From Sarah. Patrick@tate. sd. us

Sent: Sunday, Septenber 09, 2001 3:14 PM

To: joannl @oh.state.ri.us; pquinlis@dph.state.ia.us;
timaldrich@al mettoheal th.org; ursul a_bauer @oh. state.fl. us;
tbirdwel | @ste.org; gsb02@ealth. state.ny.us; ndavi s8@lhs. ca. gov;
j gaudi no@pai hb. org; hanral p@hfs. state.w . us;

t hol mes@eal t hyar kansas. com ki j az@eal t hyar kansas. com

el engeri ch@su. edu; neir100w@hot mail.com rrol fs@loh. state. ut. us;
ken. d. rosenberg@t ate. or. us; RunmPD@lhfs. state.w . us;

t om saf ranek@bhss. st at e. ne. us; macks@loh. st at e. nm us;
rstroube@dh. state.va. us; rteclaw@ sdh. state.in.us

Cc: sroohi @ste.org

Subj ect: ASTHO Genetics Tool kit Workgroup and Meeting

Dear Fel | ow CSTE CGenetics Team Menbers:

It is a pleasure to serve with you and co-| eader, Joann Lindenmayer, for the
next few years on the CSTE CGenetics Team One task we will be working on is
to assist ASTHO i n the devel opnent of a genetics toolkit (

http: //ww. ast ho. or g/ phii p/ genetics. htn
<http://ww. ast ho. org/ phiip/genetics.htm> ). A small neeting with
representation fromeach participating organization will be held this
Tuesday in Washington, DC. The participating organizations will be NCSL
ASTCDPD, APHL, CDC, NACCHO, AMCHP, CSGC, CSTE, and ASTHO. The goal of the
project is to provide resources on genetics and public health to health
agenci es, to assess genetics activities in the state and identify capacity
buil ding areas, and to articulate the need for infrastructure building

resources. | will provide a full report of that neeting back to you for your
t houghts and input. |[If you have suggestions about states for site visits
(see below), 1'd appreciate your feedback

Thank you for volunteering your time to this CSTE tean

Si ncerely,

Sarah L. Patrick, MPH, PhD

St at e Epi demi ol ogi st

Sout h Dakota Departnment of Health

600 E. Capito

Pierre, South Dakota 57501-2536

(605) 773-3361

(605) 280-3146 cell phone--please Iimt to energencies/after hours
(605) 773-5683 fax
http://ww. state. sd. us/ doh/ Epi /i ndex. ht m
<http://ww. st at e. sd. us/ doh/ Epi /i ndex. ht n»

**Prjvil eged or Confidential Information may be contained in this nessage.

If you are not the addressee indicated in this nessage (or responsible for
delivery of this nessage to such person) you may not copy or deliver this
message to anyone. In such case, you should destroy this nmessage and kindly
notify the sender by reply e-Mail. Please advise imediately if you or your
enpl oyer do not consent to internal e-Miil for nessages of this kind. **

----- Original Message-----

From Any Kl ein [mailto:akl ei n@STHO. or g]

Sent: Wednesday, Septenber 05, 2001 1:52 PM

To: Tim Baker (Tim Baker); Ann Wlley (Ann WIlley); Cheye Calvo (Cheye
Calvo); Janice Bach (Janice Bach); Jean Chabut (Jean Chabut); Jeff Gol dhagen



(Jeff Col dhagen); Jeffrey Lobas (Jeffrey Lobas); Sarah Patrick (Sarah
Patri ck)
Subject: Profile of Selected State CGenetics Program

Attached is a sunmary of state genetics prograns to aid in the
identification of states for site visits. Theses states were recomrended by
Sylvia Au, President, State Genetics Coordi nators, as being nore on the
cutting edge. Qur discussion regarding states for site visits will not
necessarily be limted to the states in the docunent.

Any



ARKANSAS

The Arkansas Departnent of Health administers the Newborn Screening Program

whi ch coll ects and anal yzes newborn screening speci mens for phenyl ketonuri a
(PKU), congenital hypothyroidism sickle cell diseases and gal actosenia; reports
test results; provides followup on abnormal test results including retesting;

of fers counseling for famlies of infants with positive trait results; and

provi des medi cal information on various genetic di seases. Arkansas al so
identifies the infants born in the State of Arkansas who are at high risk for
hearing | oss and refers themto their primry care physician for foll ow up,
coordi nates efforts in establishing Universal Newborn Hearing Screening prograns
in the state's birthing hospitals, and naintai ns a database of both infants at

hi gh-ri sk and those who receive UNHS

CALI FORNI A

To support its mission to "serve the people of California by reducing the
enmotional and financial burden of disability and death caused by genetic and
congenital disorders" the Genetic Disease Branch of the California Departnent of
Heal th admi ni sters screening prograns for genetic and congenital disorders to
newbor ns and pregnant woren, which includes testing, followup and early

di agnosi s of phenyl ketonuria, gal actosemi a, primary congenital hypothyroidi sm
sickle cell disease and ot her henopglobin disorders. The GDB al so:

* devel ops standards and quality assurance procedures for analytical test
results and prograns, and nonitors conpliance with these standards;

* provides a combination of patient, professional and public education and
accurate informati on and counseling to encourage participation in its prograns;
* provides ongoing critical review, testing, and eval uation of existing prograns
to ensure that program objectives and goals are being net;

* devel ops prograns to adopt new net hods and i npl enent new services that further
enhance the effectiveness and efficiency of current and future prevention
programns; and

* pronotes use of high-quality consuner education materials on genetic

di sorders, screening for birth defects and genetic services.

HAWA |

The Genetics Program consists of several programs under the supervision of the
Children with Special Health Needs Branch. The Genetics Coordi nator adm nisters
grants, coordi nates educational activities, devel ops |egislation, and provides
coordi nati on and oversight for genetics activities. The Newborn Metabolic
Screeni ng Program admi nisters the state newborn netabolic screening activities,
whi ch includes screening of all newborns for congenital hypothyroidism
phenyl ket onuri a (PKU), henpgl obi nopathies (including sickle cell disease),

bi oti ni dase deficiency, gal actosem a, maple syrup urine disease (MsSUD), and
congeni tal adrenal hyperplasia (CAH). The Birth Defects Programcollects and
anal yzes data related to birth defects in infants up to one year of age.

The Genetics Program al so adninisters the followi ng grant activities:
* Pacific Southwest Regional Cenetics Network G ant

* Di al ogue on Genetics for Asian American and Pacific Islanders

* State CGenetics Planning Grants



| ONA

The Genetics and Birth Defects Institute, part of the Division of Family and
Conmunity Heal th, administers five prograns: the Regional Genetic Consultation
Service, the lowa Neonatal Metabolic Screening Program the Expanded Materna
Serum Al phaf et oprotein Screening Program the lowa Birth Defects Registry, and

t he Neuronuscul ar and Rel ated Genetic Di seases Program

* The Regional Genetic Consultation Service (RGSC) provides genetic consultation
and counseling services. A second function of the RGSC i s educati onal outreach
for health care providers and the comunity.

* The | owa Neonatal Metabolic Screening Program screens for six disorders:
phenyl ket onuri a, congenital hypothyroidism galactosemn a, congenital adrena
hyper pl asi a, the henpgl obi nopat hi es, and nedi um chai n acyl - CoA dehydr ogenase
defici ency (MCAD).

* The Expanded Maternal Serum Al pha-fetoprotein Screening Program ( MSAFP)
perforns prenatal screening and followup services to identify those pregnancies
in which the fetus may be at risk for having a neural tube defect such as spina
bifida or a chrompbsone abnormality such as Down syndrore.

* The lowa Birth Defects Registry collects information on birth defect incidence
in lowa, nmonitors annual trends in birth defect occurrence and nortality, and
conducts research studies to identify genetic and environnental risk factors for
birth defects. The program al so pronotes educational activities regarding the
prevention of birth defects.

* The Neuronuscul ar and Rel ated Genetic Di sease Program (NWP) provides
heal t hcare services and education to individuals with neuronuscul ar di seases and
their famlies at locations around the state.

MAI NE

The Genetics and Newborn Screeni ng Program of the Miine Bureau of Health

provi des conprehensive genetic services (risk assessnent, diagnosis, counseling,
and education) to Maine fanmlies who have or who are at increased risk of having
genetic conditions/birth defects, by coordinating services and referrals to
genetic agencies. The Program perfornms newborn screening tests, as required by
law, for nine conditions, such as PKU and Congenital Hypothyroidi smand conducts
birth defects surveillance and provides referrals for services.

MARYLAND

The O fice for Genetics and Children with Special Health Care Needs (OGCSHCN)
services include specialty services and care coordination for children with
conpl ex nedi cal conditions. The OGCSHCN i s conprised of three divisions: Newborn
Screeni ng and Fol | owup, including the Universal Infant Hearing Screening
Program dinical Genetic Services (this division includes the Metabolic D sease
Program The Henogl obin Disorders Programand the Birth Defects Reporting and
Informati on System); and Specialty Care and Regi onal Resource Devel opnent.

MASSACHUSETTS

The Massachusetts Genetics Programains to keep consuners and professionals

i nforned about nedical and scientific devel opnments in human genetics, and the
associ ated ethical, l|egal and social issues.

The Genetics Programis a statew de program designed to:

* Gather up-to-date information on genetic conditions, tests and treatnents;



* Present genetics education and training prograns to consuners, and to both
prof essi onal and nonprofessional staff of agencies that serve consumers with
genetic conditions or concerns;

* Provide technical assistance to consumers and professionals regarding

avai lability of medical, genetic and support services;

* Provide information and referral about genetic-related conditions and health
servi ces; and

* Collect and analyze data related to public health genetics issues and service
needs.

The program works with the New Engl and Regi onal Genetics Group on publication of
"The Genetic Resource" newsletter and is presently collaborating with other
Department of Public Health prograns to design a congenital anomaly surveill ance
system

M CHI GAN

The Hereditary Disorders Program coordi nates statew de services, including
counseling, to Mchigan citizens with a genetic diagnosis and provides

i nfornmati on about birth defects and inherited diseases. Six regiona

coordi nating centers are funded annually to provide a network of clinics for
di agnosi s, counseling and nmedi cal management. They al so provi de outreach
education to conmunity groups including famlies, health professionals, and
teachers. The Hereditary Di sorders Program serves as a central resource which
maintains a listing of all genetic service providers, a directory of state
geneti c support groups, an Internet hone page with links to state and nationa
resources (http://wwv. mdch. state. m . us/dch/clcf/hdp), a videotape |ending
library, and informational brochures.

NEW YORK

Babi es born in New York State are tested for seven rare and serious di sorders

t hrough the NYS Newborn Screening Program The di seases screened for are
phenyl ket onuri a, branched-chain ketonuria (maple syrup urine di sease),

gal act osem a, honocystinuria, hypothyroidism sickle cell disease, and

bi oti ni dase deficiency. There are 49 genetics services prograns available in New
York State, including progranms that target specific ethno-cultural groups,

Cool ey's Anemi a Prograns, Sickle Cell Services Programs, and cancer genetics
counsel i ng servi ces.

CGenetic service programs offer patients the opportunity to:
* work with genetic counselors and clinical geneticists in pinpointing the
origin of an inherited health problemor disease;
* understand the natural history and nost appropriate managenent of the genetic
di sease or birth defect;
* attend a support group for a genetic health problemor disease and | earn how
people in simlar situations nmanage;
* have their newborns tested for rare and serious di seases; and
* benefit fromreferrals, such as to specialty clinics and counseling

NORTH CAROLI NA



The North Carolina Newborn Screening Program screens for phenyl ketonuri a,

gal actosem a, primary hypothyroidism congenital adrenal hyperplasia, and sickle
cell disease. The program also screens for amino acid disorders, fatty acid

di sorders, and organic aciduria by tandem mass spectronetry. The Division of
Public Health also of fers genetic counseling to anyone suspected of having a
geneti c disorder

WASHI NGTON

The O fice of Newborn Screening tests the infants born in Washi ngton State for
four disorders: phenyl ketonuria (PKU), congenital hypothyroidism(CH,
congeni tal adrenal hyperplasia (CAH), and henpgl obi nopat hi es (such as sickle
cell disease). The O fice of Newborn Screening adninisters both | aboratory and
foll owup services. These include nmonitoring birth records to assess the
conpl et eness of screening, |aboratory testing, advising health care providers
about appropriate diagnostic and treatnent follow up response to test results,
eval uating short and | ong term outcones and providi ng comuni cati on and
education regardi ng the program

The O fice of Newborn Screening also devel ops and distributes three educationa
publicati ons.

W SCONSI N

W sconsin's Newborn Screening Programtests for biotinidase deficiency,
congeni tal adrenal hyperplasia, congenital hypothyroidism cystic fibrosis,

gal act osem a, phenyl ketonuria, sickle cell disease and other related red bl ood
cell disorders, fatty acid oxidation disorders, and organi c aci dem as. The

W sconsin Departnent of Health and Fanmily Services also adnmnisters the Birth
Def ects Prevention and Surveillance Program and the Uni versal Newborn Hearing
Screeni ng Programthrough its Famly Health Program



