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AN ACT to amend the social services law, in relation to requiring
di scl osure of hereditary di seases of an adopted child or the biol og-
i cal parents of an adopted child

THE PEOPLE OF THE STATE OF NEW YORK, REPRESENTED | N SENATE AND ASSEM
BLY, DO ENACT AS FOLLOWE:

Section 1. Legislative intent. The legislature hereby finds and
decl ares that when an adoptive child is discovered to have a hereditary
di sease, in nost cases, the biological parents are unaware because the
adoptive parents fail to notify themand therefore as a result they nay
have no idea that they are carriers of the hereditary disease. The
bi ol ogi cal parents also will be unaware of the fact that any subsequent
of fspring will be susceptible to the disease.

Simlarly, where the biological parents discover that they are carri-
ers of a hereditary di sease, they are unable to, or will not attenpt to,
contact the adoptive parents. The adoptive parents and the adopted child
are therefore left unaware and are in a position where they are vul ner-
abl e to an unknown di sease. They too, are unable to take any prepara-
tional measures that might help to diagnhose and or treat the disease.

The legislature further finds and declares that to remedy such situ-
ation, it is inperative that adoptive parents, biological parents and
adoptive children all be put on notice as to the existence of a heredi-
tary disease by requiring the existence thereof to be pronptly discl osed
to such parties so that they may effectively deal with such matter

S 2. The social services |law is anmended by adding a new section 373-b
to read as foll ows:

S 373-B. DI SCLOSURE OF HERED TARY DI SEASE. 1. FOR PURPCSES OF THI S
SECTI ON, THE FOLLOW NG TERMS SHALL HAVE THE FOLLOW NG MEANI NGS:

EXPLANATI ON- - Matter in I TALICS (underscored) is new, matter in brackets
[ ] is oldlawto be onmtted.
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A. "I NTERMVEDI ARY" SHALL MEAN ANY PRIVATE OR PUBLIC SOCIAL SERVICE
ADOPTI ON  AGENCY, OR ANY | NDEPENDENT ADOPTI ON AGENCY, AND SHALL ALSO
ENCOWVPASS ANY | NDI VI DUAL THAT ACTS AS A LI Al SON FOR AN ADOPTI ON.

B. "ADOPTI VE PARENT" SHALL MEAN A PERSON WHO HAS ADOPTED A CHI LD.

C. "HERED TARY DI SEASE" SHALL MEAN A CONDI TI ON OR DI SEASE TRANSM TTED
FROM Bl OLOd CAL PARENTS TO THEI R OFFSPRI NG THAT IS LI FE THREATENING OR
NON- LI FE THREATENI NG AND ONE WH CH WOULD CAUSE SI GNI FI CANT MORBI DI TY OR
MORTALI TY.

2. I N THE EVENT THAT ONE OR BOTH ADOPTI VE PARENTS DI SCOVER THAT THEI R
ADOPTED CHI LD HAS, OR | S SUSCEPTIBLE TO, A HEREDI TARY DI SEASE, SUCH
PARENT OR PARENTS SHALL | MVEDI ATELY CONTACT THE | NTERMEDI ARY TO SUCH
ADOPTI ON AND SUBM T SUCH HEALTH | NFORMATI ON TO THE | NTERMEDI ARY. I N THE
EVENT ONE OR BOTH Bl OLOd CAL PARENTS DI SCOVER OR ARE AWARE OF THE FACT
THAT THEY ARE OR MAY BE A CARRI ER OF A HEREDI TARY DI SEASE THAT A Bl OLOG
| CAL CHI LD I'S OR MAY BE SUSCEPTI BLE TO, SUCH PARENT OR PARENTS SHALL
| MVEDI ATELY CONTACT THE ADOPTI ON | NTERVEDI ARY AND SUBM T SUCH HEALTH
| NFORMATI ON TO THE | NTERMEDI ARY.

3. UPON RECEI VI NG SUCH NOTI CE FROM A BI OLOG CAL OR ADOPTI VE PARENT,
THE | NTERMVEDI ARY SHALL NOTIFY THE CORRESPONDI NG OTHER PARENT, AND
PROVI DE THEM W TH THE PERTI NENT | NFORMATI ON CONCERNI NG THE HEREDI TARY
DI SEASE.

4. THE ADOPTI ON | NTERVEDI ARY SHALL MAI NTAIN THE CONFI DENTI ALI TY OF ALL
PERSONS | NVOLVED |IN THE ADOPTI ON. THE | NTERVEDI ARY SHALL ONLY PROVI DE
THE PERTI NENT HEALTH | NFORVATI ON CONCERNI NG A HEREDI TARY DI SEASE AND
SUCH | NFORVATI ON SHALL NOT | NCLUDE ANY OTHER TYPE OF | NFORMATI ON THAT
WOULD TEND TO |IDENTIFY ANY O THE PARTIES OR WOULD OTHERW SE BE
PROTECTED PURSUANT TO ANY OTHER PROVI SI ON OF LAW

5. THE OFFICE OF CH LDREN AND FAM LY SERVI CES SHALL SET A REASONABLE
FEE WHI CH AN | NTERMEDI ARY MAY ASSESS AGAINST SUCH PARTIES FOR ITS
SERVI CES AS REQUI RED IN THI S SECTI ON.

S 3. This act shall take effect imediately.



