HAPB UPDATE FROM HAV
30TH SEPTEMBER 2011 

· Denise Long attended the South Central Strategic Health Authority, National Autism Society and Health and Social Care Partnership South East Multi-Agency Autism Workshop.  A presentation “Experts by Experience” was delivered to the workshop. It explained the development of HAV and the function and activities it provides to the HAPB.  It showed the active involvement of people with autism, parents and carers in developing a Hampshire autism strategy. 
· Rachel Carter and her husband David (South Hants NAS) have been investigating local youth clubs in light of the cuts to Youth Services. They have had a meeting with Debbie Dean, from Eastleigh & Winchester Local Children’s Partnership (LCP) re: youth clubs already running and possible new ones. The NGS (Next Generation Socialization) clubs in Fair Oak and Hamble were in danger of closing, but funding will now continue as the clubs are for young people who fit the targeted criteria. The main issue now is staffing: Tracy Sellers from the NAS has also met with Debbie and is discussing possible solutions re: overseeing the employment of staff.

Rachel and David are also looking at the possibility of setting up another youth group in Winchester, where there is currently no provision.
They have also met with representatives from youth services in Romsey and now have details of the ‘Allsorts’ youth club which has been running for some time. The group caters for all special needs and they do have a number of members who are on the spectrum. Rachel & David plan to visit the group at some point in the near future.
· A SN Youth Group (Supersonic Saturday Club) based in Petersfield under threat of closure. Formed in 2009, this special needs (SN) activity group is aimed at secondary school age youngsters with Autistic Spectrum Conditions. Two Youth Service (YS) workers who were pivotal in the development and success of the group have been issued notice on their jobs. The group will possibly close.

Due to the lack of local secondary provision for youngsters on the spectrum, all those attending the group access education across the county. They travel great distances to school including Basingstoke, Stubbington, Slindon, Waterlooville and Dibden Purlieu. This youth group brings them together and the loss of this social element in their lives would be detrimental to their health and well being. The group is a thriving and busy provision that would like to expand and develop its activities with the support of trained staff experienced in working with youngsters with social and communication difficulties. It has a solid foundation on which to build.

On the 4th August parents met with the Manager, East Hants Youth Support Service, the two club YS workers, the Operations Manager of “The Kings Arms” (a local Christian based charity) and a Development Worker for East Hants District Disability Forum to discuss the future of the club. Outcomes:

1. A few months transition time with the group continuing with the YS workers and the current venue. 

2. Its’ future is uncertain with more YS redundancies in September. 

3. Contact with two Local Children’s Partnerships (LCP) are required regarding funding as the group is not a charity.
4. The group may be incorporated into “The Kings Arms”, a local Christian based charity. 

5. The East Hants Disability Forum also expressed an interest in working with the club to ensure its survival.

Main concerns:

1. The provision of and quality of future youth workers when the experienced YS workers leave.

2. Inaccessibility within “The Kings Arms” venue for youngsters with physical disabilities 

3. The Christian dimension of this organisation (“Kings Arms”) may negatively affect the ethos of this group.
· A few buddy schemes are now operational including Greenbuttercup based in Romsey.  One HAV member has secured the services of a buddy for her 19 year old son who has Aspergers, with great success.  as with many people on the spectrum her son finds it virtually impossible to access social activities on his own. Having a buddy enables him to go out and do things that other young men of his age take for granted.  The idea for a buddy system is that the person with autism feels comfortable in attending the activities on their own.
· HAV was part of a focus group in the development of the questionnaires for autism participation - have your say. Members responded to the tight schedule with gusto and were busy communicating with other HAV members on the questionnaires on a daily basis.

HAV members were all actively involved in helping at the 6 autism participation events held across Hampshire.  HAV members actively promoted the questionnaires to their autism networks.
· The Hampshire Carers Conference on the 19th October 2011 will have members of HAV attending and Rachel Carter will be manning an autism information stall, supported by others so she can participate in the conference too. At the last HAV meeting members explored the realities of being a carer for a person with autism; the details will be fed back to the conference by Rachel.

· Denise Long has recently uncovered a discrepancy with regard to secondary educational qualifications. Some education providers such as the Cambian Group, use City and Guilds qualifications for their students.  However, a student who has gained C&G qualifications in English and Maths, equivalent to a GSCE A-C pass, attended an interview at a local college and was told that his C&G qualifications were not acceptable to many employers and he would therefore have to sit GCSEs in those particular subjects if he was to apply for his chosen course.  For that young student to be told that the qualifications he has worked very hard for are not acceptable is devastating and could have far reaching consequences.  This needs to be addressed as soon as possible and HAV requests the HAPB pursue this issue as a priority.
· Employment issues from experience: Luke Syddall feels that it is vitally important that people on the spectrum who share their condition with their work colleagues are understood from day one.  People with the condition should be helped to feel comfortable and treated just as fairly as other staff.  Examples of people on the spectrum viewed via the media are usually extreme cases (sadly, mostly negative images) and there is the presumption from the general public that all people on the spectrum are alike, which of course is not the case.  There are very able people on the spectrum who are employable and it is vital that they feel valued and comfortable in the workplace.  People on the spectrum are frequently viewed as being ‘weird’ but Luke’s experience of many mainstream work colleagues is that it is actually them that behave in strange ways, unable to adapt their behaviour, far more than people on the spectrum.
· Discussed at the last HAV meeting was the language used with people with autism and the need to make it more positive.  
Also linked to language are the questions used in care assessments; they do not allow for detail essential when assessing someone on the spectrum.   For example a claimant will be asked about shopping and whether they do their own shopping. The box will be ticked and the presumption is that the claimant is self sufficient in buying what they need to live on i.e. food etc.  However, someone on the Autism spectrum will answer that they do their own shopping but it could mean visiting one shop where they purchase their monthly magazine thereby giving completely the wrong impression.  Questions must be rephrased to be autism friendly.  HAV therefore request that an autism specific question prompt template be agreed by the HAPB to be developed, that care assessors can use to help them carry out more accurate assessments. 
HAV welcomes suggestions from the HAPB of what it considers the priority issues HAV could or should  be working on before the December 2011 board meeting.
Thank you,

Denise Long

HAV member

15th September 2011 
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