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Part 1
Overview of services for people with ID 
in the UK



1980s: de-institutionalisation

Social past

19th & 20th Century: large facilities for congregate living



Now: most people with ID live in the community

With family

Independently ± support
Residential home 
Care home

Social present



People with ID access generic health services 

Primary care (family physician / general practitioner)

Secondary care (specialists / hospital)

Healthcare



Experiences of care are mixed and people with ID may 
be disadvantaged

Equality Act (2010) – “reasonable adjustments” 

Healthcare



Discussion event

“How can we improve healthcare for people with ID?”



Specialist community services for people with ID in each area

Royal College of Psychiatrists Faculty of Intellectual Disability 

Training for ID psychiatrists
Medical school 

2 years hospital rotations 
3 years psychiatry rotations 
3 years specialist training in ID
± research / Fellowships 
Consultant

Psychiatric care



Multi-disciplinary
Specialist nurses
Psychologists
Speech and language therapists
Occupational therapists
Social workers

ID specialist  teams



Psychiatric admissions often to general adult wards

Some small specialist units – most patients detained

NHS or private companies

In-patient care



Further closure of in-patient beds (“homes not hospitals”)

Better use of psychotropic medication (antipsychotic and 
anti-depressants) and management of challenging 
behaviour

UK Policy – “Transforming Care” 



Part 2

A focus on psychotropic medication



Widespread assumption and concerns of over-use

Little good-quality contemporary national data

Two major studies in 2015 using representative primary 
care datasets

Defining the psychotropic problem



Sheehan et al, BMJ 2015



Glover et al, PHE 2015

“at any time, between 30,000 and 35,000 people with ID are 

prescribed an antipsychotic, an anti-depressant or both by 

their GP without having the conditions for which the drugs 

were designed to treat”



“Stopping over medication of people with a learning 
disability, autism or both”

NHS England 3 year programme (2016-19) to:
Raise awareness of problems of over-medication
Empower patients and families
Stimulate ideas and local initiatives
Promote good practice
Produce resources for patients and carers

The STOMP programme is born



The STOMP pledge



Key element of current policy and research

Sometimes neglected

Patient and family voice



Small national charity for families of people with 
severe-profound ID and challenging behaviour

2016: internet-mediated survey of parents of people 
with ID and challenging behaviour investigating 
experience and opinions about management 
concentrating on psychotropic drugs 

Challenging Behaviour Foundation



Challenging Behaviour Foundation Survey

n=99; mean age of children 24 
years; 81% male; 67% severe-
profound ID, 40% co-morbid mental 
illness; 80% autism

Structured qualitative analysis of 
free-text responses



Variable involvement in decision-making

Sometimes a “battle to be heard”

Many reported having little influence

Lacked information about medication to enable 
informed choices

Were you involved in medication decisions?



Disappointment that more couldn’t be done
Frustration at lack of alternatives
Sadness
Worry about side-effects
Desperation
Guilt

It was all wrong…

There was no 

other option or 

support

Angry…there is 

no explanation 

about the drugs

How did you feel about using medications?



Publication



STOMP medication pathway for families

http://medication.challengingbehaviour.org.uk/ 



STOMP de-prescribing algorithm



STOMP enthusiasm

https://www.youtube.com/watch?v=PdiLYnHPMrs



STOMP caution



- Delivering STOMP across primary, secondary and social care

- Concerns about getting de-prescribing wrong

- Unfair target on medication / prescribers 

- Other influences on prescribing and alternatives

- Possibility of under-treatment?

- Lack of access to specialists

- What happens when STOMP finishes?

The STOMP challenges



It may not always be possible to reduce or discontinue 
medication used for behaviour

Challenges in de-prescribing



Awareness Inertia Self-efficacy Feasibility

Anderson et al, 2014

De-prescribing – clinician factors



Reeve et al, 2013

De-prescribing – patient factors



Number of psychotropic drugs prescribed during transition from 
hospital to community living in adults with ID Kelly et al, 2015

De-prescribing – context factors



What’s missing?

A strong evidence base beyond anecdote and case 
study 

Recognition of complexities of prescribing decisions

Accommodation

Day opportunities and 
activities

Personal relationships

Support

Physical health

Inequalities



Primary care prescribing data will be used to show 
trends in prescribing over time

Potentially inappropriate prescribing judged by 
difference between indicated and not indicated use of 
drugs

An imperfect science but will provide high-level data 
and regular reports

Monitoring STOMP



How far can things change?

How far should things change? 

What outcomes should we measure?

Similarities or differences with Netherlands? 



How far can things change?

- Transforming care target 
to halve number of 
learning disability beds by 
2018

- Latest data show only 
small reduction in 
number of people with 
ID in hospital 



How far can things change?

Psychotropic prescribing constant (or increased) 



Focus on optimisation rather than reduction of 
psychotropic medications

Interventions that combine medication (efficacy or 
withdrawal) and structured (scalable) psychosocial 
interventions 

Research directions



Conclusions

Changing landscape of ID care in UK

An exciting time

Plenty of scope for research
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