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Introduction 
This article seeks to contribute constructively to current discussions arising from plans to develop a new national learning disability strategy. Although the Department of Health has indicated that the new strategy “will not involve any radical departure from existing policies” (letter from DoH, 11 May 2000), the significance of a national strategy should not be underestimated. The “inconsistencies in service delivery” (op.cit.) that the new strategy seeks to eliminate are, from another perspective, a plurality of service provision actively encouraged by successive governments’ unwillingness to dictate local provision (Mansell, 1994). That a national strategy should be developed suggests that the policy sustained for many decades, of providing a framework within which local autonomy can thrive, has been rejected or, at least, forgotten. In this context it is important to note that, while the strategy is described as “new”, there is no “old” one for it to replace. There may be many local strategies but there is nothing, deserving the term “strategy”, currently operating nationally. This is likely to be significant in respect of strategy implementation since existing management processes will themselves have to be revised to enable implementation of a national strategy in local contexts.

Lest this seem rather carping, let us say immediately that we believe the development of a national strategy is important, indeed essential, to improving services for people with learning disabilities. Plurality of service provision has, too often, meant allowing many local services to continue to be of poor quality. Local autonomy has, too often, meant isolation, indeed insulation, from new ideas and new practices. A national strategy that aims “to ensure that all services reach the level of the best” (op.cit.) is to be very greatly welcomed.  Despite the spin, it should, however, be recognised for what it is – a radical departure from existing policy – and, as such, something that will neither be implemented easily nor without cost. The real issues in the determination of the strategy are not, for example, how many people with learning disabilities should be allowed to live in the same house but the very fact that this might begin to be nationally determined and monitored.

National strategies need to be informed by evidence and need to say how change, as well as what change, will be achieved. Accordingly we will seek to 

· Summarise where we are now (what we know about how to support people effectively and what we know about how well we are doing it)

· Identify some new goals/outcomes to which we might aspire 

· Identify the kinds of change strategies that are required (including the organisation and delivery of services, the provision of training and support for staff, and the role of research and development).

In considering these issues there are, clearly, many ways in which the field of learning disability can be, as it were, divided up. One way is reflected in the subgroups developing the strategy. We have chosen a different approach. Since, as the DoH makes clear, the strategy will retain the existing policy that “services should be arranged on an increasingly individual basis, taking account of age, needs, degree of disability, the personal preferences of the individual and his or her  parents or carers, culture, race and gender” (LAC(92)15), we have chosen to focus on the experience of individuals (primarily adults) with learning disabilities. The rest of this paper considers individual experience from a number of different perspectives, different angles on how we define ourselves and those around us. We will consider the following:

· Where people with learning disabilities are

· What they are doing and the support they are getting

· Who they are with

· How they feel

· How safe they are

· How they are changing.

Where people are

· Residential and day environments

· Segregation/integration

· Service models

· Congregate/institutional care

· Families/informal care

Evidence

In residential care, the major characteristic of the last thirty years has been the replacement of institutions with community residential services. In England, the number of adults in institutions has declined from 49,000 in 1969 to no more than 7,000 in 1999 (Mansell, 1997; Department of Health, 2000). There has been substantial growth in community-based provision, though not sufficient to meet the targets set in the 1971 White Paper Better Services for the Mentally Handicapped. Growth has been accompanied by marked variation in the level of provision between different parts of England and evidence of a growing shortfall in the amount of residential care given the age structure of the population (Emerson & Hatton, 1998). This is likely to result in an increased burden of care on ageing relatives and access to residential care only in extreme crisis rather than as a well-planned transition. 

The type of residential care developed to replace institutions ranges from new institutions typically congregating 40-100 people on one site (sometimes the site of an old hospital), through large ‘residential homes’ or ‘hostels’ serving 10-40 people to group homes (3-10 people, typically larger in the private sector (Raynes et al., 1994) and individual placements or ‘supported living’ (Howard, 1996; Kinsella, 1993). Although there is evidence that, in general, group homes offer higher quality than the larger types of service there is also great variability within the same type of service (Emerson & Hatton, 1994). Community services are often not sufficiently competent at responding to challenging behaviour, so that people with challenging behaviour are much more likely to be excluded to larger congregate care settings, often grouping people with similar problems together (Department of Health, 1993). Although these services may contain challenging behaviour successfully, they do not offer as good a service as carefully designed smaller scale placements (Emerson et al., 1992; Mansell, 1995).

In day care, the growth planned in the 1971 White Paper has nowhere near been achieved (precise data on day services is no longer provided by the Department of Health) (Mansell, 1997) and there is evidence of enormous variation in levels of provision between different areas (Mason, 1998). In the large day centres there has been a shift towards sessional attendance, increasing the workload of families and staff in residential homes. Deinstitutionalisation programmes have also not always included resources for day services (a significant minority of people in institutions did not receive day care in any case). The shortage of day placements, together with evidence that they may sometimes be of poor quality (Pettipher & Mansell, 1993), has led to innovative schemes of accessing community facilities in small groups, greater use of further education provision and supported employment (Department of Health, 1999b). Despite some evidence that these alternatives are much better than traditional day care (Allen, 1994; Beyer & Kilsby, 1997), wider development is hampered by central government policy on education (Dee, 1998) and social security (Melling, 1997).

Moving out of institutions has also brought people with learning disabilities into contact with a much wider range of public services. What little data there is suggests that equal access requires orientation, training and support for public services. Where this is present it can bring benefits for other people as well as those with learning disabilities (Mason, 1999), where it is lacking people with learning disabilities continue to be at risk of exclusion (Murphy, 2000).

What needs to happen

The evidence base suggests that a national strategy should seek to develop a greater number of places for people to live with support, best value being offered more by small group/supported living arrangements than by large group or campus style settings (Emerson et al., 1999). This strategy for supporting more people in better quality ways should include those individuals (such as people with challenging behaviour) who remain at risk of institutional placement. Extensive development of day services is also required and should be accompanied by a commitment to stopping the exclusion of people with learning disabilities from public and community services that is currently so common. If small-scale, more local and more inclusive services are to develop, local commitment will have to be supported by a national performance management framework that removes the perverse incentives currently present in the system and sets targets consistent with what is known about the best local performance. A changing pattern of services will create demands on the capability of staff and provider organisations.

What people do and the support they get

· Choice

· Competence, skills and engagement

· Day services and employment

· Staff issues, training

· Family support

· Communication

Evidence

By definition, children and adults with learning disabilities need more support than typical members of the population. They receive that support from family members (especially mothers), the paid staff of a multiplicity of private, voluntary, health, educational and social care organisations, and volunteers. The quantity and quality of support that are provided determine, in large part, the lifestyle and life satisfaction of people with learning disabilities. Studies of support suggest that it is often provided in insufficient quantity and is of very poor quality. For example, in staffed houses for people who had moved out of long-stay hospitals, users received contact from staff an average of just over 2 hours in a 16-hour day (Emerson & Hatton, 1994), while in 15 residential homes reviewed by the Social Services Inspectorate, users received assistance to perform activities 3.6% of the time observed (Felce et al., 1999). In general, people with severe learning disabilities receive no more support and interaction than more able people and may receive less (Felce, 1996). As a consequence, many people with severe and profound learning disabilities spend large parts of the day doing nothing - sitting, standing or pacing (Emerson & Hatton, 1994). This means that the extent to which they can participate in everyday activities is mainly determined by their own skills - people with severe and profound learning disabilities do much less than people with mild or moderate learning disabilities. Similar problems exist in traditional day services (Pettipher & Mansell, 1993).

While such findings are typical, they are countered by the atypically positive outcomes found in demonstration projects (Felce, 1988; Mansell, McGill, & Emerson, in press). Better outcomes have been associated with the use of an ‘active support’ model of care (Jones et al., 1999; McGill & Toogood, 1994), and with effective leadership and staff management (Emerson & Hatton, 1994). Similarly, supported employment programmes show higher levels of engagement, at least among less severely disabled clients (Kilsby & Beyer, 1996).

Levels of user competence or independence typically increase dramatically when people move from institutions to community services, but then reach a plateau (Cambridge et al., 1994). Although there is much evidence that independence can be increased through skilled staff support (Berkson & Landesman-Dwyer, 1978), the methods required are rarely used in practice (Hile & Walbran, 1991).

Studies of the choices open to individuals with learning disabilities suggest that people now have more choice over everyday matters (such as the food they eat, the clothes they wear) but not much choice over big decisions (who they live with, what they do during the day) (Stalker & Harris, 1998). ‘Choice’ is sometimes used by staff to justify leaving service users to do nothing (Mansell, 1996).

Perhaps the most neglected aspect of work to support participation, independence and choice is communication. Communication difficulties are common in people with learning disabilities (Blackwell et al., 1989) yet typical patterns of staff-client interaction (Hastings & Remington, 1994; Bartlett & Bunning, 1997) are unlikely to support the development of communication skills. Examples of community services that have devoted substantive resources to improving the communication skills (of both staff and users) are rare (Jones, 2000), but show the considerable potential for development. A focus on communication is particularly important given the substantial evidence (e.g., Carr et al., 1994) of its relationship with challenging behaviour.

It is commonly noted that both paid staff and family carers are ill-prepared and ill-supported for their tasks. Thus, 80% of the 1 million strong social care workforce have no relevant qualification (Department of Health, 1998a), family carers report that their needs for respite care are substantially under-met (McGill, 1996) and they do not receive sufficient or effective professional support (Kiernan & Alborz, 1995), and all carers, paid and unpaid, are at risk of dissatisfaction and stress arising from the demands made on them (e.g., Cooper, 1999; Hatton et al., 1999).

What needs to happen

To improve the support received by people with learning disabilities the national strategy should identify standards (suitably adjusted to ability level) for the quantity and quality of activity and interaction received by users and should include measurement of activity, support and interaction in service monitoring. The complex arrangements currently planned for staff training (TOPSS, 1999) should be simplified and replaced by a new single qualification for managers, with funding taken out of the hands of service providers because of the disincentives operating on them. Additionally, competency-based training in ‘active support’ should be developed for all carers of people with learning disabilities with targets embedded in, and monitored through, local planning processes. Care managers should be provided for all people with learning disabilities with a remit to organise support for direct carers as well as for the person with a learning disability (see below). 

Implementation of such a strategy will require financial investment in training and staffing resources. This will require both the ring-fencing of existing resources (to prevent asset-stripping), the development of single pots of money at local level and significant incentives to speed up the process of partnership working across agencies that has already begun. While national direction is important, ultimately much of the work of implementation will need to be devolved to local/regional level. Proposals for the expansion of the University Affiliated Program model (Towell, this issue) provide one route to the rapid, but controlled, provision of the training and technical support that will be required.

Who people are with

· social networks

· friends

· sexual relationships

· social roles

· advocacy

· parenting

Evidence

There remains institutionalised neglect of the social and emotional needs of people with learning disabilities and only recently, often prompted by deinstitutionalisation, have research and interventions been visible in this area.  

Although most studies show an increase in social relationships following the move to community settings (Cambridge et al, 1994; Emerson and Hatton, 1994), many people with learning disabilities still experience difficulties achieving and maintaining friendships and social networks, especially with people who are not relatives, paid carers or themselves disabled (Atkinson, 1987; Jahoda et al 1990). 

Although many people with learning disabilities now have sexual relationships without fear of punishment or ridicule, sexuality still remains a contested and difficult issue for many staff and service users. Sex education often starts too late, is not comprehensive or relevant to people’s actual experiences and provision is at best patchy (McCarthy, 1999).  In addition, the sexual abuse and exploitation of people with learning disabilities is now acknowledged to be widespread (Brown et al, 1995; Brown, 1997), with homophobia leading to the education and support needs of men with learning disabilities who have sex with men remaining neglected (Cambridge, 1997; Thompson, 1997).

Parenting is also a very problematic area, with general assumptions made about the lack of suitability for the role on the part of people with learning disabilities, rather than on an individual basis (Booth and Booth, 1994), despite reports of practical initiatives aimed at supporting parents suggesting good results (McGaw, 1996; Morgan, 2000).

What needs to happen

The past focus on the special needs of people with learning disabilities has been at the cost of recognising and responding to their ordinary needs.  This imbalance needs to be redressed by services recognising people’s needs for companionship, friendship, intimacy, sexual expression and nurturing others.  Because these are usually considered to be very personal areas of life, service providers have tended not to develop skills in these areas, despite these being generally highly valued.  Just because something is personal to the individual does not mean that services have no responsibilities to attend to it – we would not shy away from help with feeding, personal hygiene or intimate care for those who need it.

Self- and independent- advocacy initiatives are particularly relevant in this area, as most non-disabled people recognise the importance of choosing their own friends and partners.  Services should therefore seek to maximise and promote choice-making and independence amongst people with learning disabilities. Purchasers should commission self-advocacy projects and fund focus groups to help define best value.

How people feel

· general physical health

· mental health

· equal access to health services

· morale and life satisfaction

· self-image
Evidence

Despite the fact that many people with learning disabilities have additional health needs (such as epilepsy, sensory impairment, mobility problems, mental health difficulties, incontinence and obesity), they usually experience poor quality general health care (Howells, 1986; Nightingale, 2000).  Many cannot access mainstream or specialist health promotion information, such as in relation to HIV or other sexually transmitted infections (Cambridge, 1998), have not had treatable illnesses identified or their dental, hearing or sight problems corrected (Kerr, 1998).  Although the health needs of people with learning disabilities have recently reached the national policy agenda (Department of Health, 1998b; 1999a), local evidence suggests that access to health care remains unequal and treatment inequitable (Nightingale, 2000).  Training for GPs, important gatekeepers to health care access, is poor, with most neither understanding the nature of learning disability nor possessing the necessary communication skills (Hollins, 1998). 

It is recognised that a significant proportion of people with learning disabilities have a dual diagnosis, with between 25% and 50% of adults also having additional mental health needs (Gravestock, 1999). Mainstream mental health services have found it difficult to meet the needs of people with learning disabilities (Bouras, 1999).  This raises important resource, training and inter-agency issues for specialist service development in both areas.   

What needs to happen

As most care for people with learning disabilities continues to be provided by families and by largely unqualified staff in social services and the private and voluntary sector (Department of Health, 1998b), there is clearly a need to support these care providers in recognising and responding to the health needs of people with learning disabilities (Mansell, 1998.) This is beginning to happen; for example at the Tizard Centre, we have just introduced a new module onto our MA degree
 entitled meeting Physical Health Needs.  Some good examples of training materials designed to help recognise and meet the health needs of people with learning disabilities are also emerging (RNIB, 1999), but many more are needed in a wide range of areas.

People with learning disabilities need to be enabled to make more informed decisions about their own health and consent to treatment (Keywood et al, 1999).  In recent years some resources designed to inform people about their health (Dodd and Brunker, 1999) or how to seek help (Band, 1997) have been developed.  However, many are very expensive and clearly designed for use by services, rather than individuals.  There also needs to be clear and accessible health promotion information in the form of free leaflets, booklets, pictures and tapes.  It is equally important that people get active assistance to develop a positive self image, as the evidence suggests that many people with learning disabilities have low self esteem, especially those who are aware of the stigma attached to the learning disability label (Szivos-Bach, 1993).  

The training of key medical staff, especially GPs, also needs to be improved with the strong frameworks offered by Signpost for Success (Department of Health, 1998b) and Once A Day (Department of Health, 1999a), put into operation. 

How safe and secure people are

· abuse and protection

· risk management

· tenancy rights

· legal protection

· economic participation

· political representation

Evidence

We know from recent inquiries into the abuse of people with learning disabilities in the independent sector (Longcare, 1998; Macintyre, 1999; Cambridge, 1999a) as well as from those in hospital settings (Martin, 1984), that abusive cultures may develop in services for people with learning disabilities.  These are characterised by the intimidation of staff, poor management and supervision, inexperience, a lack of training and service isolation.  

Although most social services departments as well as other purchasing and providing agencies have adult protection or vulnerable adult policies which define the different types of abuse, such as physical or sexual abuse and neglect or breaching care guidelines, we know much more about sexual abuse from research (Brown et al, 1995; McCarthy and Thompson, 1996) and have consequently developed more interventions and training materials than for any other type of abuse.  Services have also developed procedures designed to avoid physical assault, such as control and restraint or break-away policies (Harris et al., 1996). It is known that their misuse or non-use can result in serious injury which amounts to physical abuse (Spreat, et al, 1986; Williams, 1995). 

It is particularly difficult to assess informed consent to sex for many people with learning disabilities (British Medical Association, 1995), although relatively simple models have been developed (Turk and Brown, 1993; Murphy and Clare, 1997).  Parallel considerations relate to the responsibilities of people with learning disabilities in relation to the law and their criminal liability (Murphy, 1997a; 1997b; Carson and Clare, 1997; Clare and Carson, 1997; Gunn, 1997).  Mental capacity is also relevant to appreciating the power perpetrators of abuse may hold over their victims with learning disabilities, reflecting the different models and interpretations of abuse that have been developed (Sobsey, 1994; Hollins, 1994).

Research into the sexual abuse of people with learning disabilities suggests that male perpetrators account for almost all recognised and recorded cases, with around 40% being men with relatively mild learning disabilities (Turk and Brown, 1993; Brown et al, 1995; McCarthy and Thompson, 1996).  However, men with learning disabilities are also vulnerable to being abused and exploited, particularly in their sexual encounters with other men (Thompson, 1994; Cambridge, 1996), mirroring the experiences of many women with learning disabilities who are abused and exploited by men (McCarthy, 1993).  Our collective knowledge of adult abuse more widely suggests a varying incidence of sexual abuse from 0.5 per 1,000 to 2.88 per 1,000 of the population of people with learning disabilities and a prevalence of sexual abuse from 8% to 58% depending on the study location and population (discussed in McCarthy and Thompson, 1996).  

What needs to happen

Although major progress in recognising and responding to abuse has been made at policy and practice levels and nationally, (ARC/ NAPSAC/ Department of Health, 1993; 1997; 2000), the risk of abuse remaining hidden in high dependency care situations exists (Williams, 1995).  This is particularly evident in areas such as in intimate and personal care (Cambridge and Carnaby, 2000) and challenging behaviour (Harris et al., 1996), which require ongoing risk management efforts.  National policy in adult protection and performance management also needs to be translated into purchasing competencies and systems such as care management, best value and joint commissioning (Cambridge, 1999b; 1999c; 2000). 

Currently only a tiny proportion of alleged cases of sexual and other forms of abuse reach court (Sanders et al, 1997; Brown et al, 1995).  If this situation is to be improved, then a number of changes are required to the criminal justice system, especially in recognising that people with learning disabilities are disadvantaged in relation to suggestibility, reliability and witness evidence (Clare and Gudjonsson, 1995).  There have been attempts to familiarise people with learning disabilities with court procedures (Hollins, 1994) and the Home Office (1998) has reported ways to improve the treatment and support of vulnerable and intimidated witnesses.  Recommendations such as special measures at the discretion of the court, being accompanied by a supporter or translator, additional liaison, the admissibility of unsworn evidence, the availability of expert witnesses, video links and screens, disclosure interview videos and changes to court layout and dress code need to be implemented.   

Opportunities for the economic, social and political participation of people with learning disabilities need to be maximised.  Direct payments (Holman and Collins, 1997), self advocacy (see above), political representation and greater inclusion in the disability rights movement are all ways to move towards meeting these goals. 

How people change

· ageing

· transitions

· schools

· adolescence

· futures planning

· care management

Evidence

There is evidence of a growing awareness of the need to address the challenges of transition from children’s to adult’s services (Orlowska & Rye, 1996) and age related needs in learning disability (Atkinson,1988; Hudson, 1990; Social Services Inspectorate, 1997; Walker, 1996; Walker et al., 1995). In accounts and analyses of the lives of people with learning disabilities, the life cycle often begins and ends with adulthood and concerns surrounding employment (e.g., Ford, 1996), with relatively little attention paid to the expectations and experiences of people with learning disabilities in relation to old age.

Evidence emerging on the delivery of services to older people with learning disabilities reveals patterns of ageist practice in social care (Walker, 1996) and health care (Swee, 1989), with the experiences of carers, practitioners, service managers and policy makers in this area limited (Robertson et al, 1996).  The Social Services Inspectorate national survey indicated that while just over half of responding authorities had commissioned services specifically for older people with learning disabilities, only a minority were involved in joint commissioning for this group or felt their services were 'well organised and of a high quality'.  

What needs to happen

Opportunities to increase the participation of young people and older people with learning disabilities need to be created in planning processes for service design.  Analyses of local authority community care plans reveal for example, that the development of services for older people with learning disabilities lags behind other service developments, and that many authorities have been late in initiating policy development in this area (Robertson et al, 1996; Social Services Inspectorate, 1997).

On a wider front, experience from effective case co-ordination also need to be used to better define and standardise productive care management  and individual planning arrangements in services for people with learning disabilities (Cambridge, 1999c; Carnaby, 1997).   Care managers seem to perform best with smaller caseloads and when they work closely with service providers to set individual service specifications and monitor programmes, interventions and outcomes through regular review.  Similarly, the inputs of specialist teams, such as community support teams need careful liaison with others such as community learning disability or care management teams (Emerson et al, 1996).  Clear lead case responsibility can also help define accountability and negotiate comprehensive service packages and support which are responsive to changing user needs.  

At the more strategic level, commissioning and providing agencies can co-operate through joint commissioning and best value (Cambridge, 1999b; 2000) to help ensure that local service strategies in learning disability are in place (Mansell et al, 1994) and that a comprehensive range of specialist residential, day support and supported employment services for people with learning disabilities are available.  They can also specify adult protection policies and commission therapeutic and group and individual education and support programmes for people with learning disabilities including men’s and women’s sex education groups, women’s only services and women’s refuges.  Progressive models like active support (Tindall, 1999) and supported living (Howard, 1996; Simons, 1998) can be promoted, alongside tenancy rights and wider systems such as self advocacy and total communication.     

The Department of Health also needs to work closely with other research funders, to continue to develop a range of targeted research and development initiatives in learning disability nationally – effectively a learning disability research strategy.  Department of Health funded programmes such as OSCA (on social care outcomes) should be placed alongside the current Learning Disability Foundation’s GOLD research programme (on ageing) for example, with findings shared and disseminated to best effect to target audiences.  There is a critical need for evidence based service development, both locally as well as nationally.  A strong case can consequently be made for the fuller development of regionally or more locally based university affiliated programmes of research and service development. 

Concluding comments

Our most strongly-held conclusion is that services for people with learning disabilities should develop on the basis of evidence. This means attending to the evaluation of the impact of existing services, ensuring the widespread adoption of more effective practices, and locating and expanding the evidence base itself through applied and more basic research. These are, of course, increasingly common approaches in a wide range of health and social change strategies. They are particularly significant in learning disability, however, for two reasons. First, many people with learning disabilities cannot (as a result of their disability) evaluate their own needs and the extent to which they are met on an entirely independent basis. To make this point is not to deny the very great contribution that their views should have, nor to discourage extensions in that contribution through participation in the widest possible range of service processes. It is realistic, however, to expect that the views of carers and professionals will carry more influence over people with learning disabilities than they would over people without learning disabilities in other social or health care contexts. It is particularly important, therefore, that carer and professional views are informed by the evidence. Second, learning disability remains a stigmatised characteristic leading to a general exclusion from society. This exclusion is reflected in the status of professionals working in the field so that mainstream organisations that develop standards, review the evidence, fund research etc are less likely to focus on learning disability. Without a robust strategy for inclusion, the field of learning disability is always at risk of being excluded from mainstream initiatives such as those associated with evidence-based practice. The primary goal of a national strategy  - “that all services reach the level of the best”- requires that we know what the “best” is, can produce it, measure it and, perhaps most important of all, come to expect it as the routine right of all people with learning disabilities.

Note

A list of the references cited in this article may be obtained from Pauline Wright, The Tizard Centre, University of Kent at Canterbury, Canterbury, Kent CT2 7LZ (Email: P.Wright@tizard.ukc.ac.uk).
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