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CREATE and SUSTAIN YOUR OWN SUPPORT GROUP

presented by

Chris Jenkins & ChristineTrevett
Christine T: Welcome to this workshop by two members of the Rhondda Cynon Taff Asperger Syndrome Support Group. I am Christine Trevett and I’ve been linked with this group for 8 years 
Chris J: And I am Christine Jenkins and I’ve been a member of the group for  over 12 years. 

Christine T: Our group relates to Asperger Syndrome but what we’re going to say could apply to support groups of other kinds too, not just for AS, and in any region.
Our aims today are to give you an introduction to what such a group may do and to encourage you to think about creating similar groups for yourselves. So the plan is: 

· (1) To explain the WHY and WHAT of our group – i.e. its purpose and what it does
· (2) To say something about the learning curve which we’ve been on since its beginnings. 

· (3) And finally Chris will show you on screen some of the results of what the group does.  I’ll start by telling you what our group is, and what it isn’t.
(1) So …. Firstly what the group IS:

It is 15 years old, just 2 years younger than the diagnosis of Asperger Syndrome itself, in the American diagnostic manual DSM IV.   
It is entirely parent-organised and works on two fronts, addressing the two needs which we saw: (1) to give our children opportunities for socialising, for fun activities and for skill-building and confidence-building. (2) The second need concerned parents and carers. They wanted several things: information, because with Asperger’s, and in the past in particular, you could find yourself with a diagnosis and a handshake – and feeling very much on your own; they needed a support network and people to listen; they needed to know how to access learning and training opportunities – through conferences, workshops, inviting speakers to meetings and so on. Among our parents whatever challenge someone’s got at the moment somebody else in the group will have been there, done that, or will know someone else who has. We don’t have any autism professionals in our group. We’re ordinary people from a wide variety of backgrounds. But we are the experts on our own children (and that could apply to creating support around adults in our families with ASD too, we and they are the experts). What we had were clearly-defined objectives – relating to the children and the family. 
It is constitutional, i.e. we have a constitution, a child protection policy, audited accounts, officers who act as chair, secretary, treasurer, fundraising officer and so on. Our meetings are Minuted – we need that, otherwise we might lose track from month to month of what we are trying to do.  Meetings are also fairly informal and the last part of a meeting is always given over to sharing questions and experiences and to talking with first-time visitors to the group. We meet monthly, 10 times a year, and our meetings have everything – laughter and tears, black humour and anger at ‘the system’ sometimes, sharing news about our children and their triumphs (not just troubles); hearing speakers, and passing on information about conferences, workshops, training days… 
It is local – or at least regional – serving Rhondda Cynon Taff, an area that takes in 3 parliamentary constituencies. But it is our area, and as local people and as parents (who may have non autistic children a well) we would be likely to know what was going on, and what was available and not available for our children, within that area. You know more than you think you do. What you don’t know, we discovered, you can find out (and our group started before the age of the Internet). 
It is for families where the young person with ASD is up to 18 years old, and often the child has multiple diagnoses, of course, e.g. AS + ADHD, AS + dyspraxia etc. 

It is voluntary – the core of people who run it give their time and energy free, whether it’s answering the ‘phone to someone who’s just had a diagnosis in the family and who’s been told about us ; or whether it’s organising transport for trips; keeping the accounts; filling in the application forms for funding; writing letters and doing Minutes; sitting on local committees  as a parent or a support group rep. – looking after the books and DVDs etc. which we lend out; posting information on our website – there are lots of things to be done- all voluntarily.  For some of us – especially Chris perhaps, it’s felt like a full-time job at times. It’s always been a labour of love, because there were gaps to be filled, and filling them would help our children.  Such groups are often born out of frustration, but then they take on a life of their own. 
· It is a changing and developing group – because everything around autism and our children is changing. On a practical level we’ve changed venues for meetings several times over the years (getting a free venue is a bonus, and we manage that); a lot of change has come because of the impact of more awareness of autism, greater understanding of it, more training in autism. We’ve seen the effects because it means that as things slowly improve there are some things we no longer have to do ourselves, and instead we do other things.  As a group we’ve seen some impact from new strategies regionally and nationally (in Wales) in relation to ASD, for example.  
    So in summary our group is local, parent-led, voluntary, providing activities and learning opportunities for children and information and support for parents. Before I tell you what the group ISN’T, Chris will say something about its beginnings. 
Chris J: on beginnings (Picture on screen from the early years).
The group was formed in the mid 1990s when a few parents met each other at their children’s weekly speech therapy sessions. The parents were left to chat in an adjoining room while the children worked in groups, with the therapists to help aid their communication and social skills. It was soon realised that it wasn’t just the children that were benefitting from these sessions and so when the weekly sessions came to an end, the parents felt that if they continued to meet socially at various venues in the area, it would help the children develop friendships and also give them an opportunity to vent their frustrations and support each other. As Friendships grew and the meetings became more frequent the RCT Parent Support Group was born. At first meetings were very informal but as new members joined, the core sets of parents started fundraising to help fund outings and stimulating experiences for the children. Dr Latif, the local consultant paediatrician (now retired), began encouraging parents of newly diagnosed children to contact the group, as he was aware that services for them were very limited.  So the support group decided to try to make a difference. Firstly they selected a committee, opened a bank account and began to take minutes, they drew up a constitution and a child protection policy and with all these in place, began applying for grants and inviting speakers to their meetings. They also started their campaign for better services for their children. This, of course is still a priority for the group today. 
· (2) WHAT THE GROUP ISN’T
It isn’t big (there are around 30 families linked to it in one way or another). Some people come occasionally; some can’t come and rely on e-mailed information; some come once, take information and never come again; some are regulars. 
It isn’t linked to the NAS as many local groups are, though some of our members are also NAS members and our parents value and learn from the conferences, workshops etc. which the NAS organizes.
It isn’t a charity. We considered being registered as one, which might have had advantages for gaining funding, for example, but we decided that our simple objectives were being met through our small-scale funding and targeted activities, and at the time charitable status  seemed to involve extra work for debatable advantage. Other groups may choose to go the charitable status route. 
It isn’t funded by a regular funding stream – except that we collect subs. of £2 per family per month (£20 a year for 10 meetings). Nowadays we are benefiting from small amounts of money which come through the ASD Strategy provisions in Wales but we’ve also gained funding from several local and national sources.
Chris J: We continue to get occasional donations from local clubs and businesses, ranging from £10 to £1000, which enable us to arrange fun, team and skill-building activities. We’ve been successful in obtaining grants from The Sports Council for Wales; Interlink (a local communities’ focussed charity); and from ‘Awards for all Wales’ which is part of The Big Lottery. These have ranged from £200 to £5000. 
(A couple of pictures on screen for this section)

      In the past the children have benefited by having specially-tailored sessions of swimming, dance and basketball, as well as weekly sports sessions, workshops for music, first aid and self defence. We’ve also organized environmental days, craft days and one of our most successful activities to date (which we’re still building on) has been sessions at our local outdoor pursuits centre, where children of all ages and abilities have enjoyed such things as canoeing, wall climbing, pond-dipping, even horse riding.  As a result, children and their families have experienced new activities, met new friends and above all been given the opportunity to reach their full potential and to boost their confidence. Our latest activity was quadbiking, which again proved a hit with the children. We try to provide activities for all ages and abilities and we encourage the whole family to join in. We always make sure that the staff working with our children are ASD experienced. 
Christine T: So it’s not big, not a charity, not affiliated, not with a guaranteed income stream … 
It is not a group full of experts on AS – but as parents we know we ARE the experts on our children  -  and often WE know best where the shortcomings are in provision.  
It isn’t a monthly gathering for the children themselves. Our meetings involve parents, and the activities for the children are something else. 

-------------------------    
THE LEARNING CURVE

There have been lot of changes over the last few years in particular. E.g. the pioneer parents had to make their own provisions for games activities on a monthly basis, because groups for children without disabilities didn’t want our children and the leaders of groups for children with disabilities didn’t necessarily have the skills for dealing with ASD youngsters. So our parents got a sports-hall booking at the weekend, bought some equipment – the footballs, the tug of war rope, the parachute for the parachute games -  then organised somewhere to store the things, and the children had a chance to practise their social skills as well as their physical ones. There were cinema trips and trips farther afield; craft days and so on.  But now in our region there are a number of organisations and groups which provide activities for children with disabilities and with staff who are familiar with ASDs. Whatever is not being provided locally and by ASD - experienced staff (whether it’s a music workshop, or horse riding or something which can involve success and a certificate at the end) – that may be something we can custom-build, something we can find a provider for and some funding – whether it’s a one-off event or a whole course, and best of all with accreditation and a certificate at the end (we’ve got our eye on a cookery course for the late teens at the moment).   
Chris J:   We’ve seen the impact of new developments for ASD and as a parent rep. on the RCT Autism Strategic Action Group it enables me to get the parents’ voice heard when decisions are being made on the appropriate allocation and spending of the funds. Our own group’s work in provision of social and skill-building activities has benefited from a small amount of this funding because  we were able to show the positive effect that these activities have had, not just on the children but on the whole family. My job as events organiser and funding officer for the group has become easier as more play provisions for children with an ASD have evolved locally over the years. 
      As a point of contact for the group the volume of phone calls from parents has increased, mainly due to the increased number of diagnoses but also because we have been recognised by the professionals as providing a much-needed service in the area. As more ASD-friendly services are being provided by our local authority, too, it’s easier for me to signpost parents in the right direction. 

      I personally, have been on a learning curve………a long learning curve !!  But by attending workshops and training sessions and networking with other parents and professionals, I have gained the confidence to guide new parents along this very difficult journey. 

Christine T: Are things improving in your area? Is there still a long way to go? Having a local parent or carer-led support group may provide a forum and a voice for moving things along. 
·         So now our parents don’t have to do so much hands-on work!  (1) WE no longer have to run ASPERGER AWARENESS events (we’ve organised two in the past), for audiences of 200+ of teachers, parents, other professionals.  There was such ignorance about AS.  Nowadays there are conferences like this  – 7 of our members are here. We spread ourselves through the workshops and that way feed back a range of information to parents. 
· And (2) in RCT we no longer have to be a major source of information for the newly-diagnosed. We encouraged and gave input for the creation of the new post-diagnostic information pack and directory of services (The Green Book as we call it), and for the very good information book for the diagnosed of all ages, which is just now being finalised. Rhondda Cynon Taff has shown great commitment and initiative in this and has involved a wide range of people in its creation.  In the past Chris had put together an information pack for the people who came to our group post-diagnosis. It contained addresses and contact numbers, and leaflets etc. from the organisations which experience had taught us could be of use. Now we won’t have to do that any more. In your region is there immediate access to a comprehensive handbook of information when someone is diagnosed?   
· And we have other little successes which we’re pleased about. We’ve been a resource for social work students doing research on AS and families; we’re delighted that there’s now an adult social group for Asperger Syndrome in the region, which did not exist until last September (there are few such groups in South Wales). We suggested it and pushed for its creation and our regional ASD Strategy group dealing with WAG funding has listened and has acted. Children with AS become adults with AS. It’s very important to have parents or family members/carers on such committees, as well as representatives who themselves have ASDs. That is not the case in all regions. Is it the case in your region? 

· The objective of a group like ours ought to be to make itself redundant – because all the needs will have been met as part of general provision.  There is some way to go for that, so we’re still here. There’s nothing special about the people in our group. You can create one too, if that’s what you want, and a group which meets the needs which you have identified for your situation. 
We feel we’re a success (a) if some parents no longer feel isolated and with no one to talk to and (b) when we create positive memories for our children and activities which help them to grow in all ways. 
And now Chris is going to share some positive memories with you, before we try to answer any questions you may have.

Chris J:  On-screen PICTURES.                             

--------------------
Chris Jenkins and Christine Trevett,                 www.rctaspergergroup.co.uk 
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Chris Jenkins & Christine Trevett
Starting a group                                          Our group is
· Why? What would be its aims and objectives?                     * Parent-led
· What are the unmet needs you could meet?                         * Local and independent
· Who would be advantaged by it? In what ways?                   * For under 18s and parents
Establishing the core of people
· Who do you know? - parents known through school, work, the neighbourhood, social groups, therapy and other sessions; are there professionals you could consult, use, get to join?: teachers, social workers, speech therapists, local clergy, health workers, youth workers, drama and music specialists … 
· Does your local newspaper have a column for carers or is there a regional Carers’ Network? Through these invite parents/carers interested in forming a support group to contact you. 

· Produce a simple poster about forming a group and have it displayed in local libraries, Health Centres etc.

· Get to know each other and what knowledge and expertise you bring. Decide what other kinds of knowledge you need and do some research. 

· Gather information about existing resources/activities in your region (e.g. about what exists for children/adults with disabilities; about help/advocacy/ in education matters, benefits, ASD care etc., funding for community groups, local charities).   
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