How to Start Your Own HD Support Group 

~Longer Version 
The motivation part is simple: if Huntington's Disease is in your life, you'll find out more about it and how it affects others who are in the same boat. You can be totally selfish about it and why not, you'll be the first in line to get support. 

At first you might think the information part is harder: what, or how much, do I need to know? What qualifications do I need? The answers: not much and not much. Consider the function of a peer-to-peer support group: people sharing feelings and if available, information. Peer-to-peer means meeting folks like yourself, folks who are in the same boat. 
Support groups are about helping one another with emotional support. Support groups are not about finding cures, or researching and debating medical theories and procedures, or fixing problems- those are the jobs of medically trained experts. 

Support groups provide a valuable service not only for counseling and support, but also for socializing and information sharing. "Old timers" have information to share with newer members, and groups have more influence with vendors or medical professionals to present information and products. 

If there is not a support group in the area, people frequently ask how they can start one in their area. The process of beginning a support group can initially seem daunting, however, it is easier if we break it into little pieces -- what we call the five P's: 

People 
Planning 
Place 
Publicity 
Programming 

Step One - People 

After you have decided that you want to start a support group, identify two or three persons who share your interest in starting (not simply joining) a support group. Although it is possible to run a support group by yourself, it is easier and you reduce the chance of burn-out if you have other people assisting you. If one of the people assisting you has a computer, that is an additional benefit, as they may be willing to maintain the mailing list, make flyers and print minutes and notices. 

You also need to have an idea of how many people want a support group. Is there a group who have expressed an interest in meeting for support? Is there a concentration of people with Huntington's Disease in one area? A feel for the demographics will affect not only who you have in the group, but where you meet and even what will be the group's emphasis. 

Who can Attend

You have to decide who can attend the meetings. A very important decision is whether you want the meeting to be only for people with disabilities, or also for family members and friends. Many times, people with disabilities will want a place where they can talk about their own issues without family around. Of course, family members have their own 
issues and they may want to speak about them without the person with a disability around. 
Possible solutions are to have 3 separate meetings, one for individuals with HD, one for those at-risk and one for family members. 

Another solution is to open the meeting with everyone in attendance then break off into separate groups, meeting back together at the conclusion of the meeting. 

Step Two Setting Rules 

Ground rules have to be set early in the development of the group. Number one rule of most support groups is anonymity for the members. Generally speaking this means keeping membership lists and member information unavailable outside the group and what's said within group meetings goes no further than that. This rule may have to be modified when minors are involved. 

These rules should be made clear to any new member before they participate. Rules concerning and prohibiting medical advice by non-physicians need to be made clear. Issues concerning alternative complementary remedies and how noncompliance with physician orders should be handled are important and need to be addressed. You may even need to establish what type of behavior could get someone barred from the group. 

Step Three - Planning 

You will need to decide quite a number of things before the first meeting of your group, such as the frequency, location and emphasis of the group. 

Decide how often your group will meet 
(try for monthly but no more infrequent then quarterly.) If your group meets less often than once a month, it runs the risk of losing momentum and focus; interest may die out in the long weeks before the next meeting. Some groups may have the interest to meet more than once a month. Many starting groups only meet once a month and are quite successful. 

Decide how you will get the word out. 
Most people will have a list of people who would be interested in an HD support or discussion group. A local hospital, HD Movement Disorder Clinic or even the closest HDSA Chapter may be willing to make a mailing to former or current HD patients/family for you to advertise the meeting, but don't expect them to turn their list over to you. Many times a local hospital may also assist with mail and photocopying costs or providing space for your meetings. Don't forget to advertise in the local newspaper; most papers have a free section to advertise meeting notices.

What Kind of Group? 
There are many kind of support groups. Each has its own style, and each speaks to people in a different ways. You and the other people who are interested in starting a Support Group probably already have the type of support group you want in mind. Major types of support groups are as follows: 

Peer Support groups 
Groups led by others with similar disabilities. Usually these groups are not led by a professional like a social worker or rehab psychologist or counselor. A reasonable compromise might be a psychologist or counselor with a disability. 

A professionally led support group 

These groups are led or advised by a professional like a rehab psychologist, social worker or rehab counselor. 

A discussion group 

Not necessarily a support group, but a group with an educational emphasis to them. These groups may have a video or a speaker or topic each meeting. These groups may also provide a time where individuals can discuss issues of interest and concern to them to see if others have suggestions or have experienced a similar situation. 

Step Four - Place 

Decide on a central location. In many areas transportation is a major problem. A rehab or hospital facility can provide a good location, as many people already know where it is, and you will have access to large meeting rooms as well as professionals interested in HD . Some people may not feel comfortable meeting in a medical facility for personal reasons, so polling a few people about the location is wise. 

A private residence with a large room, or a clubhouse makes a good alternative, as are church halls, Independent Living Centers, etc. The location should, of course be accessible, with plenty of parking and accessible via wheelchair accessible transportation if possible. Don't forget to make sure the bathrooms are accessible. 

Some people may be tempted to have a rotating meeting place to make the meeting more accessible to people with transportation problems. This has benefits and potential problems. A benefit is that some people will have at least a few meetings in their area. This can increase the total number of people attending throughout the year. 

A potential problem is that the group becomes fragmented because only certain people attend certain meetings. Also, unless the meeting locations are well publicized in advance, people may forget where the meeting is and decide not to attend. With the same location, people always know where to go. 

Step Five - Publicity 

Publicity is crucial to a beginning support group. It is important to leverage all available media (especially free outlets). 

For example: 

· Newspapers usually have a place to announce support meeting and clubs; 

· Radio stations do PSA (public service announcements). Make a special effort to try for stations that serve the population you. 

· TV and cable. Ditto on the PSAs, but also contact your local community access cable channel. Many cable channels have a scrolling marquee that announces meetings in the area. You may also be able to get air time on your local channel, since many of them are in need of programming. 

Make up a flier announcing the meeting. You're not writing the great american novel here, so just give people the basics - date, location, time, and a brief description of the purpose of the group. 

Remember, if you're putting the flyer up in a public place you may have only 2-3 seconds to get a passerby's attention, so use large type and few words. Distribute the flyer to all the people on the mailing list. 

Try to make a personal visit to organizations like Movement Disorder Clinics, Centers of Excellence, Nursing Homes and hospitals so that you post the flyer yourself. If not, then print "Please Post" somewhere on the flyer. Again, ask Rehab, Hospitals, and other organizaiions and businesses to do a mailing for you. 

Pin-up bulletin boards everywhere: 
· Nearest HDSA Chapter meetings Movement Disorder Clinics Centers of Excellence Health food stores. 

· Drug stores or pharmacies -Keep in mind, many pharmacies do not allow posters of any kind. If they don't have a pin-up board ask the head pharmacist and give them a copy of your flyer "for their own records" while you're at it. 


· Public libraries Post office boxes Hospitals Colleges, universities, schools Churches 
Step Six - Programming 
So what will you do in your meetings? 
If your meeting is strictly a support group meeting, you will want to go around and check in with everyone and then begin the meeting using whatever model you choose. 
If your meetings will have an eduational component to them, then planning the meetings will require additional effort. Topics for meetings include Medical Equipment (vendors are a good source of information on the latest equipment), latest in HD research and care (ask a Movement Disorder, Hospital or CoE for a speaker), etc. Your nearest HDSA Chapter or the HDSA itself are also an excellent resource for medical information, if members express a desire for that. 

Ask participants what they would like to hear about. 
The attendees are an excellent resource for information, each of us has special skills and insights on certain topics that others may be interested in. There are also books, videos and movies dealing with disability, as well as mainstream materials that discuss or portray disabilities that can make good topics or jumping off points for discussion on disability. 
Plan a time for people to just hangout either before or after the meeting, and make sure that people don't leave without signing up with their address and telephone number. Not only does this keep your mailing list up to date, but it also allows your support group to grow. 
Running a meeting is learned skill, so don't feel discouraged if you're not perfect at it. It helps to have someone available who has done this before, so ask around. 

This is not a comprehensive list of what to do, and running a support group is not easy, but it is a very rewarding and important service to the community. 

Good luck! 
This is for family led Huntington's Disease Support Groups. To start an HDSA sanctioned Chapter, contact HDSA directly at 1-800-345-4372. 
Books
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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.
