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COUNCIL OF THE DISTRICT OF COLUMBIA
NOTICE

D. C. LAW 3-65
"District of Columbia Newborn Screening Reqdirement Act of 1979"

Pursuant to Section 412 of the District of Columbia Self-
Government and Governmental Reorganization Act, P. L. 93-198,
"the Act", the Council of the District of Columbia adopted Bill
No. 3-126, on first and second readings, January 22, 1980 and
February 5, 1980 respectively. Following the signature of the
Mayor on March 4, 1980, this legislation was assigned Act No.
3-163, published in the March 14, 1980, edition of the D.C.
Register, (Vol. 27 page 1087) and transmitted to Congress on
March 7, 1980 for a 30-day review, in accordance with
Section 602 (c)(l) of the Act.

The Council of the District of Columbia hereby gives
notice that the 30-day Congressional Review Period has expired,
and, therefore, cites this enactment as D.C. Law 3-65 effective

t:

April 29, 1980.

ARRINGTON BIXON
Chairman of the Council

Dates Counted During the 30-day Congressional Review Period:

March 7, 0, 11, 12, 13, 14, 17, 18,°19,° 2G, 21,24, “25
26, 27, 28, 31

April i, 2, 3, 15, 16, 17, 18, 21, 22, 294 R45-25, 28
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To require certain screening tests to be administered to all
infants bdorn in hospitals in the District of Columbiade

BE IT ENACTED BY THE COUNCIL OF THE DISTRICT OF COLUMBIA

Th%t this act may de cited as the "District of Columdia

Newborn Screening Requirement Act of 1979%,

Sece
Sece
Sece
Sece
Sece
Sece
Sece
Sece.
Sece

Sece

SecCe

2e
3.
4be
Se
be
Te
Be
Fe

10
l1le.

CaliEdg

Table of Contents CODIFICATION
D.C. Code,
Title 6, Chapter 2,
Purposee. Subchapter II;
Definitionse D.C. Code, sec. 6~211

Testing and Follow—up for Hypothyroidisme
PKUe and other Mptabolic Disorders of the NewbOrne
Principles Governing Ne«born
Screeninge

Committee on Metabolic DJisorders

Crzatede

Duties of the Committee on Metabolic
Disorderse

Annual Report to the Mayor and the
Councile

Labor3tory Costse

Paymnent Authorizatione

Effective Datees

Purposen D.C. Code,
sec. 6-211

§E seq.



It is the purpose of this legislation to provide far the
ea?ﬁy identification of certain metavolic disorders in
T
newborns in the District of Columbia so that referral and

traatmenty where appropriates may de provideds

SeCe 3¢ Qefinitionse D.C. Code,

sec. 6-212
Unless otherwise specified the following definitions

ap‘:'f‘l y:

(3) The term "metabolic disorder™ means 3 disorder
«h7ch results in a defact in tne function of a specific
enﬁyme or prote2ine

{(b) The term "hypothyroidisn®™ mes3ans tnose clinical
co:bitions which r2sult from abnormally low circulating
leﬁzls of thyroid hormones

(c) The term "newborn" means 3any infant born in tne
Digirict who is under four (%) weeks of agee

(d) The termn "phenylketonuria®*e hereinafter referred to

as—“PKU"o means the metabolic diseasa of the newdborn in

nh:én metabolites of phenylalanine appear in urines

Sece 4o Tosting and Follow-up for Hypotnyroidisms PXUs
an?_otner_Metabolic Disorders of the Newborne D.C. Code,
sec. 6-213

(a) All hospitals in the District of Columbia shall
ad;ﬁnistar to all newborns a blood test to screen for
Py
Hypothyroidisme and PKUe Testing for other metabolic

_—
disorders may 3lso be required if tha Mayor so specifies by

ki



régalatian' «ith the advice of tne Dis;rict of Columbia
Coﬁﬁittee on Metabolic Disorderse

(b) Eacn test shall be forwarded to a single laboratory
deg?qnated by the Mayore The designated laboratory must be
ana whicn is currently certified by the Colleqge of American
°a€holoqists and regqularly participates in the appropriate
qugﬁitv control program for such testing by the College or
is"kurrently certified by the United States Center for
Di?éase control and regularly participates in the
apgfooriate quality control program for such testing by the
Cei%er or has a federal license under the (linical

Latoratories Inprovement Act of 19567« approved Decemder 5s
19°7 (81 State 536; 42 UeSeCe 2633)s wnich permits tne
1atbratory td solicit and accept in interstate commnerca
human specim2ns for the purpose of performing clinical
la?bratory examinationsy for tne purpose of detecting
metabolic disorderse

(c) All test results shall be returned to tnhe hospital
<here the baby was borne In additions all positive test
regﬁlts shall be returned to the parent and to a physician
designated by the District of Columbia governmente The
ohvsician shall assist a parent and ner physician in

se?hrinq 3ppropriate follow-up testing and treatment wnen

in'icatede.



Sece 5. Principles Governing VNesborn Screening. D.C. Ceds,
sec. 6-214

The Mayor shall insure that:
(3) Carriers of metabolic disorders should not be

stigmatized and should not be discrininated against Dy any

A

serson within the District of Columbia;

(b) District of Columbia policy regarding metabolic
1isordars should be made with full public knowledges in
light of expert ospinions and should be periodically reviewed
towconsider changing medical knowledge and ensure full
oufﬁic~protection:

{(c) Participation of persons in matabolic disorder
or;qrams in the District of Columbia should pe wholly
voruntaryo and that all infbrmation obtained from persons
ih?blved in netabolic disorder programs in the District of
:o:umbia should be held strictly confidentials except as
orgvided for in paraqraph (4); and tnat in carrying out the
na;date of this subsection the Mayor snall further insure
th;t:

{l) YNo test be perform2d on any newborn over tne
ob~ections of his or her parent 3and that no test be
ae:}orned unless such parent is fully informed of the

e
ourpose of testing for metabolic disorderss and is given a

k
reasonable opportunity to object to such testing;



(2) No program requires mandatory participatione
orﬁrestrictian of childbearinge or be 3 prerequisite to
elcaibility fore or receipt of any other service or
asgastance from or to participation in any other program;

(3) All participants in programs on metapolic

-

di%orders be protected from undue physical or ment3l harme

he inforned of the nature of risks involved in participation

e

in such a oraqram or projects de informed of the naturz2 and
.-

cost of availabla therapies or mainta2nance programs for
( -

thosa affected by metabolic disorderss and be informed of

tho possible benefits and risks of such therapies and

-
»

orograns;: and

(4) Except for statistical data compiled witnhout
re;erence to the identity of any individual, all information
ob:ained from any individuale or from specimens from any
neZborn shall be held confidential and be considered a
cogfidential medical record except far sucnhn information as

s

th> parent consents to be releasede Tne parent nust be
-
in“ormed of the scope of the information requestad to de

g

re*eased and tne purpose for releasing such informations
o
orior to the release of 3any confidential informatione
Sec. 6. Committee on Metapolic Disorders Created. D.C. Code,
sec. 6=215
(a) Tne Comnittee on Metabolic Disorderse (hereinafter

re"errad to as the "lommittee®™)es snall be composed of nine



(9Ywmembers. The members shall be appointed by the Mayore
Eagﬁ member shall serve 3 term of three (3) years or until
hi%lor her successor is appointed and gqualifieds except that
inrthe initial aopointments three (3) members shall serve
fo;“ona {1) vears three (3) members for two (2) years and
th;ée (3) members for three (3) yearse No member shall bpe
apgointed to mor2 than three (3) consecutive three (3) year

-

termse The members of the Committee shall serve without
co;bensation.

{b) Four (4) members of the Commnittee snall be consumer
ne;Eers. A consumer is defined 3s a person who is not a
he§1th professionale nor tnvolved in the administration or
ngersnio of any health care institution or health insurance
oraanization. nor tha spouse of a3 health professionals
ad:}nistratorv or ownere Two (2) of tne consumer nembers
sh311 be aopointed from 3 list of five (S) names submitted
to'the Mayor by the District of Columbia Association for
Reiarded Citizense Ince Five (5) of the members of the

0]

Co%mittee shall be non-consumerse Four (%) of the non-

-
cossumer members shall be licensed physiciians knowledgeanle

-

in'the diagnossis 3and treatment of metapoliC disorderse. At

f
least one (1) of the physicians shall pe either 3 geneticist

or 3n endocrinologiste The Director of the Department of



Enre:;

Hu;an Resourcess or his or her designates sh3ll serve as an
exfofficio non=voting member of the Committees

(c) Wnen 3 vacancy on the Committee occurs for any
regéon other tnan the normal expiration of a term of offices
3 ;émber shall be promptly appointeds to complete tha
ungkpired term of the resigning member. The replacement
me;Ber shall be selected in the same manner as outlined in
su:section (D)e

{(d) The Mayor snall appoint a chairperson from 3mong
tha members of the Committee to serva from the tima of tne
Co;mittee formation until December 3lst of the year of the
Fo?hation of the Committee. Thereafter the Mayores e€ach
vegrv shall appoint 3 chairperson to sarve a one (1) year
te;m to run from January lst to Decenpber 31st of each yeare.

(e) Tne full Committee shall meat 3t least twice e3ach
ve;r. Businass may be conducted if 3 majority of the
me;bers are oresante

Sece 7. Duties of the Committze on Yetabolic Oi

The Committee shall:

(2) Gather and disseminate information to further the
ouicts undarstanding of metabolic disorders;

{b) Consult the publicy especially committees and

-
qroups of persons particularly affected by metabolic

=
disorder programs;

D.C. Code,

sec.

6-216

A



(c) Make availaple to the publiz information on the

e
Iparation of all programs on metabolic disorders within the

oy
District of Columbia, except for confidential information;
(d) Reevaluate on a continuous basis the need for and

ef “icacy of administering the blood screening test for

hy;othvroidismo and PKU to 3ll newborns in the District of
-
Co*umbia;

(e) Recommend to the Mayor any additional screening
te;ts for metabolic disorders that snould pe added to those
re?uired under section 4 (a);

(f) Recommend to the Mayor 3any screening tests for
ne:abolic disorders required under saction (%) (3) that
sh;uld be deleted;

(gq) Consider the incidence of eacn metabolic disorder
and the cost of detection and nanagenent of each metabolic
digorder. and where appropriate consulte District of
Co:umbia and national experts concerning the medicale
os?tholoqicalo ethicals social and economic effects of
orgqrams for the detaction and managemant of metabslic
dizorders:

(h) Keep th2 Mayor informed as to new and improved

~
techniques for screening and testing newborns for metanolic

P
disorders; and



(i) Recommend to the Mayor the single laboratory where

th} screening tests for metabolic disorders will be

~
per formede

Sece 8o AnNnu3al Report _to_tha_43ayor _and_the Councile.
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The Committee shall submit to the Mayor and the Council

L)

on January lst of 23ch year a report summarizing the
ac:ivities of the Committees and containing any

re;ommwndations to the Mayor and the Council which tne

da

to$mittee deems necessary regarding oroblems of metaooli:

<

]
disordarse

Sece 9. Labaratory Costse

Laboratory costs of the screening tests shall be borne

by the District of Columbia qovernment. No hospital may

é
Chirge for the toste

Sece 10. Payment Authorizationa

T o e e S o T s

There

Jeneral revenues of the District of Columbia gqovernment

-
su”ficient funds to carry out the requirema2nts of this acte

-
including treatment when the parent is unanle to pay for ite

S5ece 1le Effective Dates

This act shall t3ke effect on Jctober 1y 1980, aftar a

#

thirty (30) day period of Congressional review follow
-

Iporoval by the Mayor (or

-

action by the Council of the District of Columbia to

ing

in the event of veto by the vayor,

isS hereby authorized to pe dopropriated out of the

D.C. Code,
sec. 6=217

D.C. Code,
sec. 6-218

D.C. Code,
sec. 6-219
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10

'r.
ovarride the veto) as provided in section 502(c){1) of the .
r.
District of Columbia Self-Government and Governmental
20
Reosrganization Actes approved Decamber 24« 1973 (87 State.

817 DeCe Codes sece 1-167(c)(1))e

Ch3airman \
Council of the District of Columbia

NDistrict of Columbia

APPROVED: March 4, 1980

GTEMNEeS 1a emsinma
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