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Quick reads to understand the public health implications of congenital disorders
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Section 7 - Birth defects services
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7.1 Maternal services for congenital disorders

1. Required maternal health services

1.1 Preconception services
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v'Providing awareness about birth defects,
prevention and protection

v/ Screening of all women intending
pregnancy

v/ Management of women at higher risk of
pregnancy complications

v’ Folic acid supplementation

v/ Rubella immunization

v/ Screening for prevalent genetic disorders

1.2 Antenatal services

v'Reinforcing need for routine antenatal care

v Compulsory prenatal (ultrasound)
screening

v’ Counselling for women detected with a fetal
anomaly or a positive prenatal test

v’ Counselling about medical care and early
Intervention services
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2. Services existing in India

2.1 Preconception services

* A first programme has been rolled out in
Maharashtra state, including provision of
folic acid supplements

« Screening and management of women at
higher risk of pregnancy complications
(PMSMA)

« Sickle cell disease screening camps

2.2 Antenatal services

« Screening for high risk pregnancies on the
9th of each month (PMSMA)

 Referral to higher level of services for
management

* Prenatal ultrasound scans

« Medical termination of pregnancy is legal

(poster 6.5 Abortion legislation for
malformation affected pregnancies in India)
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7.2 Abortion legislation for malformation affected pregnancies in India

Abortion laws and rights are regulated by the Medical Termination of Pregnancy Act. 4. BUT..... Abortion is not on request in India. The final decision is made by health
Law amended in 2021, currently known as the MTP Amendment Act, 2021 care providers.........

vV If abortion has to be done within 20 weeks of pregnancy, opinion of one registered
ABORTION IS LEGAL IN INDIA. ELECTIVE TERMINATION OF PREGNANCY IS A WOMAN’S RIGHT medical practitioner is needed,

vV If abortion has to be conducted between 20 to 24 weeks of pregnancy, recommendation
of two registered medical practitioners is necessary.
v In case of minor, or intellectually impaired women, signature of parent/guardian is
2. For foetal malformations required.
v For sex- linked disorders, test results are declared as positive or negative without
mentioning fetal gender.

1. What does the law permit?

v'Pregnancy can be terminated
up to 20 weeks if there is a risk
to the mother or if there is “a
substantial risk that if the
child is born it would suffer
from such physical or mental
abnormalities to be seriously
handicapped ”

v/ Abortion is permitted even after
24 weeks in case a substantial
fetal malformation is detected

vBut ..... decision has to be 5. Due to skewing of the sex ratio, sex determination tests are prohibited in india
forwarded to and approved by a under the PCPNDT Act
Medical Board consisting of a
gynaecologist, a pediatrician, a
radiologist or sonologist.

The Pre-Conception and Pre-Natal Diagnostic I FEEREST s Ry
Techniques (Prohibition of Sex Selection) Act ey s i @ s g s

| 2003 (PCPNDT) prohibits sex Selection Defore i e s e s oS! s s

conception. A pre-natal diagnostic test can be __ S Wi A, e de .
3. Whose consent will be required for the procedure? conducted to detect chromosomal abnormalities, o R
v Only the woman'’s signature is needed to provide consent. Signature of spouse is not genetic metabolic diseases, haemoglobinopathies, ::r““m':""‘°"°::::p:;:°;::iot:;Z::a: H;a:m_)
needed. sex-linked genetic diseases, and congenital S ”"‘:,’,if‘?;}t,;;'onizz‘api‘;"?:‘:ﬁgg..fm
?]JUnmarried women can also opt for termination of pregnancy. anomalies only by authorized laboratories. | e

Mmmma‘?
?|Confidentiality is ensured. Particulars (including name and other details) are kept i -

confidential, and reported by the practitioner and the hospital only to authorities.

There are limited studies on women’s knowledge about abortion laws and rights for

malformation affected pregnancies in LMICs where termination of pregnancy is legal

Reference
https://egazette.nic.in/WriteReadData/2021/226130.pdf
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7.3 Child health services for congenital disorders

1. Child health services (for early detection and
referral for medical care and rehabilitation)

2. Services existing in India i

: - : COMPREHENSIVE
2.1 Newborn screening for visible birth defects New Born Screening (CNS)

2.2 Care for Newborns requiring intensive care

 Newborn stabilization units at sub-district hospitals, special
newborn care units, and newborn intensive care units

« Transportation for mother and child to tertiary level facility

* Free diagnostic and treatment services

2.3 Community based monitoring : Home visits by community
health workers and follow up of babies discharged from
intensive care units (ASHA)

Required services (integrated with maternal
and child health programme)

-INewborn and child screening 2.4 Community based screening RBSK child screening
JDevelopmental monitoring and investigation of service and further
developmental delay Referral to DEIC for medical and rehabilitation care
 Education of caregivers on developmental (poster 8.3 The Rashtriya Bal Swathya Karyakram (RBSK)
milestones programme in India and 8.4 District Early Intervention Centre)

JMedical, surgical and other specialist care
- Early intervention and referral for rehabilitation
- Routine child health services

2.5 Disability Schemes
(poster 7.5 Welfare Services for Persons with Disabilities in
India and 7.6 Disability Registration in India)

References
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7.4 The Rashtriya Bal Swasthya Karyakram (RBSK) programme in India

e RBSK is a community based child health screening and early intervention
Conditions included in the programme

programme
e Mobile medical teams conduct screening at anganwadis (preschools) and
hool Identied Health Conditions for Child Health Screening and Early Intervention Services _
government schools R Dedendes Screening
e Three steps 1. Neural Tube Defect 10. Anaemia especially Severe Anaemia
2. Down’s Syndrome 11. Vitamin A Deciency (Bitot spot)
3. CleftLip & Palate / Cleft Palate alone 12. Vitamin D Deciency (Rickets)
a. [Screening ] b.Referral c.Managemen 4. Talipes (club foot) 13. Severe Acute Malnutrition
5. Developmental Dysplasia of the Hip 14, Goiter
i i 6. Congenital Cataract
« Newborn screening at ’ 7. Congenital Deafness
ew . : .
blic health faciliti to Early Intervention Free of charge medical 8. Congenital Heart Diseases
public health facilities treatment, surgery and 9. Retinopathy of Prematurity

by existing health
service providers

e Through ASHAs during
home visits

Centre at District
hospital for further

assessment and
referral to appropriate

therapies at District
Early Intervention
Centre, appropriate
health facility

Childhood Diseases

15, Skin conditions (Scabies, Fungal Infection and
Eczema)

16. Otitis Media

Developmental Delays and Disabilities
21, Vision Impairment

22, Hearing Impairment

23, Neuro-Motor Impairment

28, Learning Disorder
29, Attention Decit Hyperactivity Disorder

\ 4 30. Congenital Hypothyroidism, Sickle Cell Anaemia, Beta Thalassemia (Optional)
O )
Screening for 30 conditions
e Eligible age group 0-18 years
e At anganwadis (play schools) and government schools
(N /
References
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e Screening by mobile medical service
17, Rheumatic Heart Disease 24. Motor Dela 4 @
health teams 18. Reactive Airway Disease 25. Cognitive Delay e
e 26. Language Delay Guidelines <[5 arim
20. Convulsive Disorders 27. Behaviour Disorder (Autism) n&& '
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1. District Early Intervention Centres are referral points for early intervention and management of children with birth defects,

nutritional deficiencies.

2. Services are provided according to the following plan

Referral >

MEDICAL/
REHABILITATION
SERVICES

SOCIAL
WELFARE
SERVICES

Community based screening

at schools, play schools

7.5 District Early Intervention Centre (DEIC)

Referrals form other hospitals,
departments and private practitioners

Physical therapy
Occupational therapy

Psychological services

Psycho-social support

developmental disabilities, and

aarers (Edge to Edge) a7 uravas

v Medical departments or
empaneled private hospitals

Nutrition services
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Surgery ENT services

Pediatric Orthopaedic services

Pediatric Dental services

Ophthalmology services

Social welfare services

4 '

District Rehabilitation Centre for
e Disability benefits

e Assistive devices

e Family support services

« Legal guardianship

« Referral to parent associations
« Advocacy for disability rights

« Special and inclusive education
« Home - based schooling
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