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Topics

• Epidemiology

• Defining intellectual disability (ID)

• Recognising ID

• Adapting the environment

• Case-based discussion – capacity versus understanding?



Epidemiology

• 950,000 adults with intellectual 
disability (ID) in UK

• 0.5% those registered with primary 
care

• 26% of half a million children with ID 
attending mainstream school

More likely to be: 
• Living in overcrowded environments
• Misusing alcohol/ recreational drugs
• Be socially isolated
• Be subject to social stigma 





Over 20% those with mild ID have 
mental health symptoms

Point prevalence goes up to 40% if 
considering all with ID



Median age at 
death 62 yrs



2019









www.learningdisabilityservice-leeds.nhs.uk



Coding
• Two databases 2006-2019

• 2500 patients with ID, over 27000 admissions

• ID accurately recorded in 2.9% admissions. Some recorded as 
‘undefined developmental disorder’

• ID most likely to be ‘unrecorded’ in those who had mild ID and were 
married.





Reasonable adjustments

• Educational HealthCare Plan: EHCP
• Transition starts from age 14!

• Environment
• Flexibility of access to caregiver

• Appropriate level of sensory stimulation

• Time!







Case 1

• 29 yr old male

• Referred from another centre via epilepsy surgery programme

• ‘Aspergers, mild ID’

• Felt to be unsuitable for epilepsy surgery

• Transfer of care as moving from parental home to supported living



Case 1 considerations

• Did he have capacity – YES

• Formal intellectual assessment required – did not appear to have ID

• Rigidity of thinking 
• He perceived unsuitability for resection as catastrophic
• Convinced that only way to reduce medication burden was with surgery

Lessons learnt
• Formal capacity assessment is critical

• Aspergers does not necessarily mean ID

• Understanding the patient beyond the potential for surgery….



Case 2
• 50 yr old male

• Referred for treatment of epilepsy

• Normal birth and early development

• Meningitis aged 7 yrs, developmental regression since then

• Minimally verbally, dependent on parents

Image courtesy of Young Epilepsy 
www.youngepilepsy.org.uk



Case 2 considerations

Presented on multiple meds

Vagal Nerve Stimulation 2018

Cannabidiol 2021

Antipsychotics reduced 2021

Image courtesy of 
library.sheffieldchildrens.nhs.uk





Background and Recommendations

• STOMP launched 2016

• Public Health England 2015: 35000 patients with ID prescribed 
antidepressant/ psychotropic without clear indication

• Reduce one medication at a time

• Assessment of environmental triggers for behaviour
• Constipation/ fatigue/ infection/ excitement/ seizures

• Review positive behaviour support systems





Adults 
with ID are 

living 
longer







Conclusions

• Those with ID often go under the radar 
• accurate coding enables better allocation of resources

• Gradual transition to adult services 
• Early consideration about long term care needs

• Cross specialty? ITU input for the most complex?

• Involve social care

• LEDER  - opportunity to learn from deaths 

• STOMP – are the antipsychotics necessary?

• Potential for improvement in the most refractory patients





Thank you
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