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Happy 2010!
, The year has already
o started out with a bang!
After a three-year
‘ process, | am pleased to
. report that the patent on
Michelle Haney the Euro-P&ds Therapy
pTMsPT  Suit ®was officially
awarded by the United

therapy suit is now patented as a medical
device. It
is used dur-
ing therapy
for children
with cere-
bral palsy
and other
gross
motor dis-
orders to
create
alignment,
compression in the joints, and resistance for
accelerated strengthening.

oooooooooooooooooooooooooooooooooooooooooooooooooooooooo

The patented Euro-Peds Therapy suit® was
designed by former Associate Director of Euro-
Peds, Slawek W alenski, PT, the entire Euro-
Peds therapy team, and myself. Thanks to
everyone for all of their input!

The North Oakland Foundation shared
some more exciting news! They are increas-
ing the amount of Adopt A Euro-Kid scholar-
ships given this year towards therapy costs at
Euro-Peds. The scholarship program had
been temporarily halted due to the
changeover in hospital ownership. Effective
February 2010, you may go to our website,
www .europeds.org , to download the schol-
arship application.

We have many other good things to report
in this Winter 2010 issue of the Euro-Peds
UpDate, so read on and enjoy! Thank you,
as always, for your support!

Sincerely,

i chette . %/mwy | PT, ASAT

Michelle Saunders Haney, PT, MSPT, Director

ooooooooooooooooooooooooooooooooooooooooooooooooooooo

2010 Presentations on Intensive Therapy

(www .abilitiesexpo.com)

Sat. April 10th | DisAbilities Expo - fort

Mon. April 12, 6 p.m. - 8 p.m. |
Group - Columbus, OH, Nationwide
Children’s Hospital (RSVP Rquired;
email to: pylons@sbcglobal.net)

406 Edison, New Jersey

(www .abilitiesexpo.com)
June 18-20 | Family Cafe -
Orlando, FL.

(www .familycafe.net)

April 9-11 | Abilities Expo - Los Angeles, &

Wayne, IN (http://www .turnstone.org/expo/)

CP Rarent

May 21-23 | Abilities Expo - Metro NY,

June 27-30 | 37th Spina Bifida Assoc. Nat.
Conference, “Leading the Way to the Future”
- Cincinnati, OH (www .sbaa.org)

July 9-11 | Abilities Expo - Schaumburg, IL
(www .abilitiesexpo.com)

August 27-29 | Abilities Expo - Houston, TX
(www .abilitiesexpo.com)

Oct. 15-17 | Abilities Expo - Atlanta, GA
(www .abilitiesexpo.com)

Oct. 26 | National Caregivers Conference,
Iselin, NJ (www .nationalcaregiversconference.org)

Oct. 25-27| CP Associations of New ¥rk
State, Albany New York (www .cpofnys.org)



5 Stem Cell Therapy Experiences
@@ ' (,\ ~ Parents Tell Their Stories ~

\\'\ By Anne Mancour
home to
Boston, they
‘ ~~ metwith aneu
/ rologist for more
s tests, and they
-

he subject mom said in passing. “He
I of Sem could be part of that study

Cell they're doing at Duke.”
Therapy brings more questions Mariah immediately began
than answers right now researching. She found out
Currently there is only one her son was also the per signed an

research study approved in the fect age to be considered - agreement say

U.S. to determine the viability of for the studyAfter several 4 ing they
umbilical cord stem cell therapy onmonths on a wait-list, she .~ would come
children with cerebral palsyDr. and her son traveled to back a year

Joanne Kurtzberg, chief of Duke University Medical later as part of the
Pediatrics/Blood and Marrqvs School in North . continuing
heading up this study at Duke Carolina in January 7 research.

University Medical School in North 2009 for his first injec
Carolina (see sidebar Q&A)Vith at  tion of his stem cells.
least two Euro-Peds patients involved |
as subjects, we asked their parents After hours of evalua '

gﬁ@m @@u [l \ tr:zlaltnr?iicggeech
f

improved right

about their experiences. Some namestions, cognitive and motor skill testing he ™. away, that was encourag
have been changed to protect the iderhad his first infusion of stem cells ing.” There was also anec
tities of patients. through an IMn his foot. There were dotal feedback from his pre-school

about seven people in the room, inelud teachers about her serfincredible
“Mariah” of Boston, MA, said her ing Dr. Kurtzbeg. Mariah was told that changes they never envisioned,” Marial
3-yearold son was a perfect candi  when a “smell of creamed corn” was evirecalled. “My husband saidstthe best
date for the Duke studyShe and her dent in his breath, they would know thatthing we’ve ever done.”
husband had decided to save their the stem cells were in his bodfter
son’s umbilical cord blood months  the drip started, howevener son had an  In Februarythey should be getting the
before he was born. It was a decisioanaphylactic reaction (explained prior tofinal results of their one-year follow-up
they would later appreciatat 2 the procedure as a potentialeet of the visit with Dr. Kurtzbeg from January
years old her son was not walking chemicals that are used to store the ste10. “If something starts to happen in
yet and was diagnosed with a grossells). The infusion was temporarily six months, | would be very happy to se
motor disorder stopped and Benadryl was prescribed. that,” Mariah commented.
The doctor reassured Mariah that they
The idea that her son could par would only proceed if it was a safe deci  “l would do it again in a few years,”
ticipate in a groundbreaking stem sion and fortunately they were able to she concluded, although at this time,
cell trial for children with continue. When they began running the they do not have enough stem cells
Cerebral Palsy first came to her drip of stem cells into his foot again,  remaining for another full dose; the chil
early in 2008 while discussing they delivered the infusion at half the  dren in the Duke study are dosed on the
stem cell injections with anoth normal speedAfter 30-45 minutes, the weight, and her son only had enough fo

er parent at Euro-Peds who drip was complete. Her son was one injection. Even so, Mariah is encoul
had taken her son to China observed for 3 - 4 hours afterward as a aged that the research she is helping to
for a stem cell injection precaution and then an MRI was per  do now will lead to a development for
procedure. “®o bad you formed. other children down the road.

don't have your sos’
cord blood saved,” the  The next morning before going back  The unorthodox decision to store their



Emma, daughter of Michael and Ciar Jabs,
is a paticipant in a Duke UniversitytGdy
on Sem Cell therapy
daughteiemma’s umbilical cord stem
cells with Cord Blood Registry (CBR)

to North Carolina after she was accepted
as a participant in DKurtzbeg'’s study

in 2008. Emma was one of the first sub
jects. The experience was very similar to
Mariah's sons experience but Emnsa’

IV drip of stem cell solution was in her
arm, and she had no adverse reaction tg
the solution.

“She’s doing so much better than we
imagined, but reallyl dont know if it's
the cord blood or not,” Carrie reflected
in a telephone interviewnentioning
that Emma also does a variety of other
therapies, such as constraint therapy in
Alabama and Intensive Physical
Therapy at Euro-PedsThe Jabs will go
back to see DiKurtzbeg in June for
their second follow-up visit, just one of
many anticipated trips over the next
decade to chart Emnsdevelopment.

“I want to believe that i helped het

turned out to be prescient for her parents,

Michael and Carrie Jabsof California.
Emma exhibited no signs of Cerebral
Palsy until she was 8-months old when
she had a stroke, according to Carrie.
When Emma was three, the Jabsk

Links to news stories about Emma
can be found at ouratioo! goup page
(link found on wwveuropeds.og).

Anne Mancour is the Marketing &
Communications Codinator for
Doctors’Hospital of Michigan and

their daughter and her stored stem cells Euro-Péds.

Q & A on Cor

d Blood Stem Cell Resear
with Dr. Joanne Kurtzberg

ch

Professor of Pediatrics and Pathology
Director, Pediatric Blood and Marrow Transplant Program
Director, Carolinas Cord Blood Bank

How many subject s do you need to
complete the research on stem cell
therapy, and how many subject s do
you currently have in your study?

We have studied 150 subjects for a
feasibility, safety study - now complet-
ed. We are planning a randomized,
placebo controlled study in 120 children
to be opened in the next few months.

Is Duke’s study the only approved
trial, and who funds it?

To my knowledge, it's the only
approved trial. It is funded by a
Foundation, unrelated to CP or cord
blood banking.

Why is the “smell of creamed corn”
on the child’ s breath during stem
cell injection an indicator that the
stem cells are in the body? What
causes this reaction in the body?

This is caused by excretion of
DMSO, the cryoprotectant that is used
to freeze the cells.

Are there any conclusive studies, in
the U.S. or elsewhere, that proves
stem cell therapy is effective in
repairing brain damage in children
with cerebral p alsy?

No.

Ne w Staf f
Member s

“They used to tell you in Girl
Scouts to leave a place better
than you found it, and |
believe | can do that here
because of the way we posf
tively impact the lives of chil-
dren.”

Mary Reynolds-Tharp
joined Euro-Pé&ds in the role
of Office Coordinator in
December ‘09. She brings
a background in insurance
billing and medical office
experience as well as a B.S. in Health
Services Administration. Mary will be
helping Office Assistant Pam Montroy
with scheduling patients, insurance and
billing issues, assisting families with
getting the right documentation from
doctors’ offices, and generally accom-
modating Euro-P&ds patients and their
families. Welcome aboard, Mary!

Allegra Rowan, PT Aide,
is the oldest of six girls, was
a camp counselor, and has
taught Sunday school and
vacation bible school.

When not working as a PT Aide for
Euro-P&ds, she attends Oakland
University where she is enrolled in the
DPT (Doctorate in Physical Therapy)
program. She has worked at an ortho-
pedic outpatient PT clinic but would like
to specialize in Pediatrics after earning
her DPT.

Welcome to Euro-Pé&ds, Allegra!

Ways to Stay Connected...

facebook page, ‘Eup Peds” or
facebook fan page, “Eup-Reds Parents
& Other Avesome Advocates”

Join the parent suppot group on
Yahoo! Go ©:
http://health.gr oups.yahoo.com/group/
europedsparents/

www.europeds.orgfor the latest
updates and newvs about Eup-Feds!




Eur o-Péds R eunion 2009

October 4, 2009
Oakland Yard Athletics

www .oakland yard.com

Sponsor ed

4 by ATH 1 Ccs



Everyone enjoyed
face painting, crafts at
the UCP Detroit table,
Ronald McDonald’s
Magic Show, Lekotek
toy table, Cha Cha the
tree frog from the
Rainforest Cafe, bike
rides from Freedom
Concepts, and more!




Each year we are honored by generdngels who visit
Euro-Peds bearing gifts and joy!

For the 3rd yeathe amazing stafrom Doctors' Hospital
of Michigan's laboratory organized a Halloween Bake Sale fg
Euro-Peds.This year they donated $1000 from their Bake Sa
Thank you DHM Lab! Their donations went towards the pur
chase of pediatric therapy equipment for the clinic as well as
video camera to provide videotaped Home Exercise Progran
patients after they are disaged.

ooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo

Margar et ShepardandShirley
Tindall represented their beloved
friend, JoyceTipolt, during a tour

of the clinic last DecemberMs.
Tipolt, who had been confined to a
wheelchair for most of her adult
life, passed away in 2009. One of
her last missions was to financially
support causes that helped children
with disabilities. We are humbled
and grateful that Euro-Peds was
honored as one of her benefactors.

Karen KissingerAdamo of Dearborn, MI, made a gener
ous donation in memory of her daughiglriana, who passed
away in November 2009 from severe birth traufihe dona
tion will be used to create a therapeutic mural in the Euro-
Peds clinic withAdriana's name and rendering as a visible
tribute. Therapeutic equipment will also be purchased.

Michelle Haney Director of Euo-Peds, accepts a check for
$1,000 fom Sam's Club of &terford ManagerDerek Taylor.
6 Thank you, Sam's Club!

Above:Our long-time friends &tm QTMC (Questar
MakeA Change) music gup & The Palace Padt for
The Detoit Pistons lit up the chilégm's faces with cais
and gifts.

Below: LaurenYoung and her friendKim Diclemente
brought bright stuffed animals to pass out to the kids who
were at Eub-Peds during the holiday s&an.




IF
1
I
Anne Zuzula for the donation made in i
the name of our beautiful patient, :
Heather..Vi Millmine for the donation :
made in memory of her friend's husband, :
JackWeiss..Evelyn EdwardsandFran :
Mikowitz for the handmade quilts.Patty :
Rohovskyfor stufed animals.. Michelle :
& Brandon Daunter, Diana May;, Jill :
Dobiesz, & The McCord Family for all :
the fun toys for the clinic.Cassie :
Klassenfrom the Residence Inn for the :
gift basket donations.Sue Bastajafor :
donating her books Cindy Aguilar for :
her book donations...the parents and mec{
ical professionals who referred patients to:
us...and to the families :
who kept us well-fed :
during the holidays :
with your :
treats...Thank you :
all! :
1

I

....................................................

LOVE FOR SALE .

2010 Schedule of Events

Schedule subject to change. Go to www.europeds.org for
the most up-to-date schedule.

April 2 - Easter Bunny \&it (courtesy of
Oakland County Sheriff's Dept.)

October 6th - Euro-Péds’ 11th Birthday!

Sunday, October 10th - Euro-Péds Run
Day Reunion! - Oakland Yard Athletics
www .0aklandyard.com

October 28th & 29th - Euro-Peds
Halloween Party/Costume contests

.. and shipped for free!*

The newest customized Euro-Peds T-shirt Design, “LOVE” was
created in partnership with 3ELove LLC. The “LOVE” logo
that incorporates a wheelchair user was a trade-
marked design by the original owner of 3ELove,
Anne Marie Hopkins, out of the Chicago area. After
she passed away from Muscular Dystrophy, her brother,
Stevie Hopkins (who also has MD), took over the
screen-printing business. 3ELove created this beauti-
ful shirt exclusively for Euro-Péds. It has the Euro-Péds
logo on the sleeve, and our slogan, “Never Underestimate A
Child” on the back. Currently, we have charcoal gray and sap-
phire (shown here) for sale for $20.00 each, available by credit
card, cash or check.

*Free Shipping if yo u call us before March 31 St with your

order! Call (248) 857-6776 #3!

Other Shirt designs currently in stock are our Tie-dyed Euro-Péds Superstar purple
Tees ($20.00) and the “Never Underestimate A Child” in red and blue ($15.00).



This year Mini MouseTrish, and Cowgirl Jamie won the Halloween costume contest for
patients, while Ballerina Mel anshgie as SnowVhite won the stdfs contest! Once again, the

generous young men froAllen Einsteins Project 2000 group gave bags of candy to the trick-or
treating patients.Thank you Project 2000!

Far Left: Angie Daoud,PTA, with patient Raquelle
Above Left: ShelleyWolak, PTA, with Tish as Mini
Mouse with her #ats fom Pioject 2000.

Above Right: Ballerina Mel McGinnis, PT, gives out
goodies to Laura.

Far Right: Cowgirl Jamie and sisteMorgan the puppy
trick-or-treating at Euo-Peds.
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