Become an agent of change in your community!

How to Start a Fetal Alcohol Spectrum Disorders (FASD) Parent Support Group



Starting 
Why start a Fetal Alcohol Spectrum Disorders 

A Parent 
(FASD) parent support group?
Support

Group:

To make life better for our children and 


families we gather in safe, non-judgmental environments and share our experiences to

Educate,
accomplish the following:
Advocate,

Support!
Educate ourselves, other parents, and professionals about FASD – by sharing our knowledge and experience. Make available information, library materials, speakers and other resources.

Educate and influence legislative activities in our community, statewide, and nationally.

Advocate for children and families.

Support others in need by providing practical information and emotional encouragement. Some people may be figuring out if their child has FASD, others already know and want to understand the disability and find resources for help. All will need support and reassurance that they are not alone.  

Prevent

Burnout 
STARTING A GROUP
Early! 
No specific education, training, or experience

Do not do
is needed to start a parent support group.

this alone!
But be sure to ask yourself if you are the right 

Share the 
person to start a group. Consider having a partner to

load!
help you. 

Before starting think honestly about these issues:

· Do you have the time to devote to this project? Don’t underestimate the time commitment. Be willing to devote a certain period of time, like a year, to getting the group “off the ground.” Let the group know at the beginning how long you can commit to being a lead person.

· You will need support, understanding and cooperation from your family (spouse, partner, children, parents, friends) so they won’t resent the time you spend organizing and attending the group. Make certain you give them a realistic idea of how much time it will take, which can be up to 5 hours a week. 

· This can be a thankless job! When people are in crisis or needing support they may not be thinking about all the work you have done. Your satisfaction will come from providing an environment where families can grow and learn. This is a job that you do if you sincerely care about families and children.

· You will have to be willing to share the tasks and responsibility and ask for help. Be open to the skills that other people can offer. Be realistic about what you are good at doing. For example, if you are not going to be good at facilitating the group, find someone else to do that job.

· Can you keep strong religious or personal beliefs to yourself?  It is unethical for a person in charge of a group to push their beliefs on people who are in a vulnerable position. This does not mean that you can’t share strategies that have worked in your home. It means you should not think of people in the group as someone to recruit to your beliefs. 

· Is this the right time for you to do this? You will be seen as a role model to members of the group and they will be watching how you cope with your own family member who has FASD. You do not have to be perfect: just aware that people will be watching how you handle your struggles and successes. 

 

Find Interested People to Attend

· It will be helpful to have a partner, friend or professional who will help you with this process. It is a big job!

· Ask the professionals who have helped your family if they know of other families that would be interested in joining a group or helping you get the group started.

· Enlist the support of elders by talking to them about what you are trying to do. Let them know that FAS is going to be a touchy subject with some people and they may be able to help. The elders in Alaska are very brave when speaking about sensitive subjects. They may have ideas and can add their support by attending.

· Look for a social service agency that has a staff member that can dedicate part of their time to assist you. For example, if your child has a case manager at an agency, ask them if a person who works at their office can be assigned to help you. They can help with managerial tasks and it may be helpful for them to attend the first few meetings. Perhaps they can be responsible for the meeting room or be the contact person listed on the flyer.

· Make a list of agencies, organizations, or groups to notify about your group. Check the phone book yellow pages under social services, disability, childcare, respite, children’s services, rehabilitation services, schools and churches.  

PLANNING THE FIRST MEETING 
· Set a time and place to have your meeting. Ask the library, school, social service agencies, corporations, or churches if you can use a room in their building for a meeting. You can hold it in your home if you live in a small community or your group is starting small. Ask an agency or group to provide childcare and/or refreshments (coffee, tea, juice, water) for the meeting.

· Make a flyer saying you are starting a support group for parents and caregivers of people with Fetal Alcohol Syndrome and related conditions. Give the date, time and place of the meeting and include the name and phone number of a person who will take calls from people who want more information. Flyers are easy to make with the use of a computer. Be creative and have fun so it will be good experience. See example in section 4 of this book. 

· Advertise: post flyers on bulletin boards (stores, offices, schools, etc.), fax flyer to interested agencies (remember the list you made earlier) so they can post it for parents to see, give a copy to the Special Education Department at school to distribute to teachers and parents. Type a notice for the newspaper and radio stations with time, date, contact person and a brief description of FAS.  

· Go to local service groups (Kiwanis, Rotary, Elks, and other clubs) and ask for funds to start a library. It can include videos, articles, newsletters and books. The office of FAS has a lending library so you can preview materials before you purchase them for your community. 

· Subscribe to newsletters that will provide you with current information and notices of conferences and trainings available. The State of Alaska and Stone Soup Group website will have a calendar that will notify you about conferences, workshops and trainings to attend. 

Notes: The first meeting should probably be limited to people living with a child or adult who experiences Fetal Alcohol Spectrum Disorders. At that meeting you can discuss whether future meetings will be open to professionals and other interested community members who are not also parents or caregivers of people who experience FASD.

We open parent support groups to professionals because we need other people (counselors, teachers, case managers, therapists, job coaches, coaches, clergy). We are raising time intensive children and using lots of energy doing it. So we need their help and we want them to understand our children. One idea is to periodically provide a series of information meetings for professionals.  This can be a time to share techniques with each other and gain understanding. Keep regular meetings restricted to parents and caregivers.

Restricted meetings offer a chance to discuss systems, agencies and services in a safe environment. This time can be used to determine whether there is problem area in the community. Then as a group decide how to approach that system and provide education about FASD.

The bottom line is that you are going to learn the most from other parents because we have the broadest knowledge base, gained from experience.


SETTING UP FOR A MEETING

· Put out refreshments, arrange chairs in a circle if at all possible, and put out any books or articles on a table. You can decorate the room and play soft music if you like.

· Adjust the heat or open windows if needed to make the room comfortable. Try not to use florescent lights, using subdued lights from lamps instead.

· Have nametags and a sign in sheet (a spiral notebook or binder works well) at the door. Ask for name, address, phone number, and email.

· Designate someone to take notes of things discussed and decisions made. If you put the date on these notes and keep them in a safe place, it will be helpful if you decide to formalize your group by incorporating and acquiring a non-profit status.

· On a flip chart or chalkboard write an agenda for the meeting. It can be a general list, such as, sign in, announcements, introductions, guest speaker, break for refreshments, discussion and questions for guest speaker, set next meeting time and date.

· When people start to arrive try to personally greet them at the door and welcome them to the meeting. You can set the tone of the meeting by being warm, friendly and happy.

BEGINNING THE MEETING

Talk About Basic Ground Rules: 

· Confidentiality 

Ask the group to agree to honor everyone’s right to privacy. It is important to create a safe place for people to talk. Violations hurt. For example, if a parent shares a concern that her child is not allowed on field trips at school at a meeting, she will feel betrayed if her child’s teacher says, “I hear you think I’m discriminating against your child and I don’t appreciate that you are telling people that.” This parent will not want to bring up any concerns for fear that it will get back to the school or counselor.

When confidentiality is violated, the effectiveness of the group is limited. Members must be able to discuss concerns and problem solve with the group. Support groups are great places to problem solve because other group members will understand how the concern fits with this disability and may share successful strategies that work for them. 

· Talking/Sharing

In a group everyone must have an opportunity to talk or share, but there should never be any pressure to do so.

· Emotions are allowed

Every emotion is acceptable: sadness, joy, humor, anger, shame, fear, and more. No physical violence or personal verbal attacks on other group members allowed.

You may think of other ground rules before the meeting. At the meeting, discuss the rules and ask if the group agrees and want to add or subtract rules.

What else to talk about at the first meeting:

· Ask people to share who they are and their family make up. For example, “I’m Cindy Flatstaff and I am the parent of three children. Mandy is six and has an FAS diagnosis, Marvin is our four year old foster son and we suspect he also has FASD…”

· Discuss what people are looking for from this group? Identify common needs and write them down. Examples of needs: advocacy at school, more information about what services are available, knowledge about sensory integration, where to get a diagnosis, sexuality, toilet training, respite, etc.

 

· Set up a time and date for the next meeting. You can set a solid date (like the 2nd Tuesday of each month) in the future after the group has met a few times. Ask the group if it would be helpful to be on a phone list for a reminder call. Ask for a volunteer to make the calls. This is also a task a support person from a local agency could perform.

Topics for future meetings:

· Meeting time, days, and dates - Find a time when the most people can come. It is easy for people to remember the same day and week each month, like the second Tuesday of each month, or the second and fourth Wednesdays of the month.

· Open or closed meetings – Meetings may be limited to family members or you can allow others such as community members, guest speakers, and children. You can also be creative and have a combination, discuss it later and change the format if necessary.

· Childcare/Respite – Discuss whether families are going to need childcare in order to attend and how to provide it.

· Membership dues - to have or not to have.

· Structure of meetings - time for business, time for discussions, a break, etc.

· Occasional social meetings – meet at a park or celebrate holidays by having a party instead of a meeting. Be creative and try to keep the group fun, positive and hopeful.

· Funding for materials - the library materials, supplies, refreshments, postage, respite etc. Ideas and suggestions about where to find funds and who will make the requests.


· List topics and possible speakers - Ask about local people who can come speak to the group. Videos are available from the State Office of FAS or your local school district media library.

· Responsibilities – Discuss with the group what tasks need to be done. Delegate or ask for volunteers and ask if group members have other skills to offer.

· Organization – The group may want to elect officers and become a more formal organization. If you want to explore membership and structure you can ask for advice and assistance from a lawyer or go to this website: 123ezcorp.com or inc-it-now.com

· Mission Statement - If the group decides to become more structured and formal it would be helpful to develop a Mission Statement for the group. This can be done at a meeting or arrange for a session that is devoted to this. A member can research this topic by going to www.nonprofits.org or doing a search on the Internet.

Remember: Look at the way your group is working periodically and discuss whether it is still working or if some changes need to be made. Dedicate a meeting for this purpose. Sometimes things will change because there are different members with different needs and sometimes a group just moves along in their process.

If you notice new people joining, be sure to periodically ask if the group is meeting their needs.

Exploring 

Online support is available through bulletin boards,
Internet 

chat rooms, and email lists.  It is convenient and 
Support 
requires only limited computer experience. 

If you can log-on to the Internet and check your email, you can find support online.

These options can be a lifesaver because you can stay home and still connect with people who understand. This support is also helpful between local support group meetings. If you can’t attend the local support group meetings or a group doesn’t exist, the Internet can be part of your support community. 

You can check in with online support anytime, day or night. This is helpful for parents who put in long days or have sleepless nights.

Latest research and notice of upcoming conferences and trainings are often posted on these lists. There are some very experienced people involved in the Internet connections so you can pose difficult questions and get some very helpful answers.

To find a group that will fit your needs go to www.come-over.to/FAS/fasonline.htm. 

Find links from:

Stone Soup Group www.stonesoupgroup.org 

Alaska Department of Health and Social Services, Office of Fetal Alcohol Syndrome www.hss.state.ak.us/fas/ 

FAS/E Support Network of BC www.fetalalcohol.com 
Questions

Problems

 


Can biological, adoptive, and foster parents be
Issues 

in a group together?

Yes! This is ideal for many reasons. Meetings are an opportunity for all parents to learn from each other. What is generally discussed at meetings is what is best for the children. 

Children with FASD are very loyal and therefore sensitive to anger and resentment against their birth parents. 

Foster and adoptive parents choose to love their children and have to watch them struggle daily. It is normal to be angry at the birth parents for hurting them. It is a good idea to explore these feelings, but perhaps not in the support group. This might be done with a counselor or elder. 

Meetings are not the place for birth parents to process their feelings about being the person who caused the harm. Again this must be done in a more structured setting. 

Parent support group meetings are set up so you learn to appreciate each other as parents of challenging children. This should be the focus.

How do you get people to talk at a meeting?

Remember to greet people at the door. It will help if you know their name.

Keep your arms uncrossed to create an open and relaxed environment.

Start with a member who has been to the group before and shared.

Turn toward the person who is talking and focus on them. Give them attention in whatever way is comfortable for you, like watching their face or nodding. If being a focus of attention is making the speaker uncomfortable, try nodding without looking at them. This shows respect for their comfort zone and also encourages them to keep talking. 

Some people will be more comfortable if you just listen quietly and don’t turn towards them or look at them. Sincerity can be felt and will be appreciated by someone who is talking about difficult issues.  

 

What do you do when a person falls silent or has long pauses when they talk?

Give members enough time to talk and don’t try to fill in the silences. They may be thinking or trying to control their emotions. It may take practice but relax and enjoy the long pauses. It can be very relaxing!

What if someone starts to cry?

Many emotions come up at these meetings. People may be crying with relief, others with grief or a mixture of emotions.

Let them cry. Pass the Kleenex. We are all in a grief process and crying can help a person through their process.

If they ask you to move on, honor their request. Remember to come back to them later, check with them and ask if they would like to talk again.  

If they bolt from the room in tears, have your support person or partner follow them and stay with them until they are composed. 

What if a person is talking too long?

Watch the group for cues of disinterest, like fidgeting and looking at their watches. 

There are ways to remind someone that others may need to speak. Let them know that you understand their need to talk. 

Try summarizing what they are saying and asking the next person if they had a similar experience.

If this doesn’t work you can be straightforward and tell them there won’t be time for everyone to talk if you don’t move on.

What if people are staying too long after the meeting to talk?

Tell them it’s time to lock the room.

Suggest they exchange phone numbers.

Suggest they go have a cup of coffee and continue talking.

Where should you have the meetings?

In a building or room that is convenient to all populations, i.e., handicap accessible, near transportation.

The room should be private – have a door that closes.

There should be room for refreshments.

Try to sign up for a room that does not have a time limit.

The room should be comfortable and have moveable furniture. 

Realistically, in some communities you may find yourself meeting in your own home, around the kitchen table. If there is a Head Start in your area, they may provide space for your meeting.

What do you do about a person who is a “know it all?”

Try asking for help from the others in the group by introducing Suggestion Circles. “You have a lot of experience and those are good ideas. I’d like to hear what other people have tried, so let’s try a Suggestion Circle on this issue.”

In a suggestion circle everyone goes around the room and offers a solution that works for them. The person who is receiving the advice only says thank you. The temptation is to say “I already tried that, etc.” but a simple thank you is all that is allowed. You will have to remind people how this works the first few times. 

This helps in many ways because people discover that they have developed strategies and begin to realize how much they know about their child and the disability. It gives everyone a chance to hear strategies they may not find in a book or training and may fit better with their family. 

Are there any advantages to having a co-facilitator?

Yes! Two heads are better than one.  If someone is very upset you can split your time. One of you may be better at addressing some emotions, details, etc.
Knowledge Is 
Sometimes we have to “be brave” and do things we
Power: Why 

never imagined ourselves doing. Speaking in public
we included a 
may be one of those things we find
presentation 
ourselves asked to do.
on FASD 

with this 

An encounter years ago fuels me as I speak to
manual 
various groups informally and formally. I appeared on a local TV show and talked about my son having Fetal Alcohol Effects. Later that day at the grocery store, I was startled to see Mabel Charlie, an elder from Minto, Alaska, purposely heading my way. She took hold of my sleeve and spoke very seriously to me. I was afraid that she was angry with me, but she wasn’t. “I saw you on TV the other morning. Good for you! Keep talking about it even if it is hard because it will never stop unless you do.” 

She was right. I needed her to tell me it was a good thing to talk about and I am still grateful to her for her words. I have often felt propelled by those words. If we don’t talk about it, FASD will never stop.

When I first spoke to groups it was with a shaky voice and tears would fall freely. I told people that I had something to say and asked them to look past my shaky voice and tears. Sometimes I would lose my train of thought or go blank. I learned to tell the audience when that happened. They would help me by telling me what I had just been talking about.

I also figured out that when you are speaking to any size group you MUST know your subject. We know a lot about FAS as parents and it is important that we share that information with others. It is also important that we share good information from other sources. For that reason we included an information program for you.  

About Sections Two and Three

A CD included with this manual contains slides in a power point presentation named Knowledge is Power: Understanding Fetal Alcohol Spectrum Disorder. We, Maureen Harwood and Mary Lou Canney, developed this program with input, ideas, and concepts gratefully learned from Diane Malbin, Deb Evensen, Jan Lutke, Betty Taaffe, Marilyn Tony, Cheri Scott, Doreen Simmonds and other wonderful parents and professionals. 


If you choose to print out transparencies of the slides you can use them with an overhead projector, make handouts, or use the camera of a power point projector to show them. Power Point is a computer program; a slide show on the computer that is projected onto a screen. The next part of this section is a guide that will help you talk about the information contained in the Knowledge Is Power slides. The next section of this manual is where you can store your transparencies if you decide to make them.
One of the most important things you can add to the slides is your story. That is what makes it real, makes it click for people who will do not understand FASD. For instance, when discussing memory problems I tell a story about my son at age 16. The ISS (in school suspension) teacher said to him, “You’re just going to end up back at the Youth Facility.” When my son got back to the special education room he phoned home and asked, “Have I ever been in jail?” Who wouldn’t remember something like that, especially if they wanted to prove the ISS teacher wrong?

No amount of research is as powerful as the stories that you will be able to share. It makes people think and question perceptions they have stubbornly held onto and defended.
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