lowa Code 136A

CHAPTER 136A CENTER FOR CONGENITAL AND INHERITED DISORDERS Former ch 136A
repealed by 2004 Acts, ch 1031, § 11

136A.1 PURPCSE

To reduce and avoid adverse health conditions of inhabitants of
the state, the Iowa departnent of public health shall initiate,
conduct, and supervise screening and health care prograns in order to
detect and predict congenital or inherited disorders. The departnent
shall assist in the translation and integration of genetic and
genom ¢ advances into public health services to inprove health
out conmes throughout the life span of the inhabitants of the state.

2004 Acts, ch 1031, 8§82, 12

Former 8136A.1 repeal ed by 2004 Acts, ch 1031, 811

136A. 2 DEFI NI TI ONS.

As used in this chapter, unless the context otherw se requires:

1. "Attending health care provider"” neans a |licensed physician,
nurse practitioner, certified nurse mdw fe, or physician assistant.

2. "Congenital disorder"” neans an abnormality existing prior to
or at birth, including a stillbirth, that adversely affects the
heal th and devel opnent of a fetus, newborn, child, or adult,
including a structural mal formation or a genetic, chronosonal,

i nherited, or biochem cal disorder.

3. "Departnent" nmeans the |Iowa departnent of public health.

4. "Disorder" nmeans a congenital or inherited disorder.

5. "Genetics" neans the study of inheritance and how genes
contribute to health conditions and the potential for disease.

6. "Genom cs" neans the functions and interactions of all hunman

genes and their variation wi thin human popul ations, including their
i nteraction with environnental factors, and their contribution to
heal t h.

7. "lInherited disorder” neans a condition caused by an abnor nal
change in a gene or genes passed froma parent or parents to their
child. Onset of the disorder nmay be prior to or at birth, during
chi | dhood, or in adulthood.

8. "Stillbirth" means an uni ntended fetal death occurring after a
gestation period of twenty conpl eted weeks, or an uni ntended fetal
death of a fetus wth a weight of three hundred fifty or nore grans.

2004 Acts, ch 1031, 83, 12

Former 8136A. 2 repeal ed by 2004 Acts, ch 1031, 811

136A. 3 ESTABLI SHVENT OF CENTER FOR CONGEN TAL AND | NHERI TED
DI SORDERS - - DUTI ES.
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A center for congenital and inherited disorders is established
within the departnent. The center shall do all of the follow ng:

1. Initiate, conduct, and supervise statew de screening prograns
for congenital and inherited disorders anenable to popul ation
screeni ng.

2. Initiate, conduct, and supervise statewi de health care

prograns to aid in the early detection, treatnent, prevention,
education, and provision of supportive care related to congenital and
i nherited disorders.

3. Devel op specifications for and designate a central |aboratory
i n which tests conducted pursuant to the screening prograns provided
for in subsection 1 will be perforned.

4. Gather, evaluate, and maintain information related to causes,
severity, prevention, and nethods of treatnent for congenital and
I nherited disorders in conjunction with a central registry, screening
prograns, genetic health care prograns, and ongoing scientific
I nvestigations and surveys.

5. Performsurveillance and nonitoring of congenital and
i nherited disorders to determ ne the occurrence and trends of the
di sorders, to conduct thorough and conpl ete epi dem ol ogi cal surveys,
to assist in the planning for and provision of services to children
with congenital and inherited disorders and their famlies, and to
i dentify environnmental and genetic risk factors for congenital and
I nherited disorders.

6. Provide infornmation related to severity, causes, prevention,
and net hods of treatnent for congenital and inherited disorders to
the public, nedical and scientific communities, and health science
di sci pl i nes.

7. I nplenment public education prograns, continuing education
prograns for health practitioners, and education prograns for
trai nees of the health science disciplines related to genetics,
congeni tal disorders, and inheritable disorders.

8. Participate in policy devel opnent to assure the appropriate
use and confidentiality of genetic information and technol ogies to
| nprove health and prevent di sease.

9. Collaborate with state and | ocal health agencies and ot her
public and private organi zations to provide education, intervention,
and treatnent for congenital and inherited disorders and to integrate
genetics and genom cs advances into public health activities and
pol i ci es.

2004 Acts, ch 1031, 84, 12

Former 8136A. 3 repeal ed by 2004 Acts, ch 1031, 811

136A. 4 CGENETI C HEALTH SERVI CES.

The center may initiate, conduct, and supervise genetic health
services for the inhabitants of the state, including the provision of
regi onal genetic consultation clinics, conprehensive neuronuscul ar
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health care outreach clinics, and other outreach services and clinics
as established by rule.

2004 Acts, ch 1031, 85, 12

Fornmer 8136A.4 repeal ed by 2004 Acts, ch 1031, 811

136A.5 NEWBORN METABOLI C SCREENI NG

1. Al newborns born in this state shall be screened for
congenital and inherited disorders in accordance with rul es adopted
by the departnent.

2. An attending health care provider shall ensure that every
newborn under the provider's care is screened for congenital and
i nherited disorders in accordance with rul es adopted by the

depart nment.
3. This section does not apply if a parent objects to the
screening. |If a parent objects to the screening of a newborn, the

attending health care provider shall docunent the refusal in the
newborn's nedical record and shall obtain a witten refusal fromthe
parent and report the refusal to the departnent as provided by rule
of the departnent.

2004 Acts, ch 1031, 86, 12; 2005 Acts, ch 19, 833

Former 8136A.5 repeal ed by 2004 Acts, ch 1031, 811

136A. 6 CENTRAL REQ STRY.

The center for congenital and inherited disorders shall nmaintain a
central registry, or shall establish an agreenent with a desi gnated
contractor to maintain a central registry, to conpile, evaluate,
retain, and dissem nate informati on on the occurrence, preval ence,
causes, treatnent, and prevention of congenital disorders.
Congenital disorders shall be considered reportable conditions in
accordance with rul es adopted by the departnent and shall be
abstracted and mai ntai ned by the registry.

2004 Acts, ch 1031, 8§87, 12

Former 8136A. 6 repeal ed by 2004 Acts, ch 1031, 811

136A. 7 CONFI DENTI ALI TY.

The center for congenital and inherited disorders and the
departnment shall maintain the confidentiality of any identifying
I nformation col |l ected, used, or maintained pursuant to this chapter
I n accordance with section 22.7, subsection 2.

2004 Acts, ch 1031, 88, 12

Former 8136A.7 repeal ed by 2004 Acts, ch 1031, 811

136A. 8 RULES.

The center for congenital and inherited disorders, wth assistance
provi ded by the lowa departnent of public health, shall adopt rules
pursuant to chapter 17A to adm nister this chapter.

2004 Acts, ch 1031, 89, 12

136A. 9 COOPERATI ON OF OTHER AGENCI ES.

Al state, district, county, and city health or welfare agencies
shal | cooperate and participate in the admnistration of this
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chapter.
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