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Choices Limited cites a recent study by the Robert Wood 
Johnson Foundation confirming that parents of children with 
developmental delays encounter great stress in their work 
and fi-iendships, their housing and vacations. They have many 
social and economic problems. And these parents have 
greater need for outside care for their children—for respite 
care, day care, and summer care so that they can have an 
occasional break fi-om providing round-the-clock care. 

It was to the need for respite care for such families that a 
unique plan evolved. 

But, first, let us look at two of the famiUes. 

Mildred and Ted, college sweethearts, married before 
their diplomas were fi-amed. They had waited through the last 
two years of school, making plans for the Ufe they would have 
together as soon as they had graduated—a good job in 
electronics for Ted, some part-time editorial work for 
Mildred—and a house full of children to love. 

Ted got the job, and Mildred edited a small college 
journal. They had made a down payment on a three bedroom 
house by the time Mildred discovered she was pregnant. It 
looked as if all their dreams would become reality. 

Then the baby came, a Uttle boy—a very Uttle boy, IVi 
pounds. Three months in the hospital, two operations, and 
Ted, Jr. came home, frail, sickly, needing full-time care and 
monitoring. 

Mildred changed. Laughter left her. Her fiill-time absorp
tion was the baby. Ted became an outsider; fiiends finaUy 
ceased visiting. Life was grim. 

PhyUis and Lloyd were different and yet the same. Lloyd 
ran his own hardware store, and PhyUis helped. Their 
children, Sandra and Kevin, were healthy, social, friendly 
kids with lots of fi-iends. School was no problem for either 
one of them. 

PhyUis and Lloyd thought one more chUd would round out 
their fanuly. They had not counted on total disruption. 

The baby was born not only bUnd but very disfigured. At 
first the doctors thought she would not five; later PhyUis and 
Lloyd wondered if aU of them should have fought so hard to 
keep her aUve. 

But Baby Lou came home, and four Uves changed 
immediately. Sandra and Kevin stopped bringing their friends 
home; Lloyd began to stay at the store later and later; PhyUis 
screamed at aU of them. Fun was forgotten. 
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Here are two families engulfed with pain, members 
lashing at one another out of their sorrow, fatigue, and 
frustration. And there were more. Many more. 
That is where the camp came into being. 

A loosely joined coaUtion of organizations serving special 
needs children elected to call themselves the Hill Country 
Weekend and to set up a retreat for parents and children. 
Administrators of half a dozen organizations deaUng with 
children with disabiUties faced the reaUty that the child who is 
seriously disabled cannot participate in many activities. The 
famiUes themselves, especially the mothers, are isolated, 
lonely, fearful, and too exhausted to think of planning new 
activities. Generally they have not been on any kind of 
vacation since the disabled child was bom, and they often are 
unhappy and angry. Too frequently the isolation and unhap-
piness take their toll on the marriages and on the Uves of the 
"normal" chUdren in the famUy. 

The two famUies described can be multipUed a hun
dredfold by others who are Uving in their own particular kind 
of isolation. There is Norma, now separated from Marv, in the 
Uttle "dream house" with son Mike. Mike's retardation is so 
severe that he cannot walk or talk or feed himseU. Norma has 
not been away from him since his birth six years ago. 

There are GU and Wynona, battUng to teach young Sandy 
some basic skUls in Uving. Their daughter, Geraldine, has 
never been alone with the two of them since Sandy was born. 

Couples who are working double shifts at jobs in order to 
earn the money for care for a chUd with a handicap. Young 
people foregoing medical care for themselves because they 
don't feel they can take the time to undergo needed surgery. 
There are those so without resources that the mothers 
sometimes go without food in order that the chUdren can be 
fed. 

What can one weekend of camp mean to such people? Can 
a therapeutic thread weave Uves whole in the space of a few 
days? 

Those questions were ones that representatives of the HUl 
Country Weekend addressed. Member organizations 
cooperating in the planning were the Infant Parent Program, 
HOMESPUN Early ChUdhood Intervention, PRIDE, and 
Capital Area Easter Seal RehabUitation. 

As the staffs of the four agencies involved met together, 
they agreed that a weekend of pleasure could provide a year 
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of good memories and new strengths. They recognized that 
famihes of children with disabiUties seldom have the oppor
tunity to have fun together. As they wrote, "Parents can feel 
angry about these Umitations, guUty if they do leave a chUd 
with someone else, inadequate to meet the varying needs of 
their chUdren, and sad about missed opportunities. These 
feeUngs can lead to substance abuse, chUd abuse, academic 
faUure, social isolation, divorce or painful interactions and 
poor communication within famUies that do stay together." 

Funds obtained from a Hogg Foundation grant spurred the 
planning. The sponsoring group stated eight ways in which 
the weekend could benefit the famUies: 

1. FamUies with "special" chUdren can overcome the 
isolation their "difference" may impose and meet, play, and 
taUc with other famiUes. 

2. FamUies can learn new skUls for interacting with their 
special members in "normal" ways and broaden their view of 
what is possible for their special chUdren. 

3. ChUdren with disabilities wiU have the chance to play 
with "normal" chUdren in a natural setting. 

4. These chUdren can begin to gain new skiUs that wUl 
enable normal interactions in the future (such as horseback 
riding). 

5. FamUies can increase their confidence in deaUng with 
their special members. 

6. Each famUy can become closer and experience an often 
rare time of having fiin together. 

7. Parents wUl have the opportunity for respite fi-om their 
chUdren's needs in a recreational setting. 

8. Parents wUl have the opportunity to meet with other 
parents and set up an informal network that could provide a 
means of support and unified actions beyond the weekend. 

And so the planning began. Staff members fi-om the 
agencies were recruited and trained for the special require
ments of the weekend. Saturday afternoon activities were 
organized for famUy participation, including horseback 
riding, nature walks, outdoor cooking, puppetry and story-
teUing, dance, outdoor games, exercises, arts and crafts, and 
movie making. Each activity was adapted so that aU chUdren 
could participate with their famUies. 

On Sunday morning the parents and chUdren had different 
schedules so that parents could have some fi-ee time whUe the 
chUdren were involved in various group activities. Each chUd 
with a disabUity was to have a buddy to help him get fi-om one 
activity to another, and a nursery crew looked after the 
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infants and toddlers. Parents were to have the freedom to 
participate in a support group or to play tennis, walk, or be 
alone with a spouse in the lovely setting of the Hill Country. 

Scholarships were made available for famihes that could 
not afford the modest costs of the weekend. Follow-up 
meetings and evaluation were planned for both the famiUes 
and the staff in order that the camping program might 
become a regular event for famUies of chUdren with special 
needs. 

Parents packed special equipment needed for each chUd 
and arrived at the camp on a Saturday morning, 30 famUies 
strong, a total of 112 famUy members with 54 parents and 58 
chUdren. Two of the famUies had two chUdren with develop
mental delays; six were single parent famUies; participants 
included 26 sibUngs and 32 chUdren with disabUities. The 
camp readUy accommodated wheelchairs and special equip
ment, and ramps provided easy access to aU buUdings. Wide 
paths helped people get to any part of the camp site. 

Assigned to quarters with bunk beds, parents and chUdren 
nested down with their belongings and then went out to take 
part in afternoon activities. At night they aU ate outside, then, 
like aU campers, they sat around the fire and told stories and 
sang songs. Even the teenagers took part in the group 
activities. 

As parents looked around, they saw other impaired 
chUdren, other fatigued parents, other famUies suffering 
stress. ReaUty struck them that they were not alone and that 
they did not need to cope without the help of others. Even 
though rain threatened throughout the weekend, spirits 
remained sunny as famUy members took part in each activity. 

One such famUy, the FrankUns (not their real names), had 
relaxed their parental duties as their grown chUdren left 
home. Then, suddenly, they became custodians of a three-
year-old wheelchair bound granddaughter with cerebral 
palsy. Cary FrankUn, who was never separated from the 
grandchUd except when she was in a special school, found 
the Sunday morning respite the richest time of the weekend. 

The Martins (also a pseudonym) were another famUy. 
They came to camp with their five daughters who ranged in 
age from one to ten. The youngest is greatly disabled. The 
Martins, too, found the quiet respite time on Sunday morning 
the peak experience of the weekend. 

The weeked came to a close, but the benefits did not. "The 
song has ended, but the melody Ungers on" might charac
terize the effects of the single weekend on the participants. 
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They returned home—Mildred and Ted, PhyUis and 
Lloyd, the FrankUns, the Martins, and others. They returned 
home, but they were changed in some subtle, positive 
fashion. Their sense of aloneness had been diminished. They 
had found others Uke them, and, in so doing, they had found 
themselves as they once had been. As they met together, 
informaUy, they shared tidbits of information about caring for 
their chUdren. Some of them volunteered to sit for other 
chUdren. AU of them stated that they had become part of a 
new support system, one which would help them in their 
daUy Uving. 

Miracles are not packaged in weekend wrapping. Circum
stances of Uving did not alter because of the famUy outing. 
However, new insights and new strengths emerged for many 
of the participants. The camping connection seemed to be a 
bridge to a stronger path of famUy Uving. 
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