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Mencap - Death by indifference (2007) 

 

• Low Priority 

• Diagnostic overshadowing 

• Mental Capacity Act & 
Consent 

• Inclusion of family, carers 
and friends 

• Life Expectancy Estimation 

• NHS complaints system 

 



Confidential Inquiry into premature deaths 
of people with learning disability (CIPOLD)  

 

• 2010 -2012 

• 5 PCT in South West England 

• 247 deaths in people with 
learning disabilities  

• 58 cases of people who did 
not have learning disabilities 
were selected for comparison 



CIPOLD 

 

CIPOLD found that on average 
women with learning disabilities 

died 20 years sooner than women 
in the general population. 

 



CIPOLD 

 

CIPOLD found that on average men 
with learning disabilities died 13 
years sooner than men in the 
general population. 

 



Mazars’ report 2015 

Southern Health NHS 
Foundation Trust 

 

• 23 recommendations 
directed at the Trust 

• 9 recommendations directed 
at the commissioners 

• 7 national recommendations 
were made 



Review of deaths in adults 
under the age of 50 years 
at EKHUFT due to sepsis 
revealed that vulnerable 
adults were over-
represented. 



Governments response to CIPOLD 

• 18 Recommendations 

 

NHS England has 
commissioned University of 
Bristol and Healthcare Quality 
Improvement Partnership 
(HQIP) to conduct a 3-5year 
national mortality review. 



AIMS 

• Harms or quality of care  shortcomings 
contributing to deaths 

 

• Examine the extent of ‘reasonable adjustments’ 
made 

 

• Assess the quality of completed DNACPR 
documentation 



Methodology 

 

• Global Trigger Tool for harms 
and the Preventability of death 
scale 

 

• Reasonable Adjustment Tool 
Audit 

 

• Completed DNA CPR forms 

 



Preventability of death scale 

1. Definitely not preventable. 

 

2. Slight evidence for preventability. 

 

3. Possibly preventable but not very likely, less than 50–
50 but close call. 

 

4. Probably preventable, more than 50-50 but close call. 

 

5. Strong evidence for preventability. 

 

6. Definitely preventable. 



 

22 people with learning 
disabilities died in 
2014/15 

 

Of these, 17 case notes 
were reviewed 



 

17 Case notes reviewed 

 

13 Unexpected deaths 

 2 Preventable 

 

4 Expected deaths 

 



In over half the cases the expected 
‘reasonable adjustments’ were made 



Reasonable Adjustment 

Communication 
 
7/17 had Healthcare 
Passport 

Choice Making 
 
10/17 had evidence of 
assessment of capacity  

Collaboration 
 
12/17 referrals related 
to best interest decision 
making. 

Co-ordination 
 
7/17 involvement of 
Learning Disability Link 
Nurse. 



Do Not Attempt CPR 

Do Not Attempt Cardio 
Pulmonary Resuscitation. 

 

• 12 of the 17 had 
completed DNACPR 

 

• 10 were completed 
adequately 



Best Interest Meeting 

 

 

 

There were delays in Best 
Interest decision making, 
particularly in the 
nutrition pathway 

 



Conclusion 

• Decision making and initiating medical 
management not affected. 

• Majority of DNACPR forms were up to standard 

 

• Delays in setting best interest meetings in 3 

• Delays in delivering adequate nutrition in 3 

• Delays in recognition and treatment of sepsis in 2 

• Repeated visits to the hospitals in 12 

 



Learning Disability Nutritional Care Proposal 

 

A multi-disciplinary nutrition support team to 
assess swallowing and to prevent delays in 

nutritional care 



Learning Disability Repeated 
Admission Pathway 



WORKSHOPS 

 

 

• Education 

• Awareness 

• Information 

• Personal stories 



WORKSHOPS 

Mental Capacity Act 

 

Education and Training 
around the Capacity  and 
Consent. 



Leadership Role 

 

Clinical Lead for Learning Disability 
Mortality Review 
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