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conducted in Illinois, Missouri, El Paso
and San Antonio, Texas, and Massachu-
setts;

(v) State-based ALS registries;

(vi) the National Vital Statistics Sys-
tem; and

(vii) any other existing or relevant data-
bases that collect or maintain information
on those motor neuron diseases rec-
ommended by the Advisory Committee es-
tablished in subsection (b); and

(B) provide for research access to ALS
data as recommended by the Advisory Com-
mittee established in subsection (b) to the
extent permitted by applicable statutes and
regulations and in a manner that protects
personal privacy consistent with applicable
privacy statutes and regulations.

(C) COORDINATION WITH NIH AND DEPART-
MENT OF VETERANS AFFAIRS.—Consistent
with applicable privacy statutes and regula-
tions, the Secretary may ensure that epide-
miological and other types of information
obtained under subsection (a) is made avail-
able to the National Institutes of Health and
the Department of Veterans Affairs.

(e) Definition

For the purposes of this section, the term ‘‘na-
tional voluntary health association’” means a
national non-profit organization with chapters
or other affiliated organizations in States
throughout the United States with experience
serving the population of individuals with ALS
and have demonstrated experience in ALS re-
search, care, and patient services.

(July 1, 1944, ch. 373, title III, §399S, formerly
§399R, as added Pub. L. 110-373, §2, Oct. 8, 2008,
122 Stat. 4047; renumbered §399S, Pub. L. 111-148,
title IV, §4003(b)(2)(A), Mar. 23, 2010, 124 Stat.
544.)
REFERENCES IN TEXT

The Health Insurance Portability and Accountability
Act of 1996, referred to in subsec. (b)(1)(A)(ii), is Pub. L.
104-191, Aug. 21, 1996, 110 Stat. 1936. For complete classi-
fication of this Act to the Code, see Short Title of 1996

Amendments note set out under section 201 of this title
and Tables.

§280g-8. Support for patients receiving a posi-
tive diagnosis of Down syndrome or other
prenatally or postnatally diagnosed condi-
tions

(a) Definitions

In this section:
(1) Down syndrome

The term ‘“‘Down syndrome’’ refers to a chro-
mosomal disorder caused by an error in cell di-
vision that results in the presence of an extra
whole or partial copy of chromosome 21.
(2) Health care provider

The term ‘‘health care provider’” means any
person or entity required by State or Federal
law or regulation to be licensed, registered, or
certified to provide health care services, and
who is so licensed, registered, or certified.
(3) Postnatally diagnosed condition

The term ‘“‘postnatally diagnosed condition”
means any health condition identified during
the 12-month period beginning at birth.
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(4) Prenatally diagnosed condition

The term ‘‘prenatally diagnosed condition”
means any fetal health condition identified by
prenatal genetic testing or prenatal screening
procedures.

(5) Prenatal test

The term ‘‘prenatal test’” means diagnostic
or screening tests offered to pregnant women
seeking routine prenatal care that are admin-
istered on a required or recommended basis by
a health care provider based on medical his-
tory, family background, ethnic background,
previous test results, or other risk factors.

(b) Information and support services
(1) In general

The Secretary, acting through the Director
of the National Institutes of Health, the Direc-
tor of the Centers for Disease Control and Pre-
vention, or the Administrator of the Health
Resources and Services Administration, may
authorize and oversee certain activities, in-
cluding the awarding of grants, contracts or
cooperative agreements to eligible entities,
to—

(A) collect, synthesize, and disseminate
current evidence-based information relating
to Down syndrome or other prenatally or
postnatally diagnosed conditions; and

(B) coordinate the provision of, and access
to, new or existing supportive services for
patients receiving a positive diagnosis for
Down syndrome or other prenatally or
postnatally diagnosed conditions, includ-
ing—

(i) the establishment of a resource tele-
phone hotline accessible to patients re-
ceiving a positive test result or to the par-
ents of newly diagnosed infants with Down
syndrome and other diagnosed conditions;

(ii) the expansion and further develop-
ment of the National Dissemination Cen-
ter for Children with Disabilities, so that
such Center can more effectively conduct
outreach to new and expecting parents and
provide them with up-to-date information
on the range of outcomes for individuals
living with the diagnosed condition, in-
cluding physical, developmental, edu-
cational, and psychosocial outcomes;

(iii) the expansion and further develop-
ment of national and local peer-support
programs, so that such programs can more
effectively serve women who receive a
positive diagnosis for Down syndrome or
other prenatal conditions or parents of in-
fants with a postnatally diagnosed condi-
tion;

(iv) the establishment of a national reg-
istry, or network of local registries, of
families willing to adopt newborns with
Down syndrome or other prenatally or
postnatally diagnosed conditions, and
links to adoption agencies willing to place
babies with Down syndrome or other pre-
natally or postnatally diagnosed condi-
tions, with families willing to adopt; and

(v) the establishment of awareness and
education programs for health care provid-
ers who provide, interpret, or inform par-
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ents of the results of prenatal tests for
Down syndrome or other prenatally or
postnatally diagnosed conditions, to pa-
tients, consistent with the purpose de-
scribed in section 2(b)(1)1 of the Prenatally
and Postnatally Diagnosed Conditions
Awareness Act.
(2) Eligible entity

In this subsection, the term ‘‘eligible en-
tity”’ means—

(A) a State or a political subdivision of a
State;

(B) a consortium of 2 or more States or po-
litical subdivisions of States;

(C) a territory;

(D) a health facility or program operated
by or pursuant to a contract with or grant
from the Indian Health Service; or

(BE) any other entity with appropriate ex-
pertise in prenatally and postnatally diag-
nosed conditions (including nationally rec-
ognized disability groups), as determined by
the Secretary.

(3) Distribution

In distributing funds under this subsection,
the Secretary shall place an emphasis on fund-
ing partnerships between health care profes-
sional groups and disability advocacy organi-
zations.

(c) Provision of information to providers
(1) In general

A grantee under this section shall make
available to health care providers of parents
who receive a prenatal or postnatal diagnosis
the following:

(A) Up-to-date, evidence-based, written in-
formation concerning the range of outcomes
for individuals living with the diagnosed
condition, including physical, develop-
mental, educational, and psychosocial out-
comes.

(B) Contact information regarding support
services, including information hotlines spe-
cific to Down syndrome or other prenatally
or postnatally diagnosed conditions, re-
source centers or clearinghouses, national
and local peer support groups, and other edu-
cation and support programs as described in
subsection (b)(2).

(2) Informational requirements

Information provided under this subsection
shall be—

(A) culturally and linguistically appro-
priate as needed by women receiving a posi-
tive prenatal diagnosis or the family of in-
fants receiving a postnatal diagnosis; and

(B) approved by the Secretary.

(d) Report

Not later than 2 years after October 8, 2008,
the Government Accountability Office shall sub-
mit a report to Congress concerning the effec-
tiveness of current healthcare and family sup-
port programs serving as resources for the fami-
lies of children with disabilities.

(July 1, 1944, ch. 373, title III, §399T, formerly
§399R, as added Pub. L. 110-374, §3, Oct. 8, 2008,

1See References in Text note below.
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122 Stat. 4051; renumbered §399T, Pub. L. 111-148,
title IV, §4003(b)(2)(B), Mar. 23, 2010, 124 Stat.
544.)

REFERENCES IN TEXT

Section 2(b)(1) of the Prenatally and Postnatally Di-
agnosed Conditions Awareness Act, referred to in sub-
sec. (b)(1)(B)(v), probably means section 2(1) of that
Act, Pub. L. 110-374, which is set out as a note under
this section.

PURPOSES

Pub. L. 110-374, §2, Oct. 8, 2008, 122 Stat. 4051, provided
that: ‘It is the purpose of this Act [enacting this sec-
tion and provisions set out as a note under section 201
of this title] to—

‘(1) increase patient referrals to providers of key
support services for women who have received a posi-
tive diagnosis for Down syndrome, or other pre-
natally or postnatally diagnosed conditions, as well
as to provide up-to-date information on the range of
outcomes for individuals living with the diagnosed
condition, including physical, developmental, edu-
cational, and psychosocial outcomes;

‘“(2) strengthen existing networks of support
through the Centers for Disease Control and Preven-
tion, the Health Resources and Services Administra-
tion, and other patient and provider outreach pro-
grams; and

‘“(3) ensure that patients receive up-to-date, evi-
dence-based information about the accuracy of the
test.”

§280g-9. Programs to improve quality of life for
persons with paralysis and other physical
disabilities

(a) In general

The Secretary of Health and Human Services
(in this section referred to as the ‘‘Secretary’’)
may study the unique health challenges associ-
ated with paralysis and other physical disabil-
ities and carry out projects and interventions to
improve the quality of life and long-term health
status of persons with paralysis and other phys-
ical disabilities. The Secretary may carry out
such projects directly and through awards of
grants or contracts.

(b) Certain activities

Activities under subsection (a) may include—

(1) the development of a national paralysis
and physical disability quality of life action
plan, to promote health and wellness in order
to enhance full participation, independent liv-
ing, self-sufficiency, and equality of oppor-
tunity in partnership with voluntary health
agencies focused on paralysis and other phys-
ical disabilities, to be carried out in coordina-
tion with the State-based Disability and
Health Program of the Centers for Disease
Control and Prevention;

(2) support for programs to disseminate in-
formation involving care and rehabilitation
options and quality of life grant programs sup-
portive of community-based programs and
support systems for persons with paralysis and
other physical disabilities;

(3) in collaboration with other centers and
national voluntary health agencies, the estab-
lishment of a population-based database that
may be used for longitudinal and other re-
search on paralysis and other disabling condi-
tions; and
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