Parent WhatsApp groups connect families in a community-based program in a rural South India: A pilot study
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Background Interview with participants of whatsapp group mplementing in e

Action taken No action taken

The UN’s Convention on the Rights of Persons with

Disabilites (CRPD) affirms the fundamental rights of all The objectives of the interview questionnaire were:

children with disabilities (CWDs) to human rights inherent to all 1. To understand parents’ experiences with the WhatsApp

children, including the provision of information, services and O - | |

support to families of children with disabilities. Amar Seva 2. To ldentify possibilities for improving the WhatsApp groups

Sangam’s (ASSA) Early Intervention (EI) program serves more | - _ _ o
than 2500 children with developmental disabilities, Tamil Nadu. The beneflts_ of parents participating in tlh'S questionnaire were: 5%
Developing peer support is an important component of family- * Opportunity to contribute to program improvements «

centred service (FCS) and an earlier study in this setting * Sharing information about child development and family

highlighted a lack of opportunity for peer connection amongst centered services

parents in the home-based program, and its detrimental effect

on inclusion of their children with disabilities. The interviews were divided into four categories of questions:

1. Access and engagement with the WhatsApp posts
2. Expectations and relevance of the WhatsApp posts

) ) 3. Peer support 5 s Eacilitat
arents Facllitators
Objectives
Yes No  yes, with professionals

platform to connect and promote interaction between parents

receiving home-based El services in rural Tamil Nadu, India.

21%

1. Recruitment: Out of 804 active service user parents only

parents joined in the group. 52%
This pilot study was a joint project by between ASSA, a 2. Total participants in each group:
Canadian Disability Studies masters’ student-researcher, Group A: 27%
Canadian consultants from Handi-Care Intl, with mentorship 1. Recruitment: 76
from faculty at the Harvard Centre on the Developing Child. 2. 20 parents interviewed (21% interviewed)

3. Demographic Data: 63% mothers, 26% fathers, 1 aunt (5%)
and 1 family had both mother and father speak (5%)

Parents Whatsapp Group Group B:
1. Recruitment: 98
2. 13 parents interviewed (13% interviewed)

3. 2) Demographic Data: 62% mothers, 38% fathers 3) _
Two whatsapp groups were formed one for the parents of
children with motor delay and impairments and the other group Access to smart phone

IS for parents of children with cognitive and communication

Parents WhatsApp group is a feasible method to connect

dela_ly. parents for peer support and learning. Social media is an
Sl . . L . Only 21 % of the mothers have smart phone and can see the excellent tool to connect families to share lived experiences
=INGe Wi GouEl [pElEls Of Elllolen st vEeLs ITREliiEnts in postings with noatifications. In spite of that, mothers being the and resources while overcoming barriers of inaccessibility and
L SRS QEiL; WIS Elnese Eel AISELISSEE S Colmimel [fples most common parent to participate. geographical distance. Major barriers were access to smart
ke [Feimilly Cenieree seiess en lneheione] Ciessiizsiion High parental engagement levels involved reading, replying to phones and data connectivity. The study affirms the need to
o lFumgheniing ; [DIszlolliny wne (el B [prepauree) & meellze posts and discussion. address the right to technology and internet connectivity for
(9[RS BEEn (Sl Interviews identified reasons for varying levels of engagement provision of equitable rehabilitation services to people with

_ _ _ S Including household priorities, emotional response to posts, disabilities.
* Friendship for children with disabilities interest levels, relevance of posts/discussion to their child’s
* The importance of play - condition and ability to connect to data networks. Parents suggestions for improvement:
* Avoiding parental blame for the impairments Interview feedback revealed a positive impact of the social -Preliminary information regarding the group topics and
> Cnllel Sibjgfarert el il TRl mEmloels media group, improved peer connections, information sharing participant protocols prior to commencing the discussion.
> [PeremiEl LinglziEiEneiing o Tismyenilen el Suglpe;t to/between parents, improved knowledge and motivation to Wider scope of information to target all age groups and
* Guidance and teaching of self care activities increase child participation and inclusion. disabilities.
> MBI 0 eSS Bt @ETEkeE . Participants recommended including parent facilitators and *Video tutorials displaying step-by-step methods for parents to
« Assistive devices and adaptations for children’s matching groups to participant’s needs. watch and follow closely.

Independence

*Encouraging greater rates of parent participation by

* Respecting individuals no matter their age and abilities motivating and assisting them.

Presentation of module:

Information was presented in writing (Tamil) with supportive
pictures and voice messages. After each message, questions Fahters * Mothers

were posted to initiate conversation. Then address the Acknowledgements
clarifications, introduce new conversation based on the theme

Smartphone owneship

concepts.
- My sincere thanks to Amar Seva Sangam for giving this
sl uawlsmgiens opportunity to be part of this study, the EI managment team for
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- S B s interview.
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Method of presentation of Module

Good, continue Need videos No idea

& B TR B LI g Address 9942582421
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Duration of the study i
e Web: www.amarseva.org
This study was conducted during COVID pandemic period for MargO Borish
four months from March to June, 2020. Approximate time for _ _ _
the activities were Brock University, Ontario, Canada
27% margoborish@gmail.com

« 3 weeks for preparation and formation of group
* 6 weeks for posting

« 3 weeks for interview and translation and

« 3 weeks for reporting
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