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RESPONSE TO THE QUESTIONNAIRE ON THE FRE-NATAL
DIAGNOSTIC TrCnNIGues (REGULATION AND PREVENTION
Ob MISUBE) BILL 1991.

#

Question 1. For many years now, organizations like ours working on
issues pertaining to Women, Health, Social Justice and Numan Rights
nave been concerned about the increasingly widespread thisuse of
prenatal diagnostic techniques for sex determination and have cons-
istently campaigned for striet regulation of sueh tésts. We

therefore feel it is eminently desirable for tne Central Government.
to enact suitable legislation to oontrol these tests at the earliest.

Question 2 Medically speaking, tne terms 'pre-natal diagnostic
techniques', 'pre-natal diagnostic procedures' and 'pre-natal
diagnostic tests' cover a wide range of techniques, tests and
procedures necessary for ante-natal monitoring and care. These
could include anything from checking of blood,pressure, weight,
examination of urine for the presence of albumin, sugar to use of
high-resolution ultra sound equipment, to exhaustive genetic
counselling and detailed chromosomal analysis. Such ante-natal
services and care is supposed to be provided in a tiered fashion
beginning from the dispensary level run by an ANM (Auxillary Nurse
Midwife) to highly specialized apex institutions such as the All
India Institute of Medical Sciences. While it is essential to
standardize and streamline all procedures related to ante-natal
care, the expressed pirpose of this legislation is to regulate
and control pre-natal diagnostic techniques, procedures and tests

*@ woicn have a potential for sex determination. For the purpose of
this Bill, the terme pre-natal diagnostic techniques, procedures
and-teste as defined are not specifie enough and hence provides
considerable scope for ambiguity and arbitrariness thereby defeating
the very purpose of the Bill. In our note on "Suggested amendments
in Bill No. 155, of 1991", we have therefore used the terms
designated tests and specified tests and to pinpoint exactly
which pre.natal diagnostic techniques, procedures and tests this
lagislation should control.

Designat<6 tests are all pre-natal diagnostic teehniques, procedures
and tests currently available, and in use and those likely to
develop in future which are essentially meant for tne detection
of chromosomal anomalies, genetic metabolic diseases, haemoglob-
inopathies, sex-linked genetic diseases and congenital anomalies.
As part of the diagnostic procedure for detecting sex-linked
genetic diseases, these tests are also meant to detect sex of the
fetus which is netessary both for tre rational management of the
disorder and for the counselling of the parents. It is this
aspect of the procedure thet nas been widely misused and which

SRNR



2

the proposed Bill undertakes to control.

specified teste ere all pre-nrial diagnostic tecuniques, proced-
ures end tests which apart from the functior of detecting fetal
abnormalities may alsu find wide use in general syneecological
and obstetrical practice. For instance, ultrasonography can be
used for detection of congenitel m:lorratior. es well as for det-
ecting growth deviations, and esteblisning plecertel implantetion
amongst many others. Nowever, sirce such techniques, procedures
and tests heve within them tre inherent poseioiiity of providin,
information regarding the sex of tne fetus, they are neturelly
open to misuse for sex determination and are being increasingly
misused for sex determinetion. It is tnerefore, necessery to bring

,@ tven under the purview of the Act. Specified tests thus include
the specified part of all pre-natal diagnostic technique, procedure
and tests, whether or not they ere designeted to detect congenital
and genetic disorders and which generate information on the he
sex of the fetus as well.

This legislation shoula make it incumbent upon the diegnostician
to withhold informetion regarding the sex of the fetus from the
woman undergoing sucn tests, her femily and other interested parties
unless it is related to the provision of genetic counselling in sex-
linked disorders. Further, under no ciroumstances should a specified
test be used for the sole purpose of sex determinetion of the fetus.

Guestion 3 & 4: Addressing question 4 first, the proposed legislation
has rightly teken the view thet the designated tests (as termed by
us) are intended for the purpose of detecting chromosomal ebnormal-
ities, genetic metabolic diseases, Naemoglobinopethies, sex-linked
genetic diseases and congenital anomalies. In order to do so
there is need for specialized equipment, a high degree of skill and
expertise for accurate detection and interpretion of the results.
Further, e wide range of tests are necessary to rule out the poss-
ibility of the numerous disorders whose prevalence and incidence have
however been reported to be only between 1 to 2.5 % of all birthe
Experts in our country agree thet such disorders do not constitute
the major cause of perinatal mortality in India.

A consideration of these facts leads to the conclusion that while
it is necessary to provide high quality services to families requ-
iring such specialized services, the prevelence is not widespread
enough to warrant their inclusion in the generel heelth services.
We therefore, feel that these services should be restricted to apex
medical institutions w-.ich have the requisite specialized equipment,
e hign degree of technical skill end expertise.
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In keeping with the perspective end structure of the general health
services in Indic, it is important tnet the provision of specialized
services should be made aveilable through a well coordinated system
of referrel. The central supervisory boerd may bring within ite
purview a consideration of now the existing referral system may be
strengthened es well as create wide public awareness regarding the
provision of such fecilities.
We therefore, strongly recommend thet the services for the detection
of chromosomel abnormalities, genetic metcbolic dise 9 yaenoglob=
inopathies, sex-linked zenetic disecses end nmnomalies and

ethers be provided only by -

hospitals attacned to medical colleges recognized by the
Medical Council of Indie.

-(a)

(b) Apex Kesearch Institutions which heve fecilities on par or
higher than the teaching hospitals.

The' numbers of such institutions which can provide high quality
services for the accurate detection and interpretation of results
in genetic disorders will not be large enough to warrant an elaborate
system of registration and licensing. The Central Supervisory Board
with the help of the Appropriate Authority can on its own meke a list
orf ita such institutions on the basis of the minimum standard such
centres would require -nd constantly update them.

nus, in answer to question No. 3, we feel thet there is really no

need for an elaborate system of registration and licensing. Further,
we feel that by opening the registration for genetic clinic genetic
coygnselling centre, and genetic laboretory, to all, we fear that
institutions currently responsible for the rampent misuse of the
already defined designeted tests and Specified tests for sex deter-
mination, mey only gain legitimacy by henceforth registering them-
selves under the euphemistic terms of Genetic Clinic, Genetic Lab-
oratory and Genetic Counselling Centre. Cuch en eventuality will
defeat the very purpose of the Act. Moreover, it would only serve
to misguide those in gemine need of genetic diagnosis and counsellifig-

Question 5: The proposed legislation does not infact state the
specific abnormality and disorders for which designated tests may
be used. It merely indicates the broad categories of disorders.
For instance, chromosomal abnormalities is a broad category which
could include Down's, Turner's, Klinefelter's Syndromes, Trisomy 18,
Trisomy 13-15 among several others. Further, not all chromosomal
abnormalities may be detected by the designeted tests currently in
USE.



We therefore strongly suggest thet it should come under the purWiew
of the functions of the Central Supervisory Board to make a list\of

(a) Congenital abnormalities end genetic disorders, haemoglobir
opathies,sex-linked genetic diseases and chromosomal anom-

alies end the designated tests hich may be used to detect the same.

Question 6 : In keeping with the changes recommended by us on the
definations of designated end specified tests, we heve suggested
amendments in the prcposed B3il. llease see our "note on suggested
amendments in Bill No. 155, of 1991". Accordingly, the titles of
Chapter III now reads " Reguletion of use of Designated Tests" and

the title of Chapter II reads " Prohibition of use of specified
tests".

Our main suggestions are

(i) That the designeted tests be conducted only when satisfactory
documentary evidence is available to support the conditions for
which these tests are to be performed.

(2) Under the rules end regulations, a list may be made of
potentially teratogenic drugs, infecticns and hezardous chemicals and

constantly update them.

Question 7 : We consi: er the provision mede in Section 5 of the Bill
inadequate. For our suggestions on additional safeguards, see our
note on amendments.

Guestion 8 : We heve suggested amendments in the constitution and

functions of the Central Supervisory Board. Please refer to our
note on amendments.

Question 9: We have amended the rule and the function of the
Appropriate Autnority in keeping with the overall okjectives of the
Bill. For our comments refer to our note on amendments.

Question 10 : We feel that the Advisory Committee could play an

useful role in aiding and advising the Appropriate Authority.for
our comments on the constitution of the seme please refer to our
note on amendments.

Question 11: In keeping with the overall objectives of the Bill
and the amendments suggested by us we consider the registration,
licensing of Genetic Centre, Genetic Laboratory and Genetic Clinic
as proposed redundant,
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Question 12 In our opinion, the primary onus of responsibility
for misuse rests on the ones who ere cerrying out or cuthorizins
the concuction of such tests. They, therefore, aught to Le cons-
idered the primary offenders in case of contravention. Given the
prevailing social situ. sion, in our opinion, the husband of the
woman on whom such tests are carried out end nis relatives «re
responsible for aiding and abetting the crime. The women on whom
such tests are being carried out is to be perceived ag the victim of
the prevalent gender bias and therefore not liable for punishment.

@uestion 13 : In our opinion, any person/institution wno promotes
in any manner whatsoever sex determination or sex pre-selection
should be liable for prosecution. The provisions of the Bill should

@ broad enough to incorporate the promotion of any method of sex
determination or sex pre-selection be it allopathic or non allopathic
system of medicine.

Guestion 14 : The proposed Bill leaves enough scope for the con-
cealment end obliteration of evidence which may include equipment,
records, literature among many others. The Aopropriate Authority
should be given adequate powers.

Question -15 : It should come within the purview of the functions of
the Central Supervisory Board to set adequete funds to create public
awareness regarding

Centres at which facilities for designeted tests
are provided.

(a)

the illegality of conducting these Specified tests for sex(b)
determination

and to create wide public awareness against gender bias
end femele feticide

Question 16: 'he Bill as it is proposed is totally inadequate
to the task of curbing female feticide. We heve therefore, made
comprehensive suggestions for amendments in the proposed Bill.
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For Complete & Modern Diagostic Check-up Visit

M.P. DIAGNOSTIC CENTRE
D2/50, JANAK PURI, NEW DELHI-110058
Near D Block Bus Stand & CGHS Dispensory

Facilities Available :

Ultra Modern X-Ray High Tecnique Modern Unit,
a) Routine and colour X-Nays.
b) Secreening Faciities.
c) All Types of colour X-Rays (Barium-Swallow, meal,

enema, I.V.P..H.S G., Myeloaram etc.)

1.

2. Ultra Sound (Facilities available at 4ome on call)
al Whole Scdy b] Abdornen c) Pregnancy &

-- Pelvic Gisease.
dj Sex determination

Clinical Labaratory Equiped with ultramodern equipments
for all types of pathological Exam
a) Routine b) Culture & Sensitivity
c) Tissue Culture d) Biopsy
e) Specialy equiped for ELECTROEITES STUDY

Calcium, Pottassium, Sodium & Lithicm

3.

4. EC.G. For study your Heart [Resting & Exercise]

NB. Home Sarvice Available For:
a] Laboratory Investigations
b] t-Ultra-Sound c) £.C.G.
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Women's Resource Center Date 20°'-92

To,
The Joint Parliamentary Committee
on The Pre-Natal Diagnostic Techniques
(Regulation and Prevention of Misuse) Bill, 1991.

@ Madan,

I, Nilanjana Biswas, work in Saheli, and on Jan 10, 1992
went to the area around Mayur Vihar Fhase II to collect
information about sex determination tests being conducted
in the clinics in this area. The information obtained by
me is as follows;
VIRMANI NURSING HOME

One of the boards outside this establishment reads, "Healthy
Boy or Girl". Alongside this abortion is also mentioned.

Ultrasound facilities are available and screening is done
on wednesdays and saturdays by Dr. (Mrs.) Virmani, (gynae-cologist) and a visiting ultrasonologist.
The cost of ultrasound screening to detect congenital mal-
formation is s 300/- while the cost of ultrasound screening
to detect sex of the foetus is & 1200/-

Screenirg for sex determination is done from 10 weeks of
pregnancy onwards, but women are advised to get it done
before 7 months of pregnancy so that MTP can be done if
required,

SARKAR CLINIC AND NURSING HOME

Ultrasound facilities are available for sex determination,

Unit above Shop. 105, to 108, Shopping Centre, Defence Colony, Bridge (South Side),
New Delhi-110024 PHONE : 61 6485



Women's Resource Center
_ 2_

Date

The cost of ultrasound screening to detect congenital
malformations is & 200/- while for sex determination it is
"more",

Sex determination using ultrasound is done here from the
16th week of pregnancy onwards.

Abortion facilities are also available.

CHIRAG DIAGNOSTIC CENTER

This centre offers ultrasound facilities for sex determination.

The cost of detecting congenital abnormalities is & 300/-
using ultrasound, while cost for sex determination is Rs 900/-,
Ultrasound for sex determination is done from 16 weeks of
pregnancy onwards.

All the above-mengioned clinics possess ultrasound equipment
but do not have qualified sonologists to actually perfprm the
test; therefore an advance sum of money is secured from the
client in order to meet the fees of the visiting ultrasonologist.
This step ensures the client's commitment to subsequent
appointments for ultrasound testing. Furthermore, a pregnant
woman is asked to undergo at least twice, the ultrasound test
for sex determination.However,the doctors advise the woman to

return for a third or fourth session if the results of the

Unit above Shop. 105, to 108, Shopping Centre, Defence Colony, Bridge (South Side),
New Delhi-110024 PHONE : 61 6485



Women's Resource Center Date

of the first tests are deemed to be unsatisfactory by them.

Yours faithfully,

(NILANJANA BISWAS)
® ( for Saheli.)

Unit above Shop. 105, to 108, Shopping Centre, Defence Colony, Bridge (South Side),
New Delhi-110024 PHONE : 61 6485
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To,
The Chairperson,Joint Committee on Pre-Natal Diagnostic Techniques
(Regulation and Prevention of Misuse} Bill, 1991.

18 4 7'7 7

Madam,

we the undersigned women's organizations, groups and concerned
individuals would like to draw your attention to the following:

1. We have been given to believe that the Committee headed by you
is holding hearings in New Delhi on Jan. 20 and 21, 1992.
Many of us have not yet been informed of this hearing even
though we have independantly submitted memoranda to the

been focussing on this issue for several years. For the
Comnittee to get a holistic view of the problem it is essential
that all the greups and organizations be given a hearing. We

therefore hope that you will extend the dates of the hearing.

Committee. We would like to emphasise that it is the women s
organizations and the women movement in general which have

2. We would also like to draw your attention to the fact that
with the wide proliferation of clinics all over the country
and the experience in different States, it would be necessary
to get the experience of the organizations and individuals
working in those areasbefore coming to any conclusions regarding
the Bill. Therefore we feel it is essential for the Committee
to hold hearings at least in Bombay, Calcutta, Trivandrum,
Vijaywada, Ahmedabad and Madras so es to hear the opinions of
those facing the problems there. A Delhi-based view can certainly
not be taken as a national one and the not
be critiqued for being Delhi-centric.

3. Since in
tests it would be much better if the hearings were made public

hearings can be similar to those of an open court. We therefore
strongly feel that while deciding the procedures this should
be taken into consideration.

and
r experience there are ve interests

es involved in the continuation of determination
~and not in camera as at present. The rules of these public

Thanking you,
CGGed)

Yours Faithfully,

Malla Dakshas,
Sami

N FIW "lad of Duco.
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al ACTION INDIA
5/24 Jangpura B

action india New Delhi 110014.

Dated.18,J.an..1992...Ref No

ENGLISH TRANSLATION

To Chairperson,
Joint Parliamentary Committee on Prenatal Diagnostic

Techniques (Regulation and Prevention of Mis-use) Bill 1991.

Madam,
We, Ramzan, Prem and Devi,workers of Action India,

5/24 Jangpura B, New Delhi visited three sex determination
Clinics in the New Seemapuri area on January 6,7, 1992 to seek
information regarding the techniques.

We collected the following information:-
I. Dilshad Nursing Home, New Seemapuri, F Block, Delhi 110095.

a) We talked to the doctor's assistant, who informed us that sex
determination was banned but this service was available in
this clinic,

b) Sex determination is conducted by ultra-sound and they also
perform abortions.

c) These tests are conducted after 3 months of pregnancy.
a) They charge a fee of Rs 1000 to Rg 1200 for sex determination,
e) These services are avilable for 24 hours.

II, Sashi Clinic and Maternity Home, H 18 old Seemapuri Delhi-95,

a) We talked to the lady doctor Sashi.
b) She informed us that sex determination is conducted through

c) This test is conducted after the third or fourth month of
pregnancy.
Abortion facilities are available after the test..

da) They charge a fee of Rs 1000, but make concessions of Rs 200
for the poore
Consu1tation timings 10e)

Registered under the sociéties registration days.860 (No



Singh Nursing Home. Vivek Vihar, Delhi 110093.

a) A board outside the nursing home reads, "Diagnosis byin red paint.

b) We talked to the lady doctor Rekha Singh.

c) This nursing home conducts sex-determination tests from
3 to 4 months by ultra-sound,

They charge a fee of Rs 1000.

e) TheSe facilities are available for 24 hour.

Signed

Ramzan

Prem

Devi Kripa.



+

ACTION INDIA
§/24 Jangpura .B,
New Delhi 110014.action india

Dated.18 .Jian..1992...Ref. No

ENGLISH TRANSLATION

To, Chairperson,
Joint Parliamentary Committee on Pre-Natal Diagnostic

Techniques (regulation and Prevention of mis-use) Bill 1991.

Madam,
We Gyanwat{ and Sudha, workers of Action India 5/24 Jangpura

B, New Delhi, had visited on January 8, 1992. A Sex DeterminationClinic in Azadpur to collect information regarding the use ofthis technique.

Kamboj Clinic, Hisarpurwale, Fanchvati, Azadpur, Delhi.
Doctor's Name: Dr. Mahindra Pal
Consulting Timings: Tuesdays 94m to 12 Noon.

A cloth banner displayed outside the clinic reads, "Ladka ho yaladki.
On the glass door of the clinic is written in red paint, "Swasthyaladka ya ladki.
Outside the clinic on a board is written "Siraf ultra-sound se
Janch panch minute mey turanth report", (Diagnostic test throughultra-sound report in five minutes only).

This clinic conducts prenatal sex determination tests after
.the third month of pregnancy. They charge a fee of Rs 1000 and
do not perform abortion.

We enquired whether there was any other technique for
prenatal sex-determination. They informed us that amniocentisis was
dangerous. Ultra-sound was the perfect method.

Signed-
Gyanwati

Sudha

Registered under the societies registration act XXI of 1860 (No. 7989)



ACTION INDIA
§/24 Jangpura B

action india New Delhi 110014.

Ref. No
Dated. .18 .J.an..1992..

ENGLISH TRANSLATION

To Chairperson
Joint Parliamentary Committee on Prenatal Diagnostic

Techniques (regulation and prevention of mis-use) Bill 1991.

Madam,
We, Rajrani,Dulari and Maharani, workers of ACTION INDIA,

5/24 Jangpura B, New Delhi, visited two sex determination clinics
on 2 January 1992 in the Yamuna Vihar area.

We collected the following information.

I, Rupali Nursing Home, G-T-Road, Yamuna Vihar, Delhi.

a) Outside the nursing home, written in large letters on a board,
"ULTRA SOUND".

b) Inside the nursing home, written on the cabin "Ladka Ya ladki".
Timings: 10 AM Tuesdays and fridays.

c) We spoke to the lady doctor who informed us that sex
determination through ultra-sound is conducted after 3 month of
pregnancy. They @harge a fee of Rs 100).
Aboration fees are Rs 1000. upto 34 months.
The abortion charges after 15 weeks of pregnancy are Rs 1500
This clinic does not have ultra-sound facilities. On Tuesdays
and Fridays, they take the women seeking sex determination
test to sOme other place after taking appointment by telephone.

II, Raj Medical Research Centre G-T.Road, Yamuna Vihar Delhi.
This centre conducts prenatal sex determination tests after

3 months of pregnancy. These facilities are available daily.
They charge a fee of Rs 1000 to Rs charges are
Rg 500 to Rs 700.

Signed-
Rajrani
Dulari
Maharani.

Registered under the societies registration act XXI of 1860 (No. 7989)
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SORTJM ACATNST SEX DETERMINATION & SEX PRESELECTION (FASDSP)
120 Safalya B, Near Currey Road Station, BOMBAY.

APPEAL FOR URGENT ACTION

Dear Friends,
You have been actively associated with the campaign against
S.D. tests. We are writing this letter to seek your helo as
our struggle enters its final phase on the legislative front.
We have just received a letter from Shri T.D. Dhingra of
New Delhi. It informed us that a Joint Parliamentary Committee
has been constituted to review the Pre-Natal Diagnostic Techni-
ques (Regulation & Prevention of Misuse) Bill 1991 (PNDT (REPM)Bill 1991) The composition of Committee is enclosed herewith.Shri Dhingra, as the Under Secretary of the Committee, has sentletters to activist groups and doctors associations to seektheir views on the Bill in form of a memorandum. & question-naire related to each clause and a copy of Bill were sent to
us with the letter.
We have written to Smt. D.K. Tharadevi Siddhartha, Chairpersonof the Committee and requested her to
i) send letters to all activist groups associated with the

campaign(including yours) and give them sufficient time
to respond as many groups may not be able to meet the
deadline of Nov.25 prescribed by Committee;
waive off the condition of sending 65 (45 English + 20
Hindi) copies of memoranda to the Committee;

iii) not to treat the memoranda as confidential matter;
iv) conduct open public hearings n 4 major cities to record

evidences of interested groups.

Have you received a letter from Committee? If not, please
do not wait for it and send your memorandum to Committee at
your earliest.
Please get in touch with the Committee / any ef its members
to swoport the demands raised in our letter. We must demand
that the Committee should function in an open manner so that
the doubts generated by it has under participation and is
useful for creating awareness on this issue.

We are enclosing herewith a gist of our critique of the Act
based on earlier debates and exnerience of the (non) imple-
mentation of Maharashtra Act Please encourage other groups
and individuals, specially doctors, sociologists, legal
experts, to sénd separate memoranda and show willingness to
give oral evidence before Committee. The vested interests
opposing us have much better resources and organisation.Still we succeeded in sustaining the issue upto this stage.
We should not fail in the final crucial phase.
Please inform us after sending the memorandum and of your
reactions/suggestions regarding the bill.

Yours in solidarity,
CHAYANIKA/KAMAXI/VIBHUTI/RAVINDRA/SANSKRITI/SWATI/
SANDHYA & others.

Enels: i) Critique of Bill
ii) Composition of Committee.



JOINT COMMITTEE ON THE PRE-NATLL DIAGNOSTIC TECHNIQUES
(REGULATION AND PREVENTION OF MISUSE) BILL, 1991.

COMPOSITION OF THE COMMITTEE
Smt. D.K. Tharadevi Siddhartha ~ CHAIRPERSON

MEMBERS
LOK S/.BHA

_
Dil Kumari Bhandari

3. Smt. Malini Bhattacharya
4, Smt. Saroj Dubey
5. Smt. Girija Devi
6, Dr. Mahavirsinh Harisinhji Gohil
7. Dr. Viswanatham Kanithi
8. Smt. Sumitra Mahajan
9. Smt. Geeta Mukherjee
10. Dr. Kartikeswar Patra

Dr. Vasant Niwenti Pawar
12 Dr. (Smt.) K.S. Soundaram
13. Kumari Uma Bharati
14, Kumari Vimla Verma
wis. Vacant.

RAJYA SABHA

16. Kumari Chandrika Premji Kenia
17. emt. Sarla Maheshwari _.

i8. Shri Bhaskar Annaji Masodkar
19. Shri Sarda Mohanty ;
20. Shri V. Nerayanasamy
21. Smt. Satya Bahin
22. Smt. Sushma Swaraj

t

% Vacant "due, to resignation of Sh. K.N. Narayanan
w.@.f. 11.10.1991.

2 Smt.

t a
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India Democratic Women's Association
23, Vithal Bhai Patel House, Rafi Marg, New Delhi-110001

President : Manjari Gupta Pes

Working President : Ahilya Rangnekar oy
General Secretary : Susheela Gopalan I

Ref. No. : Dated 2-192.

de Beina an active participant in the stroggle acainst sex

determination tests, we feel that such legislation on the part of the

@ Contral Government has already been considerably delayed. In the Act

itself we fel that it should be specified that after it is passed by ?

parliament it will same into force within at least 3 months. we have
4

ready the exverience of the National Commission for Women Act which wasi

1

7- It would be better to specify thc tests.

1

tPassed by Parliament in Aug. 1990 but is still not in force.

3&4. All aenetic tests which include sex determinatim techni cues

should be confined only to Government ho-itals. However ul oure phy

which is used much more commonly may be psacticed outside the Government

institutions but with strict conditions of licensing and regulation. wa

The elaborate system of licensing etc. provided for in the Act for

all genetic clinics etc therefore becomes infructuoise Ic remains

valic mly for ultrasenegraphy centres.

4 (2) & 4 (3). Correctly leavea scope for more detailed purview by

the Central supervisory Board which is necessary. The act at present

only mentions the broad categories which is inadequatee Clearly with

the use of new téchmologies it will be incmmbhent te constantly review

the tyne of tests being conducted. Therefore it should be left to a

competent supervisory board.
sesevese2)



All India Democratic Women's Association
23, Vithal Bhai Pate! House, Rafi Marg, New Delhi-110001

President :

Working President : Ahilya Rangnekar
General Secretary : Susheela Gopalan

Ref, No. Dated 221-92.
ao2=

7. This section is inadequate. We have already suggested that
genetic tests should be conducted only in Government hospitals. But

for Ultrasonography it is essential for such Centres to maintain

records of all cases of Ultrasonography conducted on pregnant women.

83. Qualifications for members of this Board should include a

proviso that such members have never been or known to have been

associated in any way in the connduct of sex-determination tests or

have approved or supported such tests. The Board should meet at least
once in 3 months. Also the Board should have the right to appoint
sub-committees to study any specific aspect of review or # implementaticr

of the Act within a specified time frame.

9. We disagree on the definition of Appropriate Authority in the

Act. It would be preferable to have a committee as

legislatio has, instead of a single Officer as proposed in the Central
Govternaent draft Bee: Ch.3 of Mahaashtra Act). We have already
statea that since 511 ,enetic tests should be conducted in Government

hospitals the licensing and regulation procedures detailed in Section.17

should apply only to centres where Ultrosonography is done.

10. Advisory committee should be constituted.

17. Registration of all Ultrosonography centres should be included

while specifying tnat genetic clinics etc. will be in the Government

sector.

eccccecese3)
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1zZe The minimum punishment of at least one year should be

specified and maximum increased to five years for first offence. In

23 (2) it has to pe made mandatory for the State Medical council to
take action on the report of the Appropriate authority otherwise it
will leave a loophole for the convicted medical se prectioner. Ve

do not agree thet <'¢ venen should be punished. She is usually the

victim not the and it would make a mockery of the law if
she were held guilty for a crime committed acainst her. hes to

be mace In the lew fur action on complaints be sec al organi-
In section 753 these oryanizations should slso

have the riche to go to courte The proviso in section 21 (b) that first
notice of €0 days he: to be given to the Approoriate Authority should be

removed 2s it wlll lead to inordinate delay.

Punishment fer advertg$sing sex-determination tests shovld

certainly include all publications including megazines/newstavers as

also advertising hoarding spaces which are used for this purpose.

12 The way the present Act is drafted, we feel it wil) set a dange

rous trenc af recognition and legal sanction to the so-called yenetic
centres besiues leaviny tremendous scope for eorruction by concentratin,

!

all powers in the hanés cf a slingle individual. Thus important changes

have to be made 1f the Act is to fulfill its
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NOTE PREPARED BY SAHELI, VOLUNTARY HOALTH ASSOCIATION
OF INDIA, PSOPLE'S UNTO? FOR DEMOCRATIC RIGHTS,JOINT WOMEN'S PROGRAMME, ACTION INLIA, MEDICO
FRIEND CIRCLE, DR.IMRANA QUADFER, FOR CIRCULATION
AMONG TH". MIMBERS OF EARLIAMENT THE
PROPOSED BILL ON PRE NATAL DIAGNOSTIC TESTS,

PROCEUDURES,

r

Extent of problem

1. In 1974, amniocentesis was being clinically tested inIndia as a technique for detecting genetic abnormalities for
example birth defects in government run hospitals. The surveycutcome of 11,000 couples who had volunteered for this testat ATIMS Delhi revealed that the basic motivation for thisenthusiastic response had been the possibility of getting to knowthe sex of the child @uring pregnancy. Following protest bywemen's groups these techniques were banned by the Janata
government in 1978 for sex determination in government run
hospitals,
2, In 1979 tests such as amhiogentesis became available
through private clinics/hospitals for sex determination. By1980 these clinics began to blatantly advertise these techniques

It is roughly estimated that between 1978 and 1982, 78,000female foetuses were aborted after sex determination in our
country (Times of India, June 1982).

for specific use of sex determination.

3. The data collected by government of Maharashtra in 1986-87
Sheawed that from less than 10 clinics in 1982 in Bombay city,the number of clinics had gone up to 248 in 1986. These 248centres where amniotic fluid (fluid from birth sac) is collected,were linked to 16 genetic laboratorics where the amniotic fluid
was tested to determine the sex of the foetus. These 16laboratories were known to receive samples of amniotic fluid fromclinics located in towns as far away as 500 km from Bombay.According to an estimate made by a group of doctors, between
30,000 to 50,000 female feetuses were aborted in a year.
4. A study done by Dr. Sanjeev Kulkarni in Bombay at theinitiative of the Maharashtra government in 1986 revealed that
84% of the gynaecologists interviewed were performing amnio-centesis for sex determination. These doctors performed on an
average 270 sex determination tests per month. While most of
them had been using amniocentesis for sex determination sincethe last 5 years, some had been performing these tests fcr thelast 10-12 years.
5. According to a report prepared by Garbh FParikshan Virodhi
Manch, 2400 tests were conducted in Baroda city alone in 1987.A well known genetic laboratory in Bareda had tested 20,000
samples of amniotic fluid in the last 10 years.
6. <A Delhi University researcher found that more than 13,000tests were performed in one year only in seven of the severalsex determination clinics in Delhi,

2
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7. Clinics for sex determination are not restriareas, cted to urbanPjaces like Bijnor district in ULF. Dhulia, Sateraand Sanghi districts in Manarashtra, or jaratwhirh da not have petable water ano electricity, heve
ntesis,flourishing Clinics. for doing amniace

8. Rural health centres in Gujarat and Maharashtra, wherefacilities do not exist to examine sputum for tuberculosisar to maintain the co id chain fer oral pnlio vaccine, aresending samples of amniotic fluid in ice packs through courierService to laboratories in gxajkot, Bhaevnagar, Anand, Ahmedabad,Baroda, Bombay, for sex determinatiun.
6

s In the 10-12 years since amniocentesis was. rommerciallyintroduced in India, Sex-determination teSts have spread tathe small towns of Punjab, Haryana, Himachal Pradesh, Delhi,U.P., Bihar, Rajasthan, Gujarat, Maharashtra, Goa, Sex deteremination .@linics are als reported to exist in Hyderabad (A.P.)Mangalore and Bangalore (Karnataka), MadrasCalcutta (Tamil Nadu)(West Bengal), M.P. and Orissa.
10. Dr.Peai, President, Health Pramotion Society who runs thePearl Centre at Dadar, Bombay, Claims "In our country amndocen-tesis is essentially done, £ can say uptc 90%, purely iar sexde termination of the foetus", "I have yet to come across aperson who has come here for the test purely for detection ofgenetic diseases", (The Lawyers, Marrh 1986, -pg.5).
ll. In the study condacted by Garbh Parikshan Viredhi Maneh inGujrat, out of 30 doctors interviewed, only 3 were againstSex determination tests, The rest Said they did not favour tketest at a personal level but it because af the demand forit. They claimed they Wel
banned stop doing it if the governmentthe test, Till then they would continue as theirincome would suffer if they stopped while thers still did its
12, Advertisements for Sex determinatien appear in almostevery in trains and buscs,hAarcings, pamphlets, and letters

pery. through wall writing,to decters, Recently doctorshave startec advertising a7 ning pragrammes on fetal sexingassuring other doctars that they can recover costs af thetraining in no time.
a3. AM Ayurvedic drug "SELEMT" is inthe merket which promisesthe birth of a~ male child,
14, Several books have also arpeared on the market promotingprocedures for sex election such as diet centrol, timing of1nsemination by coitus creating a favour able climate in thevaginal tract by dowshing etc.
15. Several new medical teahnolacies are being developedwhich are capable of determining the sexthem ares cf the foctus, Among

a} Testing of fétal cells in maternal blood;
hb) Detecting levels of Testesterone in amniotic fluid ormaternal blrod;
c) Determining the sex of test-tube embrycs,
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The most common anc routinely (mis)used techniSex cue for
the

determination purposes today is ultrasonography, Due towider applicati cns of
and this technigue in general gynaecologicalobstetrical practice for detand establishing placental implantation,

ection of growth deviationit becomes much easierto (mis)use it for sex determination und er theguisea ofantenatal care, The regulation and control of Such tests/res as ultra sonography thus becomes imperativeunder the proposed central legislation,
17. Several techniques areSelection i.e technigues for

also being ceveloped for sex presSeparating X and Y chromosomehearing sperms
being tried include sedimenta tion or centification,

in-vitro (outside the body) The methods
methods, Electrophoresis, ion Ericsson's

exchange through resins, frothfloatation etc,
18. Demand for legislation has been raiseG in Himachal Pradesh,Punjab, Orissa, Haryana, Tamil Nadu,In addition here has been continuous demand for central

Gujarat, Goa and Maharashtra,
legislation,
19 » The state of Maharashtra has enacted legislation in 1988while Gujarat and Goa have itroduced legislation in the stateAssembly,
Since 198s the Central Government has Grafted several Bills.

ood



4

Major Amendments sucgested in the proposed Central Legislation,
It is crucial to specify which pre-natal diagnostic tests/procedures/technigues the legislation proposes to control,
Medically speaking, the terms 'pre-natal diagnostic techniques','pre-natal diagnostic procedures', and 'prenatal diagnostictests', cover a wide range of techniques, tests and proceduresnecessary for ante-natal monitoring and care. In our nete on"suggested amendments in Bill No.155, of 1991", we have thereforeused the terms designated tests and Specified tests to pinpointexactly which pre-natal diagnostic techniques, procedures and teststhis legislation should control.
2. Designated tests are all pre-natal diagnostic techniques,procedures and tests currently available, and in use and thoselikely to develop in future which are essentially meant forthe detection sf chromosomal anomolies, genetic metabolicdiseases, haemoglobinopathies, sex-linked genetic diseases andcongenital anomalies. As part of the diagnostic procedure fordetecting sex-linked genetic diseases, these tests are alsomeant to detect sex the fetus which is necessary both forthe rational management of the disorder and for the counsellingof the parents. It is this aspect of the procedure that hasbeen widely misused and which the proposed Bill undertakes tocontrol,
3. Specified tests are all pre-natal diagnostic techniques,procedures and tests which apart from the function of detectingfetal abnormalities may also find wide use in general gynaeco-legical and obstetrical practice. Some of these techniques,procedures and tests have within them the interest possibilityof providing information regarding the sex of the fetus.
Specified tests thus include the specified part of all pre-nataldiagnostic techniques, procedures and tests, whether or not theyare designated to detect congenital and genetic disorders andwhich generate information on the sex of the fetus as well.
This legislation sheuld make it incumbent upon the diagnosticianto withhold informatinn regarding the sex of the fetus from the
woman undergoing such tests, her family and other interestedparties unless it is related to the provision of geneticcounselling in sex-linked disorders. Further under no circum-stances should a specified test be used for the sele purposeef sex determination sf the fetus.
The proposed legislation has rightly taken the view that the
designated tests (as termed by us) are intended for the purposeof detecting chromosomal abnormalities, genetic metabolic
diseases, haemoglobinopathies, sex-linked genetic diseases and
congenital anomalies. In keeping with the sophisticated andSpecialized nature ef these tests/procedures/techniques, andthe fact that the prevalence and incidence of the disorders
cencerned is not high enough to warrant their inclusion in the
general health services, elaborate licencing procedure should
be dispensed with. We strongly recommend that such services beavailable only through a} hospitals attached to medical collegesrecognised by the Medical Council of India b) Apex researchinstitutions which have facilities on par or higher than
teaching hospitals.

hus
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5. The legislation needs to specify the purposes for whichdesignated tests may be used. The proposed legislation nearlyindicates the beoad categories of discrders and does not statethe specific abnormality and disorders for which designatedtests may be used. Further, not all abnormalities and disordersin the stated categories are detectable by the designated testsCurrently in use,
6. We therefore strongly suggest that it should come under thepurview of the functions of the central Supervisory Board to makea list of:
a) Specific congenital abnormalities and genetic disorders,haemoglobinopathics, sex~linked genetic diseases andchromesomal anomalies.
b) the designated tests which may be used to detect the same.
7. The legislation should not take a static view of technology.The pace of technological progress in this field is fast andthe Central Supervisory Board needs to continually upgrade:
a) the list of tests/techniques/procedures covered under the Act,b) the specific disorders for which these may be used.c) the infrastructure and expertise reguired for conductingthese tests.
8. This crime is a crime against the whole society. As such,any concerned individual/organisation should have the richt toreport violations in this regard and to initiate prosecution.
9. In our opinion the primary responsibility for conductingthese tests lies with the medical professions. They thereforehave to be treated as prime offenders. Also, under the prevail-ing social conditions, the husbane and other relatives of womenare responsible for aicing and abetting the crime. The womanon whom such tests are conducted is only a victim of existinggender bias and should not be liable for prosecution,
10. In order to Simplify regulation of prenatal Diagnostictests/techniques/procedures capable of misuse for sex determinationit is suggested that the legislation-makes it dneoembent' upon manu-factures of equipment used to carry out specified tests(such as ultrasound) to register with the appropriate authorityand provide information on a regular basis regardinc name andaddresses of the purchases of the specified equipement to theAuthority so that periodic checls of such equipment to ensurethat provisions of the Act are not contravened. The probibitionof transferred lending lease of such specified equipment withoutthe written authorization from the Appropriate authority is alsosuggested with the same intent,



LIST OF RR RECOMMENDATIONS

1. Future Techniques
It had been suggested by us that the purpose of this legislation should be not only to regulate

and prevent the misuse of pre-natal diagnostic techniques that are presently available, but also
those that are likely to be developed in future (see Annexure II pg. 2).Jt is important to keep in
mind that rapid technological advancement is taking place in this field, and soon new
techniques of sex-determination will enter the market. Therefore, for the present law to be
effective, it must include within its ambit, the regulation and prevention of the misuse of future
pre-natal diagnostic techniques.

The Central Supervisory Board should also have the specific function of regular and
continual review and upgrading of the list of tests/techniques/procedures covered under the
Bil.
We have also recommended (Annexure V, Pg. 6) that an additional clause be inserted in Sec

16 of the Billi.c. " to monitor recent developments in medical technology and to bring, under
the purview of the Act, at the earliest time possible, all techniques which have a potential for
sex-determination," to prevent their misuse.

2. Woman should not be punished
The JPC in its Report (Annexur II pg. 18, Para 44), states," The Committee deliberated on

lhe question at length whether the pregnant woman who undergoes such pre-natal diagnostic
techniques should be exempted from such punishment, considering the social status and
compulsions m which the Indian woman is placed today. However, the Committee felt that
providingfor punishmentfor the pregnant woman herselfwill go a long way in achieving the
cherished objectives of the Bill (emphasis ours ).
In response to the Questionnaire on the Pre-natal Diagnostic Techniques (Regulation and

Prevention ofMisuse) Bill, 1991. we had stressed (Annexure IV pg. 0. Ques. 12), that the
primary onus of responsibility for the misuse of these techniques rests on those who are
carrying out or authorising the conducting of such tests. They, therefore. ought to be
considered the primary offenders in the case of contravention. Given the prevailing social
situation, in our opinion, the husband of the woman on whom such tests are carried out. and
his relatives. are responsible for aiding and abetting the crime. The woman on whom such tests
are being cared out is to be perceived as the victim of the prevalent gender bias and therefore
not hable lor punishment".
Likewise, we had, in our "Note on Suggested Amendments" (Annexure V), stated (pages 8-

9}."Section 24 to be amended as :

'Notwithstanding anything in the Indian Evidence Act. 1872. the Court shall presume that the
pregnant woman has been compelled bv her husband and relatives to undergo specified test for
the sole purpose of sex-determination, and such persons shall be liable for abatement of
oftence under sub section (3) of Section 23, and shall be punishable for the offence specitied
under 'hat section".
And Section 25 to remain the same but an "explanation" needs to te added as follows :

"Explanation : The woman on whom such a test is conducted is to be considered a victim of
gendet1 bias existing in society, and will not be liable for punishment r otwithstanding anything
in the indian Evidence Act, 1872".
While we welcome Section 24 (Annexure pg. 11). which presumes the pregnant Woman to

have been compelled lo undergo the test. we strongly feel that the proviso, "unless the contrary
is proved", be removed. Our experience of shifting the burden of proof, as in custodial rapes,
has shown that such a shifting of the onus to prove guilt, does not necessanily go in favour of
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women, given the gender bias in society, and even in the judicial system.
The JPC's plea for

"
providing punishment for the pregnant woman herself " contravenes

both the spint and letter of the Indian Constitution which secks to protect the dignity of
women; as also the International Instrumentalities on the Rights ofWomen, to which the
Government of India is a signatory. We€ strongly feel that such a serious and blatant travesty of
justice should not be allowed to go unchecked.
Further, we also feel that presuming the pregnant woman to be absolutely innocent , may 80

a long, way in effective implementation of the Act, since it is only in this situation that the
woman may feel free to make a complaint. In the absence of a complainant, effective
implementation of the Act would thus be affected.

3. Cormmercial Interests,
A grave anomaly in this Bill is the legitimacy, nay, open call given to mushrooming of

commercial Genetic Clinics and Genetic Laboratories for conducting Pre-Natal Diagnostic
Procedures/Tests. This is in conformity with similar steps being taken in other sectors as a
result of the process of economic liberalisation - a conditionality imposed by the World Bank-
IMF combine. Multinational companies, taking full advantage of slashed import duties, are
flooding the country with gadgets for conducting pre-natal diagnostic tests, and reaping a rich
harvest at the cost of Indian women.
In our "Response to the Questionnaire

"
(Annexure IV) we had strongly recommended that

the services be provided only by :

"(a) hospitals attached to medical colleges recognised by the Medical Council of India.
(b) Apex Research Institutions which have facilities on par with or higher than the teaching
hospitals.
The number of such institutions which can provide high quality services for the accurate

detection and interpretation of results in genetic disorders will not be large enough to warrant
an elaborate system of registration and licensing. he Central Supervisorv Board with the help
of the Appropriate Authonty can make a ist of such institutions on the basis of the minimum
standard such institutions would require, and constantly update them."
The Joint Committee Report records on Pages 4-5, " Some members expressed the view

that, in order to prevent misuse of pre-natal diagnostic techniques for the purpose of
determining the sex of the foetus, these facilities should be permitted only in Government
hospitals. Some other members, however, opined that there is alreadv pressure on Government
institutions for the facilities available for pre-natal diagnosis, and they may not be able to cater
to the necds of the people all over the country. Therefore, it would not be desirable to prohibit
such facilities in the private institutions. The Committee are of the view that the facilities for
pre-natal diagnosis should be permitted both in the Government as well as the private sector."
Thus. the only reason adduced for the pre-natal diagnostic facilities to be permitted in the

private sector, is the averment be some members of the JPC that,
" ...there is already pressure

on government institutions for the facilities available for pre-natal diagnosis". We stress that
there is no basis for this averment. No official study'survey has, till date, ever come to such a
conclusion.
In our earlier submission (Annexure IV, pg. 2, Ques 3-4) in the Response to the

Questionnaire, we had pointed out that "...a wide range of tests, with specialised equipment,
high degree of skill and expertise for accurate detection and interpretation of the results is
essential. Further, a wide range of tests are necessary to rule out the possibility of the numerous
disorders, whose prevalence and incidence have however been reported to be onlv 1 to 2.5 %
of all births. Experts in our country agree that such disorders do not constitute the major cause
of perinatal mortality in India."
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Whilc it is true that the health care facilities provided at State institutions leave much to be

desired, it would be impossible to agrce with the position taken by these members of the JPC.
Unwittingly, or otherwise, the JPC has been misled. While there is no pressure on government
institutions for facilities available for pre-natal diagnosis, there seems to be a definite pressure
on the Indian Government by the World Bank to facilitate privatisation of the health sector.
We are happy to note that some members of the JPC are in concurrence with our views. In

the Note ofDissent by three Honourable Members, they state inter alia (Annexure II pg. 20),
"Having gone through the evidence from various groups, organisations and individuals, the
undersigned discovered that in a large majority of cases, recommendations have been for
keeping pre-natal diagnostic techniques confined to the government sector. The available data
lead us to agree with this point of view."

4. Implementation of the Act.
The scheme of the present Act places the Appropriate Authority in a pivotal role in the

enforcement of the provisions. However, the Act, (Annexure I) in Chapter V is silent regarding
the composition of the Appropriate Authority. The number ofmembers who would constitute
the Appropriate Authority, as also the categories to which they would belong must be specified.
The Act in Section 17(2) provides for the constitution of one or more Appropriate

Authorities for the whole or part of the State/Union Territory. To be effective, there must
also be Vigilance Committees established at the local/district level. These should comprise of
representatives from women's and social organisations, social scientists, non-political public
representatives who are known to have campaigned against the misuse of such tests in the past.
These Vigilance Committees should have a legal standing and should submit their reports to

the Appropriate Authonty and the Central Supervisory Board. These reports should be made
public.

the functions of the Local Vigilance €Committee shall be :

(a) to pay periodic and surprise visits to the centres, laboratories and clinics, with a view to
check compliance of the provisions of the Act and the Rules.
(b) to investigate complaints by members of the public or other institutions/women's
organisations or the press, about contraventions of the provisions of this Act or the Rules.
(c) lo seize incriminating evidence or records for further administrative or legal action.
{d) to recommend to the Appropriate Authority the cancellation or otherwise of registration of,
or prosecution against a centre, laboratory or clinic.
(¢) to check and prevent operation of unauthorised centres, iaboratories, or clinics.
(f) to take such other action as the Appropriate Authority, Central Supervisory Board, or the
State Government may direct.

5. Pre-selection
For the desired objective to be achieved, the Act must be expanded to include techniques of

sex-preselection. In our Note submitted earlier (Annexure II pg. 3 point 17), we had already
pointed out that techaiques of pre-selecting the sex of the fetus would further aggravate the
adverse sex-ratio of 29 females per 1000 males, given the obsession about son pr :ference in
this country. Such a1 adverse sex-ration has grave and long term implications. New :r
techniques being dev eloped include : sedimentation or centrifugation, Ericsons method,
electrophoresis, ion exchange through flotation etc., which aim to separate X and Y
chromosome bearing sperm in-vitro.
We urge that the ambit of the Act be expanded to include this aspect of the problem.
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JOINT COMMITTEE ON PRE-NATAL DIAGNOSTIC
TECHNIVUBS (REGULATION

1991.
PREVENTION OF

MISUSE) BILL,

Points for discussion, on the provisions
of the Bill

~

(a) you wish to make any general. comments/
suggestions on the propose. leg
Tf so, please explain your point of view
very precisely.

you suggest(b) what speci£ic amendments it a workableto the proposec Bi11 Fo me

instrument ?

Ze Clause 5 of the Bill provides that before a

pregnant woman is subjectec to pre -natal diagnostic
procedures, the side anda after effect of the
proceaure wi 11 be explainea.to her and her consent
will be taken.

Do you think that written censent af the
(beside the wife)husband and/or lawful guardian

should also be taken?

3. Do you favour any punishment for the expectant.
>

woman who may deciue upon fema Le foeticide

4. 4(2) of. the Bill seeks. theuse ofpermitClause
pre-natal diagnostic techniques for detection of
specific abnormalities/disorders.

vo you think that the List abnormalities/
disorders is comprehensive er it shoula be modified

>in ary particular manner

Clause 4(3) of the Rill seéks to limit the use of
the techniques uncer certain conGitions/purposes.

(a) Lo you agree with the conditions/purposes as
>

contemplated in the proposed legislation
Tf not, in what way the provisions of the Bill
should be modified.

(b) Do you think that the age limit of thirty-five
years of pregnant women proviuea for permitting
the se of pre -natal diagnostic techniques

>is reasonable

Clause 2 of the Bill defines the various expressions,on
like 'Genetic Counselling Centre' , Genetic Clinic',
Genetic Laboratory' etc.

Do you think that the definitions are comprehen-
sive enough to achieve the basic objectives of the
proposec Act or you woula like to make any suggestisas

>in this regard >
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bo you think that Sonography should also be includeu:
in the pre-natal diagnostic techniyues/tests/procedu~..res.etc., besides those contemplatea in Clause 27.
of the Bill ? ;

7.

Tt has been suggested to the Committee that besiaes
the pre-natal Giaghostic technivuéss, procecures .andtests includea in Clause 4 a further sub-clauseshoula be ancludeu to empower the Government to
specify by Notification any cther tclInique/proceuure/test to be un the, list.

oo a

8.

hat are your views in this, regard ?

Under chapter VI of the pill; and...
procea.ures for Registratio.. of centres/Laboratoricsy,Clinics have -been outlined.

9.

What are your ew on chis ? Would you suggest
any changes in this regard ?

10. It has. been suggesteu to ithe Committee that the
registerea genetic centres ete. should; display pro-
-minently that sex pre~determination is a punishabie.offence,

bo you have any other suggestion in this regard?

Under the préserit Bill Pre-Natal o1agnostic techniques11.
are proposea to be permitted in all reg isteres Genetic.
Clinics/Laboratories/Counselling centres.
(a) How far in your view, is it necessery or desirableto confine the activities only to Government -institutions keeping in view the fact thet these

are used in connection with aknormaLities .

(b) what practical cifficulties do you envisage ifthe a ee are cont inec only to Governmentinstitutions 2

The pill provides for punishment £oyviolation or
= provisions of the propcsed legislation.

12.

(a) bo you think that the punishment provided for
in the Bill is adequate; and

(b) Tn what way, in.your opinion, the penal provisionsshould be modified ? ;

(c) bo you think that a minimum level of punishmentshould be prescribed so that offenders are notlet off with nominal punishment.

3
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Do you think that the Bill contains adequateprovisions for erohibition of advertisements forPre-Natal Diagnostic Techniques for detection or

13.

determination of sex,
(a) If not, in what way shoulda the provisions of theBill be modified to achieve the-basic objecti-ves of tne Bill,
(b) Shoulda the owners of the newspapers/magazineswhich carry any.such advertisements also needto be besides the advertiser,
(Cc) Shoule 4 minimum level ot punishment also beprescribed for this purpose ?

It has been suggested to the Committee that
prohibitions of advertisements contemplated in
Chapter VIE of the Bill should also include
"person to person communication-in any manner",
bo you agree with this view ?

14,

LD. Under Clause 28 of .the proposed Bill, cognizance ofan offence under the Act can be taken by the Board
only on a complaint by the appropriate authorityconcernea or any officer by the centralor State Government, or by a person who has givennotice of at least 60 days of the allegea offenceanc of his intention to make a complaint.

LO you have any suggestion. in this regard ?
67. dhe Bill es provision for e Central Supervisoryd aS alSo an Ap Authority for

of the Act.

sought to be under the Bill at the
Centre as alcoin the States will meet the

? Snoula there be Supervisory

vO you think that the institutional machinery

Boards at the State level also?
L7. bo you think thet one of the functions of the

Supervisory Boarc. besides those contemplated inClause 16 of the Bill should be to. prepare a listof minimum in terms of cyuipment, level ofSkills anu expertise that woulu be reyuirea to
perform the designetea tests ina proper manner ?

187. Clause 7 of the Bill makes provision for a Central
supervisory Board,

Do you think that all the concerned interests
are adequatély represented. Lo you have anySuggestion in this regard ?

4
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in, your opinion,the existin
19.

like sme
from

Diagnostic Techn ation of Use of Pre-Natal
the Maha

What specificSuggestthis basis? oposed Bill on

(a) Do you think that any other existing laws,like the M.R.T.P. Act or the Medcal Council.Act etc., needs to be modifiec for effectiveenforcement of the proposea legislation ?

20,

(b) If so, please elaborate your answer,
The propose: legislation provides that recordsshall be preserved for two years, However, it"has been suggested to the Committee that theperiod of retention of recoras should be raisedto five years,

What are your views in this regard ?
What steps shoulc. the Government initiate tocreate social awareness and changé attitude of thepeople to protect. the female foetus 2

22
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To, 14-1-1992
Shri T.D. Dhingra
Under Secretary
Lok Sabha Secretariat
Farliament House
New Delhi

Subject : Joint Committee on Pre-Natal Diagnostic Techniques(Regulation and Prevention of Misuse) Bill, 1991.

Sir,
This is with referenee to your letter No. 6/4(1)/91-CII,dated January 7, 1992.

Representatives from the following organizations who were co-sig-natories to the memorandum submitted by us would like to bepresent for the personal hearing on the provisions of the Bill.
Name Organization
Ms. Lopa Banerjee Saheli Women's Resource Centre
Ms. Nalini Bhanot Saheli Women's Resource Centre
Dr. C. Sathyamala Medico Friends Circle
Dr. Mira Shiva Voluntary Health Association of India
Ms. Ramaa Vasudevan People's Union for Democratic Rights
Ms. Devi Kripa Action India

Yours Faithfully,

Nalini Bhanot
for Saheli Women's Resource

Centre. )
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CONFI DENTIAL
SPECI AL ESS ENG ER

Ga
BY

LOK SABHA SECRETARIAT
(Committee Branch-II) Parlianent House annexe,

New

No,6/3(1)/91/C-I1 Dated the 7 April, 1992

From

Shri T.D, Dringra,
Under Secretary.

To
Ms. Lopa Baner ee,
Adove Shop cs-loe,
Shopping Complex,
Under Lefence Colony Flyover,
(South Side), Mew Delhi.

SUBJECT: Joint Committee on Pre-Natal Diagnostic Techniques
(Regulation and Prevention of Misuse) Bill, 1991.

I am directed to refer to this Secretariat letter
No. 6/3(1)/94/C-1i dated lo, 2,le9z_ on the subject
mentioned above forwarding therewith the proceedings of the
sitting of the Committee held on containing yours
speech@s) of your represent ative(s) for correction and return,

Since your copy of the proceedings has not Deen
received back in this Secretariat, I gn directed to request
you kindly to return your copy, containing corrections, if any,
to this Secretariat immediately in the manner as already
described in this Secretariat letter cated above.

2. It may be added for your information that it is not
permissible to take copies of these proceedings, nor can they
be Quoted anywhere or made use of in any manner without the
permission of the Committee, as such an act would constitute a
breach of privilege of the Committee,

Yours faithfully,

UNDER SECRETARY



Parliament House Annexe,
New Delhi-lloool.

No, 6/3(1) /91-CI1 Dated the loth March, 1992

From

Shri T.D. Dhingra,
Under Secretary.

Ms. Lopa Banerjee,
+ Above Shop No, 105-108,

Shopping Complex,
Under Defence Colony Flyover,
(South Side), New Delhi.

SUBJECT: Joint*Committee on ire-natal Diagnostic Techniques
(Regulation and Prevention of misuse) Bill, lggl.

r

Sir/Madan,
I a directed to send herewith the marginally noted pages

of the proceedings of the sitting of the above-mentioned Joint'
centeining the speeches of
Yous representativeyY for correction
and return,Pages 1. 31

occurred in the process of reporting and not for the purpose of

improving their Literary fom or altering subst-nce by additions
and deletions,

3,

the said date, it will be assumed that the record of speeches as made

by the Reporters has been found correct,

4, It may we

anywhere or made use of in any manner without the pemission of
the Committee, as such an act would constitute a breach of

privilege of the Committee.

De

Yours faithfully,

(UNDER SECRETARY



LOK SABHA

UNSTARRED QUESTION No, 2662

TC BE NSWERED ON THE 12TH AUGUST, 199%

SONOGRPHY FOR FOETUS TEST

2662, PROF, LSHOK ¢NANDRAC DESHMUKH:

HEALTH AND FAMILY ARRWill the Minister of
@ pleased to state:

whether 'sonocraphy ' which had been devisec for foetus
being vec for foeticide; and

(a)

be taken the

STATE IN THE MINISTRY OF HEALTH AND

(SMT. THARA DEVI SIDDHARTHA)

a}: Ultra-Sonogrephy is one of the severel methods for
pre-netal diagnosis and cen be used for determination of
the sex of foetus. Government ere aware, houvever, that
different pre-nat2l diagnostic techniques, including ultra-
sonogrephy, are being misused for determinetion of the sex

of thre foetus leading to famele feeticide in different parts
of the country,

(b)s It is proposed to enact.e comprehensive cAantral

legislation to regulate the pre-netsl diagnostic techniques
and ban use thercof for determination of the sox of the

foetus,



As INTRODUCED IN Lox SABHA ON J2

4
Bill No, 155 of 1991

THE PRE-NATAL DIAGNOSTIC TECHNIQUES (REGULATION
AND PREVENTION OF MISUSE) BILL, 1991

6

ARRANGEMENT OF CLAUSES

CHAPTER I

PRELIMINARY

CLAUSES

1. Short title, extent and commencement.

2, Definitions.

CHAPTER II

REGULATION OF GENETIC COUNSELLING CENTRE, GENETIC LABORATORY
AND GENETIC CLINIC

3. Regulation of Genetic Counselling Centres, Genetic Laboratories
and Genetic Clinics.

CHAPTER, ITI

REGULATION OF PRE-NATAL DIAGNOSTIC TECHNIQUES

4 . Regulation of pre-natal diagnostic techniques.

5 . Written consent of pregnant woman,

6 . Determination of sex prohibited.

CHAPTER IV
CENTRAL Supervisory Boarp

. Constitution of Central Supervisory Board.

8 . Term of office of members.

9 . Meeting of the Board.

10. Vacancies, ete., not to invalidate proceedings of the Board,

il. Temporary association of persons with the Board for particular
i

purposes.

12. Appointment of officers and other employees of the Board.

13. Authentication of orders and other instruments of the Board.

14. Disqualifications for appointment as member.

15. Eligibility of member for reappointment.

16. Functions of the Board.

(i)
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(ii)
CLAUSES

CHAPTER V
APPROPRIATE AUTHORITY

17. Appropriate Authority.

CHAPTER VI
REGISTRATION OF GENETIC COUNSELLING CEenTRES, GENETIC

LABORATORIES AND GENETIC CLINICS

18. Registration of Genetic Counselling Centres, Genetic Labora-
tories or Genetic .Clinics. !

19. Certificate of registration.
20. Cancellation or suspension of registration.
21, Appeal.

CHAPTER VII
OFFENCES AND PENALTIES

22. Prohibition of advertisement relating to pre-natal determination
of sex and punishment for contravention.

23. Offences and pgnalties.
24. Presumption in the case of conduct of Pre-natal diagnostic

techniques.
25. Penalty for contravention of the provisions of the Act or ruies

for which no specific punishment is provided.
26. Offences by companies.

27. Offence to be cognizable, non-bailable and non-compoundable.
28. Cognizance of offences.

CHAPTER. VIII e
MISCELLANEOUS

29. Maintenance of records. eas
30. Power to search and seize records.

31. Protection of action taken in good faith.

$2, Power to make rules.
'-- 38, Power to make regulations.

_. $4. Rules and regulations to be laid before Parliament.



Bill No. 155 of 1991
. THE PRE-NATAL DIAGNOSTIC TECHNIQUES (REGULATIONAND PREVENTION OF MISUSE) BILL, 1991

ey

A

-BILL
to provide for the re

oc rrc techniquesJon detect etabolic disorders or chro

disorders -and-for the prevention of the misuse of such techniquesfor the. purpose. of pre-natal sex determination leading to femalefoeticide; and for.matters connected therewith or incidental thereto,

abnormalities or certain congenital malfor ations or sex-linked 4

BE it enacted by Parliament in the Forty-second Year. of the Republicof India as follows:-

CHAPTER I

PRELIMINARY

5: 1. (1) This. Act vention
of
Mews Pre-natal Diagnostic Techniques short

title,
(Regulation and Prevention of Mis Se) Act 1991.

ment.

¥
It shall

extent

and
'Be Whole of India except the State of Jammu 8110

mence

(3) It shall come into force on such date as the Central Government10 may, by notification in the Official Gazette, appoint,
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2. In this Act, unless the context otherwise requires,-Defini-

(a) "Appropriate Authority" means the Appropriate Authority
appointed under section 17;

tions.

(b) "Board" means the Central Supervisory Board constituted
under section 7; 'la 5

(c) "Genetic Counselling Centre" means an Institute, Hospital,
Nursing Home or any place by whatever name called, which provides
for genetic counselling to patients and for performing obstetrical or

gynaecological procedures such as foetoscopy, taking samples of
amniotic fluid, chorionic villi, blood or any, tissue of a pregnant 10

woman for being sent to genetic clinic or laboratory for conducting
pre-natal diagnostic test; .

(d) "Genetic Clinic'? means a clinic and includes a place used
for the purpose of conducting the activities of Genetic Counselling
Centre or Genetic Laboratory or both; 15

(e) "Genetic Laboratory" means a laboratory and includes a

placa where facilities are provided for conducting analysis or tests of

samples received from Genetic Counselling Centre for pre-natal diag- .

nostic test;

(f). "gynaecologist" means a person who possesses a post-graduate
qualification in gynaecology;

20

or diploma or certificate, in medical genetics in the field of pre-natal
diagnostic techniques or has experience of not less than two years in

(g) a person who degree

such field after obtaining- 25

(i) any one of the medical qualifications recognised under
the Indian Medical Council Act, 1956; or 102 of

(ii) a post-graduate degree in biological sciences;
my

(h) "pre-natal diagnostic procerlures" means all gynaecological
or obstetrical or medical proceslures such as foetoscopy, taking or re- 30

moving samples of amniotic fluid, chorionic villi, blood or any tissue
of a pregnant woman for being sent to a Genetic Labouratory or
Genetic Clinic for conducting pre-natal diagnostic test;

(i) "pre-natal diagnostic techniques" include all pre-natal diag-
nostic procedures and pre-natal diagnostic tests; 135

A&(j) "pre-natal diagnostic test" means any test or analysis of am-
niotic fluid, chorionic villi, blood or any tissue of a pregnant woman
conducted to detect genetic or metabolic disorders or chromosomal
abnormalities or congenital anomalieg or haemoglobinopathies or sex-
linked diseases; 40

(k) "prescribed" means prescribed by rules made under this
Act;

(1) "registered medical practitioner" means a medical practitioner
zwho possesses any recognised medical qualification as defined in

clause (h) of section of the Indian Medicat Council Act, #956, amd

twhose name has been entered in a State Medical Register; 2 of 1956

(m) "regulations" means regulations framed. by the Board under

this Act,



3

CHAPTER II

REGULATION of GENETIC COUNSELLING CENTRES, GENETIC LABORATORIES
AND GENETIC CLINICS

3.
On and' from the commencement of this Act,-

_
Rot possess the prescribed qualifications;

(3) no medical geneticist, gynaecologist. registered medical practi-

under this Act.

CHIAPER III

REGULATION OR PRE-NATAL DIAGNOSTIC TECHNIQUES

4. On and from commencement of this Act,-
20 (1) no place including a registered Genetic Counselling Centre,

or Genetic Laboratory or Genetic Clinic shall be used or caused to be
used by any person for conducting pre-natal diagnostic techniques
except for the purposesspecified in clause (2) and after satisfying any

(2) no pre-natal diagnostic techniques shall be conducted except
for the purposes of detection of any of the following abnormalities,
namely:-

(i) chromosomal abnormalities;

a(iv) Sex-linked genetic diszases;
1(v) congenital anomalies;

(vi) any other abnormalities or diseases as may be specified
by the Supervisory Board;

35 (3) no pre-natal diagnostic techniques shall be used or conducted

ing conditions are fulfilled, namely:-

(i). age of the pregnant woman is above thirty-five years;
* (i) the pregnant woman has undergone two or more sponte-

40 neous abortions or foetal loss:

(iti) the pregnant woman had beer eXpesed to potentially
teratogenic drugs, radiation, infection er hazardous chemicals;

Regula-
tion of
Genetic
Counsel-

Centres,
Genetic
Laborato-
ries
and
Genetic
Clinics,

5 nono Laboratory or
Genetic Clinic unless: registered under this Act,- shall conduct or
associate with, or help in, conducting activities relating to pre-natal ling
diagnostic techniques

(2) no Geyetic Counselling Centre, Genetic Laboratory or Gene
10 tic Clinic shall employ or cause to be employed any person who does

other person shall coriduct or cause to be conductedtioner or any
or aidin conductingby himself or through any other person, any

15 pre-natal diagnostic techniques at a place other than a place registered

Regula-
tion of
pre-
natal dia-
gnostic
techni-
ques.

of the conditions specified in clause (3);

25

@ oe
5 genetic metabolic diseases;

30 (iti) Haemoglobinopathies;

unless the person qualified to do so is satisfied that any. of the follow-
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(iv) the pregnant woman has a family history of mental
. retardation or, physical ,deformities such as spasticity or any, .. : ;other genetic disease;

(v) any other condition as may he spacified by the Central
d Supervisory Board! '«

5

(4), ho person being a relative or the husband of the pregnant
+ + + Woman-shall seek or encourage the conduct df any presnatal diagnostj®

'onvhen except for the purpose specified in clause (2).

a

Netermi- 6.'On and trol édminericement of this Act,-

;
sonography, for the purpose of determining the sex of a foetus;

of determining the sex of a foetus.
; F

oot), SHAPTER IV

Gonstitu- 7, 1) The Céntral Government shall constitute a Board to be known

Bpard
(2) The Board shall ednsist of-

(a) the Minister in charge of Family Welfare, who shall be the
Chairman, ex officio; te

ted. Laboratory or Clinic pre-natal diagnostic iechniques including ultra-

?

J is

5

as the Central Supervisory Board to exercise the powers and perform the 25

§upervi- s 1 r

(b) the Secretary to the Government of India in charge of Family 30

A

Welfare, who shall be the Vice-Chairman, ex

(c) two members to be appoihtdd by The Government to
represent the Ministries of Central Government.incharge of,Woman

(a) eight members to be appoitited by the 'Central 35
A Fete poy ap ye ze

@s éminent medical: geneticists; na

BsliB ta on etn ety ae)

(iv) representatives of women 'organisations: ub

(it) eminent gynaecologists;
»

Union territories:
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Provided that no appointment under this clause shall be madeexcept on the recommendation of the State Government, or as thecase may be, the Union territory;
(f). an officer, not below the rank of a Joint Secretary or equiva-

8. (1) The term of office of a member, other than an ex officio mem-. Termber, shall be three years,
(2). If a easual vacancy occurs in the office ot any other member, bers.10 whether by reason of his death, resignation or inability to discharge hisfunctions owing to illness or other incapacity, such vacancy shall be filled

(4) The procedure to be followed by the members in the dischargeof their functions shall be such as may be prescribed,

9. (1) The Board shall Meet at such time and places, and shall Meetings20 observe such rules of procedure in regard to the transaction of busi- of theRess at its meetings (including the quorum at such meetings) as may Board.be provided by regulations:

Provided that the Beard shall meet at least once in six months.
(2) The Chairman and in his absence the Vice-Chairman shall pre-25 Side at the meetings of the Board.

(3) If for any Teason the Chairman or the Vice-Chairman is unable toattend any meeting of the.Board, any other member chosen by the mem,bers present at the meeting shall preside at the meeting.
(4) All: questions which come up before any meeting of the Board

30 Shall be decided by a majority of the votes of. the members present andvoting, and in the event of an equality of votes, the Chairman, or in his

(5) Members other than ex officio members shall receive such allo-
35 Wances, if any, from the Board as may be prescribed.

(a). any vacancy in, or any defect in the constitution of, the etc.,

proceed-

5 lent of the Central Government in charge of Family Welfare, whoshall be the member-secretary , officio,ex

of office
of mem-

ne
Government bymking a fresh appointment and the mem-

place
Meo fr the remainder of the term of office
h, is appointed

15 Vice-Chairman shall perform f netions as may be as-
The(3)

signed to him by the Chairman' from time to

ing vote,
absence the person presiding, shall have and exercise second or cast-

10. No act or proceeding of the Board shall be invalid merely byFeason of Vacan-
cies,

Board; or not to
invalidate

40 as-q ings ofactingperson(b) any defect in the appointment of
member of the Board; or the

Board.

the merits of the case,
(c) any irregularity in the procedure of the Board not affecting
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11.. (1) The Board may-associate with itself, in-such manner and forTempo-
rary such purposes as may be determined by regulations, any person whose
assocla- assistance or advice it may desire in carrying out any of the provisionstion of of this Act.
persons
with
the (2) A person associated with. it by the Board under sub-section (1) 5

Board for any purpose shall have a right to take part in the discussions relevant
for to that purpose, but shall not have a right to vote at a meeting of the
particu- Board and shall not bea member for any other purpose.
lar
purposes.

Appoint- 12. (1) For the purpose of enabling it efficiently to discharge its
ment of functions under this Act, the Board may, subject to such regulations as 10
officers
and may be made in this behalf, appoint (whether on deputation or other-

other wise) such number of officers and other employees as it may consider
;/emplo- necessary: t

syees of
the Provided that the appointment of such category of officers, as may
Board. be specified in such regulations, shall be subject to the approval of the 15

Central Government.

(2) Every officer or other employee appointed by the Board shall be
subject to such conditions of service and shall be entitled to such re-
muneration as may be specified in the regulations

Authenti- 13.. All orders and decisions of the Board shall be authenticated by 20
cation. the signature of the Chairman or any other member authorised by the
of orders Board in this behalf, and all other instruments issued by the Board shall
and
other be authenticated by the signature of the Member-Secretary or any other

instru- officer of the Board authorised in like manner in this behalf
ments
of the +

Board.

Disquali- 14, A person shall be disqualified for being appointed as a member 25
fications if, he-
for
appoint- (a) has been convicted and sentenced to imprisonment for an
ment as offence which, in the opinion of the Central Government, involves
member moral turpitude; or

30(>) is an undischarged, insolvent; or

(c), is of unsound mind and stands so declared by a competent
court; or

(d) has been removed or dismissed from the service of the
Government or a Corporation owned or controlled by the Govern-
ment or; 35

such(e) has, in the opinion of the Central Government,
financial or other interest in the Board as is likely to affect pre-
judicially the discharge by him of his functions as a member.

Eligibility for re-
15. Subject to the other terms and conditions of service as may be

of persom ceasing tobe.aanyprescribed, 4,eligible
member appointment as such

member.for re-
appoint-
ment.

ember shall be
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16 The Board shall have the following functions, namely:- Fine
lions

(t) to advise the Government on policy matters relating to use of of the
pre-natal diagnostic techniques; Board

(it) to review implementation of the Act and the rules made
5 thereunder and recommend changes in the said Act and rules to the

Central:Government;

(iti) to create public awareness against the practice of female
foeticide

(iv) to lay down code of conduct to be observed by persons
10 andworking at genetic counselling centres genetic laboratories

genetic clinics

(v) any other functions as may be prescribed under the Act

CHAPTER V
APPROPRIATE AUTHORITY

15 17,. (1) The Central Government shall appoint by notification -in the Appro
Official Gazette one or more officers as Appropriate Authorities for each priate

of the Union territories for the purposes of this Act. Authority

(2) The State Government shall appoint by nolification in the
Official] Gazette one or more officers as Appropriate Authorities for the

!20 purposes of this Act

(3) The officers appointed as Appropriate Authorilies under sub-
section (2), shall be of and above the rank of the Joint Director of
Health and Family Welfare of the State Government or of the Union
territory, as the case may be.

25 (4) The Appropriate Authority shall have the following functions
namely -

(i) to grant registration suspend or cancel registration of a
Genetic Counselling Centre, Genetic Laboratory and a Genetic
Clinic;

30 (ii) to enforce standards prescribed for the Genetic Counselling
Centres, Genetic Laboratories and Genetic Clinics: and

(iii) to investigate complaints of breach of the provisions of this
Act and the rules made thereunder and take appropriate action

(5) (i) The Central Government or the State Government shall, as
the case may be constitute an Advisory Committee to aid and advise

35 each Appropriate Authority in the discharge of its functions

(ii) The Advisory Committee shal1 consist of two gynaecologists or
medical geneticists and three eminent social workers of whom not less
than one shall be from amongst representative of womens organisations

40 The terms and conditions subject to which a person may he

appointed to the Advisory Committee and the procedure to be followed
hy such Committee in ihe discharge of its functions shall be such as

1may be prescribed
a



8

CHAPTER VI
REGISTRATION OF GENETIC COUNSELLING CENTRES, GENETIC

LABORATORIFS AND GENETIC CLINICS

Labarato- shall be accompanied by such fees as may be prescribed.

natal diagnostic techniques for any of the purposes mentioned in section 4.

immediately before the commencement of this Act, shall apply for regist-
ration within sixty days from the date of such commencement.

(4) Subject to the provisions of section 6, every Genetie Counselling 15

Centre. Genetic Laboratory or Genetic Clinic encased in conductine ure.

natal diagnostic techniques shall cease to conduct any such fechnique on

the expiry of six months from the date of commencement of this Act
unless such Genetic Counselling Centre. Genetic Lahoratary or Genetic
Clinic has applied for registration an' is so registered ov (il such appli- 20

cation is disposed of. whichever is earlier.

(5) No Genetic Counselling Centre, Genetic Laboratory or Genetic
Clinic shall be registered under this Act unless the Appropriate Authority
is satisfied that such Centre, Laboratory or Clinic is in a position ta provide
such facilities, maintain such equipment and standards as may he prescri- 25
bed. oat

Cortifi- 19. (1) The Appropriate Authority shall, after holding an inquiry
cate of and after satisfying itself that the applicant has complied with all the
repistra- requirements of this Act and the rules made thereunder. grant a certi-
ton, ficate of registration in the prescribed form to the Genetic Connselliig 30

Centre, Genetic Laboratory or Genetic Clinic, as tha case may he

(2) If, after the inquiry and after giving an opportunity fo the
applicant of being heard, the Appropriate Authority is satisfied that the
applicant has not complied with the requirements of this Act and the
rulos, it.shall, for reasons to be rerarded in writing. reject the applicatian 44

for registration.
(3) Every certificate of registration shal1 be renewed in such manner

and after such period and on payment of such fees as may be prescribed.
(4) The certificate of registration shall be displayed by the registered

Genetic Counselling Centre, Geneiic Laboratory or Genetic Clinic in a 40
conspicuous place at its place of business.

Cancetla- 20. (1) The Appropriate Authority may suo moto, or on complaint.

registra 45pended or cancelled for the reasons mentioned in the notice,
tion. (2) If, after giving a reasonable opportunity of being heard to ihe

Genetic Counselling Centre, Genetic Laboratory or Genetic Clinic, the
Appropriate Authority is satisfied that there has been a breach of the
provisions of this Act or rules, it may, without prejudice to any criminal
action that it may take against such Genetic Counselling Centre. Genetic
Laboratory or Genetic Clinic suspend its registration for such period as
it may think fit er cancel its registration, as the case may he.

Registra-
GeneticCentre.person Counsellinganyopen(1) No Geneticshall18.

tion of the commencement of this Aci unlessafterClinicGeneticorLaboratory
Genetic isorCentresuch Act.
Counselling be
Centres (2) Every application for registration under sub-section (1), shall
Genetic Appropriate Authorily in such form and in such manner andthemade to

rics of 10orLaboratoryGeneticCentre,CounsellingGeneticEvery(3)
Genetic conducting pre-inexclusively,Genetic Clinic engaged, either partly or
Clinics

suspen-
issue a notice to the Genetic Counselling Centre, Genetic Laboratory ortion or

sion of registration should not. he sus-why itsGenetic Clinic to show cause

50
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(3) Notwithstanding anything contained(2), if in sub-sections (1) andthe Appropriate Authority is of the opinion that it is necessaryr expediént so to do in. the public interest, it may, for reasons to berecorded: in-writing, suspend the registration of any Genetic Counselling5 Centre; Genetic Laboratory or Genetic Clinicnotice referred to in- sub-section (1).
without issuing any such

21. The Genetic Counselling Centre,
Appeal.Clinic may, within thirty days from the

Genetic Laboratory or Genetic
date of, receipt of the order ofsuspension, or. cancellation of TegistratiOn passed by the Appropriate10 Authority under section 20, prefer 'an abpeal against such order to-

(i) the Centrai Government, where the appeal is against theorder of the Central Appropriate Authority; and
(it) the State Government, where the appealorders of the State Appropriate Authority;

is against the

H-in-the_prescribed manner.

CHAPTER VII
OFFENCES AND PENALTIES

22. (1)
Clinic shall -issue be issued advertisement ito

Counselling Centre, Genetic Laboratory or Genetic Prohibi-
any mannerany tion

pre-natal deter of adver-
Centre, Laboratory or Clinic.

mination of
'Sex

available at such
tisement
relatingExplanation-In this section, "advertisement" includes any notice, to pre-circular, label, wrapper or other document and also includes any visible natal

representation made by means of any light, sound, smoke or gas.
deter-
mination
of sex
and
punish-
ment
for
contra-

25 vention.(2) Any person, who contravenes the provisions of sub-section (1),shall be punishable with imprisonment for a term which may extend

23. (1) Any medical geneticist, gynaecologist, registered medical Offences. practitioner. or any person who-owns a Genetic Counselling Centre, and30 a Genetic Laboratory or a Genetic Clinic or is employed in such a Centre, penalties,
Laboratory or Clinic or who renders his services to or at such a Centre,Laboratory or Clinic, whether on an honorary basis or otherwise andwho contravenes any of the provisions of this Act or rules made there-under shall be punishable with imprisonment for a term which may35-extend to three years and with fine which may extend to ten thousand

e
rupeesend on any subsequent conviction with imprisonment which mayxtend to five
rupees.

years and with fine which may extend to fifty thousand
t

(2) The name of. thé registered medical practitioner who has been40 convicted by the court under sub-sectio nm (1), sha be reported by theé\ppropriate Authority, to. the respective State Medical Council fortaking necessary action includin ' the removal of his nane from the"tégister of the Couscil for a period of two years for the first offence and
permanently for the subsequent offence,

x <

20 regarding facilities of

three years and with fine which May extend to ten thousand rupees.
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(3) Any. person who seeks the aid of a Genetic Counselling Centre,

Genetic Laboratory or Genetic Clinic or of a medical geneticist,

gynaecologist or registered medical practitioner for conducting pre-

natal diagnostic techniques on any pregnant woman (including such

woman unless she was compelled to undergo such diagnostic techniques 5

subsequent conviction with imprisonment which may extend to five

Presump-

é

al diag-
+

nostic
techni-

Penalty .

- of the

Act

for
which
no
specific
punish-

such, pergon liable to any punishment, if he proves that the offence was

panies.

30

ae mitted without his Knowledge or that he had exercised all due dili-

"any offence punishable under this Act has been committed by a company

director, manager, secretary Or other officer shall also be deemed to be 40

'of that offenre ard shel} be liable to be proceeded agamst and

*,

45
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(b)- "director",-inirelation to a firm, Means: apartner in the firm.
27, Every offence under this Act shall be cognizable,

and non-compoundabl€, non-bailable Offence
to be cog-
nizable,
nonbaij.

honetom.
Pound28, (1 ) No court shall take able:5 except: on a complaint made by,

cognizance of an offence under this Act Cogni
(a) the appropriate Authority concerned or

Zanca of
any officer authorised Offences,"in this. behalf: by: the: Central Government' or State Gothe case May be, or the Appropriate Authovrity; or

vernment, as

10 the manner Prescribed tg
ven notice of. not less than Sixty days,

in
alleged offence and of his int

the Appropriate Authority, of theention to make a complaint to th(2) No court. ot
e court

her than that of a Metropolitan Magistrate: or a Judi-cial Magistrate ofhls Act.
the first class shall try any offence punishable under

15 (3) Where ac omplaint has been made under clause' (b)Section (1), the court 1 of sub-
Priate Authority to m

nay, on demand by such person direct. the Appro-ake available copies of thpossession to such person.
e relevant records in its

i

°

CHAPTER Viti -

20
MISCELLANEOUS

29. (1) All records chartsother documents required to he maintain
forms, reports consent letters. and all

Shall: bepreservedifor a period of. two ye'ats.or for such

ed under this Act and the rules Mainte-
prescribed: Period as may be

nance of
records,

25. Provided. that, if any criminal or other proceedingsagainst: any Genetic: Counseling Centrethe records and all other or Geneticor Clinic shall be preserved i l! the finalof
rd

;
Cent Laborator

are instituted
Clinic,

such Centre,

30 for
(2)' All such records shall at all reasonable tiiMspection to the Appropr

mes, be made available
authorised by the Appropriate: Authority "in this

iate Authority or to any other person
30 (1) Ifthe A

behalf.

under this Act has been or is bein
Ppropriate Authority hag reason to. believe that ana

toPowerCounselling Centre Ge & committed at any Genetic SearchISrity. or any officer authorised them in this beh

netic Laboratory or Genetic Clinic, such Autho- and seizerules as.may. be pr.'escribed alf may, subject to such records
such assistance if any as such authority. or office

> enter and Search at oll. reasonable times with ete,
» such

Counselling Centre, Genetic
r Considers neeessLaboraand examine any record, register, document, book,
tory or: Genetic- Clinic

"'40. ment or any other material object found therein a
pamphlet. advertise.

'such "Aiithority or officer has reas
nd seize th€ same if

evidence of the commission of an
on to believe that may furnishoffence punishable undér this Act

> (b) @ person who has

alo h. proceedings



12

6(2) 'The provisions of the Code of Criminal Procedure, 1973 relating
to searches and seizures shall,.so.far as may be, apply to every search

sph. .05 or seizure made under this Act.

'Piotee-
-bion of

31, No suit, prosecution or other legal proceeding shall lie against
the Central or the State Government or the Appropriate Authority or 5action -

any officer authorised by the Central or State Government or by thepaken 'in
Authority for anything which is in good faith done or intended to be

faith;:*
+

done in pursuance of the provisions of this Act.

Power to a2, Ww The Central Government may, make rules for carrying out
make. 10fules.

the provisions of this Act.

(2) In particular and without prejudice' to the generality of the fore-
going power, such rules may provide for-

() the minimum qualifications for persons employed at a
registered Genetic Counselling Centre, Genetic Laboratory or Genetic
Clinic under clause (1) of section 3; 5

(ti) the form in which consent of ¢ pFegnant woman has to he
:Obtained under section 5;

(tit) the procedure to be followed by the members of the Central
Supervisory Board in the discharge of their functions under sub-
section (4) of section 8; 20

t

(iv) allowances for members other than ex-officio members
admissible under sub-section (5) of section 9;

(v) the terms and conditions subiject to which a person may he
appointed to the Advisory Committee under clause (vic) of sub-
section (5) of section 17; 25

(vi) the form and manner in which an application shall be made
. for registration and the fee payable thereof under sub-section (2) of
section 18; .4

(vii) the facilities to be provided, equipment and other standards
to be maintained by the Genetic Counselling Centre, Genetic Labo- 30
ratory or Genetig Clinic. under sub-section (4) of section 18;

(viii) the form in which a certificate of registration shall be
_issued under sub-section (1) of section 19;

(i) the manner in which and the period after which a certificate
© 2 the

of registration shall be renewed and the fee payable for such renewal
35

Re : under sub-section (3) of section 19;

section 21;
(x) the manner in which an appéal may be preferred under

1 (xi) the-period up to which records, charts ete, shall be preserv-
ed under sub-section (1) of section 29;

40
(xu) the manner in which the seizure of documents, records,

y objects etc. shall be made and the manner in which seizure list shall
'"ece-be prepared and delivered to the person from whose custody such

doduments; records or objects were seized under sub-section (1) of
"section BO.

2 PONS ett
(mitt) any. other . matter that, is required to be or may b

45
boty, * e

«ys pyesctibed.

good
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33. The Board may, with the previous sanction of the Central Cov-ernment, by notification in the Official Gazette make regulations notinconsistent with the provisions of this Act and the rules made there-

(a) the time and place of the meetings of the Board and theprocedure to be followed for the transaction of business at suchmeetings and the number of members which shall form the quorumunder sub-section (1) of section 9;
(b) the manner in which a person may be temporarily assoviat-.ed with the Board under sub-section (1) of section 11;

(e) the method of appointment, the conditions of service andthe scales of pay and allowahces of the officer and other employeesof the Board appointed under section 12;

(d). generally for the efficient conduct of the affairs of the

94. Every rule and every regulation made under this Act shall helaid, as soon as may be after it is made, before each House of Parliamen t,while it is in session fora total period of thirty days which may becomprised in one session or in two or more successive sessions, and if,20 before the expiry of the session in which it is so laid or. the session im-mediately following the session aforesaid both Houses agree in makingany modification in the rule or regulation as the case may be or bothHouses agree that the rule or regulation as the case may be should nothe made, the rule or regulation shall thereafter have cffect only in25 stich modified form or be of no effect, as the case may he: su, however,that any such modification or annulment shall be without preiudiceto the validity of anything previously done or omitted to be doncvnder that. rule or regulation.

Power
to make
Tegula~
tions,

unter to provide for,- t

10

t
1

Rules and
refula-
tions to
be laid
before
Parlia-
ment,



STATEMENT OF OBJECTS AND REASONS

It 'is proposed to prohibit pre-natal diagnostic techniques for deter-
mination of sex of the foetus leading to female foeticide. Such abuse
of techniques is discriminatory against the female sex and affects the
dignity..and .status-of-women. A legislation is required to regulate the
'use of such techniques: and to provide deterrent punishment to stop such
inhuman act.

The :Bill inter alia -provides for:

(i) prohibition of the misuse of pre-natal diagnostic techniques
for determination of sex-of foetus, leading to female foeticide;

(ii) prohibition of advertisement of pre-nsial diagnostic tech-
niques for detection or determination of sex;

(iii) permission and regulation of the use of pre-natal diagnos-
tic techniques for the purpose of detection of specific genetic abnor-
malities or disorders;

(iv) permitting the use of such techniques only under
eonditions by the registered institutions; and

(v) punishment for violation of the provisions of the proposed
, legislation.

2, The Bill seeks to achieve the above objectives.

-,--New Dann;
The 6th September, 1991. M. L, FOTEDAR.

*

14



Clause 2.--This clause seeks to define the various expressions used in"

the Bill. >
ye y

» Clause 3,-This-clause: provides that no Genetic 'Counselling Centre,

provides : that, such Centre, Laboratory or Clinic shall not employ any

person wha does not possess the prescribed qualifications. It also'.pro-

vides that no medical geneticist, gynaecologist 'or' registered. rhedical

provides that no Genetic Counselling Centro,

Genetic Laboratory or Genetic Clinic shall be used for .pre-natai diag-

nostic techniques except for the purposes mentioned in' that: clause and

Clause 5.-This-clause provides that before the pregriant.

subjected 1o pre-natal diagnostic technique the person such

test shall qxplain all-the side and after effects of undertaking

tests and has obtained for: consent mm writing to undergo such' procedures.

Clause 6.-This clause ifnposes an absolute prohibition on the of

y

Clause 7~-This clause provides for the constitution: of Central.Super-

Chairman. «

Clause 8.-This clause prov:des for term of office ofmembers appoin-

Clause 9.-This clause provides for meetings of the Board and 'the

Clause 10.-This clause provides that -yacancies in, the,.Board, shall
se oa

Clause 11-This clause provides for temporary association of persons

with the Board for particular purposes.

Clause clause provides for authentication of orders and

other instruments of the Board.

15
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29 te ot

@ alisg?9o trol ithe ety

use, This c ause: provides, that every joffenee under this Actpe cognizable, non-bailable and non-compoundable
28 'provides that the court shall' take cognizance

yy
offences hy

t

i

shal1

at,

of amaffence! under* the

of ithovalldged

fonmsiteports, etc.{I for a 'peridd'-of two years
£ records, charts.

4

Titles Seize records! and earch
Centrdp Genetic 'Laboratory or Genetic Clinic

Clause 31.-This clause provides for protection of action taken infood faith

Clause 32 -This clause confers power upon the Central Governmentto frame rules for carrying out the purposes of this Act.
Clatse 33 -This clause confers power upon the CentBoard for framing of regulations not inconof this Act and the rules made thereunder with the Previous permissionof the Central Government

ral Supervisorysistent with the provisinns

Clause 34.-This clause provides for the laying down of rules andregulations before the Parliament,
a



FINANCIAL MEMORANDUM,
>

visory Board,
, and to perform the functions assign-ay. it under the proposed legislation. The Central Supervisary, Board,th the Minister in charge of the Ministry of the Central Government'ealing with the Family Welfare, ag its Chairman will includemembers.

|

Clause % of the Bill provides that members other than the ex officiomembers of the Board, shall receive such 'allowances, if any, -ag may be

sector, The financial liability that will accrue government bein respect of payment of DA/TA to the four experts belonging to non-
governmental sector. The estimated expenditure, covering the cost of

the remaining four experts as also the representatives of States/UTs,

@
there will also be cash oulgo. The extent of cash outgo is estimated tobe of the order of Rs. 1,23,600 making a total of Rs. 1,64,800 per annum.

2. The Bill also envisages constitution of Appropriate Authorities forthe UTs as well as for the States, These Appropriate Authorities shallhave the powers of granting registration, suspension or cancellation ofthe registration. Though one of the. existing officers -in States and

passage of time, he may be requiring additional secretarial, assistancefor his effective functioning under the Agt, which. will depend;upon' tthe
workload which the concerned officer will have to shoulder tinder theAct. It-is, therefore, not possible at this stage-to indicate precisely how
much secretarial assistance is needed and what will. be the: . financial
liability on this account. Likewise for the effective functioning of Cent-
ral: Supervisory Board, there may be a need for, giving Additional or

this stage.

UTs
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MEMORANDUM REGARDING DELEGATED LEGISLATION

Clause 32 of the Bill empowers the Central Government to make
rules to carry out the provisions of the Bill. Such rules may, among
other things, provide for any of the following matters, namely:-

(i) minimum qualifications of the person employed in regis-
tered Genetic Counselling Centre, Genetic Laboratory and Genetic
Clinic;

(it) the form and manner of application for registration, records
to be maintained, consent of pregnant woman to be obtained at

such registered Centre, Laboratory or Clinic;

(ii) minimum equipment necessary and the standards to be
maintained by the Centre, Laboratory or Clinic;

or State Government against the order of, refusal, cancellation or

suspension of

(v) the duration of validity, procedure of renewal and fee to be

charged for registration; and

(vi) the records, charge, report and the other documents ta be

maintained by the Genetic Counselling Centre, Laboratory or Clinic.

Clause 33 of the Bill empowers the Central Supervisory Board to

frame regulations. Such regulations, among other things, may provide
for the time and places of meetings of the Board, the procedure to be

followed for the transaction of business at such meetings, the number

of members which shall form a quorum and the conditions of service of
the employees of the Board.

2, As the matters in respect of which rules and regulations may be

made are matters of procedure or administrative detail, the delegation
of legislative power is of a normal character.

19

(iv) the manner in which an appeal may be filed to the Central



LOK SABHA

A

BILL
to provide for the regulation of the use of pre-natal diagnostic techniquesfor the purpose of detecting genetic or metabolic disorders or chromo-

sonal abnormalities or c@rtain congenital malformations or sex-linked
disorders jand for the prevention of the misuse of such techniquesor the purpose of pre-natal sex determination leading to female
foeticide; and for mattersconnected therewith or incidental thereto.

Shri M. L. utedar, Mi fer of Health and Family Weljure.



STATEMENT REFERRED TO IN REPLY TO TRE LOK SABHA
STARRED QUESTION No, 400 FOR 12TH 4UGUST, 1991,

~

The Government are aware of the misuse of the pre-natal
ciagnostic techniques for determination of the sex of the foetus
leading to cases of female foeticide in different parts of the
country,

& Central lecislation to requlate pre-natal diagnostic
techniques and to ban the misuse thereof for determination of d.
the sex of the foetus, is under active consideration.

@Qw
Information relating to clinics performing amniocentesis

tests is not being monitored by the Government of India as

there is no Central Law reguiating such tests,



LOK SABHA

STARRED QUESTION No, 400

TO BE ZNSWERED ON THE 12TH AUGUST, 1991

FOETICIDE CASES

*400, PROF. ZSHOK DESHMUKHs

SHRI PRAKASH V. PATIL 3

Will the Minister of HEALTH 4ND FAMILY WELFARE

of foeticide in the country;

(D) if so, the steps taken by the Government to check this

be pleased to states

(a) whether the Government are aware about the recent Cases

evil practice;
(c) the names of clinics in the country which perform

amniocentesis tests;
(a) whether the Government propose to ban such tests; and

(2) if so, the details thereof?

a NS WER

MINISTER OF HEALTH AND FAMILY WELFARE

SHRI M.L. FOTEDAR)

(a) to (e)s A statement is laid on the Table of the House,



LOK SASHA

UNSTARRED QUESTION No, 2662

TO BE NSWERED ON THE 12TH AUGUST, 79901

SONCGRPHY FOR FOETUS TEST

PROF. JNANDRAO DESHMUKH:2562.

Will the Minister of HEALTH AND FAMILY ARE
e pleased to stéte:

vwhether 'sonography' which had been devised for foetus
> peine use re foeticide: and

De taken by the Govermentcrn to
arc?

a NS W

IN THE MINISTRY OF HEAT NID Weir?MSTER OF STATE 1

(SMI. DK. HARA DEVI

(ad: Ultra-Sonogrephy is one of the severel methods for
pre-netal diagnosis and cen be used for determination of
the sex of foetus, Government ere auvare, however, thet
different pre-natel diagnostic techniques, including ultra-
sonogrephy, are being misused for determinetion of the sex
o* the foetus leading to famale feeticide in different parts
of the country,

It is proposed to enact.e comprehensive (@ntrai
legislation to regulate the pre-netel diegnostic techniques
and bam use thercof for determination of the sox of the
foetus,



Additional Submissions to "Note on Suggested Amendments in
Bill No. 155 of 1991"

Regulation of use of Designated Test (pg. 3 of Note on Suggested
Ammendments)

16. Section 4, Clause (1) to be amended as
"On and from the commencement of the Act,--
No person other than an authorised Head of Unit or such other
Qualified person authorised by the Head of Unit, on the Head

of Unit's responsidility, shall use or carry out any cesignated
test. "

Section 7, Clause (2) sub clause (e)29.

the paragraph following (ii) (pg 5 of Note on Suggested Amendments)to read-

"Provided that no appointment of the eminent social scientists
and representatives of Women's Welfare Organizations shallbe
made except on the recommendation of Women's Welfare Organiz-ations and in consultation with the State Governments"
Section 17, Clause (2) to be amended as (pg 7 of Note on Sugyested

Amendments)
49,

"The Central Government, State Governments and Union Territoriesshould appoint by notification in the Official "azette one or
more officers on the basis of the population to be covered and
on the prevalence of the misuse of the tests as AppropriateAuthorities for the purposes of this Act"
Section 17, a new clause to be inserted (pg 7 of Note on Sugyested

Amendments)" The Appropriate Authority should act upon information madeto it or a complaint filed to it by any personaggreived by the offence or by an organization or an institutionwithin the shortest possible time and not exceeding 24 hoursto prevent the removal and obliteration of evidence by the

55.

available

accused party."
Section 24, to be amended as (pg 8 of Note on sugyested Amendments)63.

"Not withstanding anything in the Indian Evidence act, 1372,
Where it has been established that a pregnant woman has
undergone a specified test exclusively for the purpose of
sex determination of the foetus the Court shall presumethat the pregnant woman has been compelled by her husband
Or relatives to undergo the specified test for the sole
purpose of sex determination and such persons shall be liable



fear a e

for abetment of offence under sub section (3) of section 23 andshall be punishable for the offence specified bnder that section",

FURTHER AMENDMENTS SUGGESTED
the specified testI. A new section on regulation of/ultrasonography to be added-

"Not withstanding anything in the Indian Evidence Act 1872,the Court shall pre sume,ultrasound equipment,
unless the contrary is proved, that

second trimester (six
when used on a pregnant woman upto themonthsi of pregnancy, has been used forthe exclusive purpose of sex determination of the foetus andthis shall constituteAct and shall be
a violation of the provisions of thisprosecuted accordingly",

il, To hasten the process of litigation Special Courts in themetropolises may be desiQnated to try cases relating to theprovisions of this Act and that these cases may be decidesin a period of not morethe complaint,
than 90 days from the date of filing

ili. The role of the Advisory Committee to the Appropriate AuthorityMay enlarged such that
Authority may also act

the Advisory Committee to the Appropsiate
anc report a complaint,

as a watchdog body with towers to inspect
iv, There should be a ceil ing on the service Charges that are leviedon patients tor the use of ultrasound for different indications,

The title of the Bill may be amended to read:
"THE PRE-NATAL DIAGNOSTIC TECENICUES (REGULATION ANDPREVENTION OF MISUSE FOR SEX DETERMINATION BILL, 1991,"

Submitted by: Saheli Women's Resource Centre, Voluntary Health Assoc-jation of India, Action India,Union for Democratic Rights,
voint Women's Frogramme, Feople's

Circle, Dr. Imrana Cuadeer, and Medico Friend's

2



Note on Suggested Amendments in Bill No. 155 of 1991.

THE PRE-NATAL DIAGNOSTIC TECHNIQU#S (REGULATION AND
PREVENTION OF MISUSE) BILL, 1991.

(N.B. For easy reference the amencments are underlined )

1° A bill to provide for the regulation of the use of pre-natal
diagnostic techniques, presently available and those likelyto be developed in future, whetner or not for the purpose of
detecting genetic or metabolic disorders or chromosomal
abnormalities or certain congenital meaformetions or seX-linked disorders or for the sole purpose of sex determinationof the foetus or embryo, enc for the prevention of misuse of
such techniques for tne purpose of pre-netal sex-determination
whether or not leading to female foeticide, end for matters
connected therewith or incidental thereto.
Section 1, clause 1 to remain the same.

Section 1, Clause (2) to be amended to read'It shall extend to the whole of India including the
State of Jammu and Kashmir ",

Section 1, Clause 3 to be amended to reed
"It shall come into force on such date ag the
Central Government may, by notification in the
Officiel Gezette appoint but not later than six months
of passing of the Bill or the receipt of the President's
assent whichever is earlier".
Section 2, Clause (a) & (b) to remain the same.

Section 2, Clause (c), (d) and (e) to be deleted
the basis for which is presented in our response to

6.

question No. 4 circulated by Lok Sabha Secretariat,
Committee Branch - II,
Section 2, Clause (f) to remain the same.

8. Section 2, Clause (g) (1) and (ii) to be amended to
"medical geneticist" means e person who possesses a
post graduate degree in medical genetics".
Section 2, Clause (nh), (i), & (4) to be deleted end instead
the following definition needs to be inserted.

9.

"Designated tests" means anv of the following pre-natal
diagnostic tests, techniques, procedure, namely



11.

12.

13.

q4.

(i) Amniocentesis

(ii) Chorion Villi Biopsy
(iii) Foetosco

(iv) Any other test which the government mey by
notificetion in the official Gazette designate"

AND és

"Specified test means any of the following pre-natal
diagnostic tests, techniques, procedures namely

(i) any of the designcted tests mentioned in sub-cleuses
(i) to (iii) in clause on designated tests.

(ii) any other test notified as a designated test by the
government under sub-clause iv) in the clause on
designated tests.

(iii) Sonography.

(iv) any other test which the Central Government may. by
notificetion in the official Gazette specify."

Section 2, Clause (k), (1), and (m) to remein the same.

An additional Clause to be included in the definitions nemely

10.

"Authorized Heald of Unit is one who is
(a) Head of the Department of obstetries and Gynaebhogy

/ or Genetics in the hospital ettacned to the
g medical College recognized under the Indian Medical
Coancil Act 1956 or

(>) Head of the Department of Obstetrics end Gynaecology
and/or Genetics in an apex research institute with
facilities at par or higher than the hospitals
ettached to "edical Colleges recognized under the
Indian Medical Council Act. "

The title of Chapter II to be amended as
"PROHIBITION OF USE OF SPECIFIED TEST"

Section 3, Clause (1) & (2) to be deleted.

Section 3, Clause (3) to be amended to read

(a) "no medical geneticist, gynaecologist, registered
medical practitioner, or any other person shall
conduct or cause to be conducted or aid or ebet in
conducting by himself/herself or through eny other
person, or aid or abet submission of a woman to any
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specified test for the sole purpose of ceterminetion
of the sex of the fetus irrespective of wether or
notit is intended to terminete under the
meiical termination of Act, 1971",

AND

"In the event thet-used for or obstetrical indi-
cations cther then that indicated for the use of

Sex of the feetus shell not bedesignated tests, the
communicated rerbally o bolically or in writing
or in any other form to the woman on whom it is
conducted and or to her relativest

The title of Chapter III to be amended as15.

REGULATION OF USE OF DESIGNATED TEST

Section 4, Clause (1) to be amended as16.

"On and from the commencement of the Act, =
No person other than an authorized Head of
Unit soell use or carry out any designated test fe

AND

"No authorized "ead of Unit shall use or carry out
a designated test at any place other than the place
brescribed under the rules and regulations of the Act",

@ 17. Section 4, Clause (2) to be amended as
"No designated test shall be used or conducted by the
authorized Head of the Unit except for the purposes ofaS

detection of any of the following abnormalities"

Section 4, Clause (2), sub-clauses (i) to (vi) to remain
the same.

18.

Section 4, Clause (3) to be amended as19.

"No designeted test shall be used or conducted unless
the authorized Head of Unit is satisfied thet there is
documentary proof that any of the following conditions
are fulfilled namely":-

Section 4, Cleuse (3), Sub-clauses (i) and (ii) to remain
the same.

20.



Section 4, Clause (3) Sub-cleuse (iii) to be amended asOt.
" The pregnant woman had been exposed tu potentially
teratogenic crues, radietion, infection or hazerdous
chemicels ag per the list prepared in the rules and
repulations under the Act",

Section 4, Clause (3), Sub Clause (iv) to be amended as
' The pregnant woman has a family history of mental
retardation or major physical deformities or any other
genetic disease as per the list prepared under the
repulation.of the Act".

Section 5, to be amended eas236

" lhe designated test shall be carried out by the authorized
Head of Unit on y after he/she has communicated all possible
side or after effects of such procedures to the pregnant
woman concerned both verbally and through information
pamphlet in the concerned regional language and has obtained
her consent in writing to undergo such procedures in the
prescribed form in the concerned regional language which
shell not contain any matter contravening anv of the
specifications of the Act and only after giving a copy of
the same to the woman",

Section 5, an additional clause to be inserted namely24,

"Unless a designated test is specifically meant for the
detection cf sex-linked disorders, the sex of the foetus
shall not be communicated verballv. or symbolically or in

r in any other form to the women on whom it is
conducted end or her relatives."

Section 6, cleuse (a) & (b) to be deleted.
Section 7, Clause (1) to remain the same.2.
Section 7, Clause (2), Sub-clause (a) to be amended as

"ihe Minister in charge of Health and Family Welfare, who
shall be Chairman ex-officio".
Section 7, Clause (2) Sub Clause (d) to be amended ag28.

"ten members to be appointed by the Central Government
two each from amongst : -

(i) eminent medical geneticists;
(ii) eminent gyneecologists
(iii) eminent social scientists who ere known to have

cempalpned against the misuse of such tests in the past.
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(iv) representatives of women welfare Organisations
whoare Known to have cempeignec Belnst the
Misuse of such tests in tne cast

eminent legal experts who are known to(v) ave
campaigned against the such tests in

the past.

29. Section 7, Clause (2) sub clause (e) to be amenued es
"ten members to be appointed by the Centrel Government

Zend by rotetion/by starting with those states where misuse
of these tests for sex determination is significantly
higher in order to represent the States and Union
territories: with a minimam of four each from amongst

(i) eminent social scientists who sre known to heve
@ cempaigned against the misuse of such tests in

the past",

(ii) "representatives of women Welfare Vrgenisetions
who_ere known to have campaigned aéainst the
misuse of such tests in the past".

Provided thet no appointment of the eminent Social
scientists and representatives of Women Welfare Urgan-
izations shall be madeexcepton the recommendation of
women's organisations".

30. Section 7, Clause (2) Sub-clause (f) to be amended as

@ "an officer, not below the rank of a joint Secretary or
equivalent of the Central Government in charge of Health
and Family Welfare, who shall be the member-Cecretary,
ex-officio"

Section 8, Clause (1) to (4) to remain the same.31.

Section 9,, Clause (1) to (4) to remain the same.

A new Clause to be inserted nemely 4

"All questions related to major policy decisions should
be mede open for public debate before final decision is
taken on such matters by putting it to vote not withstanding
the clause on secrecy of the proceedings of the Board",

33. Section 9, Clause (5) to be amended to Clause (6) and the
content to remain the same,



-6
34. Section 10, clause (a) to be deleted and instead amendedto as

"The Board shall be functional within six months of thecommencement of the Act with all the appointments duisfilled in as specified in + e Act"
35. Section 11, Clause (1} and (2} to remain the same.
36. Section 12, Clause (1) end (2) to remain the same,
37. Section 13, to remain the same

Section -14, to be @rcuvenk as38.

for being appointed as a"A person
membr or & SB 1 sv ointe ha, she"

39, Section 14 14, Suo clause (a) (e) to remain the same. Inaddition one more needs tc be added.
e

(f) has, in the past known to have supported or to haveconducted or caused to nave conducted any of the specifiedtests for the sole purpose of sex determination,
Section 15 to remain the same,

41, Section 16, clause (i) and (ii) to remain the same,
42. Section 16, clause (iii) to be amended as

"to create public awareness against the practice of femalefoeticide and sex selection as well as the social, economic,_and heaith consequences of such medical technologies"
43. Section 16, clause (iv) to be amended as

"to lay down code of conduct to be observed by the authorizedHeads of Unit in the Institutions authorized to carry out thedesignated testa"
Section 16, two additional clauses to be inserted.44,

(a) "to lay down code of conduct to be observed by all gynaecologists,medical geneticist, régistered medical practitioner or anyother person in their carrying out of the specified tests"
to prepare a list of minimum standards in terms of equipment,devels of skill and expertise that would be required to performthe designated testsiin a proper manner and to make a list of

(b)

such institutions where these tests could be carried out in anadequate manner.

45. Section 16, clause (iv) to be deleted
46. Section 16, clause (v) to remain the same

Section 16, an additional clause to be inserted47,

"to monitor recent developments in medical technology and to_bring under the purview of the Act at the earlicst timepossible all technologies which have a potential for sexdetermination whether or not leading to female foeticide"
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Section 17, clause (1) to remain the same,48.

Section 17, clause (2) to be amended as49,

"The State Government shall appoint by notification in theofficial Gazette one or mor officers on the basis of the
population to be covered and on the basis sf prevalence
of misuse of those tests 4s Appropriate Authorities for the
purpose of this Act"
Section 17,50. to the same.7

Section 17,51. naca as

"The apprcpriate carl? have the following functions,
namely

he

(i) to sure and mori tie 4 tests are bein
conducted only in the authorized place by the authorized
person and within the specifications in the Act.

(ii) to ensure and monitor that the specified tests are not bein
conducted or caused to be conducted in contravention to the
Specifications xm in the Act.

(iii) To carry out periodic screening of medical records
pertaining to the specified tests carried out within the
area of his/her jurisdiction in order to ascertain that
the individual and or the institutéon is not violating
any of the specifications of the Act.

(iv) To investigate complaints of breach of the provisions »fthis Act and the rules made there under and take
appropriate action,

52. Section 17, clause (5) sub clause (i) to remain the same.

Section 17, clause (5) Sub clause (ii) to be amended as53.

"The Advisory Committee shall cosnsist of two gynaecologists
whom not less than two shall be from amongst representativesof women's organisations,

or medical geneticists and three eminent social workers of

Section 17, clause (5) sub = clause (iii) to be amended as

"The terms and conditions subject to which a person may be
appointed to the Advisory Committee and procedure to be
followed by such committee in the discharge of its functions

54,

shall be same as that the central supervisory board is
subject to"
Section 17, a new clause to be inserted,55.

"The appropriate authority shall act upon @ complaint filedby any person aggrieved by the offence or by an organisationOr an ingtitution within the shortest possible time and not
exceeding 24 hours to prevent the removal and obliteration @f

evidence by the accused party"
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Chapter VI, Sections 18 to 21 to be deleted.56.

Section 22, clause (1) to be amended as57.

"No one shell issue or cause to b issuedor any picce of communica on ver
any positive manner to sex determinationof the foctus

any advertisementich refers in
or s2x pre selection

and

No one shall issue cr ctuse to be issued «ny advertisementin anv g faciiitie > cf srecificd test availableat any

58. Sect on 22, of edvertisement remainsthe > ame ry

59, Section 23. clcuse (1) to be amended as
"Any medical geneticist, gynaecologist, registered medicalpractitioner or any other person who contravenes any of theprovisions of this Act or rules made thereunder shall be

rupees and on any subsequent conviction with imprisonmentwhich mey exterd to fifty thousand rupees",

punishable with imprisonment for a term which may extendto three years and with fine, which may extend to ten thousand

60. Section 23, anew clause be added
"Any authorized Head of Unit who contravenes any of theprovisions of the Act or the rules made there Under shallbe punishable along with the Head of the Institution withimprisonment for a term which may extend to three years andwith five which may extend, to ten. thousand rupees and onany subsequent conviction with imprisonment which may extendto five years and with fine which may extend to fifty thousandrupees.
Section 23, clause (2) to remain the same,

61.

Section 23, clause (3) to b: amended as62
"Any n who seeks the id of
c 1se for th. conducting of
woman for purposes

any medical geneticist,medical practitioner or any one
* specified test on any pregnantother than specified in the Act shall bepunishable with imprisonment a tcrm which may extend to

gynaecologist Or

three years and with fine which may extend to ten thousandrupees «nd on any subsequent conviction with 1mprisonmentwhich may extend to five yYrrs with fine which may extend tofifty thousend rupees",
Section 24, to be emended63.

"Not withstending anything in the Indion Evidence Act, 1872,the Court shell that the re nent women has been compelledby her husband or rclatives to uniergo specified test for the solepurpose of sex determination eng such persons shall be liable forabetment of offence sub-section (3) of section 23 and shallbe punishable for the offence specified under that section".

A
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64, Section 25 to remain the same but an exolanation" needs to beadded as follows
"Explanation : The woman on whom such a test is conducted-is
an¢ will not be liable for
to be considered a victim of gender exist ng in

not withstandingenanythine in the Indian Eviderce Act 1872",
65. Section 26, Clause ( ) tc remain the same.
66. Section 26, Clause (2) to remain the same.
67. Section 26, Clause (2), the ''explanation" of company anddirector to renein the Same eo

68. Section 27 to remain the same,
69. Section 28 Clause (1) and sub clause (a) to remain the same.70, Section 28, clause (1), sub clause (b) to be amended as

"any person or an organizetion or institution aggrieved byan offence"
71. Section 28, clause (2) to remain the same.
72. Section 28, clause (3) to remain the same,
73. Section 29, clause (1) to be amended as

"All records, charts, forms, reports, consent letters and allother documents required tc uncethis Act amd therules shall be preserved for a perioed of not less than tenyears or for such ceriod as may be prescribed".
end

"Provided that if any criminal or other proceedings areinstituted against eny violator of this Act be theyindividuals, companies Or institutions, the records and allother documents of such or institutions or placewhere the tests were Coneuc or caused to be conductedshall be preserved tiil the final disposal of such proceedingsOr ten years whichever is later".
74. Section 30, clause (1) to be amended as

"The Appropriate Authority shall be vested with powers toenter, search, arrest and prosecute any person/s who XL sreasonably suspected of having committed or is about to commitan offence against the provisions of the Act and shall bevested with power to examine any record, register, document,book, pamphlet, advertisement or any other material, objectincluding the equipment found there-in and seize the same ifsuch Authority of officer has reason to believe that it mayfurnish evidence of the commission of an offence punishableunder this Act.
75. Section 30, clause (2) to remain the same.
76.4 Section 31, to remain the Smaee

Section 32, clause (1) to remein the same.

fo
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Act the pertinent sectionand From84, Cn oa isrelating to
prohibition ot Fied tests
Sex pre-sel n

r any ~acner will utomatically come into force.
e rmination and

Statement

It is proposed lace ans misuse of prenatal diagnostictechniques for the determination of sex of the foetus whether or notleading to female foeticide. Such abuse of techniques is discriminatingagainst the female sex and affects the dignity of the female sex and affectthe dignity and status of woman. A legislation is required to regulatethe use of such technique and to provide deterrant punishment to stopsuch inhuman acts.
The Bill interalia provides for:-
@ i) Prohibition of the specified tests for determination of sex offoetus whether or not leading to female foeticide,.

ii) Prohibition of advertisement of specified test for sex determinatio:Or sex selection,
iii) Permission and regulation of the use o£ designated tests for thepurpose of detection of genetic abnormalities or discorders tobe carried out by authorised Persons in specified places.
iv) Punishment for violation of the provisions of the proposedLegislation.

The Bill seeks to achieve the above objectives,

tal
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80,

81, 32, cleusSection

82. (2 u sub clauses need toditional32, cleus-Section
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Section 32, clause sub clause (i) to be deleted,
Section 32, ause sub iause (11) to (v7) to remain the same,
Section (2CLaus:3: sub clause (wi) to (x) to be deleted,

a) List of designatad cad spocificd tests ana a list of theirindications,
b) List of abnormalities and defects that may be diagnosed bydesignated tests,
c) Prescribe minimum standard for equipment, expertise and skillsrequired for carrying out the designated tests.
ad) List of Institutions that have the minimum Prescribed standardsfor performing the designated tests.
e) List of authorised Head of Units of the institutions which havethe minimum standard regutred to perform the designated tests,
£) List of potentially teratogenic drugs, infections or haZardouschemicals.
g) List of history of major malformations, genetic diseases, whichmay indicate the need for a designated tests.
h) Isming public notice on the provisions of the Bill.
i) Standardized informetion to be given to the woman whoundergoes a designated test in regional language,

83, Section 33 to 34 to remain the same.
Two additional sections to be added,
"Registration of =aguipment used in the carrying out of a specifiedtest (such as ultra sound)
i) Manufacturers of such equipment to register with the AppropriateAuthority.
ii) Manufacturers to provide information to the AppropriateAuthority at regular periods regarding the names and addressesof the purchaser of the Specified equipment.
iit) Periodic check of the use of these equipment to ensure thatthe provisions Of the Act is not being contravened,
iv) To prohibit transfer, lending lease of such specified equipmentwithout the written authorization from the Appropriate Authority.

SUD C. us (xi) to (xiit) to remain the

be inserted

Ne
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of tasts/techniques/procedures covered under the
b) the specifie disorders for which these may be used
infrastructure and expertise required for conducting these tests.

concerned individual /organization should have the right to report
violations in this regard and to initiate prosecution.
&.
these tests
prevailing social conditions the husband and other relatives of
women are responsible for aiding and abetting the crime. The woman
on whom such tests are conducted, 15 only a victim of existing
gender bias and should not be liable for prosecution.

Though we have attempted to submit a comprehensive list of
suggestions we feel that the time given to us to prepare our
memorandum is too short and would like to nave the apportunity toa

give additional submissions in the near future. Theretore we
would like to be kept informed of the progress in this regard.
Finally, we hope that the urgency with which our responses have
been sought is an indication of a time bound programme on which the
Joint Committee is working to finalize its recommendations and
for final enactment.

Thanking you,

Yours Sincerely,

eee

61G485~ Gutap He.
south of OT, New Delh -11cdié,

Ccv.
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