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From the Executive Director, Janet Gora
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| Fiye Qarttcipantgfrom the DSAGC were pleased
to be a part of the 300+ attendees of the Affiliateg
in Action Conference in Washington, DC the last
weekend of February. Board, staff and sel
advocates from 85 organizations representing 34|
states made the firstever, full-scale Down Syn-
drome Advocacy Day on the Hill an amazing suc
cess. Nearly 200 meetings were held with mem- g
bers and staffers, helping advance legislative
priorities impacting the people we serve.
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DSAGC representatives included three from the Board of Directors Kristen Vonderbrink,
Chip Gerhardt and Connie Hutzel, and two staff Molly Mattheis and myself. We really en-
joyed the Day on the Hill and found it to be very easy to talk about issues which we are so
passionate about. Between the five of us, we met with Senators Voinovich and Brown, and
Representatives Schmidt, Boehner, Driehaus, and Davis or their key staff.

The first issue we asked them to support was the allocation of $5 million over the next five
years to implement the Prenatally and Postnatally Diagnosed Conditions Awareness Act,
known as the Kennedy Brownback Bill. This bill calls for providing accurate, upto-date
information and support for parents who receive a diagnosis of DS either prenatally or up
to a year after the birth of their child. Stories from parents and research both state that
medical professionals too often give prospective parents inaccurate and incomplete infor-
mation or none at all. This bill also creates a measure for compiling data about the lives
and development of people with DS as well as assembling a list of families who wish to
adopt children with disabilities. The bill successfully passed both the House and Senate in
October of 2008 but there are no funds attached to it to actually get the work done.

We also asked our representatives to support another bill which allows for individuals with
disabilities and their families to save, taxfree, for disability-related expenses. Called the
ABLE Accounts Act, the legislation would allow families to save money without jeopardiz-
ing government disability benefits in accounts similar to college savings accounts. Pres-
ently, people with disabilities lose eligibility for benefits if their assets exceed $2,000.

The third thing we asked was for each to join the Down Syndrome Congressional Caucus
led by Congresswoman McMorris Rodgers, herself the mother of a little boy with DS. She
fired up the group at a packed breakfast meeting on the Hill as well as Representative Pat-
rick Kennedy and Senator Crenshaw, both key supporters for people with DS.

As you can tell, there is a great deal going on at the federal level that will benefit us and the
DSAGC is committed to growing the relationships that we started in February on the local
level. If you would like to become more involved, we are looking for families or individuals
vgn §g§qd hmsdqdrsdc hm °§gcnoshmft Sdmsnqr

\ tatives Schmidt, Boehner, Driehaus, Turner from Ohio and Davis from Northern Kentucky.
_/L/“ As a Family Advocacy Team, you would agree to form a relationship with the legislator in
‘\\.K_ your district for two years by contacting him or her a minimum of four times a yeain per-

rnm ng nsgdqgvhrd. Tgd DSAGC r Gnudgml dms § k
about the issues so you know what to request.

The Ohio Down Syndrome Advocacy Network (ODAN), made up of affiliates in Ohio, is

scheduling a breakfast to meet with our state reps on April 29in Columbus. We know how
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| was really hoping that by
this issue of the D.S.Press, |
could write all about our
adventure in Kansas City
gmc Cggrnm r
dure, but here it is the end
of March (at the time | am
writing this), and Carson
rshkk ggrm s
crosslinking procedure.
Wd gd gdgkRx

journey while we are there if
any of you are interested in
following along on his blog:

http://
eyeoncarson.blogspot.com.

Hogt dhis ilep fromya.Geor-
gia mom | met online whose
26-year-old son, Nick, also

has DS and keratoconus.

§hgyctravglpdithe same md §

road we did in working to

gek IRB agproyas for the cor-

for putting in their own eye
drops or ointments, are
much better at giving accu-
rate feedback to their eye
doctors, can wear custom-
made (and very expensive?3
like in the thousands of dol-
lars) contacts, can under-
stand the consequences of
rubbing their eye 3 espe-
ially after a cornea trans-
plant, and can recognize
and articulate the small

probably within 4 to 6 weeks N€a crosslinking procedure  changes associated with

at this point. It has taken
more time to get this ap-
proved than | thought, but |
know that many, many peo-
ple have jumped through
hoops to get us to this point,
and | am very thankful for

that. We are definitely on the dure, his cor-

homestretch now, so look
for something totally uncon-
nected to the eyes in the
next issue of the D.S.Press.

As of now, the Kansas City
Cghkcgdm r Md
Institutional Review Board
(IRB) approved the proce-
dure (actually for 10 patients
with Carson being the first)
on March 9, the paperwork
has been sent to the FDA
requesting a compassionate
use waiver with April 22 be-
ing the 30-day end date, and
on March 30 | got an email
from the eye doctor saying
that a request for shipment
for the drug and device has
gone out to the manufac-
stgdq hm Svhs
still some hospital/manu-
facturer contracts and legal
issues that need to be
worked out, but once the
device is actually in Kansas
City, we can schedule a
date for the procedure. |
okgdgm sn

performed under general
anesthesia at Emory Hospi-

early rejection of a cornea
transplant.

tal in Atlanta.

Unfortunately, Along the
by the time way, she and
Nick went in | are con-
for the proce- necting with
a few other
nea was al- families in
ready too thin the same
and he could situation.
not have it Wd gd
done. His only ing on set-
option at this ting up a vol-
BOWYS A% rlohs g k ~r untary data-
nea transplant base of peo-
in both eyes. ple around
the country with DS and
Nhbj r | nl § mkeratocorfug b that families

on a mission to connect
families whose child has DS
and keratoconus as well as
bring awareness of cornea
crosslinking to those fami-
khdr. Wd ud r

(http://

thumbsup-
forCXL.blogspot.com) as a

starting point because we
hothdokry ffermatian gy q
eratoconus in patients with
DS was hugely lacking. The
keratoconus information is
the same for everyone?
with or without DS? but the
issues associated with DS
make our situations unique.

b g g n m A% &YMPle; §rRjcal peaple

are probably responsible

can get support from one
another3 either informing
each other about new pro-
cedures such as the
crosslinking procedure,
shgripgsimformatipn abéun f
transplants, sharing infor-
mation about eye specialists
in various parts of the coun-
try who are skilled (and pa-
tient) in working with peo-
ple with developmental de-
lays, or sharing other inter-
esting information and
hcdgr. Akgdgc
covered an 18year-old girl
in lowa with DS and kerato-
conus who is wearing spe-
cial contact lenses, some-
sghmf |

chcm

for Carson. And a man in his
30 r hm Ajgnm ¢
40 r qghfgs gdqc
along with several more in
sgd Bnrsnm §qgd ¢
itrs § rsgqgs.
son with the technology now
available that we should be

so disconnected or that in-
formation is so lacking. We

aim to fix that so other par-
dmsr cnm s edd}
have.

Incidentally, if you go by the
numbers generally posted 3

1 in every 2000 people in the
US gdgr jdggsnbr
more prevalent in people

vhsg DS, sgdqgd-
mately 400,000 people in the
US vhsg DS, § mc

estimated 304,000,000 peo-
ple in the US3 | estimate
that there are less than 250

weoql¢ in the US with DS

and keratoconus, SO you see
what a small minority Car-
sonis in. (I like to think of
him as an overachiever!)

One thing this whole kerato-
conus journey has definitely
made me realize is how
much | take for granted all
the resources available to
me by DSAGC and other DS
organizations around the
country. People must feel so
knrs sg@gs cnm
resources available or have
a very rare diagnosis, be-
cause so much has been
published about issues per-
taining to DS. | have a small
taste of what it must have
been like just 25 years ago.
YWe arevtrdly hledsedadcbe -
in the DS community today
when almost any informa-
tion you need is available on
the inter-
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