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Written submission to the 14th session of the Committee on the Rights of Persons with Disabilities

REVIEW OF UKRAINE: MEDICAL EXPERIMENTS ON AUTISTIC CHILDREN

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, 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 the NGO Forum for Health, a Geneva-based consortium of organizations committed to promoting human rights and quality care in global health, a member of UNICEF's Global Partnership on Children with Disabilities (GPcwd) and its Task Force on Child Protection, and a partner in the WHO's Mental Health Gap Action Programme (mhGAP).

We take the review of Ukraine as an opportunity to continue to steer the Committee's attention toward the worldwide abuse and maltreatment of autistic children as unwilling subjects of medical experiments. Following on from our submission on the Dominican Republic
 and our side event on "Medical Experimentation on Autistic Children: Fake Cures and Global Stem Cell Tourism"
 during the Committee's 13th session, we are now highlighting Ukraine as a world center for unproven stem cell treatments offered to desperate parents of autistic children from abroad. Ukrainian clinics typically use stem cells harvested from aborted foetuses, a method for which they hold Ukrainian patents. They are licensed to operate by the Ukrainian state. In Ukraine, we are not dealing with a lack of regulation or oversight, but with the active complicity of the state. A Council of Europe probe supports claims that hundreds of newborns were dismembered to feed demand for stem cells from around the world. The State Party must be held responsible.

Article 15 of the Convention on the Rights of Persons with Disabilities (CRPD) says: "No one shall be subjected to torture or to cruel, inhuman or degrading treatment or punishment. In particular, no one shall be subjected without his or her free consent to medical or scientific experimentation.
"States Parties shall take all effective legislative, administrative, judicial or other measures to prevent persons with disabilities, on an equal basis with others, from being subjected to torture or cruel, inhuman or degrading treatment", including medical or scientific experimentation.
According to article 25, "States Parties recognize that persons with disabilities have the right to the enjoyment of the highest attainable standard of health without discrimination on the basis of disability. [...] In particular, States Parties shall: [...] Require health professionals to provide care of the same quality to persons with disabilities as to others, including on the basis of free and informed consent by, inter alia, raising awareness of the human rights, dignity, autonomy and needs of persons with disabilities through [...] the promulgation of ethical standards for public and private health care".

Also relevant seems article 7 on "Children with disabilities": "States Parties shall take all necessary measures to ensure the full enjoyment by children with disabilities of all human rights and fundamental freedoms on an equal basis with other children. [...] In all actions concerning children with disabilities, the best interests of the child shall be a primary consideration. [...] 

"States Parties shall ensure that children with disabilities have the right to express their views freely on all matters affecting them, their views being given due weight in accordance with their age and maturity, on an equal basis with other children, and to be provided with disability and age-appropriate assistance to realize that right." Parental consent to medical experimentation on autistic children is not sufficient. It is not in the best interest of an autistic child to be subjected to pseudo-medicine and quackery.
Article 3 lists applicable "principles of the present Convention [...]: a. Respect for inherent dignity [...] of persons; [...] d. Respect for difference and acceptance of persons with disabilities as part of human diversity and humanity; [...] h. Respect for the evolving capacities of children with disabilities and respect for the right of children with disabilities to preserve their identities."

Finally, article 17 guarantees that "Every person with disabilities has a right to respect for his or her physical and mental integrity on an equal basis with others."

On occasion of World Autism Awareness Day 2015, the UN Special Rapporteur on the Right to Health, Dainius Pūras, and the UN Special Rapporteur on the Rights of Persons with Disabilities, Catalina Devandas Aguilar, released a joint statement
 calling "for an end to discrimination against autistic persons [...]. Autistic persons are particularly exposed to professional approaches and medical practices which are unacceptable from a human rights point of view. Such practices – justified many times as treatment or protection measures – violate their basic rights, undermine their dignity, and go against scientific evidence. 

"Autistic children and adults face the proliferation of medicalized approaches relying on the over-prescription of psychotropic medications, their placement in psychiatric hospitals and long-term care institutions, the use of physical or chemical restraint, electro-impulsive therapy, etc. This may be particularly harmful and lead to the deterioration of their condition. All too often, such practices amount to ill-treatment or torture. 

"The autism spectrum should be understood from a broader perspective, including in research. We call for caution about enthusiastic attempts to find the causes of autism and 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." 

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. 
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."
Another sceptical scientist lists stem cells among "the 5 scariest autism 'treatments'" around today
. In this context, the United States Food and Drug Administration (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."
 

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 Ukraine, Thailand, the Dominican Republic, Jamaica, Trinidad and Tobago, Chile, Mexico, Panama, Peru, China
, India, the Philippines, Lebanon, Serbia, Germany, and Switzerland where stem cell treatment without medical indication or scientific validation can still take place – and affluent parents of autistic children are willing to travel. Such treatments can cost anywhere between 7,000 and 65,000 US dollars per application. Some parents are so desperate and misguided they will try and pay anything to "cure" their child of autism. 

Autistic self-advocates on the other hand view autism not as something to be cured, but as a lifelong neurological difference that is equally valid.
According to a cognitive scientist and a neuroscientist and clinical psychologist, "Ukraine has become a world centre for untested stem cell treatments where patients can fly in and have embryonic stem cells implanted in their brain to supposedly treat everything from Alzheimer's disease to autism. These treatments are entirely unproven and are illegal in most of the world but are available for anyone wanting to pay the price. [...] The commercial treatments available in the Ukraine are notable for two reasons. The first is that they typically use stem cells from aborted fetuses 'of 5-8 weeks of gestation'. The second is that they are either entirely untested or have never been confirmed as either safe no[r] effective. [...] [T]here are many commercial companies who offer stem cell therapies that would be illegal in most other countries. This is quite shocking in itself, but perhaps the most disturbing practice is implanting fetal stem cells into the brains of children with autism. Brain surgery is dangerous, implanting biological material from other sources even more so, and bear in mind we are talking about treatments that have never been scientifically tested. [...] Unfortunately, these unproven treatments are already a massive industry and their promise is being hijacked by quacks to exploit the desperate."

The most prominent clinic in Ukraine currently offering stem cell treatments for autism that are neither medically indicated nor scientifically valid is EmCell, 37A Syretska Street, Kiev 04073
. On their website, they state: "We have treated with stem cells more than 250 autistic children from various countries of the world, namely, from the USA [...], Canada [...], the Great Britain [sic] [...], Sweden [...], UAE [...], Montenegro [...], Serbia [...], and others." They further list parent testimonials from Italy and New Zealand
. EmCell infuses ("via drip-feed IV, in any body cavity, or subcutaneously, most often in the frontal abdomen"
) autistic children with stem cells harvested from aborted foetuses: "The fetal stem cells [...] have a positive impact on all of the body's organs and systems, starting with the brain. This is extremely important because, with ASD [autism spectrum disorder], the brain areas regulating memory, concentration, attention, speech and so on are damaged. Our treatment results in better blood and oxygen flow to the brain, called 'improved perfusion,' better replacement of damaged neurons, and better formation of new arteries."
 

They claim: "Improvements in autistic children that can be expected after stem cell therapy: better tolerance for different foods and improved digestion. Some children begin to try new foods and like them; easier contact with the child, starting with eye contact. Children who did not fix their gaze at objects begin looking at them with interest; more adequate behavior at home and outside; reduced or loss of fear of loud noises, strangers and bright colors. This improvement is gradual; improved verbal skills. If the child was non-verbal, it is very likely to start making sounds, produce syllables and eventually pronounce words. Verbal children are likely to expand their vocabulary; development or improvement of writing skills; improved self-care skills; more sustained attention span and concentration. Although the degree of these improvements varies from child to child, they have been reported in all cases."
While autism is in their "Top-6 treatments", EmCell even claims to be able to treat Down Syndrome
: "If fetal stem therapy is started at around the age of 12 months, when the child's body is still actively growing and developing, it can stimulate the brain, thus improve intellect and cognitive skills."
The father of an autistic child is quoted as saying: "In Italia, the doctors consider only scientifically validated [!] methods, and all other ways are thrown down the drain"
.
Stem cell treatments have a long history in Ukraine, dating back to the time of the Soviet Union
: "In 1991, after obtaining the permission of the Ukrainian Health Ministry, fetal stem cells started to be widely used for different diseases and conditions [...]. We [EmCell] were the first in the world to develop our own stem cell treatment protocols for such diseases as multiple sclerosis, diabetes, and autism. [...] Starting from 1994, we operated under a general license for medical practice. In 2011, a new regulation required all clinics working with stem cells to apply for a special license, the only one allowing legal manipulations with stem cells."
EmCell and its (former) proprietors and associates appear to operate various clinics, at different addresses, under a number of names
 
, such as Embryonic Tissues Center, Sana Stem Cell
, c/Solomenskaya, 17, C.C. 80, Kiev 03110
, and Unique Cell Treatment Clinique (UCTC)
, Kiev 03110, P.O. Box 8 (no street address on their website)
. The latter claims to have "achieved unique positive results in treatment of autism and other autistic spectrum disorders. [...] Treatment with fetal stem cells is aimed at eliminating of the causes of the disease [...]. Fetal stem cells are the only source of stem cells of neuroectoderm of natural origin – neuronal precursors [–], therefore their use in treatment of neurological diseases is the most effective comparing with other types of stem cells. [...] Treatment should be started as soon as possible after the diagnosis was made".
 
An academic clinical neurologist at Yale University School of Medicine contradicts EmCell
: "Researchers are still, in most cases, working out the basics of the technology – getting stem cells to survive and do what they want them to do, without growing into tumors or causing other problems. Researchers are making incremental advances, but are mostly in the test tube or animal research stage. For some indications they are making the first forays into preliminary human research. Public awareness and interest in stem cell treatments, however, is way ahead of the reality. [...] Unfortunately some unscrupulous clinics have decided to cash in on the premature hype by offering bogus stem cell treatment for serious illnesses. Most of these clinics are in countries with lax health care regulations and oversight, hoping to lure in wealthy and desperate foreigners.
"One such clinic in Ukraine [EmCell] promises fetal stem cell transplants for a variety of condition, including autism, ALS, cancer, and anti-aging. From reading the website you would think stem cells are the elixir of life, good for just about any condition. If the claims on the website were true it would mean that this Ukrainian clinic is decades ahead of rest of the world in stem cell research. [...] Strangely, there isn't much of a paper trail of research to back up their claims. The website does have a page for publications, but they appear to be mostly paper presentations (presented at meetings, not peer-reviewed) of case series. This is the weakest form of evidence. They are not placebo-controlled trials, but simply a recording of their experience with treating patients. In other words, it is just a catalogue of bias and placebo effects. I tried looking up some of the listed papers, but they are not on Pubmed (meaning they are not published in recognized peer-reviewed journals). I also looked up the author's name, Smikodub O.I., and received a single publication about the treatment of anemia. So they managed to advance stem cell therapy by decades without publishing a single peer-reviewed paper. [...]

"They claim to have extended ALS survival by 5 years – that's about 200% or 10 times greater than the only existing proven therapy. [...] They claim that in autism areas of the brain are 'damaged' – but there is no evidence for this. There is a decrease of connectivity in the brain, but no evidence that neurons are damaged or that there is any role of lack of oxygen delivery. [...] Do not believe the claims of clinics that offer current stem cell treatments for serious diseases. They are exploiting the hype of stem cells and the desperation of patients. [...] [A]t present such clinics are simply fraudulent. The development of major new therapies is complex, takes years, and creates a record in the peer-reviewed literature of hundreds or thousands of published papers. Researchers play off each other, benefiting from the findings of other labs. [...] Further, if anything remotely like the results claimed by such clinics were possible and proven, such therapies would be widely available. You wou[l]d not have to travel to Ukraine to receive such a treatment.

International pressure to shut down fraudulent stem cell clinics needs to remain a priority. They victimize in numerous ways vulnerable populations and their families."

Already in 2006, there was a BBC report
 about "Ukrainian mothers who claim their babies were stolen from them at birth. [...] 300 families [...] believe their healthy babies were deliberately targeted at a maternity hospital in the Ukraine's most easterly city of Kharkiv. The babies [...] were taken at birth to have their organs and stem cells harvested as part of a sickening but highly lucrative international trade. Certainly, the Ukraine has become the main supplier of the global stem cell trade. Officially, the cells are taken from aborted foetuses with the mothers' consent, but [...] there could also be hundreds of babies stolen to order, to feed demand for stem cells from around the world. [...]

"Dr Stephen Minger, from Kings College, London, is a distinguished medical researcher who believes stem cells hold the key to finding a cure for some of our major diseases. [...] [I]njecting patients with stem cells taken from babies aborted between seven and ten weeks old [...] is a technique, says Dr Minger, that has no credible research to back it up, and that raises disturbing questions about how the cells have been 'harvested'. 'The problem is, I am not sure how the cells are prepared,' he says. 'A six-week-old embryo can be just 1cm from head to foot, so it's difficult to dissect tissue from it. They may just homogenise the whole embryo.' That's a polite way of saying that the aborted babies could have been liquidised. [...]
"Tatyana Zhakarova, from the [Ukrainian] Federation Of Families With Many Children, [...] discovered many more infants had died at the hospital [in Kharkiv] in similarly odd circumstances. And after intensive lobbying, the authorities eventually agreed to have the tiny bodies of around 30 babies exhumed and examined. Tatyana showed me the video she had been allowed to record of the post-mortem examinations that followed. The gruesome film shows the carcasses of babies, some of whom were full-term, with their organs and brains missing. Neurones in infants' brain are a rich source of stem cells. Another body shown in the video is so badly dismembered it has to be put together piece by piece, like a jigsaw. Dismemberment is not standard autopsy practice and could, according to experts, indicate stem cells were harvested from bone marrow. [...]
"The Ukrainian authorities deny any conspiracy and refute claims that there is a trade in stem cells taken from stolen babies. However, alarmed by the whole stem cell issue, the Council Of Europe is now carrying out its own investigation into the Ukrainian mothers' claims. The Council's interim report talks of a 'culture of trafficking of children snatched at birth and a wall of silence from hospital staff upwards over their fate'."
In any event, EmCell and other such clinics in Ukraine appear to be licensed by the state to carry out unproven stem cell treatments for autism and many other conditions and disabilities
. Moreover, EmCell holds two Ukrainian patents for the "Method of Treatment of Autism and Autism Spectrum Disorders with Medicinal Preparation from Cells Harvested from Fetal Material" (Patent #107,271) and the "Method of Treatment for Autism and Autism Spectrum Disorders with Medicinal Preparation from Fetal Material and Cells Harvested from It" (Patent #85,144), among many other stem cell-related patents. In the case of Ukraine, we are not simply dealing with a lack of regulation or oversight, but with the active complicity of the state in the abuse and maltreatment of autistic children at the hands of unscrupulous doctors. 
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 medical experiments parents will subject them to, even though it is not in the best interest of the child. 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. Depending on the procedure used the risks for the autistic child include infection, bleeding, trauma, autoimmune reaction, growth of tumours, 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.
Clearly, the ongoing practices in Ukraine violate multiple articles of the CRPD, but in particular article 15. The State Party must be held fully responsible for the continued existence of these clinics and all medical experimentation on autistic children.
Thank you for your consideration.

Erich Kofmel, President
Autistic Minority International
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