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EXECUTIVE SUMMARY

Introduction

The Centre for Community Research at the University of Hertfordshire was commissioned by Luton Borough Council (LBC) to carry out an independent review of the short break and respite care services for children and young people with disabilities in the borough.  The aim was to assess current provision and to provide recommendations for improvements.  The findings will be used to develop services in line with the Government’s Aiming High for the Disabled Child (AHDC) initiative which seeks to improve facilities for parents or carers and their children and young people with disabilities, and to empower them with regard to their care and their future.

Method

Qualitative data was gathered in field research.  A total of 57 parents or carers of children with disabilities, 44 children and young people with physical or learning disabilities and approximately 20 professionals were consulted.  Methods included questionnaires, face-to-face and telephone interviews, focus groups, and observation where communication difficulties precluded spoken responses.

Conclusions
The research recognised the important benefits that respite care and short breaks can offer children and young people with disabilities, and their parents and carers in terms of much needed respite.  Whilst some good practice was noted, a number of issues and serious shortcomings were identified that require further development, notably a lack of information and awareness, inequalities in provision, inadequate provision, and future increased demand for services.  In view of the many individual recommendations, seven key areas were identified for prioritisation: 

· Budget contraints and increasing capacity for unmet needs

· Improving information and awareness among parents

· Developing increased capacity for overnight residential care

· School holiday provision and the extended use of schools

· Greater transparency and equality for parents

· Support for voluntary organisations

· Addressing the cultural requirements specific to Luton with regard to BME groups

The following are recommendations that have arisen from the review, but it is important that they be considered in context, in conjunction with the rest of the report.
Recommendations arising from consultation with children and young people and their parents or carers:
AHDC: Access and Empowerment

· The dissemination of a clear and straightforward guide to the help and types of help available for children with disabilities and their parents or carers should be addressed, through both formal (through LBC and NHS) and informal routes (i.e. clubs and sports clubs).  Whilst the guide is currently in written format, it is important to note that this may not be the most suitable means for informing all parents.  Consideration should therefore be given to a variety of means of communicating with parents and carers.
· Dedicated routes for disseminating this information should be established to ensure all parents or carers receive this information.  Furthermore, it must be supported by knowledgeable staff that parents or carers can contact. 
· The informal groups (coffee mornings, etc.) should be encouraged as forums for exchanging information.

· Clarification of the shared care, direct payments, etc. schemes should be more easily accessible and available.  There should be trained and dedicated help with regard to accessing help, understanding how the procedure works, help with finding carers, advice on how to use direct payments and on what alternative help parents could seek. Ideally this assistance would cover administrative matters, practical help and developmental guidance.

· There is a need for far greater transparency in what is available and how it is assessed.  If there are inequalities in support packages there should be a clear explanation as to why this is the case or the inequalities should be rectified.    
· The procedure for assessing children’s needs should be reviewed with the aim of reducing the time it takes.
· Further, or more efficient, advocacy services need to be in place or improvements made to the current system, to avoid the current situation where parents become desperate.  It may be that by implementing other recommendations in this report the need for this service would be naturally reduced.  

AHDC: Responsive services and timely support

· Consideration should be given to the transition from childhood respite care and communication channels opened with parents or carers with regard to their child.

AHDC: Improving Quality and Capacity

· Plans for future provision for respite care and short breaks need to recognise the variety of ‘disability’ and how in some, but not all, instances, differentiation is a key factor.  
· Furthermore differentiation is clearly paramount when planning support for children with behavioural problems insofar as their relation to other, perhaps vulnerable, children is concerned.  Plans for the development of respite care – and care homes - must take this into consideration.

· Increased overnight respite provision in a dedicated, and ideally purpose-built, care home is clearly a necessity and should be a priority, both in terms of number of beds and allowance.  However, this provision needs to be considered carefully in the context of the following recommendations.
· The method of allocating short breaks should be reviewed in order to be able to offer parents more notice so that they can plan.

· The times for drop-off and pick-up should be reviewed so that they offer parents the most benefit from single overnight breaks.  Parents should be consulted on this.
· In the long term, serious consideration should be given to how to use and develop Fairway.  However, rather than just consider a replacement purpose-built facility for respite care, as some have suggested, it would be worth retaining Fairway.  Not only would this increase provision but it may also provide the solution for accommodating children with challenging behaviour away from children with disabilities who are more vulnerable.  Re-decoration is also recommended.

· Discussions should be opened with regard to the current provision of respite care in order to reassure parents. The medical care that they can offer is invaluable in view of the facilities at the current alternative respite care home, Fairway.

· The possibility of building a new respite care facility for children with disabilities at the hospice site merits investigation.  Clearly, however, questions need to be raised with regard to access for children outside Luton, as mentioned, and as to whether it would be in the most appropriate location. (For example, it may be that a purpose-built facility nearer to Luton town centre would be more accessible,  provide more opportunities both for children on short breaks and perhaps act as a day-time venue for carers to visit when out with their children.)

· Medical needs and issues need to be a key feature of future planning for any respite care home.  It was a concern for many parents.  If vulnerable children needing medical care could be separated from children with behavioural problems and have their medical needs met by the respite care home, it may be that less reliability needs to be made on the goodwill of Keech Cottage Hospice.

· It would be valuable to review the medical issues raised by parents with regard to Fairway.
· The high esteem in which parents and carers hold Appledore suggests that it could prove valuable to refer to its style of care as a potential model or framework when planning future overnight care home provision.

· The budgets and provision for shared care and home based family support (HBFS) by direct payment or provided direct by LBC should be increased to meet the substantial unmet need for care that parents expressed in the consultation.  

· Staff should be trained to help parents with the DP system - from choosing carers, to providing information and knowledge about the best way to use DP.  

· Future provision should consider how to include some form of local, easily accessed, social facility for children and young people with disabilities when out with their carers.  
· All of these voluntary groups appeared to provide excellent help and should be valued and supported by the council, especially as they offer additional respite in many cases.  Ideally some financial provision or equivalent assistance (e.g. transport, venue hire, training) should be offered to these groups if required as they provide both respite and the opportunity for children to develop. 

· Consideration should be given to support for teenagers and the ‘befriending’ scheme could be investigated further.  Voluntary staff at the youth groups may be in a good situation to advise on this.

· Far greater provision should be made for playschemes for all school holidays for children with disabilities to ensure that they have equal opportunities and that their parents have some form of respite care during school holidays.  
· The special schools should be encouraged to allow their buildings and resources to be used outside school hours for playschemes and other activities to take place for the benefit of children and young people with disabilities.
· Consideration should be given to how respite care for slightly longer periods could be managed to enable holidays and longer visits to take place. 

Other issues

· There need to be strenuous efforts to reach the parents and carers in BME groups with information – through schools, but possibly also through  voluntary organisations such as FOBE, Access Disability (CYCD), etc.

· The issue of family members being paid under the Direct Payments scheme should be addressed by social workers and through the above information system.

· The perceived connection between consanguineous marriage and increased prevalence of disability is clearly an issue which LBC needs to note.  As evidence supports this link (see Bittles, 2003), and given Luton’s ethnic population mix, this may affect the development of future provision and should be taken into consideration with regard to budgets.
· It would be valuable to explore how to encourage developmental play and activities across the borough.  This would support children’s development and social skills.  Volunteer training appeared to be taking place at the Loads of Autistic Fun group and the structure during the session was highly rated by one of the researchers.

Recommendations arising from consultation with professional and voluntary staff:

· The budgets and provision for home based family support by direct payment or provided direct by LBC should be increased to meet the substantial unmet need for care that parents expressed in the consultation and is clearly reiterated by this professional group. 
· Consideration should be given to extending the range of places that HBFS carers can take the disabled children and young people they work with – perhaps some sort of communal centre.

· To provide carers with some training in extending disabled children’s play and being more creative in their responses to the children. The main purpose of this would be to show how the five Every Child Matters goals can be achieved for children. 

· Individual budgets, e.g. DP, were noted as a way to further way to empower parents and carers and increase their control over the short breaks they might choose to have and when they might want them. The condition of this was that the service had enough provision to meet the range of choices and needs that parents would then be able to express. 

· Childminding was strongly recommended by a range of professional staff as an area to be developed to ensure short break care is available to families.  Attention needs to be given to addressing the problems identified above.  

· School holiday care provision was repeatedly requested by parents and other professionals as what they wanted for the future. There was some evidence of progress on this, but compared to the demand this was thought inadequate. The schools could be further encouraged to allow their buildings and resources to be used more extensively outside school hours.

· Consider developing the role of family staff in all the special schools –with the co-operation of the schools- as sources of information about short breaks available for parents and children in their locality. This has the advantage that both existing LBC short break service users and non service users get access to information by word of mouth as well as, potentially at least, in printed form.

· Further investigate, develop and implement a training plan for families to help them avoid crisis situations.  The plan and its effects should be carefully evaluated for effectiveness at determined intervals.

· LBC should consider, as part of AHDC, a new build facility for residential short break care and perhaps for other purposes. The current building was thought to be not fit for purpose partly because of the increasing number of children who came who were aggressive and were a potential danger to other children and staff. These children needed specific facilities to ensure their and other residents and staff safety. 
· Investment in ‘emotional’, listening and other non-residential supportive services might be considered. Extend the ‘Closer to home’ scheme in Luton.

· Consider exploring the idea of a dedicated respite unit at Keech.  This could include facilities tailored for the use of older children with LLCs whose current opportunities in Luton are very limited. 
· Information about the clubs should be more widely and easily available, and might emphasise the range of differentiated provision available.

· Monitor attendances at Access 2 Sport clubs to assess whether the awareness of these clubs and transport issues are being resolved.
· Access Disability: This organisation gave every impression of being very well run and its activities very much what the disabled parents and young people wanted. The researchers would recommend that further investment in it, to extend its provision to deal with some of the waiting lists.
· Autism Beds is committed to developing its services through the appointment of Development Officers, Local Leaders and its management. On the basis of this there is every evidence that investment in this organisation would lead to further effective provision for children with disabilities in the autistic spectrum. 

· Researcher’s note: Whilst LOAF/Autism Beds and the CYCD/Access Disability scheme have been noted in this part of the report and recommendations have made re funding, it was clear from the research that all of the voluntary groups and sports groups were found to be providing a valuable resource and merited funding and support. 

· Recruit suitably qualified nurses to deliver short breaks for families either in the home or outside.

· Develop the lead professional role to liaise directly between parents and other agencies. The service should include a nurse to ‘lead’ on the children with complex medical needs to ensure that they have suitably planned short breaks.
· Consider, in close consultation with BME groups, how best to engage BME families so that they might benefit from available services.
· The need for ‘lead professionals’ to help parents deal with the system was an issue for concern and one which needs to be addressed.

· There is a need to promote and develop more co-ordinated, co-operative and integrated services for children and young people with disabilities throughout the borough. This will not only benefit children and young people with disabilities and their families, but will also lead to greater work satisfaction among the professionals and voluntary staff.
BACKGROUND
INTRODUCTION
The Centre for Community Research at the University of Hertfordshire was commissioned by Luton Borough Council (LBC) to carry out an independent review of short break and respite care services for children and young people with disabilities in the borough.  The research sought views and opinions from professionals who provide services, voluntary staff and service users.  A key feature of the consultation with the service user group in this review is that not only were the opinions of parents and carers canvassed, but the children and young people’s own views of short breaks or respite care were also elicited.
The purpose of the research was to assess current provision and to provide recommendations on how to develop it in line with the Aiming High for the Disabled Child (AHDC) initiative.  This initiative seeks to improve facilities for parents or carers and children and young people with disabilities, and to empower them with regard to their care and their future.

The report is organised into four main sections.  In this section the background to the report is defined. The second section concentrates on the research undertaken including the methodology and findings from the consultation with parents or carers and children and young people with disabilities.  The third section contains summaries and recommendations based both on these findings and on consultations with professional staff and voluntary staff.  The final section presents an overall conclusion to the review and identifies key areas for development.  References and appendices can be found at the end of the document.
Definitions
With regard to a definition of children and young people with disabilities, for the purposes of this report these were children with a physical impairment, a learning disability, a sensory impairment, chronic physical ill health, a communication or severe language disorder, or autistic spectrum disorder (ASD).  These are as defined in Luton Children’s Respite Strategy 2004-2010 (2004). 
The researchers adopted the following, also taken directly from the Luton Children’s Respite Strategy 2004-2010 (2004), as a means of defining short breaks and respite care services:

“Short break services are those services which support parents in caring for their disabled child by giving carers breaks from caring and time to attend to the needs of others in the family such as siblings, while offering children with disabilities positive experiences.  Services fall broadly into two categories: 

· Services that are designed primarily as short break services, e.g. residential respite care provision.  

· Services that are designed primarily to meet children’s social, health or educational needs, or to provide leisure and play activities, but also have the benefit of providing carers with breaks and opportunities to spend time with their other children, e.g. holiday playschemes, after school clubs, sports activities or other regular leisure activities.  Services should provide the child with opportunities to engage socially with their peer group and promote independence”  
(Luton Borough Council, 2004)
Every Child Matters and Aiming High for the Disabled Child (AHDC)
In the UK the government aims to ensure that children and young people needs are met through the five Every Child Matters goals.  These goals have been developed to ensure that children can develop, be happy and achieve their full potential.  As such, they cover enjoyment and achievement, being healthy, staying safe, making a positive contribution and achieving economic wellbeing.  Clearly children with disabilities have additional needs that are specific to them and the Aiming High for the Disabled Child (2007) initiative provides further aims in order to address these.  The AHDC initiative seeks to ensure that children and young people with disabilities and their families or carers are supported as a result of development and government investment of £340 million in three priority areas: access and empowerment, responsive services and timely support, and improving quality and capacity.  The aims of each priority area are indicated below.

Access and empowerment involves:

· Setting a clear standard or core offer incorporating minimum standards on information, transparency, participation, assessment and feedback. Greater transparency will enable provision to be bench marked across the country.

· Piloting Individual Budgets, giving choice and control in designing flexible packages of care.

· Dissemination of good practice through, for example, parents’ forums across the country.

Responsive services and timely support involves:

· Developing a national disabled children indicator.

· Specific resources for evaluating and benchmarking good practice for early interventions for disabled children and their families within the new Centre for Excellence for Children and Family Services.

· Better, more accurate data collection at a local level to enable disabled children’s needs to be planned effectively.

· Continuation of the Early Support Programme for all disabled children aged 0-5 years.

· Establish a Transition Support Programme designed to help disabled young people and their families benefit from ‘intensive, coordinated support and person centred planning’.

Improving quality and capacity involves:

· Allocation of specific grants to ‘develop a step change in the provision of short breaks for disabled children.’ Additional funding will also be made available to the NHS ‘to provide short breaks for disabled children with complex healthcare needs.’

· Providing accessible childcare to enable parents to work, as well as improving child development.

· Maximise resources to help disabled children maximise independence through better access to wheelchairs and community equipment to support disabled children and their families.

· ‘Make universal services more accessible for disabled children , such as positive activities for young people, the Government will commission the Children’s Workforce Development Council to research the skills and behaviours required by the workforce and to identify gaps.’

(Aiming High for Disabled Children: better support for families, May 2007) 
The AHDC priority areas acted as guidance for the research and informed the review.  Background information for the field research came from a variety of sources, for example, the Aiming High for Disabled Children DfES (2007) initiative comes with considerable literature and guidance of its own. Researchers found it particularly useful to be aware of the ‘Short Breaks Implementation Guidance’, DCSF (2008), Annex F, 'Models of service delivery' and the notes on what constitutes a short break -according to government- in Section 2.1. The LBC information handbook, ‘Information to help parents of children with special needs’, LBC (2007) was invaluable in clarifying the variety and nature of provision in the borough. Also of great value in terms of the range of issues raised was 'Still Waiting? Families of disabled children in the UK Waiting for Short Break Services' (2006) prepared by the Shared Care Network. The issues surrounding disability and ethnicity raised in the study were clarified by the DfES Research Report (2006) 'Special needs and ethnicity.’

Previous research 

Amendments under the Children Act 2004 (Section 53, 1) to the Children Act 1989 (Section 17, 4A) require children’s service providers in the UK to consult the children and young people that use their services “to ascertain the child’s wishes and feelings regarding the provision of those services”.  This is in addition to consultation with parents or carers, whose views and motivations often differ to those of their parents (see Littlechild et al., 2007).  However there is limited recent research available regarding children’s views and experiences of residential short break services and while Khine reports relatively few studies consulting directly with disabled children, he acknowledges some growth in this area (2003:14).  Moreover, researchers have commented upon a ‘gap between the high tide of rhetoric of participation and the low tide on effective delivery of improved services for those most socially excluded’ (Badham 2004:153). 
Thurgate (2001) examines the differing understandings of respite care, acknowledging a view which sees it as a method of allowing the caring family a break, and the care may be provided in a residential setting or in the home. However, she suggests, this frames the disabled child as a burden to the family rather than as an individual with their own needs. As Laverty and Reet (2000: 9) highlight, for example, there are opportunities offered to the child through respite care that might not otherwise be available.  In this way it can be viewed in terms of a therapeutic opportunity, promoting independence and quality time; thus as a benefit to both the child and their family. This, more positive view, is an important distinction to make, particularly when focusing on the outcomes for children. Such outcomes are necessary in order for all children to meet the aims and objectives of the Every Child Matters green paper (2003) and should transcend categorisations of disability. 

The opportunity for social interaction is noted as a key element of provision. Khine points to a study in which disabled children asserted the importance of social relationships; ‘young people saw relationships as major contributors to their satisfaction with daily life, and relationships figured prominently among their future aspirations’ (2003:14). However, the same study reported that ‘children’s lives were often quiet, fairly solitary and suggestive of limited personal relationships’ (2003:14). Many of these children were isolated from disabled peers and were largely dependent on parents for assistance and emotional support (ibid). Coventry City Council (2006) also found that social relationships are a key concern as ‘social interaction and seeing friends is a major reason why children and young people enjoy residential respite.’ 

Minkes et al (1994) research involved consulting disabled children about their respite care provision and they reported that they were unable to trace any similar work prior to theirs.  Of the 64 interviews conducted, the vast majority of children involved in Minkes et al’s study ‘enjoyed using respite care services, had friends amongst staff and other children and were offered a wide range of activities’ (1994:55).  The most positive factors that were identified by the children (aged 10-19) were ‘seeing friends’, ‘having lots of people around’ and ‘a nice rest after school’ (1994:54). Few children named things they did not like but examples provided by Minkes et al include ‘getting up early’, ‘when you’re ill’ and ‘I miss my home and my family and I do get tired’ (1994). 

Research supports the view then that children and young people with disabilities view short breaks and respite care as a key opportunity for social interaction and engagement in a range of activities. They welcome consultation on the particulars of their service provision, they like things to be explained fully and they appreciate the opportunity to make choices. These are essential features that could be applied to differing types of provision, whether it is overnight short breaks, sitting schemes, befriending schemes or residential services. It can be argued that it is not necessarily any specific ‘type’ of provision that will meet these children’s needs; it is these characteristics, which could be widely applied, which will allow for this. 

Research into quality indicators for different types of service revealed that, perhaps understandably, disabled or chronically ill children and their parents valued slightly different quality criteria. For example, one study found that parents recognised that “the most important problems for the children concerned independence, learning and social relationships.  The most important problems for parents themselves concerned financial resources, behaviour problems in children, care burden and social needs” (Jessen et al 2002, 29)  Parents want services to meet the child’s and whole family’s needs, to listen to the child and family members, to treat the child and all family members with respect, and to respect the family’s culture. They also looked for staff knowledge and training and desired welcoming and helpful staff. Many of these features are identifiable in the elements that children identified though these are articulated differently (Sloper et al., 2007, and Beresford et al., 2007). According to Khine ‘research characterises a good short term care scheme as one that is local, available on demand, provides age appropriate and good quality care including emergency support, and access to adequate specialist support facilities’ (2003:6). Khine also argues that ‘services should be able to respond to needs during crisis times and aim to be as unobtrusive as possible so as not to disturb normal family life’ (2003:5). 

Key workers and multi-agency working have been identified as improving the quality of respite and support services for parents and carers (Parliamentary Hearing 2006,48) and Khine (2003) points to research showing that families with key workers are more likely to have obtained practical help.  Further, there is an expectation under the National Service Framework Standard 8 on disabled children “families caring for disabled children have a key worker / care manager to oversee the delivery of services from all agencies involved in the care and support of the family, and to ensure that the family has access to appropriate services”’ (2007, 38).  Another area for development, according to Khine (2003) is that of understanding available financial resources, provided by the state and voluntary sectors.  Parents, he states, should be assisted to obtain their entitlements accordingly.
Flynn conducted research in 2002 into the barriers to accessing short breaks services and the possible solutions to these. Particularly relevant to this research is his finding that black families do not have equal access to short breaks services, and that a disproportionate number of black families were using institutional rather than family-based provision compared with white families, even though home-based services were ‘very popular with black families, particularly South Asian ones’ (Flynn 2002). Flynn states that disabled children’s services do not adequately cater for black children and services for black and minority ethnic groups do not adequately cater for disabled children. He identified a lack of effective information as a significant barrier to this group and argues that services cannot adequately represent the communities they serve as there is a shortage of black social workers and short break carers and parents are anxious about whether their child’s culture, religion and language will be respected (Flynn 2002). 

Flynn identified the qualities that are required for successful respite schemes which meet the needs of the black community.  These qualities include good knowledge of the communities they serve, engagement with service users in consultation about the service, and visibility as a service provider amongst black families and organisations. Furthermore, those in charge of successful respite schemes had knowledge of the ethnic make-up of the population and kept accurate records of service users, including those on waiting lists to allow for comparisons to be made (Flynn 2002).

All of the research findings presented here point to a wide variety of needs and opportunities in relation to respite care and short breaks services for children and young people, both for themselves and for their parents or carers.  Addressing the needs and providing opportunities is clearly a challenging task, but one which tackled well will provide these young people with more enjoyment and self-esteem, and their parents or carers with much-needed respite.
Children and young people with disabilities living in Luton
It is difficult to accurately assess the current situation in Luton as there does not appear to be clear statistical data and this is not unusual (Parliamentary Hearing, 2006).  It is, to a certain extent, to be expected as it is determined by the definition of disability both locally and in the national context.  Nonetheless, using data provided in Luton Children’s Respite Strategy 2004-2010 some estimates are possible, although it should be noted that these are extrapolated data based on the National Service Framework.  The extrapolated data suggests that there are approximately 1274 disabled children and 382 children with severe disabilities in Luton.  The local Children with Disability register identifies 464 children, however this is a voluntary register and is dependent on the parent’s definition of disability.  Additional information from the special schools in the borough suggest that there are 144 children of primary age and 163 children attending seconday school.  A further 199 children with Autistic Spectrum Disorder (ASD) attend mainstream schools in Luton (Luton Borough Council, 2004).
It is important to recognise that the figures given above relate to 2004 and are likely to be greater now as the population of Luton has grown since that time.  For example, between 1991 and 2001 Luton’s population grew by 6.2% according to the 2001 census.  
Another factor that is likely to influence the number of children with disabilities is improved neo-natal care leading to better survival rates for children with severe disabilities. Government reported figures suggest substantial rises in the number of children requiring support, e.g. 77% increase in oxygen/ventilator dependent children, and a 60% increase (to 887 children) in the number of children who are tube-fed (Parliamentary Hearing 2006).  Furthermore, the Department of Health (DoH, 2004) reported that there were 6000 children living at home who are dependent on assistive technology.  They also note that autistic spectrum disorders (ASD) have risen over a ten year period and “an estimated 1.2 million pupils have special educational needs (14 per cent of all pupils), of whom some 250,000 have statements of special educational need (3 per cent of all pupils) (DoH, 2004).
With regard to respite care in the borough, of the 382 children with severe disabilities only 12.5% are estimated to access residential overnight respite care.  As the Department for Education and Schools and the Department of Health report that: ‘four out of five 12 to 14 year old severely disabled children need help with self-care e.g. eating, washing, dressing, going to the toilet’ (DfES and DoH 2004:7), this suggests that many parents and carers of severely disabled children are coping with these on-going demands without an overnight break.  
Currently, Luton has one dedicated respite care home for children and young people with disabilities, Fairway; it has six beds.  Some respite for children with life limiting conditions or complex medical needs is also taken at the local children’s hospice, Keech Cottage Hospice.  However, in theory, the hospice provides palliative care rather than respite care.
RESEARCH AND FINDINGS
METHODOLOGY
A total of 57 parents or carers of children with disabilities, 44 children and young people with physical or learning disabilities, and a total of 15 groups of professionals took part in the research.  The research and review is based on qualitative data.  

Professionals were approached directly, based on information provided by Luton Borough Council.  These included individuals responsible for running care homes, LBC employees, nursing staff, etc. Seven professionals responded individually to requests for views and opinions, either by  completing a questionnaire or through telephone or face-to-face interviews.  Their views were gathered based on a questionnaire created for this research (Appendix A).  Further views and opinions were canvassed in small focus groups (giving a total of 15 groups of professionals in all).  Luton Borough Council also provided contact details for a number of the voluntary organisations that took part.  Connections with other voluntary groups and clubs were developed over the duration of the research.
Parents and children were principally recruited through letters sent out via schools, youth groups or the Luton respite home, Fairway.  Information was provided both in the letters and verbally about the research and its aims.  Confidentiality was guaranteed and written consent was sought for all interviews, observations and focus groups.  Parental consent was sought for obtaining views from children and young people.  While over 192 letters were sent out it is difficult to determine the exact response rate as we are aware that some children received more than one letter as they attended more than one group.  All the youth groups and primary schools were very co-operative and keen to participate in, and facilitate, the research.  The only secondary school in the borough was more difficult to contact, but research was also finally carried out in this school using a questionnaire which the school distributed to parents.  Fortunately, many of the parents with children at this school had already been contacted through clubs run by the voluntary organisations that their children attended, or through contact via the respite care home, Fairway, or Keech Cottage Hospice.  The majority of the research took place in October and November 2008.
Parents or carers were asked for their views on a wide range of aspects of short break services either in semi-structured interviews, by means of one of seven focus groups which organised through respite care home contacts, schools and support groups, or in one instance, by telephone interview (see Appendix B for questions covered).  Interviews took place in the home or at a respite home, and the focus groups were conducted at youth groups or schools.  

Of the 44 children and young people who took part in the study, there were 15 girls and 29 boys.  Two of the children were both interviewed and later observed at a youth group.  The majority of the children taking part were in the 5-18 age range and the findings reflect this.    
Four of the children were less than 5 years old, and six were 19 years old or more. The spread of ages for the other children is indicated in the table below.

Table 1: Number of children participating in the research by age.

	6y
	7y
	8y
	9y
	10y
	11y
	12y
	13y
	14y
	15y
	17y

	4
	4
	2
	4
	3
	2
	3
	1
	5
	2
	4


The children and young people participating in the research had a wide range of disabilities and these included Autistic Spectrum Disorder, cerebral palsy, Down’s Syndrome, Asperger’s disease, West’s disease, Leigh’s disease, Prader Willi syndrome, fluid on the brain, developmental disorder and severe learning difficulties.  Frequently the disability was accompanied by other, sometimes associated, problems, such as blindness, hearing difficulties, reflux disorders, etc.  
Children and young people were observed or interviewed at home, in school, at youth clubs and in a respite care home.  Children and young people were always accompanied by someone familiar to them who could provide interpretation if necessary and their comfort with the situation was paramount.  Where permission was given, interviews and focus groups were recorded and individual reports created from these recordings.  A questionnaire was devised to elicit children’s views (see Appendix C). The children’s questionnaire acted as guidance for conversation if communication was possible.  It provided the opportunity for at least ‘yes’ and ‘no’ responses and more, if possible.  However, as might be expected with this area of research, many of the children had communication difficulties and these were overcome by using observational methods to ascertain whether children were gaining benefits from using short break services and respite care. Nonetheless, some children were able to communicate, albeit sometimes with assistance from parents, carers or volunteer helpers and, indeed, three small focus groups were held with children and young people at one youth group.  The two field researchers carrying out the work were well suited for these tasks as one has a background in education and the other is a developmental psychologist.  Both had current CRB clearance and the research was conducted within the ethical guidelines of the University of Hertfordshire. 
Youth groups, evening clubs and sports clubs were attended by the researchers.  This enabled observations of children for whom permission had been granted, and allowed the researchers access to parents and voluntary staff.  It also ensured that as wide a group of service users was contacted as possible.  
CHILDREN AND PARENTS OR CARERS – EXPERIENCES AND VIEWS
The following section provides examples of the evidence from children and their parents or carers from which the research team have drawn their conclusions and made their recommendations. 
The researchers learnt of, and observed, conclusive evidence of the wide-ranging benefits of respite care and short breaks.  Aside from visits to Fairway and to Keech Cottage Hospice, they attended a wide range of youth clubs, groups and sports clubs.  These were: the Access Disability group at the Centre for Youth and Community Development, Access 2 Sport (Dance), Friends of Bright Eyes (FOBE), Loads of Autistic Fun (LOAF), the LBC Fun Club (Saturday and Wednesday), PHAB/Neet Teens, Pursuing Perfection, Tots and Toys, and an opportunity parents’ group for very young children.  Due to the restricted nature of a report we have only been able to mention just a few of the clubs and activities in the body of this part of the report, but it is important to note that all of the clubs attended provided similar benefits and welcomed the researchers.

Youth groups and clubs provided children and young people with disabilities with the opportunity to learn about and develop their independence.  For example, children observed at these clubs were making choices about what they wanted to do.  They could make their own decisions as to whether to, for example, play on computers, take part in craft activities or games, or dance with friends.  They were able to enjoy similar activities to those enjoyed by typically developing children and adolescents, for example, at a meeting of FOBE, young men had the opportunity to play pool; at the PHAB Neet Teens group that was attended children took part, if they wished, in making fudge; and at LOAF there was access to soft play which children thoroughly enjoyed.
Children and young people at the Access Disability provision at CYCD who took part in focus groups were very enthusiastic about the opportunities they were offered there and told the researcher what they enjoyed doing, e.g. club activities every week, trips and holiday activities in the summer holidays.  Furthermore, they came up with a number of ideas for other activities that they would like to take part in if the funds were available.  Such activities, even participating in this consultation, provided children with a sense of achievement, engagement and involvement.   Moreover, it put them in a situation where they could be independent.  One of the researchers had met two children in their own homes.  In one case the child had lain on the sofa and simply called out every now and again, in the other case the child’s mother and brother had responded to the researcher’s questions before the child could answer.  It was not until the researcher saw them at a youth club running around and talking freely that she realised they were far more capable and independent than they had appeared in their own home.  

Numerous sports activities were available and took place during weekday evenings under the Access 2 Sport label; these included swimming, dancing, and football.  Children gained enormously from these activities, with parents reporting greater confidence and higher self-esteem in their children.  Often these were children who attend mainstream schools and by taking part in a small group with other children with disabilities or learning difficulties it allowed them to be ‘normal’ – as one parent put it ‘here, he doesn’t stand out’.  Unfortunately there appeared to be a lack of interest in the some of the activities and they had been cancelled.  However, the poor attendance may have been more related to a lack of awareness of such activities taking place.  Another issue that arose here was that of differentiation within disability.  Some activities were suited more to one type of disability than another – one parent talked about unsuitable mixes of some behavioural, learning and physical disabilities, another talked about wheelchair users not being able to take part in the some activities that more physically able children with severe learning difficulties (SLD) can.    

In contrast to the poor attendance at the sporting activities, we learnt from both parents and youth group organisers that there were waiting lists for children to attend many of the youth clubs and groups.  One parent had tried sending her child with ASD to a mainstream Saturday youth club, but they had been unable to cope with his needs.  He has now had his name on a waiting list for 18 months for one of the youth clubs for children with disabilities.  

Children also benefited from respite at overnight care homes.  We learnt from parents and children that at Fairway, the only respite care home in Luton, children attended youth clubs, went for walks in the local country park, played games and, where appropriate, had access to facilities offering sensory stimulation.  One young woman was observed in Keech Cottage Hospice and it was clear that she benefited from respite by having social contact with adults other than her mother, a single parent.  Although not capable of verbal communication she was able to laugh and provide indicators that she was happy and enjoying being there.  Parents also recognised the value of breaks for their children, not just for themselves and the mother of this young woman felt strongly that this external social opportunity was important for her daughter and made the point that normally developing 14-year olds would not spend all their time with their parents.  Similarly another parent who had resisted overnight respite care for some time for his severely disabled son had been encouraged by LBC staff that it would be good for his son to go.  He confirmed that it had benefited his son who had developed socially as a result and that he was pleased that had taken the advice.

Our research showed that, for the children and young people, the benefits of respite care and short breaks were very real; the researchers saw many of the children enjoying themselves, developing a sense of independence and achieving.  Even children with very severe disabilities seemed to benefit from short breaks.

For parents and full-time carers the benefits of short breaks and respite care were invaluable.  Parents reported using the breaks to bring an, albeit temporary, normality to their lives.  It enabled them to do comparatively simple things - things which most people take for granted - like having a cup of tea in peace, having a bath or getting a full night’s sleep.  Many made the point that caring for a child or young person with disabilities was hard work and a twenty-four hour a day job.  A short break was vital to them.  The opportunity to give some attention to siblings was frequently mentioned by parents.  Moreover siblings often do not have the same opportunities to take part in activities as their peers because of their brother or sister.  One parent we talked to told us how her son was very angry about the amount of attention his sister received.  The parents used the breaks that respite gave them to give him their attention.  

However, it was clear from the research that there were problems in accessing many of the short break and respite care services.  Firstly, parents were frequently unaware of what was available.  At one parent focus group researchers heard of one family who was completely unaware that short breaks may be a possibility for their severely disabled child.  At the same group we heard about a single mother coping with three children, one of whom was disabled and needed a hoist.  She received three hours support a week and was still waiting to hear whether she would get extra help when she went into hospital later that month for a cancer-related operation.  This group was largely of Asian origin and the founder of the group told us that it is only comparatively recently that Asian families have started to be willing to accept help and support, as previously all issues related to disabled children were handled within the family.  Even now there is still some resistance to accepting help, and trust and confidence need to be built before support is provided. 

Nonetheless, issues relating to lack of knowledge and awareness were not solely related to BME groups as other, non-Asian, parents also reported lack of information and understanding about how and where to obtain support, help and access to short break services.  This general lack of knowledge manifested in a variety of ways from cancellation of Access 2 Sport groups, because of a shortage of numbers of children taking part, to the complete unawareness indicated earlier.  In one instance, a parent with a severely autistic child knew nothing of the direct payments system or other services available and asked the researcher for details.  In another, a parent already receiving direct payments was grateful for them, but had not realised how they could be best used until a chance telephone call took place.  This parent suggested that a yearly review of the direct payments would be welcome, but on a very simple basis – just a quick telephone call or email to confirm that everything was progressing well and to enquire as to whether they needed any advice.

Luton Borough Council has produced a booklet with information for parents with disabled children – however, very few parents knew of it or had a copy.  Moreover for some parents this type of information is best received in a face-to-face situation which provides them with the opportunity to ask questions.  Indeed, FOBE was planning to invite someone from the council to come and give a talk to parents about what was available and how to go about accessing it.

There appeared to be huge inequalities in accessing provision for disabled children which may be related to lack of awareness or a lack of funding, or a combination of both.  This was most apparent at focus groups where some parents were silent about the support they received in the face of hearing about other parents’ lack of support.  This was confirmed by a parent who knew that staff at one home avoided parents mixing so that they would not learn of the inequalities.  One member of the professional group interviewed also confirmed both that inequalities exist and that discussions were likely to be heated when groups of parents discussed support packages.  She knew of people in very similar circumstances where one was not receiving any support and the other was receiving a lot.  Parents could not understand how packages of support were worked out and wanted to know about the eligibility criteria for granting care by the Resource Panel.  Far greater transparency about the system was a key issue for many parents.

It must be said that parents and carers were very keen to take part in this research and to have their voices heard.  Often parents did not know who to contact for help and advice, and a number had not seen their social worker for a long time.  One mother had experienced problems with agency staff and had not been able to resolve issues easily, her comment was ‘no-one tells you what’s going on’.  However, one parent was very pro-active and felt that setting up a parents’ group at Keech Cottage would be very valuable both in terms of passing back information from parents to Keech, and in exchanging information and knowledge.  Equally a family worker at one of the primary special schools had excellent relationships with parents of the children at the school and ran coffee mornings, both for the social benefits it could offer the parents and for the exchange of information that takes place informally in such circumstances.

Such positive action is to be encouraged as most parents described it as a struggle to get help and support with care.  The terms ‘crisis point’, ‘breaking point’ and ‘having to fight for everything’ were used time and again by parents.  Two parents told of suffering with severe depression as a result of caring non-stop for their disabled child and we even heard of another parent who had suicidal thoughts in the face of long term care for his child without support and respite.  Assessments were underway for the latter at the time of research – but even then there had been delays. 

Fairway is Luton’s only respite care home offering overnight breaks for children and young people with disabilities.  It is the ground floor of an older house on a main road on the edge of Luton.  In its favour it has been extended to provide more accommodation and it is opposite a large recreational and country park.  However, staff suggested that a purpose built property would be more appropriate to accommodate the type of care they need to offer and they also pointed out that it was difficult to make it seem homely for the children when it is frequently just an overnight stop.  

We spoke to a number of parents whose children get respite care at Fairway and they were all very grateful for the break it provided.  Most of them experienced disturbed nights when their child was at home – for example, one child had fits at night and could wake her mother up to ten times each night – and the respite offered the only means of having an uninterrupted night’s sleep.  Whilst a number had been offered care in their own homes they had refused this as, perhaps understandably in their circumstances, they felt that it did not constitute a proper break for them.  However, whilst they appreciated Fairway and its provision they emphasised that they were now getting reduced provision in comparison with when their child had respite care at Appledore, a home that closed in 2004.  Rather than less provision, they would all like more.  Further, they found it difficult to plan activities for when their child was on a respite break as Fairway allocated the nights and this was at comparatively short notice.  Also raised by parents was the issue of drop off and collection times – with drop off at 3.00 pm and collect at 2.00 pm the following day  - they felt that this gave very little usable time especially in view of the amount of effort involved in getting their child ready to go.  The mix of children with behavioural problems with those who are more vulnerable was clearly a worry for some parents and staff confirmed that it was an important factor to consider when allocating nights.

As a respite home Fairway cannot cope with children with complex medical needs.  Nonetheless, problems related to medical needs at Fairway were an issue for parents and this was attributed by at least one parent to the fact that it is not run by nursing staff, but by social work staff and carers.  For example, one parent explained how her child’s consultant had recommended a change in dosage of medicine; however as the parent was still using up the current prescription staff at Fairway would not give the changed dosage on the parent’s instruction as it was not on the medicine label.  The parent was told to go back to the consultant and get it changed – this was totally impractical.  Moreover, this was not an isolated case and another parent could not understand why parents’ instructions would not be respected in such cases.  The length of time it took for staff to be trained in medical, but not invasive, treatments was also criticised.  

Appledore was a home that closed in 2004 on health and safety grounds.  Despite its closure some years ago, the name Appledore recurred time and again in our research with parents who access overnight respite care.  Parents whose children had taken respite breaks at Appledore had been upset at its closure and were sceptical about the reasons for closing it.  Furthermore they felt let down as a promised replacement had not been forthcoming.  All the parents were fulsome in their praise for Appledore and its staff who had nursing backgrounds (and felt that the situation mentioned earlier with regard to dosage would not have occurred there).  Parents’ provision of support had reduced as a result of its closure and the current method of allocation of breaks provided them with far less notice – it had been three months in advance and was now, at Fairway, a maximum of five weeks.  Similarly, in contrast to the current fixed times for drop off, one parent told us how, when her child was due to go into Appledore for respite, she would sometimes receive a telephone call asking her to bring her along a bit earlier as they were going out for the day (for example, to the seaside) and would like to take her with them.  This child had also had the opportunity to go to Disneyworld Paris through Appledore. 

Keech Cottage Hospice is a modern purpose-built hospice that provides palliative care for children with life limiting conditions (LLC).  It has excellent facilities including a swimming pool and sensory room  A number of parents interviewed accessed respite care here for their children.  Some had children with LLC, however others had complex medical needs and these could not be met at Fairway - Keech appears to be the only place that can accommodate such needs.  Parents were aware that Keech did not, in theory at least, offer respite care and staff confirmed that they would ideally like to keep it for end of life care.  The parent of one child with very severe medical problems related how, because the illness is ‘not life limiting’ she has been refused some respite there.  Nonetheless care has been offered on a needs basis, but only when a crisis point is reached.  Although she praised Keech for their help and particularly that of their community nurse, she is very aware that nothing is guaranteed.  Another parent in a similar situation receives regular – once a week – respite care for her child at Keech.  Despite receiving this regular break, the parent also commented about nothing being guaranteed.  This was clearly a cause for concern with both of these parents and for other parents who used Keech.  As with Fairway, the drop off and collection times were criticised – in this case children arrive at 3.00 pm and have to leave the following day by 11.00 am.

Lack of sufficient overnight provision was apparent, not only through the reduced provision parents were receiving following the closure of Appledore but through reports of cancellations and the failure to provide emergency care at times.  One parent reported suffering severely with shingles and, with a child with a very severe disability, she sought emergency help, but it was not available.  Another had a broken bone in her foot and again emergency help was not forthcoming when requested.

In terms of other respite care, such as home based family support (HBFS) or shared care through direct payments schemes, where care relationships were established they often worked well with trust and reliability being established.  One young man with Down’s Syndrome had been spending a day and night each week with his carer and her family for several years.  He enjoyed being with them and took part in activities such as swimming with them.  His full-time carer (a distant relative of his) found the situation very reliable and was happy with the relationship and the way things worked, although she had concerns as to what would happen in the future as the young man was now 17.  This question relating to care after the age of 18 was one that was raised by a number of parents in this research and clearly worried them.

However, not every care relationship reported was as good as the example above and problems for others arose when carers or support workers were less reliable or left.  One issue raised by parents was that of understanding, as often the carers or support workers did not have English as a first language.  For example, one parent commented that she needed to know that the carer really understood exactly what she needed to do with regard to the medical needs of her daughter and yet she rarely felt confident that this was the case, especially as there was often little continuity of care.  Finding new carers was another area of concern and one that parents reported as stressful.  A number of Asian parents were concerned insofar as they had been let down by agency carers and, ideally, they would like to use their direct payments to pay family members to care for their child as they know them, trust them and know they are very reliable.  They were unsure as to whether this was possible and how to go about finding out about it.  

The direct payments scheme was one that needed far more clarity – parents would like far more guidance on what it could be used for – and equally what it cannot be used for.  One parent discovered, by chance, that she could use it to pay for ironing when she was overwhelmed by it when her son was in hospital and she needed to be with him.  Another parent reported that she was unsure as to what records she needed to keep with regard to direct payments.  A number of parents we spoke to made the point that the direct payments system means that the care is based in their home and is therefore not truly respite.  For them, the overnight respite care home offers the only solution.

All parents talked about the lack of schemes and care during all school holiday periods – this was a major concern for them, as one said ‘there are 13 weeks of no school’.  It was a message that many parents wanted conveyed to the council.  Parents reported that any schemes that did exist become full very quickly and frequently children had many weeks without being able to attend such a scheme.  One parent made the point that they should be given equal opportunities to the typically developing children.  Others raised questions as to why the facilities that special schools have are not available outside school hours, e.g. for summer playschemes, the use of the hydrotherapy pool, after-school provision and clubs, etc.  Another parent said that she would value an after-school club as it would mean that she could collect her other children from school – something that she is not currently able to do as she has to wait in for her child who is being brought home by transport. 
SUMMARIES AND RECOMMENDATIONS
This section presents summaries of specific issues arising from the consultation with children and young people with disabilities and their parents or carers.  It also includes recommendations of ways in which to address these issues and is organised to reflect the three priority areas of the Aiming High for the Disabled Child initiative, namely, access and empowerment, responsive services and timely support, and improving quality and capacity.  In the second half of this section responses from professionals and voluntary staff are summarised together with our recommendations based on their views and opinions. 
THE BENEFITS OF RESPITE CARE AND SHORT BREAK SERVICES
The benefits to both children and parents or carers of short break services, whether overnight in a home, under the shared care scheme, HBFS, or even that provided by youth clubs cannot be underestimated. 
For the children and young people involved in this research it was clear that the short breaks offer huge benefits with the opportunity to learn about, and develop, more independence including making choices for themselves.    Children and young people were able to enjoy activities at both clubs and overnight breaks that might not be provided in the home.  Importantly, it gave them access to different stimuli and the opportunity to socialise and to become more social.  For the older children, it provided the break from parents that typically-developing teenagers normally get.  The young people who attended the youth clubs indicated that they thoroughly enjoyed their time there and would like to do more activities.  A further benefit that should be noted is that it means that they get used to the idea that someone else can care for their needs and this could be important in case of parental or carer illness.  Only two parents reported that their child did not like going for respite care, however this might have been related to their high medical needs.
For parents short breaks provide an invaluable opportunity to ’recharge their batteries’ and have some normality and this was confirmed by all the parents in our research.  This could often be for what most people take for granted - from sitting with a cup of tea in peace, to having a bath or getting a full night’s sleep knowing that the responsibility for caring for their child had been temporarily removed.  Caring for their child 24 hours a day is a huge undertaking and parents indicated that they could, and sometimes did, reach a crisis point without this help; the effects of this on long-term health must be considered.  Moreover many of the parents taking part in this study were single parents.  

The short breaks service also allowed parents the opportunity to give some attention to siblings, an issue that was raised a number of times by parents.  Having a disabled child in the family frequently meant that siblings missed out on parents’ attention and that they did not always get the same opportunities to take part in things that other children their age would be doing.

However, whilst the evidence shows that the benefits of short break and respite care services are unquestionable, the research identified a number of barriers to access, problems and areas of concern within the existing system in Luton.  In order to meet the Government requirements under the Aiming High for the Disabled Child initiative, and to comply with Every Child Matters, the following issues need to be addressed.  
SUMMARIES AND RECOMMENDATIONS –

PARENTS/CARERS AND CHILDREN AND YOUNG PEOPLE
AHDC PRIORITY : ACCESS AND EMPOWERMENT
Information
There is widespread lack of information and parental awareness of what type of respite help and short break services are available.  For example, not all parents interviewed knew about the Direct Payments system, the Fairway respite home, or even that help could be available, and a number had not seen their social worker for a long time, e.g. 1 year+.   Similarly not all parents knew about the different youth groups and sports groups available, and for the latter, this sometimes meant that they were cancelled due to lack of numbers.  Parents frequently only found things out by chance and were very frustrated by their lack of knowledge.  It is clear that LBC has tried to address the issue of getting information to parents through its, potentially very useful, handbook, ’Information to help parents of children with special needs‘. Unfortunately very few parents the researchers met knew about, or used, this booklet despite one school having a large supply. It is considered that parents need information first by word of mouth with printed information to consolidate and support this. 

There were examples of good practice of sharing information.  Coffee mornings were held at one of the primary schools by the family worker, and a parent was keen to start a parent or carers’ group at Keech Cottage with a view to exchanging information, as she felt it was important that people helped each other.
Recommendations
· The dissemination of a clear and straightforward guide to the help and types of help available for children with disabilities and their parents or carers should be addressed, through both formal (through LBC and NHS) and informal routes (i.e. clubs and sports clubs).  Whilst the guide is currently in written format, it is important to note that this may not be the most suitable means for informing all parents.  Consideration should therefore be given to a variety of means of communicating with parents and carers.
· Dedicated routes for disseminating this information should be established to ensure all parents or carers receive this information.  Furthermore, it must be supported by knowledgeable staff that parents or carers can contact. 
· The informal groups (coffee mornings, etc.) should be encouraged as forums for exchanging information.
(Note: The only route available for providing information to parents of all children with disabilities appears to be the school route and it may be worth pursuing this as a means of communication, perhaps through extended use of the family worker role.  However the widespread, and understandable, use of transport for children to and from school means that parental contact may be problematic.)   

Understanding

There was considerable confusion among parents about the types of help available (e.g. Home Based Family Support, shared care, etc), how to go about accessing help, how the direct payment system works, how to find carers, what records should be kept and how to use it (e.g. how best to use the money provided under the direct payment system).  Clarification of the system and a dedicated member(s) of staff at LBC for contact about these matters are available at the Disability Resources Centre, but few parents seen used, or knew about, this service. 

Recommendation
· Clarification of the shared care, direct payments, etc. schemes should be more easily accessible and available.  There should be trained and dedicated help with regard to accessing help, understanding how the procedure works, help with finding carers, advice on how to use direct payments and on what alternative help parents could seek. Ideally this assistance would cover administrative matters, practical help and developmental guidance.
Inequalities and access
There currently appear to be substantial inequalities in the provision of support packages to the extent that some parents with disabled children did not receive any help or support whilst others, in similar circumstances, received a lot.  Moreover, the inequalities sometimes proved to be a source of conflict between parents, a factor which was recognised by both professional staff and parents. 
A further issue was the length of time it took to go through the system.  Frequently comments were made with regard to how long it had taken to be assessed and this contributed further to parental or carer distress.

Recommendations
· There is a need for far greater transparency in what is available and how it is assessed.  If there are inequalities in support packages there should be a clear explanation as to why this is the case or the inequalities should be rectified.    
· The procedure for assessing children’s needs should be reviewed with the aim of reducing the time it takes.
Advocacy
The majority of parents interviewed talked about having to fight for everything and only getting help when they reached crisis or breaking point.  The terms ‘crisis’ or ‘breaking point’ were clearly not exaggerations on their part and had resulted in serious health problems in some instances.  Clearly help should be in place to avoid this occurring – both in terms of sufficient support packages and in terms of advocacy, so that parents who are already struggling with a difficult role are not further disadvantaged.  Parents and carers frequently felt that their voices were not being heard.  The existing advocacy systems , the ‘care coordinator’ role  for young children worked very well, but the ‘lead professional’ role, though some parents had heard of it, had made no impact for any parent in the consultation.

Recommendation
· Further, or more efficient, advocacy services need to be in place or improvements made to the current system, to avoid the current situation where parents become desperate.  It may be that by implementing other recommendations in this report the need for this service would be naturally reduced.  
AHDC PRIORITY : RESPONSIVE SERVICES AND TIMELY SUPPORT

Transition support
Whilst not specifically the aim of this review, a number of the parents had real concerns about the future for their child as he or she approached 18/19 and how respite care would continue.  It was clearly a worry to them and one that needs to be addressed.
At the other end of the scale, it appears that the under-5s are well catered for.  We only saw service users in this age group and the parents were very happy with the provision for them. The ‘care coordinator’ role was viewed very positively and thought to be working well. The Luton Borough Council staff concerned were highly respected and totally trusted. The Portage scheme in particular was thought very effective. This service is not ‘respite’ in any direct sense, but was preparing these parents of young children, by giving them the confidence to leave their children in the care of others  as they got older and their needs increased. 
Recommendation

· Consideration should be given to the transition from childhood respite care and communication channels opened with parents or carers with regard to their child.

AHDC PRIORITY : IMPROVING QUALITY AND CAPACITY
All parents indicated that they need more help with regard to short breaks, respite care, school holiday provision, etc.  As they say, it is a very difficult job, both physically and mentally, coping with a child with disabilities and it is a 24 hour a day job.  However, as indicated below, the research suggests that, with regard to capacity for short breaks and respite care for children and young people with disabilities, the current provision in Luton is inadequate.  
In this section consideration is given to the Fairway respite care home, and to respite care, provided by Luton Borough Council under SLAs at Keech Cottage Hospice.  However, dedicated respite homes are not the only way of securing short breaks or respite care and alternatives such as shared care, home based family support, direct payment systems, clubs and holiday schemes are also covered.   
Although one or two parents had issues over the quality of care of their children with regard to staff as far as experience, training, etc. are concerned, in general, the issue of quality was more associated with funding, resources and the fabric of buildings.  We do however address the issue of maximising the use of play and other resources for the benefit and development of the children further on in the report.

Before examining more closely the current provision, it is worth considering the term ‘disability’ and how it relates to provision.
Disabilities, inclusion and differentiation

The term ‘disability’ is incredibly wide-ranging and, with one exception during this research, it meant some form of learning disability as opposed to a purely physical disability.  The one young person with a physical disability, whose parent took part in this research, also had complex medical needs.  The wide range of disabilities encountered (from ADHD, various aspects of ASD, to Down’s Syndrome, SLD, severe brain damage, etc.) clearly means that each case must be considered individually and that provision must take this into account – for example by not mixing, either in clubs or for overnight care, those children who might be fragile or vulnerable in some way as a result of their disability with children with severe behavioural problems.   One professional made the point about this being an important factor to take into consideration when organising the mix for overnight breaks in a respite care home.  
Furthermore, whilst government policy favours inclusion, and indeed there are some merits for that course of action, many of the children who took part in our research benefited from differentiation at the youth and sports clubs.  For example, those at a dance class specifically for children with disabilities would not have been able to take part in a class for typically developing children or would have felt uncomfortable in that situation.  Equally, and as mentioned above, there were examples of how different disabilities require different solutions – e.g. expecting to mix children in wheelchairs with children with ASD in a sports class is not appropriate.  There is therefore a need to consider each case individually.

Recommendations
· Plans for future provision for respite care and short breaks need to recognise the variety of ‘disability’ and how in some, but not all, instances, differentiation is a key factor.  
· Furthermore differentiation is clearly paramount when planning support for children with behavioural problems insofar as their relation to other, perhaps vulnerable, children is concerned.  Plans for the development of respite care – and care homes - must take this into consideration.
Current overnight dedicated respite care provision
In terms of homes that offer overnight respite or short break stays, there appears to be a significant lack of provision or facilities for this in Luton, especially in view of the numbers to be accommodated.  Fairway is the only dedicated home to offer this facility and it only caters for 23 families.  With six beds, two of which have been unavailable due to longer term stays by two children, there is really insufficient capacity for even these 23 families, never mind all those who could, and perhaps should, also benefit from such respite.  As indicated earlier in this report, in 2004 it was estimated that there were 382 children with severe disability, only 48 of whom were accessing respite care overnight in homes (Luton Children’s Respite Strategy 2004-2010, 2004).  

All the parents whose children currently accessed overnight provision at either Fairway or Keech Cottage said that they need more respite, and that their provision has been reduced following the closure of Appledore.  Moreover parents did not feel confident that their respite at Keech Cottage Hospice was a guaranteed option as, whilst Luton Borough Council fund some respite at the hospice, the hospice is supposed to be for palliative care rather than respite.  This was emphasised during the research, both by parents and staff at the hospice. 

Other issues related to the lack of adequate provision covered holiday breaks, slightly longer breaks, cancellations of allocated stays and emergency provision.  For example, the shortage of provision meant that cancellations of allocated overnight stays had occurred for a number of the parents, presumably because of lack of emergency provision.  Similarly, in terms of their own emergencies, at least three of the eight parents whose children get overnight breaks at either Fairways or Keech had had their own medical problems (e.g. broken foot, severe case of shingles), but had been unable to secure any help in the form of emergency respite care for their children.  
It was evident from the research was that once you’re ‘in the loop’ you can access overnight respite and it is a hugely valued break – it is getting into the system that is the problem.  Nonetheless even those who are accessing this facility would welcome more respite.  

Recommendation
· Increased overnight respite provision in a dedicated, and ideally purpose-built, care home is clearly a necessity and should be a priority, both in terms of number of beds and allowance.  However, this provision needs to be considered carefully in the context of the following recommendations.
Fairway
While the shortage of provision of overnight respite care in dedicated homes has already been highlighted, other issues in relation to Fairway are worth mentioning.  The researchers noted that the building is, perhaps, not ideal in terms of being an old house with only the ground floor available and a larger property more suited to the nature of the care it provides would be far better.  In addition to the reduced provision of respite, for parents the manner in which it was allocated was also an issue.  Previously, at Appledore, children and young people tended to have regular stays and parents knew in advance (three months) when this would occur.  Currently there is less provision than when children were at Appledore and it seems to be on a more ad hoc basis with comparatively late allocation, this means that parents cannot make plans.  The drop off and collection times for single night overnight stays were also an issue, i.e. dropping off at 3pm and collecting at 2pm provides very little useable time.

Some parents regard Fairway as the 'gold standard' of short break care because it gives them the opportunity of a full night’s sleep and this is invaluable to parents.  However, concerns were raised by some parents about the range of behaviour that might occur at Fairway, the age of children in residence and, hence in some cases, safety.  This point was echoed by professional staff.  They also explained the difficulties in ensuring that different types of disability are catered for (e.g. when children with behavioural problems stay it means locking away certain things), and in making the place seem homely for the children as it is usually just an overnight stop.   Points related to medical issues and Fairway are considered later in the report.
Recommendations

· The method of allocating short breaks should be reviewed in order to be able to offer parents more notice so that they can plan.

· The times for drop-off and pick-up should be reviewed so that they offer parents the most benefit from single overnight breaks.  Parents should be consulted on this.
· In the long term, serious consideration should be given to how to use and develop Fairway.  However, rather than just consider a replacement purpose-built facility for respite care, as some have suggested, it would be worth retaining Fairway.  Not only would this increase provision but it may also provide the solution for accommodating children with challenging behaviour away from children with disabilities who are more vulnerable.  Re-decoration is also recommended.
Keech Cottage

Some places are funded at Keech Cottage for respite care – however, it is in reality a hospice for palliative care and staff would like to keep it for that ideally.  So while the position seems to be that Keech would like to move to ‘end of life care’ only, it appears to have little real intention of doing so. This issue needs to be clarified as there was evidence that parents of severely disabled children with medical needs depend heavily on respite care from Keech and value the provision very highly.

It was difficult to ascertain how allocation was given as one parent said that they used to give an allocation of days, but now give it on a crisis point basis.  However another child was going in regularly once a week.  The medical care at Keech is obviously a benefit in terms of respite for those that need this type of care.  Furthermore there was good evidence from some sources in the research that training provided by, and information from, Keech was very helpful to parents across a range of disabilities, as was their outreach service. 
Staff mentioned that they would like to build a respite care centre for children on the site with external funding, not from the charity.  As a voluntary sector provider it seemed very well organised with committed staff and the proposal merits consideration.  However, one point to note here is that, as a hospice, it covers three counties and only a small proportion of the children/families using the hospice are from Luton.  If they were to build a respite home on the site, would parents and children living outside Luton expect to access it?

Recommendations
· Discussions should be opened with regard to the current provision of respite care in order to reassure parents. The medical care that they can offer is invaluable in view of the facilities at the current alternative respite care home, Fairway.

· The possibility of building a new respite care facility for children with disabilities at the hospice site merits investigation.  Clearly, however, questions need to be raised with regard to access for children outside Luton, as mentioned, and as to whether it would be in the most appropriate location. (For example, it may be that a purpose-built facility nearer to Luton town centre would be more accessible,  provide more opportunities both for children on short breaks and perhaps act as a day-time venue for carers to visit when out with their children.)
Medical needs

Fairway does not seem to be able to cater well for children with complex medical needs/disabilities and this needs to be addressed when planning future provision as Keech, which has nursing staff is, as mentioned, really for palliative care, and is strict about who can access its services.  The issue of medical needs at Fairway and ‘training’ for ‘medical’ procedures, was raised by more than one parent, and for example, one parent suggested that physiotherapy programmes would not be implemented or continued if their child was in Fairway. The medicines policy was mentioned by more than one person and while they understood the purpose of it, it was impractical, e.g. being told to go back to the consultant to get a letter for a change in dosage.  These issues mean that a whole group of children seem to fall between the provision offered by Fairway and Keech, and is possibly one of the reasons why Appledore – see below - was so popular.  
As mentioned earlier, the issue of not being able to mix children with behavioural problems with children who are vulnerable or have medical needs is one that requires careful consideration.
Recommendations
· Medical needs and issues need to be a key feature of future planning for any respite care home.  It was a concern for many parents.  If vulnerable children needing medical care could be separated from children with behavioural problems and have their medical needs met by the respite care home, it may be that less reliability needs to be made on the goodwill of Keech Cottage Hospice.

· It would be valuable to review the medical issues raised by parents with regard to Fairway.
Appledore 

This former home that had been closed on health & safety grounds.  Although no longer in existence it would be difficult to complete this review without mentioning it.  Provision of care at Appledore was very highly praised by a number of parents, both in general terms and in that the children took part in more outings and stimulating activities than at Fairways (with funds provided by a “Friends of Appledore” group).  Praise was also given to the fact that it was staffed by nursing staff and that allocation of respite was far greater and planned far more in advance (3 months) which, in turn, allowed parents to plan.  Parents had been promised it would be replaced and this promise had not been kept.  The overriding feeling seemed to be that current provision did not match that provided by Appledore, neither in quality nor quantity.   
Recommendation

· The high esteem in which parents and carers hold Appledore suggests that it could prove valuable to refer to its style of care as a potential model or framework when planning future overnight care home provision.
Shared care / Home Based Family Support and other types of support
Where shared care or home based family support services (HBFS) have been made available and longer term relationships had been established between parent, carer and child, parents have very much appreciated them as providing short breaks and felt that their children and families benefited. However, a significant number of parents told us about refusals of requests for care, together with problems in even being considered by the Resource Panel. 
The apparent discrepancy, until recently, in the pay rates of HBFS and Shared Care staff has been addressed, but parents’ perceptions tend towards the view that low paid staff means poor quality care. Most of those using Direct Payments (DP) were satisfied it, although choosing and replacing carers who left put parents under some stress, and serious issues were raised with regard to consistency of care through agency staff. Special school support staff were a major source of carers with knowledge of children and disabilities. 

One problem raised with regard to care outside care homes was that there was a limited range of places for carers to go with their disabled companions, especially in the winter months. The main request was for a comfortable place with facilities simply to socialise together. 

Recommendations
· The budgets and provision for shared care and home based family support (HBFS) by direct payment or provided direct by LBC should be increased to meet the substantial unmet need for care that parents expressed in the consultation.  
· Staff should be trained to help parents with the DP system - from choosing carers, to providing information and knowledge about the best way to use DP.  

· Future provision should consider how to include some form of local, easily accessed, social facility for children and young people with disabilities when out with their carers.  
Youth clubs, voluntary organisations and sports schemes
Youth clubs run by LBC and by the voluntary sector were highly valued by both parents and children.  Moreover they provide a valuable additional resource to the short break provision offered by Luton Borough Council.  Researchers contacted or attended a wide range of groups including Access Disability at CYCD, Friends of Bright Eyes, PHAB/Neet Teens group, LBC run fun club, Access 2 Sport, Access to Dance, Loads of Autistic Fun, and Tots & Toys.  Most provide not only a few hours respite for the parents or carers, but activities for the children, and there was convincing evidence of developing independence in these children and young people.  At some groups however parents are expected to stay (e.g. LOAF, Families United Network), and while these groups do not provide the same type of respite they, nonetheless, offer a valuable service.    

Children and young people were enthusiastic about the clubs and would like to do more activities – see findings re CYCD focus groups.  Many groups had waiting lists and felt that they could provide more help with greater resources.  In addition to providing more activities, the issues that arose in relation to clubs were, specifically, having suitable venues (that could accommodate wheelchairs and had storage) and the cost of transport.  It was difficult to ascertain to how some of the groups were funded.
The most frequently mentioned gap in LBC provision was for teenagers.  While some provision is available through LOAF, FOBE, CYDC, Access 2 Sport and HBFS outings, it was felt by parents that this does not meet the perceived need for ‘normal’ social interaction for teenagers. Suggestions were made about ‘Befriending’ schemes which were thought to be a useful idea to try out. 
Recommendations
· All of these voluntary groups appeared to provide excellent help and should be valued and supported by the council, especially as they offer additional respite in many cases.  Ideally some financial provision or equivalent assistance (e.g. transport, venue hire, training) should be offered to these groups if required as they provide both respite and the opportunity for children to develop. 

· Consideration should be given to support for teenagers and the ‘befriending’ scheme could be investigated further.  Voluntary staff at the youth groups may be in a good situation to advise on this.
School holidays and holidays 
The lack of care provision during the school holidays – both for half-term and longer holidays - was a major concern for all parents.  There appears to be insufficient capacity in general, e.g. summer schemes get booked up very quickly leaving many children unable to attend, or they may only be able to attend for two weeks out of a six week holiday.  Furthermore, not all schemes met every child’s needs (i.e. some need a hoist, mix of disabilities, etc.).  Compared to the demand the current provision is inadequate. 
Clearly one ideal place for summer schemes is at the special schools and over the course of the research it became clear that the special schools controlled the use of their buildings and facilities.  Despite having facilities which are ideal for children with disabilities (e.g. the hydrotherapy pool at Lady Zia Wernher) there was not a great deal of evidence that they were being used to any significant extent outside school terms and hours despite the patient efforts of the Extended Schools staff from LBC. 
Many parents found it difficult or impossible to take family holidays without their disabled child as the respite care was not available or not sufficient.  This impacted on siblings and in other ways.  For example, researchers met two parents who were unable to visit their own elderly parents in India as the visit would not be possible with their disabled children, in one case a severely autistic child and, in the other, a child with a degenerative disease.
Recommendations
· Far greater provision should be made for playschemes for all school holidays for children with disabilities to ensure that they have equal opportunities and that their parents have some form of respite care during school holidays.  
· The special schools should be encouraged to allow their buildings and resources to be used outside school hours for playschemes and other activities to take place for the benefit of children and young people with disabilities.
· Consideration should be given to how respite care for slightly longer periods could be managed to enable holidays and longer visits to take place. 

OTHER ISSUES

Cultural issues
There is a growing Asian population in Luton and a comparatively large number of learning disabled children within that community.  Moreover views were expressed by some that there may be a connection between family customs of inter-marriage between cousins and the increased prevalence of children with disabilities in the community.  
Whilst in the past cultural norms meant that caring for disabled children was very much an in-family responsibility, the Asian population is now far more willing to ask for help and to be open about this.  However, many of them are still relatively uninformed about what is available.  Furthermore for those who do know and get direct payments, they would like to use them for paying for care by family members as they feel they can rely on them and trust them.  However, they appear to be put off this by the need to get enhanced disclosure CRB checks carried out, and they understand that this can take a long time. 
Recommendations

· There need to be strenuous efforts to reach the parents and carers in BME groups with information – through schools, but possibly also  through  voluntary organisations such as FOBE, Access Disability (CYCD), etc.
· The issue of family members being paid under the Direct Payments scheme should be addressed by social workers and through the above information system.
· The perceived connection between consanguineous marriage and increased prevalence of disability is clearly an issue which LBC needs to note.  As evidence supports this link (see Bittles, 2003), and given Luton’s ethnic population mix, this may affect the development of future provision and should be taken into consideration with regard to budgets.
Resources and development
One parent raised the fact that the facilities and staff at Keech were not properly or fully utilised and, indeed, they have some excellent facilities – i.e. a swimming pool, a sensory room and a music room together with mini-buses.  However, none of these were in use on either of one researcher’s two visits and this may be a resource issue.  As it is a charity and therefore not within LBC control, this is just a personal observation.  However, both researchers noted that there could have been more, and more focused, interaction between LBC staff at the youth club and the children.  This contrasted with greater interaction by the PHAB group of helpers at the same meeting and those at another club at CYCD. 
Recommendation
· It would be valuable to explore how to encourage developmental play and activities across the borough.  This would support children’s development and social skills.  Volunteer training appeared to be taking place at the Loads of Autistic Fun group and the structure during the session was highly rated by one of the researchers.

SUMMARIES AND RECOMMENDATIONS
PROFESSIONAL AND VOLUNTARY STAFF
Fifteen professionals or groups of professionals who provide short break, respite services within Luton were consulted about their views, including those in the private and voluntary sector. Consultations were undertaken by questionnaire, face to face interviews or by phone. Whilst every effort has been made to ensure accuracy in reporting views, this cannot be guaranteed.  Furthermore we trust respondents will understand how their views have had to be, in some cases substantially, edited by necessity for this report. 

The summaries reflect the committed and reflective contributions of professional staff to the improvement of services for disabled children in Luton and the recommendations focus on suggested actions needed for improvement of the service under AHDC.

Home Based Family Support service (HBFS)

This service provided a very comprehensive response to the questionnaire and what follows is a very brief summary of only the main points which are relevant to AHDC plans. 
HBFS has many strengths in that staff have a very good understanding and knowledge of disabilities.  They are creative and flexible in the support they offer and have sound experience of working with parents to build relationships and develop services for them and their children.

However, budgetary constraints, changes and cuts are a constant source of significant concern for them.  The major issue for this service was that it had significantly more disabled young people referred to it than the overall budget and permanent staffing levels allowed for.  It was considered that the use of external providers of staff was not cost effective nor did it provide consistency of care for families in meeting its aim to provide trustworthy, reliable and trained care staff. On staffing, relating to cultural issues, the availability of interpreters and staff who speak languages other than English needed attention to establish recruitment, development and retention of staff from ethnic minorities

The difficulty of persuading special schools to become more positively involved in provision of services for disabled children was also an issue which very closely reflected views expressed by parents in the study. Further problems were the cost and availability of transport, difficulty in identifying appropriate venues for service users to access, timings of the sport/fitness activities available and the responsiveness of some services to the needs of the disabled.

HBFS also recognise the need for better, and more timely, training in health and medical matters.  Further they would like to see a reduction in the current time taken to assess children and young people and to obtain medical care plans as these delay the start of service for young people.  They would also like to see development by the Youth Service of services for young people with disabilities.

Their experience of working with families has made them very aware of the need to build confidence and trust with parents so that parents are happy and willing to receive support.  Whilst this is an issue with all families, it is particularly acute with families of BME minorities. 

HBFS Carers
The HBFS support staff are the front line workers for the care of children and young people with disabilities that access this service in Luton – this is for more than 70 families. Their individual interactions and relationships with the children and their families are vital to the quality of experience for the disabled children themselves and for the peace of mind of the families. The researcher interviewed four support staff, three employed by the Primecare agency and one by LBC.  It was clear that in relation to these staff, over time, a trusting relationship was often built between carer, family and disabled child.

The major issue raised by carers was ‘places to go’. The majority of their work was taking older children out to places agreed with them and their parents.  In summer this was not a problem as visits to parks were what the children wanted. In winter, however, places to go were limited to three or four choices - no carer referred to Access 2 Sport which had clubs available every evening of the week.  One carer suggested that a ‘centre’ would be really valuable where carers could take the children do a variety of activities socially rather than all going out separately.  A further suggestion was that the facilities of the special schools might be much more available than they were.

All the carers had clearly undertaken training for their roles including first aid, child protection, moving and handling and the nature of autism. One feature of possible training that they did not mention was extending and developing children’s play and activities. 

Recommendations
· The budgets and provision for home based family support by direct payment or provided direct by LBC should be increased to meet the substantial unmet need for care that parents expressed in the consultation and is clearly reiterated by this professional group. 
· Consideration should be given to extending the range of places that HBFS carers can take the disabled children and young people they work with – perhaps some sort of communal centre.
· To provide carers with some training in extending disabled children’s play and being more creative in their responses to the children. The main purpose of this would be to show how the five Every Child Matters goals can be achieved for children. 

Childcare & disability team

About 60 families were currently using the Direct Payments system and this was an area for development that was said to be popular with families in allowing them to choose the kind of care that they wanted and this clearly meets the requirements of the AHDC initiative. It was emphasised that the expansion of DP depended on the resources and choices being available to support this. The Disability Resource Centre in Luton was considered to be very helpful in assisting parents to sort out the payments and the accounting required for them. This confirms what some parents had previously told us. 

The team also has about 15 shared carers who, after assessment and the construction of care plan, make a link with a family and then provide for their needs in a variety of ways negotiated to suit the family, and within the set budget.  The care arrangement is based on building up knowledge and trust between carer and family – this system can work very well when relationships are established as two parents confirmed from their experience of it. The training of shared carers is undertaken as necessary.  Where there is medical need the community nurses work with them to ensure an appropriate level of skill. The community nurses were considered to be very hard pressed in their work and perhaps in need of more investment. 

In terms of the overall need for disability care for in Luton there was an ongoing study on the prevalence of disability in various different communities. (Researcher note; the relevant national  DfES research summary is Research Report R 757 -Special Educational Needs and Ethnicity,  which indicates two to two and a half times the increased risk of hearing impairment and Profound and Multiple Learning Difficulties in Bangladeshi and Pakistani pupils when compared to White British pupils.) 

Recommendation 
· Individual budgets, e.g. DP, were noted as a way to further way to empower parents and carers and increase their control over the short breaks they might choose to have and when they might want them. The condition of this was that the service had enough provision to meet the range of choices and needs that parents would then be able to express. 

Early Years Development Childcare Partnership (EYDCP), Community Childminding, Care co-ordinators service & SENS team

The role of childminding in the provision of short break care did not arise at all in the consultation with the parents and children. In contrast, it was a focus for professional groups which emphasised issues relating to childminding and its development.   LBC is a pilot authority for the government project, Disabled Children’s Access to Childcare aimed at increasing the availability of childcare for disabled children and is a part of AHDC. The groups consulted would like to see the use of childminders increased for short breaks, especially for younger disabled children. This was felt particularly important as the childminder is someone with whom the parents can build a relationship and who is local to them. In the longer term this may help relieve some of the pressures on other services, but it will need support and training to be in place. 

On current childminding provision: the LBC Childminding register has 250 self-employed childminders. Approximately 30 of these are able or willing to childmind disabled children but very few currently do, as few as two. It was thought that there were several reasons for this which would need to be tackled to develop the service: 

1. Financial: childminders -who are small businesses - can self-evidently make more money if they care for more than one child. There is however a requirement that disabled children need one-to-one care and sometimes at two-to-one because of the level of disability of the child.  This requirement severely limits earning potential and so take-up is very low for childminding disabled children.

2. Payment: the slow process of payment to childminders of disabled children involving invoice and approval also leads to lack of interest in the role.

3. Childminders with their own families are often excluded because the one-to-one care rule means that childminders are not allowed to care for their own children at the same time as caring for a disabled child- again limiting the number who are prepared to undertake the role.

4. Need for additional advice and support to cover for possible emergency: 

5. Transport: problems with parents wanting their children to be picked up and collected which is not paid for - this can greatly increase the cost of childminding.

As can be appreciated, the role is much more demanding than ‘ordinary’ childminding however, the rewards for it do not match the level of difficulty. 

Recommendation
· Childminding was strongly recommended by a range of professional staff as an area to be developed to ensure short break care is available to families.  Attention needs to be given to addressing the problems identified above.  

Extended schools 

Parents consistently told researchers about their need for respite help in school holidays. The extended schools staff were keen to develop Luton’s provision in special schools and a consultation and negotiations had just been completed with all head teachers to explore ways to develop the programme. There were encouraging signs of progress in each of the special schools. For example, in the summer of 2008, a trial one week summer club was organised at a secondary special school which was judged very successful. It is planned to increase the length of this to two weeks in 2009. This sort of provision is very much of the kind that parents want to have available in the summer and to be extended to other school holidays.

The key barrier here was at the school level, where extended schools staff had to work persistently on the concerns of schools to make progress on provision. The first of these concerns was the time children may have to spend travelling and away from home.  The second concern was about the quality of the clubs themselves taking place on their school premises. Schools felt a sense of responsibility for them even if they were not in fact responsible. A further concern was transport availability. Extended school staff were addressing these issues by discussion and by the incremental development of provision in each of the schools.

Recommendation
· School holiday care provision was repeatedly requested by parents and other professionals as what they wanted for the future. There was some evidence of progress on this, but compared to the demand this was thought inadequate. The schools could be further encouraged to allow their buildings and resources to be used more extensively outside school hours.

Special school family workers

A family worker’s role is to support links between special schools and the families of their children. There was every evidence in the special school where the role was observed working at first hand that it was very effective. The 16 parents and families represented in the meeting at the school all knew the family worker well and clearly trusted her. Two distinct advantages of the family worker were that she was very accessible to parents and that she was not an ‘authority figure’, being part of the school community. Regular contacts with parents’ families and children meant that she had a range of very detailed knowledge about the needs of the families and their children. 

There was apparent lack of knowledge among the parents of the short break provision that was available: dates, times, locations and suitability. It was suggested that school based family workers had the right contacts to pass on relevant information to parents. 

Recommendation
· Consider developing the role of family workers in all the special schools –with the co-operation of the schools- as sources of information about short breaks available for parents and children in their locality. This has the advantage that both existing LBC short break service users and non service users get access to information by word of mouth as well as, potentially at least, in printed form.

Fairway residential respite unit

Fairway provides residential short break care for children in the 5 -18 age group with a wide range of disabilities but cannot cater for children with complex medical needs. It was noted by staff that, despite the small number of beds, a comparatively large number of children access the facility. It is clear from parental interviews that such short breaks, especially overnight, are highly valued, but also that some parents are reluctant to allow their children into the care of others. There is a waiting list for access to Fairway and getting a place is dependent on social service assessment and the decision of the ‘Resource Panel’. This means that some families may wait a very long time for a placement.  However, once a package of care is agreed it can last until child is 18, hence a child might be attending Fairway on a regular basis for many years. This clearly has advantages for the resident children and their families, but substantially reduces the possibilities for wider use. 

A significant feature of Fairway provision is that it is ‘respite’ for families rather than seeking to develop the families’ ability to cope independently.  To address this, staff at Fairway recommended the development of training for families.  The idea here is to try to prevent crises arising in families by developing their ability to cope by doing more work with parents and families together in the home.  The model suggested was that of 'Supernanny' whose modus operandi, relevantly, was to stay with parents rather than doing some training and then leaving them to it and coming back after a month.

A number of other professionals consulted in the study also thought that parents valued the overnight or several nights’ breaks for them that they got from Fairway.  Critical views were expressed about the nature of the Fairway building, finding it not inspiring for parents visiting, not fit for purpose, and staff would like a new-build or much more appropriate facility to be available

Recommendations

· Further investigate, develop and implement a training plan for families to help them avoid crisis situations.  The plan and its effects should be carefully evaluated for effectiveness at determined intervals.

· LBC should consider, as part of AHDC, a new build facility for residential short break care and perhaps for other purposes. The current building was thought to be not fit for purpose partly because of the increasing number of children who came who were aggressive and were a potential danger to other children and staff. These children needed specific facilities to ensure their and other residents and staff safety. 
Keech Cottage Hospice

The hospice was very active on the day of this researcher’s visit with many people attending disability training courses, for which there were very good facilities. One parent elsewhere in the study commented on the value of the training offered at Keech in autism. 

There are five residential beds at Keech for children with life limiting conditions (LLC). There is no longer formally available overnight respite care; this was stopped 2 years ago, but people assume it still exists.  Keech was amenable to the idea of building further such provision if there was specific need and financial support.  Keech has been providing outreach care for LBC for 5 years now through the 'Closer to Home' programme, currently with one nurse working from Keech.  The hospice seemed to be trying to persuade Luton to be more involved in this form of short break care. It was thought that a proportion of parents did not actually want short break care at the hospice but actually wanted emotional support. They wanted to care for their children themselves and gained a strong sense of satisfaction from doing this.

Other professionals in the consultation were clear that a dedicated respite unit was wanted at Keech especially for the use of older children with LLCs for whom current opportunities in Luton were very limited.  
Recommendations
· Investment in ‘emotional’, listening and other non-residential supportive services might be considered. Extend the ‘Closer to home’ scheme in Luton.

· Consider exploring the idea of a dedicated respite unit at Keech.  This could include facilities tailored for the use of older children with LLCs whose current opportunities in Luton are very limited. 
Active Sport & Access 2 Sport

There is at least one club designated for disabled children and young people available every weekday evening.  These include activities such as dance, mini sports, and indoor athletics, and five swimming groups for a range of levels of attainment. The activities take place at a range of locations across Luton. In 2007/2008 Access 2 Sport‘s monitoring indicated that approximately 100 disabled children per week attended sessions.  However, attendances at the Access 2 Sport clubs actually visited by the researcher were low. There were currently no waiting lists for any activity apart from for swimming where safety and staffing issues were more problematic especially for children needing one-to-one tuition. Access 2 Sport also undertakes outreach work by visiting existing clubs for disabled children.  The researcher had already seen an Access 2 Sport member of staff encouraging physical activity at the Saturday Fun club at Lady Zia Wernher School. The main ways for parents to get information about Access 2 Sport sessions seemed to be by word of mouth and the internet. Researchers in their work in Luton did not see any other publicity for the sessions. It is unclear what other channels there are for parents to find out about this invaluable service. 

In terms of barriers to uptake of Access 2 Sport, staff felt that transport was the major barrier to children and young people attending the sessions. A further issue was what parents did while they waited for the children if they were too far from the venue to go home and have a ‘short break’ there.  A further point made by parents was that clubs are advertised as for ‘all disabilities’ when in fact this is not what happens for practical and safety reasons.  Nor is it what parents want, they were almost exclusively in favour of carefully differentiated clubs to meet the specific needs of their children. 

Recommendations 

· Information about the clubs should be more widely and easily available, and might emphasise the range of differentiated provision available.

· Monitor attendances at Access 2 Sport clubs to assess whether the awareness of these clubs and transport issues are being resolved.
CYCD (Centre for Youth and Community Development) Access Disability Project  

Two sessions are available weekly for disabled young people. The space available at the CYCD building means that only up to 17 young people can attend along with the 12 staff (four paid and eight volunteers) who care for them. Space also precludes use of larger resources.  It was noted that there is a waiting list of about 20 to join this group. The second club is sports based and is for able bodied young people with a range of other disabilities. The session is at Denbigh School Sports Hall and has space and staffing for about 7 young people. The Access Disability Project also runs a summer school and trips. 95% of the young people who attend the groups are of Asian origin the other 5% tend to attend just the summer school or the trips. 

Transport for both of these clubs is organised by the staff using a minibus and a paid driver and is not an issue. This organisation of transport means that the families clearly get a proper ‘short break’. There was reluctance to advertise the CYCD any further because, given the current space, the club is at full capacity.  Knowledge about the clubs is therefore only passed on the local grapevine. 

Recommendation 
· This organisation gave every impression of being very well run and its activities very much what the disabled parents and young people wanted. The researchers would recommend that further investment in it, to extend its provision to deal with some of the waiting lists.

Autism Bedfordshire 

The striking feature of this organisation was its commitment to developing its provision. On the Saturday morning of the researcher’s visit to the Loads of Autistic Fun (LOAF) Club the manager of Autism Beds was present along with the newly appointed Senior Development Officer and the new leader of its Luton activities. The varied and productive session was organised by two play leaders. The existence and nature of these posts together with the discussion between the staff present about developing the quality of play and activities demonstrated the focus of the organisation on the quality of its work. The new Luton leader had prepared a brief training session for after the session for Autism Beds staff; it was optional for volunteers. This was encouraging as knowledge and understanding is the basis of effective work. 

The LOAF newsletter ‘Pathway’ was referred to by all parents in the group as a source of specific and useful information. The LBC’s own Parent Partnership Newsletter was also found useful by most of the group. The Autism Beds Luton link group for parents meets on alternate Monday was very positively referred to as a source of discussion, information and contacts. 

Recommendation 
· Autism Beds is committed to developing its services through the appointment of Development Officers, Local Leaders and its management. On the basis of this there is every evidence that investment in this organisation would lead to further effective provision for children with disabilities in the autistic spectrum. 

· Researcher’s note: Whilst LOAF/Autism Beds and the CYCD/Access Disability scheme have been noted in this part of the report and recommendations have made re funding, it was clear from the research that all of the voluntary groups and sports groups were found to be providing a valuable resource and merited funding and support. 

NHS children’s services in Luton 

There was appreciation that there was inequity of short break provision in this area and that there were difficulties for children with very severe medical needs to access a choice of short breaks. It was felt that these could be improved by looking at recruiting suitably qualified nurses to deliver short breaks for families either in the home or outside. 

Problems were also noted to arise when parents were unclear about the package available and had unrealistic expectations. It was therefore very important for staff to carry out joint assessments with parents present in order to explore their expectations and enable them to understand the resource implications. Further, it was thought essential to have a lead professional in place who can liaise directly with parents and other agencies. The service should include a nurse to ‘lead’ on the children with complex medical needs to ensure that they have suitably planned short breaks.

Luton has a high number of children from BME communities who do not take up short breaks. It was thought that  this may be due to the fact that they are provided in venues that the BME community do not find acceptable and perhaps some work needs to take place to identify what this group requires.

Recommendations 
· Recruit suitably qualified nurses to deliver short breaks for families either in the home or outside.

· Develop the lead professional role to liaise directly between parents and other agencies. The service should include a nurse to ‘lead’ on the children with complex medical needs to ensure that they have suitably planned short breaks.
· Consider, in close consultation with BME groups, how best to engage BME families so that they might benefit from available services.
Educational Psychologist

From school contacts one educational psychologist is aware of the perception of imbalance of provision because those parents who are most insistent, or whose children get particularly noticed at school, might come to the attention of social service staff as priorities. There was also some perception of the fragmentation of the range of support services available for disabled children and issues of how parents and carers are informed and helped to access these services. ‘Care coordinators’ operate from 0-3 and ‘lead professionals’ after this. It was felt that although this worked in Luton ‘according to the national guidelines’, it was still an issue for concern and further development was needed for parents of school age children.

The psychologist has experience of BME parents resisting sending children on short breaks because they felt that it was their and their family’s responsibly to care. There was also experience of the tendency for this to continue until a crisis occurs and to some extent it was felt that there is a cultural element in this for BME families. 

Recommendation 
· The need for ‘lead professionals’ to help parents deal with the system was an issue for concern and one which needs to be addressed.

Finally, there is one overall recommendation that came from our research with both professionals and service users:

· There is a need to promote and develop more co-ordinated, co-operative and integrated services for children and young people with disabilities throughout the borough. This will not only benefit children and young people with disabilities and their families, but will also lead to greater work satisfaction among the professionals and voluntary staff.
CONCLUSIONS
Despite a comparatively short time-frame for the research, the number of professionals and service users consulted was high for this type of review.  As such we feel that the findings are an accurate representation of the views of both service users and professionals or voluntary staff and that the research has highlighted both areas of benefit and of particular concern.  Further, we believe that the recommendations indicate ways in which the services can be developed, both generally and specifically, to meet the requirements of the Aiming High for the Disabled Child initiative.  

As part of the research a number of potential methodological problems were overcome.  For example, the majority of the children who took part in the research had communication difficulties and parents were understandably sceptical about their ability to communicate their feelings to the researchers.  Nonetheless, it was possible to ascertain the benefits and shortcomings of the respite and short break services by using simple yes and no options, observing children and young people in their short break environments, and by using aided interviews and focus groups for these young people.  In addition, parents’ comments about their children’s responses to the short breaks further contributed to the evidence.   Another concern when interviewing children is that they feel inhibited in front of adults and may present socially desirable responses.  However, the nature of these children’s disabilities means that there is less likelihood of such inhibition and we feel confident that their responses reflected their feelings.

In terms of previous research, the findings were very similar with regard to parents and carers needs, and to the benefits that respite care and short breaks can offer children and young people with disabilities.  Further we felt that where children were accessing services they were, in general, meeting the goals of the Every Child Matters initiative within the constraints of their disabilities. 
The recommendations indicate where there are shortcomings and where services need to develop within the AHDC priority areas.  There was overlap between recommendations arising from the service users consultation and that of the professional and voluntary staff, notably concerning the provision of dedicated overnight respite care, school holiday provision, the value that voluntary organisations contribute, and cultural issues.

We recognise that there are many individual recommendations, however it is possible to identify a number of key areas for priority development in order to meet the requirements of the Aiming High for the Disabled Initiative:
· Budget contraints and increasing capacity for unmet needs

· Improving information and awareness among parents

· Developing increased capacity for overnight residential care

· School holiday provision and the extended use of schools

· Greater transparency and equality for parents

· Support for voluntary organisations

· Addressing the cultural requirements specific to Luton with regard to BME groups

Whilst at first glance this review may seem somewhat challenging, it is important to note that there is good work being carried out and that some children and their parents or carers are benefiting.  However, hopefully this report has made it clear that there are serious shortcomings in some areas and that, specifically in Luton, as the population grows and as BME groups become more open to accepting support, more help will be required.  Moreover many aspects of care and support could be improved and would benefit from extra funding, support, training, information or co-ordination.

We very much look forward to the opportunity of being re-invited to review these services in a few years time to see how these issues have been resolved and how the requirements of the Aiming High for the Disabled Child initiative have been met.  We wish you every success in your endeavours to resolve the shortcomings as it will benefit everyone: the children and young people, their parents and carers, and the professionals. 
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APPENDIX A – questionnaire for professional and voluntary staff
Luton Borough Council (LBC) and the University of Hertfordshire

Inquiry into service providers’ views on the quality and effectiveness of provision for short break care for children and young adults with disabilities in Luton Borough
My name is ….. and I am a research assistant working for the University of Hertfordshire, Centre for Community Research. I am writing to ask if you would kindly respond to this questionnaire which the Centre has been asked to carry out by LBC as part of the Aiming High for Disabled Children initiative, through which the council is seeking to plan to transform its short break provision over the next 3 years.

The purpose of this questionnaire is to gather information from you, based on your expertise and knowledge of Luton’s current provision, which will help the Council develop its plans. Your suggestions and ideas, including those of your staff, are very much welcomed as part of this process.

This questionnaire is being distributed to all short break providers and will be analysed completely independently of Luton Borough Council, so no individual comments will be identifiable to anyone but the research team -and particularly the assistant evaluating the responses. Note that your responses will be destroyed when the final report is written in December 2008 and that you are under no obligation to take part. The outcome of the inquiry will be a report sent to the Luton Borough Council in December 2008 which you can ask to see. 

Name: 



Organisation:

Nature of children’s disabilities you provide for:

Describe your short break provision: 

Question 1 is about the services that you provide or organise for children. In your view and experience how do the children themselves benefit?
(a) Identity the successful and effective elements of the service of short breaks for the children for whom you provide or organise care. Any comments identifying why you think these are effective may well be helpful for the Council in spreading good practice more widely.

(b) From your perspective are there significant difficulties in the provision as far as it affects the children in your care directly? What are they? Why do they happen? What could be done, perhaps by LBC, to improve future provision?

Question 2 is about your relationships (where relevant) with parents or carers of the children you care for or organise care for and the benefits of short breaks for them.
(a) What helps you to build effective relationships with the parents or carers of the children for whom you provide short breaks? How do you think the parents and carers benefit from the short breaks? 

(b) What barriers have you met in developing these relationships to make the breaks work well for parents and carers? How have you tried to tackle them? Again, if there are features of your practice that might be useful to others we would be delighted to find out about them. 

Question 3, for those who work in collaboration with LBC - if you are employed by LBC go to question 4, is about the organisational service provided to you by Luton Borough Council 

(a)What are the effective features of your relationships and contacts with LBC? What makes them work well? 

(b) From your perspective what are the barriers to this aspect of the service being better? How might they be overcome to develop future provision?

Question 4, for those who are employed by LBC, is about the organisational service provided   by yourself through Luton Borough Council 

(a)What are the effective features of your relationships and contacts with service providers outside of LBC? What makes them work well? 

(b) From your perspective what are the barriers to this aspect of the service being better? How might they be overcome to develop future provision ?

Question 5 is about ethnically sensitive practice and provision 

Are there any particular issues relating to ethnic  or cultural issues which you think may affect take up or delivery of short break services?

Thank you for your time in completing this questionnaire

APPENDIX B – basis for parent/carer interviews and focus groups

Good m/a, I’m ….and I’m a researcher at the University of Hertfordshire.  We’re carrying out research on behalf of Luton Borough Council into the respite care and short break services available for children with special needs  who live in Luton.  We’re going to be asking parents, professionals and children themselves what they think about the services and whether they meet their needs.

Obviously, any views that you have will be shared within this group, but they will remain completely anonymous in our report – we want to know what people think, not who thinks what, so please feel free to be honest and open.  I’m going to record the session simply because I can’t take notes quickly enough, but once I’ve gone through the recording it will be deleted.  (GIVE OUT CONSENT FORMS)

1. Have you come across any barriers for you and your child in accessing short breaks?  What are they?  (What stops you from using the service?).   

Av: organisation and communication – are they aware of what’s available, 'key worker' 'care co-ordinator' and 'lead professional'?

2. Let’s start off with the benefits of using these services.  As parents or guardians, what do you find are the benefits of using these services?

3. What about your children – the ones who make use of the service – what benefits do you think they get from respite care?  (If any?)

4. Aside from these benefits, what’s good about the service – what works well?  This is important so that the council know what’s worth continuing with and what can be passed on within the service as good practice. 

For you?



For your child?

5. And what doesn’t work so well in short breaks?  Are there any bad points?  

For you?

For your child?
6. Do you feel comfortable about using the short breaks services?

· is there anything that makes you feel uncomfortable?

7. How about the safety and well-being of your child when they’re using a short break service – are you happy to trust others to look after your child? Has it ever been an issue for you?

8. On a practical or cultural level have you had any difficulties or concerns over using short breaks services?  For example – availability, timing, issues related to your culture or ethnic background?

9. Before we move on to how you would like to see the service improve, are there any experiences that you’ve had of short breaks that we haven’t covered so far that you think are important?  

10.   So, moving on, how would you suggest the services could be improved upon from your point of view?

· generally

· what else would you like to see that would help your child develop in the short breaks services provision?

11. What else would you like to see that would help you in your care for your child?  (Av: more, longer, closer, etc)

12. Are there any other messages that you would like to give to those who plan and provide these services – any things that we haven’t covered?

Thank you very much for your time.  Just to reassure you again, all the information will be held securely and all the findings will be reported anonymously.  Once the final report has been written for Luton Borough Council any records will be destroyed.  All the information you’ve given today will help Luton to develop its short break services for children with special needs and disabilities.
APPENDIX C – basis for informal talk with children and young people

Age of Child…………….   Gender: 

Hello, I’m ….. and I’m trying to find out what children like you think about the short breaks that you might sometimes have when you go and stay with a friend or at somewhere like Fairway.   I’m doing this because I’ve been asked to find out what you think of the places you go, whether you like them, or you’d like to go more often, that sort of thing.

Are you happy to tell me about the times when you go to stay somewhere else other than with your mum or dad (carer)?   I’m going to record what we say because I won’t remember it very well later on, is that ok?

Note the type of short break and respite service accessed.

Where do you go to?

Do you like going there?

Yes

No

Why’s that?





Do you have fun there?

Yes

No

What sort of activities do you do there?


Do you like doing that?

Yes

No

Do you have friends there?

(same friends each time?)

Do you get time to spend with your friends there?

Yes

No

Do you feel safe when you’re there?  

Yes

No

And well looked after?

And what about the people that work there - the ones who help you to do things – do you like them?

Yes

No

Do you find you can talk to them – can you tell them what you want? Yes

No

How about other people – do you talk to them too?

Yes

No

What’s the building like – is it cosy.
????

Yes

No

And when you’re at ….. do you have any choices about what you do?  Yes
No

And do you get to choose when you do things?  


Yes

No

What about food – are you able to choose what food you want to eat?  Yes

No

Would you like to go more?  More often that is.
Yes

No

Or would you like to go less?

Yes

No

When you go there – is it easy to get to?  
Yes

No

Do you mind the travelling/journey?

Yes

No

Is there anything that you think would make your time there better?

Other comments:

Are there any things that you would like to do that you don’t do as part of your breaks?  e.g. shopping, DVD/TV, music, play on computers 

Thank you, you’ve been really helpful.  
PAGE  
8

