Assenbly Resol ution No. 1312
BY: M of A Rules (MDonald)

MEMORI ALI ZI NG Gover nor Andrew M Cuono to proclai m
June 24, 2018, as Cystinuria Awareness Day in the
State of New York

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

VWHEREAS, Attendant to such concern, and in full accord wth its
| ong-standing traditions, this Legislative Body is justly proud to
menoriali ze Governor Andrew M Cuonb to proclaim June 24, 2018, as
Cystinuria Awareness Day in the State of New York, in conjunction with
t he observance of National Cystinuria Awareness Day; and

WHEREAS, Cystinuria occurs in individuals in which a rare genetic
defect prevents the body from regulating am no acid concentrations,
subsequently leading to elevated | evels of cystine and the formation of
cystine stones in the kidney, ureter, and bl adder; and

WHEREAS, The Anerican Urol ogical Association recognizes Cystinuria
as the nost common nonogeni ¢ ki dney stone di sorder; and

WHEREAS, The majority of Cystinuria patients start to suffer from
chronic cystine stone formati on before the age of 20; and

WHEREAS, Cystinuria patients often endure episodes of debilitating
pain (typically known as renal colic), nausea, vomting, and recurrent
urinary tract infections; and

WHEREAS, The majority of Cystinuria patients will require numerous
stone renoval procedures and surgeries; and

VWHEREAS, Studi es have denonstrated Cystinuria patients have worse
health related quality of Iife than the general popul ation, specifically
in areas of general health, bodily pain, and nental health; and

WHEREAS, Cystinuria patients may suffer from life threatening
conplications, such as hypertension, renal insufficiency, end stage
renal disease, and the need for a kidney transplant; and

WHEREAS, The mjority of Cystinuria patients formng recurrent
stones will develop sone form of chronic kidney disease in their
lifetime; and

VWHEREAS, There is no cure for Cystinuria, treatnent options
significantly reduce nedically necessary surgeries and sone patients can
live a stone-free life; and

WHEREAS, Cystinuria can be diagnosed from analysis of a 24-hour
urine test; and



WHEREAS, Detection mnmay be inproved by increased education and
screening, as many patients do not receive a diagnosis until after
enduring one or nore stone episodes; and

WHEREAS, Early diagnosis is inmportant to the | ong-term managenent of
a Cystinuria, which can potentially limt permanent ki dney danmage and
persevere maxi mal ki dney function; and

WHEREAS, One in every 10,000 Anericans are believed to be
genetically at risk for Cystinuria; and

WHEREAS, Cystinuria has been docunented as a |l eading risk factor for
one of the top nost common forns of kidney stones; and

WHEREAS, A significant economc burden is associated with kidney
stones, with annual estimtes exceeding $5 billion; this economc tol
I ncludes both direct treatnent costs, and the indirect costs associ ated
with | ost worker productivity; and

WHEREAS, Doctors at New York University-Langone have world-Ieading
expertise on Cystinuria; and

VWHEREAS, Wel | -supported research funding for Cystinuria wll lead to
i nproved screening and treatnment, inproved quality of life, and expedite
t he devel opnent of a cure; and

WHEREAS, This Legislative Body encourages steps be taken to raise
awar eness of and increase public know edge about Cystinuria; to inform
all people in New York about the dangers of Cystinuria; to dissemnate
i nformati on on the inportance of early diagnosis and managenent of
Cystinuria patients; to support research funding of Cystinuria at New
York nmedi cal research centers to inprove screening and treatnent for
Cystinuria; to support efforts that may inprove the quality of life for
Cystinuria patients; and to develop a cure for Cystinuria;, now,
therefore, be it

RESOLVED, That the Legislative Body pause in its deliberations to
menoriali ze Governor Andrew M Cuono to proclaim June 24, 2018, as
Cystinuria Awareness Day in the State of New York, in conjunction with
t he observance of National Cystinuria Awareness; and be it further

RESOLVED, That this Legislative Body pause further to call on the
people of New York, interest groups, and affected persons to pronote
awar eness of Cystinuria, to take an active role in the fight against
this devastating disease, and to observe National Cystinuria Awareness
Day with appropriate cerenonies and activities; and be it further

RESOLVED, That a copy of this Resolution, suitably engrossed, be
transmtted to The Honorable Andrew M Cuonpb, Governor of the State of
New Yor k.



