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Blrth Defects and Childhood Dlsablhty Toolkit
A public health approach

Quick reads to understand the public health implications of congenital disorders

B|rth Defects and Childhood Disability Toolkit

Section 6 - Childhood disability
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6.1 What is disability?

1. Many congenital disorders are  Impairment : absence of or significant  Impairment : a child * Impairment: a-<chridv.ho
responsible for childhood disability. difference in body functions caused by with missing lower limb is hard of -hearing since
structural (eg. missing limb), or birtk

functioning issues (eg. a child who is

2.Disability is NOT a medical condition, that hard of hearing since birth )

Is clubfoot is not a disability

* Activity restriction :
cannot hear

* Activity restriction : inability to * Activity restrictior:

3. Disability is a complex, multidimensional, perform a piece of work or inability to cannot move .

dynamic situation, caused by the execu’Fe an act (eg. parents thought that |
interaction of the physical and social the child who cannot walk need not go

environment with the body function to school, or
(impairment), that determines functioning, N— * —
activity, and participation Of an individua'_ ¢ PartiCipation . d|ff|CU|ty to iD‘«'C'\e N ¢ PartiCipation . doeS not ° Part|C|pat|0n : doeS not
daily activities within or oltside'the attend school attend school
household  * « "~
‘o T& unseing of caregivers, referral to social welfare services (registration under UDID for different benefits)

«. Access to assistive devices (wheelchair, hearing aids)

3. Community sensitization about inclusion of children with disabilities, rights under RPwD Act 2016

4. Increasing community awareness about accessibility, accessible spaces; awareness among school teachers,
inclusive schools, teaching all children non-verbal communication (sign language)

References World Health Organization World Bank World Report on Disability 2011 Available at https://www.who.int/publications/i/item/9789241564182; World Health Organization Global report on Health Equity for Persons with
Disabilities 2022 Available at https://www.who.int/publications/i/item/9789240063600
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6.2 Childhood Disability

1. Different methods and data collection tools make it difficult to reconcile data

on numbers of children with disabilities

2.11in 10, that is 240 million children and young adolescents have some form of

disability (UNICEF, 2021)

3. 291 million ( under 20 years) (53 million children under 5 years of age)
affected by epilepsy, intellectual disability, vision loss, or hearing loss autism
and ADHD. (Olusanya et al.)

. 95% children with disabilities are in LMICs

. Disability primarily affects functioning in a single domain

. Psychosocial domain most affected

. Disability is more likely to be moderate than severe

. Most prevalent among conditions studied were vision loss, hearing
intellectual disability, and autism spectrum disorders (Olusanya et al.)

9. Children with disabilities were more likely to be from pcorer~iouseholds,

single parent household

10.In many studies, a clustering of adult and child dicanility was observed in

households

11.Disablility risk Is ten times higher-thar _chua mortality in children below 5

years of age (Olusanya et a')
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jicaldata from LMICs on numbers, characteristics and circumstances of children with disabilities; need for primary research using standard tools
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6.3 RPwD Act 2016 and the CRPD

- The Rights of Persons with Disabilities Act, 2016 (RPWD) is United Nations Convention on the Rights of Persons with Disability
a legislation that ensures that “all persons with disabilities (UNCRPD)
can lead their lives with dignity, without discrimination and « An agreement to advocate and implement the human rights ofper<ons with
with equal opportunities”. disabilities and act against discrimination.

« Adopted on 13 December, 2006
 The Act includes specific provisions to uphold such rights.

It was enacted in India to give effect to the United Nations Purpose of the \INCRFD
Convention on the Rights of Persons with Disabilities. to » To promote, protect and ensure tt 2 full and equal enjoyment of all human rights
which India is a signatory. and fundamental freedoms-£ ' 3ii persons with disabilities, and to promote
respect for their inhe et digrty.
1. Physical disability 2. Intellectual disability Promotes incluszien o. dizabled people into the society in lieu of creating special
Disability caused due to rules and ir‘._:tituﬁows

A. Locomotor disability (a) "specific learning disabilities”

(a) "leprosy cured (b) ) "autism spectrum disorder”
person” (c) Mental behavior —
(b) "cerebral palsy" Rignts provided to Persons with Disabilities
(c) "dwarfism" 3. Disability caused by . . .
(d) "muscular (@) chronic neurological conditions - (nu.tipl» Engagement Indepepdent I|V|ng
dystrophy" sclerosis, Parkinson’s disease,  Awareness  Education
(e) "acid attack victims” (b)"Blood_d)isorders (hemophiliz;.t1 alass 2raia, sickle e Access « Health
cell anemia : .
B. Visual impairment— * Right to life * Employment
C. Hearing impairment 4. Multiple Dis~*ili izs « Equality before the Law « Adequate standard of living
D. Speech and language o | :
disability 5. rny. cther category notified by Central leerty and securlty
Scvernn.ent

Reference United Nations United Nations Convention on the Rights of Persons with Disabilities. 2006. Available at
https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities.html ; Math et al.(2019). The rights of persons with disability act, 2016: Challenges and opportunities. Indian

journal of psychiatry, 61(Suppl 4), S809. |
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6.4 Welfare Services for Persons with Disability

 Persons with disabilities (PwD) require additional care and support.
« Social welfare services are delivered through the Department of Empowerment of Persons with Disabilities,
for children with autism, cerebral palsy, intellectual disability and multiple disabilities.
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Financial support

Nirmaya
Health insurance cover of
upto one lakh rupees.

Education support
Disha

Early intervention and school
readiness for children (age

group 0-10 years). Includes
therapies, trainings and
support to family members

Vikaas

Day care facilities for at leas* o

hours in a day aleng wi'n age
specific activities .0 zn"haiice
Interperso’ic! «inc vocational

skill..

Shelter support
Samarth

Respite and residential care
to those belonging to Below
Poverty Line (BPL). Group
home facilities includinqg
basic medical se vices .o all
age grcups.

viascaunda

‘Lifelong shelter homes.

Referer.ce

The National Trust https://www.thenationaltrust.gov.in/content/

Birth Defects Research Foundation, Pune, India

Nurturing support
Sahyogi

Creation .t

Ini*s to provide

traininy n caregiving sKkills,
iInc'ur.ing parents of children
with disabilities

10 empower

Sambhav
Access to assistive
devices

Prerna
Marketing assistance for

sale of products made by
persons with disabilities

www.bithdefectsindia.com birthdefcent@gmail.com Whatsapp: +91 9172959236

Community awareness

Badhte Kadam
Scheme for NGOs for
creating community
awareness, sensitization,
social inclusion and
integration of persons with
disabilities.
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6.5 Disability Registration in India

Disability Certificate and Unique Disability Identification Card (UDID)

1. Disability Certificate (DC, mentions type and
percent of disability)

Benefits of UDID and DC : Student scholarship:~medicz. insurance; assistive
devices and prosthetic aids at discountzu pricey; 2niployment in the physically
handicapped quota; low interest lozns for Husiiess; income tax discount;free
transportation on public buses. dis:cunted.yailway fare;unemployment

1. UDID card (universal card for all persons with
disability (PwD) is essential to avail government

subsidies and benefits allowance
https://www.swavlambancard.gov.in/ AV
\—’ A @A W I
Eligibility : As per Rights of Persons with Disabilities Act f Q e
) . . . . . Online application for a DC and UDID can be done from the

https://legislative.gov.in/sites/default/files/A2016-49 1.pdf @ £ Dorwing websle- Seinmilaiabiicar Ao
1. Locomotor dlsablllty 12. SpeCiﬁC |eaming disakilitic Application/enrollment number will be_conveyed to the registered
2. Leprosy cured person 13. Autism Spectrun: Disorder phone number
3. Cerebral pa|sy 14. Menta' ilir2ose This number has to be used to apply for Disability Certificate/

. _ . . . UDID. (UDID number will be conveyed to the registered
4. Dwarfism 15. 2wroniz nieurological phone number).
5. M USCUIar DyStrOphy O H:E\)ns Disability Certificate Issuing authorities will verify documents, after @

. T y . . which name of hospital, date and time for disability assessment will be
6. Acid attack victims 6. Multiple Sclerosis communicated
7. Blindness 17. Parkinson’s Disease Parents will have to take the child for disability assessment.
8. Low vision 18. Hemophilia @
9. Hearlng ML ent (Deaf and Hard 19. Thalassemia After assessment, details are submitted to a Medical Board, which @
Of hQE I :*'] g> 20 - SICkIe Ce” anemia e Disability Certificate & UDID can be downloaded electronically
ability cate y .
10. Sp\" ach and Ianguage d|Sab|I|ty 21. MUItlple disabilities (haVing Entire process can also be done physically
11. Intellectual disability more than one of the mentioned
conditions)
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While interacting with persons having

vision difficulties
1.

Mention your name while

entering/ sharing a room

Initiate a conversation by

introducing yourself

Inform when you are leaving the

room or the conversation

Ask before offering any help.

Cooperate during activities, rather

than trying to do the task for the

person with vision difficulties

Take consent before offering to hold “ \

the person’s hands, for example to i /

help in crossingtheroad

If a person with vision difficulty walks at a slower pace, it is

because the person, unlike you, cannot see what is ahead. Walk

at the same pace,

Walk next to the person with vision difficulty, not in front. Leave

space for the person to direct themselves,

Do not walk in front for them, rather walk with them and leave

space for them to direct themselves.

Do not speak loudly. A person with vision difficulty has problems

seeing, but not hearing problemes,

0. Orient a person with vision difficulties to the surreundin s, sucn
as classroom or office, including placement <t ‘u wutvre. Inform
about any changes being made to the -ur.o0 'nc .ngs,

1. Do not touch the cane unless ask :d (9

2. Demand instructionsin B aili> «t »very signboard, in elevators

and at appropriate hcight' a/ensure inclusion of persons who

are unable t spe 0’ have impaired sight.

6.6 Disability Etiquette

While interacting with persons having
hearlng/speech difficulties

Do not shout while speaking, as a
completely hearing impaired person
will not be able to hear you. If the
person uses a hearing aid, shouting
might distort its function and cause
difficulties in hearing.

2. If the person is accompanied by a
friend or an interpreter, talk and
address the person and not
only the companion.

3. If a person with hearing difficulty

4. Speech develog mentcccurs simultaneously with hearing
dev=2lopméi t. !n certain cases speech is impaired if hearing

"0 11ave a conversation.

vl

Ask how they would like to communicate, whether by writing,
gestures and signs or lip reading.

is not responding, please ‘e ne.nberthat it is because of a difficulty in
hearing you, and.na'. be -z use he is not intellectually competent.

ipecinaent was congenital. Gestures and sign language can be used

Include people who have hearing/speech difficulties in your activities.

While interacting witkiparsons
having movemerit aifficulties

1. Walk at tha==an ear. 2 as the person with movement
difficui

2. )0 Difer . place tosit butdo
r > insise, as the person
wwould like to do things as
per his convenience

3. Take consent before assisting
with the wheelchair

4, Sit while speaking, so that
the person on the wheelchair
will not need to look up while
interacting

5. Do not speak very loudly, a
with movement difficulties
has difficulties in moving and not hearing

6. Do not touch wheelchairs or assistive devices, unless
specifically asked to.
7. Demand accessible spaces, ensure that buildings are

equipped with ramps, mirrors in the lifts, modified
washrooms in all institutions and organizations.

You can assist people with disabilities by
>Respecting diversity and individuality,

> By considering people with disabilities as capable of doing all chores, may be a little differently

>By demanding the additional facilities to improve accessibility

Referency
https://www.nationaldisabilityinstitute.org/wp-
content/uploads/2018/11/supplemental-guide-
sensitivity.pdf

Public health role — Simulation exercises need to conducted at organizations and institutions from diverse fields to better deliver the

etiquettes and to speard the awareness about the importance of practicing it.
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