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I. Introduction

The entry into force of the Convention on the Rights of Persons with Disabilities (hereinafter the “CRPD” or the “Convention”) opened a historic opportunity for shifting paradigms regarding people with disabilities to be seen as subjects of law and not as objects in need of protection. The Convention recognizes that people with disabilities have equal rights with others. The CRPD frames rights that are transversal to the discussion related to the care system, including 1) the right of people with disabilities to make decisions (Article 12) and 2) Protection against exploitation, violence, and abuse (Article 16), 3) the right of people with disabilities to live independently and be included in the community (Article 19), and 4) respect for home and family (Article 23). These rights are fundamental pillars related to the care system and the measures implemented by the States Parties to promote care policies at the national and international levels aligned with international standards. 

Disability Rights International (DRI) and Grupo de Información en Reproducción Elegida (GIRE) will contribute elements to the discussion from a disability and gender perspective, considering the Convention as the central axis for people with disabilities. DRI is a disability-run organization that has been engaged in documenting the human rights of children and adults with disabilities for more than 25 years in Mexico and around the world (see global findings at www.DRIadvocacy.org). In Mexico, we have documented atrocious abuses that take place in the country’s institutions (see findings here). Women and girls are especially at risk of violence, forced sterilization, trafficking for forced labor and sex, and denial of reproductive and parental rights (see our report Twice Violated). People with disabilities are segregated from society in institutions largely because of the lack of community based services and support in the community.

The creation of community-based services in a manner that protects the rights and autonomy of people with disabilities without exploiting family members–especially women–as carers is an urgent goal shared by both DRI and GIRE. We strongly support the full implementation of UN General Assembly Resolution 54/3, adopted on 12 October 2023 as long as it is done in a manner that the full rights and autonomy of children with disabilities, as described here.

While this memo reflects, in particular, conditions and challenges in Mexico, DRI shares similar concerns about implementation in more than three-dozen countries of the Americas, Europe, Africa, and Asia, in which we have worked. In Ukraine, for example, a recent survey of more than 500 families by DRI has found that mothers bear the burden of caring for children with disabilities with little support from the government or humanitarian relief groups (see Families Fund a Way, 2023). We would be pleased to assist in developing plans for implementation of this resolution globally drawing on these findings.


II.  Avoid institutionalization as a ‘form of care’

The resolution 54/6 recognizes that “support and care systems, comprising disability inclusive policies and services, are essential for persons with disabilities to fully and effectively participate in society, with choices equal to others, to live with dignity, autonomy and independence, and to live independently in the community.”[footnoteRef:1] At DRI, we are pleased to note that resolution 54/6 recognizes that persons with disabilities must receive community-based support and services, aligned with the CRPD. However, we would like to emphasize that, under the care system, institutionalization in any of its forms (including both large and small institutions, such as group homes) should not be seen as an alternative care since institutionalization is discriminatory towards people with disabilities, including children and older persons. We are particularly concerned about the rights of children with disabilities who, as recognized in CRPD General Comment No. 5, must have the opportunity to grow up in a family and not in a group home or “family-like” care facility of any kind. [1:  U.N. Secretary-General, Resolution adopted by the Human Rights Council on 11 October 2023. 54/6. Centrality of care and support from a human rights perspective. Doc. A/HRC/RES/54/6, p, 2. ] 


Over centuries, people with disabilities have been segregated from society in residential institutions in the ‘name of care,’ arguing that, in these facilities, people with disabilities will receive basic care such as food, meals, education, and rehabilitation. The lack of alternatives in the community and support for families are determining factors that favor institutionalization. DRI has documented for more than 30 years the situation of people with disabilities around the world detained in institutions, and we have documented that, in the name of 'care,' people with disabilities have been victims of cruel, inhuman, and degrading treatment and torture.[footnoteRef:2] Furthermore, people with disabilities are exposed to painful and irreversible treatments such as forced sterilizations or lobotomies, where caregivers within the institutions make the decisions on their bodies. People with disabilities are also victims of sexual abuse and trafficking, as well as forced labor, putting their life and integrity at risk.[footnoteRef:3]  [2:  See Disability Rights International reports at: https://www.driadvocacy.org/reports ]  [3:  DRI. Crimes Against Humanity. Decades of Violence and Abuse in Mexican Institutions for Children and Adults with Disabilities (2020). DRI documented forced sterilization, lobotomies, sexual abuse and trafficking in Mexican institutions. ] 


DRI and GIRE urges the Human Rights Council and the UN Office of the Human Rights Office of the High Commissioner (OHCHR) to expressly prohibit institutionalization of people with disabilities as a ‘form of care’ and to urge the States to create community-based services and supports that allow people with disabilities to decide over their lives and to reduce the disparities on care. The UN Guidelines on deinstitutionalization, including emergencies, stated, “States parties should abolish all forms of institutionalization, end new placements in institutions and refrain from investing in institutions. Institutionalization must never be considered a form of protection of persons with disabilities, or a ‘choice.’”[footnoteRef:4] [4:  UN CRPD Committee, Guidelines on deinstitutionalization, including in emergencies, Doc. CRPD/C/5, September 9, 2022, para 8. [Hereinafter UN Guidelines on deinstitutionalization]. 
 
] 


III. Recognition of legal capacity and imbalance on decision-making between people with disabilities and caregivers

Policies created for a care system must recognize the legal capacity of people with disabilities and protect their ability to make decisions about their own lives, if necessary, with a support system. The CRPD on Article 12 recognizes the legal capacity of people with disabilities. “Legal capacity includes the capacity to be both a holder of rights and an actor under the law.”[footnoteRef:5] In the case of people with disabilities, they must have the necessary support for decision-making if they require it. “Support in the exercise of legal capacity must respect the rights, will and preferences of persons with disabilities and should never amount to substitute decision-making.”[footnoteRef:6] However, many countries have not recognized the legal capacity of people with disabilities and do not have the implementation of support systems that favor their autonomy in decision-making; on the contrary, there are laws that favor the substitution of will. [5:  United Nations, Secretary-General, General Comment No.1 (2014) on Equal recognition before the law, UN Doc. CRPD/C/GC/1 (March. 11, 2014) [hereinafter General Comment No.1], para 12. ]  [6:  General Comment 1, para. 17.] 


DRI has documented that people with disabilities detained in institutions are not given the support and lack the freedom to make decisions on their own. Indeed, our experience shows that true informed consent within the context of an institution is impossible. Decisions are made by caregivers, directors of the institutions or the State. Imbalances in power between the person with disabilities and their caregivers can lead to acts that violate their human rights, such as arbitrary detention in institutions, forced medication, use of physical and chemical restraints or painful and irreversible treatments such as sterilization or lobotomies.[footnoteRef:7] DRI documented the case of Casa Esperanza in Mexico, a residential institution that detained 37 people with disabilities. One of the requirements that was signed under an agreement with the authorities and the director was that people with disabilities must be sterilized. DRI has also documented that women with psychosocial disabilities have been sterilized against their will.[footnoteRef:8] DRI received the testimony of a case of a girl with a disability who was sterilized by her family because it was more practical for the caregiver to carry out the girl’s hygiene tasks. [7:  See Disability Rights International reports at: https://www.driadvocacy.org/reports ]  [8:  DRI. Crimes Against Humanity. Decades of Violence and Abuse in Mexican Institutions for Children and Adults with Disabilities (2020), p. 22. ] 


DRI urges the General Assembly and OHCHR to recognize the legal capacity of persons with disabilities in the care system, including decision-making support systems and safeguards that protect the right of persons with disabilities to decide and maintain their autonomy. 

There are many laws on the books in Mexico protecting autonomy and choice for people with disabilities that are not fully implemented— and cannot be without further legislative action. Indeed, without the creation of community-based alternatives to institutional care, meaningful choice may be impossible. Placement or care in an institution should never be viewed as a “choice.”

For example, there is a regulatory framework that protects the rights of those who have a disability; however, effective harmonization of the Mexican legal system with the CRPD is necessary in order to ensure that places, services, materials and information on contraceptives and reproductive health are friendly and accessible to people with disabilities, so that they can exercise their reproductive rights in a full, free and informed way. The guarantee of the rights of people with some sort of disability supposes, among other things, that counseling services and access to contraceptive methods consider their needs and features. As there is no statistical information on the subject, through requests for access to information, GIRE learned that, at the federal level, no health institution reported having trained staff on the subject or specialized material for people with disabilities. At the local level, 91% of the health ministries do not have this kind of staff. Some authorities answered that they do not have specialized personnel, but “they are trained to care for this population to the best of their ability” or, in the case of people with hearing disabilities, orientation is carried out with the support of their companion.

Therefore, it is safe to say that health institutions do not have the necessary personnel or supplies to care for people with disabilities. Access to contraceptive methods is an essential component to exercise human rights. It is not only crucial that no one is forced to adopt permanent or temporary contraceptive methods, but also that access to them is guaranteed without discrimination, in particular for historically discriminated groups, such as disabled girls, women, and people with the capacity to gestate. Given the absence of trained personnel in health institutions to care for people living with some sort of disability, there will hardly exist support systems to guarantee their rights and respect their autonomy in making decisions about life and personal freedom, under equal conditions with other people.

People with disabilities also face great barriers in the access of other reproductive health services. For example, it is common for women with intellectual and psychosocial disabilities to suffer obstetric violence; on many occasions, they are even forced to interrupt their pregnancies—because they are considered incapable of being mothers—, obliged to use a temporary or permanent contraception method, and subjected to forced sterilization procedures.

In Mexico, the National Survey on the Dynamics of Relationships in Households (ENDIREH), issue 2016, included, for the first time, questions focused on aspects of the experience of women during their last childbirth, specifically, questions aimed to measure obstetric violence. Nevertheless, since this data was not disaggregated, there was no information to know whether any of these women lived with some kind of disability. It was until the 2021 issue that this information was available. According to this survey, between 2016 and 2021, one out of three women experienced some kind of mistreatment from the personnel that attended their delivery during their last birth. Moreover, four out of ten women with disabilities have experienced obstetric violence during their last birth. This is 13.5 percentage points more than women with no disabilities. It is striking that the second most frequent manifestation of obstetric violence in women with disability is the pressure to accept contraception or sterilization. These findings prove the persistent problem of non-consensual sterilizations in the country, documented by CSOs such as DRI and Colectivo Chuhcan. All the above in addition to the existence of regulations in the national legal framework such as Mexican Official Regulation NOM-005-SSA2-1993, on family planning services (NOM 005), which refers to “mental retardation” as an instruction to use a method of permanent sterilization known as Bilateral Tubal Occlusion.

Stating that intellectual or psychosocial disabilities are an “indicator” for sterilization is assuming that women with disabilities should not reproduce, which is clearly contrary to the Mexican Constitution and the CRPD. The above-mentioned regulation, modified for the last time in 2004, is pending an update. It is necessary that its update adopts an intersectional perspective respecting the rights of people with disabilities, expressly considering accessibility and autonomy in decision-making and, of course, eliminating the instruction to carry out Bilateral Tubal Occlusion in cases of women with disabilities, currently in force.

The Special Rapporteur on Violence against Women, from the Human Rights Council, in her report A human rights-based approach to mistreatment and violence against women in reproductive health services, with a special focus on childbirth and obstetric violence, identifies obstetric violence as a widespread and rooted practice in health systems. In this report, she acknowledges that forced sterilizations and forced abortion are medical treatments practiced throughout the world without informed consent and for various reasons, including, for example, the argument that they are in the best interest of women or based on the belief that certain people belonging to minority groups, such as indigenous women, women with disabilities or women living with HIV, are not “worthy” of procreation, are incapable of making responsible decisions regarding contraception, are not in a position to be “good mothers”, or it is not advisable for them to have offspring.

Taking the latter into consideration, GIRE urges the General Assembly and OHCHR to recognize the legal capacity of persons with disabilities in the care system, including decision-making support systems and safeguards that protect the reproductive rights of persons with disabilities to decide and maintain their reproductive autonomy. 

IV. The right to live with a family

The UN resolution 54/6 recalls that “both parents have common responsibilities for the upbringing and development of the child, and to render appropriate assistance to parents and legal guardians in the performance of their child-rearing responsibilities and shall ensure the development of institutions, facilities and services for the care of children and support to their families.”[footnoteRef:9] In this sense, DRI emphasizes that all children with or without disabilities have the right to live in a family. The UN CRPD Committee has stated that, for children, “at the core of the right to be included in the community is the right to grow up in a family. An ‘institution’, in the context of children, is any placement that is not family-based. Large or small group homes are especially dangerous for children. International standards that justify or encourage the maintenance of residential care are inconsistent with the Convention.”[footnoteRef:10] [9:  Resolution A/HRC/RES/54/6, p. 1.2. ]  [10:  UN Guidelines on deinstitutionalization, para 43, supra note 4.] 

 
Institutions and all forms of facilities for children should never be seen as a form of care. “Institutionalization can never be considered as a form of protection of children with disabilities. All forms of institutionalization of children with disabilities—that is, placement in any non-family setting—constitute a form of segregation, are harmful and violate the Convention.”[footnoteRef:11] It is important to recognize that there is conflict within international law about the protection of the right to family for children. While the UN Guidelines for the Alternative Care of Children would allow placement in a small residential setting, the CRPD as interpreted by General Comment No. 5 does not. The CRPD must be recognized as the binding authority in this situation, and children with disabilities must be ensured the support they need to live and grow up in a family setting.[footnoteRef:12] The responsibility for this support need not fall on the family alone. CRPD article 23(3) recognizes the right to “comprehensive information, services, and support of children with disabilities and their families” (emphasis added). [11:  UN Guidelines on deinstitutionalization, para 12, supra note 4.]  [12:  See Eric Rosenthal, “Residential Care Controversy: The Promise of the UN Convention on the Rights of Persons with Disabilities to Protect All Children,” 1 International Journal of Disability and Social Justice (2021).] 


The National Survey on Discrimination in Mexico (ENADIS), which collects information on dynamics of discrimination and its various manifestations among vulnerable groups, such as women with disabilities, does not systematize specific information on sexual violence towards this population group. Even though there is no data that reveal the situation of violence faced by women with disabilities in Mexico in the community, or in institutions. However, the CRPD acknowledges that women and girls with disabilities are usually exposed to a greater risk of domestic violence, injury or abuse, abandonment or neglect, mistreatment or exploitation, inside and outside the household. The absence of data revealing the situation of girls and women living with some sort of disability prevents the State from developing and implementing public policies that ensure a nondiscrimination framework that considers the existing barriers they face in relation to their reproductive rights.

V. Deinstitutionalization
 
The creation of community-based support under Resolution 54/6 is necessary but not sufficient to ensure protection of the rights of persons with disabilities. Our experience in Mexico and around the world shows that, even where community supports are created, persons with disabilities placed in institutions can be left behind.

To guarantee the rights of children and people with disabilities, care systems must promote the deinstitutionalization of people with disabilities and the creation of community services that benefit all people, including caregivers and families. To avoid institutionalization and disparities in care, the States parties must create a strategy for deinstitutionalization and create different services and supports at the community for people with disabilities “based on their own choices, that they may require to carry out daily activities and participate in society. Support should be individualized, personalized and offered through a variety of options. Support encompasses a wide range of formal assistance, as well as informal community-based networks.”[footnoteRef:13] The UN Guidelines on Deinstitutionalization, including in emergencies, should be referenced and included in all planning for the implementation of Res. 54/6. The UN Guidelines provide very helpful guidance on planning and implementing reforms and ensuring that people in institutions are not abandoned and overlooked. The Guidelines state that people with disabilities should have access to: [13:  UN Guidelines on deinstitutionalization, para 23, supra note 4.] 

 
“Support services include personal assistance, peer support, supportive caregivers for children in family settings, crisis support, support for communication, support for mobility, the provision of assistive technology, support in securing housing and household help, and other community-based services. Support should also be available to gain access to and use mainstream services in such areas as education, employment, the justice system and health care.”

Conclusion

Creating services in the community will benefit not only people with disabilities but will also ensure that families and communities receive necessary support. We encourage the Human Rights Council and the UN Office of the Human Rights Office of the High Commissioner (OHCHR) to promote support for community living and to stand for the rights of people with disabilities.
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