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Introduction — Amar Seva Sangam

Leadership

S RAMAKRISHNAN

A Neck-down fully
paralaysed social
worker, who is
India’s biggest
name in
rehabilitation of
divvang

Padma Shri* S Ramakrishnan ~ CA S. Sankara Raman
(Founder President) (Hon. Secretary)

Paralyzed from neck down (when A chartered accountant and a

he was a fourth year Engineering  Wheelchair user due to muscular
student), Mr.Ramakrishnan did dystrophy, heard about Amar Seva

not lose hope, but founded a Sangam and joined Mr. S.
centre to educate & rehabilitate Ramakrishnan in the year 1992.

poor rural disabled children.
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Discover Ability

AMAR SEVA SANGAM

Rehabilitation. Empowerment. Inclusion

We aspire to build a Valley for the
Disabled and establish a
Rehabilitation and Development
Centre and developing models for
self-help initiatives by integrating
the disabled individuals with the
society and improved living
conditions.

We build on the premise that disability is not a constraint but only a condition
We believe that disability is a matter of perception



Developmental Disabilities -Status in India -\

Incidence of Developmental
Delay and Disability in India

2.21 % of population has disability.

There are 30.38 million Persons with
Disabilities in India as per time adjusted
figures of 2011 census.

Prevalence of developmental delay and
disabilities-1.5t0 25 %

From birth to 18 years, there are about 7.8
million children with developmental delays
and disabilities.
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Current Sales Trends:

* 66% of Children With Disabilities have
No Access to El Therapy

« 72% of 5 year- old children in India
with disabilities have never attended
any educational institution-
UNESCQO’s State of the Education
Report for India 2019



Our Objective is to develop an innovative evidence-based
service delivery model for providing early intervention and
rehabilitation services in LMICs with the following guiding

principles:

« Community-based rehabilitation (CBR), as a strategy, aims to
enhance the quality of life for CWDs by meeting basic needs and
facilitating participation and social inclusion.

 The WHO'’s International Classification of Functioning, Disability
and Health (ICF) provides a framework to guide clinical practice
for optimizing health, function, participation, and environmental
and personal factors.

* The family-centred approach (FCA) recognizes the interrelated

development of the child and family well-being.
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Out Solution is

Discover Ability

AMAR SEVA SANGAM

Rehabilitation. Empowerment. Inclusion

Enabling Inclusion

Enabling Inclusion Model Enabling Inclusion App

Community Rehab and
Disability Management Solution



Enabling Inclusion Model

CBR Program

« Community Based Rehab Model leveraging and

strengthening local resources and services

Features

« Staff structure- Block wise geographical teams
* Training - Induction and on the job

« Therapy visits - weekly

« Community, School and Women's Awareness

« Parents training and empowerment

e Screening

» Medical camps
» Assistive Technology
» Referral and linkages

« Collaboration and partnership




Enabling Inclusion App

Documentation and Monitoring

Web and Mobile app

Cloud server

Therapy visits monitoring

Staff activity monitoring

| - R i oo m
JSern INalre

Program Monitoring

Children/Service users Monitoring




Developmental Screening

SCREENING CHA

P

Answers at least ha understandable to th 25

* Tools used- Trivandrum Development Screening ..m.h.,,,hl....h'h,.,,l y
Chart and UNICEF Washington Child Screening tool

* Program summary - Location, Date and Time, How
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Developmental delay

W2 Throws ball

n }V&lh with helyp

| 10 Pat a cake

9 H'no P!'vhcnllon Jdlec

L] s;ﬂldlru uP|W ’I!lnll!l'"
7 R'Ahn,wu u': Il!“ln‘ p‘!.u 0
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« Demographic data and screening details

« Opportunity to convert children screened positive

INtO service user

10 1112 13 14 18 16 17 18 19 20 21 322 35 34
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Assessment Module

_/cae’if: 10 - es somsmsi+ Ly
15901 -omismumng  + grg

Parents/Caregivers Consent

* Demographic Data

Initial assessment - follows WHO’s ICF Model

Various professional assessment (PT, OT, Speech,

medical, psychology, vocational, AT, etc.)

e Environmental assessment

Venkateswarapuram, Tamil Nadu, India

WHHC+7VW, Venkateswarapuram, Tamil Nadu 627854, Indi:
Lat 8.927885°

Long 77.572102°

11/09/24 11:24 AM GMT +05:30



Goal Setting

* Involving Parents and caregivers for goal setting.
» Using Canadian Occupational Performance Measure

« Functional Goal setting




Process Flow ICF Framework for Assessment and Intervention

Family Centered Services
Community Workers Rehab Specialists Community Workers and Parents Supported by Rehab Specialists

c ASSEess Therapy in Child’s Home
CrESH & Plan

Nearby Centre or Mobile Clinic

Monitoring & Research

(g)
(( )) Q Reset intervention

goals & plans

Evaluate
6 months

Request Request

API o
Response Layer  Response ‘m

Android Mobile App
CRW, Therapist,
Specialist

Balancer




@ El Home Master Screening Actvity Service User Programs Intervention Dashboard Reports Resources

Service User

Demographic Data  Assessments  Evaluations Feedback  Aftachments ~ ATPs  Chat  Status  ProgressReport  Audit

Intervention Module

INTERVENTION EVALUATION

Category *

Below 6 years

 Intervention plans based on validated drop-down

Speech

options o

Problem *

« Based on the selected goals, intervention plan are

Eye contact - Unable to look at the trainer

Attention and Concentration - Unable to focus on table top activity

C h O S e n b U t h e re h O b te O m Atention and Concentraton - Unable to focus onfne motor acthies

| shallinn thrannh nninting - 1 nahla tn idantifir hadu narte

Goals*

. . . .
« Custom intervention if required
Attention and Concentration - Unable to attend to the trainers speech --» To attend to the trainers speech

Labelling through pointing - Unable to identify body parts --» To identify body parts

« Can be given as printout for parents/caregivers

Labelling through speech - Unable to say body parts --» To say body parts

( O r O C C e S S e d VI O p O r e n_t I O g I n) mmnt;::ummm.mmwh_\\anm:,‘,‘,Mmmm__»rm,mmmm

. . . . To attend to the trainers speech --> Face the child and train them follow the instruction - https://youtu.be/Gg1PaGalfch
 Videos for certain intervention S
To identify body parts --» Using picture cards and real time visual cues --»

To identify vegetables > Using flash cards, models and real objects --> https://youtu.be/Cp_FKOyAn04?si=5VuzCkomWimuVe2r?

To say body parts > Using flash cards, models and real objects >
Tarmivnnntshlar 5 leina flach rarde madale and raal ahineke

1 Face the child and train them follow the instruction -->  video link

2 Using picture cards and real time visual cues --> no video

3 Using flash cards, models and real objects > video link

4 Using flash cards, models and real objects --» no video

5 Using flash cards, models and real objects —-> no video

6 Request using gestures pictures cards --> novideo

7 Request using real fime visual cues --> no video

8 Teach tactile- auditory cues --> no video

9 Using picture cards and real time vistal cues --> no video

10 group play activities and turn taking activities --> no video

11 Teach tactile- auditory cues --> no video

12 real time visual cues and picture cards --> no video



Attachment Section

Medical reports
« Assessment from other service providers
UDID and other required documents can be

attached and retrieved at our convenience

@ El Home Master Screening Activity Service User Programs Intervention Dashboard Reports Resources

Demographic Data ~ Assessments ~ Evaluations  Interventions  Feedback BEAEMIMENIIS ATPs  Chart  Status  Progress Report  Audit

10 v

Show entries Search
Lreated Created Last Modified
Recid Date Last Modified DAte
AHA450040723165348746 serviceuser/attachments/SUA93280422123158292- SUA93280422123158292 Punitha FTL 2023-07-04 Punitha FTL 2023-07-04 04:53:48
1688469828502 jpeg

Previous Next

Showing 1to 1 of 1 entries




Outcome measurement

Progress Report Graph

[ Special education(Autism) [ Wee-FIM-Functional (above age 3) [ Sensory Questionnaire [ Seech-RL [JJJl] Speech-EL
90

» Qutcome tools for various domains in app -
Standardized tools (from NIEPID and other
institutions) and ASSA developed tools.

80

70

60

e Periodical evaluation of children to evaluate .

progress and reset intervention pklans ;

» Graphical representation of scores sl

1 2 3 - 5

Cycle No



Feedback by caregiver

« Caregiver feedback module included

» Periodical feedback taken on caregivers strain and
empowerement, communication and engagement
with the child and general satisfaction about the

Services.

El Home Master Screening Activity Service User Programs Intervention Dashboard Reports Resources

Service User

Demographic Data Assessments Evaluations Interventions Feedback Attachments ATPs Chart Status Progress Report Audit

Caregiver Outcomes

Feedback Taken From : Date: 07-01-2025

Gender

O Male O Female QO Third Gender

IFamin Empowerment Scale (" Not true at all=1] Mostly not true=2| Somewhat true=3| Mostly true=4| Very true=5

O1 0203040 s

1. When problems arise with my child, | handle them pretty well

2. | feel confident in my ability to help my child grow and develop 0102030405
1 2 3 4 5

3. | know what to do when problems arise with my child o O o O O
01 0203040:>5

4. | feel my family life is under control

5 1 am able ta get information to help me better understand my child

6. | believe | can solve problems with my child when they happen

7. When | need help with problems in my family, | am able to ask for help from others

8. | make efforts to learn new ways to help my child grow and develop

9. When dealing with my child, | focus on the good things as well as the problems

10. When faced with & problem involving my child, | decide what to do and then do it

11. | have a good understanding of my child's disorder

Ol O] O O] O] O] O
OOOg)OOO
OOOSOOO
OOO:)OOO
Ol O] O O] O] O] O

12 feel | am a good parent

Total Score: |0 ‘
[Modified Caregiver Strain Index 2" No=0| Yes, sometimes=1]| Yes, on regular basis=2
1. My sleep is disturbed (For example: the person | care for is in and out of bed or wanders around at Qo Q102
night)
o O1 02

2. Caregiving is inconvenient (For example: helping takes so much time or it's a long drive over to help)

3. Caregiving is a physical strain (For example: lifting in or out of a chair; effort or concentration is Qo0 O1 0O 2
required)

Qo Q102

4. Caregiving is confining (For example: helping restricts free time or | cannot go visiting)

N




Dashboard -Program Output in a glance

Service user - Age, Gender, Disability wise, Location wise
Therapy visits - Daily and monthly target and achievements
Staff and service user ratio block wise

School admission and any other program outputs and outcomes

100
25

80 20
60 15
40 10
l
0 0

20
tem 1 Item 2 Iltem3 Item4 Item5 ltem 1 tem 2 Iltem3 Iltem4 Item 5




taff Monitoring
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11 12 13 14 15 16 17
18 19 20 21 22 23 24

25 26 27 28 29 30 31

Treatment-MDPS-Gross Motor
Activities-test vidhya

Initiating Comprehensive 7
Rehabilitation Measures

Treatment-MDPS-Gross Motor -

i et . CLOSED
Activities-test vidhya -
Initiating Comprehensive 4
Rehabilitation Measures

CANCELLED

Monthly and Daily Work Plan in
calendar

« Attendance monitoring

« Check in and check out for each
work completion with location and

duration through GPS location

technology

;' (1m) | , gmail.com login - Search X | ™4 inbox (342) - inclusionleadicoe® X I Enabling Inclusion X @ program outputin a glance mesr X ’ + - o X
&« C M 3 https//mvbr-ei-amarseva.in/managerconsole Q w = - M
Q El Home ¥ Master ¥ Screening ¥ Activity * ServiceUser ¥ Programs ~ Intervention ¥ Dashboard ¥ Reports ¥ Resources ~
Manager Console All Users Yet To Start m No Plans Completed
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Programs and Events

Awareness Program

Training Program

Medical camps and any other special programs
« Documented with location, participant details, test

results if any and duration




a testchild12345

Tl’lC T&lpy ViS i tS P l anning L] T Amarseva, Amarseva

4B Cerebral Palsy

Treatment OnGoing
OP No:

- No of visits required the child required, staff OF=A3420230220152021

attending the child can be planned

« Date wise planning
. a test 11
« Taken as targets and goes in to staff calendar
@ T Activity Village, Activity
4l Panchayat

Created
OP No:
OP-A4420240729174366

a test uday

T Activity Village, Activity
Panchayat




Parents Login

Child assessment and Therapy plans and
goals videos

Progress reports



Parents Login

Calendar for therapy SMS reminders of
schedule appointments

Parents provide scoring
and feedback on
therapy sessions



Disability Count

Reports |

Cerere oy

e B B .

* Reports on various parameters used in the program Coreal Pasy- GUFCS Lol .

can be taken e !

» Can be customized to various management and B )

S ;

donor needs. For ex: how many caregivers trained, o i}

progress of children, number of goals achieved, |

number of therapy visits completed, etc R S FEEEREISARIEE

* Daily, Weekly, Monthly, Quarterly reports can be G s B s

taken u

400

 Real time data

300

* Login and View permission

200

August-2024 September-2024




Research

* Appropriate data can be collected

* Real time data

« Support research activities

» Give perspectives for future research and
intervention areas - For ex: Location and type of
disability, Caregiver economic status and
engagement level

« All aspects of Program documentation

/P frontiers ‘ Frontiers in Public Health Sections v Articles Researc h Topics Editorial board About journal

Rapid-Cycle Evaluation in an Early Intervention
Program for Children With Developmental
Disabilities in South India: Optimizing Service
Providers' Quality of Work-Life, Family Program
Engagement, and School Enrollment

@ Dinesh Krishna>3" Q Sankar Sahayraj Muthukaruppan® % Aravind Bharathwaj

Ramasubramanian Ponnusamy® Bala Murugan Poomariappan® Sathiya Mariappan®
Ayesha Beevi! Janna MacLachlan?3 Zoé Campbell®
Chamila Anthonypillai® e Marie Brien'? Cathy Cameron? Marina Flatman®
R Yy . Y
;;.#,"?: q 5
S5 Research in Developmental Disabilities

T 418
" h‘n:

Sevpeile Volume 154, November 2024, 104829
ELSEVIER

Motor development trajectories of children
with cerebral palsy in a community-based
early intervention program in rural South
[ndia

Marie Brien °®12 & & Dinesh Krishna *°23* &, Ramasubramanian Ponnusamy ° 22 &,

Cathy Cameron °® 7% Rahim Moineddin ¢ ® *X, Franzina Coutinho ° ® 42 0%




Partnership

Proven Outcomes

N TODAY . .
— —— R 12%2/”2350 @ Center on the Developing Child
Empowerment O Intecactien O Y OAPoE) Lovete £ > age
- - ‘Sc¢hool enrollifient rate HARVARD UNIVERSITY
. % T of special children up’
Boys | Bt —— ® Early intervention therapy helps them, says study °
; - ® Guv to insugurate Amar Save Sanpam’s conference 14 Feb G ll
b .. LR —— - R ] ‘ ‘31
e I/ T asssemed S EREERSS " SRS \‘- ¥/ MC 1
N o & 02 1] i <« <) [ $] e i & & 82 i ] : : : > x 2 : .~(".. > 2 S :-:‘::;m-“:fh?.::: i:.:‘u:":—::.i. :EQE‘:”--:::E‘:_-:. \.-. = 3 U N l \/ [.: l{ S l T Y
w:-asn. 5% w?cs-.m mm:‘m sar. — QSEE _"""‘“"........’.';'.’; ":‘5,", :“-'-.-.‘-"‘--: p—— _—,;-;;-_'-.__:;__-_-__-‘;: :__‘--A_:-::_—-__:_E- @
— e SR T T IS e e .y
5 - T e L Ty Tl TS UNIVERSITY OF
arents: TEmtmote  Reep o Tt é
« Decreased Strain Improved Child TSI s ST S ) g TORONTO
» Increased Empowerment Development =m==me e BRI
» Improved Child Interaction
Krishna D, Sankara Raman Srinivasan
SR. Rapid-cycle evaluation in an early
intervention program for children in
75% 60 9 95% <30% _) 85% Sout!: lnd‘la: optimizing service
4 th . t Decreased providers® quality of work-life, family
X e ImpaC : , Programme School E Il t program engagement and school
CNOOI Enrolimen e ;
Caregiver Strain Enaagement enrollment. Frontiers in Public
andincSASEd gag Increase Health. 30 November 2020
If programs are https://doi.org/10.3389/fpubh.2020.567
currently supporting 50 parent t i A e 907
i i empoweremen Igh level of Tamily i ;
gzgd:: : é:ln;lgf 'c:gp empowerement engagement Rehabilitation services Muthukaruppan SS, Srinivasan SR, et
support 200 (with the Redular subport and improved child improved school al. Impact of a family-centred early
same implementation meg = development in all enroliment and intervention programme n South India
erapy services domalns integration. on caregivers of children with
cost). reduced caregiver ' developmental delays. Disability and

Rehabilitation. Received 28 Aug 2019,
Accepted 08 Oct 2020, Published
online: 25 Oct 2020.
https://doi.org/10.1080/09638288.2020.
1836046
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Awards and Recognitions

¢ @B
‘)}’ Zero Project ‘&\Q(
[P Project AWARD Y,
\ Management WINNER 37
JONN. institute , 2020
AWARDS 2020
2023 Zero Project Award The Spindle’s 2020 2020 Project Management 2020 Zero Project Inclusive
for Independent Living Most Inspiring Digital Institute Award Education Award
presented at United Innovation (India) (Vienna, Austria)
Nations (Vienna, Austria) (Netherlands)
=N \/= YO
R WORLD I“" I f) \ ' \ NIPMAN i . KASSISTeCh
3 S‘E\ESEYBRAL “ e T s Mlcrosoft N A FOUndaUOﬂ
2019 World Cerebral Palsy . 2016 Vodafone 2022 ATF Award for
Day Major Award: 2019 MIT Sol\{e Award 2019EM'§ ar:)soft Mobile for Good Best Assistive
Medical/Therapeutic for s:&z:':n"::f"d Opp o?tu ec /(’i‘r']":lg)’ Technology Initiative
(Australia) P for NGOs (India)

(New York, USA) Award (India)
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