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NICE Guidelines cover:

Prevention
Assessing
Managing 

Mental health problems in people with intellectual disabilities in all settings:
Health
Social Care
Education
Forensic and Criminal justice



Guidelines are for

• Healthcare professionals
• Social care practitioners
• Care workers
• Education staff
• Commissioners and service providers
• People with intellectual disabilities and their families and carers

and (academics)



• Inaccessible Environment

• Inaccessible transport

Barriers to health care
Interpersonal                         Organisational    

Diagnostic  Overshadowing Institutional Discrimination 

• Poor interface between primary care 
and specialist care

• Lack of clinical knowledge and 
confidence 

• Prognostic pessimism

• poor communication skills

• Inaccessible information

• Physical (and mental) health viewed as part 
of intellectual disability



Opportunities for Intervention

OrganisationalInterpersonal

GMC: 
Appraisal and Revalidation

RCGP:
Guidelines

NHS England
Commissioners

NICE

CQC

Health Watch

QOF

Health Checks

Enhanced Services:
Medicines Optimisation



Background

• Mental health problems in people with intellectual 
disabilities are more common than in the general 
population, with a point prevalence of about 30% (Cooper et 
al 2007b; Emerson and Hatton 2007).

• Mental health problems are also under-recognised in people 
with intellectual disabilities (Hassiotis and Turk 2012). 

• Mental and physical health problems can be incorrectly 
attributed to the person’s intellectual disabilities



Potential benefits of implementation

• Improved recognition of the symptoms and signs of mental health 
problems in people with intellectual disabilities, leading to effective 
treatment.

• Prevention of mental health problems in people with intellectual 
disabilities, leading to reduced costs.

• Reduction in the costs of treating mental health problems in people 
with intellectual disabilities.

• Reduction in associated support and social care costs.



Potential resource impact for NHS and local 
authorities in the following areas:
•Staffing
•Staff training
•Psychological interventions
•Annual health checks.



Quality Standards

• Standard 1: Young people and adults with intellectual disabilities have an 
annual health check that includes a review of mental health problems.

• Standard 2: People with intellectual disabilities who need a mental health 
assessment are referred to a professional with expertise in mental health 
problems in people with learning disabilities.

• Standard 3: People with intellectual  disabilities and a serious mental illness 
have a key worker to coordinate their care. 

• Standard 4: People with intellectual disabilities and mental health 
problems who are receiving psychological interventions have them tailored 
to their preferences, level of understanding, and strengths and needs.

• Standard 5: People with intellectual disabilities who are taking 
antipsychotic drugs that are not reduced or stopped have annual 
documentation on reasons for continuing this prescription.



Quality Standard 1: Annual Health Check

• Young people and adults with intellectual disabilities 
have an annual health check that includes a review of 
mental health problems.

(Young people defined as aged 13-17 years)



Annual Health Check to include:

• A mental health review, including any known or suspected mental 
health problems and how they might be linked to any physical health 
problems

• A physical health review, including assessment for the conditions and 
impairments which are common in people with intellectual 
disabilities

• A review of all current interventions, including medication and related 
side effects, adverse events, interactions and adherence

• An agreed and shared care plan for managing and physical health 
problems (including pain).



Annual Health Check: Quality measures

• Structure: 
• Evidence of local arrangements to ensure that young people and adults with 

intellectual disabilities have an annual health check that includes a review of 
mental health problems

• Process:
• Proportion of young people and adults with intellectual disabilities who have 

an annual health check that includes a review of mental health problems.
• Numerator/denominator

• Outcome: 
• Identification of mental health needs in young people and adults with 

intellectual disabilities.



RCGP Toolkit

• http://www.rcgp.org.uk/clinical-and-research/toolkits/health-check-
toolkit.aspx

http://www.rcgp.org.uk/clinical-and-research/toolkits/health-check-toolkit.aspx


Research recommendations

• Develop case identification tools for common mental 
health problems in people with intellectual 
disabilities, for routine use in primary care, social care 
and education setting.

• Dementia, depression and anxiety in adults
• Depression and anxiety in children and young adults



Quality Standard 2: Assessment by a 
professional with relevant expertise
• People with intellectual disabilities who need a mental 

health assessment are referred to a professional with 
expertise in mental health problems in people with 
learning disabilities.



Conducting a mental health assessment

• A professional with expertise in mental health problems in people 
with intellectual disabilities should coordinate the mental health 
assessment, and conduct it with:

• The person with the mental health problem, in a place familiar to them if 
possible, help them to prepare for it if needed.

• The family members, carers, care workers and other that the person wants 
involved in their assessment

• Other professionals (if needed) who are competent in using a range of 
assessment tools and methods with people with intellectual disabilities and 
mental health problems.



Quality Standard 3: Key Worker

•People with intellectual  disabilities and a serious 
mental illness have a key worker to coordinate 
their care. 



Quality Standard 3: Key Worker

• People with intellectual  disabilities and a serious mental illness have 
a key worker to coordinate their care. 

• Appointing a key worker would improve care coordination and help services 
to communicate clearly with people with intellectual disabilities and their 
family members and carers. 

• Serious mental illness defined as having a diagnosis of:
• severe depression or anxiety that is impacting heavily on the person's functioning
• Psychosis
• Schizophrenia
• bipolar disorder
• an eating disorder
• personality disorder
• schizoaffective disorder.



Key worker

• Structure
• Evidence of local arrangements and written protocols to ensure that people 

with intellectual disabilities and a serious mental illness have a key worker to 
coordinate their care.

• Process
• Proportion of people with intellectual disabilities and a serious mental illness 

who have a key worker to coordinate their care.

• Outcome
• Patient and carer satisfaction with their key worker's coordination of care.



Quality Standard 4: Tailoring psychological 
interventions
• People with intellectual disabilities and mental health 

problems who are receiving psychological 
interventions have them tailored to their preferences, 
level of understanding, and strengths and needs.



Tailoring Psychological interventions

• Standard evidence-based psychological interventions are not 
designed to take account of the cognitive, communication or social 
impairments associated with intellectual disabilities. 



Tailoring Psychological interventions

• Structure
• Evidence of local arrangements to ensure that people with intellectual 

disabilities and mental health problems who are receiving psychological 
interventions have them tailored to their preferences, level of understanding, 
and strengths and needs. 

• Process
• Proportion of people with intellectual disabilities and mental health problems 

who are receiving psychological interventions that are tailored to their 
preferences, level of understanding, and strengths and needs

• Outcome 
• Quality of life of people with intellectual disabilities and mental health 

problems and their family members and carers.



Quality Standard 5: Annually documenting the 
reasons for continuing antipsychotic drugs 

• People with intellectual disabilities who are taking 
antipsychotic drugs that are not reduced or stopped 
have annual documentation on reasons for continuing 
this prescription.



Is there really a problem?

In a study in England  covering17,887 people with intellectual 
disabilities (and an additional 11,136 with autism) for adults with ID 
known to GPs (excluding only those in hospitals as inpatients) on an 
average day (2009-12)
• 17% were prescribed antipsychotic medication
• 16.9% antidepressants
• 4.2 % anxiolytics
• 2.7 % hypnotics

Glover G Williams R. Prescribing of psychotropic drugs to people with learning disabilities and/or autism by general practitioners in England. 
Public Health England 2015
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Presentation Notes
t is estimated that on an average day in England, between 30,000 and 35,000 adults with a learning disability are being prescribed an antipsychotic, an antidepressant or both without appropriate clinical indications (psychosis�or affective/anxiety disorder).2 A substantial proportion of people with a learning disability who are prescribed psychotropic drugs for behavioural purposes can safely have their drugs reduced or withdrawn. 

Patients were exposed to one or more of the drugs we studied on 41.3% of person
days for adults and 14.7% for children and young people. Excluding antiepileptics, the
figures were 29.5% of adult- and 6.8% of children and young people’s person-time.
Antipsychotic drugs were being prescribed on 17.0% of adult and 2.4% of children and
young people’s person-days, drugs used in mania and hypomania on 7.1% and 0.3%
respectively, antidepressants on 16.9% and 1.2%, anxiolytics on 4.2% and 0.6% and
antiepileptic drugs on 22.9% and 10.2%. Hypnotics were the only group of drugs we
studied for which a higher proportion of children and young people’s time was exposed
(children and young people 4.1% of person-days vs adults 2.7%). For most groups of
drugs, exposure rates rose through adult life. The rate of prescribing antipsychotics in
people aged 65 and over was 3.3 times the rate in those aged 18 to 24; corresponding
multiples were 1.8 for hypnotics, 2.9 for anxiolytics, 2.5 for drugs used in mania and
hypomania and 2.7 for antidepressants. The multiple was much less (1.3) for
antiepileptics.
Sheehan et al1 Thin data base 33 016 adults (58% male) with intellectual disability
21% (7065) had a record of mental illness
25% (8300) had a record of challenging behaviors
49% (16 242) had a prescription of psychotropic drugs. 

1. BMJ 2015;351:h4326doi: 10.1136/bmj.h4326





Public Health England estimates that every 
day 30,000 to 35,000 adults with a intellectual 
disability are being wrongly prescribed an 
antipsychotic, antidepressant, a hypnotic or 
combinations. These are psychotropic drugs.

Unnecessary use of these drugs, puts people 
at risk of significant weight gain, organ failure 
and even premature death. 
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Reference: Public Health England (2015) Prescribing of psychotropic medication to people with learning disabilities and/or autism by general practitioners in England, London: Public Health England. 

In 2015 Public Health England estimated that, on an average day in England, between 30,000 and 35,000 adults with a learning disability are being prescribed an antipsychotic, an antidepressant or both without an appropriate clinical reason.

Unnecessary use of these drugs, puts people at risk of significant weight gain, organ failure and premature death. 

Is one of these 35,000 people your patient? Stop this happening and take action today. Check and review your patients immediately to ensure another day of potential harm doesn’t go by. 

-Prescribing Observatory for Mental Health: Nationally, over 60% of people with a learning disability who are seeing a psychiatrist, are being prescribed an antipsychotic drug but only half of these have the diagnosis of a psychotic mental illness that these drugs were developed to treat

Ask people what they think of this message. Is it strong enough? Should it be stronger?



Evidence for withdrawal of antipsychotic 
medication: ANDREA-LD  
• http://andrea-ldstudy.co.uk/
• 2 arm randomised double-blind placebo-controlled non-inferiority 

withdrawal trial
• Struggled to recruit within primary care despite opening up 15 sites

http://andrea-ldstudy.co.uk/


Facilitators and Levers

• Training for GPs with support to build confidence and 
share experience 

• Improved patient, carer and paid staff understanding 
of their medication with  identification of benefits and 
harms arising from the medication

• Consideration of reduction of dose, and/or number of 
medication types, as well as consideration of 
alternative approaches (e.g. positive behavioural 
support). 

• Planning with resources
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Improved patient and carer understanding of their medication and involvement in any discussions about change; 
identification of benefits and harms arising from the medication; consideration of reduction of dose, and/or number of medication types, as well as consideration of alternative approaches (e.g. positive behavioural support). 
To be safe, any medication alterations will need to be planned, with careful monitoring, and with specific and well documented agreement for each person on what is monitored and by whom, and what happens if the person’s quality of life seems to be deteriorating. GPs will need support to assess the appropriateness of complex medication regimes, in making and monitoring any changes and documenting the rationale for continued medication use. 
The medicines group cannot determine the local action plan. The group will provide written guidance over the next few months.



Evidence for withdrawal of antipsychotic 
medication: North East Experience
• Part of the learning disability health check
• Review of “inappropriate” antipsychotic prescribing through an 

“enhanced review”.
• Findings

• 35% of people on the LD register were prescribed a psychotropic medication
• 19% of people on the LD register may need an enhanced review

• Conclusion
• Multiple medications increase complexity
• Training of carer essential to support a reduction programme
• Opinion of family/ carer/ essential

Dr Clare Scarlett –GP Clinical lead Newcastle/Gateshead and N Tyneside CCGs
David Gerrard – Pharmacist Northumberland Tyne Wear NHS Foundation Trust



Facilitators and Levers 

• Primary care pharmacists
• IT systems and quality improvement programmes
• Tracking and progress monitoring
• Annual Health Checks
• Leadership
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Practice standard 1: The indication for treatment with antipsychotic medication should be documented in the clinical records.
Practice standard 2: The continuing need for antipsychotic medication should be reviewed at least once a year . 
Practice standard 3: Side effects of antipsychotic medication should be reviewed at least once a year. This review should include assessment for the presence of extrapyramidal side effects (EPS), and screening for the 4 aspects of the metabolic syndrome: obesity, hypertension, impaired glucose tolerance and dyslipidaemia (NICE schizophrenia guideline update CG82, 2009).




Quality Improvement Programme

• Practice standard 1: The indication for treatment with 
antipsychotic medication should be documented in the 
clinical records.

• Practice standard 2: The continuing need for antipsychotic 
medication should be reviewed at least once a year .

• Practice standard 3: Side effects of antipsychotic 
medication should be reviewed at least once a year. This 
review should include assessment for the presence of 
extrapyramidal side effects (EPS), and screening for the 4 
aspects of the metabolic syndrome: obesity, hypertension, 
impaired glucose tolerance and dyslipidaemia (NICE 
schizophrenia guideline update CG82, 2009).



Research recommendations

• Develop case identification tools for common mental 
health problems in people with intellectual 
disabilities, for routine use in primary care, social care 
and education setting.

• Dementia, depression and anxiety in adults
• Depression and anxiety in children and young adults



Research recommendations

• For children and young people with intellectual 
disabilities, what psychological interventions (such as 
cognitive behaviour therapy and interpersonal 
therapy) are clinically and cost effective for treating 
internalising disorders?

• Important outcomes could include:
• Effect on mental health problem
• Cost effectiveness
• Health-related quality of life



Research Recommendations

• For adults with milder intellectual disabilities, what is 
the clinical and cost effectiveness of psychological 
interventions such as cognitive behaviour therapy 
(modified for people with learning disabilities) for 
treating depression and anxiety disorders? 



Research Recommendations

• What is the clinical and cost effectiveness and safety 
of pharmacological interventions for anxiety disorders 
in people with intellectual disabilities who have 
autism?



Research Recommendations

• For people with more severe intellectual disabilities, what is 
the clinical and cost effectiveness of psychological 
interventions to treat mental health problems?



Research Recommendations

•What experience do people with intellectual 
disabilities have of services designed to 
prevent and treat mental health problems 
and how does this relate to clinical 
outcomes?



Thank you!

• Special thanks to Dr Matt Hoghton

• Contact: uchauhan@uclan.ac.uk

mailto:uchauhan@uclan.ac.uk
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