How to Start Your Own HD Support Group 

~Short Version 
The below information was plagiarized from several articles found on the internet for various diseases as I couldn't find anything specific to Huntington's Disease! If you have any suggestions or recommended changes from your experience in starting an HD Support Group, your comments will be most welcomed!! 

Here are some step-by-step guide to starting your own community HD support group. 

Here's How: 

· Get a few friends living with HD together to form a core group. 

· Decide the role or task of each of the core members. 

· Decide whether the group will be broken down according those at-risk, those with HD, etc. or if it will start as being open to everyone. 

· Set rule the member information will not be available to anyone outside the group. 

· Set rule that no non-physician can give medical advice. 

· Take a stand on alternative/complementary remedies and how this subject will be handled. 

· Take a stand on how member non-compliance with physician orders will be handled. Badgering is usually not constructive. 

· Take a stand on what type of behavior can get a member barred from the group. 

· Go Public! Advertise your group in local newsletters, on bulletin boards, and flyers. 

· Check with your local HDSA sanctioned chapter or the HDSA for free HD information of pamphlets that can be handed out at meetings. 

· Set an agenda for each meeting as a starting point for discussions. The group leader should help steer discussions back to HD if they get too far astray. 
Tips: 

· Contact local physician groups for speakers and patient referrals. 
· Contact local hospital's, movement disorder clinics, Centers of Excellence etc. for Social Services, Nurses, Physical Therapist, Dietitian or Physician participation. 
· Remember, the group is not a substitute for medical advise. Always direct members to their physician for medical advise. 
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Or go the web www.hdsa.org, or click on Publications for Sale (a secure ordering link). The publication number is 1006. This practical guide gives the building blocks for establishing a Huntington's disease support group. Easy-to-understand instructions walk you through getting started, choosing the right type of group, a finding group leader and a meeting site, and publicizing your new group.

The guide also provides details for running support group meetings including setting an agenda, issues of confidentiality, communication techniques for gaining maximum participation from group members, and handling difficult situations and crises.

A sample press release and other useful materials are provided. A useful guide for anyone who wants to set up a mutual support group or for leaders or participants of existing groups. 55 pages.
