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‘‘GENETIC BLOOD DISORDERS’’ and inserted ‘‘HE-
MOPHILIA PROGRAMS’’ in subchapter heading. 

1974—Pub. L. 93–270, § 3(b), Apr. 22, 1974, 88 Stat. 92, in-
serted ‘‘SUDDEN INFANT DEATH SYNDROME’’ in 
subchapter heading. 

1972—Pub. L. 92–414, § 4(1), Aug. 29, 1972, 86 Stat. 652, 
substituted ‘‘GENETIC BLOOD DISORDERS’’ for 
‘‘SICKLE CELL ANEMIA PROGRAM’’ as subchapter 
heading and designated former subchapter heading as 
part A, substituting ‘‘Programs’’ for ‘‘Program’’. 

PART A—GENETIC DISEASES 

AMENDMENTS 

1976—Pub. L. 94–278, title IV, § 403(a), Apr. 22, 1976, 90 
Stat. 407, substituted ‘‘Genetic Diseases’’ for ‘‘Sickle 
Cell Anemia Programs’’ in part A heading. 

§ 300b. Repealed. Pub. L. 97–35, title XXI, 
§ 2193(b)(1), Aug. 13, 1981, 95 Stat. 827 

Section, act July 1, 1944, ch. 373, title XI, § 1101, as 
added Apr. 22, 1976, Pub. L. 94–278, title IV, § 403(a), 90 
Stat. 407; amended Nov. 10, 1978, Pub. L. 95–626, title II, 
§ 205(b), (d)(2), (e), 92 Stat. 3583, 3584; Pub. L. 96–88, title 
V, § 509(b), Oct. 17, 1979, 93 Stat. 695; Aug. 13, 1981, Pub. 
L. 97–35, title XXI, § 2193(a)(1)(B), 95 Stat. 826; Jan. 4, 
1983, Pub. L. 97–414, § 8(o), 96 Stat. 2061, related to test-
ing, counseling, information and education programs. 

A prior section 300b, act July 1, 1944, ch. 373, title XI, 
§ 1101, as added May 16, 1972, Pub. L. 92–294, § 3(c), 86 
Stat. 137; amended Aug. 29, 1972, Pub. L. 92–414, § 4(2), 86 
Stat. 652, authorized Secretary to make grants and 
enter contracts with public and nonprofit private enti-
ties with respect to establishment of voluntary sickle 
cell anemia screening and counseling programs and to 
develop and disseminate informational and educational 
materials relating to sickle cell anemia, prior to repeal 
by Pub. L. 94–278, title IV, § 403(a), Apr. 22, 1976, 90 Stat. 
407. 

EFFECTIVE DATE OF 1981 AMENDMENT AND REPEAL, 
SAVINGS, AND TRANSITIONAL PROVISIONS 

For effective date, savings, and transitional provi-
sions relating to the amendment and repeal of this sec-
tion by Pub. L. 97–35, see section 2194 of Pub. L. 97–35, 
set out as a note under section 701 of this title. 

§ 300b–1. Research project grants and contracts 

In carrying out section 241 of this title, the 
Secretary may make grants to public and non-
profit private entities, and may enter into con-
tracts with public and private entities and indi-
viduals, for projects for (1) basic or applied re-
search leading to the understanding, diagnosis, 
treatment, and control of genetic diseases, (2) 
planning, establishing, demonstrating, and de-
veloping special programs for the training of ge-
netic counselors, social and behavioral sci-
entists, and other health professionals, (3) the 
development of programs to educate practicing 
physicians, other health professionals, and the 
public regarding the nature of genetic processes, 
the inheritance patterns of genetic diseases, and 
the means, methods, and facilities available to 
diagnose, control, counsel, and treat genetic dis-
eases, and (4) the development of counseling and 
testing programs and other programs for the di-
agnosis, control, and treatment of genetic dis-
eases. In making grants and entering into con-
tracts for projects described in clause (1) of the 
preceding sentence, the Secretary shall give pri-
ority to applications for such grants or con-
tracts which are submitted for research on sick-
le cell anemia and for research on Cooley’s ane-
mia. 

(July 1, 1944, ch. 373, title XI, § 1102, as added 
Pub. L. 94–278, title IV, § 403(a), Apr. 22, 1976, 90 
Stat. 408.) 

PRIOR PROVISIONS 

A prior section 300b–1, act July 1, 1944, ch. 373, title 
XI, § 1102, as added May 16, 1972, Pub. L. 92–294, § 3(c), 86 
Stat. 138, authorized Secretary to make grants and 
enter contracts with public and private entities and in-
dividuals for projects concerned with research, research 
training in diagnosis, treatment and control of sickle 
cell anemia, informational and educational programs 
with respect to sickle cell anemia and development of 
counseling and testing programs, prior to repeal by 
Pub. L. 94–278, title IV, § 403(a), Apr. 22, 1976, 90 Stat. 
407. 

EFFECTIVE DATE 

Pub. L. 94–278, title IV, § 403(c), Apr. 22, 1976, 90 Stat. 
410, provided that: ‘‘The amendments made by sub-
sections (a) and (b) [see section 401 of Pub. L. 94–278, set 
out as a Short Title of 1976 Amendment note under sec-
tion 201 of this title] shall take effect July 1, 1976.’’ 

SHORT TITLE OF 1976 AMENDMENT 

For short title of title IV of Pub. L. 94–278, which en-
acted this part, omitted former part B of this sub-
chapter, redesignated former parts C and D of this sub-
chapter as parts B and C of this subchapter, respec-
tively, as the ‘‘National Sickle Cell Anemia, Cooley’s 
Anemia, Tay-Sachs, and Genetic Diseases Act’’, see sec-
tion 401 of Pub. L. 94–278, set out as a note under sec-
tion 201 of this title. 

DEMONSTRATION PROGRAM FOR THE DEVELOPMENT AND 
ESTABLISHMENT OF SYSTEMIC MECHANISMS FOR THE 
PREVENTION AND TREATMENT OF SICKLE CELL DIS-
EASE 

Pub. L. 108–357, title VII, § 712(c), Oct. 22, 2004, 118 
Stat. 1559, provided that: 

‘‘(1) AUTHORITY TO CONDUCT DEMONSTRATION PRO-
GRAM.— 

‘‘(A) IN GENERAL.—The Administrator, through the 
Bureau of Primary Health Care and the Maternal and 
Child Health Bureau, shall conduct a demonstration 
program by making grants to up to 40 eligible enti-
ties for each fiscal year in which the program is con-
ducted under this section [probably means this sub-
section] for the purpose of developing and establish-
ing systemic mechanisms to improve the prevention 
and treatment of Sickle Cell Disease, including 
through— 

‘‘(i) the coordination of service delivery for indi-
viduals with Sickle Cell Disease; 

‘‘(ii) genetic counseling and testing; 
‘‘(iii) bundling of technical services related to the 

prevention and treatment of Sickle Cell Disease; 
‘‘(iv) training of health professionals; and 
‘‘(v) identifying and establishing other efforts re-

lated to the expansion and coordination of edu-
cation, treatment, and continuity of care programs 
for individuals with Sickle Cell Disease. 
‘‘(B) GRANT AWARD REQUIREMENTS.— 

‘‘(i) GEOGRAPHIC DIVERSITY.—The Administrator 
shall, to the extent practicable, award grants under 
this section [probably means this subsection] to eli-
gible entities located in different regions of the 
United States. 

‘‘(ii) PRIORITY.—In awarding grants under this 
subsection, the Administrator shall give priority to 
awarding grants to eligible entities that are— 

‘‘(I) Federally-qualified health centers that 
have a partnership or other arrangement with a 
comprehensive Sickle Cell Disease treatment cen-
ter that does not receive funds from the National 
Institutes of Health; or 

‘‘(II) Federally-qualified health centers that in-
tend to develop a partnership or other arrange-
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ment with a comprehensive Sickle Cell Disease 
treatment center that does not receive funds from 
the National Institutes of Health. 

‘‘(2) ADDITIONAL REQUIREMENTS.—An eligible entity 
awarded a grant under this subsection shall use funds 
made available under the grant to carry out, in addi-
tion to the activities described in paragraph (1)(A), the 
following activities: 

‘‘(A) To facilitate and coordinate the delivery of 
education, treatment, and continuity of care for indi-
viduals with Sickle Cell Disease under— 

‘‘(i) the entity’s collaborative agreement with a 
community-based Sickle Cell Disease organization 
or a nonprofit entity that works with individuals 
who have Sickle Cell Disease; 

‘‘(ii) the Sickle Cell Disease newborn screening 
program for the State in which the entity is lo-
cated; and 

‘‘(iii) the maternal and child health program 
under title V of the Social Security Act (42 U.S.C. 
701 et seq.) for the State in which the entity is lo-
cated. 
‘‘(B) To train nursing and other health staff who 

provide care for individuals with Sickle Cell Disease. 
‘‘(C) To enter into a partnership with adult or pedi-

atric hematologists in the region and other regional 
experts in Sickle Cell Disease at tertiary and aca-
demic health centers and State and county health of-
fices. 

‘‘(D) To identify and secure resources for ensuring 
reimbursement under the medicaid program, State 
children’s health insurance program, and other 
health programs for the prevention and treatment of 
Sickle Cell Disease. 
‘‘(3) NATIONAL COORDINATING CENTER.— 

‘‘(A) ESTABLISHMENT.—The Administrator shall 
enter into a contract with an entity to serve as the 
National Coordinating Center for the demonstration 
program conducted under this subsection. 

‘‘(B) ACTIVITIES DESCRIBED.—The National Coordi-
nating Center shall— 

‘‘(i) collect, coordinate, monitor, and distribute 
data, best practices, and findings regarding the ac-
tivities funded under grants made to eligible enti-
ties under the demonstration program; 

‘‘(ii) develop a model protocol for eligible entities 
with respect to the prevention and treatment of 
Sickle Cell Disease; 

‘‘(iii) develop educational materials regarding the 
prevention and treatment of Sickle Cell Disease; 
and 

‘‘(iv) prepare and submit to Congress a final re-
port that includes recommendations regarding the 
effectiveness of the demonstration program con-
ducted under this subsection and such direct out-
come measures as— 

‘‘(I) the number and type of health care re-
sources utilized (such as emergency room visits, 
hospital visits, length of stay, and physician vis-
its for individuals with Sickle Cell Disease); and 

‘‘(II) the number of individuals that were tested 
and subsequently received genetic counseling for 
the sickle cell trait. 

‘‘(4) APPLICATION.—An eligible entity desiring a grant 
under this subsection shall submit an application to 
the Administrator at such time, in such manner, and 
containing such information as the Administrator may 
require. 

‘‘(5) DEFINITIONS.—In this subsection: 
‘‘(A) ADMINISTRATOR.—The term ‘Administrator’ 

means the Administrator of the Health Resources and 
Services Administration. 

‘‘(B) ELIGIBLE ENTITY.—The term ‘eligible entity’ 
means a Federally-qualified health center, a non-
profit hospital or clinic, or a university health center 
that provides primary health care, that— 

‘‘(i) has a collaborative agreement with a commu-
nity-based Sickle Cell Disease organization or a 
nonprofit entity with experience in working with 
individuals who have Sickle Cell Disease; and 

‘‘(ii) demonstrates to the Administrator that ei-
ther the Federally-qualified health center, the non-
profit hospital or clinic, the university health cen-
ter, the organization or entity described in clause 
(i), or the experts described in paragraph (2)(C), has 
at least 5 years of experience in working with indi-
viduals who have Sickle Cell Disease. 
‘‘(C) FEDERALLY-QUALIFIED HEALTH CENTER.—The 

term ‘Federally-qualified health center’ has the 
meaning given that term in section 1905(l)(2)(B) of the 
Social Security Act (42 U.S.C. 1396d(l)(2)(B)). 
‘‘(6) AUTHORIZATION OF APPROPRIATIONS.—There is au-

thorized to be appropriated to carry out this sub-
section, $10,000,000 for each of fiscal years 2005 through 
2009.’’ 

CONGRESSIONAL DECLARATION OF PURPOSE 

Pub. L. 94–278, title IV, § 402, Apr. 22, 1976, 90 Stat. 407, 
as amended by Pub. L. 95–626, title II, § 205(a), Nov. 10, 
1978, 92 Stat. 3583; Pub. L. 111–256, § 2(i), Oct. 5, 2010, 124 
Stat. 2644, provided that: ‘‘In order to preserve and pro-
tect the health and welfare of all citizens, it is the pur-
pose of this title [see section 401 of Pub. L. 94–278, set 
out as a Short Title of 1976 Amendment note under sec-
tion 201 of this title] to establish a national program to 
provide for basic and applied research, research train-
ing, testing, counseling, and information and education 
programs with respect to genetic diseases, and genetic 
conditions, such as Sickle Cell anemia, Cooley’s Ane-
mia, Tay–Sachs disease, cystic fibrosis, dysautonomia, 
hemophilia, retinitis pigmentosa, Huntington’s chorea, 
muscular dystrophy, and genetic conditions leading to 
intellectual disabilities or genetically caused mental 
disorders.’’ 

[For meaning of references to an intellectual disabil-
ity and to individuals with intellectual disabilities in 
provisions amended by section 2 of Pub. L. 111–256, see 
section 2(k) of Pub. L. 111–256, set out as a note under 
section 1400 of Title 20, Education.] 

§ 300b–2. Voluntary participation by individuals 

The participation by any individual in any 
program or portion thereof under this part shall 
be wholly voluntary and shall not be a pre-
requisite to eligibility for or receipt of any 
other service or assistance from, or to participa-
tion in, any other program. 

(July 1, 1944, ch. 373, title XI, § 1103, as added 
Pub. L. 94–278, title IV, § 403(a), Apr. 22, 1976, 90 
Stat. 408.) 

PRIOR PROVISIONS 

A prior section 300b–2, act July 1, 1944, ch. 373, title 
XI, § 1103, as added May 16, 1972, Pub. L. 92–294, § 3(c), 86 
Stat. 138; amended Aug. 29, 1972, Pub. L. 92–414, § 4(3), 86 
Stat. 652, was identical to this section, prior to repeal 
by Pub. L. 94–278, title IV, § 403(a), Apr. 22, 1976, 90 Stat. 
407. 

§ 300b–3. Application; special consideration to 
prior sickle cell anemia grant recipients 

(a) Manner of submission; contents 

A grant or contract under this part may be 
made upon application submitted to the Sec-
retary at such time, in such manner, and con-
taining and accompanied by such information, 
as the Secretary may require, including assur-
ances for an evaluation whether performed by 
the applicant or by the Secretary. Such grant or 
contract may be made available on less than a 
statewide or regional basis. Each applicant 
shall— 

(1) provide that the programs and activities 
for which assistance under this part is sought 
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