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Introduction

There has been a great deal written about guidance for parents of cleft
children, much of it confusing and misleading. In a 1966 survey of the
literature written for parents of cleft children, Wylie and McWilliams?
concluded that the guidance materials which they studied were not meeting
the counseling needs of the vast majority of parents. Much of the material
was contradictory. Moreover, the authors noted that clinical practices
differ widely across the country, resulting in a variety of philosophies
which vary according to the attitudes and needs of the different centers.

An important aspect of the clinical services offered at the Cleft Palate
Center of the University of Pittsburgh has been involvement with parents.
This service has taken many forms, from information-giving and direct
case management advice to counseling in order to help parents develop
better relationships with their children.

In attempting to find more effective ways of helping parents understand
and become sensitive to the developmental and special needs of their chil-
dren, the Center obtained the consultation services of Marvin I. Shapiro,
M.D., a child psychiatrist who was then Director of Community Services,
Pittsburgh Child Guidance Center.2 Following a period of planning and
exploration during which an assessment was made of the strengths and
needs of the Center in that respect, Dr. Shapiro suggested the use of parent
groups as a way of helping parents interact with each other and give
mutual support. =

Since parents of cleft children have similar life experiences around their
children’s births, hospitalizations, and rehabilitative programs, he reasoned
that participation in a group would provide an opportunity for parents to
verbalize and share their common feelings, fears, hopes, and plans for
their children’s futures. In addition, a group could provide an opportunity
for its members to work through unresolved or repressed feelings, enabling
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the parents to relate to their children in more positive ways. Through this
experience, the staff could learn the ways in which these parents coped with
the births of their children and could perhaps learn when and how to offer
services or intervention to other parents of cleft palate children. Dr.
Shapiro also speculated that it might be possible to train parents for
specific roles as group leaders, thus extending service beyond the limits of
professional staff. . ‘

Although somewhat cautious about the practical as well as the theoreti-
cal aspects of this new venture, the staff decided to act upon the suggestion
to form parent groups. This paper will describe the implementation of the
intitial recommendation as well as a number of secondary programs which
were a natural outgrowth of the parents’ involvement with the Center.

Tue InrTAL MoTtHERS’ GrOUP. In the spring of 1970, in conjunction with
the Pittsburgh Child Guidance Center Community Services Department,
the Center began a group program for mothers of cleft palate children.
Eight mothers whose children were receiving treatment at the Center took
part in the initial group, originally planned as an 8 week project. The
mothers were contacted by telephone, and an individual one-hour interview
was arranged to discuss the program. Following these initial interviews,
the eight mothers met once a week in 112 hours sessions for a period of
11 weeks with two group therapists from the Pittsburgh Child Guidance
Center. The change from 8 to 11 weeks was motivated by the wishes of the
mothers.

The mothers soon became actively involved in the project. Trying to
figure out why the group was so important to her, one mother said, “I don’t
know what it is, but after these meetings I feel good all week. I look for-
ward to coming to ‘my group’ on Tuesdays, knowing that I can say what I
think and you’ll all understand.” The group members gradually moved
from a position of denying that they (or their children) had any problems,
to re-examining in a personal way the painful memories associated with
the births of their children. Because the mothers had undergone similar
experiences with their children, they were able to intervene with each other
in remarkably direct ways. They were both supportive and insightful in
puzzling out their own and others’ behavior. For example, a child of Mrs.
K. was about to undergo surgery for the fifth time. Mrs. K., with mount-
ing anxiety, talked about her son’s fears of the upcoming operation, pro-
jecting her own anxiety. Finally, another mother asked if she could be mis-
taking her feelings for his. Mrs. K. was startled at the question but then
became quite reflective. She talked about many early separations from her
own mother who was hospitalized for long periods of time. She remembered
her fears, “not knowing if my mother would come back,” and connected
these memories with her fears about her son’s hospitalization. “I guess 1
sometimes feel as though I'm still 2 or 3 years old and I'm being left.” Mrs.
K. continued to work on these painful feelings gaining insight and under-
standing in connecting the past to the present.
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As the group progressed, the members became more trusting, explored
deeper levels of feelings, and, in the final sessions, were able to talk about
feelings of guilt and responsibility about the births of their children. Be-
cause these feelings were mutually shared, understanding and acceptance
were also shared to create strong group support and interaction.

As time came for the termination of the group, the mothers expressed
unwillingness for the experience to end. They felt that other mothers could
surely benefit from similar discussions. In debating what direction to fol-
low, the staff began to discuss with the mothers the idea of training them to
be paraprofessional group leaders. The discussions centered around the
possibility of giving the mothers some training in group process and, with
careful supervision, facilitating their working with others. Both staff and
mothers felt there was much to be gained from such a venture. After con-
siderable planning, therefore, the mothers were offered an opportunity to
take part in a special six-month leadership training program at the Pitts-
burgh Child Guidance Center. The new groups would not focus on
“therapy” but on “education” for parenting. The limited but uniform
goal of the new groups would be to help mothers of cleft palate children
to share feelings and interact with each other in a supportive and accepting
way. When the leadership plan was presented, five of the eight mothers
chose to take part. Three were unable to do so because of pregnancy, school
commitments, and moving to a different town.

A training program was, therefore, started in September, 1970, and was
conducted by personnel from the Pittsburgh Child Guidance Center and
the Cleft Palate Center. A combination of didactic and experiential ses-
sions focused on: (1) areas of child growth and development, (2) manage-
ment of children with clefts and the intricacies of the Pennsylvania State
Cleft, Palate Program, (3) group process and group leadership, and (4) use
of expressive arts media in group work. After the formal training sessions,
the mothers had three all-day intensive training experiences to learn inter-
viewing techniques and to practice group leadership skills. In these all-day
sessions, the mothers role-played in a variety of situations, including
serving as interviewers, interviewees, group leaders, and group members.
These sessions were video-taped, and the mothers critiqued themselves,
stopping the tape at intervals to give alternative responses when they felt
“stuck.” The role-play sessions seemed helpful in putting didactic in-
formation into more meaningful, practical terms and resulted in increased
willingness to try the techniques with other mothers in new groups.

At the conclusion of the training sessions, the mothers contacted new
mothers and invited them to participate in discussion groups. Three “new”
groups were then formed with two trained mothers working together as co-
leaders in each new group. They themselves requested the co-leader ar-
rangement, feeling that they would be more comfortable sharing leadership
responsibilities. Once the groups got under way, the mothers continued to
interact and to seek support from one another in group supervision sessions.
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They began to see common themes emerging in all the groups and to see
that, essentially, their new groups were exploring the same feelings and
struggling with the same conflicts that they themselves had worked
through. They identified with the new mathers and recalled their own
experiences with such comments as, “I remgmber when I was afraid to
say anything in group. I know how she must feel.” Or, “I remember how
hard it was for me to talk about my angry feelings in group,” ete.

In their role as group leaders, the mothers often experienced anxiety
about their own identities. Originally they felt that they were qualified to
lead groups only because they had cleft palate children and had partici-
pated in an intensive group program. With increased experience in leader-
ship, however, their attitudes seemed to change and they began to
recognize their own skills and abilities as leaders. At the end of the first
year, the mothers had led a total of 5 eight-week programs, and, in spite
of the many difficulties inherent in this new venture, they were enthusiastic
about carrying on the project. The program is now in its third year, and
the mothers have continued to serve as group leaders, still under careful
supervision. .

Hospitan Visitation PrograM. The group’s second major project, a
hospital visitation program, was begun in the Fall of 1971. In working
with mothers, the staff at the Cleft Palate Center had been impressed with
the number of mothers who had commented on how desperately they had
wished for someone to talk to when their child was born. They noted that
mothers often went to great lengths to seek out another parent of a cleft
palate child. In spite of good medical information and care, mothers often
said they felt other parents understood how they felt because they had
been “in the same boat.”

One mother from the original group was instrumental in planning and
finally implementing the hospital visitation program. She suggested that it
might be helpful to let hospitals and physicians know about the mothers’
program in the event that there was a mother of a newborn who wanted
someone to talk to. The sugestion was certainly not new, but the Cleft
Palate Center had not previously encouraged such a program, feeling that
mothers were often ill-equipped to participate. Moreover, problem mothers
were sometimes the most eager to become involved with others, even before
they had resolved their own complicated feelings or had developed any.
understanding about clefts in general. Therefore, there was the danger that
the visiting mother might project her own difficulties into the new situation,
provide faulty information, or paint either too optimistic or too pessimistic
a picture. In many ways, such a program could be more harmful than
helpful. However, the professional staff at the Center recognized that such
a program, if properly controlled, could also be of great help.

‘While the pro’s and con’s of this potential project were being debated, a
phone call came to the Center from a general practitioner from a nearby
county. He had a patient who had given birth to a child with cleft palate.
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The family was upset, and the mother: refused to take the child home. The
physician felt he could do nothing. Could someone from the Center help?
A visit from one of the mothers was suggested, and the physician agreed.
Mrs. J. made the visit the same day. Her report of the experience reveals
that she met many problems and that the parents asked her countless
questions ranging from the nature of their child’s problem, what could be
done about it, how he could be fed, what would happen when they took
him to the Center. At the conclusion of the visit, the parents asked the
visiting mother for her name and telephone number and thanked her
for her “personal interest.” They took the baby home the next day, have
since been seen in the clinic, where the child and the parents are doing well.

The staff at the Cleft Palate Center was impressed with the fruitful way
Mrs. J. had handled a very difficult, emotionally charged situation. If
mothers could be effective in such situations, perhaps a hospital visitation
program was feasible after all. As a result, a planning session was held to
clarify thinking on exactly what kinds of information could be given to
mothers of newborns and how circumstances would determine procedures.
The mothers themselves decided that anyone making hospital visits should
meet three requirements: (1) They should have children over five years of
age and thus have gone through the experience of operations and hospitali-
zations. The mothers felt this would help to minimize the extent to which
a visiting mother would re-experience her own situation with a new
mother; (2) The visiting mother should have participated in a group
program and thus have some awareness of herself and her own difficulties
and have had an opportunity to talk out some of her own problems of
parenting; (3) The visiting mother should also be thoroughly familiar with
the Center’s procedures and have had training by the Staff in preparation
for the hospital visits; (4) The Center should be the clearing house for the
program, and each visit should be followed by a written report for in-
corporation into the child’s chart.

As a result of the planning meetings, a letter was sent to the Directors of
Nursing of hospitals in the greater Pittsburgh area, informing them of the
mothers’ program and of their availability for making hospital visits. The
letter was followed by a visit to each hospital at which time the details of
the program were explained. The mothers stressed both their assets and
their limitations and attempted to delineate carefully what they could and
could not undertake. Following this, if a visit was requested and was agreed
to by the attending physician, the Center was notified, and a trained
mother carried out the assignment. At the present time, the program has
been underway for a year. It is functioning smoothly, and it is being well
used. In addition, the mothers have made such effective presentations to
various nursing departments that they have received invitations to speak
to other nursing and medical staffs on this topic.

The program has been expanded somewhat, and a mother is now part of
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the clinic team on days when new babies are initially seen. A quiet room
with a crib, comfortable chairs, and coffee pot is available for this purpose.
In addition, one very skillful mother is regularly receiving calls from
parents and hospitals to demonstrate feeding approaches, even to residents
and nurses.

SpIN-OFF Procrams. The mothers’ groups and the hospital visitation
program have sparked other projects. A parents’ group has been formed
and has already become active in fund raising for the Center and in
writing legislators about certain aspects of the Cleft Palate Program which
are in need of monetary support. The parents have also written to various
manufacturers regarding the marketing of feeding equipment and materials
found to be helpful in caring for young babies. Other parents have had
individual fund raising projects and have donated proceeds to the Center.
Parents have volunteered to work at various tasks during clinic hours,
and mothers have gathered toys for use in the playroom in the Clinic, and
in the Center’s toy lending library.

In a more formal way, several “Information Days” for parents have
been arranged where speakers have explained the care, handling, and
specific problems of cleft children. One person from the original group
(although not the mother of a cleft palate child) has received additional
training, and she volunteers one or two days a week at the Center as a
counselor. With staff members and students of the Center, this mother has
conducted two adolescent expressive arts groups. She and her co-leader
met with the first group of ten teenagers with clefts, using art, drama and
movement as a way of helping the adolescents to talk about and share
feelings. A second group is now underway; and she will soon begin a
creative-drama program for seven- and eight-year-olds. She will be joined
in this effort by another of the trained mothers who will have coffee and
conversation with the children’s mothers. In all, the spin-off from the
original “Mothers’ Group” is being felt in many aspects of the clinic
program. A variety of channels are provided for the energies of parents who
want to become involved and who have skills, talents, and time to contrib-
ute. In this way, both the Center and parents benefit.

The original mothers, trained to be group leaders, have made changes in
their life styles. One mother is about to begin nursing training; two have
started to take college courses. Another is working full time as a Center
secretary and is rapidly becoming a “feeding expert”’—even demonstrating
successful feeding techniques to nurses who have failed. On the basis of
special examination, she has also entered the University of Pittsburgh
just three credit hours short of junior standing. Still another mother works
part-time at the Center and has involved her husband, a computer expert,
in providing free consultation in his area of expertise. It is as though the
mothers feel able to pursue interests of their own, apart from their children
and husbands. In all, the group program and the training of the mothers
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appears to be a viable and valuable project which can perhaps serve as a
model for other Parents’ Groups.

Summary

This paper describes an innovative program with parents of cleft palate
children. The impetus for the program began with a time-limited group
therapy experience for eight mothers, five of whom were later trained to be
discussion leaders. As a direct out-growth of these efforts, these mothers
and other parents became involved in a variety of activities, such as
a mothers’ hospital visitation project, a parents’ association, a series of
“Information Day” meetings for parents, an expressive arts group for
adolescents with clefts, and a creative drama children’s group. The en-
thusiasm and involvement of the parents and the spin-off in terms of
“humanpower” available to the Center, leads us to believe that such
efforts, with responsible leadership and supervision, can become powerful
forces in mental health programs of a preventive nature.



