
NATIONAL ASSEMBLY SECRETARIAT

R F TIIE STANDI G TEE
REGUII\TIONS AIID COORDINATIO ON THE ISLAI{ABAD CAPITAL
TERRITORY COMPULSORY THAI,ASSEMIA SCREENING BILL. 2025.

I, Chairman of the Standing Committee on National Health Services, Regulations and
Coordination, have the honour to present this report on the "The Islamabad Capital Territory
Compulsory Thalassemia Screening 8111,2025" (Private Member's Bill), referred to the
Committee on 11s February 2025.

2. The Committee comprises of the following: -

Dr. Mahesh Kumar Malani
Raja Khurram Shahzad Nawaz
Ch. Muhammad Shahbaz Babar
Ms. Zahra Wadood Fatemi
Ms. Farah Naz Akbar
Dr. Shaista Khan
Dr. Darshan
Mir Aij az Hussain Jakhrani
Mr. Abdul Qadir Patel
Dr. Shazia Sobia Aslam Soomro
Ms. Sabheen Ghoury
Dr. Nikhat Shakeel Khan
Mr. Gul Asghar Khan
Ms. Farukh Khan
Dr Amjad Ali Khan
Mr. Shahram Khan
Mr. Nisar Ahmed
Dr. Azim Uddin Zahid Lakhvi
Mr. Muhammad Shabbir Ali Qureshi
Ms. Aliya Kamran
Minister for National Health Services,
Regulations and Coordination

3. The Committee considered the Bill, as introduced in the Nationa.l Assembly, placed at

'Annex-A', in its meetings beld on 24-O3-2025 and 21-04-2025 and proposed the following

amendment therein: -

Omission of Clause 4

Clause, 4 shall be omiued, and the remaining clauses shall be re-numbered accordingly

4. The Committee recommended that the Bill, as amended, placed at 'Annex-B', may be

passed by the National Assembly.

sd/- sd/-

1.

)
J

4.
5.

6.
'7.

8

9
10

11

12

13

t4
l5
I6
17

18

l9
20
2t

Chairman
Member
Member
Member
Member
Member
Member
Member
Member
Member
Member
Member
Member
Member
Member
Member
Member
Member
Member
Member
Ex-offrcio Member

(TAHIRHUSSAIN)
Secretary General

Islamabad. the May- 2025

(DR MAIIESH KUMAR MALANI)
Chairman



An".x- \
[..+S nrraooucxDtryrmNATIoNALAssEMBLvJ

A

BILL

to protfre @r,tp,itot, blod a*for propacd spt* for llulasamto

WmREAg it ir oxpodi€nt !o trkc concl€tc strps for cmtsolliag thc Mrdous
discasc of Thalasscmia and to Erl(o a hw fsr tcsting of proporcd spouscs who havc

Thalassemia aad maDift.$ tbc dlsssc aad for 6o prposcs herainaftet apperlag;

It is hclsby cnacbd rs fo{lows:-

I. Short tldq eracrt rnd coumotccuent{l) This Act Ely bo calld lto Isktrb.d
Capital Territory Comprlsory Tbhsmla S$ocring Act, 2025,

(2) It Gcacnds to thE whoh ofls.laruabrd Capihl Tcrdtory.

(3) It shall come hto forcc at ooc6.

2. Deflitlonr.-In tris Acl unlcss ttc oonrat rtquircs o,trswirc,-

(a) "blood rclaivcs" moam dircctly rclatcd aunts ad rmcles hcluding slstErs ard

bro&ers of mothcr sd fithcr of thc pati€ot, drG chlldrto of ttcoc wrclcs sd
auts and tie siblings ofthe puicoq

(b) 'GoverDnenf' mcans tho Fcdarl Govcmoarg

(c) "Prcnatel diagnosis" mrans E$t canled Grt dudng prcgllroy;

(d) "Thalassenrta" means a discase ia whioh a child or aa adult bccomcs ercmio

because of a genorio dofcct of hacmogJobin whicb inolude thalasrcraia mujor

& minor or

(c) 'tulec" meos under this Act; and

(0 'qbait" mcaDs Thalasscmia which rcsults in mlld enemls rad b ofoo

misdiagnoscd as ao iron dcficiem, amsoia lf appropriato blood te*r arc nc
carricd out.

3. Informedvc aud cducetlouel mrtcrlrl' otr t[dr5rcmi..- Covcrnd€ t dr.ll anuSe

for and approve the disscminaion of objcctiw ard consfutqrt infomutiooal aad odrcgionat

malerials on thalassooria aad tralt, ud rrry, by nctitrcetioa il ttc offichJ glrctq Fblidt
such instructiong guidclincs or policies rs it daos ncccssary or lpprogitr., for thc purposcs

of produclng and d;6'i[uting idcrmdlonal and c&roatiod md€rials

1



4. Slete Obligrtton for Affiraative Actlon.{I) The Governmert shall design urd

follow a strong and cffcctiw system atrd shall introduce and set up sysrcm of Genetie

Counsel.ling and diagnostic facilitics for the citizens oflslarnabad Capital Te.rritory aad shall

cncouragc thc citizcns to trke nccasary munoclling ard blood tEst to diagnose Thalassemia

trah stEtus.

(2) Tb Gowmmant shall orunt Gasy s€ccsr, to ficilities provirled for diagnosis of

Thalassomia carricrs and saft blood bauftrsior to tlralassemia patients.

(3) The Govemment shall olso emsure tbat Noa6ovcrmentd Organizstions are

providing safc blood transfi.rsioo to th Thalasemia paricms,

(4) Govemmcnt shall ensue cosy aetss m diagnostic fecilities dfurgnosis of thalassemia

carses.

5. Blood tert for thalesselnlr bcforc mrrrlege,- (1) The health cars facility treating

the thalassemia prtients shsll cnsurc dld blood rclatives ofthcse children are all screened for

thalassem ia

@) The blood relativcs of thalosscrnia patients who are marrying shall be advised and

counselterl to obtain a pre-marital blood screening to efisure that they ffe not canying the

bait

(3) AEtcnald tcgts shrll b€ c*Tied out ofl prugnant women known who are kaown carriers

snd whosc spouscs ar! also csrri€r for tho reig subj€ct 0o ryproval having bcen obtained

fiom the pregnant women and their ryouses.

(4) All Nc'n-governrnental organization centes de{ling with tislassemb dlall cnsurE thal ten

percent ol'tlrcir budga shall bo spent on dcvrloping facilities for thalassemia and prenatal

diagnosis,cf thalassearia-

(5) The heafth carc faoility Salt povide counsslling frcilities for relativcs of patients on risk

ofconsanguineors marriagcs and on{hcir chances ofhrviog talassemia childrcn.

(O For the purposes of pr:-marital testing tbc partrcrs shall have thcir blood indiccs donc if
bo0r fre prrbe.rs hsvc blood indictn $owing oicrocytosis thcir lutmoglobin €lcctrophorcsis

strould bc mdertrhn to erlg.lrc thd fuy sr not carryiag thc trait.

(7) Antcnatat tcsting sball bo cari.d or4 wifi 6r coa:seat of the p€rson bclng t6te4 in sll

prcgnaot \vomen who are known eniclE and whose spo&se6 are also known cariers.

Diagnosis of the disease shall b. ceriod oul by chr@ic viuow sampling md polymeras€

chain reaclion o bo cqried out in first trimestcr at a center or hospital which has rhe facili!
to carD/ oul such tBst and procedure.
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6. Rcpordry of tort rerull"{l) Thc tcd rcsultr arc b bc r€pofisd to thosr who Erc

tcstcd and if ftcy ale carriae fltrbssaaia) 6Ey irE tro bo givcn counscliag rtgrding tbcir

marrying somconc witt tho sarao fqit ard tbe risk ofposcins m 6c dircas to thc# oftpring.

@ Thc tcat rcorlts rlc rcquiFd to b. cntlrld iro a dab bank for rGghtratid ofc.rriq!
oftbc uait.

(3) Asrm8ral bst I€sult3 arE to bc rpodsd to thc wuca tssted and trir spouroa od if
thc tlst i6 positivr the sporna rI! to bE sdvisd about ttc cotrdition of thc ftan ud oftrod
an opkn of tcroiding tto prognaacy.

7. Conpubory t6t- All k lividnFk u,ho dr or Sall srror bc ia tlc rcgodrUivc phr,*

(cspablc to bclriq childnu) shouH hgw thcir rhrhqscrnls stltrs chcc&od by a aioph blood

Est c8llad hacooglobln aoct,optsesis. I'Io tr8b chall bo oonduo&d u caaplcs ohiul
hm my individual m rclimcs of ryltiry oodaincd io this AsL without cotEEfit of ttr
pcrson on whsu eri e* ls bcfu drced or trom wbm tto nopb is bciry frid.
& PrcHtitFc rredurlr, _},Iofidfr{mdiry anything f thc cootnty cmimd in uy
otier law or ruls f6 h. tinG bsing h foroo, wc'ry oaniago b the lrlsabad Capial

Tenitort beforc solconiziag shall fttfil thc followllg prcautioorryrpcvcntivt hcaltb

mcasuts drot:

(a) Nikld negislr sh8ll oLtria tc:t mpore of prwrarifel srrccuiug of b.idc sDd

thc hidcgroom to bc mrri# fc Tbalasmia;

(b) Tho ,€suft whacvcr it Ery b6 strJl hsw no eftct oo tho nariagc bcing

solcmnizod;

(c) The Nfttah RcgbErr sl'rll ko6p erl Frinrrin ttcsc rcpffits ft, !t lcad t$p

ycars trom tho do nrniqo b sdauLod; rd
(d) If mariagc is solannizcd in coffavcntion of &eec povlshu or pursraph (c)

ie violaod, tho liccn* of such lBfah Rcgimu $all bo cucrlled or xdocrs,

other tlan Xilrtil negisEa, olcmaiud srch mardagc sbsl bc fircd otc

hu*cd bousad Rupeo!.

9, Penrlty.- (l) h casc a hcafrt cce frdlity frlIB b carry oua rbc ncca:eary ecrE@in&

tre health care factlity shdl bc bGH Ecgtigcd io pcrfoira its &V aud drdl bc chrgcd a

penalty ofonc huadrod trousand n+oa,

(2) In case aoy hcattttr crrr ftclltty c aoy boalf oalt providtt 6 Ecdic.l Frotiti@Gr d any

othr pcrsoo co&cu rDy ErG fu thlassrh s.r8€liry or obtrbs any ropke fim oy
pcrsoo fmthc purpe of dDhsstmh mlag; cd6o.It thc cM of tk pasoa oo whm
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such tests erc being conducd or from whom zuch samples have been collecled shall bc

punishable under scction 3378 ofthe Pakistan Penat Code, 1t60.

(3) It shall bc compulsory for heolth m€ fscility to provide detailed genetic comelling witlr

inftrmar:ion on prttcm of discrc ard tait fanrmissiog and if thc hcalthcare frcility docs nu povidc

writt€n :tnd oral couruelling ttEry shall be decmed to hve bcen n€glig€rfl of their duty and strall b")

pc[talised.

10. Power to nalte ruhs.--Ite Govcrnmeht, by notification in official Gazette, may

make mles for carrying out the purposes of this Act within six months oflhc comrctrcement

of this Act and slrall be placcd bcfuc thc Padiament for information.

tl, Ofienc. to be punblrblo and trirble.- NoMirhstanding anytling contoined in the

Code ol'Criminal Proccdure 189t, aa ofEcnce punishablc undcr this Act shell be hil able and

triablc rnder ths provisions of this Act I a Judicial ]hgisuate.

12. .lognlzrnce of rn ofronce- No coun shsll take cognizance of an offenco rmder this

Acg except upon a complaint in writirg by the Fcderal may Secretary Heahh S6rvices or

District Health Officer ICT or any other officcr on his behalf authorized by him.

13, i\ct lo over-ridc othcr hwg ctc.- This Act shall havc an overriding effect

notwith,stand.ing urythjng contain€d in any othcr law for the time being in force.

14. Itrdemnity.- No sui! prosecuion or other legal proceeding shall be made against anv

pcrson f)r an)thing which is in good faith done or intendcd to be done undcr this Act

STATEMENT OF OBIBCTS AND REASONS

'Ihe aim of this Bill is to significatly reducc the prevalence and impact of

thalassernia in Pakistan, whcrc thc disca* affecb 3-8% of tlle popuJarion and le€ds to the

birth of approximately 5,000 tsanfiisiondependent lhalassemia major children cach year.

fils Bill se€ks to implemont a comprchcnrive approacb that includes mandatory genetic

scrE€ning and comselirg for fuilies with a history of thelassemia, particularly those

engaged in consanguineous marrirgeq which increasc the risk ofpassing on ttrc diseasc.

2. The proposed lagicldioa wlll ersurc the idemification of carriers (lndividuals with

one abnormal gcne), tlt provision of genotic counseling and the offering of prenaral

diagnostic scrvigcs to prevcfit fu birft of affectcd childrcn. tl/ith 30e,4 of frmilies with a
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hislory of fialasscmiE being carriers, it is critiod to proactivcly scrccn aad counscl at-risk

couples.

3. FurtherrnoE, thc ptoposcd BiI aitIr to trrngltcf, hcahlrcarc systmls to providc b€tcr

acc€ss to lifo-saving tcamcutq including blood bansfisions ad iron chelatioa txrapy, for

those already diagrosod with thc disease . By iaousing public awarcocss sbout fro

inheritsncc parems md prcyctrtion straegies, the hw will empow€F frmilics to mskc

informed decisioas, uftimdety r€ducitrg thtr hrdcn of thalass.mh on indivi&uts, frsrilhs,

and the heahlrcarc infrastructurc.

4. This legislativc proposal will help to curb the sprcad of thalascmia in Paldsta&

ensuring bcttcr hcilth outcomes for fuorc generations and proventing the associacd socid

and financial bulderu.

5. The Bill sceks to schicve the afortsaid objcctive.

sD1-
MS. SEARMILA SAIIIBA FARUQTII EASEAAM

Moubcr, Nrdorel Asccn bly
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["nnex- $
AS REPORTED BY TEE STANDING COMMITTEE

A

BILL

to proide compulsory blood lest for proposed spousefor Thalassemia

WEf,REAS it is expedient to take concrete steps for controlling the hazardous disease

of Thalassemia and to make a law for testing of proposed spouses who have Thalassemia and

manifest the disease;

It is hereby enacted as follows.-

l. Short title, extent and commencement.{l) This Act may be called the Islamabad

Capital Territory Compulsory Thalassemia Screening Act, 2025.

(2) It extends to the whole of Islamabad Capital Territory.

(3) It shall come into force at once.

2. Defrnitions.-In this Acl unless the context requires otherwise,-

(a) "blood relatives" means directly related aunts and uncles including sisters and

brothers of mother and father of the patient, the children of these uncles and

aunts and the siblings of the patient;

(b) "Government" means the Federal Govemment;

(c) "Prenatal diagaosis" means test carried out during pregnancy.

(d) "Thalassemia" meals a disease in which a child or an adult becomes anaemic

because of a genetic defect of haemoglobin which included thalassemia major

& minor;

(e) "rules" mean rules made under this Act; and

(0 "trait" means Thalassemia which results in mild anaemia and is often

misdiagnosed as an iron deficiency anaemia if appropriate blood tests are not

carried out; and

3. Informative and educational materiels on thalassemia.- Govemment shall arrange

for and approve the dissemination of obj ective and consistent informational and educational

materials on thalassemia and traiq and may, by notification in the official gazette, publish such

instructions, guidelines or policies as it deems necessary or appropriate, for the purposes of

produci n g and di stributing i nformati onal and educational materials.



4. Blood test for thalassemia before marriage, - (l) The health care facility treating the

Thalassemia patients shall ensure that blood relatives of Thalassemia patients are all screened

for thalassemia.

(2) The bloorl relatives of Thalassemia patients who are marrying shall be advised and

counselled to cbtain a pre-maritat blood screening to ensure that they are not carrying the trait.

(3) Antenatal tests shall be carried out on pregnant women who are known carriers and whose

spouses are al so carrier for the trait, subject to approval having been obtained from the pregnant

women and their spouses.

(4) All Non-g,ovemmental organization centres dealing with Thalassemia shall ensure that ten

percent of th.:ir budget shall be spent on developing facilities for Thalassemia and prenatal

diagnosis of '[halassemia.

(5) The health care facility shall provide counselling facilities for relatives of patients on nsk

of consanguineous rnarriages and on their chances ofhaving Thalassemia children.

(6) For the purposes of pre-marital testing the panners shall have their blood indices done if
both the partners have blood indices showing microcytosis their haemoglobin electrophoresis

should be undertaken to ensure that they are not carrying the trait.

(7) Antenatal testing shall be carried out, with the consent of the person being tested, in all

pregnant wornen who are known carriers and whose spouses are also known carriers Diagnosis

ofthe disease shall be carried out by chronic villous sampling and polymerase chain reaction

to be carried out in first trimester at a center or hospital rvhich has the facility to carry out such

test and pro<;edure.

5. Reporting of test result. - (1) The test results are to be reported to those who are

tested and i;i they are carriers (Thalassemia) they are to be given counselling regarding their

marrying someone with the same trait and the risk of passing on the disease to their of'fspring.

(2) The test results are to be entered into a data bank for registration of carriers of the trait.

(3) Antr:natal test result are to be reported to the women tested and her partner and if the

test is positive the parents are to be advised about the condition of the fetus and otTered an

option of terminating the pregrlancy.

6. Compulsory test- All individuals who are or shall ever be in the reproductive phase

(capable ofbearing children) should have their Thalassemia status checked by a srmple blood

test called haemoglobin electrophoresis. No tests shall be conducted or samples obtained from
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any individual on reliance of anything contained in this Act, without consent of t}re person on

whom such test is being conducted or from whom the sample is being obtained.

7. Preventive Measures. 
-Notwithstanding 

anything to the contrary oontained in any

other law or rule for the fime being in force, every marriage in the Islamabad Capital Territory

before solemnizing shall fulfil the following precautionary/preventive hea.lth measures tlut:

(a) the Nikkah Registrar shall obtain test reports of premarital screening of bride

and the bridegroom to be married for Thalassemia;

(b) the result whatever it may be shall have no effect on the marriage being

solemnized.

(c) the Nikkah Registrar shall keep and maintain these reports for at least two years

from the date marriage is solemnized;

(d) if marriage is solemnized in contravention ofthese provisions or paragraph (c)

is violated, the license of such Nikkah Registrar shall be cancelled or whoever,

other than Nikkah Registrar, solemnized such marriage shall be fined one

hundred thousand Rupees.

E. Penalty.- (1) In case a health care facility fails to carry out the necessary screening,

the health care facility shall be held negligent to perform its duty and shall be charged a penalty

of rupees one hundred thousand.

(2) ln case any health care facility or any health care provider or medical practitioner or any

other person conducts any tests for Thalassemia screening or obtains any samples from any

person lor the purposes of Thalassemia screening, without the consent of the person on whom

such tests are being conducted or from whom such samples have been collected shall be

punishable under section 337E of the Pakistan Penal Code, 1860.

(3) It shall be compulsory for health care facility to provide detailed genetic counselling with

information on pattern of disease and trait transmission, and if the healthcare facility does not

provide written and oral counselling they shall be deemed to have been negligent oftheir duty

and shall be penalized.

9. Power to make rules.-The Govemment shall make rules for carrying out the purposes

of this Act within six months of the commencement of this Act and shall be placed before the

Parliament for information.
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10. Offence to be punishable and triable.- Notwithstanding anything contained in the

Code of Crimi nal Procedure 1898, an offence punishable under this Act shall be bail able and

triable under the provisions of this Act by a Judicial Magistrate.

11. Cognizance of an offence.- No court shall take cogntzance of an offence under this

Act, except upon a complaint in writing by the Federal Secretary Health Services or District

Health Officer ICT, or any other offrcer in this behalt authorized by him.

12. Act to over-ride other laws etc.- This Act shall have effect notwithstanding anything

contained in any other law for the time being in force.

13. Indenrnity.- No suit, prosecution or other legal proceeding shall be made against any

person for anlzthing which is in good faith done or intended to be done under this Act.

STATEMENT OF OBJECTS AND REASONs

The aim ofthis Bill is to significantly reduce the prevalence and impact of Thalassemia

in Pakistan. where the disease affects 3 -8%o of the population and leads to the birth of

approximate..y 5,000 transfusion-dependent Thalassemia major children each year. This Bilt

seeks to implement a comprehensive approach that includes mandatory genetic screening and

counseling For families with a history of Thalassemia, particularly those engaged in

consanguineous marriages, which increase the risk of passing on the disease.

2. The'rroposed legislation will ensure the identification of carriers (individuals with one

abnorma.l gr:ne), the provision of genetic counseling, and the offering of prenatal diagnostic

services to prevent the birth of aJlected children. With 30% of families with a historv of

thalassemia being carriers, it is critical to proactively screen and counsel at-risk couples.

3. Furthermore, the proposed Bill aims to strengthen healthcare systems to provide better

access to liiie-saving treatments, including blood transfusions and iron chelation therapy, for

those alreacty diagnosed with the disease. By increasing public awareness about the inheritance

pattems and prevention strategies, the law will empower families to make informed decisions,

ultimately .educing the burden of Thalassemia on individuals, families, and the healthcare

infrastructure
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4. This legislative proposal will help curb the spread of Thalassemia in Pakistan, ensuring

better health outcomes for future generations and preventing the associated social and financial

burdens.

5. The Bill seeks to achieve the aforesaid obj ectives

sD/-

MS. SHARMILA SAIIIBA FARUQI HASHAM

Member, National Assembly
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