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Introduction
1. The Equal Rights Trust (the Trust) submits this parallel report to the 17th session of the Committee on the Rights of Persons with Disabilities (the Committee) in advance of its consideration of the first periodic report submitted by Jordan on implementation of the Convention on the Rights of Persons with Disabilities (the Convention).
2. The Trust exists to combat discrimination and promote equality as a fundamental human right and a basic principle of social justice. We focus on the complex relationship between different types of discrimination and inequality, developing strategies for translating the principles of equality into practice.

3. The Trust has been actively involved in supporting Jordanian civil society to combat discrimination and promote equality since 2013. Together with civil society organisations and human rights defenders, we have been working to increase the protection of vulnerable groups in Jordan from discriminatory torture and ill-treatment. In the context of this work, we have undertaken research focused on the discriminatory torture and ill-treatment of women in protective custody and persons with mental disabilities,
  in collaboration with the organisation Mizan for Law. A report presenting the findings and conclusions of our research will be published in March 2017. 
4. The submission is informed by the Trust’s forthcoming report which documents the institutionalisation of persons with mental disabilities and the treatment of these persons within institutions. It presents selected evidence from this report, which we consider is relevant to the Committee’s assessment of Jordan’s compliance with the Convention. The submission uses pseudonyms for those who we interviewed who had mental disabilities or were family members of persons with mental disabilities, as there was reluctance on the part of persons with mental disabilities to share their stories due to the social stigma associated with mental disability in Jordan. Allegations made by the individuals cited in this submission have been put to government and other relevant institutions but, at the time of submission, responses are awaited.
Discriminatory torture and Ill-treatment

5. This submission – like our report – focuses on the discriminatory torture and other ill-treatment of persons with disabilities in Jordan. As such, it presents evidence related to Jordan’s implementation of Article 15 of the Convention. More broadly, it assesses the extent to which Jordan has met its obligations to respect, protect and fulfil several related rights under the Convention, such as Articles 14, 16 and 17. 
6. Article 15 of the Convention expressly prohibits torture, cruel, inhuman or degrading treatment or punishment. In the course of the Trust’s research, we uncovered deeply worrying allegations of abuse and other ill-treatment of persons with mental disabilities in institutions and in accessing healthcare, which are in breach of both Article 15 in and of itself and in connection with other obligations under the Convention. Although some of these complaints relate to incidents which had taken place more than ten years ago, the Trust was also told of recent incidents. In addition, a number of health care professionals reported that ill treatment continues to take place.

7. This submission is structured in parts which assess the (1) the institutionalisation of persons with mental disabilities and (2) physical and sexual abuse; (3) denial of, or lack of adequate medical care; and (4) the failure to obtain the free and informed consent of the patient. As noted, the focus of our research was on discriminatory torture and ill-treatment, and as such, the submission presents evidence of how these violations of the rights of persons with mental disabilities may constitute – individually or in combination with each other – violations of Article 15.
Institutionalisation
8. The institutionalisation of persons with mental disabilities contravenes multiple articles of the Convention. Article 14(1)(a) provides that persons with disabilities must enjoy the right to liberty and security of person on an equal basis with others, while Article 14(1)(b) specifies that the existence of a disability shall in no case justify a deprivation of liberty. As noted by the Committee, Article 14 imposes an absolute prohibition on the institutionalisation of a person on the grounds of  their “actual or perceived impairment”.
 Moreover, the Committee has noted that involuntary institutionalisation on such grounds will always amount to arbitrary detention, a denial of a person’s right to exercise legal capacity and to live in the community, and of the right to non-discrimination, whether or not impairment is the sole ground for deprivation of liberty or in combination with other factors, such as perceived danger to self or others.
 The Committee has noted that Article 14 “is, in essence, a non-discrimination provision” and deprivations of liberty in violation of Article 14 will also violate the right to non-discrimination contained in Article 5 of the Convention.
 
9. Article 19 of the Convention recognises the right of persons with disabilities to live independently and to be included in the community. Included in this right is that persons with disabilities must be guaranteed the opportunity to choose their place of residence and must not be obliged to live in a particular living arrangement.

10. Article 12(2) of the Convention provides that the legal capacity of persons with disabilities shall be recognised on an equal basis with others in all aspects of life. Institutionalisation of persons with disabilities without their full and informed consent deprives them of the legal capacity to make decisions about their living arrangements and about any medical assistance they wish to receive. As noted by the Committee, 
In order to comply with the Convention and respect the human rights of persons with disabilities, deinstitutionalization must be achieved and legal capacity must be restored to all persons with disabilities.

11. Contrary to these guarantees, Jordanian law allows for the involuntary institutionalisation of persons with disabilities. Under Article 14(a) of the Public Health Act, the State can involuntarily institutionalise individuals suffering from mental illness in a number of cases: (1) where treatment can only be provided at “hospitals and specialised wards”, (2) where the individual “may harm themselves or others, physically or morally” and (3) where a court order was issued “for medical purposes”. 
12. The grounds for the imposition of involuntary institutionalisation are also of concern. An individual may, for example, be subject to involuntary institutionalisation on the grounds of a perceived risk of “moral harm” against themselves or others. Jordanian civil society organisations have asserted that the failure to define “moral harm” in the law means that the provision could, for instance, be used to institutionalise those whose conditions are considered upsetting or embarrassing to family members solely on the basis of their disability.
 Although the Law does not grant family members authority to institutionalise adult relatives, the Trust received testimony that in practice, families do pressure doctors to place relatives in institutions.
 
13. In practice, although family members do not have any authority under law to institutionalise their adult relatives, of the 15 individuals whom the Trust spoke with who had been involuntarily institutionalised, all but two had been referred to an institution by a family member; the other two had been referred by police. In all cases involving children, the Trust was told that family members had made the request for institutionalisation, with some noting that they felt that institutionalisation was the best option available to them.

14. Suaad, who was institutionalised as an adult in 2016, explained that her brother took her to Al-Fhais, a public institution, after she locked herself in her room for several days. She challenged her detention several times and was told that she could only be released with the permission of a doctor and her brother. She was subsequently able to contact her brother who agreed that she could be released.
   
15. Tamer told our researchers that his family took him to an institution after a recommendation from a psychiatrist that he be institutionalised. Tamer explained that he had discussed his sexual orientation with the psychiatrist, believing the conversation was confidential. He realised after he was released that the psychiatrist had told his parents about his sexual orientation. He was admitted to the institution twice in an eight-month period, both times for two weeks. He felt that the doctors were trying to “cure” his sexual orientation:
The psychiatrist told my family [about my sexuality] (…) despite having told me that he would keep it confidential. His idea was to involve my parents in my treatment but this is wrong and unethical because the doctors and my family were trying to treat [my sexual orientation]. I had gone to other psychiatrists before and they told me this is not a mental health issue and does not need treatment.
 

16. In a telephone interview, a Dr Al-Azzeh told the Trust that it is common for families to pressure doctors into admitting relatives into institutions.
 He also stated that doctors are reluctant to discharge patients other than to the care of family members or guardians, which is problematic given that family members are often reluctant to accept care of their relative due to social stigma or a lack of knowledge or understanding about their condition.

17. This testimony accorded with that provided by a doctor who attended a focus-group session at the Al-Saf-Saf Rehabilitation Centre in Amman, who explained that: 
Whoever makes the decision [for the patient] to be admitted is the one to make the decision [for the patient] to leave. For example, I had a patient from Saudi [Arabia] who was admitted by his uncle and [during his stay] he made a special demand to go on a holiday. The uncle had to approve the holiday.

18. A 2012 report prepared by a coalition of civil society organisations on Jordan’s compliance with the Convention highlighted cases of involuntary detention of longer than twenty years.
  The Report also stated that there had been two suicides at the Al-Fhais institution: one patient with schizophrenia committed suicide after being at the centre for over 20 years, while another adult patient committed suicide in circumstances which were not made public.

19. The practice of involuntary institutionalisation of persons with mental disabilities in Jordan is in clear breach of its obligations under the Convention. Moreover, the involuntary institutionalisation of persons with mental disabilities may amount to torture or other ill-treatment.
 This is particularly true in the case of the institutionalisation of children with mental disabilities, given the particular needs of children to grow up in a family setting and the effects of institutionalisation on children.

Physical and sexual abuse in institutions 
20. As noted above, Article 15 of the Convention expressly prohibits the torture or other ill-treatment of persons with disabilities. In addition, Article 16 of the Convention provides that persons with disabilities must be protected from all forms of exploitation, violence and abuse, while Article 17 requires that the physical and mental integrity of persons with disabilities must be respected on an equal basis with others. Notwithstanding these guarantees, there is evidence that persons with mental disabilities, in particular children, have been subjected to physical and sexual abuse in institutions in Jordan which amount to clear breaches of the obligations under Articles 15,16 and 17 of the Convention. 
21. Dunya told us that when she was visiting the facility in which her children were living in 2005, she noticed that her son Malik had a broken arm that was severely bruised and bleeding. When she asked Malik what had happened he told her he had been sexually assaulted. She removed Malik and his brother from the facility and now cares for them at home.
 She went on to tell us: 
I did not want to send my daughter to the facility because I heard rumours that this happens to girls. But my son was also sexually assaulted. They take advantage of them because they think that they are unable to talk to us.

Dunya explained that she did not feel able to file a complaint about the incident because she did not feel she could prove the allegations. 
22. The Trust also spoke to Aseel who told us that her son Iqbal was beaten in the Arabic School for Special Education, a private “centre for the handicapped”.
  On a visit to the centre in 2004, she told us that she became aware that something had happened to her son: 
At first, there was a lump on his ear, they said it was just a boil. But the doctor has [now] said that it is the result of many beatings and his ear is now malformed. Then, his eye was swollen, all green and blue. He couldn’t speak, so he couldn’t tell me. 
 
Two years later, Aseel said that her son was permanently visually impaired in one eye. A teacher at the centre raised concerns about Iqbal’s safety unofficially, telling Aseel that he had been hit in the eye. Aseel then removed her son from the institution and successfully sought compensation from the centre through the courts.

23. Zaynab shared a much more recent story of abuse that her daughter Najla had experienced in October 2016.
 Najla has both mental and physical disabilities and was receiving care at a public care and rehabilitation centre. In the two months in which Najla was receiving care at the centre, her arm was broken twice. Zaynab confronted the physiotherapists at the centre who denied being responsible for the broken arm; following these incidents Zaynab decided to remove Najla from the centre.

24. The Trust also received evidence of abuse from health care practitioners. Two psychiatrists told us that they had recently seen children “beaten and screamed at”.
 During a focus group, one health-care practitioner, speaking anonymously, told us that in a private care centre for children with Down syndrome, she had heard of instances where the children had been “sexually abused”, stating that “it’s the sort of thing that is covered up”.
 Another member of the same focus group, also speaking anonymously, stated 
I saw ill treatment with my own eyes, especially against girls. There was one guy, who was feared by everyone because of what he did.

25. The results of the Trust’s research are consistent with the findings made by BBC Arabic in a May 2012 investigation into physical abuse at private care homes for children with mental disabilities. The investigation uncovered numerous instances of abuse, including a child being jumped on by a staff member until he stopped moving, because he had refused to go to bed,
 a child being beaten after spilling ice cream on themselves,
 and a child being repeatedly kicked by a staff member on the way to the toilet.

26. The Ministry of Social Development is responsible for monitoring the provision of public health care and for monitoring and licensing private health care providers.
 The allegations made to the Trust indicates that the current system may not be effective in preventing abuse. In a similar vein, a 2011 World Health Organisation report stated that:   

[H]uman rights standards have only been assessed in some mental health facilities and only a small fraction of mental health workers receive human rights training. No mental health facilities in Jordan receive regular annual human rights inspections and no mental health staff working in inpatient facilities have received any training on the human rights protection of patients in the last two years.

Denial of, or lack of, adequate medical care 
27. Article 25 of the Convention provides that persons with disabilities have the right to the enjoyment of the highest attainable standard of health without discrimination on the basis of disability. Under this Article, persons with disabilities must be provided with the “same range, quality and standard of affordable health-care and programmes as provided to other persons”,
 and should also be provided with health services needed specifically because of their disability.

28. States are required to ensure that health care services are accessible to those with disabilities, including by providing reasonable accommodation which may include physical accessibility, accessibility of information and decision making support, and the provision of care “in a respectful and dignified manner that does not exacerbate marginalisation”.

29. A number of persons with mental disabilities, and parents of children with mental disabilities, told the Trust that they, or their child, were not provided with what they felt would have been adequate medical care. For example, Adam told us that he was admitted to the Al-Fhais residential care institution where he was attended by a nurse each morning to receive his medicine. In the afternoons, his door would be locked, and there would be no medical support. He stated that:
The only people that came in the afternoon were unqualified people, they couldn’t give me drugs. I was locked in, I couldn’t leave. I would have liked to see a nurse in the afternoons.

30. The Trust was also told, on a number of occasions, that the facilities for mental health care in Jordan are not adequate. For example, Nisreen informed our researchers that she had been told by employees of Ministry of Health psychiatric facilities that it could take two to three weeks to secure an appointment date for an individual who needs to immediately see a psychiatrist because they are suicidal, due to limited government facilities and specialists. She said:
What happens when someone has an emergency [and] needs to see a specialist, let’s say [she is] experiencing suicidal thoughts. The answer? Wait your turn. But I can’t wait my turn. I have an urgent need and if I wait it might be over. There needs to be a method in which appointments can be prioritised. Not everyone needs to see a doctor urgently or on a regular basis.

31. Health care practitioners also told us that government facilities are under-resourced: for example, one consultant psychiatrist told us that “we would like to have more staff. [With regards to] global standards we don’t have enough staff”.
 
32. There is also evidence that some individuals with mental disabilities have experienced discriminatory refusal to provide medical care for conditions or illness unrelated to their  particular disability. Abeer told us of an experience around ten years ago when she took her then seven-year old son to the Tutanji Hospital in Sahab district in Amman:
Once my son accidently drank lighter fluid, he didn't know what he was doing. I took him to the emergency room because he couldn't breathe and was turning blue. They refused to help him because he had insurance for individuals with disabilities (…) they said that either I pay out of pocket or they won't help.

33. Abeer stated that she only secured treatment for her son after she agreed to pay and not use her son’s insurance. She explained that she had been told by some doctors that they refuse to treat children with mental disabilities: 
Doctors think that if they were to provide our children with medical care, the child could get severely injured or have a break down and hurt the doctor.
 
34. Mariam gave our researchers evidence of a more recent case. She explained that she takes her son for regular medical care at a public hospital. On one occasion in 2016, the doctor that usually provided her son with medical care was not available so her son had to see another doctor. She noted that the medical issue her son needed assistance with was not related to his mental disability. When they entered the examination room, the second doctor looked at her son and refused to provide him with medical care. Mariam reported that she was disappointed and frustrated.
 Mariam said that when she asked about the previous doctor, she was initially told that doctor did not work at the hospital anymore. Upon further inquiry, she was told by a nurse that the previous doctor was now refusing to treat her son. Eventually a third doctor stepped in, apparently telling Mariam that she did so because “she disapproved of the other doctors’ discriminatory treatment.”

35. Several interviewees told the Trust that their children were denied dental care due to dentists’ fears of treating with persons with mental disabilities.
 For example, Duaa noted that she has tried taking her daughter to numerous dentists with no success. 
I only wish I could pay the expenses of a private care dentist. Because no dentist I visit is willing to provide dental care for my daughter stating they don’t have the resources for her teeth, her teeth [are] getting worse and it is affecting her.
 
36. The evidence set out above provides evidence that Jordan has failed to secure the rights of persons with mental disabilities to the highest attainable standard of health without discrimination. The right to health, as interpreted by the Committee on Economic, Social and Cultural Rights requires that states should ensure the availability, accessibility, acceptability and quality of healthcare.
 The accessibility of healthcare encompasses an obligation to ensure the provision of health without discrimination on any ground, including mental disability. Moreover, the obligation to ensure the highest attainable standard of health requires states to guarantee that healthcare services are appropriate and of good quality, for example by ensuring there are sufficient numbers of adequately trained staff.
37. The failure to provide an adequate standard of health is particularly concerning in the case of persons who are detained involuntarily, for whom such a failure is a violation of their right to be treated with humanity and respect for their dignity.
 The failure to provide adequate medical care may also lead to mental or physical suffering that, where severe, violates the prohibition on torture and, where less than severe, constitutes other ill-treatment under Article 15 of the Convention. 
Failure to Inform 
38. Health care must only be provided with the free and informed consent of the patient.  As the Committee has made clear, the existence of a disability is not a sufficient reason to deny a person’s legal capacity.
 States must put in place measures to support persons with disabilities to make decisions, rather than implement systems of substituted decision making.
 Supported decision making systems “must be based on the will and preference of the person, not on what is perceived as being in his or her objective best interests”.
   

39. In addition to the widespread practice of involuntary institutionalisation, the Trust also received reports that a number of individuals were not informed of their own diagnosis, nor was their treatment explained to them. Rawan told us that she was taken to her local government hospital by her sister after suffering from hallucinations and fits. She was kept there for 10 days. She does not know the name of the hospital nor her diagnosis: “I was behaving strangely and my doctor confirmed that I was in a kind of stupor. I don’t know what the diagnosis was exactly.”

40. Nisreen was diagnosed in her late teens with severe chronic depression. Twenty years later, in 2016, she explained that she still experiences difficulties when seeking support for her mental illness. She noted that even when doctors are willing to provide care to patients, they may not explain the type of care they are providing and the possible side effects associated with the care. This takes away the ability of the patient to make decisions about their own care:
I consider it my right to understand my treatment. And if I can't because of my disability or illness? Then it is important for caregivers to be present to understand because they will be the one seeing the impact of the medication. Some doctors see patients as a testing group for new medication. They will try to give them new medicine to see if it helps their mental illness and would not even tell the patient this is happening to get their approval.

41. The findings of the Trust’s research are supported by a 2012 report prepared by a coalition of civil society organisations on Jordan’s compliance with the Convention. 
 That report noted that persons were reportedly being given medication without knowledge of what the medication was or its effects.
 The failure to inform persons with disabilities of their diagnosis or treatment is a clear violation of Article 25 of the Convention. Such failures also undermine the rights of persons with mental disabilities to legal capacity under Article 12 and the right to physical and mental integrity in violation of Article 17 of the Convention.
Recommendations 

The Equal Rights Trust calls upon the Committee to recommend that Jordan:
· Repeal Article 14 of the Public Health Act which allows for involuntary institutionalisation of persons with mental disabilities 

· Immediately cease the discriminatory involuntary institutionalisation of adults and children with mental disabilities 

· Amend legislative provisions which allow for persons with disabilities to be deprived of their legal capacity and which provide for substituted decision-making 

· Implement a system of supported decision making for persons with disabilities 

· Provide the necessary support to families of children with mental disabilities to enable the children to live at home  
· Take immediate steps to investigate and prosecute acts of abuse against persons with disabilities
· Develop and implement a system to actively monitor institutions to ensure that incidences of abuse and other ill treatment are uncovered and fully investigated
· Take measures to ensure that the right of persons with disabilities to the highest attainable standard of health is secured
· Ensure training of healthcare providers and other professionals working within institutions on the rights of persons with disabilities and what amounts to discrimination. 

� The Trust acknowledges that research on the situation for persons with mental disabilities as opposed to more delineated research in relation to persons with intellectual, psychosocial and other cognitive disabilities separately, is an imperfect approach. However, stakeholders advised that seeking to do the latter would cause significant challenges due to the level of misunderstanding surrounding disability among affected communities and, in some cases, medical professionals. 
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