Cam/n Talk

Camp John Marc

Transformations

During the summer of 2011, 1,165 campers with chronic illnesses and physical disabilities experienced the power of Camp John Marc. Many camper stories can be told that substantiate
the power of Camp, but two from this summer have been chosen to illustrate the transformations that occur at Camp John Marc. Life experiences at Camp really do affect the campers’
well-being.
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Joe is a ten-year-old boy with spina bifida who attended Camp TLC this summer. He enjoys reading and is a Dallas Cowboys fan. While at Camp this year, Joe chose “Word of the
Day” as his special project. Being a part of the “Word of the Day” involves getting in front of the group every day, participating in silly skits and announcing the accomplishments of the
campers. There were 96 campers at Camp TLC, a sizeable group for anyone to speak in front of. In Joes case this endeavor was extra challenging because he stutters. The first time Joe
spoke from the microphone, many adult eyes revealed to each other unspoken concern: “How is this going to go over?” “Are the other campers going to laugh or get impatient?” The
first thing that occurred was rather remarkable. Joe began reading the camper accomplishments with much stuttering. That is not what was remarkable. It was the fact that not one
camper laughed, nor did any campers nudge the person next to them; they collectively gave Joe their
attention. Each day during “Word of the Day,” the same attitude prevailed whenever Joe stood in front
of the group with microphone in hand. But each time at the microphone, Joe became more confident.
| He stuttered less and less. By the time the final “Word of the Day” rolled around, there was a significant
transformation in Joe. His stuttering had nearly vanished.
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Allison was an eleven-year-old camper who had Brainstem Glioma. The summer of 2011 was Allison’s
first time at summer camp, but she and her family had previously attended Camp NOW (Neuro-
Oncology Weekend). Her mom said, “The decision to let Allison (and her brother Travis) attend Camp
Sanguinity was one of the toughest decisions that my husband and I had to make since Allison’s diagnosis
in early 2010. Allison was on hospice care when we received the paperwork to sign up for camp, and she
required a lot of care. For me, personally, camp was the same week as my birthday, and there was a part
of me that wanted Allison with me on my birthday. Allison knew that camp would be hard on her
physically. But she never brought that up; all she ever said was that she was going to camp.”

Allison’s parents drove her and Travis to Camp since they thought it would be difficult to for her to ride
on the bus. Additionally, in the previous week she had started using an electric wheelchair that her
parents wanted her to have at Camp. Allison was somewhat uncertain about being at Camp as her
@l parents drove off. As the day progressed, she said that the heat was bothering her, and she was concerned
about her dressings. By Monday Allison was doing okay but was wondering if community living was for
her. On Tuesday Allison conquered the Challenge Course through the efforts of the ropes course staff.
When Allison was asked about the view from the top of the ropes course she replied, “It is all right.” It
was not the highlight of her week.

But the transformations had also begun. Allison was making friends. She was telling jokes in the cabin,
she was working on the camp yearbook, and she was becoming more independent. Katie Campbell,
Allison’s Child Life Specialist, said, “Camp life was an adjustment for Allison. She slowly found her place
and loved all of the experiences she encountered.” Allison’s mom said, “That week was hard. It was the
longest that my husband and I had ever been away from the kids. We knew Allison was getting the
absolute best care, but I was not in control, someone else was. We did not hear much from Camp that
week and trusted that no news was good news.”

Allison had a wonderful week at Camp. When Thursday rolled around, she announced that she wanted
to ride the bus home like everyone else. She wanted to walk on that bus like everyone else. On Frida
morning after breakfast and after being honored as Camper of the Year, Allison (with help) walked onto
the bus. Her mom said, “When the buses rolled into Cook Children’s parking lot that Friday and I saw
Allison sitting on the first bus right behind the driver, and I saw the look on her face, I knew it had all
been worth it. She had a look of total joy, and peace and serenity radiated from her. Camp had been the
best thing we could have done for her, to let her go and be a kid for a while, and forget about treatments,
and cancer and all the rest. I would give anything to be able to go back to that moment in time, just to
see that look on her face. We will always cherish the wonderful memories we were able to create, thanks
to Camp John Marc.”
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Allison died on September 10. Allison’s adventures at Camp and their effect on her life journey were
shared by Katie Campbell and Allison’s mother during her memorial service.

| Allison experienced a transformation at Camp. She felt independence; she got on that bus; and she
enjoyed being a kid again, not so much a patient. Katie Campbell said, “Allison found herself in a place
where she was accepted and loved and could just focus on experiencing it all, and she delighted in that.”




MEMORIALS/HONORARIUMS
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job. I was aware of Camp Esperanza but had never
given any consideration to volunteering. Without
any further thought I simply said, “I'll do it.” That

turned out to be a good thing. At Camp I have Life DiI‘ECI'OI‘S' Highligh'

learned a great deal about shared experiences and
- ative Texans Jan & Marc Myers met as college
students at the University of Texas and married
after graduating. They had four much-loved

children, John Marc, Russell, Joanne, and Molly.
Jan and Marc’s second child, John Marc, died in 1987 at age

nine of osteogenic sarcoma, a rare form of bone cancer. In John
Marc’s memory, Jan and Marc donated the beautiful ranchland
| on which Camp John Marc was built. Because of their love for
John Marc and a commitment to every child who comes to
Camp John Marc, Jan

how important it is to let the kids participate fully
in all activities, to let them lead when possible, to let
them learn about boundaries, including physical,
mental and those brought on by the common sense
application of Camp rules.

An example from a few years back . . . It was
fascinating to watch and listen as the kids settled
into their cabin upon arrival. One camper had had
to have a leg amputated above the knee. During

reconstructive surgery that would allow him to use

a prosthesis, his ankle/ foot had been reattached, and Marc have given of

backwards, at the place where his knee had been. Jan & Mare their time, energy, and

He was not wearing his prosthesis. The kids resources to support the mission of Camp John Marc for more &%

noticed. With the usual curiosity of youth they did than twenty years. Their support knows no boundaries. If any L

the simple thing. They asked what/how/why his leg task, large or small, is for the benefit of Camp John Marc, Jan 5.1* »

looked the way it did. He gave a brief, very clear and Marc take it on. &? g

explanation to them all. Their curiosity satisfied, Fall 2011 has brought Jan and Marc some well-deserved E >

they were on to more pressing issues like what was community recognition for their leadership and commitment to ‘. e J

the schedule for the evening activity, etc. Camp John Marc. Together they received the “Each Moment S i3 -, a

Transforming moment for me. This young man, as Matters” award from Faith Presbyterian Hospice. Jan was also S . ——

well as his fellow cabin mates, taught a valuable presented the Equest Award for Community Service. Marc sidewalking ar Camp Moss
lesson. Unusual things happen in life. It's OK to be Seldom in life can parents build from the unbearable loss of a child a legacy that not only honors the
curious, to question them, to learn and to move on. memory of that child but also blesses the lives of countless other children and their own families. Jan

d{ W and Marc have certainly done so through their dedication to Camp John Marc.

Board Chairman




Wish Links

was given the option of making a paper chain that was renamed a “wish link.” The arts and crafts director asked the campers, “What is your

l ast summer a simple activity using construction paper and staples to make paper chains became more than a simple decoration. Each camper

wish?” The campers were instructed to roll their wish either on the outside of the link or, if they wanted their wish to be private, on the inside.

At the end of the summer the rafters in the Arts and Crafts room were full of colorful wish links. Here is a sample of the wish links that were turned
out for others to see:

Wish Links in the rafters
“I wish my hair was back”
Camp Esperanza Camper

“My wish to attend West Point”
Camp Ailihpomeh Camper

“I wish everything could be perfect”
Camp MDA Camper

“My wish to come to camp every year”

Camp TLC Camper

“I wish I could go into remission”
Camp Esperanza Camper

“I wish my eyes would work again”

Camp I-Thonka-Chi Camper

“T wish I could be cancer-free forever”

Camp Sanguinity Camper

“I wish I could get a kidney transplant”
Camp Reynal Camper

“I wish I could live even longer with my sick heart”

Camp Moss Camper

Although not all of these wishes can be granted, a lot of magic happens at Camp each week.

Job Well Done, Dr. P.!

In 1973, pediatrician Claude
Prestidge was in private
practice in Dallas, but a
significant part of his work was
at Children’s Medical Center of
Dallas, treating patients in the
Cystic  Fibrosis Care and

Teaching  Center.  Cystic
Fibrosis (CF) is a life-
threatening, hereditary

disorder that causes thick,
sticky mucus to build up in the
lungs, digestive tract, and other
areas of the body, and at that
time the life expectancy of a
child with Cystic Fibrosis was
just twelve years. Dr. P, who
had worked as a camp
counselor during college at
Camp La Junta in the Texas
Hill Country, saw a need for
children with Cystic Fibrosis to go to camp. There they could meet other children
living with Cystic Fibrosis and have the opportunity to play, laugh, and enjoy life at
summer camp. They could be, for a week at least, just like other children.

Pat & Claude Prestidge

So in 1979 Dr. P, along with Susan Williams, RN, founded a camp for children with
cystic fibrosis.

At the time, this was a radical concept. How could a child go to camp with a serious
disease that required “percussion” treatments (pounding on the chest and back of the
patient to loosen the mucus) and inhalation treatments for up to four times each day?
Only by their doctors, nurses, and respiratory therapists, along with volunteer activity
leaders, giving of their time to make it happen, and so, Dr. P. and his staff offered CF
treatments at camp in between fun activities like fishing and swimming and games.
He also pioneered the role for future Camp Docs at camps for children with all kinds
of chronic illnesses. In the wildly successful “Dr. P” model, the Camp Docs and the
medical team were to be out and involved in camp activities, interacting with the
campers. This was a LOT
more fun than clinic for
the children, and helped
the campers see their
medical caregivers as real
people, approachable and

caring.

| Dr. P helped change the
public’s understanding of
who could go to camp,
and he led the way by
showing  that  active

Dr. P. showing off his best dance moves at skit night

treatments could actually take place at camp. When Dr. P. created CF Camp, he knew
that children dealing with Cystic Fibrosis had few opportunities to develop
independence because much of their life was regimented and directed by others. He
wanted the campers to experience a measure of independence at camp, and he wanted
to improve their quality of life.

CF Camp, “Camp Koinonia,” operated under Dr. P’s direction for one week each
summer at Camp Sweeney for more than a decade, until Camp John Marc opened in
1991. CF Camp then made the move to Camp John Marc, with its wonderful new
facilities perfectly suited to children with chronic diseases following the model that Dr.
P had helped pioneer. But in 1993 the National Cystic Fibrous Foundation, along
with the Centers for Disease Control, ruled that children with cystic fibrosis could not
attend camp anywhere in the U.S. because of a bacterial organism, B. cepacia, that
could spread among children with Cystic Fibrosis and shorten their already short
lifespan. Camp Koinonia, after two happy years at its new location, had to be
cancelled. This was a terrible blow to CF Camp, its campers, and Dr. P

Yet despite this setback, Dr. P, who continues to be involved with Camp John Marc
to this day, can count Camp Koinonia and Camp John Marc as perhaps his greatest
legacy to sick children in Texas and far beyond. Dr. P made an impact on the
camping industry, showing
that children with almost any
diagnosis could attend camp.
He showed that the Camp
Docs needed to be part of the
play and fun at camp. Today
many different treatments,
including hemodialysis, take [
place at Camp John Marc,
scheduled in between
horseback riding and
swimming, just as Dr. P
initiated with  percussion
treatments all those years ago.
The Camp Docs play in the
water wars, climb the challenge
course, and dance with
campers at Party Night, just as
Dr. P did.

Dr. P & Friends, along with Susan Williams (left),
co-founder of CF Camp

On September 1, 2011, Dr. P, retired as the director of the Cystic Fibrosis Care and
Teaching Center at Children’s Medical Center of Dallas after thirty-eight years of
serving children with CE Children’s Medical Center has honored Dr. P. by renaming
their clinic the Claude B. Prestidge, M.D., Cystic Fibrosis Center.

Dr. P is beloved by his patients and their families. He is not hanging up his heart along
with his “Children’s” white coat. The expert treatment, kind care, corny jokes, and
opportunity for so many children with chronic health issues to have a week of real
childhood each summer will endure.

Dr. Claude Prestidge lit a light that will always shine.




One Family.
Three Bricks.
Sixteen Years Apart.

Camp John Marc does not plan for second generation campers the way many camps do.
But, for the first time, last summer, children of a former camper cooked fajitas on a
campfire, tried to catch Netter, and played poker at Party Night, just as their father did
sixteen years ago.

In 1995, Marcus Onvani was a camper at Camp I-Thonka-Chi, for campers who are burn
survivors. Today, Marcus is Operations Manager with Boeing Defense, Space & Security.
Marcus and his wife, Tiffani, are the parents of Maverick and Farrah, first time Camp
Sanguinity campers.

Recently Marcus shared that before he attended Camp he would turn his head when he
entered a room to hide his burns. But after Camp, because of the perspective and self-
assurance he gained from meeting others like him, Marcus would enter a room with
confidence.

This summer, Maverick and Farrah also got to experience what it is like to share the Camp
experience with others just like them, campers who have cancer and their siblings. Farrah
is an oncology patient at Cook Children’s, and because Camp Sanguinity also serves
siblings, Maverick came with Farrah to Camp.

When Marcus learned his children would be attending Camp Sanguinity, he also learned about the family Getaway program and last spring the whole Onvani family spent a
weekend at Camp. Marcus couldn’t wait to show his family the brick with his name on the Live Oak Path. Now that Farrah and Maverick have also been Camp John Marc
campers, their names will join their Dad’s on the Live Oak Path.

This Thanksgiving season you will have an opportunity to honor Farrah, Maverick, and
all the other campers who came to Camp John Marc for the first time in 2011. Watch
your mail and email to learn how you can purchase a brick for the Live Oak Path that
will be engraved with the name of a first-time Camp John Marc camper. Or visit
www.campjohnmarc.org to purchase a brick today.
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