Senate Resolution No. 461
BY: Senator Rl VERA

MEMORI ALI ZI NG Governor Kathy Hochul to proclaim
March 2025, as Al port Syndronme Awareness Month in
the State of New York

WHEREAS, The State of New York takes great pride in recognizing
serious genetic diseases by proclaimng official nonths to increase
awar eness of such concerns, which affect thousands of New Yorkers; and

WHEREAS, It 1is the sense of this Legislative Body to nenorialize
Governor Kathy Hochul to proclaimMrch 2025, as Alport Syndrome Mnth
in the State of New York; and

WHEREAS, Since 2014, this nonth-long canpaign has ained to spotlight
this rare, genetic kidney disease during National Kidney Awareness
Mont h; and

WHEREAS, Al port Syndronme is a rare genetic disorder characterized by
progressive kidney di sease and abnormalities of the inner ear and the
eye; and

WHEREAS, The disease we now know as Alport Syndrone was first
described in the British nedical literature in the early years of the
20th Century; in 1927, Dr. Cecil Al port published a paper describing the
associ ation of kidney di sease and deafness in affected individuals, and
in 1961, the disorder was named after Dr. Al port; and

WHEREAS, There are four genetic types: X-linked Alport syndrone
(XLAS); autosomal recessive Al port syndrone (ARAS); autosonal dom nant
Al port syndronme (ADAS); and digenic Al port syndrome (a conbination of
Al port nutations); disease progression can vary based on genetic type;
and

VWHEREAS, The hal Il mark of the disease is the presence of blood in the
urine (hematuria) early inlife, wth progressive decline in kidney
function (kidney insufficiency); there 1is currently no FDA-approved
treatment to delay or stop renal function decline as a result of Al port
syndrone; and

WHEREAS, Al port Syndronme is often discussed with a rel ated di sorder
known as thin basenent nenbrane nephropathy (TBMN), in which the
predom nant pathologic abnormality is thinning of glonmerular basenent
menbr anes; and

VWHEREAS, Al port Syndrone is estinated to affect |ess than 200, 000
people in the general population in the United States nmaking it a rare
di sease; while no exact preval ence data is available, increased access
to genetic testing allows nore patients to receive a confirned
di agnosi s; and

WHEREAS, It is inperative that there be greater awareness of this



serious health condition, and nore nust be done to increase activity at
| ocal, State and National |evels; now, therefore, be it

RESOLVED, That this Legislative Body pause in its deliberations to
menorialize Governor Kathy Hochul to proclaimMrch 2025, as Al port
Syndronme Awareness Month in the State of New York, and to wurge the
citizens of this great Enpire State to | earn about the causes, synptons,
di agnoses and treatnents for Al port Syndrome; and be it further

RESOLVED, That a <copy of this Resolution, suitably engrossed, be
transmtted to The Honorabl e Kathy Hochul, Governor of the State of New
Yor k.



