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Background
The definition of avoidable mortality requires regular review for the following reasons:
· For deaths from a cause to be considered avoidable, it must be clear that it is possible to avoid the majority of deaths from this cause at the time they occurred. With advances in medical technology and wider public health interventions, deaths from a condition which was previously not avoidable may have since become avoidable.

· Deaths from most causes in the definition are not considered avoidable after a certain age. However, age limits applied need to be reviewed in light of increasing life expectancy, improvements in cause of death coding at older ages and advancements in medical treatment which may prolong life.

· To explore user needs for more detailed statistics. For example, producing a separate indicator for children and young people.

We ran a public consultation to review our definition of avoidable mortality between 20 May and 31 July 2015 and invited responses via an online survey, by email and post.
Summary of responses
We received 20 responses to the consultation from 13 organisations, including government departments, local governments, academics and charities, and 7 individuals. We would like to thank all respondents for taking the time to respond to the consultation. A list of respondents can be found in the annex. 

The consultation contained 5 questions on the definition of avoidable mortality. The responses to each of these questions are summarised below. Also included are additional comments that were included within a number of the responses.

Question 1: Amenable mortality definition 

Are there causes of death that you would like to see included in the amenable mortality definition? If so, please state these causes, their age limits and the evidence in support of their inclusion.
There were 16 responses to this question. Eight of these expressed satisfaction with the current definition of amenable mortality. The other 8 suggested that additional causes of death could be included in the definition. One respondent stated that they wanted to see more causes included in the definition, but didn’t say why or provide a list of those causes.

Lung cancer: A respondent would like to see lung cancer included in the amenable mortality definition. The respondent noted that more than 1,300 deaths could be avoided each year in UK, while over 3,500 lives could be saved if the survival rates in UK were similar to the average across other Western countries (De Angelis et al., 2013; Pritchard & Hickish, 2011). 
Early diagnosis, ensuring full access to all treatments, reducing the inequality in access to treatment across cancer networks in England and Wales, and use of new radiotherapy techniques, were identified as factors which could significantly improve UK survival rates.
Sepsis: A respondent would like to see sepsis included in the amenable mortality definition. They acknowledged the historical difficulties in defining and coding sepsis accurately, but pointed out that an international definition is becoming clearer, while experts are currently working to improve the coding of sepsis. Around 37% of the 100,000 cases of sepsis in UK each year result in death (Sepsis Trust), but early diagnosis and prompt treatment were identified as factors which could significantly reduce the risk of dying. The respondent suggested that some cases of sepsis are largely preventable via immunisation (for example, meningitis), and that early diagnosis and prompt treatment can reduce the risk of death.
Chronic obstructive pulmonary disease (COPD): A respondent referred to the NHS Outcomes Strategy for COPD and Asthma as evidence for the inclusion of COPD in the amenable mortality definition. They stated that deaths from COPD can be delayed via early diagnosis, and treating and managing the condition from its early stages. Another respondent argued that COPD should be listed as an amenable condition for those aged 45-74 years only. This categorisation was suggested to be consistent with academic literature on the topic (Lumme et al., 2012; McCallum et al., 2013).
Misadventure while operating transportation and harbouring impulsive suicidal behaviours: A respondent suggested including this in the definition, but didn’t provide any reason for this.   

Other causes of death for consideration: A respondent suggested including Addison disease, hypothyroidism, congenital malformations of cardiac septa, dysphagia, certain unintentional injuries, aspiration, self neglect, and problems relating to medical facilities and other healthcare in the definition of amenable mortality. These conditions and their respective age limits are listed in Table 1.The respondent noted that self-neglect was a common cause of death in people with learning disabilities. According to the respondent, people with learning disabilities often have poor awareness of their own health and care needs, while services don’t provide adequate support, or lack the flexibility to manage these needs. 
A respondent raised concerns over the exclusion of causes which are responsible for fewer than 100 deaths a year. These causes, in addition to Cellulitis (typically more than 100 deaths), are also listed in Table 1. The respondent suggested that adding these causes would bring our definition in line with the amenable mortality definition used in international literature. In addition, although the number of deaths from the causes may be small, we will be able to identify adverse trends if any. For example, sudden increases in deaths from measles or rubella in light of the reluctance of parents to have their children vaccinated for measles, mumps and rubella (MMR) in recent years. They also mentioned that we only report deaths for cause groups, not individual causes of death.
Table 1: All additional causes of death recommended for the amenable mortality definition
	Cause of death
	Age
	May result in fewer than 100 deaths

	Lung cancer
	Not specified
	

	Sepsis
	Not specified
	

	Chronic obstructive pulmonary disease
	45-74
	

	Misadventure while operating transportation and harbouring impulsive suicidal behaviours
	Not specified
	

	Other causes 
	
	

	Nutritional, endocrine and metabolic: Addison Disease
	0-74
	

	Hypothyroidism
	0-74
	

	Cardiovascular diseases: Congenital malformations of cardiac septa
	0-74
	

	Digestive diseases: Dysphagia
	0-74
	

	Unintentional Injuries: Foreign body in gastroenterology tract, respiratory system, and urinary tract system
	0-74
	

	Aspiration
	0-74
	

	Self-neglect including Diogenes Syndrome
	18-74
	

	Problems relating to medical facilities and other healthcare
	0-74
	

	Cellulitis4,5
	0-74
	

	Intestinal infections1,2,3
	0-14
	(

	Other infections (Diphtheria, Tetanus, Poliomyelitis and Varicella)3,4
	0-74
	(

	Whooping Cough1,2,3
	0-14
	(

	Measles1,2,3
	0-14
	(

	Rubella4
	0-74
	(

	Malaria4,5
	0-74
	(

	Streptococcal pharyngitis4,5
	0-74
	(

	Cellulitis
	0-74
	(

	Malignant neoplasm of skin1,2,3,4,5
	0-74
	(

	Malignant neoplasm of unspecified parts of uterus and body of uterus1,2,3,4,5
	0-44
	(

	Bacterial Meningitis5
	0-74
	(

	Malignant neoplasm of testis1,2,3,4
	0-74
	(

	Diseases of the thyroid1,2,3,4,5
	0-74
	(

	All respiratory diseases (excl. pneumonia & influenza)1,2,3
	0-14
	(

	Maternal Deaths1,2,3,4
	All
	(


  1 McCallum et al. (2013)
 2 Nolte et al. (2004)
 3 Nolte et al. (2008)
 4 Lumme et al. (2012)
 5 Page et al. (2006) 
Additional comments: A respondent felt that our amenable mortality indicator was of little use in monitoring deaths from causes other than acute myocardial infarction, since it is heavily weighted by the large number of deaths from this cause. 
The respondent also used the marked variation in same day fatality rates from acute myocardial infarction, within and between countries, to highlight the fact such deaths may not be amenable to healthcare. They therefore suggested that we report deaths from acute myocardial infarction separately, and not group them with those from other causes.
Question 2: Preventable mortality definition
Are there causes of death that you would like to see included in the preventable mortality definition? If so, please state these causes, their age limits and the evidence in support of their inclusion. 

There were 13 responses to this question. Six of these expressed satisfaction with the current definition of preventable mortality. The remaining 7 suggested improvements to, or clarifications on, the present definition of preventable mortality. One respondent stated that they wanted to see more causes included in the definition, but didn’t say why or provide a list of those causes.

Measles and rubella: A respondent wanted measles and rubella included in the preventable mortality definition because trends need to be monitored in light of the reluctance to take up the MMR vaccine. Adding that other rare causes of death, such as neglect and malnutrition, could be prevented through public health interventions, the respondent felt that the exclusion of causes with fewer than 100 deaths meant that important trends in children were not being monitored.

Misadventure while operation transportation and harbouring impulsive suicidal behaviours: A respondent suggested including these causes in the definition, but didn’t provide any reason to support their inclusion.
Other causes of death for consideration: A respondent felt that the majority of deaths from physical causes while in the care of mental health services are wholly avoidable. Another wanted the definition to include obesity, intentional injuries, being a target of adverse discrimination and persecution, lack of physical exercise, spina bifida, dysphagia and self neglect. These conditions and the respective age limits are listed in Table 2.
Table 2: All additional causes of death recommended for the preventable mortality definition
	Cause of death
	Age

	Measles
	Not specified

	Rubella
	Not specified

	Misadventure while operation transportation and harbouring impulsive suicidal behaviours
	Not specified

	Other causes
	

	Nutritional, endocrine and metabolic: Obesity
	0-74

	Intentional injuries
	Not specified

	Target of perceived adverse discrimination and persecution1,2
	0-74

	Lack of physical exercise1,2
	18-74

	Neurological disorders: Spina bifida1,2
	0-74

	Digestive diseases: Dysphagia1,2
	0-74

	Self neglect, including Diogenes syndrome1,2
	18-74


1 Heslop et al. (2014)
2 Heslop et al. (2013)
 Additional comments: One respondent wanted to know why deaths from deep vein thrombosis (DVT) and pulmonary embolism (PE) are considered preventable but not amenable. They were unaware of public health interventions that could reduce the prevalence of these conditions and prevent deaths from them. It was felt that DVT and PE are amenable because they can be treated effectively. 

Question 3: Age limits
Are the upper age limits included in the current definition still appropriate? If not, why and how would you change them?

Twelve respondents provided direct answers to this question. Of these, 8 considered the current upper age limits to be appropriate. Three respondents suggested improvements to, or clarifications on, the present upper age limits. Two respondents stated that they found the upper age limits inappropriate but didn’t say why.
Life expectancy and cause of death coding: A respondent stated that the upper age limit of 74 years, which we currently use for the majority of causes, was set by Tobias and Jackson in 2001 to reflect the increasing life expectancy and improvements in cause of death coding at older ages. They argued for an increase in this upper age limit, citing further increases in life expectancy since the current age limit was set, and increases in the proportion of healthcare resources being spent on an older population. By excluding those aged 75 years and over, we are not accounting for an increasing proportion of the work of the health service.
Health inequality: A respondent was concerned about the use of age limits altogether, stating that their use may:
· Suggest that treatments are not effective in the older population, when they are in many cases

· Exclude groups experiencing the greatest health inequality, thereby limiting the usefulness of the data
They also stated that we need to analyse the impact of using age limits on inequality and ensure compliance with the age discrimination provisions in the Equality Act 2010. 
There were specific concerns about the age limits for the causes listed in Table 3, and the respondent sought to understand why we chose them. They suggested increasing the upper age limit for diabetes, stating that good care for people with diabetes should reduces the risk of developing complications, and many people are diagnosed with Type 2 diabetes around the age of 50 years.
Although one respondent was happy with the age limits we use, subject to the views of other experts, they also acknowledged the limitation of the data in assessing health inequality at older ages.
Table 3: Clarification sought from a respondent on the following upper age limits used in the current definition
	Cause of death
	Age

	Diabetes
	49 years

	Influenza
	74 years

	Cancer and heart disease
	74 years

	Uterine cancer
	44 years


Additional comments: It was suggested that, if the upper age limit of 74 years is changed, we present data based on the current and revised age limits, so that users can assess the impact the change. Another respondent suggested that we change the upper age limits for leukaemia, and nephritis and nephrosis, but didn’t propose new age limits. 
Question 4: Separate children and young people’s indicator
Would you find a separate avoidable mortality indicator for children and young people useful? If so, how would you define children and young people in terms of age and are there conditions other than those in the current definition which you would like to see included in this indicator?

Fourteen respondents provided direct answers to this question. Of these, 4 were satisfied with the current definitions. The majority of respondents who answered this question (10 out of 14) were particularly keen for us to produce a separate indicator for children and young people. 
Rationale for a children and young people indicator: Respondents generally agreed that many causes of childhood deaths are avoidable. Several stated that the UK has one of the highest death rates for children in Europe, and is in the worst quartile for child deaths in Europe, Australia, Canada and Norway (RCP, 2014; Johnston, 2014; Wolfe et al., 2014). 
One respondent noted that injuries and poisoning were a major cause of death among 1-14 year olds, while half the deaths among 15-19 year olds was caused by external causes, such as transport accidents, intentional and non-intentional injuries. Another respondent argued that factors such as the poor recognition of risk of adverse outcome in the treatment of asthma, insufficient uptake of certain vaccines, and lack of appropriate access to prophylactic medication for viral respiratory diseases contribute to avoidable deaths in children and young people.
It was concluded that it is important to gather comprehensive information about death in children to identify remediable factors in order to make recommendations about possible system improvements (Fraser et al., 2014).

Table 4: All causes of death recommended for a children and young people’s indicator of avoidable mortality

	Cause of death
	Age

	Asthma
	Not specified

	Neglect or malnutrition
	Not specified

	Measles and rubella 
	Not specified

	Injury and poisoning
	1-14

	External causes such as transport accidents, drowning and fires
	15-19

	Accidental ingestion of toxic substances
	Not specified

	Certain respiratory diseases 
	1-14


Suggested age groups: Respondents were generally in favour of including children and young people up to the age of 18 or 19 years in this indicator. A couple of respondents suggested including young people up to the age of 24 years to reflect the transition from paediatric to adult health and social care, and also the fact that indicators of socioeconomic position are mostly dependent on parents up to this age. Another respondent felt that the age limit should be defined in terms of what is clinically relevant, so that the causes which are selected are avoidable for specific age groups only.
Some respondents suggested that we also report a detailed breakdown of this indicator by age group (for example 4 to 5 year age groups). One of the age breakdowns proposed was consistent with the prescribing ages for medication, described in the British National Formulary. Another was consistent with recommendations outlined in the Report of the Children and Young People’s Health Outcomes Forum. The age groups proposed are summarised in Table 6.
Table 6: Suggested age groups for the separate avoidable mortality indicator for children and young people
	
	Respondent 

	Age groups
	1
	2
	3
	4
	5

	Pre-term neonate
	
	(
	
	
	

	Less than 1 year
	
	
	(
	
	

	Neonate (0-1 month)
	(
	(
	
	
	

	Infant (1 month- 1 year)
	(
	(
	
	
	

	Pre-school (1-4 years)
	
	(
	(
	
	

	Pre-school/toddler (2-5 years)
	(
	
	
	
	

	Young child (5-9 years)
	
	(
	(
	
	

	School age (5-12 years)
	(
	
	
	
	

	Teenage years (10-14 years)
	
	(
	(
	
	

	Young people (12-18 years)
	(
	
	
	
	

	Young person (15-19 years)
	
	(
	(
	
	

	Upper limit of 24 years
	
	
	
	(
	(


Additional comments: One respondent felt that the criterion to include conditions where there are more that 100 deaths per year may exclude rare causes of death in children that are amenable to public health intervention, for instance, due to neglect or maltreatment. The respondent also suggested that it would be useful to include deaths from vaccine-preventable diseases, such as rubella. Although rare, the respondent stated that it is important to monitor the implication of recent reluctance to take up the MMR vaccine.
Two respondents welcomed the idea of an indicator for children and young people, pointing out that the NHS Outcomes Framework already contains an amenable mortality indicator (Potential Years of Life Lost) for this age group (HSCIC, 2015). One of these respondents suggested that we consider the methodology used in developing this indicator.  
Question 5: Other comments
Do you have any other comments?

Eight respondents provided additional comments relating to various aspects of the definition of avoidable mortality (and its subcategories) and the methods used in selecting avoidable deaths.
Definition

With regards to the definition of avoidable mortality (and its subcategories), respondents:

· Suggested that we consider subdividing amenable mortality into conditions amenable to interventions delivered in specific parts of the health service; for example, primary prevention, early detection and intervention, and improved treatment and medical care (see McCallum et al., 2013).
· Pointed out a limitation of classifying deaths according to the International Classification of Diseases Tenth Revision (ICD). They noted that a common cause of death, which is amenable to change through improved health systems, is the failure to recognise the severity of illnesses in children (Petrou et al., 2014). Severity of illness is not reflected in ICD coding. 
· Wanted to know if avoidable mortality is a measure of the performance of the healthcare system only, or if it also measures the performance of health policy and public health measures, which could have a greater impact than healthcare interventions.
· Suggested that we include COPD in the definition of amenable mortality. While noting that we may have excluded this condition because most cases are not treatable, they argued that some treatments, such as transplantation prolong life, while smoking cessation (including pharmacotherapy) and enhanced physical activity have now been identified as viable treatments.
· Stated that our definition of avoidable mortality was instrumental in reporting deaths of people with learning disability. They however, pointed out that deaths from congenital malformations, deformations and chromosomal anomalies (ICD-10 codes Q00-Q99) were inconsistently reported on death certificates; for example, these conditions were sometimes recorded as the underlying cause and at other times as contributory factors. Additionally, it was felt that certain conditions in this group are not preventable. However, a specific list of these conditions was not provided. 
Methodology
With regards to the methodology we used in developing the avoidable mortality definition (and its subcategories), respondents:

· Again queried the rationale for excluding causes with fewer than 100 deaths a year from the avoidable mortality definition. Apart from the reasons stated elsewhere in this document, it was noted that the age cut-off chosen would have an impact on whether or not this criterion is met. Additionally, where the avoidable mortality indicator is not broken down by cause, there was no rational for excluding these deaths. The question was asked about how we would re-introduce these causes if they were to result in more than 100 deaths.
· One respondent raised concerns about the inclusion of all deaths from causes which are both amenable and preventable in both categories. It was noted that our indicator of amenable mortality is heavily weighted by the large number of deaths from Ischemic heart disease, meaning that any change in the number of deaths from this cause could obscure the impact of healthcare on other causes amenable deaths. Citing Nolte and McKee (2004) the respondent suggested that we include only 50% of deaths from Ischemic heart disease in the amenable mortality indicator. 

Next steps
This consultation has provided valuable feedback on our definition of avoidable mortality. Given the detailed responses, and the scope of the proposed changes, ONS needs to conduct further analysis before making a recommendation for a new definition of avoidable mortality. We will also need to consult with medical experts before making any changes to our current definition of avoidable mortality. The points to be drawn from this consultation are as follows: 

1. The consultation demonstrated clear consensus for a separate children and young people’s indicator of avoidable mortality. We will now review the recommendations and evidence in greater depth.

2. The consultation demonstrated clear evidence and support for including in our definition causes where the numbers of deaths are typically less than 100 (for example, measles and rubella).
3. The consultation highlighted the limitations posed by including deaths from Ischaemic Heart Disease in overall figures for amenable and preventable mortality.
In our review, we will also consider evidence for including additional causes of death within the definitions of avoidable and preventable mortality. The review will also address consultation responses on current age limits, including the extension of the upper age limit. 
We will publish a paper in the first quarter of 2016, containing our recommendations for a new definition of avoidable mortality. Assuming that changes are made to the definition of avoidable mortality, we will ensure that our users fully understand the impact of this. We welcome further input or feedback at any stage during this development and we urge users to get in touch to discuss any aspect of the consultation (see contact details in the ‘Getting in Touch’ section). 
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Annex A: Organisations which responded

1. British Lung Foundation
2. Royal College of Physicians
3. NHS England
4. Social and Public Health Services Unit, University of Glasgow

5. Great Ormond Street Hospital

6. Health and Social Care Information Centre
7. Department of Health

8. Learning Disabilities Mortality Review Programme

9. Ministry of Home Affairs (India)

10. Halton Borough Council 
Getting in Touch

If you have any queries or comments about the consultation process, please email Simeon Bowen at ons.communications@ons.gsi.gov.uk or call 0845 601 3034.

You can also write to us at the following address:

Consultation Coordinator,

Room 1.101

Office for National Statistics,

Government Buildings,

Cardiff Road,

Newport,

South Wales,

NP10 8XG.

For further information on ONS consultations, please visit http://www.ons.gov.uk/ons/about-ons/get-involved/consultations/index.html
Follow us:

Facebook
Twitter
LinkedIn
YouTube
Storify



Accessibility
All material relating to this consultation can be provided in braille, large print or audio formats on request. British Sign Language interpreters can also be requested for any supporting events.
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