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Teachers are taught to teach and when confronted with a student having Batten disease who has begun regressing they are at a loss as to what to do to help the child. The same applies to parents and other family members and members of the education community in general. In order to help all those involved in a child’s education, BDSRA has developed an Education Support Programs for families and schools.

The program is directed by Wendy Bills, Ph.D. and is coordinated by Amy Lombardi, MSW, BDSRA Coordinator of Family Services.

The program provides two publications; “Batten Disease; An Easy to Understand Guide” and “Teach and Be Taught, A Guide for Teachers Having a Student With Batten Disease”. These publications will be explained during the oral presentation along with two videos that BDSRA has produced; “Teach and Be Taught, Volume 1: Communications” and “Teach and Be Taught, Volume 2; Positive Behavioral Supports”.
BDSRA recruited eight special education teachers from around the USA and provided them additional training in Batten disease and educational supports. These consultants are now able to travel to schools anywhere in the USA and Canada and provide student assessments and training for school teachers and staff. This portion of the program is very successful. It not only teaches the teachers but also reinforces good things they are doing and provides insights into developing IEPs and best practices. An additional aspect of the program is that it helps to bring the parents and educators together in a semblance of cooperation in a non-combative atmosphere. In cases where a school is uncooperative and does not want to provide a proper and appropriate education for the child, the Program helps to either change the school’s position or helps to find an alternative education placement.
BDSRA is also currently exploring an internet based “team building” concept that will bring all the members of a child’s care and education into one location that allows for the sharing of information and ideas.

