
NATIONAL ASStrMBLY SECRNTARIAT

Subjectr REPORT OF TEE STANDING COMMITTEE ON NAfiONAL IIEALTH
snRvICns. REGIILATIONS AND COORDINAfiON ON TEE FEDER{I,
NEWBORN SCREf,NING BILL. 20I9

I, the Chairman Standing Committee on National Health Services, Regulations and

Coordination, have the honor to present this report on the Bill to provide a sustainable newborn

screening system within the public health delivery system ["The Federal Newbom Screening Bill,

2019"1 (Private Member's Bill) rcfered to the Committee on 28d May, 2019.
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3. The Committee considered the Bill as Inhoduced in the National Assembly placed at

Annexure-A, in its mcetings held on ln August, 2019, 27d August, 2019, 266 September, 2019 snd

4d November,2019. The Committee recommends that the Bill as introduced may be passed by the

National Assembly.

-sd/-

(TAHIR HUSSAIN)
Secretary

lslamsbad, thc I2o December.20l9

(KHALID IIUSSAIN MAGST)
Chairman-sd/-



tNat€xuPr.g.

I AS REPORTED BY THE STANDING COMMITIEE ]

BILL

to provide a s$taiable hevborn screerting syslen wirhin th' puhlic hedlth deliwt'y sysk'tn;

WHEREAS il is expedient to provide a comprehensive aod coordinated inte'disiiplinary

program of early screening and follow-up care for newboms in the healtlrcare institutionlt'

It is hereby enacted as lbllowsi

1. Short titte. extent and coBmencemetrtl (l)This Act may be called the Federal I'Jervborn

Screening Act, 2019.

(.2) It shall be applicable in lslamabad Capitai Teritory'

(3) lt shall come ifio for'€e at once

2. DefiDitions.- Io this Act, unless there is anything repugnant in the subject or ccntext' -

a) "comprehensive newbom screening sy$em, meaJts a screening svstern which- 
inclutes but not limited to. educition of relevant sraleholders, colle'tion and

biochemical sfi€ening of btood samples uken Aom newboms, t'acldng and

confirmatory testing ; ensure the accuacy of screening rcsults, clinical evaluation

and bioclemical and medical confirmatioB of test resulB, drirgs and medical or

swgical management and dietary supplementation to ad&ess the leritable conditions

anievaluatioriactivities to assess long term outcome, patient compliance ald quali4

assuftmccj;

b) "follow up" means the monitoring of a ncwbom with a herilable co[ditic'n for the

purpose of ensuring that the newborn patient complies fully with the medicine of
dietary Eescriptions;

c) "healrhcare institution" means a hospital. health infirmary, health center, Iying-in

center wili obsletrical and pediatdc senice, whetler pubiic or private;

d) "healthcare practitiooer" means a physician, nurse, midwife, nulsing aide ald
Lradilional bidJl attenddnt;

''herilable conditiot" means the condition which results in mental r€tardatioll'

physicai deformity or deafi ifleft uldetected and rmtreated and is usually inherite<l

from the geles of either or both biological parents of the newborn;

,newborrl" means a chiltl ftom the time ofcomplete delivery to lhirty days 'lld;

"newbom screeniag" means arl infa[t examined by pedialrioian, ophthatntologist,

ear. Dose aJrd throat specialist arrd orthopedic sugeon to exclude r:ongenital

abnormalities and performing biochemioal testing for detetnifling whether' liewhorn

has a suspected heritable condition;

f)

e)
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h) "parent education" means the various means of providing parents or legal gua.dian's

inlorrnalion aboul neubom screeninpl

i) "recall" means a procedure for locating a ne$'bom uith a possible heritable

condition for purposes of provididg the neobom with appropriate laboratory to
conhrm the diagnosis and, as appropriate. fjrovide treahnent;

j) "Trealment" means the prolision of prcmpt, appropriate and adequate medicine,
medical, and surgical rnanagement or dietary prescription to a ne'!'fbom fot the

purpose of trealing or mitigaLing the adverse health consequences of the lreritable

condirion.

3. Informttional and educational materials on neYsborD screening'- (l) Goveanment

shall, with assistance of other Gove.nrltent agenci€s, professioral societies and non-
governmental organizations, arrange the dissemination of objeaive aod inlormational and

educational naterials on newbom screening, and may, by ootificatioq in the official gazette'

publish such instructions, guidelines or policies as it deems necessary or appmpriate, for the

purposes ofproducing and distributing itformotional and edricational mateda.ls.

(2) A health practitioner &ho deliveN or assists in the delivery. of a newbom shall, prior to
delivery, inform the parehls or legal guardians of the ne$6om of the availability, nature arrd

benefi ts oI ne!rbom \creeniog.

4, Performrnce of newbom screeding.- (1) Newbom screening shallbe performed after

twenty-foui hours oflife but not later than thrce days from complete delivery ofthe ne*born'

(2) ,{ newbom placed in interisive care to ensure his sun'ival shall be exempted from the

condition of thrce days but shall be tesled by seven days of age and it shall be the joifi
responsibility of the parcnt(s) and the practitionq ol other person delivering the newbom to
ensrre that newbom screening has been performed. A! appropdate informalional brochwe

for parents to assist in fulfillil]g this responsibility shall be made available.

5. Protocols' policies atd procedures of health institution for inspection.- (1) The

healthcare institution shall have protocols, policies, and procedures available for inspectiofi

which provide operational details ofthe facility ofnewbom heal:ing screefling prograrn including

a)

b)

c)

d)

the staff training criteria;

staff roles and responsibilities, including superYision of s$eeojng outcomes

referal and follow-up procedues;

Protocols for follow-up testing ofbabies who were discharged before rcceiviBg a

hearing sareening. Follow-up piotocols may include retum to the hospital for
outpatient screening or referml to an audiologist.

procedure for reporting screening results in each individira.l child's medical

record;

cullurally and linguistically appropriate information for discibution to parcnts;

documeotation oI lmal screenints prior lo discharge including -

i. screening outcome (pass or refer);

e)

t
c)

2



ii if a child is discharged fiom the hospital in "refer" status' the discharge

documents will irclude a relerral for follow up hearing testing:

iii. ifa child is discharged liom the hospital in "retbr" status, an atrpointre t
will either be sctrcduled for follow up hearing testirg as a hospital

outpatienl or the mother will be given info'-mation ard resoulcr: rnate als

to make an appoi[tment for follo\'-up hearing testing;

iv. The follow up appointment is to occur withitr thirty days of re;'erra1 liolr
hearing screening-and diagnostic procJdues to be completed not later thaIr

three months of age.

@ Each healthcare institulion shall provide all ngwboms a hearing screening prior io

discharge.

6. R€fusal to be tested.- (1) A parcot or lcgal guajdian may refuse testing on tle grounds

of religious beliefs, but shatl acknowledge in miting their understanding, such refusal places tire

newbom at risk for undiagnosed heritable conditions.

(2) A cop]' ofrefusal docunentation shall be made part ofthe ne\i'bom's medical record

7. Licensing and accreditation.- lslamabad Healthcare Regulatory Authority drall require

the heatth institutions to provide newborn screening sewices as a condition for lrcensurc or

accreditation.

8. objective&--For the purpose ofachieving the objectives ofthis Act, the tslamabad

Healthcaic Regulatory Authority shall:

a. establish ths Advisory Committee on ncwborn screening;

b. develop the implementilg nrles and regulations foi the ir rediate

implementation of a proviacial newbom screening pro$am within lifteen days

from tie enactment ofthis Act;

c. Coordinate e'ith the Locai Government Depafime[t of ICT, for implenlentatio[ of
the lrewbom sqcening program.

9. Advisory Committee otr newborn screening.- (1) There shall be an Advisory

commitl€rl on ne\,bom screeoing to ensfe sustained inter- agency collaboratioll afld made

inregral part of $e Health Depanmenl.

(2) fhe Committee shall review annually and recouunend conditions to be included in the

newbom screening panel of disorders and shalt review and recommend tle ne*bom

screening fee to be cbarged by lewbom screening cent€rs.

(3) The Cornmittee .hall consisl. ol'

(i) Director General Health Chairpcrson

(i1) ChiefExecutive ofncer of Islamabad HRA vice Chairperson

(iii) Chief Cornmissioner Islarnabad Member
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(vi) Thrc€ persons from amongsl the p€diatdcials, obststdcians,
endocrhologists, family physicians, nurses or midwives. from public or
private sector to be appoir(ed by tbe D.G.Health.. Me mlrers

(vii) Three eminent persons to be appointed by Federal Govemmeot Membeis

@ The Committee may co-opt any person as a member for any particular pulpose, but such

person, shall not have right of vo1e.

(5) An official member appoiDted by virtue of his office, shatl cease to be llle member on

vacating such office.

(6) A non-official member, shall hold ofEce fbr a period of three years from the date ofhis
appointnent atrd shall be eligible for re-appointuleDt for such du&1ion as the Gov€mment may

determine.

(1) A non-official member may at any time, before the expiry ofhis tErm, resign ftom his

office. or be reoored from oflice without assigning any reason-

(8) Any penon appoi ed on a casual vacancy in the offrce of non-official member. shall

hold of6ce for the unexpircd portion ofthe term ofsuch va&ancy.

(9) The members shall receive such remulention as may be determin€d by GoYemrEent

10. Meetings ofthe CoBrmittee.- (t) The rheetings ofthe Committe€ shall be held once

in a quarter and presided over by the Chairperson and in his absence, the members gesent shall

elect flom a.mongst tlemselves a membel to pr€side the meeting.

(2) Half of the total membership of the Committer' shatl constitute a quorum for a meeting of
the Committee.

(3) The decision of the Committee shall be taken by the majorit"v of its membels present and,

in case ofa tie, the membei presiding a meeting shall have a casling vote.

(4) A-ll orders, determiMtion and decision ofthe Committe€ shall be taken in writing

11. Over-riding effect.- Notwithstanding an),thing conta.ined in any other law, rules or

regulations, for ttre time being in force, or any order, proclarnation, the provisions of this Act
shall have over-riding effect.

12. Rules.- Government may, by notification in the officiai Gazette. make rules for carrying

out the purposes of this Act.

13. Removal of difficully.- If any difficulty arises in giving effeet m any provision of this

Act, Government may make such order not iBconsistent with the provisions of this Act as may

appear to it to be [ecessary for the purpose of rcmoving such diffrculty.
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STATEMENT OF OBJECTS AND REASONS

Newbom screefling is aiming ar the eariy idenlification of aonditiolls for which ozrrly and

timely irterventioas can lead to the elimination o' reduction of associated rortality'

-o.tiaity, *a ai"r.tilitie's. Less than one per cent of Pakistani rcwboms are being scre':ned for

pr"u"nobl" ge.etic diseasss which can lead to lifeio[g disobility and even mental

ietardation. Newbom soreeni[g for rare diseases such as congenital hypothyroidism' CHT' a

disease thal limits the production of hotmones by the thyroid glan4 is mandatory ilr China'

Europe, the tlS, and Canada. CH'f, which has no visible s)'mploms, can impair a chil'I's brain

devetpment as earty as the tlvo-week mark. Newbom health screening would have picked up

CHT at birth enabling the disease to be managed tkough a daily dose of a low cost, generic

tablet. Ievothrroxioe. A public hospital should have the technology to test for CHT nd four

other rare diseases (cystic fibrcsis, congenital adrenal hperplasia biotinides deficiency aad

gatactosemial it is rare for babies to be screened at birth in Pakistan even though such

screening has been oommon in the developed *orld for the last 50 y(jals 'fhe pqpose ofthe

said legislation is to make this test cornpulsory jn Public and Private Hospitals of l:lunabad

Capital Territory.

'l'he Bill has been designed to achieve the afo.ementioned purposes.

sd/-
NAFEESA INAYATULLAH XI{AN KHATTAI(

Member National Assembly
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