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erated in one day

by a single human Happy Dandywa | ker and Hydrocephalus Awareness |mon

brain than by all the states that participated this year and some of the things families did to raise awareness.

the telephones in Our families are truly the key to our sucfces

the world near as much as we do. All of you help extend our reach into the different communities that ypu
live in, a task we couldno6t do alone! Thalnk

1 When the neural
tube is formed than you know!
there are only
125000 cells but
by the time of
birth, the total

weeenee — Dandy-Walker Billboards!

B B 6 During the month of May, hundreds of thousands ~ advocates for their baby boy but we had no idea
250,000 cells per of people will drive past these billboards thatcom- j ust how much theydd clome
el memorate DandyWalker and Hydrocephalus DandyWalker community! As blessings go, Tommy

Awareness month! As an @ergisemplayedtby Remrope OuttodrAdvertesiagn
our hope to be able to reach the masses withour and wi th May approachi'ng,

INSIDE marketing efforts. However, mass marketing is owner to see if theydd, be
THIS ISSUE: expensive and wedre a y aotanty wiling tpdesignzaadtprioduce theséViakii-v e
: al ways had a wish | i st dofisbilbvads buttteep afferetl to ruw theamrthe w e

got bigger and marketing to raise awareness has entire month of May! They also are sharing them
always been at the top of that list. Then, we met with any other billboard companies willing to do
Tommy Ber g, whods son | ithe same Rehfooenewgn usedtiseir indudtryycona
couple of months old. He contacted us to see how tacts to promote this campaign and encourage the

New Arrivals 2

P,hys'c'an 3 he could help. The Berg family had been in contact billboard industry to get involved and run them in
LSS with us throughout their pregnancy and HolliBery any avail able time slots
began writing letters to the Governor of Georgia, more thankful to Tommy and Holli Berg, Renfroe
Awareness 3 Sonny Perdue, requesting a proclamation long and all the other companies nationwide who have
Update before little Tommy was born. We knew they were  agreed to participate. What a amazing gift they
going to be great have given to all of us!
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1 in 5000 are Born with
Dandy-Walker Syndrome.

That’s A Lot When Your Kid’s the One.
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DandyWalker billboard designed and created by Renfroe Outdoor Advertising
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A Child fills a

place in our

hearts we never

knew was

empty...

New Arrivals

Congratulations to the families of two special little babies born recently!

Louise Kehoe was born on March  undergone her first heart surgery and

18th, 2010. She had been diag- came through with flying colors! She is

nosed months earlier with DW and back at home now and doing well! What a

some heart problems. Hailing from strong little bundle of joy! Welcome to the
Ireland and her being bornsoclose wor | d Loui se, wedr e su
to St. Patrickods_D m ' n
her the luck of the Irish! Her deliver
went well and she was moved to a
different hospital right after birth
where the experts could take care
of all of her needs. She did very
well, better than expected and was |
home in no time where she had five

anxious siblings waiting to spend

time with her! Her heart condition
Louise Keh_c;el week old

did need some intervention sooner
than they had hoped and at 2
weeks old she was back in the hos-
pital. Since then she has

they were encouraged to abort the preg-
nancy, however, this was not an option for
this family. At 28 weeks, an ultrasound
confirmed the diagnosis. The physicians
gave a very bleak outlook saying he may
not survive to term and if he did, he would
most likely only live a few minutes. Fast
forward to March 6th. When Ryder de-
cided to make his appearance not only
was he alive but he was doing so well he
didndét require any tim
Ryder JoheL month old went home with his family at two days old.
The follow up exams determined there
On March 6th, 2010 Ryder John fi- was not a problem with his heart and that
nally met his parents. It had been a the DandyWalker was the variant type. He
long journey getting to that day. Fol- does have a chromosomal deletion but

lowing a ultrasound at 19 weeks, t oday is thriving! ,Hed
his mom and dad not only found out growing at the appropriate rate, smiling,
he was a boy but were also given  and cooing! At a recent evaluation, Early
the news that he had Dand§Walker | nt er venti on says hweds

and a heart defect. Like most in velopmental milestones! Way to go Ryder,
most cases of a DandyValkerdiag- we dr e so happy to have

THE DANDY -WALKER ALL IANCE
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Physician Directory

Woul dndtheiytdr e wor ki n gngihe besh mediealcare foriyom -

be great if ited experience, ifany atall,in chi | dr en. Let ds

there was a DandyWalker. Putting some-  nity by putting our resources into The following
place where thing like this together is a huge one place that everyone can ac-
you could undertaking and we need your cess. Families that have been
find physi-  helpto doitt Doyou havea  newly diagnosed have enough on  claimed May 2010

states have pro-

cians in doctor that is wonderful? Let us their hands and together we can Dandy Walker &
your area know! We would love to have a help make things a little easier fo Hydrocephalus
that have directory that includes neuro-  them by providing this service.
experience  surgeons, neurologists, cardi-  Email Terri.Eldridge@Danédy TGS I
with DandyWalker? This is ologists and any other special- Walker.org with your recommen- Alabama
probably one of the most com- ists that have been helpful to  dations. Please include name, ad: Georgia
mon requests we get from fami- you. We know many of you dress, phone number and what T
lies. Many times the specialists have put a lot of work into find- they specialize in.
Indiana

Louisiana

Danayalker & Hydrocephalus
Awareness Month

Mississippi
May 2010 is the 3rd annual newspaper and magazine arti- treatment options. Every year, Nebraska
DandyWalker & Hydrocepha-  cles written, fundraisers with your hel p,
lus Awareness month. At last  planned, and billboards all over closer to that goal! Nevada
count fifteen states had issued the country! In the near future, New Mexico
proclamations and requests are DandyWalker will no longer be
still pending in several others! the unknown condition it is Oklahoma
With your help, more and today. We believe more aware- Texas
more states get involved each ness is raised, the more interest
year. In 2008, only one state, there will be within the medical West Virginia
Maryland, issued a proclama- community for research, both Wyoming

tion. This year there have been to find a cure and offer better

What 0s new 1 n Hy

With Hydrocephalus affectingcommon flu? Many of the  issue and recently announcediiagnose shunt problems as
as many as 790% of Dandy signs of pressursleepinga the development of a productwell as reduce the amount of
Walker patients, we think its lot, vomiting and irritability ~ to measure intracranial pres- MRIs and CT scans performed
important to address the is- are also not uncommon in  sure. A new sensor can not ©n hydrocephalus patients every
sues of hydrocephalus, as wetlither simpler illnesses. With- only measureéntracranial, but ear.
as DandyWalker. As many of out invasive pressure moni- also detect blockages in the shunt ...\ ore at:
you know, having a child withtoring devices and CT scans system The implanted sensor
hydrocephaluscanbechal- t hat dond6t al Uaasyits thedasaltola hapdedd hitp:/svww.onlinetmd.com/tmd-
lenging from a medical stand-whole story, how can even  device either at home orin the  g410-wirelessnon-battery-
point. Shunt s ouaphysioidnknoypfersuredf{ogiors office. While we wait for intracraniatsensors.aspx
they can fail overtime. Exactlythere is a problem? One com: ¢ure to be found for hydro-

. . cephalus, this type of technology
how do we tell the difference pany, Integrated Sensing SysFlas the potential to better
between shunt failure and thetems, Inc., is addressing this P
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I Co sidered herself dis-
- Meet Ashley Ward. Ashley was a senior in high school abled even with her

| before she was diagnosed with DandyValker. Growing . .
. . . ongoing medical
*up, she had a variety of ongoing medical problems. It ems On .S
| xAOG1 80 01 OEI pcOE COAAA O paH MiarchR|1§t
* her brain and the diagnosis was made. She was active in Y,
| ) . ; ; Ashley passed awa
high school and involved in the student council, future in her sleep peace.
i homemakers of America, and played sports. Having Iy - hep pan d- _
| Dandy7 A1 EAG AEAT G0 AEAIGA OERAGE NS Hank < LI
: i i d  parents home. The . L
her diagnosis that she found out that UTSW Children's world lost one of its 1S
I Hospital and the United Institute of Health were con- reat advocates for
1 ducting a research project on DandyWalker. She imme- 9 . .
| diately signed up, not only did she want to learn as much those less fortunate. She led a full life despite all her
i as she could ablout her condition. she also wanted to challenges and accomplished more for others than many

helo others. She hooed her involvement in research of us will in our lifetime. Her Although they miss her
i woBId help-others wFi)th Dandy:Walker in the future greatly, her family believes that in her short life, she had

N 2 n i oA o g NN . lished, everything, she- to i th t0 ¢ o 7 A -
. ! OEl .A Us O .I AOOGOA OI. EA I. D ! @g%ﬁastﬁg%lﬁ@t gv?% thg%vﬁjr %}rjainaogqgoﬁgéeg to AiO/l\ Ol
| year during the 'holldays one of her biggest priorities science so that doctors could learn more about Dandy
. was the Salvation Army Angel Tree program. She Continued on pg. 5 |
| wanted to be sure underprivileged youngsters had '
. something under the tree. As she got older, she was also Ashley and her nephew Lex
| involved with the local battered women's shelter, at-
tending the yearly Woman's ban-
quet to help raise money for the
cause. After she graduated high
school, Ashley moved out of her
DAOAT 060 EIT T A EI
and worked for her mother,
Sonya, at her homéased child
care center. Ashley's love for chil-
dren made it a perfect career
choice, plus she got to spend a lot
Ashley with Pink of time with her mom, her best
I friend! As for hobbies, Ashley was an avid sports fan and
i collector. Ashley met more celebrities than most of us
! can imagine. The photos in this article represent only a
| small portion of the pictures with various celebrities!
! Her true passion though, was sports! In the 8th grade,
| she already knew she wanted to be a sports anchor and
. through school was able to shadow the local fox televi-
| OEIT OPTI OOO AAOGOAOR EAO b
. xAl EET ¢ AT AUAI T PAAEA 1T £ Of
| iTi OO0 EO8 'OixETC OB 1
. that the Dallas Mavericks, Texas Rangers, and the Dallas
| Cowboys top the list of her favorite sports teams! When
. Ashley was not at a sporting event or meeting celebri-
| ties, she loved spending time with her family. She loved
going out to lunch with her dad and his fellow deputy
| sheriff friends, going shopping with her mom, visiting
her sister and brotherin law in Dallas, and playing with
| her nephew Lex. Ashley never let having Danelvalker
keep her from doing the things she loved. She never con-

AsHIey with Justin Timberlake




We are an all -inclusive organization comprised

of individuals directly and indirectly affected by

Dandy -Walker sharing a collective interest in

educational, informational activities and sup-

porting non -partisan research to increase public

awareness of the congenital birth defect Dandy

4422 Clearbrook Lane
Kensington, Maryland 20895

Walker. We also support all efforts to determine

the cause(s), find the cure and to ameliorate

DC Office: +1 301 919 2653 the effects of Dandy  -Walker. We believe that by
FL Office: +1.321 4460349 making findings available to families affected in
NE Office: +1 217 239 9999 ) ) )
an organized and accessible way and by dis-
Toll Free:
+1 877 DANDYWALKER seminating the direct and indirect outcomes of
(+1 877 326 3992) translational research we can more swiftly

'R \RX KDYH D VXJJHVWLRQ"
hear from you! in a safe and expeditious
E-mail us at:

move the results from the bench to the bedside
‘HYG ORYH WR

manner

Comments@Dandy -Walker.org T
www.dandy -walker.org
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continued from page 4
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science Center in Dallas, Texas. there. Ashley's story has inspired so
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in attendance, many wearing Sports =i ination were amazing. There
: ,_many 9 SPOMS 75 A7 A0 1 OE1I AU
jerseys of her favorite teams. Blue and . L

; . : tinue to inspire others to make our
white balloons, each with a written

world a better place.

message to Ashley, were released as a
celebration of her life. Ashley was a
woman who made a difference and
was cherished by all who knew her.
Her parents and sister, Sonya & Eric
Ward and Amber Ward Kimball, now
continue Ashley's mission to help oth-
ers. They will carry on supporting S o
! OE1 AU O AAOQOAO E IThe%ﬁc@Nafke’r&AlliénQ Hezévslegteto E

would be very proud! The most im- ould like to highlight a different person
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to people is one of hope. Although share your story please send a picture

I OE1 AUBO 1 EAA xAO AQEWlRRsorgtl®  x A O AQkhleyward E A

made a difference in her community Comments@DandyValker.org
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