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Tuesday 23 January 2007

Opposition Day Debate on the life chances of disabled children
Working Families is a campaigning charity providing support to disadvantaged parents and carers.  We support a network of 2,000 families of disabled children who work or wish to work.  This briefing is based on the experiences of members of our network and callers to our free helpline.
The life chances of disabled children are inevitably affected by the nature and severity of their disability.  However, the fact that half of all families with a disabled child are living in poverty, or on the margins of poverty, also has a profound impact on the life chances of disabled children.  Parents of disabled children face particular difficulties in combining work and their caring responsibilities.  Yet many parents of disabled children do want to work, and see employment as important as a route out of poverty.  Parents of disabled children also want to be economically active for their own well being, for the wellbeing of their disabled child and their siblings, and to act as a role model for their children.
However, parents of disabled children tell us they face particular difficulties from:
· the lack of affordable, accessible good quality childcare for disabled children

· the lack of comprehensive information and support services for disabled children and their families

· lack of suitable part time or flexible work 
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The availability of suitable and affordable childcare
Almost seventy percent of parents with disabled children face difficulties in finding suitable childcare.  The lack of childcare has an impact both on the parents’ ability to work and on the social wellbeing of the child.   Holiday play schemes are often criticised by our network of parents as very expensive and as not filling the whole of the holiday period.  A lack of support for children with autism is a regular criticism of callers to our helpline.  Challenging behaviour may need specialist care, and some children may be best cared for in their own home or a familiar setting.  When an autistic child is excluded from school their parents often have to take time off work (unpaid) to look after their child.  

What needs to be done:

•
The new duty on local authorities under the Childcare Act to provide sufficient childcare places with a special emphasis on disabled children is welcome.  Extra money may be needed to improve the supply of places for disabled children.  Research suggests that many childcare settings say they are able to accommodate disabled children, yet may have only one place available.  The resources for support workers need to be provided to ensure that these places can be taken up by a disabled child.

•
Simplify childcare payments to family members.  There are complex restrictions on childcare payments to family members.  For example, childcare payments under Working Tax Credits can only be paid if the family member is a registered childminder providing childcare away from the child’s home (which adds transport issues to the difficulties faced by parents), or an approved childminder providing care in the child’s home who is also providing care to other children to whom they are not related. This complexity disadvantages families with disabled children as a family member may best understand the child’s needs.

A widowed father of three children called our helpline to ask if he could pay his sister to look after his children while he worked.  One child was disabled, and his sister understood the child’s special needs.  His sister would only be able to look after the three children and had no other income.  However we advised him that he would not be entitled to the childcare element of WTC unless his sister met the conditions described above.  Nor could he access employer support or childcare vouchers if he paid an unregistered family member for care.  He will therefore have to find a stranger to care for his children.

•
There is a need to invest in training and support for the childcare workforce, particularly for disabled children.  The special needs of disabled children require consistent and specialist support. Carers provided by social services can change too often to allow bonding with children. Parents (who often know best about the needs of the child) should be involved in the training of support workers to meet their child’s needs.

•
Provision for older disabled children should be more inclusive with a variety of after school and holiday provision to meet the needs of the family.  As disabled children reach college after-school provision dries up.  College hours tend to be shorter and holidays long so care arrangements – for example to transport older children - are more complex, and may be more difficult for a working parent to accommodate.
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A one stop shop for information and improved co-ordination of services

Getting the right advice is crucial to accessing services and to the effective planning of care and support.  However, parents of disabled children report a fractured picture of information provision and often rely on other parents and informal support networks for advice.  Many parents feel that social services are failing them as they struggle to extract information rather than have it voluntarily given. Parents tell us that there is no single place they can go for help. This leads to a lottery of support and in the take-up of entitlements across the country.  Parents who have joined networks – often based around the nature of their child’s disability – feel the most supported and able to find the information they need. 
What needs to be done:

Working Families would like every family with a disabled child to be allocated one key worker.   A key worker available from the time that the child’s disability is diagnosed,  would be able to help the family through the benefits system, to contact the education and social services departments, to arrange any necessary transport or housing adaptations, and to link with the health service.
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Tackling Family Poverty

Many parents of disabled children cannot manage a full time job as well as their caring responsibilities. But many who contact Working Families want to work more hours than they currently can. The right to request flexible working and tax credits have helped many parents back into employment.  However significant barriers to work remain, and this may disadvantage the whole family.  The withdrawal of benefits such as Carers’ Allowance, can act as a disincentive to work or to increase the hours of work. The Working Tax Credit system fails to take account of the additional costs of paying to care for a disabled child.  Children with severe disabilities or complex needs may require one-to-one or highly specialist support.  This is inevitably more expensive than group based care.  The childcare element of WTC is claimed per child, and takes no account of the additional costs incurred by families of disabled children.


What needs to be done:

· Taper the cut off for Carers’ Allowance to provide greater flexibility for parents wishing to work a few more hours, without losing this benefit.


· Advertise more jobs on a flexible basis in recognition that some parents with disabled children need to be able to work flexibly from day one.


· Reform Working Tax Credit to reflect the additional costs of caring for a disabled child, and remove the 16 hour rule to provide childcare assistance via WTC to those working less than 16 hours per week.


· Allow paid time off for hospital appointments for parents of disabled children. Taking time off for hospital visits is a problem in combining work and parents for a third of parents of disabled children. Paid time off for hospital appointments would help many parents, particularly around the time at which their child’s disability is diagnosed.
For further information contact: Elizabeth Gardiner@workingfamilies.org.uk
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