Meeting at St Thomas Children’s centre Monday 28th June 2010


Present: S.G; G.P; S.P; Z.B; C.R; J.C; J.H; J.P; D.A; S.A joined the meeting;
Access fund: J.P gave us the background to the extended services access fund and gave a brief update as to what may be happening re the Access fund and further detail is awaited from the Extended Services Team.

Unfortunately the leaflets were incorrect and there fore withdrawn but distribution had already taken place. Communication worked well and the leaflets were advertised which meant expectations were raised.  Many questions were asked about how this could happen.  J.P and D.A have been looking to provide evidence that families with children with additional needs are economically disadvantaged. One of the difficulties is not in the income but the money having to go out on expenses and this does not equal what it would cost for a family without a child with additional needs. 
J.H. from Oak Lea trust put forward their plan for the summer holidays with the easy view calendar, membership form; information about the staff training (team teach, autism, basic induction package, first aid, manual handling etc)  She spoke about the different elements in age ranges from 0 to 8, 8 to 14 and 14 to 19 years.
The AQA awards were available for children/youths to learn life skills

Sitting service includes 16 hours of vouchers to be used within a four week time scale.  It is a use it or loose it system encouraging you to use 2 hour blocks but can also be adapted and flexible.
There were difficulties with the term “sitting service” and that this was not just about sitting within the house it was also about encouraging community development.

We received feedback from ZB on the lack of support for her family and how she has found that the system is not flexible enough for her family.  She is unhappy about the conflicting advice and the energy required to keep fighting for support which more often than not ends up with her being knocked back.  J.H will meet with ZB to discuss how support can be available.
On paper some of the issues look better than they are in the real world……………

C.R. She has waited years for a social worker.  Difficulties include not being able to get a social worker, keeping hold one if you get one and families being turned away because of the lack of available social workers.
The national bus scheme “Now card” although really good idea it does have restrictions only being free after 9.30am.

Sustainability – making a charge without the backing of the extended services access fund makes it difficult for families to attend.

£15 for a trip was too expensive – JH to feedback because this may have been a typing error.

GP. Payment for a carer on top of the child’s costs – makes it more expensive and different to what a family without a child with an additional need would need to pay.  This includes payment to the carer for the whole time including travelling time with the child, plus entry fee. Expensive!  JH discussed the possibility of transport to help those in difficulty with getting to events.  This was not advertised on the leaflets when it is available. JH will look into this.
A request for information sent to the child to be put into selected areas i.e. Kendal information first for children in that area, so that they don’t “latch” onto activities which may put additional strain on the families because they are unable to attend.
One youth loved the bright green envelops – a definite hit!

For some families the emotional support is crucial with three children on the autistic spectrum practically this can mean three sets of diets, sensory issues and communication.

For those families who are on a low income the “Wish list” may be available if the criteria are met.  This is available for families registered with Oak Lea Trust. The group asked for the criteria to be available so that families who cannot apply don’t waste their time.  Oak Lea are available for advice on the criteria.
Oak Lea also has fundraising packs available to help the activities continue and promote sustainability.

J.H gave out a leaflet for support planning individual budget and brokerage.  The right focus for your future.  Contact Claire Westmorland for more information on 01539 735025 claire.westmorland@right-focus.co.uk

Inclusion workers are now in post until March 2011.  Suggest we invite our area inclusion worker Jeremy to the Saturday aiming high meeting at Sandgate school on 18th September.  It would be a good opportunity to ask them how they can support families and the money that is available to them.  For example it may include training for a brownie leader or support worker to access to help integration.  There will not be an application form for parents to fill in but the process is still in the making.
The short break inclusion workers in your areas are:

Furness:


Karen Hull

07771944261

West Cumbria: 

Anna Waugh

07917474004

Carlisle: 


Karen Cater

07733300976

Eden and South Lakes: 
Jeremy Farcombe
07776008382

There is talk that the free swimming for children at the Kendal leisure centre may be phased out in April.

ISA (independent safeguarding) which was due to take over from the CRB (criminal record) checks has been withdrawn.

Now that Karen Hull has moved on who is the new disability champion for our area? The disability champion would feed concerns into the local planning group.  No one as yet and before anything is decided the remit will be reviewed.  J.P suggested getting some guidance from the steering group to ensure we are on track with the county issues also.
Various meetings planned for your diary:
The first four weeks of the summer holidays there is a play scheme at Sandgate school from 10am to 3pm.  For more information ring Shirley 07795346632 or E mail shirley@gilbob.freeserve.co.uk
Wednesday 8th September 10am Local stakeholder meeting – venue Eden area

Monday September 13th 10am to 12 parent forum at St Thomas children’s centre

Saturday 18th September Aiming high meeting, cosmic kids and family activities at Sandgate School 11am to 1pm
Monday 20th September is the next “Me time” date.
There is a Kidz up North exhibition Thursday 25th November 2010 9.30 to 4.30pm

Monday 11th October Castle Green Hotel 10am to 2pm Parent Forum Aiming high
8th November 2010 at St Thomas Children’s centre 10am to 12 noon

There is a Kidz up North exhibition Thursday 25th November 2010 9.30 to 4.30pm at Reebok Stadium, Bolton.

Future “me time” dates will be 13th October, 9th November, 9th December, 7th January 2011, 9th February 2011, 7th March 2011
The future provisional dates for the Bi-monthly Monday meeting at St Thomas Children’s Centre.  To be confirmed by Barnardos – the diary doesn’t go that far but the dates are ready to be booked in!
10th January, 14th March, 9th May, 11th July, 12th September, 14th November 10am to 12 noon.  The tea and coffee still to check
Thank you to all for attending and contributing.

The next Monday meeting will be on 13th September 2010 at St Thomas Children’s centre 10am to 12 noon
