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[bookmark: _Hlk54023806]Abstract
Background:
Considerable attention is rightly paid to preventable deaths in adults with intellectual disabilities. The pattern of these deaths, and the implications for services have been less considered.
Method:
This paper forms part of a larger cross-sectional study of deaths in a defined population of adults with intellectual disabilities. Data from VOICES-SF were obtained from Intellectual Disability service providers for each death within their supported population over 18 months, 149 decedents in all. 
Results:
Only 34.2% of deaths were anticipated, death was often sudden, or followed a short illness. Four dying trajectories were identified, categorised by length of illness, service use, care outcomes, symptom control, and cause of death.
Conclusions:
[bookmark: _Hlk50462858]Recognition that most deaths in this group were unanticipated implies a need for better preparation for less expected dying as well as better anticipation. A descriptive epidemiology of dying among people with intellectual disabilities is needed.
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[bookmark: _Hlk496712005]Background
People with intellectual disabilities have worse health, and experience inequality in access to health services  (Ali et al., 2013; Emerson, Hatton, Baines, & Robertson, 2016; Krahn & Fox, 2014). There are serious concerns their access to end-of-life care (EOLC) is also unequal(Todd, Bernal, & Forrester-Jones, 2013; Wiese, Stancliffe, Balandin, Howarth, & Dew, 2012). They tend to die at a younger age than their contemporaries (Glover, Williams, Heslop, Oyinlola, & Grey, 2017). Yet, despite high rates of premature mortality, Specialist Palliative Care (SPC) services across Europe report an under-representation of people with intellectual disabilities among their service users (Tuffrey-Wijne et al., 2016).
Access to palliative and EoLC depends on timely identification of the end of life, defined by The National Institute for Clinical Excellence (NICE, 2017) as likely to die within the next 12 months. A staged process of identification moving from  simple screening tools like the  ‘Surprise question’, to condition specific checklists is recommended (Thomas, Armstrong Wilson, & Team, 2016). It is not clear how applicable these tools are in an Intellectual Disability context: clinical tools specific to people with intellectual disabilities are being developed (Scott, Denton, Conway, & Kinley, 2019; Vrijmoeth et al., 2018).
In the UK, high premature mortality and inequities in health provision led to official and independent inquiries, and the inauguration of a national Intellectual Disability mortality review (LeDeR) (Glover et al., 2017; Green et al., 2015; P. Heslop, Calkin, & Huxor, 2019; James & O'Hara, 2019; Michael, 2008). These draw attention to preventable and avoidable deaths, and to high rates of “unexpected” death. The Confidential Inquiry into premature deaths of people with learning disabilities (CIPOLD) reported 43% of the deaths they examined were unexpected, substantially higher than the estimated 10% in the general population (P. Heslop et al., 2013b).
 
[bookmark: _Hlk18171207]Clearer definition and understanding of unexpected deaths would aid the detection of avoidable deaths in people with intellectual disabilities (Green et al., 2015), and also help identify individuals who might benefit from EOLC. Moreover, service and individual choice about the end of life are limited by the lack of a descriptive epidemiology of dying (Launer, 2018). In the case of people with intellectual disability, this requires understanding the nature of expected and unexpected death. Blackmore and colleagues (Blackmore, Pring, & Verne, 2011) reviewed the ways in which the rate of unexpected death may be estimated, identifying four criteria: 
- Whether the death was reported to the coroner.
- Whether the death was sudden.
- Whether the reported cause of death is one recognised by the Office of National Statistics (ONS) as being associated with unexpected death
-  Anticipation, - whether key individuals were expecting the death.
For the first time, these criteria are used to explore unexpected death in a population of adults with intellectual disabilities. As people with intellectual disabilities age and their parents are less able to support them, increasing numbers move to registered care homes or supported living settings. In the UK, a substantial proportion of adults with intellectual disabilities live in such designated social care settings (Hatton, Glover, Emerson, & Brown, 2015) supported by staff  who typically know the person well, and frequently act as intermediaries for health service contact. These settings comprise a large definable living population from which a sufficient number of deaths can be identified to explore patterns of dying.
[bookmark: _Hlk12359551]In this paper we develop a description of patterns of dying (dying trajectories) in this population by looking at the length of the last illness and extent to which deaths were anticipated by staff. We relate this to outcomes of care at the end-of-life and consider the implications of these dying trajectories for health and social care.
Methodology 
Study Design
[bookmark: _Hlk12359711]Retrospective, cross sectional study of deaths in a defined population of adults with intellectual disabilities ordinarily resident, at the time of death, in supported living or residential care settings in England, Scotland, Wales or Northern Ireland. Care and support staff acted as respondents. The methodology and sample characteristics are described more fully elsewhere(Todd et al., 2020) . Data were collected for all deaths occurring over an 18-month period between 1st July 2013 & 31st  December 2014. Ethical permission was obtained from   the University of South Wales Ethics Committee. The study was funded by a grant from the Baily Thomas Charitable Fund.
Data Sources, Informants, and Measures
As part of the larger study, organisations in the UK providing residential care or supported living designated specifically for adults with intellectual disabilities were approached. A short questionnaire was sent to every regional/area manager in each participating organisation. This comprised questions about all deaths which occurred in the organisation during the time frame. Respondents were asked to supply: the age and gender of the person who had died (the decedent); whether the death had been referred to the Coroner/Procurator Fiscal - the equivalent official in Scotland; the designation of the setting where the person had lived; the perceived cause of death; whether they were thought to have Down Syndrome, Cerebral Palsy, or Autism; and whether they had been living with epilepsy, cancer, or dementia. 
[bookmark: _Hlk17904104]Contact details were obtained for a second respondent, a member of staff who had known the decedent well during the last three months of their life. This person was sent the Last Days of Life Questionnaire (LDOLQ), designed for this study, covering details of the care setting, the deceased person, the death itself and certain events after death, and also completed the Views of Informal Carers – Evaluation of Services Short Form (VOICES-SF), a questionnaire about experiences and quality of end-of-life services widely used in large scale surveys of bereaved relatives (Colvin, 2015; Dixon, King, Matosevic, Clark, & Knapp, 2015; K. Hunt et al., 2019; K. J. Hunt, Shlomo, Richardson, & Addington-Hall, 2011)   . Minor adaptations, approved by the original authors, were made to VOICES-SF to make it applicable to paid care staff.
Data analysis
Data were analysed using SPSS for Windows 22. Descriptive and bivariate data analyses were performed. The latter involved comparisons between groups of decedents using Chi Square or Fishers Exact Test. Missing data were excluded from analysis and identified, where appropriate, on tables.
Deaths were analysed in the first instance according to Blackmore’s criteria(Blackmore, Pring, & Verne, 2011). It was decided, on an empirical basis, to further divide the deaths into four groups based on length of last illness and staff anticipation.
Derivation of pattern of dying groups
Both the length of the last illness and the length of time staff had known the person had an illness that might lead to death seemed to be relevant, but the relationship was not linear. Though sudden deaths and deaths following a short illness were anticipated for less than a week in all but three cases, nearly 40% of deaths following an illness of more than a month were not anticipated by staff. Even for the deaths following the longest illnesses, over a quarter were unanticipated. 
Table 1 about here.
The four groups are based on the length of the last illness and the degree to which staff had known the person had an illness that might lead to their death. Together they cover 146 (98%) of the 149 deaths on which data were available. The remaining three deaths followed a short illness where death had been anticipated. The groups, representing distinct dying trajectories, are defined as follows:
Sudden deaths - deaths where there had been no last illness or an illness of less than 24 hours.
Shorter Illness unanticipated deaths – deaths following an illness lasting for more than one, but less than 30 days AND staff had known the person had an illness that might lead to death for about a week or less.
Longer Illness unanticipated deaths - deaths after an illness of more than a month AND staff had known the person had an illness that might lead to death for a week or less.
Anticipated deaths - deaths following an illness lasting more than a month AND staff had known for about three months, or longer, the person had an illness likely to lead to death.
Sudden deaths accounted for 30 (20%), Shorter illness unanticipated deaths for 32 (21%), Longer illness unanticipated deaths for 33 (22%) and Anticipated deaths for 52 (34%) of all deaths.
Table 2 about here
Results
Data from Intellectual Disability service providers across the UK, supporting a living population of 12,588 adults showed a total of 222 deaths over the 18-month study - an annual death rate of 12.2 deaths per 1,000 people supported. Of 157 questionnaires returned, 149 contained sufficient data to allow analysis by Blackmore et al.’s (2011) criteria. These 149 decedents were representative of the total study population of 222 deaths with no significant differences by gender (x2=1.67, p=0.20), age (x2=0.06, p=0.81) or place of residence (x2=0.36, p=0.55).
[bookmark: _Hlk50467501]Those who died were predominantly in their 50s or 60s, mean age was 61.6 years. This largely reflects the age of the living population in which the deaths occurred and is more fully discussed elsewhere (K. Hunt et al., 2019; Todd et al., 2020). 
Blackmore’s criteria: involvement of coroner; cause of death; suddenness of death; and extent to which the death had been anticipated by the informant; were analysed for each of the 149 deaths.(Blackmore et al., 2011)
Over the data collection period, at least 71 (47.6%) of the deaths in the study population reported to the Coroner, or the Procurator Fiscal;  for England and Wales alone at least 51% were so reported. For 39 (26.2), data on reports to coroner were missing (n=6, 4.0%) or uncertain (n=33, 22.1%).
30 (20.1%) deaths were described as sudden or followed an illness of less than 24 hours. 34 (22.8%) followed an illness of 1–30 days, 85 (57.0%) an illness of more than a month, 52 (34.9%) an illness of six months or more. 
The most commonly reported cause of death was respiratory (n=54, 36.2%), followed by cardiovascular disease (n=27, 18.1%), cancer (n=22, 14.6%) and dementia (n=10, 6.7%). The numbers for each other cause of death were too small for separate analysis and are grouped together.
79 (53.0%) of respondents had not known the person had an illness that might lead to death. Only 54 (36.1%) deaths were anticipated by staff for three months or more.
TABLE 3 somewhere here
60% of the sudden deaths were known to have been reported to the coroner as were 40-50% of each of the other groups.
[bookmark: _Hlk50117155][bookmark: _Hlk41484339]The younger decedents tended to be found in the longer illness anticipated group (n=11, 21.6%) than in all other groups (n=16, 16.8%) but this difference was not significant (x2= 0.23, p=0.63). Half the deaths in the short illness unanticipated death group were of people over 70 (n=16, 50.0%), compared to 23% of all other deaths (n=25, 21.9%) (x2=8.41, p<0.01).
Men outnumbered women in each of the groups reflecting the gender distribution in the living population. The sudden death group contained proportionately more women, but this difference was not statistically significant (x2=1.01, p=0.3).
The groups were evenly split between residential care and supported living settings. More than 60% of decedents had lived in the same setting for at least 5 years before their death.
Cause of death
The causes of death were distributed unequally across the groups. Cardiovascular causes were the predominant cause of death for sudden (n=12, 40.0%), respiratory causes for both shorter illness unanticipated (n=18, 56.2%) and longer illnesses unanticipated (n=12, 36.0%) deaths. Cancer and dementia accounted for just under half of the anticipated deaths (n=25, 49.0%), with respiratory causes accounting for a further 13 deaths (25.4%).
16 (76.1%) of the deaths from cancer were anticipated. Cancer was a significantly more likely cause of anticipated (n=16, 31.4%) than of sudden or short illness unanticipated deaths (n=1, 1.6%) (x2=17.1, p<0.01), and was a significantly more frequent cause of death in longer illness unanticipated deaths than sudden or short illness unanticipated deaths (Fischer’s exact p<0.05).
All deaths said to be from dementia (n=11) followed a longer illness, 9 (81.8%) of them had been anticipated. In contrast, cardiovascular disease was a more common cause of death when the death was sudden than in any of the other groups (Fischer’s exact p<0.05). Half the 24 deaths (n=12, 50.0%) from cardiovascular causes were classed as sudden.
Deaths from respiratory causes were more equally spread across the four groups but were a more commonly reported cause of death for short illness unanticipated deaths (n=18, 56.22%) than for all other deaths combined (n=35, 31.0%) (x2=7.36, P<0.01). 
Down Syndrome
Dying for people with Down Syndrome (DS) differed from the other deaths in the study. Anticipated dying was the predominant trajectory for decedents with, but not without, DS. 16 (55.2%) DS deaths were anticipated against 34 (29.3%) of those without DS (x2=5.77, p<0.05). The deaths of people with DS that were not anticipated were evenly distributed across the remaining 3 groups. 18 (64.3%) of the deaths of people with DS were of people living with dementia compared to 9.7% (n=11) of deaths of those without DS (x2=37.6, p<0.01). Within this population of decedents, dementia related dying was highly associated with DS. Two thirds of deaths with DS were of people living with dementia, whether or not dementia was the stated cause of death, compared to 10% of deaths of those without DS.
Hospital admissions
The groups differed in their use of hospital care (excluding any admission at the time of death). About half of each of the two longer illness groups had been admitted to hospital but only 4 (13.3%) of the sudden and 9 (28.1%) of the short illness unanticipated deaths. Those who died after longer illnesses were more likely to have been admitted to hospital than those whose illness was short or who died suddenly (χ2=10.20, p<0.01).
[bookmark: _Hlk38266535]Involvement of nurses and Specialist Palliative Care
Respondents could specify all the types of nurse involved; the role of nurses is more fully discussed elsewhere (Northway et al., 2018) . The use of SPC was estimated from the number of reported uses of Macmillan or Marie Curie nurses. For sudden deaths only 5 (16.7%) respondents returned an answer since for many the question was not applicable.  None used SPC. For shorter illness unanticipated deaths, there were no reported uses of SPC. 19 (57.6%) of long illness unanticipated deaths had used community nurses, 4 (12.1%) SPC nurses. 46 (90.2)% of Anticipated deaths had involved community nursing, with 29 (56.9%) using SPC nurses. There was no statistically significant difference in use of SPC between those people who had long illness unanticipated and short illness unanticipated deaths (Fischer’s exact p=0.06). Those with anticipated deaths were more likely than those with long illness unanticipated death to have used SPC nurses (x2=15.8, p<0.01). 
End-of-life Care planning
 EOLC plans were in place for 72 decedents (48.3%) of decedents:  42 (80.4%) of anticipated but only 18 (54%) of long illness unanticipated, 13 (40.6) short illness and 10 (33.3%) sudden deaths.  
[bookmark: _Hlk35103463]Did the person know they were dying?
There was a high level of uncertainty among respondents about whether the person had known they were dying. For every group, there were more individuals said not to have known than to have known. Where death was anticipated 15 (29%) certainly or probably ‘knew’ as against 5 in each of the less anticipated groups, and 1 in the sudden death group. This difference only reached significance against the sudden death group (Fischer’s exact p<0.01). 
Outcomes
Table 4 about here
Place of death
[bookmark: _Hlk35099963]49% of deaths overall occurred in the setting where the person usually lived – we refer to this as their home. 75% of anticipated deaths occurred at home compared to 50% of sudden (χ2=3.99, p<0.05), 12% of short illness unanticipated (χ2=27.82, p<0.01), and 42% of long illness unanticipated deaths (χ2=7.44, p<0.01). A further 17% sudden deaths happened in the emergency department, significantly more frequently than for other deaths (Fischer’s exact p<0.01). Short illness unexpected deaths accounted for 43.6% of the ward-based deaths. Dying in a hospital ward was more common for short illness than sudden (χ2=18.88, p<0.01) or anticipated deaths (χ2=24.66, p<0.01) but was not significantly different from long illness unanticipated deaths (χ2=2.91, p=0.09). 
Pain
Data on pain control for people who died a sudden death were omitted from further analysis since all but one respondent rated the question as inapplicable. Those in the three remaining groups who had pain at the end of life, pain was usually reported to be completely or sometimes controlled (n=55, 78.6%) rather than partially or not at all (n=15, 21.4%). Although pain was reported to be less well controlled for unanticipated deaths following longer illness (n=5, 31.2%) than for anticipated deaths (n=7, 17.1%), this difference did not reach statistical significance (Fischer’s Exact, p=0.29). 
Satisfaction
[bookmark: _Hlk11154192]Respondents generally expressed high levels of satisfaction with the care the person received at the end of their life, as rated on a five-point scale: Outstanding, Excellent, Good, Fair, or Poor. For the whole sample 56% said Outstanding or Excellent, whereas 6% rated it as Fair or Poor. The shorter the illness the higher the perceived satisfaction with care. Anticipated deaths were associated with lower, not higher levels of staff satisfaction. Staff gave outstanding or excellent scores for overall care for 76% of sudden, 72% of short illness unanticipated, 52% of longer illness unanticipated and 58% of anticipated deaths.
Discussion
However, expectedness is defined, the deaths of adults with intellectual disabilities are less expected than are described in general population studies such as (Directorate, 2012). Previous research, (P. Heslop et al., 2014) for example, has shown that people with intellectual disabilities are disadvantaged in their access to healthcare. Less expected dying that prevents timely access to EOLC adds to that disadvantage. About half the deaths were reported to the coroner, though not all coroner-registered deaths were otherwise unexpected. Dying was often sudden or followed a short illness, and staff had seldom known for long that the person had an illness likely to lead to death. It was even more unusual for the deceased person to have known they were dying.
We first discuss our findings in terms of Blackmore et al’s (2011) criteria. We then consider the different dying trajectories and their implications for people with intellectual disabilities and for the way EOLC is discussed, planned and evaluated for this population.
 
Blackmore’s Criteria
The 51% of deaths in the study population from England and Wales reported to the Coroner were higher than the 45% reported by the Chief Coroner (Thornton, 2016) for the general population for the same time period, and also  higher than CIPOLD’s finding of 38% in 2010 (P. Heslop et al., 2013a),  or the 30% in the most recent LeDeR report (P. Heslop, Calkin, Huxor, et al., 2019).This may reflect specific changes in Coronial practice in 2014, which meant when this data was collected, more deaths of incapacitated people in England and Wales were reported than in earlier or later years. In this population, in this time frame, referral to the Coroner is not a useful proxy for sudden or unanticipated death.  
 
Like other studies for example Heslop and Glover (P. Heslop & Glover, 2015), we found the causes of death for people with intellectual disabilities differ widely from those reported for the general population: relying on particular causes to identify ‘unexpected’ deaths would lack validity, and definitions of unexpected death based on cause may be less useful in this population (Green et al., 2015).
Towards a descriptive epidemiology of dying
We identify four dying trajectories, accounting for 98% of the deaths in the study.
[bookmark: _Hlk49962545]20% of deaths were sudden. People in this group died quickly, of predominantly cardiovascular causes, at home or in the most acute parts of the hospital. The quality of their EOLC was essentially the quality of their everyday care, and the response of emergency health services. In most cases nobody had anticipated the death, nor could they easily have done so. Their unmet health needs were largely the prevention and early detection of cardiovascular disease. As CIPOLD and other reports have rightly stated, there is a need to ensure services seek, for example by annual health checks,  to prevent premature death (Glover et al., 2017). This study suggests social care providers must also be prepared to offer support to housemates and staff after a sudden death, with policies and training which recognise that such deaths will occur and will be referred for external investigation. Unanticipated deaths after a short illness affected 22% of decedents, who were older than those in other groups. The deaths who were predominantly from respiratory causes. Death more often occurred in hospital, either on a general ward or in ITU. Though care/support staff had not anticipated these deaths, it is possible some were anticipated for longer by HCPs. These deaths seem particularly likely to be amenable to better health surveillance, and improved access to effective treatment. Death in hospital, for this group, could be a measure of appropriate access to inpatient treatment as much as quality of EOLC.
Unanticipated deaths after a longer illness accounted for 22% of all deaths and were more often from causes other than cancer or dementia. Staff were least satisfied with the care received by people on this trajectory, pain control was said to be less good, and death in hospital was more common than for more anticipated deaths. Intellectual Disability services were often able to support a person to die at home when they had a long illness - when death was anticipated. People with longer illnesses might benefit from earlier referral to SPC, and from ensuring staff have the skills and confidence to advocate and question HCPs.
For both unanticipated dying trajectories, earlier recognition by HCPs that someone may be dying, and better communication with carers, may contribute to more appropriate EOLC planning, more timely access to palliative care resources, better pain control, and death in the person’s usual care setting. Integration of curative and palliative approaches is an effective means of doing this, even for people who do not have an illness that will inevitably result in death. Tools that enable HCPs to identify when a person is in the last year of their life, or is actively dying may be useful (Downar, Goldman, Pinto, & Englesakis, 2017; Ouellette-Kuntz et al., 2019; Scott et al., 2019; Thomas, Armstrong Wilson, & Team, 2016).
Where death is not anticipated, however long the illness, everyday care, including health advocacy and readiness to discuss death, together with Primary and Secondary health care, constitute good EOLC.  Staff training needs may include developing skills and confidence to recognise serious illness, to question HCPs, and to advocate for the person they support in the health-care system.
A third of all the deaths in our population were anticipated.  They followed an illness of more than a month and had been anticipated by care/support staff for about three months or longer. People with Down Syndrome were overrepresented in this group. Though this group had the highest number of hospital admissions, they were mostly supported to die at home. They were unlikely to be aware they were dying. This dying trajectory is one where SPC has much to offer.
Research suggests that people with intellectual disabilities are seldom informed or aware that they are dying. This is often attributed to staff reluctance to initiate difficult conversations (Tuffrey-Wijne, Bernal, & Hollins, 2010; Tuffrey-Wijne et al., 2020). The nature and course of the last illness also makes it difficult or impossible to anticipate death. In this study, even though anticipation might have afforded opportunities to talk about dying, only six individuals (11.8%) in the anticipated dying group were definitely aware they were dying, with a further 9(17.6%) probably aware. 19 (37.2%) decedents in the group were living with dementia, limiting their ability to take on or retain new information, but 32 were not. Neither lack of anticipation nor dementia fully explain the lack of awareness. Our findings tend to confirm the view that information about prognosis is not shared openly and that more work is needed to support HCPs and care/support staff to talk about dying.
In this study people with intellectual disabilities at the end of their lives did not make inordinate use of hospital facilities. Indeed they, seemed less likely to die in hospital and to have fewer admissions in the last year of life than the general UK population(Bardsley, Georghiou, Spence, & Billings, 2019; K. Hunt et al., 2019)  This may point either to a benevolent wish to avoid the distress of a hospital admission, or inequity in the availability of inpatient investigation and treatment to people who might benefit, as well as to the availability of support at the end of life in settings that already provide support with everyday living. 
Our findings suggest an important reason for low use of SPC by people with intellectual disabilities is the high rate of unanticipated death, often followed a short or uncertain illness. When deaths had been anticipated, SPC nurses were involved.
Implications and further research
The perceived causes of death were predominantly cardiovascular and respiratory, which is in keeping with the findings of other researchers who have called for reasonable adjustments by health services to ensure timely access to diagnosis and effective treatment (P.  Heslop, Read, & Dunwoodie, 2018; Tuffrey-Wijne & Hollins, 2014). Access to EOLC was limited by the lack of recognition that the person was dying. Reviews (for example Structured Clinical Reviews and LeDeR) may wish to consider the length of the last illness, the level of anticipation, and to recognise that Place of Death is not necessarily a simple or sensitive measure of the quality of EOLC when the dying person has intellectual disabilities. Many of the people who died in hospital did not have an illness that staff expected to lead to death. Where death had been anticipated it was usually possible for people to be supported to die at home.
It has been argued that there is a need for a better descriptive epidemiology of dying to ensure that people, however they happen to die, have a good quality of life and access to appropriate services (Launer, 2018). This is especially true for adults with intellectual disabilities, for whom death after a long and predictable illness is the exception rather than the rule. Deaths that happen suddenly, after a short illness, or which were not anticipated, should be the subject of further research. Research into the specific training needs of care and support staff, and into how people with intellectual disabilities can be supported to understand death, must take account of less anticipated dying. Dying for people with DS is more likely to follow a long illness, to be anticipated, and to occur at home, because of the high incidence of dementia of Alzheimer’s type in DS.  Understanding the experience of people with Down Syndrome may provide valuable insights into good practice, for other adults with intellectual disabilities and, potentially, others with dementia.
Strengths and Limitations
Strengths: The major strength of this study is that it reports on all the deaths in a defined population across a given time period, and that it uses a measure, VOICES-SF, that is widely used in general population studies. The size of the living population in which the deaths occurred represented one fifth of all people with ID living in supported living or care settings in the UK and therefore yielded a number of deaths that allowed us to look at different dying trajectories within this population.
Limitations: The intentional focus on a defined population means the deaths of people living unsupported or with their families were not included. Nor did we study the deaths of adults who had lived in Intellectual Disability specific supported living or residential care settings, but who died after they had been moved to other settings, perhaps as a result of ageing or ill-health. The absence of many of the oldest people from the study population is discussed elsewhere (K. Hunt et al., 2019)  and reflects placement policies. Our findings, therefore, cannot be generalised to all adults with intellectual disabilities. The study did not have access to death certificates or medical notes but relied on the perceived cause of death given by area managers in provider organisations, who may not have had access to death certificates and were not medically trained. Though we believe we have data on all the deaths in the population, respondents did not necessarily answer every question. Even with this large living population of people with intellectual disabilities, deaths are relatively rare, so that small numbers precluded statistical analysis of, for example, less common causes of death. The retrospective nature of the study means that all data was collected after death in the knowledge that the person had died. The questionnaire asked respondents to rate support needs before the last illness, but it is plausible to suppose that the ratings in the two longer illness groups may have reflected the debility of illness rather than life-long disabilities, making it impossible to estimate the underlying level of intellectual ability of those who died. 
Conclusion
Our findings confirm that the deaths of adults with intellectual disabilities often follow different trajectories than those of the general population Only one third of deaths followed a long illness with a predictable course.  Recognition that most deaths in this population were unanticipated implies a need for better preparation for less expected dying as well as better anticipation.  A descriptive epidemiology of dying among people with intellectual disabilities is needed. Research into end of life care, death-awareness and decision-making among people with intellectual disabilities should take less expected dying into account.  While the pattern of largely unanticipated dying persists, services need to offer a quality of everyday care, communication, and support that integrates palliative care approaches and can accommodate people who may be approaching the end of their lives.
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