Inclusion working group meeting: 9th June 2010
Attending: Shelley Thompson, Rachel Coppin, Anne-Marie Heath (FIS), Maggie Potter (Sec: NSPPF), Kath Lambert (Treasurer: NSPPF), Sally Buddle (VANS), Anna Sutherland (EP), Cathy Clark, Andrew Shaw, Vicki Shaw (Chair: NSPPF)

Anna gave a brief introduction to the work she has recently undertaken, in developing and collating responses to a questionnaire about access for children with complex additional needs to community services and activities, for which she was providing an interim verbal report to this group. She also hoped to gain further insights based on parental input during the meeting (parental comments made during this meeting are noted in italics).

The Complex Additional Needs Service (CANS) want to find out the barriers which children with CAN and their families experience when accessing universal locality services, with a focus on what can be done to change or improve families’ experiences.
Anna developed a questionnaire that went out to 157 families in the central locality of North Somerset. These families have children with statements of Special Educational Need, are in receipt of audit funding or portage service, or attend Ravenswood School. 47 families responded in total. Anna hopes that the full report will be available from October when it will be posted on the council website (a link from NSPPF’s website to the document will also be set up).
Anna then offered a summary of and invited comment on the results she has collected so far.

A table measured use of local resources and if families would recommend them to others. In general:
· Leisure and sports centres were used but were not recommended by the majority of users.

· Libraries and youth clubs were recommended to the extent that they were used.

60% of families reported that their child’s CAN had prevented their access to opportunities and activities, but almost all respondents said they were eager to actively participate. 

Asked what presented the biggest barriers to accessing local activities, families reported: 

· Age of the child wasn’t a major consideration – “it’s easier when they are little” although another parent commented “all the way through there have been problems” and parents agreed that it often seemed to depend on how challenging your child was perceived to be, the level of support they needed and if staff were well-trained or the ethos was inclusive, in order for them to be welcomed into community activities. It was considered that families found more of a welcome in church-based groups.
· How well-informed parents felt they were about community issues – this came out about 50/50. A parent felt that “it depends on your background” as some parents are more experienced at searching out information or have established networks in the community that enable them to find out what is available. Parents at the meeting agreed that they had generally become involved in the NSPPF (similarly in SPSC and the NAS) in order to find out more and become empowered. 
There was a surprising lack of evidence from the research for parents of children in mainstream schools feeling well-informed, as had been originally anticipated. Parents agreed that “mainstream parents are isolated – they don’t feel comfortable chatting in the playground, and special school parents aren’t local; their kids are all on the bus!”
Anna felt that improving quality of/access to information is something that can be worked on – parents at a previous meeting had suggested some sort of annual grid of events published. Anne-Marie thought that Extended Schools service was currently undertaking some sort of mapping exercise. She commented that Family Information Service does also try to keep abreast of and collate info about opportunities and activities, but this is a huge struggle to keep updated as things often happened that they were not told about. Parents said that “we don’t know what’s out there, we don’t know who to contact to find out about stuff and we find out most things from other parents.” “ Springboard is really good at this.”

Also “Two of us here are paying for 1:1 teaching, for ½ hour swimming lessons at the local pool, at a cost of over £15 a time because our kids can’t access group teaching (one being taken out of a school PE lesson)”.
A parent commented that an advocate – someone to promote inclusive attitudes in community settings - would be greatly valued. Bullying was cited as a huge problem when trying to enable our children to access community facilities such as swimming pools and parks, when frequent incidents had left parents and their children feeling unwilling or unable to participate in unstructured opportunities for play and leisure. 
A community inclusion officer, who would support services and staff to be DDA-compliant and train/support staff to be more confident and welcoming to families with a child who has CAN, was also suggested. Parents emphasised that bullying by children and judgemental attitudes from staff and the general public needs to be urgently addressed – they pose a significant barrier to access for us all. Support and advice to parents, to enable them to develop more confidence and personal strategies to cope with these situations, was also considered potentially useful.
Anna noted that most parents who completed the questionnaire had children who attended Springboard or Ravenswood. She went on to identify the main themes that had emerged against the various issues raised by the research.
Why services/activities were recommended to other families:

· Safety

· Buddy available

· Offered a social opportunity

· Physically accessible

· Staff were good with SEN and well-organised (seen as most important)

Parents felt it would be really valuable to meet with Leisure Centre managers to discuss the barriers they experience in these places, and the need for staff to develop a better understanding of the needs and differences of their children.
What prevented access:

· Medical needs

· Lack of support
· Physical access

· Lack of/limitations of a buddy

· Lack of understanding/feeling unwelcome (the major issue for respondents)

Changes needed:

· More buddies
· More information

· Staff training

· Play areas

· Increased support and understanding (major issue)

A parent commented “we need more support targeted on children’s wishes”

How age affected access:

· Too young

· No activities for teenagers

· Developmental age does not match with chronological age (major issue)

Parents’ comments included:

“Why can’t the new park next to Ravenswood be used by the school-children during the day, by prior agreement with the school? The school needs better play facilities and we can’t use it after school because then my son is targeted by other [mainstream] children”

“My son [aged 6] has landed in the hospital four times after being hit by swings.......other parents don’t grab him if he walk in front like they would a toddler.......they don’t realise he doesn’t see the dangers. We just don’t go there anymore........if only that part of the playground was blocked off.”
It was also felt that the Play Rangers’ brief doesn’t match the needs of children with CAN. A number of participants asked what had happened about the initiative to recruit and train volunteers to use the play pods. Parents felt that a further conversation with Gail Smith, Strategy Manager – Play & Childcare for NSC might be a way to further explore these issues prior to October, when Anna’s report will become generally available and at that point this group would hope to to further engage by linking in with outcomes of recommendations from the report (eg: meeting with Leisure Centre Managers).

Other points raised:

· Lack of activities suitable for teenagers

· Activities too expensive

· Not enough buddies/too inflexible

· Swimming pool too cold

Parents felt that many of our children are effectively excluded from opportunities or activities because we don’t hear about what is going on, we only hear selectively, or that we self-exclude because we consider that the activities planned are not a good “fit” for our child’s needs and/or interests. Our children need to be able to access services that match their developmental age.

Also, our children usually struggle to develop successful peer relationships (especially as they get older) and there is virtually nowhere to go for this – schools struggle to help and often simply don’t seem to see it as their “job”. 

Friendship “groups” offered by segregated services can feel unnatural and/or inappropriate for those of our children who themselves have social/communication impairments and need the flexibility of supported mainstream settings – they may themselves struggle to understand and engage with other unfamiliar children with CAN. 
However most of our children want to engage in normal or typical activities in their local communities. Local community services and activities need to work closely with parents of children with CAN to find out what our children want/need.
