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Written submission to the 18th session of the Committee on the Rights of Persons with Disabilities

REVIEW OF THE UNITED KINGDOM: AGEING AND PREMATURE DEATH ON THE AUTISM SPECTRUM
Autistic Minority International is a Geneva-based NGO. It is the first and only autism self-advocacy organization – run by and for autistic persons – active at the global political level. We aim to combat bias and prejudice and advance the interests of an estimated seventy million autistics, one percent of the world's population, at and through the United Nations, World Health Organization (WHO), human rights treaty bodies, and other international organizations. Autistic Minority International is an associate member of the Conference of NGOs in Consultative Relationship with the United Nations (CoNGO), a member of UNICEF's Global Partnership on Children with Disabilities (GPcwd), and a partner in the WHO's Mental Health Gap Action Programme (mhGAP). 

This written submission follows on from the side event and thematic briefing we organized on occasion of the UN's World Autism Awareness Day during the Committee's 17th session. The event took place on 3 April, 1.45-2.45 pm, and was themed "Ageing and Premature Death on the Autism Spectrum". We would like to express our gratitude to all members of the Committee who attended. One of the speakers, Cos Michael, an autistic autism consultant from the United Kingdom, is the lead author of this submission. She has led Autism in Maturity and Autism and Ageing projects for the National Autistic Society, the UK's premier organization representing parents of autistic children. She is a Project Consultant with the Autism Spectrum, Adulthood and Ageing Project research team at Newcastle University, with a special interest in autism and older women, and also contributed to a leading UK autism charity's recent publication and research initiative on premature mortality on the autism spectrum.
The spring session of the Committee also coincided with the WHO's World Health Day on 7 April, which in 2017 was dedicated to "depression". According to the WHO, depression is the leading cause of disability worldwide. More than 300 million people are living with depression, and even in high-income countries 50% of people with depression do not get treatment. Depression is an important risk factor for suicide, which claims over eight hundred thousand lives each year, 75% of them in low- and middle-income countries. Every 40 seconds someone dies by suicide. It is the second leading cause of death among 15-29-year-olds. There are more deaths from suicide than from war and homicide together. 
Many autistic persons never reach old age, falling victim to depression and suicide much earlier in their lives. We believe that depression and suicide in our community are the direct result of unmet needs and a lack of acceptance of autism. Suicide should be seen as a response to a society that is not accepting of autistic persons at all. As you will recall, as autistic self-advocates we believe that autism is not a disorder that needs to be cured or should be stigmatized, but a lifelong neurological difference that is equally valid. 
During previous side events we briefed the Committee on moving from autism awareness to autism acceptance, the worldwide pain and sorrow caused by medical experimentation on autistic children, and the devaluing of autistic behaviours and the use of physical and mechanical restraint and seclusion in schools. These themes echoed throughout this year's presentations. All the experiences we previously laid out before you contribute to a sense of doom and futility that causes depression and suicidal ideation in autistic individuals. And while these concerns may be brought to your attention by autistic self-advocates from western countries, please remember that we are one percent of the population in any given country, even though many of us remain undiagnosed or misdiagnosed due to a shortage of medical professionals qualified to diagnose autism in less developed countries. Many of us are counted for in suicide statistics the world over, without our deaths ever being linked to autism or the societal attitudes and barriers we faced and weren't able to overcome. Ours is an often hidden disability, and our deaths are hidden also. 

No other age group illustrates the pressures exercised on us to hide and pretend to be "normal" as much as that of older persons on the autism spectrum, who are nearly invisible. With Asperger syndrome in particular not being diagnosed before the mid-1990s, most autistic adults, who in their majority are not intellectually disabled, never received a diagnosis as a child. Many previously undiagnosed or misdiagnosed adults now finally get an autism diagnosis, often subsequent to a child or grandchild being diagnosed as being on the autism spectrum. Regardless, little attention is paid to autistic adults and even less to elderly autistic persons. When talking about autism, most people still only think of children. In many countries, support and services for autistic persons end when they reach adulthood. Families are growing increasingly concerned about what will happen to their children and dependent autistic adults when they are not able to take care of them anymore. Autistic adults may age prematurely, and research found that on average we die decades earlier than non-autistic persons, whether from suicide, frequent co-morbid health conditions and a lack of access to autism-appropriate health care, filicide (by relatives) or homicide (by caregivers). 
In line with this year's side event, this written submission therefore seeks to address health risks, premature mortality, ageing, and the rights of older persons on the autism spectrum from the perspective of the Convention on the Rights of Persons with Disabilities (CRPD). While we will be focusing here on the United Kingdom – manuscripts of the presentations and moving personal testimonies by Wenn Lawson from Australia and Alanna Rose Whitney from Canada are available upon request –, all the examples provided from any one country are equally applicable to all other countries, in their respective context. 

Regarding the UK, it is rare that issues relating to ageing and autism are addressed, because so little is known about the impact of autism on the mental and physical health of older autistic people. At present in the UK, there is no cohesive record keeping or any national database of autistic adults. This has effectively "hidden" ageing autistic adults. It is known that 1.1% of the population is likely to be autistic and assumed that this includes people of all ages. Proper prevalence data would provide the demographic evidence of ageing autistic adults, and social research could then raise awareness about our specific needs. The few research papers and projects claiming to include adults rarely include people aged over 40 years old, so approximately half of the autistic population is excluded. This is in violation of Article 31 of the CRPD: Statistics and data collection.

We are emphasizing this as the lack of such information leads to poor planning and commissioning, effectively excluding autistic age-appropriate provision. Research gathers the evidence to inform health and social support policies and practices, and without it, ageing autistic people are not receiving equality on many levels, but this inequality itself is going unrecorded. This inevitably leads to the UK being in violation of Article 33: National implementation and monitoring, as it is impossible to monitor implementation of the Convention regarding ageing autistic people when it has not collected statistical evidence about us or researched our situation apropos our rights under the Convention. This also implies a violation of Article 35: Reports by States Parties. A state cannot report authentically if it has not gathered evidence.

Our main purpose is to discuss how violations under the Convention may be contributing to early death in autism. A report was published recently in the UK, titled "Personal tragedies, public crisis: the urgent need for a national response to early death in autism"
. This is very pertinent to the work of this Committee, as it highlights failures which can be linked to the CRPD. This report concludes that autistic people die on average 16 years earlier than in the general population, and this figure rises to more than 30 years earlier than average for autistic people with learning disabilities. If it can be shown that violations of the Convention contribute to these appalling statistics, we would argue that the UK is in violation of Article 10: Right to life, in respect of ageing autistic people. Our argument is that by failing us in so many areas, the UK is not taking "all necessary measures to ensure its effective enjoyment by persons with disabilities on an equal basis with others". 

Compared with the general population, autistic people with learning disabilities are 40 times more likely to die prematurely due to a neurological condition, with epilepsy being the leading cause. Epilepsy is known to affect between 20 and 40% of autistic people with learning disabilities, and its prevalence rises with age. In the general population, the rate is only about one percent. The trajectory over the lifespan also differs to that of non-autistic people. Research to date indicates that the underlying triggers in epilepsy might be different in autism. Yet despite knowing this, there has been virtually no research to establish whether treatments for epilepsy are safe or effective for autistic people. This is a violation of Article 25: Health, in that autistic people do not receive "the highest attainable standard of health without discrimination on the basis of disability". The present treatments for epilepsy have been tried and tested for the general population, but not in respect of autistic people, and that is reflected in the far higher levels of mortality.

The rate of suicide amongst autistic adults with no learning disability is nine times higher than in the general population. We are going to consider suicide and mental health together, as we believe similar violations of the Convention may contribute to poor quality of life and suicidal thoughts due to poor mental health. 

Several studies have suggested that between 30 and 50% of autistic people have considered dying by suicide. A study of adults with Asperger syndrome found that a third of participants had planned or attempted suicide. The actual suicide rate amongst autistic people is nine times that of the general population: it is the third most common cause of premature death in autistic people. This statistic is far higher than for people with psychosis, yet suicide in the latter group has been extensively studied. This indicates a violation under Article 25, as autistic people do not receive appropriate identification or early intervention of their healthcare needs, in respect of mental health and suicidal thoughts. 

When diagnosed in adulthood, as many ageing autistic people are, most receive no further assessment of medical or social needs, as laid out in Article 26: Habilitation and rehabilitation, part 1, section a. Yet a high proportion of autistic adults have additional, diagnosed mental health conditions, such as depression and anxiety. These conditions are known to worsen in older age, in the non-autistic population, but this has not been studied in autistic older people. Mental and physical health conditions and social needs may change over time, and although adults with learning disabilities may receive regular assessments, there is no such requirement for autistic adults in the UK. Studies also indicate that the majority of mental health services are not sufficiently skilled to meet the needs of autistic adults with mental health problems, including suicidal thoughts. This is a violation of Article 26, part 2. 

Anxiety is one of the major risk factors for the development of depression and has also been identified as a major risk factor for suicidality in its own right. Autism is associated with a heightened prevalence of anxiety, at around fifty percent, compared with ten percent in the general population. Anxiety is associated with the prevalence of a range of physical comorbidities, including heart disease, which is the second highest cause of early death in autistic people. It can also be a factor in hypertension, angina, asthma, and a range of other conditions. Yet once again, there is shockingly very little research in this area, where ageing autistic people are concerned. This is discriminatory, as it is known that the presence of anxiety in autistic people can reduce help-seeking behaviours for physical health problems, thus reducing timely access to healthcare and therefore potentially increasing morbidity. Another violation of Article 25 and of Article 26. There is a complete failure of health and social services provision geared towards the communication with and specific care for ageing and elderly autistic adults. To the best of our enquiries, such services simply do not exist in the UK, and there are no plans to initiate any. This is in contravention of Article 25, part d. 

Many ageing autistic people are on multiple medications for mental and physical health conditions, leading to long term side effects which also go uncounted and un-researched, another violation of Article 31 of the Convention.
The Ageing in Autism research programme at Newcastle University is one of the first programmes anywhere in the world studying autism and ageing. Of the 576 autistic people so far involved in the project, over 70% reported that they had attempted to access services, of whom, nearly 40% did not access the service they needed. Reasons included lack of available services and lack of referral. Where ageing people are concerned, our right to Article 28: Adequate standard of living and social protection is compromised by the lack of autism awareness in elder care services. 
For those needing care at home, unless we can afford private services, we receive care from professionals with little or no autism awareness. This can cause severe problems, as difficulties in social communication, touch and other sensory differences, may lead to misunderstanding and mistreatment. Ageing autistic people in need of residential care enter homes where there is similar lack of understanding of their needs or appropriate provision. Therefore, under Article 28, access to public housing programmes may be available, but the conditions of living in that housing may cause distress and lead to a decline in mental and emotional wellbeing. This is a contravention, but we believe it is due to a lack of knowledge, leading to lack of provision, rather than an act of deliberate discrimination, so refer you back to Articles 31 and 25.

The UK will be reviewed by this Committee during the 18th session. In doing so, we would urge you to make specific reference to the rights of ageing autistic people. Autism is largely a hidden disability, but where ageing autistic people are concerned, our existence is comprehensively ignored by the State, to the detriment of our health and wellbeing. As we have rights as persons with disabilities, we would ask you to hold the United Kingdom accountable for the violations we have detailed.

Lastly, please allow us to stress once more that the geographic origins of those of us raising these issues before the Committee are not meant as a show of disrespect for other cultures and socio-economic contexts, but owed to the uneven distribution of awareness of and knowledge about autistic adults and ageing on the autism spectrum. It may seem frivolous also to talk about premature mortality in the autistic population when viewed from the perspective of countries with a much lower life expectancy in general, for persons with or without disabilities alike, but ultimately the right to life guaranteed by the CRPD applies to all, in all contexts, and any circumstances unduly shortening the life of persons with disabilities anywhere equally demand our urgent attention. 
Autism in adulthood and old age may be hidden in most parts of the world, and our deaths may only be counted in suicide statistics, but those children everywhere diagnosed as part of the so-called autism "epidemic" will soon grow up and grow old and join us in demanding autism acceptance and an end to stigma and prejudice against autistic people. Many of us will be consumed by the fight for equality and succumb to depression, but others will take our place and fight on. We may die as individuals, but the worldwide autistic community will only grow stronger with age.
Thank you for your consideration.

Erich Kofmel (President) and Cos Michael (United Kingdom, lead author)
Autistic Minority International

� 		https://www.autistica.org.uk/wp-content/uploads/2016/03/Personal-tragedies-public-crisis.pdf
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