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!  What I will be talking about 
 

•  What the Care Act says about promoting individual well-
being. 

 

•  What the Confidential Inquiry into premature deaths of 
people with learning disabilities (CIPOLD) tells us about 
the physical well-being of people with learning disabilities 
in relation to patterns of death. 

•  The key contributory factors to early (premature) deaths 
in people with learning disabilities. 

•  Avoiding premature deaths and promoting physical well-
being: five key factors. 



!  What the Care Act says about 
promoting individual well-being 

•  It is a general duty of a local authority to promote an 
individual’s well-being. 

•  “Well-being” has many different dimensions: 
•  physical and mental and emotional health 
•  personal dignity and respect 
•  protection from abuse and neglect 
•  control by the individual over day-to-day life 
•  participation in work, education, training or recreation 
•  social and economic well-being 
•  domestic, family and personal relationships 
•  suitability of living accommodation 
•  the individual’s contribution to society. 



!  Key considerations required by the 
Care Act 

•  The need to ensure that decisions about the individual 
are made having regard to all the person’s 
circumstances  
(and are not based only on the individual’s age, appearance or any 
condition or aspect of behaviour which might lead others to make 
unjustified assumptions about the individual’s well-being). 
 

•  The importance of the individual participating as fully as 
possible in decisions about them and being provided 
with the information and support necessary to enable 
them to participate. 



!  Mortality 
Evidence from Confidential 
Inquiry into premature 
deaths of people with 
learning disabilities 
(CIPOLD): 
 

Inequalities in relation to: 
•  Age at death 
•  Cause of death 
•  Avoidable deaths 



!  Age at death 

•  Median age at death for males was 65 years. 
•  Men with learning disabilities died on average 13 

years earlier than men in the general  
•  population. 

•  Median age at death for women was 63 years. 
•  Women with learning disabilities died on  
•  average 20 years earlier than women in the 

general population. 



!  Cause of death 
•  The most frequently occurring underlying causes of death for 

people with learning disabilities are the same as for the 
general population: heart disease, cancer, and respiratory 
disease. 

 

•  However, these three causes account for a lower proportion of 
deaths of people with learning disabilities than for the general 
population.  

 

•  Other causes of death more common in people with learning 
disabilities than in the general population are: neurological 
disorders including seizures, aspiration pneumonia, accidental 
injuries due to falls, and gastrointestinal diseases.  



!  Avoidable deaths 

•  The Office for National Statistics has a list of ICD-10 
codes of deaths that could be considered to be 
avoidable.  

 

•  Avoidable deaths are those caused by certain conditions 
for which effective public health and medical 
interventions are available. These deaths should be rare 
and ideally should not occur  
 



!  Avoidable deaths 



!  Avoidable deaths 

    Amenable mortality:  
 All or most deaths 
from that cause could 
be avoided through 
good quality 
healthcare.  

13% in general population 

36.5% in people with ld 

 Preventable mortality 
    All or most deaths from 

that cause could be 
avoided by public health 
interventions in the 
broadest sense.  

21% in general population 

21% in people with ld 

 
 



!   For every one person in the general 
population 

three people with learning 
disabilities will do so. 

 
 

who dies from a 
cause of death that  
could be prevented  
by good quality care  



!  Avoiding premature deaths and 
promoting physical well-being 



!  Five key factors 
 

•  Identify people with learning disabilities, anticipate their 
likely needs and make reasonable adjustments. 

•  Diagnose and treat illness quickly. 

•  Coordination of healthcare needs and share appropriate 
information. 

•  Understand, and adhere to, the Mental Capacity Act. 

•  Listen to people with learning disabilities and their family 
and carers. 



!   1. Identify people with learning disabilities, 
anticipate their likely needs and make 
reasonable adjustments. 
 

û  Problems with lack of identification 
that a person has learning 
disabilities. 

û  Lack of preparedness. 

û  Lack of understanding, recording, 
providing and systematically 
embedding in practice the 
reasonable adjustments required for 
a person. 

 



!   1. Promoting physical well-being 

ü  ‘Flagging’ in health care records. 

ü  Individual assessment of needs and 
reasonable adjustments required –        
for all health care services. 

ü  Early involvement of Learning Disability 
Liaison Nurse/Community Learning 
Disability Team. 

ü Routine audit of reasonable adjustments. 



!   2. Diagnose and treat illness quickly 

ₓ  Problems and delays in 
diagnosing a person’s 
illness. 

 

ₓ  Problems and delays in 
treating a person’s 
illness. 



!   2. Promoting physical well-being 
ü  Be cautious if ‘watching and 

waiting’. 
ü  Proactive referral to specialist 

services if any problems. 
ü  Treat people with learning 

disabilities as a high risk group for 
deaths from respiratory problems. 

ü  Ensure reasonable adjustments are 
documented and provided. 

ü Use advanced health and care 
planning. 



!   3. The coordination of care and 
information-sharing 

û  Lack of coordination across and 
between different disease pathways 
and service providers. 

û  Problematic sharing of information. 

û  No consideration of the whole picture 
and overall pattern of a person’s 
illnesses. 



!   3. Promoting physical well-being 

ü Co-ordination of  care role prioritised. 

ü Named health care co-ordinator allocated 
to people with complex or multiple needs, 
multi-morbidity, or people with health 
conditions living with little support in the 
community. 

ü  Patient held health records / hospital 
‘passports’. 

 



!   4. Understanding of, and adherence to, 
the Mental Capacity Act 

û  Lack of assessment to establish that a 
person might not have capacity. 

û  Problems with Best Interests decision-
making process. 

û  Confusion about what ‘serious medical 
treatment’ is and when an IMCA should 
be appointed. 

û  Concerns about outcome of decisions 
made and timeliness of their 
implementation. 



!   4. Promoting physical well-being 

ü Mental Capacity Act advice should be 
easily available 24 hours a day. 

ü Decision-making process and outcomes 
clearly recorded in notes. 

ü Mental Capacity Act training and regular 
updates mandatory for staff involved in 
the delivery of health care. 

ü  All training is supplemented by ‘on the 
job’ assessment of practical application. 



!   5. Listening to people with learning 
disabilities, family and paid carers 
 û  Family members struggled to get 

their voices heard and did not feel 
listened to. 

û  Paid carers felt intimidated at times 
by medical professionals.  

û  When the person with learning 
disabilities reached age 18, family 
members felt even more side-lined. 



!   5. Promoting physical well-being 
ü  People with learning disabilities, 

family and paid carers are 
recognised as partners in care along 
with healthcare professionals. 

ü  The expertise and knowledge of 
family and paid carers is recognised 
and utilised. 

ü Clear agreements are in place about 
the expectations of family and paid 
carers who stay in hospital with a 
person with learning disabilities.  



!  Avoiding premature deaths and 
promoting physical well-being 

 

•  Identify people with learning disabilities, anticipate their 
likely needs and make reasonable adjustments. 

•  Diagnose and treat illness quickly. 

•  Ensure the coordination of healthcare needs and the 
sharing of appropriate information. 

•  Understand, and adhere to, the Mental Capacity Act. 

•  Listen to people with learning disabilities and their family 
and carers. 



!   Contact details 

:   www.bristol.ac.uk/cipold 

(    0117 331 0973  
 
•  C  Pauline.Heslop@bristol.ac.uk 
 

 ci-team@bristol.ac.uk 
 
 
 


