
Prader Willi Syndrome:
A Case Study

Vicki Krueger and Gayle Kanary

This case study explores the inpatient rehabilitation process and the discharge planning
undertaken with an adolescent with Prader Willi Syndrome. Recreation Therapy played a
primary role in the course of treatment, focusing on issues of weight loss, hygiene, leisure
education, community reintegration, and assertiveness. This case study demonstrates the
role Recreation Therapy played in the overall development and execution of the treatment
plan working in conjunction with various disciplines.
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Biographical and Demographical
Information

Ms. M. was a 17 year-old white female
admitted to a non-profit pediatric rehabilita-
tion hospital for four months in Cleveland,
Ohio. The primary diagnosis was Prader
Willi Syndrome. Secondary diagnoses in-
cluded Cardiomegaly, Chronic Otitis Media,
Dysfunctional Uterine Bleeding, Severe
Acne, Growth Hormone Deficiency, Mild
Mental Retardation, Seborrhea and Ortho-
dontic problems. Recently, Ms. M. had ex-

perienced a significant increase in weight,
which resulted in obstructive and central
sleep apnea. Upon admission, Ms. M.
weighed 254.1 lbs. and was 4'10" tall. She
was placed on 2 liters O2/minute second-
ary to hypoventilation and obesity. Ms.
M.'s physical activity was limited to 20
minutes two times a day. Ms. M. was also
prone to desaturation of oxygen at night.
This condition was associated with sleep
apnea. She was on a diet of 800 calories
per day. Ms. M's medications, which were
for her acne, had no bearing on her diagno-

At the time of this case history Krueger was a Recreation Therapist at Health Hill
Hospital for Children. Kanary is Co-Director of Therapy Services at Health Hill
Hospital for Children.
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sis and resulted in no restrictions of any
kind.

Prior to hospitalization, Ms. M. lived at
home with her mother, stepfather, and 10
year sister. Ms. M. was cooperative and
friendly. Ms. M. was outgoing with others
she knew and trusted, however, she dis-
played shy behaviors and anger when she
felt insecure or perceived others as being
mean to her. For example, Ms. M. would
become quiet and withdrawn, looking down
and away from others. These experiences
frequently occurred in the school setting. She
was alienated, teased and physically abused
by her peers. She was able to state how this
caused her to lose trust and confidence in
new situations and with new people. Ms. M.
was in the 11th grade in a classroom for
developmentally disabled students and at-
tended vocational training. Ms. M. and her
family reported that school personnel were
nonsupportive of and lacked understanding
of Prader Willi Syndrome.

Prader Willi Syndrome (PWS; Prader
Willi Syndrome Association, 1991) is an un-
common, non-inherited, birth defect, life-
long and life threatening, affecting all races
and both sexes. The cause of PWS is unclear.
Using high resolution analysis, approxi-
mately 60-70% of the children with this di-
agnosis have an abnormal finding on chro-
mosome 15. The characteristics associated
with PWS include hypotonia, insatiable ap-
petite, obesity if food intake is uncontrolled,
hypogonadism and incomplete sexual devel-
opment, developmental delays, variable de-
grees of mental retardation or functional re-
tardation, short stature, small hands and feet,
mild dysmorphology, and severe behavior
problems. Adolescents and adults with PWS
can function well in group living programs
if they have adequate calorie control and
structured living. Their rigid personalities
and explosive tempers make supervision and
programming difficult. Life expectancy is
normal if weight is controlled.

Health Hill Hospital for Children is a 52

bed facility which serves children with both
rehabilitation needs and chronic illness and
disabilities from birth through 18 years. Ms.
M. was on the 15 bed Rehabilitation Pavilion
which serves school aged children and ado-
lescents. Ms. M. was brought in under the
services of the pediatric team which includes
the following interdisciplinary services: phy-
sician, primary nurse, respiratory care, recre-
ation therapy, occupational therapy, physical
therapy, speech/language therapy, music
therapy, art therapy, social work and school
personnel.

Case Content
Within 48 hours of admission, Ms. M.

was administered the Recreation Profile In-
ventory -{Olsson, 1991) and a leisure interest
survey. The Profile assessed her recreation
participation style, motivational attitudes for
recreation participation, and barriers to rec-
reation participation. A community reinte-
gration evaluation developed by the Recre-
ation Therapy Department at Health Hill
Hospital for Children was completed within
one week of admission. The community re-
integration evaluation assessed motor, so-
cial, money management skills, problem
solving, decision making, and hygiene skills.
The evaluation showed that Ms. M. had low
physical endurance and required a wheel-
chair for trips outside of the hospital. In addi-
tion, she displayed deficiency in hygiene, so-
cial skills, problem solving skills, decision
making, and money management.

Additional assessment data was gathered
through observation and interview with Ms.
M. and her mother. The assessment data
showed that Ms. M. engaged in activities
mostly at home with her mother and 10 year-
old sister. The therapist also learned that Ms.
M. enjoyed being an active participant in ac-
tivities, interacting and competing in group
settings. Ms. M. expressed interest in the fol-
lowing activities: simple jigsaw puzzles,
simple activity books, coloring, painting,
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music listening, table games, video games,
movies, writing, pets, dances, walking, vol-
leyball, basketball, and working on the com-
puter. Ms. M. stated that she enjoyed these
activities "because they were fun." The
therapist and Ms. M. then explored other rea-
sons for participation. Ms. M. was able to
make the connection between participating
in activities and feeling good about herself.

Through discussion with Ms. M. and her
mother, they were able to identify the follow-
ing barriers to recreation: lack of time to
engage in activities on the part of other fam-
ily members, lack of money, lack of trans-
portation and lack of physical endurance.
Ms. M. also reported a lack of skills in the
following areas: bowling, swimming, social,
decision making, and problem solving. Ms.
M. was not participating in any leisure activ-
ities within the community. Ms. M. did ex-
press an interest in exercising with others or
to a videotape.

Ms. M.'s team goals for hospitalization
were to lose weight, stabilize her respiratory
status, and family education. The team rec-
ognized that Recreation Therapy would play
a primary role in Ms. M.'s treatment with
Physical Therapy and Nutrition assisting
with goals pertaining to weight loss. Ms.
M.'s treatment team members consisted of
staff representing the following services:
Physical Therapy, Recreation Therapy, Art
Therapy, Music Therapy, Social Work, Nu-
trition Services, Nursing, and Medicine.

Ms. M.'s recreation and leisure objectives
were grouped into the following areas with
the awareness that certain treatment inter-
ventions would address more than one objec-
tive. The areas were: Social, Community,
Physical, and Leisure Education. Ms. M. was
placed in the following groups for RT treat-
ment with focus on the above mentioned ob-
jectives: individual exercise and leisure edu-
cation two times a week, and the following
programs one time per week: aquatic exer-
cise, creative arts group, art group, leisure

activity group, cooking group and commu-
nity reintegration outings.

Initially the physical goal was to partici-
pate in 20 minutes of aerobic activity 2 times
a week with little or no distress (i.e., distress
being denned as heavy breathing or not being
able to talk). Ms. M. identified swimming,
volleyball, dancing, walking, basketball, and
aerobics as leisure interests that she had ac-
cess to in the community. The therapist, to-
gether with Ms. M., arranged an individual
exercise program that Ms. M. was responsi-
ble for planning. To encourage Ms. M.'s par-
ticipation in her individual exercise group,
the therapist assisted Ms. M. in recording a
musical tape of her favorite songs. A prog-
ress chart was kept in her room and after
participating in 20 minutes of aerobic activ-
ity, Ms. M. earned a sticker. Ms. M. was
proud of her progress, which increased to 30
minutes of aerobic activity. Ms. M. was so
proud of herself in reaching her goal of 30
minutes of aerobic activity, that she showed
her sticker chart to other staff members. At
the time of discharge, Ms. M.'s weight was
212.08 lbs., a total loss of 42.02 lbs.

In addition the following social objec-
tives were established: (1) Ms. M. would
state one positive statement daily, and (2)
actively participate in group recreation activ-
ities 75% of the time. These objectives were
addressed through participation in the Cre-
ative Arts group, evening recreation partici-
pation and weekend field trips. A primary
intervention was Ms. M.'s participation in a
Creative Arts group one time per week to
address her low self-esteem, to improve her
social skills among peers, and to reinforce
the goal of making positive self statements.
The group encouraged patients to express
feelings about themselves and their lives
through various art mediums in a safe and
supportive environment. For example, one
activity was to make a collage of the most
important things in your life and to explain
to the group why they were important. Ms.
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M. was able to identify what was important
to her, but was reluctant to share for fear of
being teased. Once Ms. M. saw the other
patients pictures were all very different from
one another and listened to why they choose
what they did, she appeared to feel a little
less threatened. However, she still did not
share such precious information. The other
patients verbally encouraged Ms. M. to share
her picture and to talk about it by asking her
questions. Ms. M., near the end of the group,
freely shared the information knowing that
her peers wanted to know and supported her.

Over the weeks, Ms. M. began to share
more information and received support from
her peers. At the time of discharge, Ms. M.
was outgoing, talkative, and showed more
appropriate social behavior. For example,
Ms. M. began initiating social interactions,
speaking up for herself in social situations
when others picked on her, and expressing
her wants, needs, and desires within large
group settings.

Ms. M. was involved in community out-
ings 1-2 times per week. These outings fo-
cused on the following treatment objectives:
to demonstrate proper hygiene before partic-
ipating in RT activities and community out-
ings 100% of the time, to independently
choose the appropriate food items off the
menu with only one verbal cue, to appropri-
ately complete a money transaction with
only one verbal cue 100% of the time, and
to plan one community outing trip per week
with only two verbal cues for assistance.

In order to participate in community out-
ings Ms. M. needed to have performed cer-
tain ADL's. These included brushing hair
and teeth, taking a shower, and wearing
clean clothes. Ms. M. needed frequent re-
minders to perform ADLs. To help remind
her, staff and Ms. M. created a check off list
on the computer. The computer was utilized
because Ms. M. had identified it as an inter-
est in the leisure survey. Ms. M. kept this
list in a notebook that she decorated. If Ms.

M. received all of her checks from the staff,
the therapist would give her a sticker for that
day. Ms. M. liked stickers and appeared to
find them very motivating as was evidenced
by her eagerness to show staff her notebook.

One community trip 4 weeks after admis-
sion which Ms. M. helped to plan, was to
get a haircut, makeover, and a new outfit.
This activity addressed the treatment goals
of hygiene, positive self statements, and en-
couragement of her self-esteem. This trip
seemed to mark a turning point in Ms. M.'s
new interest in herself and in looking her
best. At discharge, Ms. M. was styling her
hair, putting on make-up, and taking an inter-
est in what she wore.

At admission, Ms. M. was not able to
count out change without 3-5 verbal cues.
The therapist worked with her on coin values
and adding skills both in the hospital and
while out in the community. At discharge
Ms. M. was able to count out change with
only 1-2 verbal cues and stated that she was
doing better in math in the school setting
due to the outings. Ms. M. began to go on
community trips to restaurants approxi-
mately 3-4 weeks into her hospitalization.
During these outings, she utilized education
from her Dietician and the cooking group.
Ms. M. was involved in a cooking group one
time per week to help her learn the appro-
priate foods to eat, how to make simple
healthy snacks, and basic domestic skills to
promote independence. While hospitalized,
Ms. M. discovered that there were foods that
tasted good and were appropriate for her be-
sides foods that were high in fat content.

Leisure Education was implemented on
an individual basis using the Wake Leisure
Education Program (Center for Recreation
Administration, 1991). The program de-
signed for Ms. M. addressed leisure aware-
ness, barriers to participation, planning, and
self-awareness in leisure. The therapist and
Ms. M. identified the following objectives
as a focus for leisure education: to identify
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leisure interests and community resources
using phone books, making calls appropri-
ately 90% of the time with minimal assis-
tance, and to choose and plan individual ac-
tivities 2—3 times a week with only two ver-
bal cues for assistance. Ms. M. was able to
identify what leisure is and how much leisure
time she had. Ms. M. was also able to iden-
tify leisure interests and reasons for partici-
pating in these activities. Along with the
therapist, Ms. M. explored resources for lei-
sure within her community through resource
files and telephone books. The therapists in-
vestigated barriers to participation with Ms.
M. Ms. M. identified her barriers including
attitudes, finances, transportation, and lack
of support persons. Many of the sessions
were spent on problem solving approaches
to these barriers. Ms. M. was able to identify
support persons other than her parents who
could engage in activities with her and offer
transportation at times. Ms. M. continued to
require assistance in planning outings due to
cognitive limitations, such as assistance in
reading, using the telephone, setting up
transportation, and asking questions of com-
munity people.

During discussions, Ms. M. verbally ac-
knowledged that it was more important what
she thought about herself than what others
thought about her. She was able to verbalize
that she liked the changes she was making,
such as wearing make-up and styling her
hair, and that others had noticed and com-
mented positively on these changes. She was
also able to understand that not all people
would be understanding and/or sympathetic
to her diagnosis. The therapists encouraged
Ms. M. to ignore hurtful statements by peers
and to share her knowledge about PWS with
others, especially with adults who were not
understanding of her diagnosis.

Parent education was an ongoing process
for all therapists involved in Ms. M.'s treat-
ment. Therapists were encouraged to engage
the family at every opportunity for family

education. Formal sessions were scheduled
when the family visited sporadically. The in-
formation was documented in a family edu-
cation book that contained written or picto-
rial information from all team members per-
tinent to their areas of treatment.

The family ed book went home with the
family. Closer to discharge the focus was
on the importance of the mother following
through on Ms. M.'s progress in the home
environment. This included exercise ses-
sions both on land and in the water. These
sessions were videotaped to help facilitate
continual usage at home. The hygiene check-
list book was shared with the mother. She
agreed to make sure that Ms. M. had com-
pleted the ADLs and to provide her with a
daily sticker or verbal praise.

After discharge, Ms. M. was not to re-
turn to school, but rather was to receive
home tutoring. Based on the potential de-
crease in integration in the community,
community resources were highly stressed
with the mother. Community resources rec-
ommended were social groups with age ap-
propriate peers, a bowling league, and
swimming at recreation centers or the
YMCA. Ms. M.'s mother appeared inter-
ested in providing emotional support, fi-
nancial support, and transportation. She
seemed to realize, which was evidenced
through her stating that she knew her
daughter could not always rely on her for
socialization, the importance for Ms. M. to
socialize and interact with age appropriate
peers. She stated she would involve her
daughter in as many social programs as was
possible.

Authors Comments
When Ms. M. was admitted to the hospi-

tal, the authors had no previous experience
working with persons diagnosed with Prader
Willi Syndrome. The local and national or-
ganizations were contacted for information
and the hospital brought in an expert to speak
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to the staff on Prader Willi Syndrome. The
information from these sources helped the
staff to understand Ms. M.'s behaviors,
which in turn helped in developing an appro-
priate interdisciplinary treatment plan.

There were times during Ms. M.'s four-
month hospitalization when it was difficult
for the authors to relate to what Ms. M. was
going through. For example, during large
group and family functions involving pa-
tients with a variety of diagnoses, there was
usually some sort of food served that Ms.
M. could not have on her diet. This made
Ms. M. feel different than her peers and it
was difficult for her to control her urge to
want to eat. Perhaps if the hospital had more
patients with eating disorder diagnosis, Ms.
M. would not have felt so singled out. We
found that in order to be truly supportive to
Ms. M. we needed to put ourself in her shoes.
This was accomplished by the therapist
"buddying up" with Ms. M. to help her not
eat during the activity and problem solve
when the situation got tough. These authors
felt this strategy was important since Ms. M.
will experience this type of situation in the
community and she will need to be able to
utilize strategies that can help her control her
urge to eat.

This particular case provided a true sense
of accomplishment for the authors. As re-
ported by her mother, since discharge Ms.
M. has been successful in managing her
health in an independent manner and appears
to be enjoying life more fully. Although RT
was only one aspect of Ms. M.'s interdisci-
plinary treatment, it was one of the most
important and meaningful to Ms. M.'s over-
all well being. It was evident by Ms. M.'s
overall progress that RT had made a signifi-
cant difference in the quality of her life. Ms.
M. was losing weight, expressing positive
self statements, taking pride in her hygiene
and appearance, interacting more with peers,
and appeared to have a positive state of
mind. The Recreation Therapy Division re-

ceived positive feedback from Ms. M.'s
physical therapist regarding Ms. M.'s exer-
cise plan, from her dietician for helping her
correctly choose and prepare food that was
within her diet and from her mother for Ms.
M.'s overall improvements and interest in
community involvement. In terms of Ms. M.,
the authors found the experience with Ms.
M. to be very rewarding and have kept in
touch with Ms. M. and her family. Ms. M.,
with help from her mother, has continued
her exercise program and hygiene checklist.
She has also become involved in a commu-
nity social program that incorporates bowl-
ing into its schedule of events. Ms. M. con-
tinues to lose weight at home and has had a
tremendous increase in her self-esteem as
indicated by statements expressed by Ms. M.
and behavior observed by her mother. Ms.
M.'s mother has begun dieting and exercis-
ing along with her daughter and reports that
they have developed a close relationship.

In the field of Recreation Therapy it is
often difficult to tangibly see the impact you
make on both a patient and their family. So
often that which we have strived to accom-
plish through our goals and objectives may
not be evidenced for months or years down
the road. The ability of the family and patient
to integrate recreation and quality of life
changes into their daily lifestyle can be lost
amidst all the other "must dos" ordered by
the physician or other medical experts. But
for this case and others where the weUness
of the patient and family is so closely linked
with the services we provide (e.g., exercise,
social skills, group and individual interac-
tions, leisure education), it is imperative that
Recreation Therapists inform team members
of our services and how these services may
facilitate long-term lifestyle changes that go
beyond those exhibited within the clinical
environment. The staff education of RT ser-
vices we provide in our program, we have
found, is an ongoing process. It means daily
informal education with various disciplines,
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clear and concise assessments, measurable
goals and objectives set with the patient and
family, creative treatment interventions, and
the continual success of patients and fami-
lies. All these will continue to make us valu-
able members of health care teams. The au-
thors believe that this case study documents
the benefits and importance of RT through
group and individual treatment. It is hoped
that as a result of this case history fellow
professionals will have a greater awareness
and understanding of Prader Willi Syndrome
and the role of RT in working with individu-
als with this syndrome.

References

Center for Recreation Administration. (1991).
Wake Leisure Education Program: An integral
part of special education. University of North
Carolina at Chapel Hill.

Greensway, L. R. (1990). A community Outreach
Program for Individuals with Prader Willi Syn-
drome. Journal of Pediatric Health Care, 4(\),
32-8.

Olsson, R. H. (1988). Ohio Leisure Skills Scales
on Normal Functioning.

Prader Willi Syndrome Association. (1991). A di-
agnosis and Reference Guide for Physicians
and Other Health Professionals. St. Paul, MN.

306 Therapeutic Recreation Journal


