LEG SLATIVE RESOLUTION nenorializing Governor Andrew M Cuonp to
proclaimJune 2, 2013, as Fam lial Dysautonom a Awareness Day in the
State of New York

WHEREAS, It is the customof this Legislative Body to recognize officia
days that are set aside to increase awareness of serious issues that
affect the lives of citizens of New York State; and

WHEREAS, Attendant to such concern, and in full accord with its |[|ong-
standing traditions, it is the sense of this Legislative Body to nenori -
alize Governor Andrew M Cuonop to proclaimJune 2, 2013, as Famli al
Dysaut onomi a Awareness Day in the State of New York; and

WHEREAS, Fanmilial Dysautonoma, also known as FD and Riley-Day
Syndrome, s a rare genetic neurological condition that affects the
sensory and aut onom c nervous systens, causing severe gastrointestinal,
cardi ovascul ar, pul nonary, orthopedic, renal and ophthal nol ogi ¢ probl ens
that affect children frombirth; and

WHEREAS, Children with Fanmlial Dysautonoma |ack the nost basic
refl exes and instincts such as the ability to suck at birth or to swal-
low properly and their bodies cannot control bl ood pressure or heart
rate; and

WHEREAS, It is estinmated that FD primarily affects one in 27 children
of Eastern European Jew sh descent but genetic carriers of the disease
have al so been found in the general popul ation; and

WHEREAS, New York State has the highest concentration of FD patients
in the country and the Dysautonom a Foundation, |ocated in New York
City, operates the only FD treatnent and clinical research facility in
the United States; and

WHEREAS, There is no cure for Famlial Dysautonom a but advances in
research and treatnent have dramatically extended |ife expectancy and
babi es born with Fam lial Dysautonoma within the last 5 years will have
a 50% chance of surviving to 40 years of age; and

WHEREAS, While children still struggle with the |ife-threatening chal -
| enges brought on by FD, there are supportive therapies including surgi-
cal interventions and nedications to naintain and regul ate cardi ovascu-
| ar, respiratory and gastrointestinal function; and

WHEREAS, Ceneral popul ation genetic screening is now available which
can significantly reduce the frequency of new cases of Famlial Dysauto-
nom a; and

WHEREAS, It is inperative that there be greater public awareness of
this devastating nedical condition and nore nust be done to increase
activity at the local, state and national |evels to pronote screening
and support patients and their famlies; now, therefore, be it

RESCLVED, That copies of this resolution, suitably engrossed, be tran-
smtted to the Honorable Andrew M Cuonp, CGovernor of the State of New
York, the Dysautonom a Center of New York University, and to David Bren-
ner, Executive Director, Dysautonom a Foundation, Inc.



