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When a child is diagnosed with a rare neuro-immune 
disorder, the entire family is impacted. It is the goal of our 
annual TMA Quality of Life Camp to create an inclusive magical 
experience for families. Camp is a place where ordinarily difficult 
circumstances are totally forgotten and the children’s lives are 
transformed into what we would hope for these children in their 
daily lives… but often times, the medical, social, psychological 
realities just don’t allow it. For many families, it is the only 
possible vacation where the entire family can participate and 
enjoy their activities together. We are grateful to everyone who 
makes this opportunity possible, starting with the incredible 
people at The Center for Courageous Kids in Scottsville, KY. We 
are so appreciative of the support we receive from our members. 
You are all very special participants in creating this magic. The 
only thing the children and their families have on their minds 
when they leave camp is when are we going to be able to return!

Sandy Siegel
President 



The TMA Camp Experience

The TMA Family Camp provides a chance for children with 
rare neuro-immune disorders and their family members to 
experience the joys of camp and connect with others who 
have the same symptoms and conditions.

Families participate in a completely accessible camp that 
would otherwise not be possible due to the level of medical 
needs and physical impediments.The relationships formed at 
camp between these families create a support network that 
continues outside of the camp experience. For many of these 
children, they don’t know another child with their disorder until 
they meet at camp. Through our camps, the parents, siblings 
and children with the disorders develop lifelong friendships.

2014 Camp at CCK

University Week was the theme of the 2014 TMA Family 
Camp held from July 23-27, 2014 at Center for Courageous 
Kids, Scottsville, KY.

36 amazing families attended camp from across the United 
States and from Australia, Canada, China and Norway.

Physicians and medical professionals from the University of 
Texas Southwestern, Cincinnati Children’s Hospital Medical 
Center, International Neurorehabilitation  Institution, 
Kennedy Krieger Institute and from the Board of Directors of 
The TMA joined the campers and their families.

Dr. Anjali Forber-Pratt, a paralympic medalist in the sport 
of wheelchair racing of the U.S. Paralympics Team, from The 
University of Kansas joined The TMA Family Camp.



Importance of Medical Staff

The TMA Camp is not just about fun and relaxation. Highly 
skilled medical specialists dedicated to the research and 
clinical care of these rare neuro-immune disorders attend 
camp with the children and families. 

Families have the opportunity to interact and learn from the 
specialists, while also providing clinicians and researchers 
an opportunity to interact with them outside a traditional 
clinical setting.

This education is critical to improving care through the 
development of tools for self-advocacy.

Education Program

Physicians and medical experts on rare neuro-immune 
disorders come from across the country to spend time with 
the families during camp and hold an interactive education 
program.

The education program covers all the rare neuro-immune 
disorders. Discussions include acute and long-term therapies, 
symptom management issues, emotional, psychological and 
cognitive issues, and rehabilitation. A great deal of critical 
information and perspective is exchanged during these 
sessions.

The medical volunteers interact with families outside of the 
education program during the camp day… at meals, on the 
dance floor, in the swimming pool, in the horse barn, at the 
fishing  and  boating  pond.



The Family Experience

Having specialist doctors taking the time to listen to my 
daughter’s problems, struggles and issues was healing in 
itself. Finding out things we did not know and having a plan 
for what has to happen next was amazingly comforting and 
reassuring. After years of struggles and frustration, in just a 
few hours we had more information, knowledge and a plan to 
make things better from the world’s leading experts.

On top of this amazing experience, I also had endless hours 
of joy watching children and families laughing and having fun. 
You could just see how the stresses of daily life disappeared 
as they participated in the many fun activities hosted by CCK. 
It was truly heart warming. Not to mention the doctors and 
medical staff getting stuck into the fun too! How absolutely 
brilliant for children and their families to experience doctors 
this way and build bonds of trust and friendship!

“

”— Susi Tuita
The Inscho Family

The Youth Experience

Camp is truly life changing. The friendships that are made 
extend long after the camp ends. Knowing that there are 
others going through the same experiences reassures you 
that everything will work out in the end.

“
”
— Matthew Debly



Activities



Painting

Our society doesn’t do particularly well in relating to 
people with a disability; there is a general discomfort, there 
are stares, and people don’t know what to say or how to say it. 
It is often worse for children than it is for adults. At camp,these 
children are not people with disabilities… they are unique and 
wonderful children. There is no discomfort for any of these 
children and there is no staring. Camp is a celebration of their 
individuality and their wonderful characters. Camp is a place 
where kids can just be kids.

Painting

Physician and medical experts on rare neuro-immune 
disorders come from across the country to spend time with 
the families during camp and hold an interactive education 
program.

The education program covers all the rare neuro-
immunedisorders. Discussions include acute and long-
term therapies, symptom management issues, emotional, 
psychological and cognitive issues, and rehabilitation. A great 
deal of critical information and perspective is exchanged 
during these sessions.

The medical volunteers interact with families outside of the 
education program during the camp day… at meals, on the 
dance floor, in the swimming pool, in the horse barn, at the 
fishing and boating pond.

“

”



Music



Arts & Crafts

The Arts and Crafts room at camp is a busy place. Various 
projects are available for all skill levels from creating colorful 
paper lanterns to pounding together and putting personal 
touches on a race car, birdhouse, or a myriad of other choices 
in the Woodshop. Hammer, nails and even wood-burning 
aren’t off limits at CCK (with the supervision of parents and 
staff, of course!). There are many crafts the children work 
on during the week and it is an awesome sight to see their 
creativity blossom.



Horseback Riding

We will always remember his smiling face when he rode 
the horses.

— Green Family

“
”



Archery

Archery is so cool! I fell down a lot when I was standing up 
to do it but I am really good when I am in my wheelchair and 
can do it. It was awesome!

“
” — Schuyler Whitney



Bowling

He was also able to go bowling again (with his opposite 
hand) after two years.

— Green Family

“
”



Swimming

The swimming pool is one of the most popular places 
at camp. The zero entry pool allows children to easily get 
into the water, and as it is an indoor pool, they are able to 
swim regardless of the weather. There is a freedom that 
these children feel in the water, regardless of their physical 
disability.



Messy Games

The Messy Games are initiated in much the same manner 
as the Olympics … the teams begin marching into the arena, 
led by the CCK Messy Games Torch-bearer. Families come 
charging into the arena covered in paint to represent their 
red, green, blue and yellow lodges. It is a hard fought contest, 
but as in all things at CCK, everyone is a winner. Going through 
the Messy Games with the kids with ADEM, NMO, ON and TM 
is undoubtedly one of the most wonderful experiences you 
can witness as a parent and member of the organization.



Looking out for Family



Making new Friends



But most of al l...



Smiling ... And Smiling



... And Smiling ... And Smiling :)



We can’t wait until next year!

Coming together from across the country and around 
the world as a rare disease community is a truly profound 
experience that is difficult to convey in words.

Camp is a place where these children can be children and 
parents and siblings can actively experience the resulting joy 
from this Quality of Life Camp.

Camp is a unique opportunity for both young adults and 
children to interact with each other, learn from each other and 
truly have an impact on their quality of life not only today but 
also and especially in the future.

For more information about camp visit www.myelitis.org/camp The Roles Family Foundation
…and to our community members who support our mission

A Special Thank You to our 2014 TMA Camp Sponsors

http://www.myelitis.org/camp




From the Campers
In Their Own Words



The Roy Family
My son Parker looks forward to The TMA Camp every year. In 2007, at 

the age of 4, he was diagnosed with TM, and the effect it has had on his life 

- and ours - has been life changing. It has been a difficult struggle, and even 

more difficult is finding others that understand not only what transverse 

yelitis is, but also what it is like to live with this debilitating condition.

 

Attending camp gives Parker a sense of self, allowing him to just ‘be’ 

around people who, as he puts it, ‘get him’. The importance of this to any 

child, especially a pre-teen, is immeasurable! He loves everything about 

camp: the friends he makes, the fellowship with others who deal with 

similar issues, and probably above all, the activities tailored just for kids. 

The TMA Family Camp is a safe place where kids can go have fun doing 

things they might not otherwise get the chance to do. Things like boating, 

swimming, participating in wood shop activities, bowling, and best of all... 

fishing! Parker caught a massive catfish this year, and he was so proud. His 

accomplishment was such a beautiful and positive result of an activity 

that gave him a sense of value. It’s all he could talk about for weeks!

they face at school and with everyday life. They were given the opportunity 

to learn valuable tools to help them cope and succeed in a school setting 

and beyond.

Personally, I look forward to camp every year because I get to see friends 

that I have made who truly understand exactly what I go through each day 

with our own struggles with TM. Some of them have become big parts 

of our lives and honestly, on some of the hardest days... I wouldn’t make 

it without the support of these amazing ladies! The parent education 

portion this year was by far the best it’s ever been. Not only did I learn so 

much, it was also valuable to hear the perspectives of other parents who 

have ideas and plans of action I hadn’t thought of. We get to take home a 

host of new strategies to implement into Parker’s life!

 

It is hard to express how grateful we are that this camp is available for 

families like ours. The strategies, information, friendships, and most 

of all, memories, we take from it each year are simply limitless. We truly 

appreciate the grant we received this year to help us get there!

~ Laura Roy

To break up the seriousness of the camp content, families were urged to 

participate in a talent show this year. It was so much fun! Parker had a great 

idea to have our family simulate a synchronized swimming competition 

and we all participated. Hearing the audience laugh and laugh gave Parker 

so much pride, it was hard to suppress my own!

 

The camp staff is amazing; they make the kids feel special but not 

‘different’. By teaching them, by playing with them, and by helping each 

child create, they ensured that the activities are set so that children with 

limitations could still participate and feel good about themselves while 

having the time of their lives! In addition, the medical staff shares a wealth 

of information that is both needed and appreciated.

 

The friendships my son creates at camp are so important to him. This 

season, he was able to really connect with another boy who understood 

him; this is invaluable to Parker. They played together every day and he 

couldn’t wait to get up each morning to spend time with his new friend. 

I can’t express how amazing it was to watch my child go from lonely and 

misunderstood to gregarious and excited about a friendship.

 

Also, Parker was old enough to join in the teen group this year, where they 

held a special meeting and discussed real social and emotional struggles 



In Australia, there are no doctors that have taken on TM as a specialty. 

After another hospital admission this year, with new weakness in her 

previously unaffected arms and hands, and with breathing issues, I knew 

that I had to do better to find answers. There was no one in Australia to 

consult with anymore; I had investigated thoroughly through neurology 

associations, spinal injuries and rare disease organizations in an attempt 

to find someone who could get to the bottom of what was happening to 

Lina. My only option was to contact experts in the USA.

Through the wonderful support and assistance of The TMA, I was 

introduced to The TMA Family Camp and applied with the hope of finding 

answers. When we were accepted, I began fundraising and organizing 

to make it happen. I just knew this opportunity would not come around 

again and the timing was just right. As the doors seemed to be closing in 

Australia for answers, the fundraising and organizing for the USA trip was 

taking off. Through the generous support, donations and travel grants 

Gratitude in Abundance
You know that feeling when you’ve burned yourself, the stinging 

persists, and then finally, when you put something soothing on it, it stops 

that sting and burn? Well, that’s what attending The TMA Family Camp was 

like for us. It was such a relief to find knowledge and information from 

expert medical professionals through both our individual consultations 

and the amazing parent information sessions, as well as having the 

opportunity to meet other parents and families that understood 

the struggles and battles we have faced over the last 3 ½ years. The 

compassion, empathy and support is indescribable.

Lina’s journey with TM has, like many others, been a difficult one, especially 

when trying to find answers and knowledge from medical experts. Lina is 

17 years old and was 13 when she became ill with Longitudinally Extensive 

Transverse Myelitis (LETM). She was rushed to the hospital emergency 

after having collapsed and was in intense pain. Lina was paralyzed from 

the waist down.



from our local community, family, friends and The TMA, we managed the 

long trip from Sydney, Australia to the USA.

After having travelled 23 hours straight, we were picked up at Nashville 

airport by the wonderful volunteers of The TMA. Meeting them along 

with another family that attended camp was the beginning of an 

overwhelmingly emotional experience for me, and the road to answers for 

Lina.

 

Having specialist doctors taking the time to listen to Lina and hear her 

problems, struggles and issues, and then validating each and every 

one of them by going through her MRI and explaining to her why she is 

experiencing her symptoms, was healing in itself. Finding out things we 

did not know and having a plan for what has to happen next was amazingly 

comforting and reassuring. After years of struggles and frustration, in 

just a few hours we had more information, knowledge and a plan to make 

things better from the world’s leading TM experts… wow!

On top of this amazing experience, I also had endless hours of joy watching 

children and families laughing and having fun. You could just see how the 

stresses of daily life disappeared as they participated in the many fun 

We arrived feeling isolated, frustrated and exhausted, and we left with 

new wonderful family connections, and armed with knowledge and 

reassurance to guide and follow up with Lina’s doctors in Australia. So the 

burn sting and the emotional pain have been soothed by the connections 

we have made and the answers that were given from experts. Our 

gratitude is abundant for the existence of The TMA and the opportunity to

attend The TMA Family Camp… and a very special thank you to those that 

went out of their way to help us Aussies learn how to say in a real Southern 

accent “fried green tomatoes”!

~ Lina and Susi Tuita

activities hosted by the Center for Courageous Kids. It was truly heart 

warming. Not to mention the doctors and medical staff getting stuck 

into the fun too! How absolutely brilliant for children and their families to 

experience doctors this way and build bonds of trust and friendship!

Unfortunately, Lina’s pain levels from the long trip, along with her social 

anxieties, led to her not being able to participate in the many fabulous 

activities. Nonetheless, the love and care she received from the medical 

professionals, camp staff and other families was overwhelming. We were 

truly touched.

I spent a lot of time with tears of gratitude. I no longer felt alone in my 

battle for answers and I got so much out of watching the determination 

and courage of the children and their families.

I was amazed by the Center for Courageous Kids’ facility, what an awesome 

place! CCK creates a safe and easy way to negotiate the environment and 

the staff catered so well to our special needs and diets. It all added up to 

a wonderful experience.



My Camp Experience
I am a 15-year-old boy from Shanghai, China. Like other boys I like to play 

tennis and basketball, but there was one thing that made me different. 

It began on September 31, 2012. On that day, I felt numbness on both of 

my legs. I also felt pain in my stomach and back. By October 3, I couldn’t 

even walk, so we went to the hospital immediately. The doctor told us to 

take some tests. On the second day, my family and I received my diagnosis 

called Transverse Myelitis, and we were frightened because we had no 

idea what this was! Then the doctors gave me intravenous steroids and 

IVIG (intravenous immunogloblin), but I had no improvements. At that 

time, I was afraid I would never have any recovery. Fortunately, I did recover 

some feeling in my bladder, bowel and legs.

After I got TM, my mother always searched for the latest information 

about it. Through the Internet, she thought going to America would be 

a good chance to find the latest information about TM. While we were 

preparing for this trip, my mother found there was a TMA camp. We applied 

for it because I thought it could be attractive. It was true, I liked it so much.

First, I liked the camp because it was fun. Before I went to the camp, I was 

taught parents how to overcome the difficulties from psychological to 

physiological which will happen to children or is happening to children. My 

parents learned a lot of useful information for me.

Besides the opportunities for parents, the camp provided the chances 

and activities for children to gain some powerful information too. We 

met the paralympic gold medalist Anjali one of these afternoons. She 

told us about her inspirational story with TM and told us how to live with 

this disorder, it was incredible! On one of the nights, a camp staff met 

the teenagers who had TM and gave us an opportunity to talk between 

ourselves. We talked about the questions such as ”what will you say if 

your friends ask about your sickness?” We had a leisurely discussion and 

a good night. Most helpful, I bought a book 5k, Ballet,And a Spinal Cord 

Injury written by two girls who had TM before and have nearly recovered. 

The book is the story about how they got TM and how they beat it. So I 

knew one more story about TM, and it gave me confidence again.

And last, I would like to thank all the people who donated to The TMA, 

organized the camp and attended the camp. It was worth being at the 

camp and my parents and I are very grateful. I’m looking forward to the 

next chance to attend camp.

~ Xiaoyang Wan (Oscar) 

nervous because I was not good at speaking English, so maybe I wouldn’t 

be able to talk to other people. But I was wrong. The first day, a volunteer 

explained all the activities in the camp for me and accompanied me while 

I played in arts & crafts, woodshop and roasting marshmallows after 

dinner, that helped me not to feel nervous anymore. During the next three 

days, I did some really interesting activities in the gym, arcade and bakery, 

also some outdoor activities like fishing, archery and Cubby Hunt. There 

was a unique activity every night, the first night held messy games, the 

second night was a movie night and the third night was a carnival including 

some fun games, a beautiful fireworks display and a memorable closing 

ceremony. When I was in these activities, I felt like a normal person 

because everyone in the camp treated me as a normal person, everyone 

was so friendly and patient. I didn’t have to worry about someone staring 

at me or somebody talking behind my back. Every volunteer and member 

was there to help immediately if I needed any help. It was excellent!

 

Another reason I liked this camp was its medical help. There were some 

doctors attending the camp. We had discussions with three of them 

(our roommates interpreted for us and it was heartwarming). After 

they reviewed the information I gave them, they gave me some positive 

advice and it made me confident in my rehabilitation. The camp also 

held educational sessions for parents every afternoon. The session 



helps being able to talk with them about many of the same struggles we 

are all facing.  I also found so much joy in watching Emmalyn “fit in” with all 

the other kids. She seemed relaxed and at ease knowing she wasn’t the 

different one in a room full of wheelchairs and crutches, at least for four 

days anyway.

The other very important part about camp was meeting with the 

team of doctors.   Learning about all the new research being done 

is encouraging.   Even more important was the opportunity to stop 

them anywhere you saw them at camp and drill- I mean ask- them my 

questions.   They didn’t require my insurance card or for me to meet my 

medical deductible first before I could ask them a question.  To know they 

are truly listening to my concerns about my child meant the world to me.

 

So, after days filled with horseback riding, messy games, archery, 

woodshop, bowling, boating, cooking, singing, and lots more fun, we are 

home.  These are memories our family will cherish and for that we are so 

very grateful.

~ The Vander Wal Family

Our Camp Experience
This was our family’s second time attending camp at CCK and it was yet 

again an amazing experience. Being a family in which one of the children 

has a spinal cord injury makes vacations hard.   Not only do you need to 

plan so that activities will be accessible for that child, but you also need 

to plan around medical appointments, work schedules, school, budgets, 

etc. all while trying to keep everyone entertained and happy.   It can be 

stressful!   So when applications came out for CCK TMA family camp this 

summer we jumped on it.

Camp takes almost all of that stress away.  At CCK we found everything to 

be accessible for Emmalyn who is 9.  There was a set schedule to follow 

and guide our family through each day.  Siesta was a perfect time each day 

for the kids to have some down time and for us parents to sit in the quiet 

and cool down.

 

TMA camp gave our family time to bond and just have fun together.  It was 

nice being able to reconnect with families we had met two years prior.  It 



Our favorite family activity had to be Messy Games Night.   Ireland and I 

both enjoyed covering Dad in ice cream and pudding.  He had his revenge 

though when he crowned Ireland with shaving cream and volunteered me 

to have strange green slime dumped on my head. Our team won first place 

in the Messy Games for being the messiest. We laughed our heads off and 

really enjoyed the team camaraderie.

 

As a family, the five days at camp allowed us to really enjoy each other’s 

company, to make amazing memories, and to grow closer to one another. 

TMA Camp will always have a special place in our hearts and we are so 

grateful for the opportunity!

 

~ The Thomas Family
 

The Thomas Family

We were so thrilled to be able to attend The TMA Family camp at 

The Center for Courageous Kids on July 23, 2014.  Last year, my daughter 

Ireland and I attended alone and bunked with a group of ladies and girls 

and had a fabulous time.

This year, Ireland was so excited to be able to bring her Dad and show him 

all of the amazing places and people that make camp so special.  Ireland 

looks forward to camp because it gives her opportunities to do things 

that she normally would not get to do.   She has a rare disease called 

Neuromyelitis Optica and has spinal cord and optic nerve damage, and 

lesions on her brain.  She is currently doing well and has not relapsed for 

quite some time but still experiences neuropathy, fatigue, and is partially 

blind.

 

Camp is wonderful because there are so many fun options for kids to 

choose from and it’s fun for parents too. Together as a family, we tried 

fishing, boating, crafting, woodworking, swimming, bowling, music, 

cooking, games, archery, and more.


	2014 Camp Brochure Extra Page
	2014 Camp Brochure Program



