, the worse were its
results. If deprivation started in early infancy and lasted for as

long as three years, the damage could never be undone said one in-

o

vestigator, (2 ) 1In order to prevent the added handicap of de-
privation and capitalize upon the critical time of infancy, we need

to intervene as early as possible.

Summary

In summary, there has been a change in emphasis with parents
from didactic course work to total involvement. This involvement
has shifted from parent becoming an instructor to parent being a

teacher in the broad sense. Knowledge relative to the handicap is
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still essential but parents need help in parenting. They need to
recognize the opportunities offered constantly in the home and the
impact of their child on them and the family. The professional
people need to be alert to the range of emotional periods through
which parents pass. Recognizing the levels, the professional people
must accept parents at the stage at which they are and move from
there. A suggested program of a home demonstration was described.
Net to be neglected also are group opportunities for ventilation
and exchange. As the author of '"Children Learn What They Live"
said years ago:

If he lives with acceptance,
he learns to love.

If he lives with approval,
he learns to like himself,

If he lives with friendliness,
he learns that world is a nice place in which to live.

SECRY. SRS
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Parents of a physically handicapped child have an enormous task confronting
them, for not only must they do the usual tasks of parenting, but they are also
given additional assigments, such as physical therapy exercises to carry out
each day, and the usual tasks are complicated and made more difficult by the
handicap. Out of these experiences, parents learn early that they must do many
more things for their physically handicapped child than they would for a normal
child, and their child learns that many things must be done for him. This "active
parent-passive child'" arrangement, while useful in many ways, later becomes an
impossible situation. Parents complain that the child is not "motivated" to do
the things he can do -~ like dressing and undressing, daily hygiene, feeding, and
so on. They see the child sitting in his wheel-chair, passive and helpless in
the face of their expectations that he do some task, and this raises mixed
feelings of guilt and resentment. Are they expecting too much from a handi-
capped child? The result is of{ien that the parent ends up doing it for the
child, yet feeling vaguely manipulated. Efforts by many parents to break this
pattern often result in a power struggle with ill feelings on both sides, and
little success in establishing a new pattern.

The picture we often encounter in the clinic, then, is, first a passive,
dependent child, who learned this style out of multiple experiences of being
cared for by necessity - he couldn't do the job himself because of his handicap,
and, secondly, an active parent who must do many more things for his child
than other parents, but who gradually gets'locked-in" to this way of parenting
his handicapped child and who is seemingly unable to gain the cooperation of
the child in creating a different approach.

When we encounter this (and it is very frequent), we have proposed a beha-
vioral modification program as a means of changing the pattern of behavior
between parent and child. This simply involves the use of rewards and punish-
ments, selected and applied in a way that maximizes the possibility of change.

Certainly, this approach is not new; it has probably been the typical ap-
proach of parents for all of human history. This, of course, is an advantage,
in that we are not introducing something unique, only taking what the parent is
doing and clarifying the procedures. Thus, if the reward is defined in terms of
what the child finds rewarding, not what the parent thinks is rewarding, the
desired change is much more likely to occur. If the reward is given immediately
after the desired behavior rather than some time later or as a promise (and
veiled threat) prior to the behavior, again likelihoods are increased. If the
desired behavior is broken down into very small steps and the child learns each
step well, being rewarded for this, the end product will more likely be what the
parent hopes for. These principles almost seem common sense, yet it is amazing
how many violations of them occur among parents. Certainly, the model is well-~
supported in psychological research, and in the practical applications in
schools, clinics, hospitals, homes, and so on.

The procedures typically followed with each of the families we See are as
follows: An initial appointment is made with parents and child, when the problem
behaviors are identified and the program described. Arrangements are made to
gather data in the home. Usually a home visit is made between the first and
second appointments, when the therapist obtains data on the frequency of the
behaviors and the contingencies involved, and gives the parents the book, Living
with Children, by Patterson and Gullion, to read. This book presents the prin-

ciples of behavioral modification in an easy-to-read fashion. At the next
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appointment, the therapist goes over the book with the parents making sure that
the concepts are reasonably well understood. Rewards (or reinforcers, as we call
them) are selected and the program details worked out so that the attack on
target behaviors is begun immediately. Subsequent appointments are arranged to
look at the data collected by the parents and to work out problems.

The following are representative examples of our work. They were selected
because they illustrate many varied aspects of the approach (though formal dis-
cussion of these aspects will be limited).

The first child, whom I shall call John, is a five-year-old boy, with a
diagnosis of meningomyelocele (spina bifida). This is a defect in the develop-
ment of the spinal column occurring 8 to 12 weeks after conception. Because of
the failure of the complete closure of the primitive neural: tube, thes children
are born with a defect in the vertebra and spinal cord which leaves them without
adequate innervation of the lower trunk and extremities, together with frequent
secondary complications, such as hydrocephalus, urinary tract infections, and
orthopedic problems of the back and legs.

John comes from a family of four. Father, age 30, is a college graduate in
engineering; mother, age 25, a high school graduate with additional secretarial
training, but who is not presently working outside the home. John has a sister
two years younger than he. The family has adapted fairly well to the fact of
John's disability, although the fact of his borderline level of intellectual
function has only been partly assimilated.

John is typically, lively, alert, and observant of his environment, quickly
noting and imitating the verbal behavior of others. Consequently, he has a
repertoire of quite adult and "cute" phrases, which elicit laughter and approval,
particularly among adults who encounter John for the first time. Unfortunately,
he has become very adept at using these phrases to avoid performing difficult or
otherwise undesirable tasks. For example, when an intelligence test was admin-
istered to him, John would often respond to questions with such phrases as,
"Let's see," "I don't remember that, darn it,'" "I'm going home now," "I goofed,
darn it," "Donft ask me that now,”" "I'm trying to think," and so ou; in a
twenty-minute period during test administration, John emitted 35 such interfering
phrases, usually placing his head between his hands and looking away from the
task. While these behaviors are comical, they become increasingly frustrating to
someone working with him toward a defined goal. With John about to enter kinder-
garten, it was clear that such behaviors were an impediment to John's adaptation
there and to his prospective learning experiences. Hence, the behavioral modifi-
cation program had as its target two areas: 1. limiting his expression of dis-
ruptive phrases which would be incompatible with attention to, and execution of,
a task; 2. strengthening such pre-academic skills such as counting, color-naming
and so on, which would enhance John's probability of success in kindergarten.
Because of the short time involved prior to beginning at school, the program was
carried out in the clinic. One parent was always present, and observed (and
later modeled) the procedure.

Discussion with the parents revealed their disapproval of the use of any-
thing except social reinforcers, such as praise and approval, with John, i.e.,
they seemed to feel that the use of toys; food, and concrete rewards were inap-
propriate in the training of children. Consequently, social reinforcers were
used with the idea to test out John's responsiveness to them. Typically, one
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would proceed from primary reinforcers, paired with social praise, to secondary
reinforcers, such as tokens later traded for toys, to social praise alone; with
John we proceeded almost in the reverse order. Social reinforcers produced no
consistent behavioral change. Secondary reinforcers in the form of penciled
tallies traded for colored stars were also not particularly successful. A
primary reinforcer in the form of raisins, used at the suggestion of Mother, was
inadequate in that John satiated on these too quickly. It was then decided to
return to pencil marks, which could, when a few were accumulated, be traded for
pennies, and when a few pennies were accumulated, he could buy things at the
"store," i.e., a shelf of novelty toys which had high interest value for John and
were purchased by his parents. This system was applied to the tasks presented
to John and the result was that, within four weeks, John was performing well in
such things as color-naming, counting, identifying letters of the alphabet, pre-
reading skills, and so on.

To eliminate (or slow down) the disruptive verbalizations, an extinction
procedure was used in which the therapist turned her body away from John and
made no response for several seconds following such phrases. While this was
initially effective, it appeared that John received a great deal of reinforce-
ment from being able to manipulate the therapist into turning her back. It was
then decided to begin rewarding the incompatible behavior of attending to the
task in addition to the above extinction procedure. This was quite effective.

John began school and, by his parents' and teacher's reports, did very
well. His classroom behavior was typically within acceptable limits, and main-
tained, largely because the parents continued the procedures after termination
at the clinic,.

The second child, whom we shall call Randy, is a five-year-old boy with
cerebral palsy, hydrocephalus and mental retardation. He is fairl; well known
to the clinic as a result of periodic visits, and to the psychologists because
of intellectual evaluations. His mother is an intelligent, serious woman in her
forties. She has only partly assimilated the fact of Randy's physical and
mental handicaps, and her adjustment includes devoting gieat quantities of time
and effort towards Randy. The father is a pleasant, easy-going man who works
long hours and is not deeply involved in the daily family activities, but who is
fond of and indulgent toward his wife and child. Older siblings are married and
away from home. The family lives approximately 100 miles from the hospital, a
fact of particular interest in that the behavioral modification program was
carried on largely by telephone.

At the time of a clinic visit, the mother voiced her distress about Randy's
eating patterns and her lack of success with toilet training. An appointment was
arranged with the behavior therapist, at which the time the situation was assessed,
and the Patterson book given the parents to read. At the second appointment {(both
parents present), the therapist obtained a detailed behavioral description of the
problem area of greatest concern to them, in this case, toilet trsining; rein-
forcement principles, including successive approximation, were explained and illu-
strated in terms of the problem, and a step~-by=-step program set up. Emphasis
was placed on flexibility in application, in that they could make any changes
consistent with the principles.
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The specific problem was that Randy would neither sit nor approach either
of the potty chairs in the home, and, if forcibly placed there, would cry loudly
and continuously until Mother took him ofZ. Steps to modify these behaviors
include the use of praise as a reinforcer, shaping approach behaviors until he
would readily sit on the potty chair for at least 15 minutes.

The nex* contact was made by phone nine days later. Randy was now sitting
on the chair and showing no signs of distress. One creative innovation had been
worked out: Mother noted Randy's fear of the potty chair, but not of another

chair of similar size and shape. Suspecting that the hole in the chair was signi-

ficant, she covered it with a paper towel until Randy was readily acceptant of
it, then removed it, a step which Randy could take relatively easily. Further
steps were planned, always emphasizing the principles involved. Data collection
was instituted at this time. At the second phone conversation, ten days later,
Randy had had several successes with toileting. Record-keeping was improved,
practices inconsisitent with the principles were noted, with suggestions for
corrections, and general questions were answered. The third phone contact, 20
days following the second, revealed that Randy was now doing very well with his
toileting, rarely wetting his pants. The program was now expanded to two addi-
tional problem areas and at the fourth call, eight days later, and the fifth
call, one month later (three months after setting up the program), things were
progressing well. At this point, orthopedic surgery was planned, which involved
a week's hospitalization and six weeks of casts on his legs. Randy's mother was
quite distressed, feeling this would result in the loss of all the learning
which had occurred. Since delay of surgery was impossible, efforts were made to
work around it and to allay Mother's anxiety. Two months post-surgery, Mother
reported that Randy was doing well; she had used a paper cup while he was in
casts and no decrement in toileting behavior had occurred. The program was now
expanded further to cover additional problem areas and Randy's mother was placed
on her own, insofar as implementing the program, with the option of calling if
she needed a consultation. Two subsequent contacts revealed that, aside from
minor problems, desired changes had occurred and subsequent performance was con~
sistent. Interestingly, Mother typically focused on remaining problem behaviors,
rather than the successes achieved.

The third child, whom we shall call George, is a seven-year-old boy, with the

same diagnosis as John, meningomyelocele. He comes from a relatively large
family - there are four older children, two brothers and two sisters, and one
younger brother. Both parents are high school graduates; Father is an insurance
broker. George is a quiet and dependent child of average intelligence, who was
seen for the purpose of building self-care behaviors and independent functioning.
The initial interview with the family made apparent their confusion over knowing
whether George was truly capable of but inadequately motivated toward performing
certain tasks, or whether he lacked the skills involved to execute the tasks.
Close coordination was arranged between our program and the physical and occu-
pational therapy programs. In the latter, George's present self-care skills
would be assessed and any unlearned skills taught. The physical therapist also
visited the home to ensure that everything would be safe and conducive to
Gecrge's independent functioning.

A self-care rating system, modified from the Kenny Self-Care Evaluation
Form (Schoening & Iversen, 1965), was devised in consultation with the physicians
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an¢ physical and occupational therapists who determined what could realistically
be expected of George. His mother was taught to make the ratings.

One of the major obstacles to independent functioning appeared to be the
intervention of both Father and Mother, who found it easier to help and prompt
George than to allow him the leeway to attempt his own self-care. Because of
this, it was difficult to determine what George would do if not aided by his
parents., It was emphasized that, in order to assess his present level of auto-
nomy, it was quite necessary that both the parents refrain wherever possible
from helping George.

A week's baseline data was collected and, from this, two areas of concern
were identified. The first area was that of washing face, hands, and arms, and
brushing his teeth each morning. George usually dallied 15 to 20 minutes, and
usually had to be prompted and nagged before giving up his play and completing
the tasks. The other concern was over George's slowness in coming to dinner,
and his dallying and playiug with his food during the mealtime. When called for
dinner, he frequently delayed 10 tc 15 minutes before coming to the table, and
when he did arrive, he would sit for some five minutes before starting to eat.
His mother said it took constant coaxing and reminding to get George to finish
his meal. Usually it took George 15 minutes$ longer to eat than the rest of the
family.

While George's mother felt the morning dallying was '"quite tolerable" at
the time, the dinnertime behavicr was quite frustrating. Dessert was chosen as
an appropriate reinforcer for proper eating behavior. If George came promptly
to the table when called, and was able to pace his eating so that he finished
with the rest of the family, he could then have dessert. Followup ten days
later showed this to be very effective. <torge had consistently come to the
table immediately upon being called, and was always the first one of the family
to be finished.

Unfortunately, following this success, this family did not continue with
the program, stating they were too busy with company and vacations at that
time, We are hopeful they will become reinvolved.

Two points may be presented. First, behavioral modification is a technique
of sufficient refinement to make the tasks of parenting, more particulary of a
physically handicapped child, immensely easier. In gaining a more appropriate
response style in the learning situation with John, in getting George to stop
procrastinating and dallying around mealtimes, and in securing toilet training
for Randy, we have found the behavioral modification is potentially a very
powerful approach, and even can be done, on occasion, with minimal personal con-
t act with the family (cf., Randy). Certainly, the basic approach of rewarding
and punishing behavior is age-old, and probably universally used in some version.
Nevertheless, such recently articulated and clarified concepts as successive
approximation, reinforcers being defined by their effects on the subject,
reinforcers administered immediately following the behavior to be modified, and
so on, often make the difference between success and failure in achieving a de-
sired behavior from a child.

On the other hand, behavioral modification appears deceptively simple, and
therein is both its strength and weakness. For example, the selection of
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‘reinforcers for John was a relatively long and involved process which required not

only a healthy knowledge of the behavioral modification approach, but also consi-
derable information about john himself (mostly supplied by the parents) and some
shrewd intuition about what will likely work. Further, there is sometimes a com-
plex intertwining of variables which are difficult to sort out, for example, when
a child's helpless behavior is rewarding or gratifying to a parent. The claim is
not, however, that it represents the solution to any and all problems involved in
the care of physically handicapped child, but that it is one technique, which,

if used with consistency and sophistication, will resclve many difficulties a
parent encounters.

Secondly, we have ceased to view the child primarily as an individual with
certain personality characteristics, and strengths and weaknesses in abilities
and life styles. Instead, he is one member of a family which has certain pat-
terns and structures, and that by responding to the whole family, we increase
the possibility of the child maximizing his potential in life, we decrease the
chance of poor success in the goals for the child, and we do not overlook the
needs of the mother, the father and the siblings. Concretely, this means that
in clinic, we try to see, or certainly find out about all family members and
take them into the treatment planning.

A third point. We are aware that the need is far beyond the resources of
our clinic, even poterntially. People from four states (distances of greater than
600 miles occasionally) come to the clinic; yet the technique extends over time
and requires periodic contact which eliminates all from our program who live
beyond the relatively small area around our clinic. Further, the number of
clinic personnel we have for this is quite insufficient for the need, even for
those in the limited geographic area. A related problem has to do with whether
such a program should be carried out by clinical psychologists in a clinic

setting; parents often have understandable fears about the psychiatric implications

of the treatment. A logical alternative which would solve both problems cited,
would be to incorporate into the developing programs for early childhood educa-
tion, the behavioral modification approach with the emphasis. on teaching the
skills to parents to help them be more successful in the tasks of parenting. I
urge its serious consideration,

P



PESUUPUNPESR R,

S SR AT s 7 v

REFERENCES

Oakland, J.A. and Wulbert, M.K.: The Shaping of Handicapped Children's Behavior
by Mothers. Paper presented at the annual convention of the National
Council for Family Relations, Washington, D.C., Oct. 24, 1969.

Patterson, G.R.: Directing Families of Deviant Children. Oregon Research
Institute Bulletin, 1969, (9), 1-62,

Patterson, G.R. and Gullion, M.E.,: Living with Children. Champaign, Illinois:
Research Press, 1968a.,

Patterson, G.R. and Gullion, M.E.: A Guide for the Professional for Use with
Living with Children. Champaign, Illinois: Research Press, 1968b.

Schoening, H.A. and Iverson, I.A.: The Kenny Self-Care Evaluation Form.
Minneapolis: Kenny Rehabilitation Institute, 1965.

Wahler, R.G., Winkel, G.H., Peterson, R.F. and Morrison, D.C.: Mothers as
Behavior Therapists for Their Own Children. Behavior Research

Therapy, 1965, 3, 113-124.

4
=58~ g
H
{



" TINT D L TGN A\ S Tame e - o -

THE USE OF THE CULTURALLY DIVERGENT ADULT
AS A PARENT EDUCATOR

Malicolm Garber
Institute for Development or Human Resources
College of Education
University of Florida
Gainesville, Florida 32601

The three-way attack of Gordon's Florida Parent Educator
Model involves the parent in the home as one of its focal points.
Actually, the parent is a key element in educating the child from
the standpoint of those who have developed the Florida Parent Educator
Model. Change the prrents and you change the child. Develop effective
techniques of stimulating the child and you may develop a child who
will be more effective in school. Involve a parent in the process of
teaching her child and you will probably have a more capable child.
And so, one of the major thrusts of this program is aimed at develop-
ing a more effective mother, or mothering one. This model looks toward
changing the mothering one.

The mothering oﬁe's attitude toward school may be changed by
a variety of experiences she has with schools and schcol people.
Parents have come to the Parent Advisory Council Meetings to find out
what the program means for their children. The Parent Advisory Council
(P.A.C.) is a group of parents who represent the families in a given
Head Start or Follow Through community. They assist in the selection

of school programs as well as in the determination of who is to be
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The Use of the Culturally Divergent
Adult as a Parent Educator -- M. Garber

parent educators. Their role is to advise the school district or project
directors. Since these are parents, sensitive to the needs of their
children and the demands of their community, the recommendations they
make to school people are considered very meaningful and very important.

By encouraging parents to meet and discuss what is happening to
their children, it is possible to influence the attitudes of mothers and
mothering ones. Trust of the schools can be fostered when parents under-
stand the goals of a school program. When parents participate in the
school program,it is possible thzt prior negative attitudes toward school
can be changed.

Sometimes early resistance in the parents has to be overcome.
Take the case of one grandmother with ten children who was invited to a
P.A.C. meeting. When she was asked to come to the meeting, her immediate
response was that the school meeting conflicted with a church meeting.
Further discussion revealed that any night of the week was a "meeting"
night. She would always be unavailable. However, her initial resistance
toward coming was surmounted. Having come to an evening meeting, she was
shown some of the work of her four-year-old granddaughter. She was asked
about the strengths of this child. These strengths were to be used as
starting points in the educational program which was to be tailored for
her granddaughter. This was made clear to her. The teachers and parent
educators told her of the progress her child was making. She appeared
delighted. A parent educator visited her two days later with a task for
her to teach her child. The door was opened wide. A task which reflected
the individual needs of the child was presented. The parent surrogate

became aware that each week a new and distinctive task would be brought
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The Use of the Culturally Divergent
Adult as a Parent Educator -- M. Garber

into the home. A new more positive view of the school may have been in
the making. This parent spoke of her older children, and said she wished
some of them had had the cpportunity which Head Start was presentinyg the
grandchild. She seemed to feel that this weekly home task might really
help her child. This was something, within her own power, that she could
do to help her child. Doing such meaningful work can possibly change the
way a person sees himself. It can also give cne a feeling of mastery or
control over what is happening around him. It may even create a feeling
of trust in the schools. Such attitudes can lead to greater involvement
in school activities.

During evenings when parents are involved in Community Action
Program Meetings they may be also exposed to the kinds of activities in
which their children are involved. Parents may gingerly experience foot
painting, finger painting, modeling clay, etc.

Parents may also help out with some of the other activities that
are entailed in evening meetings. One of our Head Start programs in
Chattanooga has enlisted its parents to make drapes for the classrooms
and also to come into the classrooms and read. Another one of our com-
munities had a parent demonstrate ethnic cooking techniques to children.
The Jacksonville Head Start program had a parent volunteer make pizza
pies for the children. What such involvement may do is create better
attitudes toward the school. Parents can get the feeling that they are
masters of their own fate and to some extent they may pass this on to
their children. The respect which is often a veiled fear that some
parents have for school can become a respect which is moderated by trust

toward the schcol, and esteem for oneself. This is most certainly a
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The Use of the Culturally Divergent
Adult as a Parent Educator -- M. Garber

desired outcome of the Florida Parent Educator Model.

The mothering one can sometimes be the father, if the father is

the one who most of the time assists the child in learning at home. Neither

natural parent need be the one who teaches the child tasks. Grandparents,

aunts, brothers and sisters, even friends of the family may teach the child

in the home. Preferably, one person in the home will consistently work
with the child. A parent educator may work with a father, showing him how
to administer a task to his child. The parent educator may be concerned
with the way the parent administers the task as well as the content of the
tasks. Sometimes, the task requires some rather elaborate materials which
are brought into the home. Often materials, available in the home are
used in tasks. The development of a better idea of what a circle is can
be the goal of a task., The parent might be asked to teach the child to
make a circle using different shapes, such as crescents, or straight
lines. Of conciderable importance might be the way the parent goes about
teaching the child. Can the parent be taught to allow the child to make
a mistake without punishing the child? 1Is it possible that the parent
may even teach the task by generating feelings of success in the child?
These are also some of the objectives in taking tasks into the home. The

model makes an attempt to change the teaching behavior of the parent--a

difficult yet crucial task. To fulfill this requirement the parent educator

must be well aware of the goals of each task.

This will only be accomplished when a close and wholesome communica-

tion can be established between a teacher and her parent educators. Our
model calls for two parent educators per classroom. The teacher needs to

be concerned that the parent educators know how to administer the task and
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The Use of the Culturally Divergent
Adult as a Parent Educator -- M. Garber

the reason for giving the task. She emphasizes why the task is important.
That way she can answer a parent's questions about the value of doing such
things in the home.

The parent's concern for what and how the child is learning in-
creases as the parent becomes more actively engaged in teaching the child.
More opportunities for learning at home may be provided. Concern about
the way the child talks and thinks may developm Expectations for the
child's success may grow. The child's accomplishments may systematically
be rewarded. This is a process which could affect the parent as much as
the child. A need to achieve in the parent may be fostered by the success
experiences gained from working with the child. The parent might seek
more schooling so that he can better teach his child.

An enriching academic experience can be triggered in a Head Start
or Follow Through Program such as this. Mothers can meet together and be-
gin to learn how to assist their children in learning to write. They can
gain self-confidence by talking to one another and the teacher in a group.

In fact, group discussion and consideration of social issues can
b2 a stimulant which might lead to a parent finishing high school; or going
on to college.

Mothers have come to the school to talk with the teacher and parent
educators about enrollment in an adult education program. Mothers have
learned to trust the parent educators. Mothers have confided in their parent
educators. Mothers have developed strong enough feelings of mastery and a
powerful enough self-concept to begin to enrich their academic experiences.

The parent seems to be changing and the Florida Parent Educator

Model is contributing to this change. Not oanly has the parent succeeded in
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The Use of the Culturally Divergent
Adult as a Parent Educator -- M. Garber

helping her child, she has also succeeded in helping herself. If the
Florida Model can assist in changing those who mother Head Start children,
it will have become a significant weapon in the war against poverty.

This is one objective of the model.

The Florida Parent Educator Model was adapted from the
Early Child Stimulation Through Parent Education Project funded by
the Children's Bureau, Project No. PHS-R-306, R-306 (01), Ira J.

Gordon, Principal Investigator.
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TRAINING MOTHERS TO INSTRUCT
THEIR INFANTS AT HOME

Merle B. Karnes and Earladeen Badgerl

The educational program for disadvantaged infants that I am describ-
ing today is one that was developed over a seven-month period and imple-
mented by mothers who had undergone an intensive training program conducted
by professional staff. The impetus for this pilot research project was
derived from an earlier study (Karnes, Studley, Wright, and Hodgins, 19%68)
conducted with mothers of three~ and four-year-old disadvantaged children
who were not enrolled in a preschool program. Although this was a short-
term study (11 weeks), the results clearly demonstrated that mothers can
be effectively involved in direct intervention with their preschool chil-
dren at home. While Schaefer (1969) and Kirk (1969) have developed suc~
cessful tutorial programs for infants, the ratio of professional staff to
infants makes the application of these programs on a large scale impractical
both financially and in terms of available personnel. This study, then, was
pased on the premise that mothers of disadvantaged infants can be trained to
more effectively stimulate the intellectual and language development of their
infants. Such an effort, if successful,would (1) extend the number of children
reached by limited professional staff with minimal budget, (2) stimulate the
mother's awareness of the education needs of her infant and her role in meet-
ing these needs, (3) affect positively the educational prognosis of other
children in the family as the mother incorporated her training into her role
as mother, (4) develop a sense of dignity and worth as the mother demon-
strated self-help capabilities, (5) provide a setting where family problems
related to school failures and disappointments but beyond the mother-infant
focus could be openly discussed, and (6) contribute to the training of in-
digenous leadership by encouraging these mothers to become involved in the
agencies for educational and social change within their own community.

METHOD

Recrui tment

Twenty mothers with infants between the ages of twelve and
twenty=-four monthswere recruited from the economically depressed
neighborhoods of Champaign=Urbana, a community of 100,000 in
central Illinois.?2 Staff workers at the offices of Aid to

lMerle B. Karnes is Professor of Special Education, Institute for Research
on Exceptional Children, and Earladeen Badger was a Graduate Assistant in
the Institute for Research on Exceptional Children, University of Illinois,
Urbana=Champaign Campus,

2The original intent had been to include a control group of twenty infants
and mothers; however, an adequate number of mothers able to participate
could not be recruited, and the attempt to maintain a control group was
abandoned.
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Dependent Children and the Public Health Department were the primary
referral sources. In aadition, an interviewer canvassed certain
acutely disadvantaged sections of the city to locate disadvantaged
families new to the community or otherwise unknown to the referring
agencies, Sixteen of the twenty mothers who comprised the training
group were ADC recipients. The families of the remairing four
children met the OEO poverty definition acceptable for Head Start
admission,

During these initial contacts, the mother was asked if she
were willing to attend a two-hour class each week where she would
be instructed in teaching techniques to use with her infant at
home. In order to make appropriate baby=-sitting arrangements for
her children, she would be paid $1.50 an hour to attend these
meetings., Transportation to and from the meetings would 2l¢o be
provided. She was asked, further, to agree to apply these teaching
techniques with her infant for a period of time each day. She
would not be paid for this work-time at home, but the toys used
to implement the instructional program would be given to her baby.
Finally, it was explained that the infant would be tested at home
beirore and after the program to determine how successful she had
been zs a teacher,

Although the mothers readily acknowledgedthe importance of
educaticn to their children, they did not recognize their contri-
bution to that enterprise. The suggestion that they could learn
ways to stimulate the mental and language development of their
babies at home was received with skepticism, Needless to add,
many mothers agreed to participate in the program with only a
limited commitment. Generally, it might be fair to characterize
the mothers' initial acceptance of the program as follows: They
wanted their children to have a better education than they had had
and were favorably impressed by the educational opportunity offered
their infant regardless of how inadequate they may have felt about
their own participation as a '"teacher,"

Background of the Mothers

After enrollment had stabilized in November, the group of
twenty included eighteen Negro and two Caucasian mothers. Three
of the Negro women were grandmothers who were included because
they assumed thie primary responsibility for the infants. The

. two white methers and four of the Negro mothers had been born in

the North; the others had migrated from the Louth, principall

from Mississippi but also from Georgia and Arkansas. The ages

of these mothers ranged from 19 to 56 years, with a mean age of
29,4 years. Their educational levels ranged from 6 to 12 years, with
a mean of 9.2 years, These mothers had from 2 to 12 children, with
a mean of 4.9 children,

Public assistance through Aid to Dependent Children was the
total or partial support for sixteen of the families included in
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this study, and the fathers were absent from all but two of these
homes. Six of these mothers worked on a part~-time basis (domestic
day-work) to supplement ADC funds; three had stable full-time
employment (a hotel maid, an aide in a nursing home, and a drug
store cashier), and one attended a beauty culture school on a full-
time basis. In the families of the three participating grandmothers,
the mothers of the infants were full-time students. Four of the
families in this study were self-supporting. Three of these families
represented intact marriages. Two mothers were employed full-time;
one worked a sixteen-hour day at a factory assembly~line job and an
everning food service job and the other supported herself as a food
caterer. With only one exception (the family in which the mother
worked a sixteen~hour day) the annual income of these families did
not exceed $4000.

Initial Characteristics of the Children

The mean chronological age of the twenty infants who partici-
pated in this study was nineteen months at the time of the imnitial
intelligence test, with a range of 14 tc 26 months. Nine of these
subjects were female, 11 were male; 18 were Negro and two were
Caucasian, The initial mean Cattell IQ of this group was 97.6, and
IQ scores ranged from 79 to 120,

Intervention

To encourage discussion, the twenty mothers were divided into
two groups of ten which met separately throughout the program.
Two staff members conducted the weekly two-hour meetings over the
seven-month period of the study. One staff member functioned as
a group leader while the other served as a recorder. After the
meeting, both staff members evaluated in writing the content pre-
sented and the interactions among the members of the group. 1In
addition, they made monthly (more often when necessary) home visits
to reinforce the teaching principles introduced at the meetings
and to help each mother establish a positive working relationship
with her baby. These visits also provided staff members an essen-
tial observation of the appropriateness of the infant curriculum
as well as their success in communicating teaching strategies to
the mothers. In all cases, these visits were welcomed by the
mothers. ‘

In general, the weekly meetings were divided between child~
and mother-centered activities. The first category included the
presentation of educational toys and materials with an appropriate
teaching model and required strong staff leadership. The mother-
centered activities involved group discussion directed toward child-
rearing problems in today's society but was intended to foster a
sense of responsibility in the mothers for themselves, their
families, and the community in which they live. That portion of
the meeting often involved minimal leader participation so that
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the group would provide its own vehicle for attitude change
through interactions among the members.

Eleven educational toys were chosen as the instructional
media for the intellectual and language stimulation of the infant
but were, of course, equally important as the media in which a
positive interaction between mother and child occurred. In addition,
crayons, scissors, play dough, chalk and slate, inexpensive books,
a lending library of thirty wooden in-lay puzzles, and simple
object lotto games were provided. A child's table and chair and
a plastic laundry basket for toy storage were supplied as condi-
tioners of good work habits. These materials were chosen through
an evaluation of those used in the earlier infant tutorial pro-
gram and were selected to offer a wide range of experience in
sensory-motor as well as conceptual and language develcpment,
While the books were primarily intended to encourage language in-
teractions between mother and child, all of the program toys created
opportunities for verbal development. As the lead:.r demonstrated
teaching techniques with each new toy, she used key words which
the mothers wevre to use and which they were to encourage their

children to say.

Certain principles of teaching were repeated often at the
weekly meeting and encouraged during the home visits,

1, If you have a good working relationship with your
child, you can become an effective teacher, A good relationship
is based on mutual respect,

2, Be positive in your approach. Praise or acknowledge
the child's success in each new task, even when the child simply
tries to do as he is instructed. In correcting a mistake, minimize
it. Show the right way immediately; have the child attempt the
task again and praise him,

3. Break a task into separate steps. Teach one step at
a time, starting with the simplest. Do not proceed to the next
step until the child is successful with the first.

4., Introduce one toy at a time. Put one toy back in
the laundry basket before presenting another. With beads or toys
with many parts, use a container on the table to teach order and
to prevent spills.

5. 1If the child does not attend or try to do as instructed
(and you are absolutely sure he can do what is asked), put the toys
away until later., Try again when he is ready to work. Do not
scold, beg, or bribe. This time together should be fun for both

of you.
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The instructional program for the child developed as follows:

1. The table and chair set and plastic laundry basket
were considered essential in encouraging organization in the home
and with the child. Mothers were instructed to work with their
babies at the child's table and with the child on his chair.
Initially, work periods were only ten minutes but increased as
the child's attention span lengthened and as the selection of toys
increased.

2. Each mother collected or was given a set of five
seriated cans. Introdvcing two cans, she stressed the words big
and little. She taught her baby to stack, saying, "Put the little
can on top of the big can.'" Then the cans were inverted: 'Put the
little can in the big one." When the child successfully performed
these tasks with two cans, the mother increased the number until
he was able to perform both tasks with fiwve cans. The use of cans
preceded the nested boxes which were distributed later.

3. Initially, mothers were instructed to remove the
graduated rings from the spindle and arrange them in order on the
table. The child was to place the rings on the spindle in order.
When this format was followed, even the youngest baby was successful,
and the graduated rings proved to be a good first toy for developing
a sense of accomplishment.

4. 1In introducing snap beads the mother stood behind
the child's chair, clasped her hands over his, and repeated the
motions of push and pull by snapping and unsnapping the same two
beads. She exaggerated this movement, repeating the key words.
When the child approximated these motions, he was ready to try to
snap the beads without Lelp. Later, he had to be helped again to
learn to move the hand that held the chair. of beads up to the next
bead.

5. Although five geometric shapes were to be placed in
their proper holes in the form box, each mother began with the
easlest shape, the circle. Calling the shape by name, she helped
her child insert the circle until he could do it by himself. Other
shapes were added one at a time.

(The Nested Cans, the Graduated Rings, the Snap Beads, and the

. Form Box were introduced during the first «ix meetings. The first
two toys helped to develop a sense of success; the other two re-
quired patience from mother and child. Help from the mother was
particularly needed with babies under twenty months of age. Since
most of the babies had an attention span of less than twenty minutes
at this stage of the program, four toys and two simple picture books
were adequate materials for daily at-home work sessions.)
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6. Stringing beads was a more difficult task than snap-
ping beads. Mothers needed to demonstrate many times and, as with
the snap beads, helped their children by standing behind their
chairs. Babies under eighteen months were not ready for this toy,
but most of the children were completely successful with this task
between the ages of twenty and twenty-two months,

7. Masonite Shapes in various colors and sizes were
presented initially to emphasize form and size. Color was not
stressed, and this toy served as an extension of the form box and
of the concept of big and little introduced with nested cans.
Mothers were instructed to stress the words circle, square, big
circle, little circle, etc. They were encouraged to improvise
verbal games such as ""Give me the big circle. Put the little
circ¥fe in the box."

8., Only two nested boxes, big and little,were presented
at first, 1In addition to the stacking and inverting tasks intxro-
duced with nested cans, the child learned to cover the little box
with the big box, "to hide the box." Later, when working with
several boxes, the mother prearranged them to insure the child's
success.,

(At the end of the third month of the program, older children were
performing fairly successfully with ail of these toys. Several
were attending for as long as an hour, and the mothers were en-
couraged to repeat the complete program of toys daily.)

9. The pounding bench, busy box, and music ball were
distributed to mothers the week before Christmas and were described
as "fun toys." They were not to be kept with the program toys or
played with at the table and chair; rather, the baby could play
with them whenever or however he chose. Mothers who ccmplained
that their babies didn't want to stop working when they put away
the toys were instructed to use the fun toys as transfer toys.
The mother was to put away the program toys when she decided the
session was finished and to give her baby one of the fun toys as
a substitute. For those babies who valued the time with mother
rather than the toys, this substitution was not very successful.

10, The lending library of thirty wooden in~lay puzzles
(3-12 pieces) was initiated during the third month of the program.

,Mothers of younger babies kept the same puzzle for two or three

weeks, but other mothers exchanged puzzles on a weekly basis,

11, During the second half of the program, language
development was increasingly emphasized. Mothers received a list
of antonyms with examples of how to teach them to their babies.
The teaching of prepositions was demonstrated with program toys.
Several simple finger plays were also taught. Books such as The
Three Little Kittens and Mother Goose Nursery Rhymes stressed
dramatization in story~-telling. These kinds of activities were
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not enthusiastically received by the mothers, perhaps because they
were self-conscicus about their own speech patterns, and the two
white mothers provided most of the favorable response to these
activities. All of the mothers, however, enjoyed teaching body
parts to their babies and some were successful with as many as
10-15 parts of the body.

12, All of the babies enjoyed playing with play dough,
scissors, crayons, and slate and chalk. Although these materials
were offered to the child during the work period so that his mother
could supervise, their use was relatively unstructured. Other than
teaching their babies to make a circle by going "round and round"
with a crayon on a large newspaper and with chalk on the slate,
the mothers were encocuraged to allow their babies to express
themselves freely with these materials., Several of the older
babies learned to use the scissors very well and to show control
with large crayons, A home project which proved very successful
in stimulating language was a picture scrapbook, a loose-=leaf
notebook with durable, heavy-grade paper. The mother or older
children in the family cut pictures from magazines and catalogs
which the baby was able to identify by naming or pointing. These
pictures were pasted in the scrapbook, a source of pride and
accomplishment shared by mother and child.

13. A set of 10 wooden blocks, the learning tower (5
graduated, plastic cylinders), and Un!fix Cubes (10 one-half inch
interlocking plastic cubes) were introduced near the end of the
program to demonstrate transfer of learning to the mothers. Mothers
were reguested to provide no instruction and to observe the reac-
tions of their infants when presented with these toys. In oxder
that a staff member could also observe these reactions, these
toys were distributed during a home visit. Staff and mothers
were delighted to see that most of the babies stacked and inverted
the plastic cylinders from the learning tower as they had the cans
and boxes. They were able to join the interlocking cubes with the
same skill they had acquired with the snap beads.

14, Four kinds of Object Lotto Cards were rotated during
the last month of the program. The pictures on the cards were
familiar to most of the babies, and the older children quickly
learned to match the cards to the pictures on the largelotto card.

The mother-centered aspect of the weekly meetings was not
Planned by the staff alone; rather, the group response to previous
material guided the selection of discussion topics, The leader
was prepared to introduce a new topic at each meeting but was
willing to change the agenda when a more relevant topic was brought
up by one of the mothers. Among the topics which provoked meaning-
ful discussion were child discipline, birth control, and the genera-
tion gap. On occasion, pamphlets or magazine excerpts were distrib-
uted for reading prior to discussion sessions. Several films
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("Guess Who's Coming to Dinner?" and '"Zalmour Street'") and speakers
(a Black Power advocate and a family planning expert) were included
as were a trip to the public library to provide cards for all mothers
and to explore the resources of the children's library and a visit
to a demonstration nursery school. After group identity had been
established, discussion sessions were sometimes replaced with role
playing. (One mother played the role of a teenage girl who wanted
to quit school and get married. She came home late to find her
mother and grandmother waiting up for her and announced her deci-
sion to marry. From this point, the acting members and the group
as a whole explored various aspects of the generation gap.)

!
|

Evaluation Procedures

Interim data were to be collected and evaluated at the end of ,
the first and second years (Spring, 1968; Spring, 1969). When the f
children reached the age of four (Spring, 1970), postdata were to
be collected and the study terminated. Three major comparisons
were to be made: (1) A comparison at the end of each of the three
years of the study between the twenty children whose mothers had
been trained to teach them at home and a comparable group whose
mothers had not been provided with this training (2) A comparison
at the age of three years between the children whose mothers had
been trained to teach them at home and a group of middle-class chil-
dren (3) A comparison between the children whose mothers had been
trained to teach them at home and the infants who were tutored by )
professional personnel in the preceding Kirk study. Because of '
the termination of funding, this study continued less than a year .
and these longitudinal comparisons cannot be made. Since it was
not possible to maintain a control group, that interim comparison
cannot be made; neither can an interim comparison be made with the
infants tutored professionally, since the length of tutorial inter-
vention doubled the intervention of this study at its termination,

Initially the twenty infants were administered the Cattell J
Infant Intelligence Scale and were to receive the Stanford-Binet
Intelligence Scale at the end of the first year of intervention,
At the termination of this study (seven months), eight infants,
according to the judgment of the examiner, were incapable of being
tested with the Binet and were administered the Cattell., The pri-
mary intent of the initial Cattell was to match an experimental
and a control group, and comparisons between test-one Cattell
scores and test-two Binet scores were not considered. Assessment
of children at this age is difficult and tentative at best, and
these data in the absence of a control group provide little infor-
mation on the development of the infants.

- =

A more appropriate evaluation of this truncated program can
be made through a consideration of the data recorded by staff
members during the monthly home visits and after each weekly }
meeting. Data on mother participation was gathered on five ]
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variables. Absences from the weekly meetings were recorded. The
levels of participation at the meetings were rated (1) exhibits
leadership (2) exhibits interest but remains essentially a silent
participant and (3) exhibits indifference or boredom. Mothers were
rated ego-centered 1f their major concern at meetings was over
personal problems rather than the educational goals of the program
for their children. In an anonymous ballot mothers indicated
whether they desired to participate in a consecutive, second=-year
program. The final assessment of mother participation was whether
she was able to extend the activities of the program through in-
novative use of materials, through the preparation of a picture
book designed to stimulate the child's labeling skills, through ex-
tending her teaching skills with other children in the family or
neighborhood.

Mother=-child interac:tion as it related to the instructional
program was assessed in three areas. The mother's teaching rela-
tionshir with her child was rated (1) to indicate a highly effec-
tive teaching relationship with appropriate positive reinforcement
(2) to indicate a teaching relationship inappropriate at times (too
little or too much positive reinforcement, toc high or too low ex-
pectations for child performance) and (3) to indicate an essentially
negative teaching relatiomship (difficulty in praising the child,
short-tempered, inconsistent). The interest and attention span
shown by the child working with program materials were rated during
home visits. A positive rating indicated that child and mother
worked agreeably with program materials for increasingly sustained
periods, Finally, the child's spontaneous verbalization was rated
as appropriate and adequate or conspicuously reduced while working
with program materials.,

Child performance was assessed during home visits on nine
activities: snap beads, form box, string beads, masonite shapes of
different colors and sizes, nested boxes, puzzles, books, identifi-
cation of body parts, and picture lotto. The child was rated posi-
tively 1if his use of these materials was appropriate and essentially
correct, GSince two items (snap beads and nested boxes) were master-
ed by all children, they were eliminated from further consideration
in evaluating differential performance,

RESULTS AND DISCUSSION

A preliminary examination of the observational data indicated
that the age of the infant at the initiation of the program and
whether his mother was employed full-time were of governing impor-
tance. Although working mothers were not excluded during recruit-
ment, staff members noted early in the program that these mothers
were less able to devote time and energy to attending the week-
ly meetings and to implementing the program's goals at home
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with their children. For this reason, the data for the six mothers
who were employed on a full-time basis and for their children are
presented separately. A further examination of the data within
the group of nonworking mothers (N=14) indicated that the age of
the child at the initiation of the program was of considerable
importance to many of the variables assessed, and, therefore, the
data for the younger children (13 - 19 months) are presented in=-
dependently of the data for the older children (20 - 27 months) of
nonworking mothers,2 The smaller N of the working-mother group
precluded on age categorizatien; further, age did not seem to be

a relevant factor with this group. Certain family background
characteristics were unequally distributed within these groups and
may be pertinent to the results obtained. Although the mothers

in the norworking and working groups had similar educational levels,
the presence of a father figure was noted more frequently in the
homes of the nonworking mothers. On the other hand, the working
mothers +.d to meet the demands of fewer children. Within the
nonworking group, the older children had a substantial advantage
on two of these factors: fathers were most often found in these
homes and the mothers in this group had the highest educational
level. These families were, however, considerably larger than
either the families of the working mothers or the families of the
nonworking mothers of younger children. These data as well as the
observational data and the results of standardized tests are
presented in Table 1.

Clearly, the participation of mothers who worked on a full-
time basis outside the home was inferior in all respects to that
of the mothers who were not fully employed. Their attendance was
markedly poorer than that of the nonworking mothers whose commit=-
ment to program goals is perhaps best shown in the high percentage
who elected to participate in a second-year program. Only 337 of
the fully employed mothers voted to continue. The nomworking
mothers tended to show leadership qualities and attentive interest
at the weekly meetings while 507 of the working mothers appeared
bored or indifferent, Concomitant with their rather negative
response at meetings is the high percentage of working mothers
(83%) who were rated as ego-centered or primarily concerned with
personal problems rather than the educational goals of the program
for their children., Several of these mothers, in fact, tended o
exploit the meeting time to verbalize guilt feelings related to
their inability "to give to'" or '"to do for" their children. Finally,

. only 17% of the working mothers were considered to be innovative

in their use of program materials or able to extend the goals of
the program through their own initiative. A rather high percentage
of the nonworking mothers demonstrated an ability to extend their

2Nineteen months was chosen as the cut-off point for the younger
group since half of the twenty children were nineteen months or
less at the initiation of the program.
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Table 1

Family Background, Observational and Standardized Test Data

N T

Nonworking Nonworking
Variable Working Nonworking Mothers (N=8) Mothers (N=6)
Mothers (N=6) Mothers (N=14) |{Younger Infants | O.der Infants j
" Initial C/. (in months) E
Range 17 = 22 13 - 27 13 - 19 20 - 27 ;
Mean 19.3 19.2 16.1 23.3 {
]
FAMILY BACKGROUND ‘
Father figure in home 17% 507% 387 677% i
Mean number of children 4.9 5.3 4.1 6.8 !
Mean educat’onal level 9,5 9.1 8.8 9,7 ]
; of mothers ]
L i
§i MOTHER PARTICIPATION ]
"4 Mean absences 10,2 2,5 3.5 1.2 )
o Class participation ;
1. Leadership 337, 21% 0% 507 ]
2. Attentive 17% 647 75% 507% 4§
B 3. Bored, indifferent 50% 147, 25% 0% f
-3 Ego-centered 837% 21% 38% 0% ;
e Elect 2nd Year Program 33% 93% 887 100% i
K Extended activity 17% 507 25% 837 4
¥ MOTHER-CHILD INTERACTION i
$ (with program materials)
¢ Teaching relationship
. 1. Highly effective 0% 437 38% 507
Tl 2. lrappropriative 17% 437 387 50%
o at times
3. Negative 837 147 25% 0%
Child's interest 17% 867 75% 100%
Child's spontaneous 33% 867 75% 1007
verbalization

3 CHILD PERFORMANCE: PROGRAM TASS

Form box: Number of forms 2.3 3.5 2.6 4.7 |
(1-5) placed . ,

String beads 677 79% 627, 1007 ;

Shapes, colors, sizes 339 57% 38% 83% ‘

Puzzles 33% 577% 38% 83%

Books 17% 50% 25% 83%

Identifying body parts 50% 57% 387% 83% ;

Picture lotto 339, 57% | 38y 837% *

i STANDARDIZED TESTS N IQ €A [N IQ €A N IQ CA [N IQ ca

Test-one Cattell 3 90,7 18.3 5 104,0 15.5 5 104,0 15.5

Test-two Cattell 3 86,0 25.0} 5 97.4 21,6 |5 97.4 21,6

Test-one Cattell 3 91.3 2.0} 9 98,3 21,0 |3 98,3 16.7 |6 98.3 23.1

Test-two Binet 3 87.3 27.3 {9 106,0 28,3 |3 109.3 25.0 |6 104.3 30.0
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teaching skills, It seems fair to conclude that, in spite of
verbal support of the program, the six moth.rs who were fully
employed did not have the time or energy to implement program
goals or to involve themselves in the group process at a meaning-
ful level,

The participation ratings given to nonworking mothers of
older infants were consistently higher than those assigned to
nonworking mothers of younger ‘nfants, In this instance, it must
be assumed that both groups of women had equal time and energy to
implement these goals, and the age differences of their children
at the initiation of the program may well have determined this
disparity in ratings. It is altogether possible that the schedule
of activities was more appropriate for the slightly older children
and that a productive, rewarding situation for both mother and child
was more readily attained. If the activities were somewhat less
suited to the younger children, their mothers may have had greater
difficulty with teaching assignments and felt less adequate as
mother-teachers and prugrame=participants. They may have sensed
with considerable accuracy that the program was not immediately
relevant to their infants.

The ratings on quality of mother-child interaction observed
during home visits closely paralleled the participation ratings
assigned to the three groups of mothers. Again, the nonworking
mothers of older infants achieved the highest rating, and the
attention span and spontaneous verbalization exhibite:’ by the

infants in this group was remarkahle. The performance of nonworking

mothers with younger infants closely followed while that of the
working mothers and their infants was markedly inferior. All but
oric of the six working mothers exhibited an essentially negative
teaching relationship. Again, working mothers, regardless of
their good intentions, may have been so pressed by family and home
responsibilities that they found it difficult to be consistent and
patient with their infants,

The observational data from the third category, child perfor~-
mance on program tasks, generally support the data from the other
two categories. Performance on these tasks by the children of
working mothers uniformly fell below that of the children of
mothers who were not employed on a full-time basis outside the
home, Their performance, in fact, was no better than that of the
younger infants of nonworking mothers, The mean CA of the chil-
dren of working mothers was, in fact, three months greater, a
factor which should have been a considerable asset on many of
these tasks,

The data from standardized measures of intelligence tend to
confirm the implications of the observational data. The children
of working mothers scored 9 IQ points lower on the initial Cattell
than the children of nonworking mothers. The test-two Binet scores
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reflect a similar ranking, and these children again scored lower,

19 points below the children of nonworking mothers. The older chil-
dren of nonworking mothers ranked second on the post-Binet while

the younger children of nonworking mothers scored highest on the
initial Cattell and on the post-Binet. (The loss in IQ of the five
younger children posttested by the Cattell is not supported by
other data.)

CONCLUSIONS

Although no substantial conclusions can be drawn from the in-
formation provided by the standardized instruments or the observa-
tional ratings, certain factors may have had governing importance
within employment and age categories., Mothers who worked full-time
were not active program participants at meetings or at home. The
teaching relationships they established with their infants were
inferior and their children generally did less well on program
tasks, Finally, on the initial Cattell and on the post=Binet these
children ranked lower than the children of nonworking mothers,

The younger children of nonworking mothers scored highest on the
initial Cattell and on the post-Binet, and, in spite of their
lower CA, did as well on program tasks as the somewhat older chil-
dren of working mothers. The level of mother participation and
the quality of mother-child interaction for this group was clearly
superior to that of the working mothers but clearly inferior to that
of the nonworking mothers with older infants, a discrepancy which
may relate to the developmental nature of the program tasks.

The older children and their nonworking mothers demonstrated
the superior performance on all evaluations except the post=Binet
where these children ranked second. The high level of participation
of these mothers and their commitment to program goals was clearly
indicated by their remarkable attendance record, their ability to
extend teaching skills in innovative ways, and their 100% endorse=-
ment of a second-year program, Their teaching effectiveness is
reflected in the interest shown by their children in program materials,
in their spontaneous verbalization, and in their consistent mastery
of program tasks. It must be acknowledged that this group more
often had fathers at home and the highest educational level for
mothers., There were, however, more children in these families to
compete for the time and attention of the mothers.,

The tentative conclusions drawn regarding the effectiveness
of this program in training mothers to teach their infants at
home suggest several implications for future investigations in
this area. In general, mothers employed on a full-time basis
outside the home cannot effectively participate, and their chil-
dren may be better served through day-care placement. The age
of the child at the initiation of the program may well be crucial
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to his progress as well as to the participation level of his
mother. Grouping mothers according to the ages of their children
within rather narrow limits (three to four months, perhaps) seems
essential if appropriate materials are to be chosen and if effec-
tive procedures are to be followed. Such closely defined groupings
should improve the quality of the at-home instructicnal program as
well as the nature of the group interaction at weekly meetings.

Acknowledging the paucity of "hard" data obtaired during the
brief interval of this study and recognizing the potential charge
of sentimentality, the staff who implemented this program hawve
provided a selection of comments supplied by the mother partici-
pants to an "objective" interviewer (a staff member not affiliated
with this program) at the final meeting. The responses of ten of
the twenty mothers follow:

I wish they'd had this program when the rest of
my kids was coming up.

They should keep the program all the time for
other babies. Mothers in this should not stop
but keep on doing this with this child and their
others to come.

It's been good for the whole family. He's
learned the value of things he has to take cave
of. He follows directions from others too.
It's already helping my newest baby. I don't
just leave him to play ‘alone now.

The program has changed our whole house, It
looks 1ike I have more time. It makes you
think more,

Sometimes neighbor children come over and I teach
them. I go to other homes to teach mothers how

to play with their children. Now some of them can
string beads and things. It seems like when some=
one comes, my boy wants to show them how to do
things with the toys.

I have enjoyed it very much., It has helped me and
him. He has enjoyed it. It makes him more happy.
I learned a lot of things I could teach him,

It helped me a lot. It helped me to learn a lot
about my child that I didn't knov....how to handle
her when she can't have her own way. Usually I'd
give in. Now, with the toys, I don't give in,
It's taught her she can't always have her own way.
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I learned quite a bit, It should continue. I
have nine children and it's helped me know how
to help them,

It has changed Cynthia. She was real stubborn.
Now she behaves better. She used to be afraid
of the teacher. Now she likes her.

It has changed me. I din't use to take up much
time with my children, talking to them, or taking
them places. Now I take them to the parks and to
church, We have a lot of fun.

These comments suggest that this pilot endeavor did indeed foster
attitude change, develop self-help skills, and promote a feeling
of dignity and worth in the mother=participants. Surely these
changes would extend from mother to child. If alteration in the
organization and direction within the home can be achieved through
training programs involving the mothers of infants, the ghetto
child will be given the background of experiences which prepares
him for the educational and thereby the economic opportunities of
a democratic culture.
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Lto nove speaial knowledge about weviots handlcapping conditions,  In adaiticu,

thire are nany persons whio cowe into contact with fanilies who ave rot traincd

to do professional counseling, ¢nd do not pretend to be proflessionally qualified,
butl who nevertiweless serve as inforna parent couvnsclors becaure they are
willing and avail:oblc te ausver pareats' quectiocns,

Thus, we conceptualized this broader, more iaforead iype of parent coucrscling
as the socialjwation of perents ro a new vole. Thewn we have analyazod thie various
agents of this socialization, the advantages they may have and the pitfalls they
may meet in working with parents. Thirdly, we have cnueraled sowe of the social
categories whieh differentiaote porvents and in{luence their needs for counsceling,
Firally, we will look at some of the "uranticipated consceqguences" for pavents
oi the trend toword cavlier fdentification of handicaps. By applying this,

cunentially sociological, francwvoerlt to a considevation of parent counseling,
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sociolization--tle leayrnivg of new woy: of belwving and of secing onc'e scii,
Paventhoad itsel? involves @ zet of brebaviors and attitudes which st be
learnea,  Parcathoed, hovever, "typlically offevs an adult a scries of opport-
unitics for enriching his own identity--eoppoctunitic:s for concvete aflfinuntion
of his own genorativity, for increcascd self-knowled; o, for vicarious apprexivation
of his ego ideals for expericncing his effectivencss in bringing a productive
situation to fulfill.ent' (Cummings, ct.al, 146¢, p.590). Persons who lave

en socialized to this conception of porenthood, throush their previous chiilden
been socialized to L ; , o ,

and those who are pavents foc the fivst time, face a different socialization

process when they meet the tash as parents of a handicipped child., It has been

said that '"mo parent is cver prepared to be the paronL of a handicapped cliild.
The identification of a mothey and a father in that role always comes as a
painful surprise'" (Parsch, 1968, p.9). Although we will offer some modification
to this broad statement later, it is certainly true that the socialization to
the role as parent of a handicapped child is a trvansition to an unwanted &nd
distasteful status for most, if not all, who find thcmselves in this position.
As in other roles, we can differentiate two broad aspects of the role of
parent of handicapped child., There are the instruacntal, or techinical aspects
of thg role which must be learned, and there are the expressive, or emotional
aspects of the role which nust be assimilated. (Parsens and Bales, 1€55). In
terms of the instrunental aspects, cxamples nmight be the learning of wvays to
help a child with cerebral palay Lec use hie wusczles (Schiller, 1961); or leaining

how to help a deaf child vse aud regulate a hedarine aid,  Eupressive asheots of
3! <« l 1
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Althouyh it is u oful Lo aifferontli te these {urtiwental and enapros i
aspeets of the role of "parent of hevdicappod child,™ they erv Jnicacven @l
wintled, There are c-ovessive copectn of every fnstrua utal to e vith whieh
a parent rust Lo invol-edy the parents' ability te sclve succcasfully thn
cxpressive asnects of their new vole will dnflucice profoe dly their ability
} i 1 J J
to perform the fnstrw- atal tesik, vhici. ase neces ary for the child. Convevsely,
the ecasc with which paccuts ave able to :olve the fnstivuentel tasks will Fn-
fluence their enotional rouponse to the handicap. Ve feel that it is a mictole
for the parcent counselor to deal only with the tecimical or iustrimental aspects
of the parents' role, if{ he is to be successful in gaining cooperaticn, The
ersons who engage in formal and infcor..al counseling with parents uay be locked
20 >
upon as the "agents" oI their socialiration.
The Acents of Parent S-cialization--Ve can identify five categerice of potential
agents of socializatio.. for parents of Landiceap:ee children,  Too oftcu thiy
. PPN . - ' 1
arc concerned with eith.er the instrumental or the exzpressive tasks of parenthood,
, !
and this separation becomes a source of strain to the parent and of additional
handicap for the child.,
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phowician noke s o positive dian Lie, he gives the signel that parents munt,

()

embia’t on a scarch for a new fdentity,

The pgeaeral practiticncy is ot @ particnler disadvantage in that Le rey

have insdoguate knoslodge abouol a specific disability, 1n ouvr recent research

)

on aeafness ln England, we aciod parent respondents vhether they felt theiv
doctor was very knowledgeable abeut hearing probleaws in young children, jlincty-
seven per cent responted "No, "

The phvsician as parent coneelor may be less ceifective then either e or
the purent.s wonld like,  There are o nunber of qurlitices inhercat in the disgrostic
situation which lcad to #n unsaticfactory rvelationship: the doctor, incl ding
the specielist, ig uwsually wnprepared or actually uneble to give parcents the
support ond/or the iLoforiation which they most desire at the time of crisis,
Using deafness as an exanple, there are realistic "wedical ambigunities™ in
congenital deafness which acan the physician way be unable either to give a
firm etiological report, or a "presceription' whiclh can reverse the child's
condition,

Referring again to our Enzlich study, ve asked respondents what amount of
time had elapsed before a firm diagnosis of their child's deafness was nade,
Tventy-three per cent said, "almost iraediately; €leven per cent said, "within
six months'"; but the rewmaining (i.c. 65 per cent), replied that diagnosis had
taken anywhere from six aonths to tvo years or cven nore,

Parents of handicapped children scew universally to dotail dissatislactiou

el 4]

with their physician, whether he has diagiosed mental retardation (Uaskowitz,1959),

£
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ey i v o (Dl el b Ty by ade e {Saaschy 1O or eafac,

(ot 1900).

T T8 g th o narenats 7o teaY e el t oo hedis oo LoedYino o ol
! J i - " ..
and gailt, anl deal vith theny " blar io the ol refcian (hegat, 1850), o

s

the othier hena, it sers: that winte arve often justifica, T civr
devcription o mead ol cnpel e ey own G TTe o Yo dirtaction anad e paae o,

toe often vefloect the fact thao phyeicias, Love 1ittle or no preporation Tor

recopnizing the syrptons of childhcod dicabilitics oo o3 doaling with the
feelings of narents darving o dfevont? crisfs,

. . * g v . * 4. . - - vye " s . ‘.
Tie Teachor - Auvioloriot o Bl ioa? §oere v e Paoen Oy cdore =T spioiig
- v voeoo- : - s Cog .3 M : . . oo . ° L . r
cuttealor, tag At el il R s b e Apihl, ol AN AR C IS AT BN BT APRRTE S I .
1 CN . -1 . L] . .. . Al . [ B , 1 A L. ey - . me. 1 [N .o
the tean w0h vosks witho e Wlonpned ebileren o U othedie peroatse Tro o aedlntua

Coretion of thewe profensicie ] da an ins frvoaeetsl ol They must hielp parcats
to understand the rearons for particuler regimes, and to lcarn the toeaniques
reauired for putting them into effect,

Oftcn, these profrssionils err by failiv, to coencider oaly the inztrunental
needs of parents and child., In attempting to sotivate paronts to vork hard for
their child's future technical cempelence, they nay make denands or set standords
which parents [ind difficult ov {mnossitle (o fulfill, This canoset up a eycle

of discouragcrent and desnair vhich can lead to parontol paralysis.  To strike

a balance betusen motivation and over-oynedtation, betveen optinism for the future

and false hope which e dooned te disoppeint.ent is a ver, reel wnd difficult

probton,
Althoush the e pertinc of theeo profe oienla lics in thedr tochniend,

instrene ntal areas, it is inevioctlo that they ave as™cd to help provide
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noge denivat o Jor Lhese bochindl o)
or thcerapints,
have an increased undocotarding
havc.
the linits of their cowpetency tu eeting

fanily problems may be sufliciently intennce

or psychological resources elscetvthere in the

proeles ian

iCwonla cortaindy be beae{ictal

SN '
;\‘ll (‘-l'\ :.

comranity, At

artho ool B s pedlither feasible
Tooto becooe qualificd counrelor:

foer fandilice i they were to

of the cxpuvessive nceds which tieirc clients

It is alco fvportant for these professionals to be able to recognize

cmotional neoeds,  Sonmctimes

to rcquire referral to psychiatric

other times, these

professionils nay be able te deal with fanily coucervs with the bielp, suppost,

]

and upervision of a wental heglih censultent,

desivable to includce

wors with parents,

The "01d" Prrent as Counsclor for the "tew M

In other situatioas, it mzy be

thie mental health concultant a¢ a rewber of the team which

Parent- -Most conceptions of socieli-

zation include oricntetion by agents wiho are

prescutly fulfilling the role. For

exanple, the socialization of children by their age wmules, or those only slightly

older, is important for understanding childhood (Cooley, 1922).

Socialization

in prcfessional schools is partially performed by older students who orient

newcomers to the expectations of individual teachers, the everyday round, to

ways of '"malking out'" in the new situation.

The same process occurs in the

socialization of the parent of the handicwpped child when he meets others cither

individually or in groups anl learns about the feelings and experiences which he

can expect f{rom this new and exnacting rele,

A number of studics of parcunts with handicanped children have noted the

impor tance wiaich parcenty

tion (¢.g. Meadow and Meadow, 1809),
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Some parents report that these contacls
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hove cnohlaod thian (o acee U thedr new dantics amd resonousibilitics #nld to fi:."
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creative ways of fulfillin, these ton™ o0 Others oLress the aeotioael con ont

W)
which thiey found in sharing thoir Jealinps of bowilderent and sorrow in their
new predicament.  Sowme gain hope Lor theis ehild's future or a moce realistie
appraiscl of his possibilitics froo theea contacts vith nmore euncrienced parents,
1
These are some of the ways in which "old" parents can act as wseful asents
O

of socialization for "new" parents.  7Those who have vorked through their om

cmotional reactions to their child's handicap can be very helpful in bridging

the gap between the instrumental role sceialization performed by soie prefessionals
(i.e. the pliysicians, the teacheyr, the physical theropist, the audiologist) ond

the instrumental role rocialization pecforme! by professional therapists,  Some

of the most useful contacts betwcen "old" and "aew" paxents have taken place

in grouvp settings where the wental health cxnpert or professional therepict. is
available to interpret or to moderate the encounter. This way help parents

who may be suspicious, frightencd of, or uncoafortable with professionals

generally to relate to and accept the kinds of help uhich can be offered to

them,

Not all professionals believe that contact and questions between parente
should be encouraged.  One teacher, for example, advises parents of deal children
"not to keep asking other people for advice, espccially parcents of other deof
chillren (because) all childrea are different, and their deafnees is unlilic ly
to affcct them fu cractly the same way™ (Ling, 1965, p.31°), Cooprration
between pareats and professionals might well alleviate this danges of one foojly

taning the experiences of ancther as a literal wodel for their oim. I sowetines

=88~
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may be thrveatening, to porents vho 90 wosnt in need of soneons to bridge e

cap between instrunental ond cwpresaive ngoets, They way bo beltov-ciducatad,
have diffecent ebhi2d voevtn, value , o Toom ooatflere it ool coor e b
Laci, coore Corurva? ™y e soves, et ooty st 0 el poten UL
\’q-!h‘ I 'llu_.‘\'v” IR A ! « ‘.':- [ L A:-L‘-‘ y & o 3(‘\:.(11 1‘: r *

& L4 -
COLI&uwolal & dha wom e Do wonadurer e vith pLoofoacin e,
L" L: i z_(.,t.:;);) - 4k o 1' i t;'{.o i)“)..-.'-.‘.-L ‘.:\': Vv .{L‘: Yo g (Ve e ‘?(E" s j;{}' LU LT Lo 1‘{\‘ Sceenrouy

[ M R - vy i YTy foy ‘. - . - - - - o PP ~ - ) 3 , 3 y . 1. -
two diracoent wiys Ly Coe acw pareot of the haudicoppad ¢hild, e can be noen

45 a4 reassuring pecsson, as soleone who has succeeded in opite of his lLandica, -

andd thevefore as a pereon vho Jescens the intensity of the parent's anxiety ond
senve of despair, Perhaps his ¢iiild's handicop need not be terribly dinablingg,

A blind nan wvho, through hic business acumen has become a millionaire, a deaf-

blind person who achicved vorld-wide fame and rvespect, a polic victim who became

president ol the United States -- all are very reassuring figurcs, The handicapped

adult vho is functionivg adequately and has overcoume the debilitating effucts

of his handicapping condition can serve as an image for the new parent in thinking

about his child.

Unfortunately, the handicapped adult can also serve as a nepative image. Th

worst anxietics ol the new parcnt may be confirmed when lie cones into contact with

a poorly adjusted handicapped adulit. Many new parents ave not yct ready to face
the conscquences ol taeir chitd's handicapping condition at the beginning of the
process of theiv own sccialization to the parental role.  They may be upwilling

or unable to accept the Jact that poechape their ehiild will not be coupletely
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"noruael" vhen he reachies adulthooe.  fiowever, L veuld sesn Lo be good connscling

to help pavents gradually come to an acceptance of this possibility fairly carly
in the c¢hild's life,

.
Il

A teawm of non-haudicappoed professiornals and adults with vavying degrees of

~

disability and varying degrecs of adjustment is o variation of this approach.
It gives the parent an opportunity te observe the ronge of adjustwent,  %he
team approach may help to demonstrate to the parent that arother respected
"nmormal'" adult -- i,e. the non-handicapped professional -- is willirg and
able to work with and respect the handicapped adult.

Although parents find it encouraging to talk to or heur about only the
Helen Kellers and the Franklin Rooscvelts of the world of the Landicapped,

they may be building impossible dream castles by excluding ordinary haudicgpped
mortals from their acquaintance. If hopes must be scaled down too greatly as
their c¢hild matures, the parent counselors who worked with them in the early
days have failed them in a very important way.
In the area of deafness, the sad situation of constant controvcrsy re-
garding methods means that many hcaring parents of deaf children are discouraged
from meeting and learning to know the many non-oral deaf adults who have made
a satisfactory and happy adjustiwent to life within a deaf community. The stigna
placed by socicty on disabled persons can be overcome by parents and their counselors,

but first they must overcome their own feelings of non-acceptarce.

The Professional Therapist as Parent Counselor-- Theorctically, the profecsional

therapist should be well-equipped Lo do an outstanding job in counscling the

parent of the handicapped child. The psychological preblems, although difflerent
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i focus, owld be aoenebic o reo toadictiont thecapeutic techaiguea, Moy

therapicots Jdo moet e nultiple noedn of Lhe new parentos, How ver, tlo oo

are sone wio ace bound by theso cvaditions] appreach to thrrapeutic prenocaen

and carmot understend why they have not succecded in thedy therapentic taeor,
1

Many £iwes thie nev parent reasices epcrgencs "ivet ald” and a [lerible eppreach

to his provicie  HWe would choracterize thic kind ol treabmont as ericis inter-

e

veution therapy., A tLvaditions? cppreach  invelving prolensed contact coule

in scue instance be detrinental,  Some reccut research (Reid and Shyae, 19400

RN

p—
~
~
[0

has feated that short tern forused {herapy for erisis intervention can

produce draatic and effective results,  Quiv cxnpericnce in working with deaf

clientes at Langiey DPoccer hias beea that sbhort tevw cerisis intecvention can

. C .. Y = » . s
be vory effective (3cirlesinger and Moadoer, 14a4),

The prefessicnal therapist needs socialirzed Inowledge in addition to his
generic trainivg in coreer to deal with parants of children with varying handicaps,
In addition, he may nced some tiwme and some owperience to deal withh his own
feelings avout physical handicaps Lf he has had no dircet personal expericnce
in this arca. Our wvori at Langley Porler indicates Lhat mapy trained social
workers and other helping professionals veet the crisie of fandly deafncss
with a syndrome which Schlesinger bhas laebeled the "ahock-withdrawal-paralycis
syndrome (Schlesinger and Meadow, 19262). Helping profr ssionale mny nect a

deaf individual, or even a family viere only vae mowbeor i deaf, and suldenly

the shock of the cuceounter causes them Lo vithdreg frowe the ciluation, and

v — e cn.

displey a paralvsis ybil prevents thew froa utiliczing their provescional il

Oae arcae vhich shoalad be vaplereda acd developed wore foully i tiat of traiatug
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can be done to furtucr che neaoes. and the conpelonce whieh they have fod

dealing vith e perents of hamdicapyped e d

——
-
~
[

Toce Recipients or Paveinl Counre'ion=7g i reca redundont Lo« ues b gueotion

.
. ——

? of '"io ave the vecipiente of parente coonselin 2" bocause o chviove cnawey is,
"Parcnts, of coursa llovever, theve are o nurbuer of soclological categorics which

é e . , . , :

E diffcrentiate parents, and which affect not only theis responve to a haodic! pped
i

f child, but their nced for aud acceptavee of counseling., Althoco by additional

” categonries can be nawed, those vhich we shall discuss awve: socio-ceoncuic statosg
§

E age of parents; sex and birth crdur of the hondicapped chiild; religion; paronts!
§

| own status as handicapped ov not,

)

i Parents' Socio-cconomic Stotue-~The woclial and economic status of the parcats of
: a handicapped child has a far reaching offcect on both their initial and their

!

i long-tern response to disuability, For exumple: thc highev the social and occupa-
: tional pozition eof the family, the higher are the expectations for comparable

achievement by their children and the greater their disappointwment with a ¢hild

; who may well be incapable of realizing their hopes and drcams for him,
:

: A number of authors liave noted this discrepancy among parveats of mentally

; retarded children. For exauple, mothers of high socio-cconomic status were

) found to respond to the diaguosis of mental retardation as if to bereavenent;

: whercas mothers of low socio-econoaic status were found to respond as if to ot role
}

f‘ crisis (Farber, 1900). Another author found that familice vith more education

; denonstrated less interest in their institutionalized mentally retavded child,

; and also placed children in an institution at an carlicer age. He says, "Toe

i
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cotLation ro fhence 16 oa lite condivioe or ilvse fewilics awd too eforepis
av foportent sole o in ceterminin, foadilfal coneepticas ol vhat fu d sivable dor
children...'" the ¢ic,. vl of reiar tetion quichly shattess (thelr) hopes
aspirations” (Doeeaey, LOE3, poiti).

The same general picinre hes besn neted o, parents of deal cbhilanan,

Pare nts ol b uer Lo o-rcono i statue hed greaier erpectatioons for the

&
achievements of their children, snd wvore wore disappointed vboen these weve

not ret, (That theege fecelings wre covcwumicetod to the child is sugpected ia .

the findivg that deaf children frow Fonilics of higher cocic-cconanic states had
lover scelf-esteen than otbor deaf children (leadow, 14GL).

In a society vhcre upwerd iobility an

cre the norm, it io o veraor that poconds of hordicoppoo cuildren "sulfes ¢

T SN BN aiPS T i, St e e .
experionce & fecling of dhoag! "anticipate scoaal rejection

loss of self catcowm;”

and "'show feelings of puilt and 2l roprozeh™ when Lhey give
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wilo camiol mect thosoe anpuct Teb that the pucater th
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coue Joihers urdey groaoes cowprloicn (o Lo a oellor paylvg jol (Deovie,V 70,
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p. 110). ‘the added cont ol taing case ol a hondicappod chitd nay piidee an

-

CCOS e Aot sbrain on LOl.: Laniiics,
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conloadvances in osoclcl Yo daiatlion g

finencial aeal tance o disebloa persaens are cncoasaning.
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Farber notes (1900, p.7) Lt

provious fanily revelacs the pasente.  The prroats,

hooewreor, can usually raintein west of thelx

-
I

ooeapationil,

~tem s

kKinship commitients,  In contract, haviic, @ sevizely aentoily reta

: frequently creates ¢ situction of uvewer The heudicaepp. d firat-born son

of a young couple nay create a more sovere crisin of disappointed cxpectations

than that of a aon.  Qur interview vith

first-born danghtey, oir of a later-born
parents of deaf children have shown this to be the case in a great wany iastaaces,

(For a general discuscion of the inllvence of these variablos of fanily structure

on socilalization, see Clruscu,

1960).

There is a greater chance for an older mothor to have a hoadicapped child,

The posychological problems of child rearing are somctines acceentuated vith oldey

parcnts, There is also cvideace to supgpe:t that the child bern to ar older aothoer

may npot be as frequently plemed or velewied as s the ¢hild borie to the youiger

farily, QOlder parents uay voiry 03¢ cbout providivg for the pocds of the benpdi-

capped chilad in loter life.  Toese prob] oo 1 addition to the usval oncs
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peneticoceunsling doo the foaile Ghnn corowy el (Bl e have Slreod )

been born to the For i1 ) thodv c¢ o vl st 011t =houat ponoible e godd

facters will prabably Le Jere crisical,

Yaront sl ol g et v T - P Lot d
Porents Reli o Ocdots Ulca=-Toe dnf oo of veli,ioun ovivniriion of peosenli

- ———- b ——— ¢ et e e s

PR N r T A . N . , v -~ . K . .
acceptance ol h\l!u',‘(.\.‘) Las boeon o Lo e noae fueculelion anl oeciae Lol

reccarch, bot the findi gu are so. ouiit o rcondlelery,  Cne study, [or exor le,

fouad Lthat Catholic familics verc more likely to sceept their | P IR AL B N

'-'.)Aik:_k(.\'"‘
r R [l B ! - r 7, . - - ’ . P . .
(Zuk, 1959). A wtudy of faailics of polic victims netro tbhot "One Carvholic

fanily...chose to regard (their clild's handicep) as a stis-a dndicatlive of

their son's blesecdiess ond callir= to the cloth, It ie drulrful o

(&}

nether the

’

“doy

parents ever completely r1esolved thols conjcctures alout their recponsil U

for the chiild's illnese? (Dovis, 1563 p.li). Jordan (19071) has speculated

s A -4 -4

about the possible comsunity supp vt zveil. wle Lo the Yoruon fondly with o

handicepped child, or to Villicmslury Sows.
The frequent relerenves to gu i, wli,ue., Teduecd scif-cotecn, avd @ha. -

’

3 ‘ ' N, - e (O - . . . . . . .
on Lite pari of pareats =iih bandic apped chillarer™ vould ceci to Lndicate that

[ R I . . . . Ve R .. LS ve . 1 Ve ) \ - r
%(Sve, particulazly, Thurstca, 197 7 bald i, Lant s Livesrtusoen, 14565 Cu.

') >

L9066 Froedwauw, ct al, 1047)
L]
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the foflucrce o) aificsicy, rotiiovs osientaetions misght ue o fruiirul one

1
'

for additional reswoareh,

PR "1
'.

Povents' Congvueny Condition--A final choracteris{ic which differontiates

grovps of parcnts, and 4y flvevces tbhe kind of counneling they uway necy,

N b
1
~

3 thedr own status as a bandicapped or nen-hoy dicapped Lndivianal, Rescarch

de
e

on (he ceacui s of doaf and Locoing pes are to o dicpnesis of thedr ehild'e

deafness indicates that deaf parents adjoust rodatively casily and guickly to

the dia;nosis., Theivr definition of the acituation was ruch diffcrent from that

of hearing parents, vho 1csponded with derfal, with travna, gricf, or occacicnally,
wvith relief (vhea they feared a diifercnt, even less accepteble handicap had

been discovered (Fe~dow, 1967, pp.203-2065),

In writing of the fermilies of wentally vetarded children, Begab (1966,p.72)
notes that '"Clinical cheervations and [indings have Focused primarily on the
severelny impaired or cn the less handicapped with central nervous systenm dumagc.
In ncarly all instances, the intellectual disparity betveen parents and retarded
child {s markcd. The reactions noted bear little resemblance to those in fanilies
in which the child's nontel endovaent appreximates that of other members.'" He
obscrves that the most limited families of retarded childron necd special ascist-
ance from schools and/or public Lealth agencies, in order to be able to deal
effectively, not only i+ ith the pasticulars child, but with a whole range of
health, pereonal, and social problens of overyday living.

beal families witl, deaf children seerd to need particularly sencitive ceounseling
if they are to accept and cooperate wholehcartedly vith plans for the child's
training, Downe reports (1967, p.26), that of the five infants definitely fdentificed

and (onfirwd as being deaf, in the Colorado proprans of early testing for hearing,
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Siawary and Conclusions
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Parcuts, as recipients of paorent covnneling, differ in a nuwher of
important social categories which Influence their neced for, and ability to
accept the counseling witich may be availsble to thew,  Those which were ex-
amined here were variables ol socio-econoaic status; age, sex and bi- ¢y (oo
religion; and parents' own handicsp.

Finally, we have examined some of the unanticipated consequences for

parents of the increasing trdnd toward attewpts to identify and treut the

chiild's handicap carlier and earlier in his life,
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THE INSEPARABLE TWINS: EARLY DIAGNOSIS
and PARENT COUNSELING

George W. Fellendorf
Executive Director
Alexander Graham Bell

Association for the Deaf
Washington, D.C. 20007

While parents have been around for a long time, the first
being mentioned in the Fourth Chapter of Genesis, it seems that
only recently have they come to the surface in the area of
special education. The fact of this session, and others like
it at this meeting, signifies growing acceptance of the role
of parents in the intricate process of helping exceptio nal
children to become as normal children as possible.

Agreed that for centuries parents of exceptional children
were both parents and teachers. Such children were not accepted
in usual schools, and so the parents were the only oneSleft to
teach anything that was going to be taught. Today, with special
education programs growing by leaps and bounds, there is a

tendency not only to accept parents as such but to counsel them
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CEC, Dec.1l969
in a constructive way on how they can help themselves as well
as their exceptional child.

So parent counseling is the coming thing today in profes-
sional meetings and in the literature, and the idea of parent
involvement is as generally well-accepted as motherhood itself.
The tricky question is: What type of counseling, by whom and
when?

There's an overpowering impulse today to generalize any
bit of minimal data into an entire population. Statisticians
live on the technique of taking as small a sample as possible
and using it as a basis for drawing conclusions about much
larger groups. In trying to adopt these well-known, tried and
statistically true techniques to determinations about the needs
and the experiences of parents of hearing impaired children, I
would like to add my own cautionary note. This is appropriate
because in a few minutes I'm going to be quoting figures and
maybe implying more than I should. So ycu remember my warnings
even if I don't!

The circumstances surrounding the family with a deaf child
seem to me to be diverse enough to make generalizations highly
suspect. To try to come up with a national posture of parents
of deaf children based upon any of the samples I've collected,

or heard of, is denying a wealth of experience that says many
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of the opinions, if not the facts, are frequently hidden to any

but the most clever experienced investigator.

Parents Want Answers

We've often heard it said that all parents want to DO
SOMETHING when they find they have a deaf child. They want to
get to work on overcoming the handicap which has crept upon
their child. The anxiety experienced in not being given any-
thing to do is perhaps the greatest trauma that the conscienti-
ous parent of a deaf child faces.

But is it true that all parents have this same reaction?
Really, the best we can say is that most of the parents who
have responded to selective surveys or who attend organized
parent groups seem to have this feeling.

It seems to me that the better way of expressing the needs
of parents of young deaf children may be to say that most of
them seek some authoritative figure to TELL THEM what they
should know and what is right for their particular child. How
often have I heard reported,at parent group meetings, frustra-
tion and then anger experienced when parents can't find anyone
to listen to them and then tell them what to do.

Once some of the original questions have been answered to
the initial satisfaction of the parents, there seems to be a
tendency to relax and resume that strenuous task of being just

plain parents again. -107-
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This period of indecision, then, between first suspicion
of a hearing loss, accurate diagnosis and prognosis - so often
accompanied by incomplete or inaccurate information and absence
of an authoritarian figure - seems to stand out as the most try-
ing in the memories of many parents of hearing impaired children
and, perhaps, in the memories of all parents of handicapped
children.
The figure who looms large in the lives of these families

at this time is the medical doctor.

Pediatrics - General Practitioner -~ Otology

Traditionally the family doctor has been the family friend,
counselor, and confidant. The arts of diagnosis and curing
illnesses, setting broken bones, mending injured egos, and
delivering babies - all have been represented by the kindly

physician down the street. Hardly an issue of The Reader’s

Digest goes by without a story about the kindly gen tleman whom
someone remembers with affection because of his great humanity
and service to the community. It is only logical, then, for this
same person to be the one to whom a mother takes her baby and
asks, "Doctor, is my baby deaf?"

Of course, this situation assumes that the parents have
already suspected something is wrong with the child and bring

it to the physician for diagnosis or confirmation of their own
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diagnosis. If we can generalize from a study of 130 families
which we did in 1968,1 this is most often the case. In more
than 80% of our respondents we found that the parents or grand-
parents first suspected that something was wrong with the child,
and then proceeded to take it to a doctor for diagnosis. 1In
only 9% of the responses was there an indication that it was the
medical doctor who first suspected the problem.

At least with this sample, then, the parents suspected a
problem and brought their child to the person who, by tradition
and by reputation, was the one who was supposed to have the
answers.

Unfortunately, for the physicians involved, many of these
parents apparently expected more than a medical diagnosis from
him. Yes, they came for tests and an examination of head, ears,
throat, nose, and perhaps general physical development. But the
responses to our questionnaire reveal that, if that was all they
got from their doctor, these parents were bitterly disappointed.

Perhaps tliey were expecting too much. After all, it's hard
to find in one person the education, personality characteristics,
and experience of a medical specialist, a teacher, a counselor,
a psychologist, a social worker, and maybe a father confessor.
We will have to leave with Dr. Jones, who will have an opportu-
nity to react to these papers, the task of establishing the

reasonableness of these parent demands on the medical profession.
-109-
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For the moment I shall only relate what we think we have learned
from these two studies as to the relationship between some

parents of deaf children and their medical advisors.

: If I Had It to do Over

! A paper delivered before the annual convention of the
3 Council for Exceptional Children in Denver this year reported
on the results of a mail survey of 255 parents of hearing im-

é paired children. The response on this survey and the current

one, which I shall describe shortly, was 50%. While I'm not a
specialist in survey techniques, I suspect that this is a phe-
nomenal response and perhaps an indication of the aggressive

interest of these parents in a study of parent counseling.

2 T RRTEET Y T INg nE T e

I won't take our time here to report the results of this i
1968 survey because they have been published.2 In speaking of
these results before groups of parents of deaf children, how-
ever, I should say that the universal reaction has been, "When

and how are you to give these figures to the physicians?"

1969 Parent Survey

In the 1969 survey, the results of which are being reported
here for the first time, there are several qualifications to be
made immediately.

These parent responses represent 50% of those to whum ques-

tionnaires were mailed. The names came from the records of those
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who have written or called the Alexander Graham Bell Association
for the Deaf at its headquarters, the Volta Bureau, Washington,
D. C. This is, therefore, a select sample. Somehow, these
parents came into contact with a person or publication which

named the Bell Association as & source of information.

Furthermore, these parents had to be able to write, have
paper and pen, have a six-cent stamp, and have the interest and
the initiative to put down their questicns in black-and-white.
Each of the parameters could make this sample selective. 1It
probably isn't representative of the great majority of parents
of hearing impaired children, although even that is an empirical

juvdgment unsupported by fact. It's just a hunchl!

Actually, I suspect that this sample represents the highest
end of the scale of parents. Not only did they have the paper,
pen, and the six-cent stamp, they all indicated they had seen at
least one physician. This more or less establishes a socio-
economic status and cultural concern for the health of their
children.

If anything, we might be impelled to say that these parents
had the best chance for proper diagnosis and counseling. By
inference, then, we might be able to say that there are many
others whose experiences were far worse than these.

Now, for some of the specifics.
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We received exactly 100 responses from the mailing of
200 questionnaires. Actually, there were a few more than 200
sent by first-class mail, and the difference represents those
letters which were returned to us for non-delivery.
52% of the children were between the ages of 5 to 8 years.
The remainder, 48%, were between the ages of 1% to 4% years.
In an effort to try to establish in a rough way the dis-
tance between these families and some reasonably large urban
center, we asked the respondents to say whether they lived

within 50 miles of a city of 100,000 or moze. 73% reported that

they lived within a 50-mile radius of such a center. Our sample,

therefore, would not appear to represent families way out in the
boondocks.

An empirical analysis of the questionnaires from those
living more than 50 miles out in the country failed to reveal
any striking evidence of poorer sexrvices or counseling to these
particular parents.

We first tried to find out what kind of medical specialists
these parents had first approached. 1In the previous study, we
used the terms "professional" or "specialist" and found that the
respondents didn't always differentiate hetween an M. D. and a

Ph. D. or even an Ed. D. Thus we asked what kind of doctor was

first seen, and found: Pediatrician 44%
General Practitioner 35%
Otologist 19%
"Cclinic" 2%

-112-

Sy

- x g




Fellendorf
CEC, Dec. 1969

I've heard it said, and I'm sorry that it's only conver-
sation, thaé aéfoss éhe United States only about 25%»of the
children are seen by pediatricians. If so, then these facts
would tend to support the feeling that this was an above-average
sample.

After establishing the type of medical specialists to whom
they took their child, the parents were ask=d if the doctor
offered them any suggestions as to what they could do AS PARENTS
to help their own child. Here we were trying to pursue the
assumption that most parents want to DO SOMETHING, not just be
patted on the head and told to leave it all up to the teachers
or therapists. We found that one-third of the doctors told the
parents there was nothing they could do or gave them suggestions
which the parents immediately recognized as ill-informed. For
example, here are some direct quotes:

"Just wait."

"Take out his tonsils and he'll be o.k."

"He said J. was nerve deaf and there was nothing
to do. It was a terrible blow."

"Early education isn't necessary."

"“Don't do anything. She'll talk when she's ready."

Only a fourth of the parents reported positive suggestions
for them to follow at home, such as:

"Talk to him."
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"play records, read stories, keep talking."

"Get in touch with the Tracy Clinic."

"Here's a book and pamphlets to take home and read."

"Write to the Volta Bureau."

The remainder of those in the sample were referred to other
specialists and/or speech and hearing clinics for further diag-
nosis or therapy.

We tried another approach to determine if parents were
satisfied with the steps they had taken and the treatment they
had received in this critical period of diagnosis and adjustment.
We asked the question: "If you had it to do over, would you do
anything differently?"

Here we were trying to give the parents a chance to look
back - to imagine that they were starting on the path at the be-
ginning and,knowing what they know now, chart a different course.

25% said they wouldn't do anything differently. When all
was said and done, they had to admit that they had done the best
they could and, if given a fresh start, they wouldn't do anything
differently.

Almost 30% of the parents said they regretted not having
started sooner. From some there were statements like:

"I would have gone to a doctor sooner."

"I'd have accepted the doctor's diagnosis instead of
thinking he didn't know what he was talking about."
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"Lipreading lessons would have started at least a
year sooner."

"I'd have sent her to a boarding school sooner."

Some of these parents felt they would be more persistent
in getting hearing tests and in getting a hearing aid on their
child:

"I would be much more aggressive and not so trusting
of the professionals."

S sk e e —

"I would insist on a hearing test sooner."

"I would not be pacified by the statement that he's
too young to be tested."

"I would have been more persistent with the doctors."
About 15% said they would have seen a different kind of

doctor. Here, there cropped up a comment that */e found in the

ek S0 MR DL LN ST RY gt

1968 survey. Many parents felt tha£. when they finally reached
an audiologist, in a speech and hearing center or elsewhere,
they began to get accurate facts, attention to their concerns,
and some positive recommendations. Some parents even expressed
the wish that they could short circuit the otologist and get to

the audiologist first. The feeling expressed seemed to be, "We

knew he was deaf; and, rather than medical verification, we
wanted to know what to do next."

Among the "miscellaneous" category were statements that the
parents wished they could have met other parents sooner and that
they had learned sooner of the Alexander Graham Bell Association

for the Deaf. -115~
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Again trying to get at concerns and opinions by letting
the parents extract themselves from their current problems by
laoking backward, we asked them if their concerns about their
children were much different than they were one or two years ago.
Again a 25% group said, "Yes, we are less concerned than
we were." Their children were in good programs, and things were
"settling down".
"He is learning and understanding."

“We moved to another community, and now he's in a
good program. "

"I didn't realize she could learn so fast."

"He's in a residential school now and is happy to be
there and happy to be home."

"I have less tension now because my husband finally

left us after we moved here and things are more
peaceful now."

A large group (35%) reported that theyﬁnow were concerned
about educational problems. These ranged from decision on
residential versus day school, and public school versus school
for the deaf, to the child's ability to communicate with others
in kindergarten and a concern on his slowness in reading.

The remainder of the new concerns were covered by new prob-
lems in adjustment to school and the family, and discipline.
Looking ahead to adjustment in adulthood began to worry some

farsighted parents even though none of the children in the sample

was more than 8 years old.
-116-
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Conclusions

So what, if anything, can we conclude about this sample of
parents of deaf children. Without trying to extrapolate to a
laxrger population, yet recognizing from our empirical knowledge
; that some such extension is possible, I offer the following:
* Based upon this study and the previous one, parents
are pretty good amateur diagnosticians or at least

suspectors of problems. Physicians would do well to

A g e ey SETRSTER Y T NS e

listen to parents more closely.

* Parents want and expect prompt, accurate diagnoses
of their children's impairments. Many parents can
spot a phoney or inaccurate diagnosis while it's

happening in the doctor's office!

* As a part of the diagnostic work-up, parents demand
knowledgeable counseling on their role in helping
their child, on educational opportunities, on hear-
ing aids, and the social implications of hearing
loss. They don't want to be put off! On the other
hand, they may reject too negative a prognosis if

their child is very young.

* Once their child is in some kind of educational pro-

gram, things begin to settle down - problems don't
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disappear, but they seem to be able to be taken in
stride. 1In this, they seem to have found the author-
ity figure that is saying, "I can help you and your

child."

* TInadequate diagnoses and counseling can take place

in urban areas as well as in rural areas.

I would hesitate to generalize, too, on the basis of these
100 parents, but I suspect we'll be inclined to so so, based

upon our own individual experiences. And we may not be all

that far off the mark if we do!
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