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SADS

FOUNDATION

Supporting families. Saving fives,

New York Family Seminar May 16th!

Dear Alice,

There will be another Family Support Meeting in New York City at NYU on Saturday,
May 16th! Below is a description. Please contact Joanne Robinson at 1-800-786-7723
or joanne@sads.org to register, or if you have any questions. We hope to see you
there!

Cost: Free

When: Saturday, May 16th

Time: 9:30 am - 1:30 pm

Who: SADS Families - Including children 9 and older
Where: New York University

Room: Faculty Dining Room
Lower Level of the Medical Building

Meeting activities include:

e Overview of GINA (Genetic Information Non Discrimination Act)
Presenter: Julia Wynn, M.S., Genetic Counselor, New York Presbyterian Hospital
Columbia

¢ Dealing with Health Insurance Problems for Genetic Testing (AEDs, ICDs)
Presenter: Jill Miller, Attorney at Law, Jill Miller & Associates

e After Diagnosis - Roundtable Discussion: SADS families will share examples
of children and teens strategies to adapt.

¢ Lunch: Break out into local groups, meet local families and Network Group

Coordinators in your area. Those who are interested can determine when to
meet locally and help plan the agenda for the next meeting.

Please register by contacting Joanne Robinson at 800-786-7723 or Joanne@sads.org

Space donated by the NYU Cardiovascular Genetics Program

Local Network Groups:
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We have had many inquiries about local network groups and some individuals have
offered to be a Local Network Coordinator, or Telephone Support Contact. These
individuals will have their phone numbers and email addresses on the website. We
encourage Local Network Groups to have two leaders. If you would be interested in
volunteering for either of these positions, we strongly encourage you to come to this
meeting, it's an excellent way to gather ideas to support those in your areas! Click
here to see a description of these positions.

These groups only meet as often as participants want. It is often a good idea to plan to
meet two or three times a year. You can plan shorter versions of the above meeting,
or find other topics or activities the group is interested in.

We look forward to meeting with you and providing a forum for you to support and
learn from each other!

Take care,

A dhn_

Alice Lara
SADS Foundation
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