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Accessible summary • This paper looks at how care is given to people with intellectual disability who

have mental health problems.

• The paper looks at care since Valuing People came out in 2001.

• It shows there are not enough services for people with intellectual disability who

have mental health problems.

• It shows there are not enough services for people who have autism and mental

health problems.

• Lots of people feel that mainstream mental health services are not good enough for

people with intellectual disability. Lots of people feel mainstream services could

be better.

• The paper looks at how people can get help and support in their local area and not

having to move away to get help.

• The paper looks at what services might be needed in the future.

What can be done to make services better?

• The people who pay for services are called commissioners. They should think

about how they can make local services better for with intellectual disability and

mental health problems.

• Commissioners should work more together with those who support people with

intellectual disability to improve services.

• People with intellectual disability should be happy with the services they have in

their local places.

• Services need to remember that people change as they get older.

• Services need to remember that what people want. This can change when they get

older.

Summary The commissioning and provision of mental health services for people with

intellectual disability is often complex and characterised by different service delivery
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models. This paper looks at the current situation 7 years after the White Paper,

Valuing People (From words into action: London learning disabilities strategic

framework, Department of Health, London), within the context of the National

Service Framework for Mental Health (Establishing responsible commissioner; draft

guidance. HSC draft, Department of Health, London). It sets out to illustrate

problems faced in providing local services in the United Kingdom for those with

intellectual disability and other neurodevelopmental disorders. This paper proposes

new ways of working and introduces the concept of a neurodevelopmental model

designed to address gaps and inequalities within services by offering solutions that

embrace joint working.

Keywords Attention deficit hyperactivity disorder, autism, commissioning, intellectual

disability, mental health, neurodevelopmental disorders, service development

Introduction

The inequalities in health care experienced by people with

intellectual disability have recently been highlighted within

the public domain by the disturbing revelations of institu-

tional discrimination and its consequences as experienced

by people with intellectual disability in ‘Death by Indiffer-

ence’ (Mencap 2007) and the subsequent inquiry ‘Healthcare

for all’ (Michaels 2008). Inequalities in accessing healthcare

by people with intellectual disability is further evidenced by

the 11 000 people with intellectual disability receiving out of

area residential and nursing care, a third of this population.

In inner London this figure rises to almost two thirds (63%)

(Emerson & Robertson 2008).

The Mansell Reports (Mansell 1993, 2007) offers guidance

on developing and maintaining local services. The report(s)

set out a set of principles for service development and

highlight the need for the development of preventative

strategies to avoid crises and to make the most effective use

of available funding. In addition to this the Green Light Tool

Kit (Valuing People Support Team/National Institute for

Mental Health (VPST/NIMH), 2004) sets out guidelines to

commissioners as how to access and develop services by

maintaining standards and detailing best practice in line

with the National Service Framework (NSF) for Mental

Health (Department of Health 1999a,b,c).

This paper focuses on adults with intellectual disability,

as well as other specific groups with neurodevelopmental

disorders, that often fall between the remit of intellectual

disability and adult mental health services. Neurodevelop-

mental disorders are characterised by an impairment of the

growth and development of the brain or central nervous

system. They occur in infancy and childhood and include

attention deficit hyperactivity disorder (ADHD), autism and

autism spectrum disorders, traumatic brain injury, commu-

nication, speech and language disorders, genetic disorders

such as fragile-X syndrome, Down syndrome, learning

disorders and intellectual disability.

There have been several service and clinical advances in

the mental health care for people with intellectual disability

in the last 25 years. However major service gaps still exist

for this heterogeneous group (Bouras & Holt 2004; Depart-

ment of Health, 2001b; Royal College of Psychiatrists, 2003).

This is made worse by the export of people with intellectual

disability out of area to receive services (Emerson &

Robertson 2008), which has resulted in erratic service

delivery in some areas, through a lack of strategic direction.

This situation exists in spite of a body of expert opinion

giving a steady stream of guidance on best practice

(Emerson & Robertson 2008 and Mansell 2007).

Valuing People – 7 years on

The concept of accessing adult mental health services for

people with intellectual disability, albeit with specialist

support is one of the cornerstones of Valuing People

(Department of Health 2001a). One factor often not

acknowledged, is how the impact of an individual’s clinical

presentation, may confound the ability of mainstream

services, to offer the range of assessments and interventions

needed to support someone with more complex needs.

Access for many to adult mental health services is not a

reality in practice. For many of those who do access adult

mental health services, there is often a reluctance and lack of

confidence expressed by staff, believing that they do not

have the right skills or are adequately equipped and trained

to deal with needs of people with intellectual disability

(Spiller et al. 2004). Seven years after Valuing People, there

is still a lack of strategies to help facilitate inclusion into

mainstream services for this group of people. The Green

Light Tool Kit, has attempted to address this in part, but in

many areas the initial drive appears to have either slowed
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down or has not been maintained. These barriers that effect

the development of systems and service improvement can

mean that even though intellectual disability services

advocate and facilitate access to mainstream adult mental

health services, the people using them are likely to receive a

poorer service and therefore in many cases negative expe-

riences of mental health care (Bouras & Holt 2004). Clini-

cians working within adult mental health agree that people

with intellectual disability and offending or severe chal-

lenging behaviour, would do better in specialist services

(Spiller et al. 2004). Research into specialist inpatient ser-

vices has reported a longer length of stay compared to those

in adult mental health wards, but with specialist services

recording better clinical outcomes (Chaplin 2004; Hem-

mings et al. 2008; Xenitidis et al. 2004).

Current service provisions

The mental health needs of people with intellectual disabil-

ity in local communities are dynamic and changing. To meet

the needs of this group appropriate local service structures

with adequately trained staff need to be in place. There are

several pockets of excellence, but overall we find widening

gaps of planning, commissioning, provision of services

(O’Hara 2000). The need for local specialist services for

people with intellectual disability and their range of mental

health problems is paramount. Examples of types of

services required include:

• Forensic inpatient and residential services for offenders

and those at risk of offending and who may find

themselves placed in facilities run by the independent

sector, many miles away from family and friends due to

limited or absent local services (Beadle-Brown et al. 2006).

Local ownership and engagement is difficult to maintain

and care plans are not scrutinised vigorously including

the level of security needed and any onward move.

• Care services for those with or who are susceptible to

dementia who do not fit into elderly services and whose

symptoms may present earlier than in the general

population. If we exclude people with Down’s syndrome

it is thought between 20% and 40% of people with

intellectual disability still have dementia or are in

functional decline (Strydom et al. 2005).

• Services for older adults. The average life expectancy for

people with intellectual disability has risen nearly

fourfold since the 1930s from 20 years to 70–74 years

(Strydom et al. 2005).

• Services for those with co-existing autistic spectrum

disorders (ASD), or who have ASD in the absence of

intellectual disability and are often referred to intellec-

tual disability services falling in between services.

• Transition services for young people approaching adult-

hood. Organisations such as ‘Every Disabled Child

Matters’ (http://www.edcm.org.uk/) campaign to

increase the expectations of stakeholders as young

people come to access adult services where no such

commissioning or service development currently exists.

• Services for children, such as the integrated Neuro

Developmental Disorder service model for children in

Peterborough (De Vries et al. 2007).

There are a number of current service models these

include, ‘Community Teams for People with Learning

Disabilities’ (CTPLD). These may or may not include a

mental healthcare element. Often these teams will have

limited links to adult mental health services making it

difficult to develop expertise in mental health. However

these services will have fewer barriers due to less service

interfaces. Another model is Specialist Mental Health teams

for people with intellectual disability. These teams are

usually self managed and offer a range of services which

may include community interventions, inpatient, and

in-reach to support those within mainstream adult mental

health services (Bouras & Holt 2001; Bouras et al. 2003;

Chaplin & O’Hara 2007). These teams will normally be

situated within Adult Mental Health services whilst having

their own autonomy. Another specialist model is Virtual

mental health teams (Hall et al. 2006). These can be

described as hybrid models of service, that offer input by

way of a virtual team of intellectual disability staff into

mainstream adult mental health services. The team is

integrated with adult mental health services and provides

inpatient beds for people with intellectual disability on

mainstream wards.

The case for specialist mental health care is not a new

concept; amongst the first was the development of the

specialist community mental health services for people with

intellectual disability in South East London, 25 years ago

(Chaplin et al. 2008). This model operates as a specialist

mental health in intellectual disability service and is fully

integrated within local mental health services. It provides a

daily operational interface with the whole range of Adult

Mental Health services accessed by the general population,

whilst maintaining a working relationship with local com-

munity developmental disabilities teams and partnerships

(Chaplin et al. 2008).

Policy Framework

The NSF for Mental Health (Department of Health 1999c)

was introduced in an attempt to spell out and monitor

nationally agreed care standards expected of mental health

services. To address these same inequalities for people

with intellectual disability and mental health problems, the

Green Light tool kit (VPST/NIMH 2004) was published.

This tool kit is a self-assessment tool designed to be used

between different partnerships: commissioners, providers,

service users and carers across learning disabilities and

mental health domains. As well as identifying deficits, the
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Green Light Tool Kit also states where services are

expected to be in terms of commissioning, access and

aftercare, and this is beginning to appear in annual quality

standard checks for health services (VPST/NIMH 2004).

The implementation of the Green Light Tool Kit does

require specialist knowledge of the complexity and issues

people with intellectual disabilities face, otherwise stan-

dards may be overestimated due to lack of awareness of

the issues faced.

Unfortunately, standards and service development

for people with intellectual disability have not always

been at the forefront of health and social care agendas.

This has given rise to local commissioning challenges

such as:

• Who is going to commission specialist health and social

care for those with intellectual disability and mental

health problems?

• Who is going to co-ordinate the delivery of specialist

care packages to intellectual disability and mental health

problems?

• Who is going to commission specialist health and social

care for those living in the community with intellectual

disability who exhibit severe behavioural challenges

with associated risks, where there is no diagnosable

mental illness?

• Who will take responsibility for commissioning specialist

health and social care for those with intellectual disability

who meet the new criteria for detention under the Mental

Health Act 2007. The four categories of mental disorder in

the 1983 act have been amended to a single definition in

the 2007 act. Now those with intellectual disability

without a mental disorder, can only be detained under

the new ‘Learning Disability’ qualification if they are

‘associated with’ (not ‘cause’) abnormally aggressive/

seriously irresponsible behaviour.

• The lack of local adult services in many areas makes

the transition from children and adolescent to adult

services very problematic. This has resulted in some

areas an increasing number of people with intellectual

disability and mental health problems been transferred

in out of area places. This might result in many people

remaining within the independent sector well into

adulthood hundreds of miles from their homes and

supports (Mansell 2007). Most of the time there is no

agreement among different health and social services

as to who shall lead in ensuring that arrangements are

made for those in transition.

It is inevitable that service systems will differ, with local

interpretation and priorities relating to government guid-

ance (Department of Health 2004). However across the

country, issues of eligibility, commissioning and access to

services are becoming more complicated. The reasons are

the financial realities and the fact that such issues have not

been properly addressed for many years, perhaps from the

start of closing the long stay institutions and taking their toll

on local health social care economies.

The problem of out of area placements

Historically, people with intellectual disability placed out

of area have largely remained ‘out of sight and out of

mind’. People have been placed out of area for a number

of reasons including: no ties to their local area at the

point of deinstitutionalisation, no local services and the

need for crisis management. Many people remain in

distant placements contrary to good commissioning guid-

ance to relocate people into their local areas [Department

of Health 1999a,b] and affording choice as advocated in

the ‘‘Our health, our care, our say’’ white paper (Depart-

ment of Health 2006); as well as expert opinion (Royal

College of Psychiatrists 1996, 2003). The exodus of this

group also means that money spent on out of area

placements cannot be reinvested into the local health and

social care economy. The expenditure in out of area

assessment and treatment units of the independent sector

of people with intellectual disability and a variety of

mental health problems including forensic, in some of the

local boroughs of the authors can be very considerable. In

addition it is estimated that a very high number are

receiving residential care outside of their own area from

their local boroughs. The human effects of out of area

placements may include geographic isolation, loss of

cultural identity, loss of contact with family and friends,

loss of contact with local services and feelings of

helplessness.

Those individuals placed out of area are part of a very

heterogeneous group in terms of their level of abilities,

complexity of presentation and profile of need (Crossland

et al. 2005). For example, those with forensic histories and

detained under the Mental Health Act are more likely to

have a mild or borderline intellectual disability. There is

also a much larger group who, mainly due to complexity of

physical care needs and/or behavioural, and less chronic

mental health problems, find themselves out of area. This

population, if returned to borough, would impact signifi-

cantly on local service capacity. Out of area placements

should never be regarded as a long-term solution, but

unfortunately it has, until recently, been seen as such. It is

not only impacted on the individuals concerned and their

families, but on the development of local skills and

infrastructures to prevent further export, a situation high-

lighted many years ago in the Mansell (1993) and Reed

Report (1992). It is not only those who offend who are

placed out of area, it is also those with challenging

behaviour. For this group clinical standards and service

guidelines have been placed under scrutiny with the aim to

both improve care standards and to inform the modern

commissioning agenda (Royal College of Psychiatrists,
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British Psychological Society & Royal College of Speech and

Language Therapists 2007).

The ongoing concerns over quality of care in health

and social care-settings have been highlighted through

the Inquiries into Cornwall and Merton and Sutton.

Also identified were outdated commissioning practices

and frequent changes in leadership (Commission for

Healthcare Audit and Inspection 2006, and Commission

for Healthcare Audit and Inspection 2007). This has led

to the Healthcare Commission carrying out a National

Audit of all specialist inpatient healthcare services

‘Count me in’ (Commission for Healthcare Audit and

Inspection 2007) which found poor safeguarding adult

policies, a lack of internal and external scrutiny, poor

care planning and staff training and advocated the

need for long term sustainable change and modern

commissioning.

Eligibility issues

It is recognised that some people with mild and/or

borderline intellectual disability may not need formal social

care input. The need for social care increases for those with

co-morbid mental health problems, given the social impact

that mental health and intellectual disability combined can

have on an individual and for those who are less able.

Access to social care is determined by the ‘fair access to care

guidelines’ (Department of Health 2003); however, imple-

mentation is not uniform as guidance is subject to local

interpretation. This causes differences in eligibility to social

care giving rise to an inequality and geographical disparity

relating to provision. The need to reach a predetermined

threshold to receive a social care service is subject to

financial constraints; as a consequence more people are

likely to fall between gaps in services. This is a similar story

for other groups of people with neurodevelopmental disor-

ders who often come to the attention of specialist mental

health services but who often do not fulfil the local

eligibility criteria (based on service configurations or current

definitions of clinical need). There are also other cut offs to

access services e.g. rigid adherence to an IQ score, which

can be set according to local definitions. This can compro-

mise or negate multi disciplinary working towards a full

care package for the individual. As a result many will fall

through gaps e.g. a Psychiatrist might accept a referral of a

person with IQ < 70 but Social Services and the rest of the

community team refusing to accept a referral of a person

with IQ > 50). IQ though is not the only determinant of

whether local services are able to provide a comprehensive

service. To illustrate the complexity of referrals that often

fall between gaps, the following vignettes offer an insight

into common referrals and the barriers they may face in

receiving local care packages in different parts of the

country.

Vignettes of complex commissioning scenarios

No 1. TD

Female

Aged 22,

Following a history of conflict with local services, she has been referred to

the Mental Health in Learning Disabilities (MHiLD) team. On assessment,

the team make a provisional diagnosis of Borderline Personality Disorder

and Adult ADHD. TD’s IQ is measured to be 69. The report concludes she

requires secure care, however with no local developmental disabilities

forensic services and mainstream services locally say she is unsuitable due

to her vulnerability. This situation is worsened by a lack of beds within

the independent sector. This situation causes TD’s time on remand in

prison to be greatly extended.

No 2. GF

Male

Aged 24

GF has a history of petty offending which is acquisitive in nature. Although

he had assistance in school to support his learning he was not known to

local learning disabilities services. At the age of 22 he reacted badly to

his father moving from the family home. Following this his behaviour

became assaultatitive as he was noticed to be increasingly suspicious. In

the last 2 years he has been in an acute adult mental health (AMH) service,

diagnosis schizophrenia. His IQ is 65 and he has just been referred to

specialist mental health in learning disability services.

Although a willingness and expertise to work with GF there are no local

services that can offer the structure and resources he currently needs.

Reluctantly he is referred out of area.

No 3. BP

Male

Aged 19

BP is not known to either adult intellectual disabilities or adult mental health

services. They are known to and currently with Child and Adolescent

Mental Health Services. Who have been unable to hand over care having

met a number of barriers including BPs age, the lack of a mental health

diagnosis and not meeting the eligibility criteria to access adult mental

health services. A referral received by adult mental health services, gives

only scant information, including an IQ of 72, and that BP has become

increasingly disruptive and agitated. Intellectual disability clinicians rec-

ommend detention for assessment under the Mental Health Act. A lack of

formal mental disorder means that local adult mental health services are

not in agreement saying it is behaviour caused by the person’s intellectual

disability. Also BP does not meet the eligibility criteria of severe mental

illness. In view of no service BP deteriorates to a level to necessitate an

emergency admission. Following increasing problems on the ward BP is

sent out of area. This is done before follow up and local care team

arrangements can be formalised causing arguments about funding and

responsibility.

The common themes from these case studies and those

with similar presentations are:

• They are more likely to have co-existing mental health

problems than the general population.

• There is no strategic direction from commissioning.

• There is a lack of appropriate provision. This increases

the risk of not receiving services or receiving inappro-

priate services.
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• They are less likely to receive services locally. As a

consequence they may be denied services or receive

them out of area.

• For some a delay in securing a service may lead to a

deterioration of the persons’ mental state and/or behav-

iour. This may lead to involvement of other agencies

such as the police and/or courts.

• These individuals often fall between gaps within existing

service configurations and structures.

• These individuals have clinical needs, which often fall

within the expertise of mental health in intellectual

disability psychiatry across the range of mental health

disciplines.

Towards a neurodevelopmental model of
specialist services

In looking to provide appropriate services for people with

neurodevelopmental disorders we need to move away from

the concept of mainstream adult mental health vs. specialist,

mental health in intellectual disability services dichotomy,

where services are either provided for by one service or the

other. The challenge is to look at care according to clinical

and social need rather than fitting into service configura-

tions driven by traditional acute illness models by comple-

menting and developing both mainstream and specialist

services. There is no doubt that many individuals with

neurodevelopmental disorders have very significant mental

health needs. The incidence of neurodevelopmental disor-

ders is often underestimated compared to mental disorders,

with Autistic Spectrum Disorders now almost as common as

Schizophrenia (Baird et al. 2006).

Future service development needs to consider all inclu-

sive service models with a neurodevelopmental focus,

which is able to cater for groups with similar needs

regardless of level of intellectual functioning. In construct-

ing a neurodevelopmental service model for adults certain

considerations would need to be made including opera-

tional definitions with mental health diagnoses often

broader than those adopted by Adult Mental Health

Psychiatrists (i.e. that the person may not have a serious

and enduring mental illness), but their level of mental

disorder and impact of co-existing neurodevelopmental

disorders means the need for services is just as great.

Currently those who fall into the neurodevelopmental

category are often excluded from the Adult Mental Health

services if they do not meet the eligibility criterion of ‘severe

and enduring mental illness’. This group may often also

miss out on social care as well and have a high risk of

deterioration in a number of cases as many find it difficult

on a personal level to access support. This is in spite of an

increasing number of people with Asperger’s Syndrome

and high functioning autism in need of mental health

services for whom the ‘Valuing People’ recommends the

development of local arrangements, as it does for all those

with developmental disorders; a view shared by many

experts (Royal College of Psychiatrists 1996, 2003). These

developments should be in the context of supplementing

and supporting mainstream services. There is also the need

for increased involvement from service users and carers in

shaping services, committed to mutual governance and

social ownership (Klein 2003).

To provide a neurodevelopmental service model that

caters for all groups there would need to be a paradigm shift

across services, requiring a critical mass of expertise

throughout the care pathway. A neurodevelopmental model

may require a regional focus for parts of the service

according to demand. The ‘hub and spoke’ model is one

way, see Agrawal et al. (2008). This model can be achieved

in a variety of ways e.g. with a regional hub providing the

clinical service linked to an academic centre for training and

research evaluation purposes. The spoke(s) then reach out

and both support and complement local neurodevelopmen-

tal services. At present, the needs of adults with neurode-

velopmental disorders do not fit easily into the portfolio of

many commissioners, and indeed it is an area which

requires specialist knowledge and expertise. However, we

could learn from children’s services, who have begun to

implement national documents and recommendations for

children with Neuro Developmental Disabilities (De Vries,

2007).

Conclusion

Although there are exceptions, it is expected that the

majority of people working with the groups of people

described in the paper can identify with the issues

described. In looking for a solution to current gaps in

services it must be remembered that people with neuro-

developmental disorder are more prone to mental health

problems and are also more vulnerable to its effects.

Developments in mental health care policy for this group

have stressed that there is a need for specialist as well as

generic Adult Mental Health services provision which are

advocated in the first instance wherever possible and

appropriate. Currently across the country, there are differ-

ences in commissioning arrangements, eligibility criteria

and disputes over clinical and financial responsibility with

differing service models both within local services and at

Trust level. This leads to inconsistencies in local provision,

which may mean no services within area or local services

that work to different systems so people may not meet the

criteria to get a full health and social care package.

With inequalities high on the political agenda it may be

the case that a regional or supra-district focus is required

when planning services because of the numbers involved,

and to ensure expertise and cost effectiveness of services.

However, the gold standard is for multi agency working to

162 E. Chaplin et al.

ª 2009 Blackwell Publishing Ltd, British Journal of Learning Disabilities, 37, 157–164



bring about effective liaison and integration between

services so expertise from a number of areas is utilised

across community and in-patient services (Bouras et al.

2003). In the climate of NHS reforms, outcome measures,

new commissioning opportunities and Foundation Trusts,

such a model would circumvent the dilemmas and conflicts

often seen in those with co-morbidity and neurodevelop-

mental disabilities, and allow for the development of a

model of service which could not only serve the needs of

this neglected population, but rationalise expenditure to

expensive out-of-area placements.
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