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Geneva, 4 March 2016
Written submission to the 15th session of the Committee on the Rights of Persons with Disabilities
REVIEW OF THAILAND: MEDICAL EXPERIMENTS ON THAI 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 (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). 

We take the review of Thailand 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 submissions on the Dominican Republic
 and Ukraine
 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 the widespread harmful, irrational, and inappropriate use of hyperbaric oxygen therapy (HBOT) on Thai autistic children as well as Thailand's role as a world centre for unproven stem cell treatments offered to desperate parents of autistic children from Thailand and abroad alike. Some Thai hospitals and clinics subject their small autistic patients to the risks of chelation, HBOT, and stem cell injections simultaneously or one after the other.
This submission is dedicated to the memory of Bhumi Jensen (Khun Poom), the autistic grandson of King Bhumibol Adulyaej of Thailand, who perished in the tsunami of 2004.
Article 15 of the Convention on the Rights of Persons with Disabilities (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 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, 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." 
Hyperbaric oxygen therapy – breathing pure oxygen in a pressurized chamber used more commonly to treat decompression sickness in divers, carbon monoxide poisoning, delayed radiation injury, necrotizing soft tissue infections, or acute thermal burn injuries – has been listed by a sceptical scientist under the "the 5 scariest autism 'treatments'" around today (along with chelation, stem cell injections, chlorine dioxide/Miracle Mineral Solution, and chemical castration)
. HBOT can potentially lead to paralysis, seizures, oxygen toxicity, air embolisms, collapsed lungs, and asphyxiation in autistic children as well as posing a fire hazard that has caused dozens of deaths worldwide. Some parents are so desperate and misguided they will try 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.

Already in August 2013, the United States Food and Drug Administration (FDA) 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". Referring specifically to HBOT once more, the 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."

Regardless, the use of HBOT in Thailand is widespread. While in other countries this treatment is offered by small and often shady businesses or clinics, in Thailand it is major hospitals that apply it to autistic children without their consent. There have been at least two medical studies about its efficacy in the national context. The first study, "Hyperbaric oxygen therapy in Thai autistic children", was published in 2008 in the "Journal of the Medical Association of Thailand". To this day, a copy of the article is hosted on the website of Vachira Phuket Hospital in Phuket, Thailand
. The lead author of the study, Jessada Chungpaibulpatana, is the Director of this hospital with more than 500 beds.
The abstract of the article starts with faulty generalizations about autism, such as the assertion that all autistic persons' "memories are seemingly in picture or photo records". The authors' bias becomes evident early on: "If HBOT can be an effective method in alternative therapies, the authors can help numerous autistic children. [...] Vachira Phuket Hospital has a Hyperbaric Chamber, which is the new therapy for Autistic children. But the parents don't have the knowledge about it". The authors falsely conceptualize autism as a "brain injury" that "could be caused by heavy metal effects, chemical poisoning, infection, autoimmune response, poor blood flow, and lack of oxygen". HBOT, they say, "uses pressure to allow more oxygen into blood cells, blood plasma, and cerebrospinal fluid. Under pressure, the lungs breathe in more oxygen per breath. Also, more gas is dissolved in fluid under pressure. This is how more oxygen is delivered to body tissues, including the brain". The authors claim to have conducted "Volunteers' preparation, Education and informed consent". Presumably, by "volunteers" they mean the parents of autistic children, who were also the ones asked for their consent, while the children themselves were volunteered and consented for and subjected to medical experimentation. 
While the article speaks of a sample size of seven autistic children (five male, two female, all 5-9 years of age), elsewhere it is said that "[a] total of 21 children were tested during the 2008 study"
. It is also unclear how a sample of seven could lead to a result of 25 percent – equal to one and three-quarters children – not showing improvements, as admitted even in the article. As for the 75 percent of autistic children for whom "improvement" – in the opinion of doctors and parents – is claimed, it is important to note that there was no control group that did not receive HBOT treatment. It is impossible to say how these children would have developed without such treatment, particularly as simultaneously they may have participated in other development-related activities.
Since the study, countless Thai autistic children have been treated with HBOT at Vachira Phuket Hospital. Each session consists of 90-minute stays in the hyperbaric chamber on 40 consecutive days. Parents may choose to pay for multiple sessions if they believe to notice a diminishing of autistic traits and behaviours. Says one father: "[M]y daughter has stopped walking on tiptoes and stopped flicking her hand. She has already started to speak"
. The purpose of this treatment, in parents and doctors' minds, then, is behaviour modification and a diminishing of children's autistic identity and mental integrity.
A second medical study on the use of HBOT on autistic children in Thailand, titled "Hyperbaric oxygen in the treatment of childhood autism: a randomised controlled trial", was published in 2012 in "Diving and Hyperbaric Medicine", the journal of the South Pacific Underwater Medicine Society (SPUMS) and the European Underwater and Baromedical Society (EUBS)
. Already the title page of this journal issue proclaims prominently: "HBOT does not improve paediatric autism".
The editorial of the journal issue proceeds to quote the European Committee for Hyperbaric Medicine, which, in 2010, found that "[c]urrently there is no clear rationale for HBOT in autism based on clinically proven pathophysiological mechanisms. The few studies on the use of pressurized environments [...] for autism have serious methodological limitations ... HBOT should be used only within the framework of an ethically approved clinical trial". The Editor-in-Chief, Michael Davis of the Hyperbaric Medicine Unit at Christchurch Hospital in New Zealand, states that even in the second Thai study "only the short-term outcome at the end of the study was measured, whereas longer-term follow up would be useful. It is to be hoped that this may yet be possible in the Thailand study". He warns against the "unsubstantiated enthusiastic adoption of HBOT for [...] 'off-list' conditions, such as multiple sclerosis and cerebral palsy as two other neurological examples"
.
The authors of the second Thailand-based study, Mayuree Sampanthavivat and colleagues from the Naval Medical Department at the Royal Thai Navy Hospital in Bangkok, start by pointing out that "[t]o date, there has been no randomised, blinded trial of 100% oxygen administered at hyperbaric pressure". They involved "[s]ixty Thai children with autism, aged three to nine years" – fifty-six boys and four girls –, who "were randomly assigned to receive 20 one-hour sessions of either HBOT [...] or sham air". At the end the children "were evaluated by parents and clinicians, both of whom were blinded to the actual exposure". Both parents and clinicians reported significant "improvements", regardless if the children had been treated with HBOT or sham air: "There were no statistically significant differences [...] when comparing the HBOT and sham air groups, either by parents or clinicians". In short, "no overall clinically significant benefit from HBOT could be shown".
Unfortunately, again, for this study consent from autistic children was not sought. Instead, "[w]ritten, informed parental consent was obtained" only. At least, for this study, "[c]hildren who had seizure disorders, uncontrolled asthma, a history of previous spontaneous pneumothorax, current ear or upper respiratory tract infections, emphysema, current or recent chemotherapy, severe claustrophobia, and ongoing chelating therapy were excluded from the study". How likely is it that all such autistic children will be prevented from undergoing HBOT treatment outside clinical trials, or that parents will even be made aware of the dangers? 

Even so, one boy suffered a febrile convulsion during early treatment and was removed from the study. Another boy managed to get himself excluded because of his "uncooperative behaviour". It seems safe to assume that this boy withheld his consent to the treatment. A further fourteen children experienced ear barotrauma.
After all this, the authors admit: "HBOT conferred no benefit above that owing to a participation (or placebo) effect".
Why, then, though the authors "cannot recommend the routine use of HBOT in this regard", are autistic children still experimented on with and subjected to the risks of HBOT, on a daily basis, at hospitals throughout Thailand?

To name just a few more: Bangkok Hospital, one of the largest privately owned hospitals in Southeast Asia, operates the Bangkok Hyperbaric Oxygen Therapy Center
 
 in Bangkok. No other condition HBOT is being used for is discussed on their English-language website as extensively as autism. They claim: "The use of Hyperbaric Oxygen Therapy can help to recover brain cells that may have stopped functioning, which can help to reduce the symptoms of autism. [...] The significantly increased oxygen exposure can lead to rejuvenation and increase efficiency of brain cells. The process in carried out in a room under increased atmospheric pressure, this will help to create collagen through the partition of Fibroblast Cells. This helps to create more capillaries which will facilitate the transportation of oxygen to brain cells. Furthermore, it can lead to stem cell mobilization, a process whereby stems cells are stimulated out of the bone marrow space into blood stream".

Bangkok Hospital in Phuket has a hyperbaric chamber where autistic children are also treated
. Autism is mentioned on the website of the S S S Recompression Chamber Network, with locations at hospitals in Phuket and Koh Samui, Thailand
, although it is unclear if autistic children are being treated there. On its webpage dedicated to HBOT, Yanhee International Hospital in Bangkok simply asks "Has Your Child Been Diagnosed With Autism?"
 
, as if this was the original purpose of a hyperbaric chamber.
Better Being Hospital in Bangkok was founded by a Thai doctor who trained in the highly controversial and now defunct US programme "Defeat Autism Now!" (DAN!)
 
, which was based on the scientifically discredited belief that the so-called autism "epidemic" may be caused by vaccines, and autism should be treated with alternative methods such as 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)
. Better Being Hospital practices chelation and treats autistic children with HBOT
 
 and also offers unproven stem cell treatments for "neurological illness patients", although not mentioning autism explicitly on its own website
.
Better Being Hospital is partnered, however, with Beike Biotechnology
, "the world's largest stem cell provider", operating out of Shenzhen, China. According to Beike, Better Being Hospital provides "the most comprehensive Autism treatment program available worldwide [...]. This all-in-one approach maximizes possible improvements for Autism Spectrum Disorder patients. [...] Our Functional Medicine treatment program includes several therapies such as [...] hyperbaric oxygen therapy [...]. On the other hand, leading research has shown that stem cell treatment improves proper brain function by increasing blood supply to affected areas". They assert that "[p]ublished research shows that HBOT increases the lifespan of stem cells after injection"
. While Beike mainly targets parents of autistic children from abroad who will travel to Thailand in search of costly experimental treatment, Better Being Hospital also offers chelation, HBOT, and stem cell injections as outpatient treatment programmes to Thai patients
. Chelation, HBOT, and stem cells may be administered to autistic children either concurrently or one after another, without their consent and with all the associated risks to their physical and mental health.
Better Being Hospital uses a combination of intravenous injection and lumbar puncture to deliver stem cells to the bodies of autistic children, i.e. penetrating their spines "to access the cerebrospinal fluid of the brain and spinal cord", which is supposed to help bypass the blood-brain barrier
. Beike Biotechnology supplies Better Being Hospital with umbilical cord blood stem cells and umbilical cord mesenchymal stem cells, claiming to utilize "Adult stem cells which [...] do not result in tumor genesis, unlike fetal and embryonic stem cells"
. 
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. 

Nonetheless, Paul Knoepfler of the Department of Cell Biology and Human Anatomy at UC Davis School of Medicine, the author of the top-ranked book on stem cells on Amazon, 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. [...] 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"
.
Known health risks to autistic children receiving stem cells include infection, bleeding, trauma, autoimmune reaction, growth of tumours, and cancer. Stem cell treatment for autism, and various other conditions and disabilities, has been prohibited by countries the world over. Unfortunately, there are some countries, including Thailand and China
, where stem cell treatment without medical indication or scientific validation can still take place. In Thailand, no government regulations existed prior to 2009. Since then, stem cell research has been regulated
. It appears, however, that there are insufficient regulations concerning stem cell treatment outside of clinical studies
. While there is a "Medical Council Regulation", titled "Stem cell implantation for treatment 2009", which requires that "stem cell transplantation for treatment can be done only after having been proved by research studies until it is accepted as the standard of treatment and the agreement of the medical council"
, scientifically unproven stem cell treatments for autism continue unabashed.
Other hospitals and clinics in Thailand offering stem cells for autism include, but are in no way limited to, Regeneration Center of Thailand in Bangkok
 – which uses autologous blood stem cells, dental pulp-derived stem cells, fat-derived stem cells, mesenchymal stem cells from cord blood, amniotic membrane- or placenta-derived cells injected via guided CT scanner, IV, or intrathecal injection (into the spinal canal) and promises to "induce neuroregeneration" and "Reverse Autism Spectrum Disorder" –, Global Stem Cell Network/Stem Cells Thailand, run by an American stem cell advisor to Piyavate Hospital Bangkok and presumably also Bangkok-based
 
 – advertising the harvesting of adipose stem cells, "activation through a specialized light source", and subsequent IV injection, and nothing short of "Performing Stem Cell Miracles in Thailand", while also using chelation and HBOT
 –,Bangkok Stem Cells
 – apparently employing the same method –, Global Stem Cells (not identical with Global Stem Cell Network, it seems) in Bangkok
 
 – whose standard package includes allogeneic mesenchymal stem cells and HBOT –, Thai Medical Vacation, headquartered in Bangkok
, too, and providing treatment in Bangkok, Chiang Mai, Pattaya, or Phuket
 – preparing enriched mesenchymal stem cells from a combination of peripheral blood cells, adipose-derived cells, dental pulp cells, or placenta-derived cells, and injecting them back directly into "damaged areas" or via IV drip, in the process subjecting autistic children to chelation as well to "help" with stem cell treatment
 –, Stem Cells 21/IntelliHealth+ Medical Centre in Bangkok
 
 – with a nearly identical text to Thai Medical and also implying the use of chelation to "improve and clear any heavy metal in the blood circulation" –, and so on ad nauseam.
In Thailand, hyperbaric oxygen therapy, stem cell treatments, and chelation are practiced in conjunction, exposing Thai autistic children to an even greater risk of being subjected to medical experimentation without their consent. The rights, identity, and physical and mental integrity of autistic children are frequently disregarded.
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. Thai autistic children and autistic children taken to Thailand from abroad must be shielded from quack medicine and abuse and maltreatment at the hands of unscrupulous doctors.

Clearly, the ongoing practices in Thailand violate multiple articles of the CRPD, but in particular article 15. The State Party must be held responsible for its failure to act decisively and regulate the operations of hospitals and clinics in the country. They must be urged to ban all medical experimentation on autistic children without the child's prior free and informed consent.
Dignity and difference – not indifference!
Thank you for your consideration.

Erich Kofmel, President
Autistic Minority International

� 	http://tbinternet.ohchr.org/Treaties/CRPD/Shared%20Documents/DOM/INT_CRPD_ICO_DOM_18089_E.doc


� 	http://tbinternet.ohchr.org/Treaties/CRPD/Shared%20Documents/UKR/INT_CRPD_CSS_UKR_21274_E.doc


� 	https://www.youtube.com/watch?v=6F9hEvLG5RU


� 	http://www.ohchr.org/EN/NewsEvents/Pages/DisplayNews.aspx?NewsID=15787&LangID=E (English) http://www.ohchr.org/FR/NewsEvents/Pages/DisplayNews.aspx?NewsID=15787&LangID=S (Spanish) http://www.ohchr.org/FR/NewsEvents/Pages/DisplayNews.aspx?NewsID=15787&LangID=F (French)


http://www.ohchr.org/FR/NewsEvents/Pages/DisplayNews.aspx?NewsID=15787&LangID=C (Chinese)


� 	http://www.forbes.com/sites/emilywillingham/2013/10/29/the-5-scariest-autism-treatments/


� 	http://www.fda.gov/ForConsumers/ConsumerUpdates/ucm364687.htm


� 	http://www.fda.gov/ForConsumers/ConsumerUpdates/ucm394757.htm


� 	http://www.vachiraphuket.go.th/hc/UserFiles/File/article/Hyperbaric_oxygen_therapy_in_thai_autistic_children.pdf


� 	http://www.thephuketnews.com/providing-hope-for-autistic-children-25525.php


� 	ibid.


� 	http://spums.org.au/sites/default/files/DHM%20vol42%20no%203%20compact_0.pdf


� 	ibid.


� 	http://www.bangkokhospital.com/index.php/en/center-of-excellence/emergency-referral/bangkokhyperbaricoxygentherapycenter


� 	http://www.bangkokhospital.com/index.php/en/diseases-treatment/autism-treatment-with-the-power-of-pure-oxygen


� 	http://www.thephuketnews.com/providing-hope-for-autistic-children-25525.php


� 	http://www.sssnetwork.com/all-about-hbo-treatments/


� 	http://yanhee.net/hyperbaric-oxygen-therapy


� 	http://yanhee.net/hyperbaric-oxygen-therapy/for-autism


� 	http://www.betterbeingthailand.com/md-detail.php?id=1


� 	http://www.quackwatch.org/04ConsumerEducation/Nonrecorg/dan/overview.html


� 	http://www.forbes.com/sites/emilywillingham/2013/10/29/the-5-scariest-autism-treatments/


� 	http://www.betterbeingthailand.com/our_service.php?cate=1&id=116


� 	http://www.betterbeingthailand.com/our_service.php?cate=2&id=112


� 	http://www.betterbeingthailand.com/our_service.php?cate=3&id=111


� 	http://stemcelltreatmentnow.com/about-us/


� 	http://stemcelltreatmentnow.com/autism/


� 	http://betterbeingthailand.com/our_service.php?cate=3&id=109


� 	http://stemcelltreatmentnow.com/autism/


� 	http://stemcelltreatmentnow.com/introduction-to-our-treatment/


� 	http://www.ipscell.com/2013/11/why-i-do-not-believe-in-stem-cells-for-autism-today/


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


� 	http://www.nationmultimedia.com/home/2010/02/13/national/Medical-Council-tightens-rules-on-stemcell-researc-30122470.html


� 	http://www.bangkokpost.com/print/480996/


� 	http://www.si.mahidol.ac.th/sirb/files/Policies%20&%20Guidance/Medical_Council_Regulation.pdf


� 	https://stemcellthailand.org/therapies/autism-spectrum-asd


� 	http://www.cellsthailand.com/


� 	http://www.cellsthailand.com/autism.html


� 	http://www.cellsthailand.com/dr-richard-deandrea.html


� 	http://www.bangkokstemcells.com/autism/


� 	http://globalstemcells.com/conditions-we-treat/autism


� 	http://globalstemcells.com/about-us/faqs


� 	http://www.thaimedicalvacation.com/stem-cell-treatment-for-autism/


� 	http://www.thaimedicalvacation.com/about-us/


� 	http://www.thaimedicalvacation.com/anti-aging-rejuvenation-and-wellness-solutions-in-thailand/2/ 	


� 	http://stemcells21.com/autism-stem-cell-tx/


� 	http://stemcells21.com/stem-cell-clinic-contact/





ADVANCING AUTISM SELF-ADVOCACY AT AND THROUGH THE UNITED NATIONS, WORLD HEALTH ORGANIZATION, AND HUMAN RIGHTS TREATY BODIES

GENEVA@AUTISTICMINORITY.ORG

PAGE  
8

