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Submission for the study on "the rights of older persons with disabilities" of the UN Special Rapporteur on the rights of persons with disabilities

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). 

While we greatly appreciate the opportunity to be able to provide input to this important study, to be submitted by the Special Rapporteur on the rights of persons with disabilities to the 74th session of the UN General Assembly in October 2019, we will limit ourselves to discussing and stressing just a few issues of particular importance to autistic persons and attempt, in line with the Special Rapporteur's specific information request, to provide answers on some aspects of questions 2 and 3 within the framework of our work and expertise.
2. Please provide information on discrimination against older persons with disabilities in law and practice.
3. Please provide information [...] (including [...] reports, and studies) related to the realization of the rights of older persons with disabilities in general
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 they die decades earlier than non-autistic persons
, often as a consequence of depression and suicide due to unmet needs and lack of acceptance. Others fall victim to filicide (by relatives) or homicide (by caregivers). With many previously undiagnosed or misdiagnosed adults finally receiving an autism diagnosis, Autistic Minority International organized, on 3 April 2017, a public side event/thematic briefing for the expert members of the UN Committee on the Rights of Persons with Disabilities on the theme "Ageing and Premature Death on the Autism Spectrum". Our side event coincided with both UN World Autism Awareness Day (2 April) and the WHO's World Health Day (7 April), which in 2017 was dedicated to "Depression", and sought 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). We followed this up with a submission for the review of the United Kingdom
, which unfortunately did not result in any recommendations in the Committee's Concluding Observations. 
We since brought the issue of premature death on the autism spectrum to the attention of the Special Rapporteur for her study on "the right of persons with disabilities to the highest attainable standard of health" in 2018
. Expanding on this previous submission, we would now like to offer a full transcript of the presentations made during our 2017 side event/thematic briefing:

CHAIR (Erich Kofmel, President, Autistic Minority International): "Good afternoon, members of the Committee,
Ladies and gentlemen, dear colleagues,

"Thank you for once again joining Autistic Minority International's fourth annual side event and thematic briefing held on occasion of the UN's World Autism Awareness Day on 2 April. To the best of our knowledge our event is once more the only commemoration of this important day at the United Nations in Geneva. All other related UN-based activities are concentrated in New York, even though major decisions with regard to autistic children and adults are made here in Geneva, both in the human rights mechanisms and at the World Health Organization. We therefore believe that it is important that actually autistic persons show presence here as well, on this our day.

"The spring session of the Committee on the Rights of Persons with Disabilities also coincides with the WHO's World Health Day on 7 April, which in 2017 is 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. 

"Today, we will be speaking to you about ageing and premature death on the autism spectrum. 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. Our previous side events were concerned with 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. You will find that these themes echo throughout today'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. Even though the speakers today are from western countries, please remember that autistic persons 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). This side event will therefore seek to address health risks, premature mortality, ageing, and the rights of older persons on the autism spectrum from the perspective of the CRPD. All the examples presented from any one country are equally applicable to all other countries, in their respective context.

"As last year, all speakers today are autistic themselves. We will later on hear from Cos Michael, an autistic autism consultant from the UK, who 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. 

"Our third speaker is Alanna Rose Whitney, an artist, entrepreneur, and activist from Canada. She is the former Vancouver Chapter Leader of the Autistic Self Advocacy Network and more recently Founder of the Autistic Acceptance Activism Alliance, an autistic-led organization seeking to foster coordination among Canada's autistic community and promoting a shift of focus from the often misguided efforts of non-autistic 'advocates', such as the negativity of the Light It Up Blue campaign, to actually autistic activists instead. Following Alanna's presentation, we will field questions from Committee members.

"We will be starting, however, with Wenn B. Lawson, a highly-regarded autistic psychologist, researcher, writer, poet, and transgender man from Australia, who for many years has been lecturing and conducting workshops on autism all around the world. He has operated his own private practice for more than twenty years and written several books and research articles, including 'Older Adults and Autism Spectrum Conditions: An Introduction and Guide'. He is a Teaching Fellow with Birmingham University's distance education Master's programme in autism and sits on the boards of and advises numerous autism-related organizations and bodies. 

"Please, Wenn, over to you."
WENN LAWSON: "Ageing comes to us all, whether tall, dark, white or small.

Being autistic and living with uneven skill,

Especially brings barriers that threaten my will.

"My will to do so much more than survive,

My will to achieve and even to thrive,

It's not me that hinders the right to a life,

But rather it's 'life' that threatens my rights.

"Getting older for each of us demands we take stock,

Getting older is not something that any can stop.

But, for non-autistics that's the majority that reigns,

It is their norm that can cause us such pains.

"Being a two sided shape is different you see,

I can easily fit into places for these.

But these places are rare and hard to find,

As most spaces are created for the 'normal' abled minded.  

"You might find it difficult to think, talk and walk,

You might find it difficult to know what is right.

But if you have acceptance and support with your fight,

You have a chance, a chance at a life. 
"I was misdiagnosed at age 2 with intellectual disability. At age 17, I was misdiagnosed with schizophrenia and spent the following 25 years in and out of mental health facilities. During those years and several subsequently, I was forced to take anti-psychotic medications which left me with sun sensitivity, messed up insides and disrupted sleep patterns. I have attempted suicide on 2 occasions and struggled to make sense of my life. Finally, at age 42, I was diagnosed with autism and this made sense of who I was. I am one of the lucky ones! I have the kind of personality that is determined to find answers. Many more autistics give up trying. Our mental health facilities, prisons and other such places, house those who didn't get the help they needed. Many more are now deceased, due to suicide, early death, or murder. 
"The United Nations (UN) brings together the countries of the world. Part of the UN commitment and convention is to encourage respect, rights and freedoms for people with disabilities; affording them the same rights and freedoms as other people. This means access to appropriate communication should be mandatory as well as the right to live in ones chosen gender. 

"In order for autistic persons to be able to equally communicate their needs, hopes and dreams they need access to a range of services and support. For older autistics who may no longer have living parents or family to interpret for them, access to appropriate communication is limited and often totally denied. It's easy to think if one can talk then one can tell others what it is they need. It is estimated that 70% of able autistics use speech with 30% being non-speakers. But, the nature of autism for either group dictates they will have difficulties locating connection to their thoughts and feelings in ways that allow them enough processing time to 'collect' their thoughts and present them in a conversation.

"Many elderly autistics have other issues impacting their ability to share their thoughts on the things they need due to such circumstances as:

"1. overwhelming sensory stimuli which knock out or over rule our ability to connect to words. 

2. not being given enough processing time to connect our thoughts to words in order to respond.

3. not being offered the right communication format with which to share in ways that are comfortable/accessible for us. 
"There is also the discrimination experienced by older autistics due to our need to be engaged and connected to the thing or area of affinity that both motivates us and reduces our anxiety. 

"Without a doubt research has shown the autistic mind processes information easier when the person is interested. Non-autistic people may have many different interests concurrent at the same time and can switch between these. 

"In autism however, our default setting allows our brain to connect us to one thing at any one time, serial fashion. However, when we are motivated we are enabled to form wider connections and interest can spark further connection. 

"I am happy to make the work of Dr. Dinah Murray, as well as my own work on this, available to the committee.

"This is very important because, initially communication in autism, needs to center around motivation. It then needs to have accessible formats so that communication can be shared. Younger autistics have wide access to the internet and means to share their needs etc. via email, CHAT and so on. 

"For older autistics, who may be in aged care facilities, the internet may not be commonly available to us. It is often not understood by non-autistics that speech can be so problematic. The use of a computer, augmentation device, smart phone and so on, allows the older autistic person access to the typical need and right to individual expression, equal to that of any other person.

"Another issue of accessibility I want to mention is that of access to living in the gender identity that is right for the older autistic person. 

"Gender and sexuality are key areas of our lives given little attention for many years in autistic research and service provision. Research shows a higher level of gender fluidity in the autistic community than in the non-autistic community. I know of at least one elderly autistic who lived as a transgender male for more than 30 years. At the age of 70 he was confined to an aged care facility, due to increasing issues related to Alzheimer's. 

"His family instructed the facility to not entertain his right to live in his male gender but to only refer to him by his 'female' name and dress him in female attire. The family, specifically the son of this man, told him if he did not comply with 'the family's' wishes he would not be allowed to see his grand-children and other family members. As a consequence of this instruction the facility listened to the son and not their client. As a further consequence the man in question moved very quickly into a non-responsive state; he gave up eating and refused to participate in activities related to usual daily life. 

"Within the trans community suicide rates sit at 44%. This appears to be higher in the younger population. As co-morbid mental health issues also are recognized as significant in the autistic population, within the autistic trans population mental health and suicidality are even higher. 

"As an older autistic trans person myself I am particularly concerned with the two issues I present to you today. I ask members of this committee to commit to doing all they can within their own respective communities not only to raise awareness of these issues but to work with us together to bring about the kind of policies that will enable appropriate access for older autistics in the realm of communication and the right to own their gender identity. 

"Autistic children become autistic adults who become our elderly population. Their needs have been ignored for a long time. Please do not forget this population and the rights to a continued full life that should be theirs.

"Thank you."
CHAIR: "Thank you, Wenn. Next, Cos Michael will speak to us about the UK, ahead of the review of that country during the next session of the Committee. Please, Cos."
COS MICHAEL: "Thank you for inviting me to speak to you about ageing and autism. It is rare that issues relating to ageing 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 Convention: Statistics and data collection. 

"I am emphasising 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 practises 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.

"My main purpose for attending this meeting 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 Convention for the rights of persons with disabilities. 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, I would argue that the UK is in violation of Article 10: The Right to life; in respect of ageing autistic people. My 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. I am going to consider suicide and mental health together, as I 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's 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. 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 my enquiries, such services simply do not exist 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: Statistics and data collection.

"I am involved as an autistic consultant, on the Ageing in Autism research programme at Newcastle University. This 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 I 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.

"I believe The UK will be reviewed by this Committee during the session in August/September. In doing so, I 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, I would ask you to hold the United Kingdom accountable for the violations I have detailed.

"Thank you."
CHAIR: "Thanks, Cos. Finally, we will hear from Alanna Whitney from Canada, the country under review by your Committee this afternoon and tomorrow morning."
ALANNA WHITNEY: "This speech contains graphic descriptions of death. Merely a small sample of the horrific reality but highly disturbing nonetheless. Please feel free to remove yourself if you believe you may find these words triggering as my goal is not to shock or scare anyone but rather to present an honest take on the real perils that autistic and other disabled people face.

"Every year in cities across the globe, there is a vigil for the 'Disability Day of Mourning.' A long list of names is read; people who have been murdered by their family members or caregivers. And that list is always growing. Imagine how much longer, how much sadder it would be to read if it included all the disabled people who have committed suicide – assisted or otherwise.

"The rates of suicide and filicide are considerably higher for disabled people, and it's no surprise. Many non-disabled people say they would be depressed, too, if they were born or became disabled. That kind of thinking is dismissive and downright dangerous. It is ableism.

"It also discounts the fact that disabled people are more likely to be subjected to sexual assault, domestic violence and the resulting condition known as complex-PTSD. It discounts how many tactics touted as 'therapies' reinforce habitual compliance, manufactured silence and feelings of worthlessness.

"Many disabled people are isolated from society both due to restrictions on their physical mobility and, as is the case with a great number of autistic or otherwise neurodivergent people, limitations imposed by sensory overwhelm. Both types of barriers are possible to remove, imposed not by the disabilities themselves but by a world that is simply not designed to accommodate our unique needs. It may not necessarily be easy to implement changes that will allow disabled people to interact with public spaces comfortably, but it is not as difficult as the lack of accessible territory implies. And seclusion, whether voluntary or not, increases with age, even for non-disabled people. This is why social media is so important. It is a way to grow communities, ensure inclusion and open up discussions that can lead to improvements in other places; both in physical locations and in areas of thought.

"Even with ramps and rails, braille and quiet rooms it is hard to feel safe or accepted when the dialogue surrounding disabled people is so frequently callous and where there is often more compassion for our killers than there is value for our lives.

"Where organizations dedicated to global welfare celebrate 'Autism Awareness Day,' an event created by non-autistic people that is inextricably linked to fearmongering and portrayals of us as an epidemic, that use person-first language to separate us from our identities and fundraise donations to discover genetic tests that will prevent our existence entirely – this is done instead of promoting 'Autistic Acceptance' and sharing ways to accommodate our needs and reinforce our human rights; either in ignorance of or direct opposition to the efforts of activists and advocates who are actually autistic themselves.

"When non-disabled people are exposed to graphic stories of our deaths, many gasp and get teary-eyed asking 'does that really happen?' But for every one who is appalled at such atrocity, there is an equal and opposite reaction. 'Hmm, well I can understand though. They must have been under so much stress.' This is not just playing devil's advocate, sympathizing with desperation or seeing both sides of the coin – this is justifying murder. This is why crimes of filicide and homicide perpetrated against disabled people disproportionately result in lighter sentences, and why that keeps happening.

"How would you react to hearing about an autistic child being thrown off a bridge like four-year-old London McCabe? To relatives pouring chemicals down feeding tubes like 17-month-old Lucas Ruiz or 62-year-old Lloyd Yarborough. Like Janet and Dorothy Cunningham, aged 42 and 65, hacked to death by hatchet, or like Molly Holt, age 10, who died in a house fire after being chained to her bed. Like Terrence Cottrell Jr, age 8, who was suffocated by church leaders during an exorcism attempting to cure him of autism. Like Abubakar Nadama, age 5, who died from chelation – another attempt to cure autism. How about Criste Reimer, age 47, who was thrown from a balcony, or Lexie Agyepong-Glover who at age 13 was left to drown in a frigid creek? Like the hundreds of others whose names and final moments we fight to remember. Like the countless nameless souls we don't.

"Starvation, decapitation, immolation and strangulation. It's endless. The Disability Day of Mourning list – which grows every year – is an abyss; a horror show that never sees the credits roll.

"Yes, caregivers and parents need more support – but so do disabled people. We all need more support, more love, more compassion and hope. Hopelessness regarding the dire lack of help is why so many disabled people take their own lives or seek out euthanasia – because it seems easier and is often far less stigmatized (not to mention more affordable) than seeking assistance.

"Because the types of assistance available (and often the only ones covered by insurance) include barbaric practices like electroshock and ABA; applied behaviour analysis. The man publicly credited with being the father of ABA, Dr. Lovaas, has been quoted in numerous interviews saying that autistic people are not fully human – that we possess the raw physical building blocks like a nose and a mouth but that we have no behaviours that one can single out as distinctively human. This kind of twisted thinking is why some parents purchase MMS or miracle mineral solution – a form of diluted bleach – and force their children to drink it and undergo daily enemas in an attempt to rid them of something that is in reality indistinguishable and inseparable from our very souls.

"I personally did not discover that I am autistic until age 21 and for me, that label is a purely positive descriptor which answered every question I had ever had about why I grew up acting and feeling so different from everyone around me. It explained the reasoning behind being constantly asked 'why can't you be more normal?' and 'what's wrong with you?' The answer is nothing. There is nothing wrong about having heightened senses or intense depth of emotion. Those things are only a detriment if and when the person who perceives the world through such a lens is also caught in an abusive and uncompromising environment.

"I was lucky that I didn't have to spend forty hours a week being forced to make eye contact and keep quiet hands and give up my special interests or be forced to tolerate exposure to prolonged sensory overwhelm on-top of my regular schoolwork, and I am eternally grateful that I was never subjected to outright conversion therapy that would have instilled dangerous compliance. I am so thankful that I made it here and that I can speak up about these things. 


"But I still tried to commit suicide three times last year. I still struggle with orthorexia and bulimia because I was lifted by the throat for my picky eating, shoved and spanked and pinched and ridiculed for my strangeness. I have spent countless hours in hospital emergency rooms due to health complications caused by both physical and psychological torment. 

"And it's probably why I seem so 'normal;' that ability to pass is a survival tactic. It is why so many people – upon hearing that I am autistic – say 'Oh wow, really? I never would have guessed!' As if that's a compliment.

"I have been gifted with an amazing network of support from other autistic people, both those whom I have met in person and many more who I only know online. And all of them have similar stories. Each and every single one of them has a vast reservoir of empathy and a passionate determination to protect the next generation of autistic kids. Many of them still fighting against their own abusers, usually parents, siblings and spouses – but also that part of ourselves that wonders if they were right to hate us so much. If we are still so much at risk of suicide and filicide – myself and all these strong autistic warriors I have come to know over the past five years – just imagine what it's like for isolated kids and adolescents, what it's like for elderly autistics who have exhausted decades of effort, for all the adults who have no idea they're autistic because both media and medical professionals restrict this rigid criteria that excludes the beautiful diversity of autism.

"Including us is the first step towards acceptance and so I thank you all from the bottom of my heart for listening to us today. Thank-you."
CHAIR: "Thanks, Alanna, for this moving statement. I invite you all to observe a moment of silence for the victims of filicide, homicide, and suicide. [Period of silence observed.] 
"Thank you. With this, we are now ready for questions from Committee members. [There is no transcript of the questions and answer part of the side event/thematic briefing; questions were however not related to older autistic persons.] [...]
"If there are no further questions, please allow me to stress once more that the geographic origins of today's speakers 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. Thank you for participating."
And thank you for your renewed consideration of our input for this year's study.
Erich Kofmel, President
Autistic Minority International
� 	For an early example (2012) of a report by a parents' organization, Autism-Europe, in cooperation with Age Platform Europe, see: https://www.autismeurope.org/wp-content/uploads/2017/08/ageing-report-en-sml.pdf


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


� 	http://tbinternet.ohchr.org/Treaties/CRPD/Shared%20Documents/GBR/INT_CRPD_CSS_GBR_28459_E.doc


� 	https://www.ohchr.org/Documents/Issues/Disability/StandardHealth/AutisticMinorityInternational.doc


� 	http://www.cam.ac.uk/research/news/adults-with-asperger-syndrome-at-greater-risk-of-suicidal-thoughts


� 	See footnote 2
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