AUTISTIC MINORITY INTERNATIONAL

WWW.AUTISTICMINORITY.ORG
AUTISTIC MINORITY INTERNATIONAL

WWW.AUTISTICMINORITY.ORG

Geneva, 30 March 2018
Submission for the study on "the right of persons with disabilities to the highest attainable standard of health" of the UN Special Rapporteur on the rights of persons with disabilities

PATHOLOGIZATION, MEDICAL EXPERIMENTS, AND PREMATURE DEATH
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 73rd session of the UN General Assembly in October 2018, 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, 3, and 4 (not in this sequence) within the framework of our work and expertise.
2. Please provide any information [...] related to the exercise of the right to health of persons with disabilities in general, as well as with particular focus in the following areas: [...] access to free or affordable disability-specific healthcare services and programmes
Please allow us to begin by highlighting once more that autistic self-advocates do not view autism as a disorder or disease to be cured or eradicated, but as a lifelong neurological difference that is equally valid. We reject the pathologization of autism and resent its listing in the American Psychiatric Association's Diagnostic and Statistical Manual of Mental Disorders (DSM-5) and the WHO's International Statistical Classification of Diseases and Related Health Problems (ICD-10, to be replaced by ICD-11 in 2018). We oppose the categorization of books on autism under "psychopathology" in bookstores
 and "genetic diseases" in libraries
. We remain deeply concerned about language in the 2030 Agenda for Sustainable Development framing autism as a global epidemic and health burden, with UN member states seeking the prevention of autism and other so-called developmental disorders by declaring that they "are committed to the prevention and treatment of non-communicable diseases, including behavioural, developmental and neurological disorders, which constitute a major challenge for sustainable development". We are disturbed by reports in January 2018 that the United States Food and Drug Administration (FDA) has granted "Breakthrough Therapy" status to an autism drug that is being developed by Swiss pharmaceutical company Roche
. It would be the first drug seeking to treat the so-called core "symptoms", actually core characteristics, of autism, that is, our very identity. We are equally opposed to research, often publicly funded, aiming to find a prenatal genetic test that would allow the abortion of foetuses "at risk" of autism or their manipulation in the womb to prevent autism from developing (see our previous submission to the Special Rapporteur on new reproductive technologies and the spectre of eugenic genocide against the autistic community
). All of this, and so much more perpetrated against our minority under the banner of "health", is deeply discriminatory, prejudicial, and stigmatizing.
We emphasize that the social model of disability underlying the UN Convention on the Rights of Persons with Disabilities (CRPD), which to date has been ratified by 177 States parties, recognizes that disability is the result not of a person's actual or perceived impairment or difference, but of societal and attitudinal barriers that prevent our full and equal participation in all areas of public, economic, and social life. Disability is caused by systemic discrimination and exclusion. The solution is not to eliminate the persons who are being discriminated against, but to eliminate the sources of discrimination.
2. [...] access to free or affordable health-related habilitation and rehabilitation goods and services

In this context we would like to highlight the WHO Priority Assistive Products List
, which aims to improve access to assistive technology for everyone, everywhere. It is just as important as the WHO Essential Medicines List. For autistic persons, particularly those of us who do not speak, the list includes for instance communication books, boards, or cards, communication software, gesture to voice technology, and personal digital assistants. It is the responsibility of every state to make these assistive technologies available to us, so as to meet the Sustainable Development Goals' promise to ensure healthy lives and well-being for all, including persons with disabilities.

4. Please provide information on the observance of the right to free and informed consent of persons with disabilities regarding healthcare, including [...] mental health services

For some years, Autistic Minority International has been trying to raise awareness of the worldwide abuse and maltreatment of autistic children as unwilling subjects of medical experiments. We made submissions in this regard to the UN Committee on the Rights of Persons with Disabilities for the reviews of the Dominican Republic
, Ukraine
, and Thailand
 and organized a side event on "Medical Experimentation on Autistic Children: Fake Cures and Global Stem Cell Tourism"
 during the Committee's 13th session. Unfortunately, despite our repeated attempts, the Committee has failed to condemn such practices in its Concluding Observations on any of these countries. We hope that the Special Rapporteur's study will be an opportunity to finally rectify this glaring omission and signal the UN's disapproval.
Article 15 of the CRPD says: "No one shall be subjected without his or her free consent to medical or scientific experimentation". Article 25 requires "health professionals to provide care [...] on the basis of free and informed consent". Article 7 specifies that "States Parties shall ensure that children with disabilities have the right to express their views freely on all matters affecting them [...] and to be provided with disability and age-appropriate assistance to realize that right". Article 3 recalls the "principles of [...] [r]espect for difference and acceptance of persons with disabilities as part of human diversity and humanity [...] and respect for the right of children with disabilities to preserve their identities", and article 17 guarantees that "[e]very person with disabilities has a right to respect for his or her physical and mental integrity on an equal basis with others". 
Parental consent to medical experimentation on autistic children is not sufficient. It is never in the best interest of an autistic child to be subjected to pseudo-medicine and quackery.
In a joint statement
 on occasion of World Autism Awareness Day 2015, the Special Rapporteur on the right to health and the Special Rapporteur on the rights of persons with disabilities stressed that "[a]utistic persons are particularly exposed to [...] medical practices which are unacceptable from a human rights point of view. Such practices – justified many times as treatment [...] – violate their basic rights, undermine their dignity, and go against scientific evidence. Autistic children and adults face the proliferation of medicalized approaches [...]. This may be particularly harmful and lead to the deterioration of their condition. All too often, such practices amount to ill-treatment or torture. [...] We call for caution about enthusiastic attempts to find [...] ways to 'cure' autism through sophisticated but not necessarily ethical research. Autism as a condition is a critical challenge for modern health systems, in which we need to ensure that the practice and science of medicine is never again used to cause the suffering of people." 
According to a sceptical scientist, "the 5 scariest autism 'treatments'" around today
 include chlorine dioxide/Miracle Mineral Solution (MMS) – toxic industrial-strength bleach forced down countless autistic children's throats or injected into the rectum in order to cleanse their intestines of non-existent "parasites" (often applied multiple times a 
day
) –, chemical castration(!) to lower autistic children's testosterone levels, chelation – a chemical way to strip mercury arguably contained in childhood vaccines from autistic children's blood, but removing all metals, including calcium, which has led to the death of at least one autistic child –, hyperbaric oxygen therapy (HBOT) – breathing pure oxygen in a pressurized chamber used more commonly to treat decompression sickness in divers or carbon monoxide poisoning and potentially leading to paralysis and air embolisms in autistic children as well as posing a fire hazard that has caused dozens of deaths worldwide –, as well as stem cell injections. There are serious medical conditions – such as cancers of the blood or bone marrow – in which a stem cell transplant might be justified. Autism is not one of them. Some parents are so desperate and misguided, though, they will try anything to "cure" their child of autism. 

A stem cell expert critical of the use of stem cells for autism estimates "that hundreds, perhaps even thousands of autistic children are being infused with stem cells around the world each year"
. This although "there is no convincing data to support the idea. [...] [D]octors and clinics promoting stem cell-based 'treatments' for autism today have very little in the way of evidence and frankly sometimes no evidence at all that the treatments will work. The main rationale given by proponents of stem cells for autism [...] is based on the unproven idea that autism is an autoimmune disease and that stem cell interventions will calm down the immune system. The most prevalent stem cell intervention for autism is IV injection of stem cells into the blood stream through a vein in the arm. Absent any real data, this is essentially a long shot, a shot in the dark. And the stem cells given to the children have risks that we do not entirely understand today. Further, those risks may last a lifetime since stem cells, unlike traditional chemical medicines, are alive."
Stem cells may be harvested from a child's own adipose tissue and/or bone marrow, requiring anesthesia and surgery. Alternatively, adult donor cells or stem cells from human umbilical cords or aborted foetuses (and apparently even animals) may be used. Stem cells may be grown in culture prior to transplant, and health risks may arise from a lack of sterility or if their growth is not monitored to ensure that the cells do not change their properties. Most commonly they will be administered intravenously and/or subcutaneously (under the skin). Depending on the kind of stem cells and procedure used the risks for the autistic child include infection, bleeding, trauma, autoimmune reaction, growth of tumors, and cancer.

No one knows how safe stem cell transplants are in the long term, either. Stem cells can grow and increase in number in the child's body. They can and will move around the body, especially if given IV. None of this is natural. For example, abdominal fat stem cells don't just move to an autistic child's brain spontaneously. Very likely nature has a reason for that.

Referring specifically to the MMS scam, chelation, and HBOT, the US FDA released a health fraud alert in April 2014 in which it states unequivocally: "There is no cure for autism. So, products or treatments claiming to 'cure' autism do not work as claimed. The same is true of many products claiming to 'treat' autism. Some may carry significant health risks."
 Already in August 2013, the FDA had warned consumers not to be misled
: "No, hyperbaric oxygen therapy (HBOT) has not been clinically proven to cure or be effective in the treatment of cancer, autism, or diabetes. But do a quick search on the Internet, and you'll see all kinds of claims for these and other diseases for which the device has not been cleared or approved". HBOT is not the "universal treatment it has been touted to be", and such false claims "may give consumers a wrong impression that could ultimately endanger their health".
MMS has been banned by the health authorities in many countries
 
. Similarly, stem cell treatment for autism – and various other conditions and disabilities, including cerebral palsy, brain damage, spinal cord injuries, muscular dystrophy, cystic fibrosis, multiple sclerosis, Alzheimer's, and Parkinson's disease – has been prohibited by countries the world over. Unfortunately, there are some countries, including the Dominican Republic, Mexico, Panama, Peru, China
, India, Thailand, Ukraine, Lebanon, and Germany, where stem cell treatment without medical indication or scientific validation can still take place – and affluent parents of autistic children are willing to travel. If MMS caters to the lower end of the market for alternative and unproven autism "cures", stem cells cater to the higher end of the market as such treatments can cost anywhere between 7,000 and 65,000 US dollars per application.

If adults wish to seek out unproven and hazardous treatment and "therapies" there's little that can be done. But we believe that autistic children must be protected from the consequences of the despair some parents may feel and the scientific and medical experimentation parents will subject them to, even though it is not in the best interest of the child.

We should also remember those autistic children and adults who are institutionalized, often against their will, and may be subjected to violence whilst "in care". They may be treated without their consent, be sedated or restraint, and unable to communicate physical or sexual abuse to anyone. Whilst many non-verbal autistic persons rely on assistive and augmentative communication devices or the Internet for communication, it seems customary to deprive those who are institutionalized of access to such aides, thus rendering them silent and defenceless victims.

Our very existence is in danger as long as autism continues to be viewed as something to be eradicated. Violence against us takes the form of behaviour modification, institutionalization, and abusive medical and therapeutic practices, such as electric shocks or stem cell experiments. Instead, we should be taught self-esteem, self-confidence, and how to advocate for ourselves. The autistic minority also includes those of us who hide their condition for fear of discrimination. This is no longer tenable at a time when millions of children diagnosed with autism come of age and many more get diagnosed as adults. Autism awareness must lead to acceptance, recognition, and respect for autistics. Only autism acceptance will ensure our full and equal participation in all areas of public, economic, and social life. Only autism acceptance will thus meet the requirements of the CRPD.
2. [...] access to [...] early identification and intervention
Without a diagnosis, it is usually impossible to access services and support, but often a diagnosis also means concrete disadvantages. The drive by healthcare systems to identify and diagnose autistic children as early as possible may be the beginning of lifelong discrimination. We are particularly concerned about so-called early interventions whose purpose is to "normalize" the autistic child. The underlying assumption seems to be that a young child's brain is more malleable and responds better to behavioural modifications.

Compliance-based therapies commonly given to autistic children, such as Applied Behaviour Analysis (ABA), not only aim to destroy children's autistic identity, but they also teach the child to do exactly what they are told without question. This conditioning can be used against them, for example by sexual predators.
Enthinderungsselbsthilfe von Autisten für Autisten (und Angehörige) (ESH)
, a German self-advocacy organization run by and for autistics (and their relatives), explains in its 2014 alternative report on Germany to the Committee on the Rights of Persons with Disabilities
: "Autistic children are forced into therapies – without any scientific evidence – which are definitively harmful for them. Especially ABA is marketed with great financ[i]al expense, whereas very little is done in order to allow autistics to live a self-determined life without any easily avoidable structural barriers."
"Autistics are not only misunderstood by their families, but also dehumanized by persons in the environment. Advices by 'experts' which would rather be expected regarding animals are fairly usual. Therefore, many types of 'therapy' resemble more animal training. These 'therapies' are not only questionable from an ethical point of view but also potentially dangerous as autistics are trained to behaviors being definitively harmful for them and may lead to dissociation. An autistic person said about that: 'During these settings my answers weren't my own, that was not me.' Another autistic person states: 'This adaptation costs me approximately 50 IQ points.' This utterance is is not exaggerated; we think that many autistics being thought to be mentally retarded are only extremely wiped out because of extremely unsuitable circumstances they are living in. 

"Already Bettelheim compared the consequences of these circumstances correctly with inmates of concentration camps, however, he drew basically wrong conclusions. Although obsession with own feces also has been noticed in inmates of Guantanamo, these reactions are often wrongly thought to be 'autistic behaviors' which leads to the consequence that wrong conclusions about correct dealing with autistics are drawn: Among other things when defensive behaviors are thought to be usual autistic behavior nobody considers the possibility whether there exist for autistics hurtful things in their environment. [...]

"In the past, dubious therapeutic methods have been used on autistics throughout the world. ABA still is a form of abusing autistics, however, it has been – after harsh criticism – softened towards the outside. Today ABA, a kind of ill-treatment, is the global[l]y most used early intervention therapy for autistic children. We often see the lie, that this early intervention therapies make inclusion become true, however inclusion does surely not mean to re[j]ect accessibility and to brainwash disabled people, so that they do not argue for their health and rights. 

"Therapists and schools of therapy still teach parents to abuse massively their autistic children. Parents shall keep the control about everything the child does or is interested in. Partly, the autistic child is only allowed to do things it likes when it performed the dressage it was asked to do. Children defending themselves against the abuse against their nature are punished in a number of ways, e.g. by spraying citric acid into their face or by being referred into punishing situations. When children cry for hours it is explained to the parents that the crying is a necessary evil on the mend. Usually, these therapists absolutely fail to understand autistics and are even not able to recognize basic connections. Causes of problems are usually ignored and problems are put down to the children's otherness because of which destructive aspects of everyday life usually are not eliminated.

"It can be compared to a situation when somebody has a splinter in his foot because of which he does not walk properly and is taught to walk properly without getting removed the splinter. These therapies have not been elaborated with the cooperation of qualified autistics and can be compared to attachment therapies or other therapeutic models being regarded as abusive nowadays. This kind of adaptation against autistic disposition often has severe psychological consequences for autistics. Regarding ABA it is especially objectionable that parents are instructed on drilling permanently their children which deprives the children of their childhood and takes them the important experience of parents being their emotional backing.

"This traumatizes many autistic children in a heavy kind, so that it[']s difficult to speak about their experiences freely. These methods often are similar to the Judge-Rothenberg-Therapy, just instead of electric shocks other means of pain are used. For similar reasons, sign language was usually forbidden – on the grounds that it is contra-productive for their integration – to deaf persons. In the autism sector such a development up to an ethically acceptable human contact is still to come. ABA is advertised with strong marketing effort and uses many different brand names or no special name as early intervention therapy."

ESH concludes that such early intervention on autistic children "produces[,] alt[h]ough its supposed mission [is] to help[,] only 'human scrap'".
Autistic persons diagnosed in adulthood are not less autistic, they often merely escaped the discrimination resulting from an early diagnosis.

We believe that all possible steps must be taken to ensure that autistic children are not subjected to gruesome compliance-based "therapies" that claim to modify their behaviour and make them (appear) less autistic, but in reality destroy their identity and self-worth and attempt to turn them against themselves and into something they are not and cannot be, namely non-autistic.

Already young children can be traumatized for life by ABA and similar techniques. The identity and difference of autistic children must be protected and preserved.

2. [...] Availability of barrier-free general healthcare services and programmes, which take into account all accessibility aspects for persons with disabilities [...]
3. Please provide information on discrimination against persons with disabilities in the provision of [...] health insurance [...] by public or private service providers

Some of the information in this section was provided to us by Autism Women Matter
, a leading self-advocacy network representing autistic women within the United Kingdom, many of whom are also proud mothers of autistic children.
Autism affects the ability to communicate and manage interpersonal interactions. This can impair autistic persons' ability to access help and support. Autistics may have difficulties in understanding that their or their children's health experiences require medical attention. They may believe that their personal experience is normal and not imagine that others do not have the same troubles. Autistic persons face barriers accessing medical treatments and medicines due to executive functioning difficulties, sensory processing disorder, and professionals failing to distinguish between autistic traits and a co-occurring medical condition.

Sensory processing disorder can impair the way autistic persons process sensory information and respond to it. A delay in processing pain or displaying pain symptoms in a manner different from non-autistic persons can be a barrier to receiving appropriate medical treatment. Autistic children may experience broken bones and through the triage system at hospital emergency centres not be prioritized for assistance as they outwardly do not present with the urgency of care required. After reconstructive surgery, an autistic child may show minimal signs of distress and yet develop an infection, despite daily medical examinations, to an advanced state before being identified and readmitted to hospital on IV antibiotics.

Autistic women have reported that their progression through childbirth was at the later stages of completion before being given assistance, including pain relief, as they outwardly did not present in a way maternity staff could relate to. 

Autistic persons are more likely than the general population to have been abused, and for women their past experiences can be a barrier to reproductive health assessment and treatment. Research conducted by the Autism Research Centre at the University of Cambridge shows that women who are autistic or score high for autistic traits are more likely than others to have Polycystic Ovary Syndrome (PCOS) with an associated risk of miscarriage. However, those same women are also underdiagnosed and do not receive treatment despite showing symptoms of the condition. Anecdotal reports from autistic women indicate that they may experience barriers to having regular smear tests due to inability to make and keep appointments as a result of executive dysfunction, access diagnostic procedures because of their sensory response to equipment, and be examined in an intimate manner as a consequence of PTSD from previous sexual abuse.

Access to healthcare services is also restricted by the refusal of most medical practitioners and insurance providers to communicate in writing, by fax, or e-mail rather than by telephone or in person, or by them not responding to written communication in a timely and comprehensive manner. This creates an unnecessary barrier for autistic persons who do not speak and those of us who may be anxious about seeking medical advice. Autistic children and adults may experience difficulties responding to verbal communication and require time to listen, process, and formulate an appropriate response. Healthcare systems do not generally provide enough time for autistics to "script" their response.
It is the most vulnerable of us who find these barriers insurmountable.

Many autistic women and girls remain undiagnosed or misdiagnosed because they may present differently than autistic males and be better at masking their social difficulties. Often there is a perception that only boys and men can be autistic and this impacts on women and girls being referred for diagnosis. The failure to identify autistic females and the challenges in obtaining a diagnosis mean that such girls and women do not get the disability-related reasonable accommodations in their dealings with the healthcare system, family support services, and other authorities that they would otherwise be entitled to. This makes them and their children even more vulnerable.

Autistic persons may be mislabelled with schizophrenia, anxiety, depression, OCD, eating and personality disorders and subjected to inappropriate interventions. Although co-morbidities are sometimes presenting, many autistic persons have experienced inappropriate or no support due to a lack of knowledge about autism or an unwillingness to admit mistakes among professionals. This in itself has caused autistics to become depressed, frustrated, and angry as they felt let down by the healthcare system and made to feel like they were "attention-seeking", and it may result in some of us withdrawing completely from seeking or accepting help for themselves or their children through their mistrust and a lack of self-confidence.

Health professionals may falsely perceive as violence what is actually an autistic "meltdown" in response to disability needs not being met. This may occur after prolonged periods of not receiving support or not receiving targeted and appropriate support. The way the healthcare system interacts with autistics can in itself create incidents of violence/meltdown.

Equally, an autistic mother may react to the request for intrusive medical examinations of her children with a strong refusal based on her previous history of sexual abuse. To such a mother, it makes no difference if her children are being examined by a medical officer or being abused. She imagines from the child's perspective they were being intimately touched and looked at and this was inappropriate.

The fact that many autistic children and adults intensely dislike being touched makes the physical examination, particularly that of autistic victims of abuse, even more challenging.

Abuse and violence can be "normalized" through autistic persons' life experience of having been chronically abused. Autistic women are much more likely than the general population to have been raped or sexually assaulted. Often, our experience of the healthcare system and family support services is one that perpetuates the experience of abuse and leaves us feeling violated even more. The resulting mistrust and the general hesitancy of health professionals and social workers to communicate in autism-friendly ways will, if left unaddressed, impede any efforts to develop effective healthcare systems and family support services able to combat interpersonal violence against autistic persons, in particular women and young children.

3. [...] discrimination [...] in the provision of healthcare [...] by public or private service providers

7 April is World Health Day. In 2017, the WHO decided to dedicate that day to "Depression". To commemorate both World Autism Awareness Day (2 April) as well as World Health Day, Autistic Minority International organized a public side event/thematic briefing during the 17th session of the Committee on the Rights of Persons with Disabilities on the theme of "Ageing and Premature Death on the Autism Spectrum". We followed this up with a submission for the review of the United Kingdom
, which unfortunately did also not result in any recommendations in the Committee's Concluding Observations. Once more, we now hope for inclusion in the Special Rapporteur's study.
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 percent of people with depression do not get treatment. Depression is an important risk factor for suicide, which claims over 800,000 lives each year, 75 percent 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
. Several studies have suggested that between 30 and 50 percent of autistic people have considered dying by suicide, and a third of people with Asperger syndrome has planned or attempted suicide. The actual suicide rate amongst autistic persons is nine times that of the general population. This statistic is far higher than for people with psychosis, yet suicide in the latter group has been extensively studied. Depression may even be underreported due to difficulties autistic persons may have with verbally describing subjective experience. Health systems should refrain from minimalizing mental health concerns, such as suicidal ideation, as though they were a normal experience for autistic children and adults. They are not. 
We believe that depression and suicide in our community are the direct result of unmet needs, abuse, 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. The discrimination and experiences of exclusion in the context of "health" and healthcare we have laid out before you contribute to a sense of doom and futility that causes depression and suicidal ideation in autistic individuals.

Autistic persons are one percent of the population in any given country, albeit 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.

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 persons. The few research papers and projects claiming to include autistic adults rarely cover people over the age of 40, and so a large part of the autistic population is excluded. We are emphasizing this as the lack of such information leads to poor planning and commissioning, effectively preventing autistic age-appropriate provision. Research gathers the evidence to inform health and social support policies and practices, and without it, ageing autistic persons are not receiving equality on many levels, but this inequality itself is going unrecorded.

When diagnosed in adulthood, most of us receive no further assessment of medical or social needs, and no regular assessments are carried out to establish whether co-occurring mental health conditions, such as depression or anxiety, that are known to worsen in older age in the non-autistic population, which hasn't been studied in autistic older persons, may intensify and our needs may change over time. 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.
For those needing care at home, unless we can afford private services, we receive care from professionals with little or no knowledge about autism. 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. 
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 healthcare, filicide (by relatives) or homicide (by caregivers).

Compared with the general population, autistic persons with an intellectual disability 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 percent of autistic persons with intellectual 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 persons. 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 persons. 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.

Our side event and submission on the UK sought to address health risks, premature mortality, ageing, and the rights of older persons on the autism spectrum from the perspective of the CRPD. It may seem frivolous 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 and healthier with age.

Thank you for your consideration.

Erich Kofmel, President
Autistic Minority International
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� 	http://www.irishexaminer.com/ireland/public-warned-against-us-churchs-industrial-strength-bleach-miracle-cure-275104.html


� 	http://www.sott.net/article/216900-Hands-Off-Miracle-Mineral-Solution-MMS-Says-Brunei-Health-Ministry


� 	http://www.nature.com/news/china-s-stem-cell-rules-go-unheeded-1.10410


� 	http://autisten.enthinderung.de


� 	http://tbinternet.ohchr.org/Treaties/CRPD/Shared%20Documents/DEU/INT_CRPD_NGO_DEU_16592_E.pdf


� 	http://www.autismwomenmatter.org.uk


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


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


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