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Camden Holmes i Gilbert, AZ

Camden Holmes is a strong, smart, funny little boy living and thriv-
ing with PMD. He was born on April 8, 2011, at nearly 30 weeks ges-
tation after his Mother fell ill. Despite being born prematurely, Cam-
den even cried at birth and made strong improvements while in NICU.
These improvements allowed him to come home from the hospital
three weeks earlier than expected.

Camden was born with stridor and hypotonia, which was quickly
attributed to his prematurity. Once he turned 1 year old and was not

hitting major milestones, Camden had a(
o N

blood test called a chromosomal microarray. g
st This test concluded that he had a PLP1

gene duplication. While prematurity could

2 Ry Prinity Pt i have been a factor in his developmental
delay, it was PelizaeusMerzbacher Disease

hindering typical developmental gains. Camden received his PMD diagno-F
sis at 13 months of age. ,

Soon after diagnosis, Camden and his family went to the PMD Confer-
ence in Indianapolis. It was here that we learned the most valuable infor- |
mation about PMD: that our PMD boys live rich lives. We learned that
Camden would grow and improve, and that not everything you read about
PMD or leukodystrophy is the reality of living with and caring for someone
with PMD. Camden made friends with some wonderful PMD brothers, and ©

] > Camden's family gained strength during this emotional time. We
came home from the conference armed with better information,
ready to educate the therapeutic and medical team in how to best
care for our Camden.

Ever since that summer, Camden has spent a great deal of time
in multiple therapies. We find that he best improves in neuro -
= based therapy like conductive education.

Camden is now 4 years old. He lives with his mom and stepdad
\ as well as his dad and stepmom. He has a big brother, Carter,
~ ‘and also 5 step-siblings, all who love and support him. Camden
likes to go to preschool and
ride the wheelchair lift on the
bus. He loves Cheetos and pot
pies and likes to get out of
work at school by telling jokes on his eye-gaze device. Camden is
very smart and knows his colors and shapes. He loves to play
with his brothers and loves eating McDonald's fish sandwiches
with his Papa. He loves reading books and turning the pages of
the book, and his favorite movie is The Lorax.

Camden is a loved son, PMD brother, brother to Carter, friend,

student, and he is joy personified. His smile and his determina-
tion make him a force in this world. His beautiful smile and
charming personality make him a lovable boy, but his strength is
what makes him a hero.
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‘©F Summer Events &

26th Annual PMD Family Support Conference by Amanda Thompson

The 26th annual PMD Family Support Conference was another huge success! We had 17 families from 12 states with 14 PMD males
and 1 PMLD girl. This year we had several families who came in on Wednesday, so, we did a group trip to the Indianapolis Zoo on
Thursday. The weather was absolutely perfect for us, with slightly cooler temperatures and an overcast sky. We had a group dinner at
Hard Rock Cafeafterwards. An unexpected change of plans occurred on Friday when Dr. Walsh had a serious fall at 6:00 a.m. and was-
n't able to see patients. But, in true Indy style, we made a new plan! Friday evening Dr. Celanie Christensen (Neuro Genetics) and Dr.
Grace Hobson (Research Scientist) did a joint presentation on PMD Genetics and thelatest research being done. Dr. Steve Dlouhy
(Medical and Molecular Genetics) was also present on Friday night. Even with short notice he was able to supply the AV equipment we
needed. Sat urday was the doctorsé presentat i on sus,Dr. Ghlistemisenudid the Gzneticsanmh | s h
Neurology portions, Dr. John Stevens (Pulmonary), and Dr. Joseph Croffie (GI) were with us again this year. We also had two new ad-
ditions this year, Dr. Karen Myung (Ortho) and Dr. Karen Moody (Palliative Care). Dr. Steve Dlouhy and Tony Taylor (Jeremiah Taylor's
dad) once again provided our audiovisual equipment. We hope to have the presentations available on the PMD Family Support website
in the near future. As always, our wonderful volunteers provided child care during the medical presentations. For lunch we ha d Subway
sandwiches compliments of Jeremiah Taylor's Grandma Gee. After lunchKayleigh Moureau presented Patti Daviau with a very lovely
quilt made with a few PMD shirts she was able to get her to part with! Saturday evening we went to Bucca De Beppo's for a group din-
ner compliments of donations made by others to the PMD Family Support Conference. There was also the annual trip to Hooters for the
older guys! We had a get acquainted/scavenger hunt with lots of "getting to know each other" questions and picture opportunities .
First place went to JR Chalupa and his team, which included Mom, Anita and family friend Nancy Morris. Ken Tryba and his famiy, Mom
Pam, sister Lorrie, niece Mack and nephews Daniel and Parker took second place. They also had the most pictures. As usual, wehad
many opportunities for visiting and late night chats. If you'd like more information about the Annual PMD Family Support Conference,
or if you just want to see more pictures of all of the fun we had please visit us at www.PMDFamilySupport.com

2 Thompson and PMD Family Suppor

Inaugural Gabriel Luke VandenBerg Golf Outing q Aug. 10

This outing, in Ada, Michigan, is organized by Jeremy (JB) and Melissa VandenBerg in honor of
their son Gabe. From what we have heard, it is developing into an extremely successful event.
They have exceeded their participation goal by reaching 31 teams of golfers (4 per team) and have

actually had to close down levels of sponsorship because of the amazing outpouring of support. I j tV 11
Keep an eye out for all the details in an upcoming issue of the newsletter. Way to go Vanden- gYp a ey
Bergs!! We all thank you for your hard work and dedication.
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http://www.pmdfamilysupport.com/

Summer Events (cont.)
14th Annual PMD Golf Outing A June 18th

Mother Nature did not fully cooperate on June 18", but the
slightly cool, misty day did not dampen the spirits of those
participating in the 14™ Annual PMD Golf Outing at Cran-

Sports and sixty golfers joined the shenanigans on the
course, which included playing a little basketball, hockey
ll and corn hole along the way (you know the event will be

bury Golf Club in West Windsor, NJ . This yeard
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uni que when itdés organized by our one and only
Leonard.) There was live music on the putting green and of
course during the eveningds festivities. The di
tended by almost 100 people and over 50 auction/raffle
prizes were available, including premier tickets to a Yankee
baseball game, autographed footballs and golf bags. A
memorable moment occurred when Jeff Leonard (the cur-
rent PMD Foundation chair) presented Don Hobson with a
plaque acknowledging his 15 years as the PMD Foundation
chairman. All in all, a great time was had by all (as evi-
denced by the pictures.) I f you couldndét make
keep in mind that this is an annual event and come join us
f or next™Aneua PMDsGolt Guting.
Gettlng a Service Dog: Part 3 by katie Harter
R PR To read the first two installments of the story, in previous issues, go to htip.//pmdfoundation.org/Acrobat/
r“‘{ ]| Deczo14Newsletter.pdf and htip./jpmdfoundation.org/Acrobat/Spring2015Newsletter. pdf.
I spent several years researching the many wonderful service dog organizations around the
b=t —— " country, but 4 Paws offers some unique benefits for children with PMD. 4 Paws does not have a
— waiting list - once you and your community raise $13,000, they match it, for a total of $26,000
g% and you are assigned to a training class. 4 Paws also does not have a minimum age; most agen-
s.cies required the child to be seven years ol d.
iMbe the dogds handl er, meaning that there are no
essary to obtain a service dog for your PMD son. Also, this particular type of service dog is meant
to be a | iaison between the child and the commu
cially. So, passersby are encouraged to interact with the:
After raising much more than the minimum dollar amount required by 4 Paws, we were in the
position to help other families achieve their fundraising goals. Our family was assigned to the Sep-
s tember 2013 class; we were to travel to Ohio to train with other families for 10 days before bring-
ing our dog home. Unfortunately, Jack died before he was able to obtain our service dog, but another young boy with special
needs took his spot. In the spring of 2013, we drove out to
black lab named Sugar, a retired 4 paws breeding dog . Her litter of puppies was trained to be service dogs for other childre n
around the country. We are grateful to be Sugards fforever
three doting young sisters to hug and cuddle her. She reminds us of Jack with her gentle and loving spirit and we know he
would have adored having her snuggle up next to him on his bean bag.
I am currently in the process of training Sugar to be a t
Madison, New Jersey to become a certified therapy team and visit adults and children in hospitals, schools, nursing homes, and
l' i braries in our area. Sugar has so much |l ove to share and
her . We are |l ooking forward to taking Sugar back to Jack()s
We are so grateful for the people who gathered around us to make our dream of obtaining a service dog for Jack come true.
For the way our community came together in support of a common goal for us, getting to know Jack better, and making his
|l ife better, in the process. He felt the | ove, thatodsedadit s

all.

For more information about 4 Paws for Ability, visit www.4pawsforability.org .
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http://www.4pawsforability.org/

