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Abstract

Approximately 3000 children and young people with learning disabilities attend residential schools or other residential placements. Many of these young people have complex needs and their placement reflects a failure of local provision to support their families and provide inclusive local services. Such placements reduce family contact, increase young peoples’ vulnerability and accentuate the difficulties of transition to local adult provision. We should reduce the need for residential school placements by substantially improving the quality of family support and the capacity and inclusiveness of local services. Returning young people to their local communities requires a significant improvement in local authority planning so that local capacity can be developed to meet their needs. 

Introduction

Policy and practice regarding children with learning disabilities (LD) have changed radically in the past 40 years. Before the 1971 Education Act, children with severe LD were legally ineducable; now all have a legal entitlement to education and over a quarter attend mainstream schools (Mittler, 2007). In 1974, 4,450 children with intellectual disabilities lived in long-stay hospitals as part of England’s then 40,000 plus institutionalized learning disabled population (National Development Group for the Mentally Handicapped, 1977); now, only one long-stay hospital remains open and it is scheduled to close by 2009 (Learning Disability Task Force, 2004). These changes are exemplified in the Disabled Children’s Standard of the National Service Framework for Children: “Children and young people who are disabled or who have complex health needs receive co-ordinated, high-quality child and family centred services which are based on assessed needs, which promote social inclusion and, where possible, which enable them and their families to lead ordinary lives”(Department of Health, 2004).

Inclusion, however, is not without its casualties. Children who, forty years ago, would have lived in long-stay hospitals now live with their families and attend local schools. Yet support services for families often remain poor quality, unsuitable or inaccessible (The Parliamentary Hearings on Services for Disabled Children, 2006) so it is not surprising that a significant number of parents still want or would consider residential care for their child (Llewelyn et al., 1999; McIntyre et al., 2002). Schools also often struggle to cope. Kiernan & Kiernan (1994) estimated that about 35 children move from local SLD schools to residential provision each year. Indeed, disabled children are much more likely than non-disabled children to be in residential care (5.7% vs 0.5% according to Gordon et al. (2000)). So, despite the focus of policy being inclusion (Department for Education and Skills, 2004; Department of Health, 2004), some young people are excluded from mainstream social and educational opportunities. 

In this article I will review recent research on these issues. I will focus on the following questions:

· How many children with LD attend residential schools?

· What are the characteristics and experiences of the children attending residential schools?

· What are their families’ experiences?

· What happens after residential school?

We do not have complete answers to these questions. Such answers as we have suggest that we continue to fail to support adequately children with complex needs and their families and the article will conclude with a discussion of how we can do better.

Numbers and costs
Since 2002 the SEN Regional Partnerships have conducted annual surveys of out-of-authority placements made by English local authorities. 133 local authorities (89%) provided the most recent data (The Regional Partnerships, 2007). The figures below are based on re-analysis and extrapolation of these data to England as a whole. Placements in January 2007 totalled 10,478, 5,034 of which were residential. Residential placements include schools attended by the child on a weekly basis (returning home every weekend), those attended by the child 52 weeks of the year, and a number of variations in between. The data gathered do not allow a definitive calculation of the number of children with learning disabilities. Rather, estimates are based on the primary special educational need classification of each child. These estimates are inevitably flawed, especially as many children will have more than one special need and this information is not gathered.

For the purposes of estimating it is assumed that most children with a learning disability will be classified as SLD (severe learning difficulty), MLD (moderate learning difficulty), ASD (autistic spectrum disorder) or PMLD (profound and multiple learning difficulty). There will be children with ASD who do not have a learning disability but this is countered by there being children with other primary special needs (e.g. hearing impairment; multi-sensory impairment; physical difficulty; speech, language and communication needs; visual impairment; behaviour, emotional and social difficulty) who will have a learning disability but are not counted.

Table 1 about here

Table 1 suggests that 1871 young people with a learning disability attend a residential school, 678 of them 52 weeks a year. Comparison with previous surveys suggests that the overall figure has remained fairly stable though with an increasing proportion of 52-week placements (see Table 2). Swings in the overall data may reflect differences from year to year in the authorities contributing.

Table 2 about here

The same data suggest there is substantial variation in the use made by authorities of placements, with the highest number (per 1000 population) being 27 times the lowest. The total cost of the six hundred and seventy eight 52-week placements was £108 million (£159,000 per placement per annum), an increase of 40% since 2005 when the average cost was £130,000.  Concern has been expressed frequently about the number of children in residential school who are not “looked after” (Abbott et al., 2001). In 2007 25% of all those in 52-week placements (including those with other primary special needs) were not “looked after”.

The above figures may underestimate the number of young people in residential schools as they do not include those in “in-authority” residential schools. Re-analysis of the data from the Pupil Level Annual School Census (PLASC) presented by Pinney (2005) suggests that, in 2004, there were 1586 children and young people with a learning disability (using the same primary special educational need categories as above) attending maintained and non-maintained residential schools. The PLASC does not include approximately 3370 children with special educational needs boarding at independent schools. If a similar proportion of those have a learning disability then the overall total would be 2462. Additionally, there are many other young people with a learning disability in other forms of residential placement. While definitions are not comparable the data presented in Pinney’s report allows an estimate of the number of children in “social care” (e.g. residential homes) and “health” (e.g. assessment and treatment units) placements. In 2003 there were 730 children with “communication and learning impairments” in social care placements (excluding children who were also in residential school placements and so already counted) and 263 children with “mental retardation” or “pervasive developmental disorders” in Health placements for more than 6 months. An overall estimate then for the number of children and young people with a learning disability who spend most or all of their time in residential placements would be in the range 2864 to 3455, the former being an extrapolation from out-of-authority placement data, the latter an extrapolation from PLASC data. Even these figures exclude children in foster placements or in other short-term out of home placements.

Children and young people

The above provides information about the number of children but tells us little about their characteristics. Pilling et al. (2007) surveyed 9 schools providing 52-week placements. Class teachers or key workers completed a short questionnaire about 156 children. Analysis of the questionnaires produced the following main findings:

· 77% were male

· Average age was 15 years (range: 8-19)

· 75% were described as having an autistic spectrum disorder 

· 88% were independently mobile

· 8% were noted to have a visual impairment, 3% a hearing impairment

· 46% had no understandable speech

· 99% presented challenging behaviour with 91% displaying aggression.

The typical child then is a male teenager who is mobile, autistic, with poor communication and displays high levels of challenging behaviour including aggression. A survey of parents of children attending residential schools provided a very similar picture (McGill, Tennyson et al., 2006) as did (with the exception of the proportion described as autistic) a study of children attending one residential school in the period 1980-1995 (Emerson et al., 1996). The autism difference probably reflects the broader use of an ASD diagnosis. Comparison with the children attending day SLD schools (Kiernan & Kiernan, 1994) suggests that the residential school population is older, with more males and a much higher prevalence of challenging behaviour. We do not know, however, anything about possible differences between children attending 52-week schools and those attending other residential schools/placements.

We also know little about the experiences of young people at residential schools. Abbott and colleagues (2001) interviewed children attending a number of residential schools. Children (with a range of special educational needs not always including learning disability) would, in general, have preferred not to attend residential school and reported being homesick. A number, however, reported positive experiences such as making friends and being bullied less. These reports are likely to have come from children without, or with a mild, learning disability. The only available information about the experiences of children with severe LD comes from an observational study of activity and interaction in one UK 52-week school (Smith et al., 2007). This found low levels of both child engagement in meaningful activity and staff interaction. The levels were comparable with those in adult residential services.

Pilling’s study also considered aspects of children’s experiences. Challenging behaviour was managed in various ways including with medication (28%), restraint (69%) and seclusion (30%). No information was gathered on the use of more proactive support strategies. While children had access to many health and social care providers, input from psychologists and speech therapists was typically no more than occasionally or every three months. Although this might well be more frequently than that available in most local special schools, it seems less than optimal given the extent of children’s behaviour and communication difficulties. Higher rates of participation in community and leisure activities were reported in comparison to a sample of adults living in residential care and schools had higher staff:pupil ratios than typical in local special schools.

Family experiences
Two studies have explored family experiences before or after their child’s residential school placement. McGill, Tennyson et al. (2006) surveyed 73 families and conducted telephone interviews with 14, all of whom currently had a child attending a 52-week school. Parents reported very poor experiences of professional support prior to their child’s placement. Such experiences were explored subsequently by McGill, Papachristoforou et al. (2006) who surveyed a different group of families specifically about the support received around their child’s behaviour. Most were dissatisfied with the services received and many reported receiving no or no helpful support (see Table 3).  Parents’ comments were characterised by seven main themes: 

· experience of insufficient help and support. For example, “times when we have reached crisis point … nowhere to turn to”;

· insufficient respite provision. For example, “the pot luck aspect of respite care … most effective tool for coping – is a national disgrace …and is getting worse”;

· perception that professional staff and/or services lacked understanding of challenging behaviour. For example, “I am aware of his behaviour triggers but I cannot … get the support or understanding outside of my care to ensure my child’s behaviour is managed”.

· interaction with services as a constant battle. For example, “I feel that unless … make a nuisance … pester people to death, nothing is done”;

· family strain. For example, “children … restrict daily life for other family members”;

· having to find out everything for themselves. For example, “I had to … [know] more about the condition than doctors”;

· experience that useful support only came from family members, friends or other parents. For example, “The most support … has been from other Mums with similar children and experiences”.

Table 3 about here

In both studies parents endorsed the importance of available and helpful short breaks (respite) but many (half those surveyed by McGill, Tennyson et al. (2006)) reported their poor availability and significant numbers (18-36%) reported that their child had been excluded, usually because of challenging behaviour. McGill, Tennyson et al. (2006) asked parents why their child had gone to residential school. Reasons included breakdown of local supports (e.g. “excluded from the 2 schools identified by the council”) and family breakdown (e.g. “we couldn’t cope anymore…I had a breakdown and ended up in a mental ward”). 

McGill, Tennyson et al. (2006) also sought parental views of their child’s residential school placement. Generally, parents rated placements highly except in respect of their distance from home and, for a minority, in respect of the quality of direct care staff. 73% of placements were more than 50 miles from the family home and most families would have liked their child to attend a closer school. Distance from home to school was related to visiting frequency - 95% of families living closer than 50 miles visited their child at least monthly but only 50% if more than 100 miles away. 16% of the parents provided information about three previous schools attended by their child. There was a clear increase in the median distance from home to school from 25 to 125 miles over the four placements.

Parents rated their concern about their child’s future. 75% were “extremely worried” about the availability of suitable, future services. Worries related mainly to the absence of future planning, their concern about inappropriate placements resulting from funding limitations and concerns that it might be expected that their son/daughter returned to live with them. Many parents expressed very strong concerns. One mother said “his future is just such a big, dark thing…so many things that could go horribly wrong”, another that she “was terrified about the future”. Some concerns related to difficulties parents had gone through in obtaining their child’s residential school placement: “I’m almost phobic about going through that process… it was so traumatic last time”.

Life after residential school?
The Commission for Social Care Inspection (2007) has drawn attention to the “nightmare” of moving from children’s to adults’ services for young people with complex needs and their families. Documented difficulties include failure to plan ahead for known needs (HM Treasury/Department for Education and Skills, 2007), a general lack of welcome and provision in post-school mainstream education (Ward et al., 2003), a reduction in the level and amount of service provision (meaning that work done with children may, effectively, be “wasted”) (Beresford, 2004) and an over-riding lack of coordination between social care, education, health, housing and other services (The Parliamentary Hearings on Services for Disabled Children, 2006). These difficulties are particularly significant the more complex the young person’s needs and for children in out-of-area residential placements. The family experiences described above included many examples of the impact of these difficulties. Often parents reported that no future placement had been arranged despite the date of leaving residential school being imminent. “We are concerned where she will be going” said the grandmother of a 19 year old leaving school in 7 weeks. One mother reported the very recent planning of a new placement for her son: “he has to leave his present placement in about a month and it’s been really hard to pin social services down but they got their finger out and he’s now got a flat”. Most had less happy experiences: “we have tried to get them on board since he has been 16½ asking why we had no input from the young adult team…he is 19 soon and we have heard nothing”. Such experiences were sometimes accompanied by fears that parents would be left to pick up the pieces: “I do know children who haven’t been found a placement and have gone home… it was horrendous for the family and the young adult”.

These experiences contrast with parental views on factors that aid transition. Heslop & Abbott (2007) identified four such factors:

· being well-connected with other parents and with key professionals

· being proactive

· being kept informed through the provision of sufficient and adequate information

· knowing that sufficient time was allowed for planning and preparing for the next move.

In terms of what actually happens, beyond anecdote we know little. Smart (2004) followed up the families of 17 young people who had left one residential school within the previous 1-4 years. 4 had experienced a placement breakdown as a result of challenging behaviour, one had been removed by his family because his placement was inappropriate and others reported “gross malpractice” in placements. These findings are small scale but consistent with the generally poor quality of the transition process. Return to the local area is very difficult to achieve. Instead young people are “found” adult placements in residential care homes or colleges where they join the 11,000 adults placed out of area (Department of Health, 2007). Local services, unable to meet their needs as children, turn out to be no better placed to do so when they become adults.

There are, however, alternatives. In one area we helped develop a new local service for young people previously in residential school or other out-of-area placements. This service is explicitly for local people, it does not seek to import young people from other areas. It has enabled 4 young people with complex needs to return to their local area and access their mainstream Further Education College while being supported to live in a small group home – if you like, a specialist “hall of residence” model. The service is explicitly transitional, for young people in the 16-25 age range, recognising that, at this age, it is often too early to identify “lifetime” placements and also too difficult given the young people are a long way from home. Developing this service was not at all easy as it flew in the face of typical practice (Cooper, 2005). It took many years of family and professional advocacy and a commitment to extensive partnership working. Its successful development also depended heavily on the timely arrival of funding associated with the implementation of Valuing People. One of the young people benefiting from this service is described in Box 1.

Box 1 about here

Summary and Conclusions
Approximately 2000 children and young people with learning disabilities attend a residential school, almost 700 of them 52 weeks of the year. Including social care and health placements the number of children living away from their families rises to approximately 3000. These figures suggest a surprising conclusion. Despite the move away from long-stay hospitals and policies of inclusion we now exclude from their local communities nearly as many children with learning disabilities as we did in the 1970s. 

It is also clear that these are not just 3000 randomly selected children. Rather they are (mainly) teenagers with a range of complex needs, particularly perhaps the combination of severe learning disability, autistic spectrum disorder and challenging behaviour. Research has focused on 52-week residential schools so this conclusion must be tempered by our lack of knowledge of the characteristics of children in other residential placements. It appears, however, that children with the most complex needs are most likely to be placed in a residential school. We know very little about their experiences in those schools but enough to be at least concerned about the benefits of such placements. We certainly know that residential school placement, especially distant to the family home, will likely lead to reductions in family contact. Such reductions leave children, already vulnerable because of their severe disabilities, at great risk. The continuing failure to ensure that all children in such placements have the protections of the Children’s Act is of great concern.

Studies of families’ experiences consistently suggest that the support provided while they are looking after their child is very poor. Instead of receiving the same kind of training that staff receive automatically they are left to struggle alone putting both the child and themselves at risk. Instead of expert support to proactively manage their child’s behaviour they receive nothing or input from professionals who know no more about it than they do. Instead of partnership with local services they have to fight for the services they get and are always at risk of having their child excluded. As one Mum in a recent study put it: “The SLD School were phoning saying ‘can you come and pick him up?  We can’t cope.’  I just think yeah it’s me on my own here, you’ve got a whole team of people” (Wodehouse & McGill, submitted for publication). It is not surprising if the combination of inadequate support and their child’s complex needs is too much for some families to cope with and, in desperation, they seek a residential placement. Children rarely return from a residential school to a more local educational placement. Indeed, a move further away is more likely. Consequently, when the child leaves school providing a local service for them is extremely difficult.

I conclude with three recommendations for change. First, however, it is important to say something about the strengths of residential schools both to avoid an interpretation that they are in any sense the “baddies” of this story but also because we can learn a great deal from these strengths. The existence and growth over time of residential schools reflects the demand for their services. These services include the capacity to cope with most of the children that local services and families cannot cope with. This capacity reflects the degree of expertise and specialism developed by many schools particularly in the areas of challenging behaviour and autism. We should do everything we can not to lose this knowledge and experience. 

It would clearly be much better if far fewer children and young people had to leave their families and travel halfway round the country in order to access specialist knowledge and experience. If we are to reduce the need for residential school (and other residential) placements I would suggest we should do the following:

1. Substantially increase and improve the quality of family support. Such support needs to be provided early, family- not professionally-centred, providing training and evidence-based guidance around challenging behaviour and facilitating access to a range of local provision (especially appropriate short breaks). Given the experiences families recount and the reasons for residential school placement such an approach should significantly reduce the demand from families for out-of-home care.

2. Substantially improve the competence, coverage and inclusiveness of local services for children with the most complex needs. This means having schools and short break services skilled enough to work with all the children who use their services so that it is not necessary to exclude anyone. It means proactively identifying families “at risk” of later breakdown and providing the kind of support described in 1. It means having a network of local services so that problems in one area of a child’s life do not have to lead to residential school placements. For example, if family breakdown is unavoidable a local means of supporting the child in another family or in a residential situation would mean that the child is not also excluded from their local community or school. Similarly, where the school placement is failing but the family are coping, great effort should be expended in supporting the child to remain in his existing or another local school.

3. Substantially improve local authority planning so that commissioners know exactly how many and which young people are currently out-of-area (across education, social services and health), that they maintain an up to date picture of their and their families’ needs and aspirations, that they have working and regularly up-dated transition plans for each young person and that the transition plans are used to guide the development of local capacity to provide the necessary supports when (not if) the child returns to their local area.
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Table 1 Estimated number of children and young people with a learning disability attending out-of-authority residential schools as of January 2007

	Primary special need
	Residential weekly
	Residential fortnightly
	Residential termly
	Residential 52 weeks
	Total

	ASD
	320
	43
	373
	355
	1091

	MLD
	81
	10
	63
	51
	205

	PMLD
	27
	1
	48
	54
	130

	SLD
	73
	11
	143
	218
	445

	Total
	501
	65
	627
	678
	1871


Table 2 Changes in the estimated number of residential school placements 2004-2007

	Placement
	2004
	2005
	2006
	2007

	Residential (all types)
	1847
	1735
	1897
	1871

	52 week
	504
	592
	626
	678


Table 3 Parent reports of provision of help around their child’s challenging behaviour

	Type of help
	Not provided
	Not helpful
	Helpful

	Medication
	47%
	36%
	17%

	Psychological
	29%
	44%
	27%

	Communication
	42%
	23%
	34%

	Respite
	32%
	29%
	39%

	Anything
	4%
	42%
	53%


Box 1

One of the young people involved had previously spent 10 years in a 52-week school 270 miles from his family home. He now lives with 3 others in a house 5 minutes drive from his family home and has attended College for the last 2 years. An evaluation 6 months after his return showed that he had greatly increased contact with family/friends, participated in an increased range and frequency of community activities, was able to make more choices, was more engaged in meaningful activity and showed a reduction in the intensity and frequency of his challenging behaviour. His mother said “we can see each other on a regular basis which was impossible when he lived 270 miles away”. 
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