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Aiming High for Disabled Children in Surrey

Summary of feedback from parents and carer questionnaires

This report outlines the findings of a semi-structured questionnaire sent in April 2009 to parents and carers of disabled children in Surrey, aiming to find out from them what services they would like their child to be able to access for short breaks, and what would be important to them to enable this to be an enjoyable experience. 

517 questionnaires were returned from families of 531 children and young people. 

Key findings

Parents and carers are not able to access as many short break services for their disabled child as they would like. They told us there were insufficient places available at play schemes to meet demand.  They felt that it was important for their child to learn to develop independence skills, and to develop their own interests with their peer group. Parents and carers would like to access more short break services to give them a break from caring, and to enable them to spend time with their other children.

Parents and carers also told us that they find it difficult to access information about services available to them for their disabled child in Surrey. Most families either do their own research, or find out from other parents and carers with disabled children.

Children with a social worker access a high number of the priority places: children without a social worker who require one-to-one support are less likely to receive the support they need.

Activities outside the home

Parents and carers were particularly keen for their disabled child to access play schemes and leisure activities. They want more play scheme places, which they would like to have longer hours, and to be available during all school holidays. Other parents and carers with particularly vulnerable children with high medical needs and those with children and young people on the autistic spectrum tell us they would prefer specialist schemes.  
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Parents and carers told us they wanted local play schemes, with a wide range of activities, experienced carers, and one-to-one care where appropriate. Where schemes were not local, lack of transport may be a barrier. 

Other barriers may be the meeting the cost of schemes and the lack of youth schemes for older children/young people.

Parents and carers also told us they would like their disabled child to develop their own leisure interests. They were keen for their children and young people to access swimming/hydrotherapy, and Riding for the Disabled. Parents and carers of younger children asked for inclusive activities such as Brownies, Cubs and dancing.  Some parents and carers would like inclusive play schemes, where their disabled child can attend with siblings.

Borough council swimming classes were not suitable for children with disabilities but classes specifically for disabled children were held at inconvenient times of the day or weekend. 

Parents and carers were keen to find out about sports activities and clubs for their disabled child, but found this information difficult to access. They found it particularly difficult to find out about suitable leisure activities for teenagers.

A high number of parents and carers of children across the age ranges were keen for their disabled child to attend an after school club, although this was much less popular for older teenagers. Responses were divided between a desire for children to be supported in a mainstream setting near to their home to enable local friendship groups to develop versus staying on at his/her special school. Parents feared that their child could be vulnerable in mainstream services where carers were not trained to care for their child’s special needs. 

Attending after schools clubs was made more complicated by school transport arrangements, which were not flexible enough to meet the needs of the families, in terms of pickup and drop off times.

Short break services

Parents and carers told us they would like a range of services to support their disabled child and their family. They would like to be able to access trained experienced carers at short notice when urgent support is required. They would like a sitting service, available to them on a regular basis (particularly for younger children), and a trained experienced carer to accompany the family on a short break, to enable the parents and carers to have a break from caring, and also to spend some time with their other children. They would also like support for a special occasion, e.g. a wedding.

Parents and carers were keen for their child to access buddy schemes, where an older child could accompany the child shopping, or to the cinema, taking an ‘older sibling’ role. Parents and carers of disabled teenagers were particularly keen on this model of care. Overnight breaks away from home activity holidays and youth clubs were also popular requests for older children/young people.

Parents’ concerns

Considering short breaks, parents’ main concern was that trained, experienced carers would be supporting their child/young person, and that there would be a wide range of activities available that were child-focused. Individual aspects of care such as being age appropriate, and providing one-to-one support when necessary, were also important. Having local and easily accessible activities would also make a difference to families. 

[image: image3.emf]Importance to parents that activities are

0

10

20

30

40

50

60

70

80

child focussed

age approriate

easily accessiblelocal

transport provided trained experienced carers 1 - 1 support readily available wide range of activities

small groups

aspect

%

EY

Prim

Sec


Access to Information

Parents and carers told us it was very difficult to find out about services available to them and their disabled child. Most find out about what’s available from other parents, or by doing their own research. They told us they would like an ‘Information Point’ for access to local information. A number raised the possibility of the ‘I Count’ card or similar, which is widely used in other parts of the country. This credit card size card enables families with disabled children to gain quick access into certain leisure activities, and also offers reduced entry rates. Some parents told us that they carry Doctor’s letters and DWP Paperwork to show that their child is disabled.
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Parents found their information from other people such as professionals, other parents, and at their child’s nursery or school. They also did their own research. However information from Surrey County Council or Partnership with Parents web sites as less often cited as was information provided by voluntary agencies.

A high number of parents and carers had not heard of a Social Care Assessment, and many did not know what this could mean for their disabled child.

There was much confusion around Direct Payments, who could access them, and how they could be used.

‘Design your own short break service’ 

We asked parents and carers to design their own ideal short break service. Parents and carers wanted the local authority and primary care trust to recognise that funding should be available to enable all parents and carers of disabled children to have a break from caring, and that their disabled child should be offered the opportunity to engage regularly in fun activities with trained experienced carers.    

For some parents and carers it was to be offered some funding to take their child out for the day on the train. For others it was to have available a wide range of short break options – play schemes, sitting services, someone to accompany the family on holiday to enable time to be spent with partner or other children. For some, it was to have help in the home during the day and overnight, or to have a local facility where their disabled child could spend a few days each month to give parents and carers a break from caring.

For some families, it was being given the opportunity to visit relatives overseas. For some, it was to have a break with all the family together, in a Center Parcs type facility, with activities suitable for all members of the family, with easy access for any equipment, and with extra support to enable the whole family to enjoy things they might not otherwise be able to do.  

It was also important to the parents and carers that the cost should be affordable. 

Changes to Short-break provision in 2009-2011

In the first year of Aiming High funding for short breaks, we received many high quality applications from a variety of providers, particularly the voluntary, community and faith sector. With the extra provision provided, there has been an emphasis on providing support and activities suitable for older children and young people as well as those with ASD, those with moving and handling needs and those with complex health needs. We have also focused on meeting needs in the East of the county as our needs analysis showed there were fewer opportunities available to families in this part of the county. 

A further funding round was held in 2009 to commission more services to begin during 2010-11. These are county-wide and include play schemes and after school clubs, Saturday clubs, domiciliary and community support, residential short breaks, sitting service, Buddy scheme, befrienders, and holidays away.

Information

Surrey County Council’s website provides information for families about local services including those for disabled children/young people, through the Family Information Directory 

Partnership with Parents (PwP) has an updated website www.pwpsurrey.org.  This includes more information about Aiming High for Disabled Children, copies of our newsletters and reports from consultations with disabled children and young people. This website will be developed further to provide a lively e-community for parents and carers and future consultations and questionnaires will be posted there.
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