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2004 Childcare Review

Response from the National Autistic Society

The National Autistic Society (NAS) is the leading charity for people with autistic spectrum disorders in the UK. It has a membership of over 12,000, a network of 60 branches, and 60 affiliated organisations in the autism field. The NAS exists to champion the rights and interests of all people with autism and to ensure that they and their families receive quality services, appropriate to their needs. There are approximately 520,000 people with autistic spectrum disorders in the UK. The NAS welcomes the opportunity to input into the childcare review for the 2004 Spending Review. 
The 2002 Childcare Review set out the Government’s vision that every parent be able to access affordable, good quality childcare.  Is this vision in line with your views?

Yes, although the Review must recognise that the achievement of this objective for parents of children with autism will require targeted funding to expand the range of both specialist and mainstream provision that is accessible for this group. 

What are the greatest gaps in childcare provision at present?

The NAS would argue that the behavioural implications of autism disadvantage this group of parents in seeking childcare. Many mainstream and generic disability providers of childcare in all its forms feel unable to cater for children with autism. In our 2003 survey, 70% of NAS parent members told us that the lack of appropriate childcare was the major barrier to their return to the workplace.

The impact of autism on the family has been highlighted by research suggesting that parents of children with autism report greater stress levels than those with children with Down’s Syndrome or those with non-disabled children.
  A study in Wales found that 96% of carers reported that caring had put a strain on them and 81% of carers said that they had suffered with stress as a result of caring for someone with an autistic spectrum disorder. Lasting tiredness was reported by 70%, and some carers also reported depression, frequent headaches, migraines and frequent colds.

An NAS branch in North London brought together 9 parents in 2002, all with pre-school or school-age children with autistic spectrum disorders, to discuss the issues affecting their families. The key message from this group was that the current provision of respite care services suitable for children with autism is woefully inadequate and in urgent need of improvement. Only 3 of the group had ever been able to access respite care and only 1 member was even partially satisfied with the provision they had been offered. Recent research suggests that children with autistic spectrum disorders make up a third of those on waiting lists for respite / short break services.
 The same research highlights the variety of short break services needed by parents, from sitting services and playschemes through befriending schemes and after-school clubs. The need for respite was exacerbated for some parents in the focus group, who spoke of being subject to physical aggression from their child. As one parent stated, “How can parents be expected to meet their child’s needs if they are not supported to look after themselves?”

Parents felt that generic respite care providers in the area had either explicitly refused to accept children with autism or had manipulated waiting lists to ensure that these children were never offered respite. Most respite schemes were reported to be massively oversubscribed with families forced to wait for a child to move away from the area for a place to become free.

A concern for all the families was the level of training in autism amongst carers in respite and other childcare services. In Beth Tarleton’s research, three-quarters of non-autism-specific service co-ordinators felt they needed more basic factual information about autism, while two-thirds wanted specific training for their staff.
  In this sample of parents, children displaying stereotyped repetitive behaviours typical of autism had caused alarm and concern amongst carers, and those families who could afford to employ private carers experienced a high turnover. When home support had been offered to one mother, the hours were entirely unsuitable and the local authority was totally inflexible in its approach. In addition, the 2 parents with respite care who were unsatisfied received this service in 2-hour blocks, which was not felt to be sufficient time for them to take their other children out or to spend time with their partners or other family members. None of the parents were aware of the possibility of obtaining direct payments to buy in childcare. 

Another major concern for these parents was access to play and leisure facilities for their children with autism. Although one parent reported an accepting and welcoming reception from the Aspire playgroup based at the Stanmore Orthopaedic Hospital, none of the others had been able to access play and leisure outside the scheme provided by the NAS Harrow branch (outlined below). Schemes for children with learning disabilities had not been able to cope with children with autism and several children had been asked to leave such schemes. The parents did not feel that mainstream playgroups or after-school clubs would be able to accommodate their children now or in the near future.

What improvement in childcare provision do you consider would make the greatest difference to children and their families?

The most needed innovation would be training in behaviour management for all childcare workers to increase the accessibility of all settings for children with autism. However, the NAS considers that urgent investment is needed to expand the availability of all types of childcare for children with autism. Two examples would be short break schemes for younger children and social groups for adolescents, where valuable social skills can be taught.

Good Practice Initiatives

The parents in North London relied entirely on the NAS Harrow branch officer for the childcare they did receive. The branch officer has run a playgroup for the last three years catering for 24 children with autism, who receive high levels of support in an environment that is specifically tailored for their needs. Recruiting psychology students to run the playgroup means that the staff are sensitive to the impairments associated with autism. Many of the staff have returned each year and have been allocated to the same child each time, giving valuable consistency to children who require structure and routine to reduce their stress levels. The children have a structured programme of rotating activities and the scheme has successfully taken the children on outings to a variety of local leisure facilities.

Funding from Harrow social services pays the staff salaries for a week each year – the branch officer operates on an entirely voluntary basis. For most of the parents on the scheme, this is the only formal childcare they are able to access. Parents at the focus group would like the scheme to be available for four weeks in the summer holidays and one week at Christmas, Easter and during school half-terms. This would be possible if funding was made available to pay wages for the branch officer and nursery staff. Parents would be prepared to make a contribution, as they do at present, to cover other costs, e.g. outings and refreshments.

The inconsistencies and inadequacies in available provision create additional frustrations for families, who are aware of families in neighbouring boroughs who receive services that they themselves desperately need. Regarding respite, below are three London-based examples of respite care initiatives for autism:

Haringey Social Services approached a parents’ group and proposed that they apply for a carers’ grant, to set up a respite scheme jointly managed by the parent group and by Social Services.  Families with a child with autism, who receive no other respite, each receive two hours’ break a week.

In Hillingdon, a parent has established a respite scheme, having identified a lack of provision in her area.  All carers have received training in working with people with autism and Asperger syndrome.

In Brent a parents’ group were given a carers’ grant from Brent Social Services for a respite scheme. The project employs two part-time workers who provide short care breaks for carers of children or adults with an autistic spectrum disorder, including Asperger syndrome. The individually tailored, home-based programmes run for 12 weeks at a time and provide three hour breaks for parents and carers. Activities for the children and adults with autism vary from trips to museums, zoos and cinemas through shopping and swimming to home-based activities. 

At a national level, the NAS operates a befriending scheme for adults and children with autism and Asperger syndrome, and also for their family members if needed. Befrienders spend a few hours each week with the person, some in the family home, others in the community. The co-ordinators match volunteers to families and individuals who have something in common. Befrienders’ travel expenses are met by the NAS, and the family pays for all other expenses. A befriender might: 

· Be an extra pair of hands on a shopping trip 

· Take a child out to the park or for a walk 

· Go along with a teenager to a youth club or aerobics class 

· Meet up with an adult for lunch or to go and see a film 

· Spend time listening and talking to a member of the family 

· Offer the family a short break by spending time with a child in the home 

Befriending schemes may be particularly helpful for older children and those with Asperger syndrome who do not want their disability to be formally and publicly recognised. Quotes from parents show how valuable the befrienders are to their families:

"I find I can relax and enjoy myself knowing that Amy is having fun with an understanding, responsible adult who is solely for her."
"His befriender is like a big brother to him, and they do fun things together that a teenager doesn't want to do with his mum."

The scheme currently operates in the following 16 areas across the UK:

· Bristol 

· Belfast 

· Cardiff 

· Crewe 

· Cumbria 

· Glasgow 

· Gwent 

· Leicester 

· Loughborough 

· London 

· Manchester 

· Mansfield 

· Newark 

· North-West Surrey 

· Nottingham 

· Sheffield
Sustained funding to allow the expansion and delivery of similar specialist schemes would greatly enhance childcare prospects for children with autism of all ages.

What is your assessment of delivery of the Government’s childcare strategy so far?  How could it be improved?

The NAS is not aware of any significant investment in expanding the range of childcare provision that is accessible for children with autism. This view is supported by the Daycare Trust submission to the consultation, which states that ‘the plethora of childcare initiatives over the past five years have failed to deliver for families living with (children with) disabilities or special needs’. The childcare strategy could examine more closely the barriers and constraints that prevent the voluntary sector from increasing its output of specialist childcare services. Extremely welcome would be a commitment to develop a childcare strategy specifically for disabled children.

Given very limited overall additional resources in 2004 Spending Review, what should the Government’s priorities for childcare funding be?

Training for staff to improve the accessibility of existing provision for children with autism would constitute a highly efficient use of resources that would benefit almost 1% of all children, and a substantial proportion of those who currently experience the most difficulty accessing a childcare place. 

What interventions would produce the best outcomes in terms of child development?

As autism is a social and communication disorder, it is important that all available opportunities are taken to social skills for this group of children. A range of provision will be necessary, with the ultimate goal for many children of integration into mainstream childcare settings.

What interventions would produce the best outcomes in helping parents into employment, to stay in employment or to increase their hours of work?

Parents of children with autism need the certainty of high-quality childcare from staff who understand their child’s needs. They also appreciate consistency of staffing, which enhances their confidence in accepting offers of work. As children with autism will often require a staff ratio of one-to-one or higher, the costs of this provision should be acknowledged in the funding made available. A simple innovation would be for parents to be permitted to spend Direct Payments on family members who provide childcare on a permanent or semi-permanent basis. In many cases, family members can provide the consistency and routine that children with autism need. However, this approach should not be taken at the exclusion of efforts to improve the accessibility of non-family-based childcare.

childcare for school age children

What are the barriers to integrating schools more into the Government’s childcare strategy?

A significant number of children with autism are educated in independent sector non-maintained schools. Initiatives such as the Extended Schools programme should acknowledge this and should provide funding to allow non-maintained schools to engage in the childcare strategy.

What kind of out of school activities reap the greatest benefits for children?  How do the needs of secondary age children differ?

Older children with autism can benefit from social groups co-ordinated by support workers who understand autism and can communicate effectively with this group of young people. Often teenagers with autism struggle to access any form of childcare provision, as they are too old for autism-specific early years service but mainstream out-of-school clubs are unable to cope with their levels of need.

What kind of provision is most suited to the needs of parents?

Again, provision that is consistently available where staff have sufficient specialist knowledge and where adequate funding is released to fund additional support for the child if necessary.

Pre-school provision (early years education entitlement and childcare provision)

What is your assessment of the impact of the early years education entitlement?  How could it be made more effective?

More research into the relative efficacy of different forms of early years education for children with autism is urgently needed and should be prioritised for DfES research funding.

How could we better integrate early years education provision with childcare provision? If additional investment were available, should it be focussed on funding more hours of early years education, extending the age group covered by early years education or on more childcare provision for pre-school children?

Additional investment should be focussed on funding integrated provision that allows the parents to take a break from childcare while teaching children with autism important life skills.

Given limited resources, should Government continue to focus on the most deprived areas, or should it extend coverage beyond the 20% most disadvantaged?  If the focus is to be extended, how far and how quickly should this be done?

Autism is a disability that affects all types of families, regardless of income. Schemes such as Sure Start targeted at deprived areas cannot counter the social exclusion experienced by many families affected by autism, including relatively affluent families. The NAS would therefore argue that resources should be targeted at those most in need, based primarily on whether certain types of families are likely to be able access childcare currently.

Workforce and Training

What are the priority childcare workforce issues the Government should address?

Training in autism for all childcare workers, all of whom are likely to be working with children with autism at some point in their career.

What further things should the Government be doing to increase the status of the childcare profession?

An autism-specific suggestion would be a qualification in developmental disorders for childcare workers, linked to a premium on their salaries at completion.

Informal Care

What should the Government do to encourage more parents to use good quality formal rather than informal care?

The Government should ensure that formal care settings have the experience and expertise necessary to provide childcare for children with autism.

Other than availability and affordability, why do parents use informal care?

For many families affected by autism, parents use informal family care because they do not trust childcare workers that they encounter to care effectively for their child, particularly if that child takes part in a home-based education programme or receives regular therapeutic interventions.

How can we best encourage informal carers to work towards registered / approved status?  Should we focus on particular groups of informal carers?

To expand on the suggestion above, extended family members caring for children with autism or other disabilities could be funded to work towards registered / approved status and then paid to provide care for the child.

Sustainability and Affordability

We know that childcare for pre-school children can be  expensive, particularly for parents working long hours.  Is there evidence that affordability is a problem for school age children also?

In our experience, affordability is not an issue for many families because appropriate childcare is simply not available at any price. Where appropriate childcare is available, many families report that buying childcare with appropriate expertise is more expensive than generic provision.
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