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Briefing on the findings of the Confidential Inquiry into premature deaths of 
people with a learning disability

Executive Summary

The Confidential Inquiry into premature deaths of people with a learning disability was 
commissioned by the Department of Health in 2010 to look at deaths of people with a 
learning disability.  On March 20th  2013, the Confidential Inquiry published the findings of its 
two year investigation.  In total, the Inquiry examined the factors leading up to the deaths 
of 247 people with a learning disability in the South West of England.  As expected, the 
Inquiry found evidence that showed people with a learning disability are still not receiving 
equal healthcare in all NHS settings.  The Inquiry found that 37% would have been 
potentially avoidable if good quality healthcare had been provided.  

The most common reasons for premature deaths were problems with investigating and 
assessing the cause of illness and delays or problems with treatment.  Whilst a number of 
recommendations are made as to what can be done to improve healthcare for people with 
a learning disability and reduce the number of premature deaths, the key call from the 
Inquiry is for a continued mortality review for people with a learning disability at a national 
and local level.  Mencap strongly supports this recommendation and feels that there is a 
clear and ongoing need for the deaths of people with a learning disability to be monitored 
in order to learn from mistakes and build on good practice.

We have included a number of case studies that have been reported to Mencap to illustrate 
the points raised by the Confidential Inquiry and what they have meant for the lives of real 
people with a learning disability.

Background to the Confidential Inquiry

It has long been known that people with a learning disability have a shorter like expectancy 
and are at an increased risk of dying prematurely compared to the general population.  A
demand for a Confidential Inquiry into the premature deaths of people with learning 
disabilities was initially made in the Department of Health’s White Paper Valuing 
People (2001).  In 2004, Mencap’s Treat me right report exposed the unequal healthcare of 
people with a learning disability to a wider audience and Mencap joined existing calls for an 
inquiry to identify the causes of death amongst people with a learning disability.  

A formal investigation into the inequalities in physical health experienced by people with 
mental health problems and people with learning disabilities was conducted by 
the Disability Rights Commission and reported in 2006. The following year, Mencap 
published Death by indifference (2007) which exposed the unequal health care that people 
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with learning disabilities often received within the NHS and the devastating consequences 
this has had for six people with a learning disability who died in NHS care.  

Death by indifference cases
Emma died of cancer in 2004, aged just 26.  The hospital delayed treating her because they 
said she would not co-operate with treatment and therefore could not consent to it.

Warren was 30 years old when he died.  He died of aspiration pneumonia, paralytic ileus 
and peritnoitis, following perforation of the appendix.  His mother and father had 
repeatedly asked whether Warren had appendicitis or a blocked bowel when doctors visited 
Warren.  They were told that Warren had a virus.

Ted died in May 2004.  The death certificate stated that this was due to a heart attack, but 
this was changed after the inquest to ‘aspiration’.  He was 61 years old.  He had been 
admitted to hospital a few weeks earlier due to problems with urine retention.  He was 
discharged three weeks later, despite the fact that his care staff raised concerns about his 
health.  The following day he collapsed and died.

Mark had been admitted to hospital with a broken leg.  After an operation in which he lost a 
lot of blood, mark was discharged and readmitted twice in two months, finally dying in 
intensive care eight and a half weeks after the operation.

Tom died after a very delayed diagnosis of an ulcerated oesophagus. Tom’s parents found 
that the concerns they raised over Tom’s expressions of pain weren’t listened to. He was 20 
years old.

Martin was admitted to hospital with a stroke when he was 43 years old.  Whilst in hospital, 
Martin wasn’t given the nutrition he needed.  He went for 26 days without food before he 
died.
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Death by indifference triggered an independent inquiry called Healthcare for All led by Sir 
Jonathan Michael (Michael, 2008).  In addition, the Parliamentary and Health Service 
Ombudsman conducted an investigation of the six cases.   The Michael’s inquiry identified 
the action needed to ensure adults and children with learning disabilities receive 
appropriate health services in the NHS. The terms of reference required the Inquiry to learn 
lessons from the six cases highlighted in the Mencap report. The Michael’s Inquiry 
concluded that ‘there is evidence of a significant level of avoidable suffering and a high 
likelihood that there are deaths occurring which could be avoided’ (Michael, 2008; p.53). It 
recommended the establishment of a learning disabilities Public Health Observatory and a 
time-limited Confidential Inquiry into premature deaths of people with learning 
disabilities ‘to provide evidence for clinical and professional staff on the extent of the 
problem and guidance on prevention’ (p.44).

The recommendations that came out of the Michael’s inquiry were subsequently accepted 
by the government who outlined how they would be delivered in the Department of Health 
strategy for people with a learning disability, Valuing People Now (2009).  Following from 
this, the Confidential Inquiry was commissioned by the Department of Health in Spring 
2010.   The Confidential Inquiry, based at the University of Bristol, was tasked with 
investigating the avoidable or premature deaths of people with a learning disability through 
retrospective reviews of deaths.  The aim of the Inquiry was:

- to review the patterns of care people received in the period leading up to their 
deaths

- to identify errors or omissions that contributed to these deaths
- to illustrate evidence of good practice
- to provide improved guidance on how to avoid premature deaths
- to establish a usable system for reporting the deaths of people with a learning that 

can be replicated across the country.

To be included in the Confidential Inquiry the death had to occur between 1st June 2010 
and 31st May 2013, the person had learning disabilities, was aged 4 or older and was 
registered with a GP in one of the 5 Primary Care Trust covered by the study; Bath and North 
East Somerset, Bristol, North Somerset, Gloucestershire and South Gloucestershire.  In order 
to identify whether the findings were specific to people with a learning disability, the 
Inquiry also looked at 58 comparator cases- adults without learning disabilities who died in 
the study area.  They were broadly matched to a sub-group of 58 people with learning 
disabilities on four factors; month of death, cause of death age and gender.

For the purpose of the Confidential Inquiry, a death was considered premature if, “without a 
specific event that formed part of the ‘pathway’ that led to death, it was probable that the 
person would have continued to live for at least one more year”. The review of each death 
included the provision of core data, review of case notes, individual interviews, a panel 
meeting of all those involved in supporting the person and external anoymised scrutiny of 
the case by an Overview Panel.  This was an inclusive approach and involved all the key 
individuals and agencies involved in the individuals’ care including the individuals’ family 
and friends.
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The Confidential Inquiry findings 

37% of deaths would have been potentially avoidable if good quality healthcare had 
been provided

On average, men with a learning disability died 13 years earlier and women with a 
learning disability died 20 years earlier than the general population.

The most common underlying reason for death for people with a learning disability was 
heart and circulatory disorders (22%) or cancer (20%).

The most common immediate cause of death for people with a learning disability was
respiratory disorders (34%) or heart and circulatory disorders (22%)

The findings of the Confidential Inquiry were published on the 20th March 2013.  In total, the 
Inquiry looked at the deaths of 233 adults and 14 children with a learning disability.  In 
addition, they examined the deaths of 58 people without a learning disability who acted as 
a comparator group.  After reviewing the deaths, the Confidential Inquiry concluded that 
42% of the deaths were premature.  The most common causes for these deaths were 
problems with assessing or investigating the cause of illness and delays or problems with 
treatment.  More detailed findings are outlined below, broken down by themes.

1. Demographic factors
- Of the 247 people with a learning disability looked at, 40% had mild learning 

disabilities, 31% moderate, 21% severe and 8% had profound and multiples learning 
disabilities.

- The median age of death for men with a learning disability was 65 years, 13 years 
earlier than men in the general population.

- The median age of death for women with a learning disability was 63 years, 20 years 
younger than the general population.

- Overall, 22% of people with a learning disability looked at by the Inquiry had died 
under the age of 50 compared to just 9% of the general population.

- Age of death decreased with the increasing severity of learning disabilities

2. Health and care needs of people with learning disabilities
- A fifth of those people with a learning disability who died had 7 or more medical 

conditions.
- 25.5% of people with a learning disability had 4 or more treatable medical conditions 

including constipation, pressure sores and sleeping problems.
- Almost all (96.8%) of the people with a learning disability had one or more long-term 

or treatable health condition, most commonly epilepsy, cardiovascular disease or
dementia.

- 97% of people with a learning disability were on some sort of medication prior to 
death.  The median number of medications prescribed to each person with a learning 
disability was 7.
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- A significantly greater proportion (17%) of people with a learning disability were 
found to be underweight than people in the general population (3%).

- More than half the cohort were described as having behavioural or emotional 
problems.

- 12% of people known to be on GP learning disability registers had never had an 
annual health check. 

- Health action plans and hospital passports were not found not to be used 
consistently.

- 38% of the deaths investigated by the Inquiry were reported to the coroner.  
However, the Confidential Inquiry team felt that there were a number of additional 
cases that had not been reported to the corner which they felt should have been.  
This is an issue which warrants further examination.

Jasseke’s Story
Jasseke’s carers became concerned when they noticed a rise in her blood pressure and the 
fact that she seemed unusually tired.  When she started vomiting they took her to see her 
GP on 16th September 2011. Despite having raised their serious concerns about her 
worsening condition, Jasseke’s family were told they worrying over nothing. Over the 
following weeks, Jasseke continued to deteriorate. She became increasingly weak and the 
vomiting came back but, despite visits to walk-in-surgeries and to her GP, no action was 
taken.

On 2nd November 2011, Jasseke collapsed and was eventually admitted to the critical ward 
of the local hospital. Here her family were told that Jasseke’s kidneys had completely failed. 
Jasseke died on 4th November 2011.  She was 27.

3. Housing 
- 64.4% of the people with learning disability lived in a residential care home.
- 42% had lived in a long-term institution in the past.

4. Communication
- 30% had limited verbal communication with 22% unable to communicate verbally.
- More than a third of people with a learning disability had difficulty identifying or 

verbally communicating their pain yet only 4 people had any sort of pain assessment 
documentation that could help carers unfamiliar to them recognise that they might 
be in pain.

5. Physical and sensory impairment
- Only a third of people with a learning disability had independent mobility.  This fell to 

13% in the period leading up to death.
- Half of the cohort had problems with vision and over a quarter had problems with 

hearing. Two in ten people had problems with their vision and hearing.
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6. Causes of death
- The main underlying causes of death for people with a learning disability was heart 

and circulatory disorders (22%) and cancer (20%).
- The most common immediate cause of death for people with a learning disability 

were respiratory disorders (34%) or heart and circulatory disorders (22%).
- Three deaths of people with a learning disability reviewed by the Inquiry were 

categorised as being due to “deliberately inflicted injury, abuse or neglect”
- For some people with a learning disability up to 4 reasons for premature death were 

given.

7. Contributory factors
- Delays or problems with care pathways: People with learning disabilities were found 

to have experienced problems at the point of investigating, diagnosing and treating
of illness.  Two in every five people whose illness was reported to a doctor 
experienced problems in having their illness diagnosed and/or treated.  In some 
cases, people died before a diagnosis was made.  In addition, the Inquiry found that 
the concerns of the individual, their family or paid carers were reported as not being 
taken seriously enough in a quarter of cases.

Sandra’s Story
Sandra first became ill in August 2009, suffering with persistent abdominal pain. Her sister 
was told by the GP that Sandra was presenting with the 5 “red flags” for bowel cancer. From 
this time until April 2010 Sandra was sent back and forth to the Hospital for various tests, 
none of which resulted in a ‘proper’ diagnosis. 

On the 8th April 2010, Sandra was in such extreme pain that her carers called an ambulance 
and Sandra was admitted to hospital.  When her sister arrived she became very alarmed as 
Sandra was delirious, very drawn and thin, but with an extended and bloated stomach. 
Eventually a nurse came and attempted to take a blood pressure reading with no success. 
It was at this point that Sandra was treated as an emergency case.  Sadly, this proved too 
late as Sandra went into cardiac arrest. Sandra died at the hospital on 8 April 2010. She was 
59.

- A lack of reasonable adjustments: Reasonable adjustments help to make services 
easily accessible to people with learning disabilities.  The Inquiry found many 
occasions when reasonable adjustments should have been made but were not, 
disadvantaging the individual at crucial stages of the care pathway.

- Lack of coordination: The Inquiry showed that people with a learning disability often 
have multiple and complex health conditions.  This makes team work and care 
coordination extremely important.  However, the Inquiry found a number of 
problems with care coordination, with professionals working in ‘silos’ instead of 
drawing on each others expertise and experience.
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- Lack of effective advocacy: Just 45% of the cohort had a consistent and effective 
advocate to support them.  As part of this, it was noted that there was a general lack 
of knowledge of and understanding about the patient as an individual including their 
personal and medical histories making advocacy of increasing importance.

- Not following the Mental Capacity Act: The Mental Capacity Act (2005) provides a 
legal framework for acting and making decisions on behalf of adults who lack the 
capacity to make decisions for themselves.  The Inquiry found serious concerns 
about adherence to the Mental Capacity Act and a difference in the understanding 
and implementation of its principles.  Assessments of capacity were not carried out 
in some instances or their findings were not recorded.  

- Not following guidelines about decisions whether or not to resuscitate at 
individual: Over half of the people with a learning disability looked at by the Inquiry 
had a do not attempt cardiopulmonary resuscitation order placed on them at the 
time of death (57%)  There are firm guidelines about when a do not resuscitate order 
can be placed on an individual but the Inquiry found considerable evidence of poor 
adherence to the guidelines both in emergency and non-emergency situations. 

Anne’s Story
Anne was admitted to hospital as she was having difficulty breathing. She was diagnosed 
with pneumonia. When the condition eventually began to improve, Anne was placed on a 
general ward.  However, during one of Monica’s regular phone calls to the ward to check on 
Anne, she was told that her sister’s condition had worsened again and the pneumonia 
appeared to be returning.  At this point, Monica was informed that Anne’s notes stated that 
she was not to be returned to the high dependency unit and that she was not to be 
resuscitated. This was the first that the family knew of this. 

Alarmed, Monica began to seek advice and, with the assistance of the adult safeguarding 
team, a best interest meeting was called. However, despite Monica’s strong disagreement, 
doctors were in agreement that the DNR decision should remain.  Anne died of pneumonia 
on 20th July 2010, aged 53. 

- Poor record keeping: The Inquiry found that poor record keeping left people with a 
learning disability vulnerable to premature death.  For example, it was noted that 
individuals understanding of their condition was often not documented making 
capacity difficult to assess.  There was often no documentation of rationale for
treatment and do not resuscitate decisions. Concerns about record keeping also 
included records being incomplete and information about nutrition, bowel 
movements and seizures not being monitored or recorded.  Each of these was found 
to have contributed to a person’s death as it meant the severity or worsening of their 
condition was not recognised in a timely way. Issues with accessing and sharing 
information were also identified.
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- A lack of proactive care: The Inquiry identified a general lack of attention to 
predicting or planning for potential problems with care resulting in such problems 
being responded to in a crisis situation.  Care was too often found to be reactive and 
not proactive.  For example:

 no measures were taken to address fears people with a learning disability 
had about medical professionals

 lack of planning for people with progressive long-term conditions, such as 
dementia

 limited postural interventions
 premature, delayed or poorly managed discharge from hospital
 problems with transition planning
 little evidence of long-term condition care plans including 

disease/condition management courses; of the 53 people with learning 
disabilities whose underlying cause of deaths was related to the heart 
and circulatory system, just 8 had had a cardiovascular disease risk 
assessment.

- Issues with quality of death: The Inquiry noted that there were issues with people 
with a learning disability either not having an end of life care plan or that the plan 
was poorly coordinated or organised. For over half the people with learning 
disabilities there was either no evidence of any end of life plan or it was known the 
person didn’t have one.  Problems were also identified around accessing Continuing 
Healthcare Funding with problems occurring as a result of people’s applications 
being refused or delayed.  

- Inadequate nutritional knowledge: care staff were found to have a poor knowledge 
about nutritional information resulting in a lack of awareness and recognition of 
malnutrition in some deaths reviewed by the Inquiry.  This is of particular importance 
given that people with a learning disability were found to be more likely to be 
underweight.

8. Comparison group
Although the proportions of premature deaths were found to be similar when comparing 
the deaths of the 58 people with a learning disability and 58 people without a learning 
disability in the comparator group the reasons why a death might be considered premature 
were very different between the two groups.  

It was found that difficulties in diagnosis and treatment and a dependence on others for 
mobility and feeding were more common contributory factors for people with a learning 
disability, whilst lifestyle factors, such as smoking and alcohol, were more prevalent in the 
comparator group who did not have learning disabilities. 

Consequently, it was noted that more of the comparator groups deaths were preventable 
through public health interventions such as information about quitting smoking, whilst 
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more of the deaths of people with a learning disability would have been amenable to 
change by good quality healthcare.  

Recommendations of the Confidential Inquiry 

The main finding of the Confidential Inquiry is that people with a learning disability are 
dying from things that could be prevented by good quality healthcare interventions.  
Consequently, the Confidential Inquiry has made a number of recommendations which 
they feel will help improve the healthcare of people with a learning disability and reduce 
the number of premature deaths.  The key recommendations are listed below.

1. Clear identification of people with a learning disability on the NHS central registration 
system and in all healthcare record systems

2. An annual audit of reasonable adjustments and sharing of best practice
3. NICE Guidelines needs to move away from a focus on single conditions to take account 

of multi-morbidity as seen in people with a learning disability.
4. Having a named healthcare coordinator for people with more complex or multiple 

health needs
5. Introduction of patient-held health records
6. Standardisation of annual health checks and a stronger link between health checks and 

Health Action Plans
7. Equal access to investigations and treatments of illnesses
8. Proactive referral to specialist learning disability services
9. Greater recognition of adults with a learning disability being at a high-risk of respiratory 

problems
10.More clarity and advice in relation to the Mental Capacity Act, including regular, 

mandatory training  
11.Greater clarity about resuscitation guidance 
12.Improved advanced health and care planning, including palliative care
13.National collection, analysis and publication of mortality data about people with a 

learning disability

The key recommendation of the Confidential Inquiry is for the establishment and funding of 
a National Learning Disability Mortality Review Body in England.   This would allow for the 
continued collection of mortality data for people with a learning disability.  The role of the 
body would include the following elements:

- a uniform death reporting system: at present, there is no uniform system for 
recording that a person who had died had a learning disability.  To fix this, a 
comprehensive register of people with a learning disability would need to be 
established, potentially linking educational and health registers.  Mortality data 
would also need to be linked to the records of people with a learning disability and a 
uniform system of reporting the deaths of people with a learning disability would 
need to be established.
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- collection of core, standardized information about the deaths of people with a 
learning disability: the Mortality Review Body would be responsible for collecting 
core data about the deaths of all people with a learning disability.  The type of core 
data would include information such as gender, age, ethnicity and place of death.

- investigations of certain deaths: the Mortality Review Body would be expected to 
fully investigate or oversee local investigations of a random selection of all deaths of 
people aged 18 to 64 years and of “red flag deaths” which have raised concerns.  All 
these cases would then be looked at by an Overview Panel.

- partnership working: the Mortality Review Body would be expected to work closely 
with other health and care agencies to implement strategies and inform guidance 
based on the trends and issues identified by the review.

- production of an annual report on the mortality of people with a learning 
disability: the Mortality Review Body would be expected to work with the Learning 
Disability Observatory to pull together mortality data on an annual basis and to 
produce a report summarising key trends and issues.

What Mencap thinks

We know that people with a learning disability are still dying needlessly in NHS hospitals 
and the findings of the Confidential Inquiry confirm this.  Over the past decade, Mencap 
have had 85 deaths of people with a learning disability reported to us by families and carers 
who feel hospital blunders, poorly trained staff and indifference are to blame for their loved 
ones death.  Many of the themes identified by the Inquiry are not new.  Sadly, these are 
problems that have been raised for many years.  Problems that the NHS and the 
government are failing to adequately address and consequently putting the lives of people 
with a learning disability at risk.

The findings of the Confidential Inquiry have been published at a time of great change in 
the NHS under the Health and Social Care Act (2012) which will see changes in the way 
health and social care services are commissioned and a drive for greater patient choice and 
accountability.  In addition, it is a time of increasing concern about quality of service 
provision for all patients in the wake of the Francis Report and for people with learning 
disabilities more explicitly due to the Winterbourne View abuse scandal and the Care 
Quality Commissions review of learning disability services.

The findings of the Confidential Inquiry provide a considerable amount of evidence on 
which to improve the standard and quality of care for people with learning disabilities and 
ultimately their health outcomes.  The Confidential Inquiry was not a neutral investigation: 
it will have a ripple effect which will impact the ways in which organisations operate and 
the care pathways that any potentially vulnerable patients go through.  Future 
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commissioners have a duty and responsibility to monitor existing health inequalities 
experienced by people with learning disabilities and take action to address them.  The 
findings and recommendations of the Confidential Inquiry pave the way for such work to 
take place.  

Mencap was concerned, but not surprised, by the Inquiries finding that dome deaths had 
not been reported to the coroner despite them warranting investigation.  This clarifies our 
concern that the deaths we hear about are likely to represent the tip of the iceberg, with 
many continuing to go unreported or unrecognised.

It is worrying that despite previous investigations and reports, many professional seem still 
to be unaware of approaches that adapt services to meet the needs of people with a 
learning disability.  Mencap strongly supports all the recommendations of the Confidential 
Inquiry and agree that people with a learning disability should expect and should receive 
the same quality of health care as anyone else.  In addition to identifying failures in NHS 
care and learning from these, it is also important that we learn about and share good 
practice, highlighting that quality healthcare for people with a learning disability is possible.   
Consequently, Mencap joins the Confidential Inquiry’s call for the establishment of a 
National Learning Disability Mortality Review Body in England to continue the good work 
that has been started by the Confidential Inquiry.  It is essential that we continue to 
improve and collate information about deaths of people with a learning disability in order to 
enhance our understanding of what is going well and what is going wrong in the healthcare 
of people with a learning disability.  

It will be important to monitor the impact of the Inquiry.  Since starting the Inquiry the 
team has already seen positive improvements in the practice of the healthcare 
professionals and institutions they have been working with.  Mencap is hopeful that the 
findings and recommendations will help healthcare professionals and others better 
understand the problems people with a learning disability encounter in healthcare settings 
and the steps that can be taken to improve the quality of care people receive resulting in 
long-term improvements in the healthcare of people with a learning disability.   
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More information

If you have any concerns based on what you have read you can always call the Mencap 
Helpline on 0808 808 1111

For more information about what Mencap is doing to campaign on health you can contact 
the campaigns team: campaigns@mencap.org.uk or 020 7696 6952

To read the full report from the Confidential Inquiry go to www.bristol.ac.uk/cipold


