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Summary

Leonardo, 25, has muscular dystrophy, a disability that causes progressive weakness and
loss of muscle mass. He has lived in a residential institution for persons with disabilities in
Brazil since he was 15. His mother felt she had no choice but to place him there. “I suffered
deeply when Leonardo had to be moved into the institution..., but | had no other
alternative. The state doesn’t provide me with any support to care for him at home,” she

said. Her hope was that the institution could care for him in a way she could not.

Leonardo shared a room with 24 other men and women with disabilities. Beds placed
directly next to one another, without even a curtain for privacy. Leonardo had no control
over his life, subject to the schedule and decisions of the institution. He remained stuck in

bed most of the day, even for meals, with nothing meaningful to do:

I am placed in the wheelchair in the mornings, but | have to be put back to
bed because ... there is no one to put me back again in the evenings. | miss
my home and would want to live with my mother, but | understand she is

getting older and wouldn’t be able to support me physically.

In 2017, Leonardo moved back with his mother for a short period because the institution
where he lived could no longer provide the specialized support he needed. By the end of

2018 he will move again to a different institution that is now under construction.

*k*k

Leonardo’s experience is not unique. He is one of thousands of people in Brazil who live in
residential institutions for people with disabilities. Most people enter as children and
continue to live there as adults, some for their entire lives. In these institutions, children
and adults may face neglect, inhumane conditions, and abuse, with little respect for their
dignity and individual needs or preferences. Many adults in institutions are unlawfully
detained in violation of Brazil's obligations international law because a guardian has
placed them there, and they have no right to contest their institutionalization. The

Brazilian government provides insufficient support for families of children with disabilities
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to raise their children at home and for adults with disabilities to live independently, which

results in a reliance on institutionalization.

Under international law, governments must respect the inherent dignity of persons with
disabilities by acknowledging them as persons on an equal basis with others. This
includes recognizing people with disabilities have the right to live independently in the
community and not segregated and confined in institutions, where they are subjected to
control by others. Governments must also prevent discrimination and abuse against
people with disabilities and remove barriers that prevent their full inclusion in society. All
children, including children with disabilities, have a right to grow up in a family. No child

should be separated from his or her parents because of a disability or poverty.

This report documents a range of abuses against children and adults with disabilities in
residential institutions in Brazil. The research is based on direct observations during visits
to 19 institutions (known in Brazil as shelters and care homes), including 8 for children, as
well as 5 inclusive residences for people with disabilities. In addition, Human Rights Watch
researchers interviewed 171 people, including children with disabilities and their families,
adults with disabilities in institutions, disability rights advocates, representatives of non-
governmental organizations, including disabled persons organizations, staff in
institutions, and government officials. Research was carried out between November 2016
and March 2018 in the states of Sao Paulo (including Sao Paulo and Campinas), Rio de
Janeiro (including Rio de Janeiro, Duque de Caxias, Niteroi and Nova Friburgo), Bahia

(Salvador) and Distrito Federal (including Brasilia and Ceilandia).

Most of the people with disabilities living in institutions Human Rights Watch visited in
Brazil were isolated from society and had little more than their most basic needs met, such
as food and hygiene. Most lacked any meaningful control over their lives, bound by the
institutional schedule and the demands of the staff. Many people were confined to their
beds or rooms for extended periods of time orin some cases around the clock. They were
not able to make simple every day choices that most people take for granted, such as what
and when to eat, who to socialize with, what television program to watch, or whether to go

out and participate in a leisure activity.

In eight of the institutions that Human Rights Watch visited, staff habitually restrained

adults and children. In some cases, staff restrained adults to bed rails with pieces of cloth
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bound around their waists or their wrists. In two institutions, staff tightly bound socks or
cloth around children’s hands to prevent them from putting their hands in their mouths or
scratching themselves instead of implementing other methods, such as providing one-to-
one personal support to prevent children from harming themselves. Staff in some
institutions acknowledged that they gave adults and children medication to control their
behavior, rather than for any legitimate medical purpose, without the adults’ consent. All
restraints as a form of punishment, control, retaliation, or as a measure of convenience for
staff should be prohibited.

Adults with disabilities in institutions had little to no privacy in 12 of the institutions
visited. Up to 30 people lived in large wards or rooms with beds placed directly next to one
another without a curtain or other separation. Some institutions had smaller rooms with
fewer people in them, but also with limited privacy. Most adults and children with
disabilities had few, if any, personal items, and in some cases were even forced to share
clothes—and in one case even toothbrushes—with others in the institution. In one
institution, staff did not provide women with sanitary pads during their monthly
menstruation, offering only diapers. Staff in several institutions did not assist some adults
to dress fully, such that adults wore only shirts or blouses and diapers. Human Rights
Watch found that conditions and treatment were particularly bad in the institutions visited
with large numbers of people with high support requirements. In some institutions for
people with disabilities Human Rights Watch visited in Brazil, the conditions and

treatment were inhumane and degrading.

In all adult institutions visited in Brazil, institution directors or staff members told Human
Rights Watch that nearly all people living there had been stripped of their legal capacity, or
the right to make decisions for themselves, and were under the guardianship of another
person, either the institution director or a relative. Most people in institutions had been
placed there by guardians and cannot leave, even for a short period, without the consent
of the guardian. Adults with disabilities who are deprived of their legal capacity and placed
in institutions on the basis of their disability against their will, either without their consent
or with the consent of a guardian, are victims of detention that is unlawful under the
international Convention on the Rights of People with Disabilities (CRPD), which Brazil

ratified in 2008.
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An overcrowded room with 4o children with disabilities in an institution in Bahia. Many
institution managers reported that they had insufficient staff to care for the large number of
residents. © 2017 Human Rights Watch

Carolina (not her real name), a 50-year-old woman with a physical disability, describes her
experience in the institution when she spoke to Human Rights Watch:

This place is very bad, it is like a prison. | don’t want to stay here. I’'m
obliged to be here. My sons don’t want to support me at home. Although
two of my sons come and visit me every two weeks, | never go outside. |
would like to go out, away from here. It’s my dream. When you come like
this [with a disability], it’s over.

Children and adults with disabilities alike had little or no meaningful activities inside the

institutions we visited. Many lay in bed doing nothing or were placed in front of a

THEY STAY UNTIL THEY DIE 4



|
L .
L

%

A room for 10 people in an institution for adults and children in Rio de Janeiro. Residents had little or no
privacy and no personal belongings. © 2017 Human Rights Watch

television for hours on end. Insufficient staff meant that children with disabilities often
lacked human contact on a regular basis. Few children with disabilities in institutions
visited by Human Rights Watch attend neighborhood schools. Those who did have access
to education typically received limited instruction in segregated settings.

The United Nations Children’s Fund (UNICEF), the World Health Organization, and decades
of social science research have found that institutional environments can cause stunted
physical, intellectual, emotional, and social development among children separated from
families and placed in institutions due to lack of consistent caregiver input, inadequate
stimulation, lack of rehabilitation, and other deprivations.

Although Brazilian law intends the placement of children in institutions to last no longer

than 18 months, many children with disabilities are placed in institutions for much longer
periods of time. In most institutions visited, staff told Human Rights Watch that the
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majority of the children have at least one living parent. Many children with disabilities lose
contact with their families and remain segregated in institutions their entire lives. In one
institution, for example, all 51 residents had been there since they were children. Several
residents were over 50 years old. As the director of an institution in Sao Paulo said: “They

stay until they die.”

According to data from the National Secretariat of Social Assistance, as of 2016, there were
5,078 children with disabilities living in institutions. This number likely underrepresents
the actual number, as the data is based on self-reporting by institutions. According to the

same data set, 5,037 adults with disabilities live in institutions.

In Brazil, institutions are often the only long-term housing options for many persons with
disabilities. Insufficient alternative independent living arrangements and community-
based support services to ensure adults with disabilities can live on their own, with
support as necessary, prevent many adults from living in the community. Under the social
assistance system in Brazil, persons with disabilities who cannot support themselves
independently or with assistance from their families are entitled to receive a monthly
benefit (Beneficio de Prestacdo Continuada, BPC) of 954 Brazilian reals (US$259, at
current exchange rates). Parents of children with disabilities interviewed by Human Rights
Watch confirmed that their children require support beyond the BPC, including services
that are not consistently provided by the state, or available in sufficient quantities, such as

speech therapy, physical therapy, mobility devices, and access to day care centers.

Most of the staff Human Rights Watch spoke with in institutions were highly committed
and motivated to support persons with disabilities. They frequently emphasized that they
were doing the best they could to support persons with disabilities with the little resources
they had. However, even very well-intentioned staff often engage in unacceptable
practices because they lack information and training, and because of a shortage of
adequate personnel and other resources to care for large numbers of people, especially

residents who require more intense forms of support.

THEY STAY UNTIL THEY DIE 6



A mother with her 3-year-old adoptive daughter, who has developmental disabilities. The Brazil
government should expand adoption and foster care to ensure children with disabilities can grow up in
families, rather than institutions. © 2017 Human Rights Watch

Government Response

Brazil has a strong legislative framework on the rights of children and in 2016 parliament
adopted a groundbreaking Law on Inclusion (Statute of Persons with Disabilities), which
harmonizes the country’s legislation with the CRPD. The law establishes a new, rights-
based framework, including accessibility, education, political participation, and legal
capacity, amongst other fundamental rights. The government also has in place several
programs to support persons with disabilities, including financial assistance, which it

should consider expanding and strengthening.
The government relies almost exclusively on private institutions to house children and

adults with disabilities. Most of these institutions, including those Human Rights Watch

visited, are facing significant financial hardship. Brazil is currently experiencing a severe
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financial crisis that has resulted in budgetary shortfalls and cuts, including cuts to social
services. Some institutions have agreements with municipal or state agencies for funding;
in some cases authorities have not delivered funds in a timely manner or have stopped
funding institutions for extended periods of time. In other cases, institutions are expected

to secure all funds independently through local or foreign donations.

Despite limited financial resources, the government and others who support institutions
should look to responsibly reallocate expenditures to develop and expand accessible,
quality-based community services. Research and practical experience in numerous
countries has shown that support for services based in the community for people with
disabilities, rather than concentrated in residential institutions, and are often no more

expensive or not significantly more expensive than an institutionalized system.

Institutions in Brazil are licensed by the government. Judges, public prosecutors, and
public defense lawyers visit institutions for children at least once every six months to
review children’s placement in the institution. However, the state does not conduct regular
monitoring of institutions for adults with disabilities. Although the law requires complaint
mechanisms to be accessible to persons with disabilities, in practice they are not for
people with various types of disabilities, making it difficult and in some cases impossible

for them to file complaints about alleged abuses through existing channels.

One notable initiative underway in Brazil for people with disabilities is the inclusive
residences program, which provides small group homes for up to 10 persons with
disabilities, who have moved out of large institutions. Human Rights Watch visited five
inclusive residences. This program may serve as a good first step toward enabling persons
with disabilities to exercise their right to live independently. However, as they currently
function, the residences do not fully ensure this right. As in institutions, residents do not
have control over their lives, such as with whom to live or whether to live in the inclusive
residence at all.

Inclusive residences may be useful in the short term as Brazil transitions away from large
residential institutions, but they should not be seen as an alternative to programs that
afford persons with disabilities the possibility of truly independent living, which can be
facilitated by a range of in-home, residential, and other community support services,

including personal assistance if necessary. The Brazilian government is also developing
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foster care and adoption programs for children, which should be expanded and fully

include children with disabilities on an equal basis with all other children.

Recommendations and the Way Forward

As a matter of priority, the Brazilian government should:

Develop a time-bound plan to phase out the use of residential institutions for
children and adults and develop community-based services for individuals with
disabilities and families of children with disabilities. This should include efforts to
reallocate expenditures and other government programming away from institutions
and toward increased supports to people with disabilities to live independently in
their communities and for families to raise children with disabilities at home.

End abuses against adults and children with disabilities in institutions. The
government of Brazil should create an inter-agency task force bringing together
relevant authorities, including state prosecutors, and agencies at various levels to
systematically monitor institutions, prevent and remedy human rights abuses,
including concerns such as restraints used as punishment, control, retaliation or
as a measure of convenience for staff; medication without consent and without
clear medical purpose; and neglect. Ensure accessible complaint mechanisms.

In addition to the BPC benefit, ensure quality, accessible services forindependent
living for children and adults with disabilities according to their individual
requirements, including personal assistance services, as well as targeted services
based on the specific needs of the individual. Prioritize family-based care for
children with disabilities on an equal basis with others, including by supporting
families, including foster and adoptive families, with children with disabilities to
raise them in the community.

Guarantee quality, inclusive education for children with disabilities living in
institutions in mainstream schools, on an equal basis with others, and provide
reasonable accommodations based on individual learning requirements.

Build upon the inclusive residences program to ensure they facilitate independent
living, including essential life skills, of people with disabilities living there, rather
than serve as substitute institutions. All residents should be there voluntarily, be
allowed autonomy, and participate in the management of the residence.

Ensure that no adult person with a disability is deprived of legal capacity. Amend

laws to remove the system of guardianship on the basis of disability and replace it
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with an effective system of supported decision making. This means ensuring that
persons with disabilities receive the support they need to make choices and direct

their own lives, including for medical treatment, parenthood, relationships, and
living arrangements.
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Methodology

Research for this report was conducted in November 2016 and March 2018 in the following
locations in Brazil: Sdo Paulo (including Sdo Paulo and Campinas), Rio de Janeiro
(including Rio de Janeiro, Dugue de Caxias, Niteroi, and Nova Friburgo), Bahia (Salvador)

and Distrito Federal (including Brasilia and Ceilandia).

Sao Paulo, Rio de Janeiro, and Bahia were selected because they have some of the highest
concentration of residential institutions, including for people with disabilities, nursing
homes, foster families, and other social welfare programs in Brazil. Sao Paulo has 1,586
such facilities and programs; Rio de Janeiro has 359; Bahia has 261, and Federal District
40.* Brasilia was also chosen because it is part of the Federal District and the location of
federal authorities responsible for developing national policies, including for adults and

children with disabilities.

This report is based on 171 interviews carried out in Brazil and by telephone preceding and
following field research. Human Rights Watch interviewed 10 children, ages 10 to 18, and
50 adults with disabilities in residential institutions, 26 of them women. Other
interviewees included 12 parents or other family members; 50 government officials
(including heads of secretariats in the areas of social assistance, childhood and disability,
members of congress, judges, state and federal prosecutors, state public defenders,
members of councils for children, members of guardian councils, and legal advisors); 35
institution staff members; and 17 representatives of non-governmental organizations or
disability rights advocates. Whenever possible, Human Rights Watch spoke directly with
children and adults with disabilities.

Human Rights Watch visited 19 residential institutions for people with disabilities in Brazil,
including 11 for adults; 8 for children (five of which were specifically for children with
disabilities); one medical facility for children with disabilities. We also visited 5 inclusive
residences for people with disabilities. We made 7 visits in Rio de Janeiro; 5 in Sao Paulo;

6 in the Federal District; and 6 in Bahia. We also visited two day care centers for children

1 Unified Social Assistance System (SUAS) Census 2016 [Censo SUAS 2016], National Results,
http://aplicacoes.mds.gov.br/snas/vigilancia/index2.php (accessed November 1, 2017), p. 7.
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and adults with disabilities, where people visit during the day and return to their homes to
spend the night.

For the purposes of this report we use the term “institution” to refer to three types of
institutions for people with disabilities Human Rights Watch visited: institutional shelters,

care homes, long-stay hospitals, and facilities that are hybrids of these types of facilities.

The children and adults interviewed had a range of disabilities including physical, sensory
(blind, deaf, and deafblind), learning, intellectual, and psychosocial disabilities. Some

children and adults had multiple disabilities.

In this report, “child” and “children” are used to refer to anyone under the age of 18,
consistent with usage under international law. Brazilian law defines children as anyone

under 12 years old and children between 12 and 18 as adolescents.

Interviews with government officials were conducted in English with interpretation into
Portuguese, orin Spanish, with the respondent speaking in Portuguese. Interviews with
children and adults with disabilities were conducted in English and Spanish with

interpretation into Portuguese.

In order to protect the privacy and confidentiality of the people we interviewed, we do not
name the institutions we visited, and we have used pseudonyms for most people

interviewed for this report.

For each interview, we explained our work in age-appropriate terms when needed. Before
each interview, we informed potential participants of the purpose of the research and asked
whether they wanted to participate. We informed participants that they could discontinue
the interview at any time or decline to answer any specific questions without consequence.

Interviewers told interviewees that they were free to not answer any questions.
Human Rights Watch interviewed children with disabilities in an age-appropriate and

sensitive manner and ensured that the interview took place in a location where the

interviewee’s privacy was protected.
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Human Rights Watch also consulted national and international disability rights experts at
various stages of research and writing. We also reviewed official documents, in particular
legislation on social assistance, children and disability issues, and relevant reports and
resolutions from United Nations treaty bodies, Inter-American human rights bodies,

experts, and nongovernmental organizations.

Human Rights Watch sent letters to numerous government agencies regarding the
concerns detailed in this report, including the Ministry of Social Development, the Ministry
of Human Rights, the National Council of Prosecutors’ Offices, as well as Attorneys General
and state and municipal authorities responsible for social assistance and the rights of
people with disabilities in the four states where we did research. These agencies
responded: the Ministry for Social Development, the National Council of Prosecutors’
Offices, the Sao Paulo Prosecutor’s Office, the Sao Paulo Municipal Secretariat of Social
Assistance and Development, the Rio de Janeiro State Prosecutor’s Office Rio de Janeiro
Municipal Secretary of Science, Technology, Innovation and Social Development,
Foundation of Childhood and Adolescence. A full list of agencies and responses can be

found in the annex to the online version of this report.
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I. Background

Children and Adults in Institutions

According to official 2016 data of the National Secretariat of Social Assistance under the
Ministry of Social Development, there are approximately 5,078 children with disabilities
living in institutions.2 However, there are flaws in Brazil’s collection of data on children
living in institutions and these figures are likely to underestimate the total numbers.3 As of
December 2016, 5,037 adults with disabilities were in institutions and inclusive residences

for persons with disabilities.#

Numbers and Types of Institutions

There are 2,998 institutions for children in Brazil, of which, 2,537 admit children with
disabilities, including 35 institutions exclusively for children with disabilities.s There are
two main types. Institutional shelters (abrigo institucionais) should house no more than 20
children with professional staff who work in shifts.¢ There are also smaller homes for
children (casa-Lan, designed for a maximum of 10 children, and aim to simulate a family
setting with a person known as an educator living full time in a house with the children.?
There are 258 residential institutions for adults with disabilities in Brazil, including
institutional shelters (abrigo) and inclusive residences.8 In addition there are other types
of facilities in the healthcare system where persons with disabilities, including children

and older persons, live for extended periods.?

2 SUAS Census 2016.

3 This data is based on a questionnaire sent to institutions registered with the government, which staff complete and return
to the secretariat. Not all institutions respond to the questionnaire. In analyzing the 2016 data, Human Rights Watch found
that disaggregated data according to type of disability was not consistent with general totals reported, indicating that the
definitions or instructions related to the questionnaire were possibly not sufficiently clear or precise. SUAS Census 2016.

%4 In addition, the study identified 32,877 older people with disabilities living in institutions for the elderly. It was not within
the scope of this research to examine this topic. SUAS Census 2016, question 29.

5 SUAS Census 2016, question 29.
6 Statue on Children and Adolescents (ECA) [Estatuto da Crianca e do Adolescente], Law no. 8.069, July 13 1990, art. 101.

7 “Technical Guidelines: Reception Services for Children and Adolescents” [Orientacoes Técnicas: Servicos de Acolhimento
para Criancas e Adolescentes], Resolution no.1, June 18, 2009, p. 67-74.

8 SUAS Census 2016, question 4.
9 S3o Paulo Public Prosecutor's Office, Civil Inquiry [Inquerito Civil] no. 033/17, vol. 1., p. 16.
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Judges determine the placement of children in institutions based on a petition from the
Public Prosecutor’s Office, including upon a request from the Guardian Council for Children
(Conselho Tutelar), to apply a protective measure in cases where a child is at risk or when his
or her rights have been violated (abandonment, neglect or violence) and it is not possible for
the family to provide care. The Secretariat of Social Assistance at the state and municipal
level and private organizations that run institutions are obligated to comply with judicial

orders for each child.

Adults with disabilities often end up in institutions because they grow up in them
beginning in childhood and then remain there or are transferred to an adult institution. An
adult with a disability can also be placed in an institution by a relative or institution

director who has guardianship over him or her, as described in more detail below.

State and municipal governments administer some institutions for people with disabilities,
but most are privately run by non-profit organizations. Funding for institutions comes from
various sources, including states and municipalities, religious groups, and private
foundations, and individuals, including from foreign countries. According to 2016 data, 32
institutions for children with disabilities, a small number of the total institutions, received
public funding, mainly from municipalities. Among institutions for adults, 201 received

government funding.n

Harms of Institutionalization for Children

Numerous observational studies have demonstrated that placing children in institutional
settings, irrespective of their material conditions, is detrimental to their emotional,
cognitive, physical, and social development when care is provided focusing only on basic

needs without a one-to-one relationship.2 UNICEF has found that institutional

10 The Guardian Council for Children consists of five members, elected every four years, and is responsible for ensuring the
rights of children. One council should exist in every municipality or administrative region of the Federal District. ECA, art. 131.

11 “Norms on Certification of Entities of Social Assistance,” SUAS Census 2016, Question 6. Private entities wishing to secure
public funding must be certified by the Ministry of Social Development. Law No. 12,101, November 27, 2009.

12 Center on the Developing Child at Harvard University, The Science of Neglect: The Persistent Absence of Responsive Care
Disrupts the Developing Brain: Working Paper No. 12, 2012, www.developingchild.harvard.edu. (accessed December 4,
2017); A. Berens and C. Nelson, “The Science of Early Adversity: Is there a Role for Large Institutions in the Care of Vulnerable
Children?” The Lancet (2015); and UNICEF, “Violence against Children in Care and Justice Institutions,” undated,
http://www.unicef.org/violencestudy/5.%20World%20Report%200n%20Violence%20against%2oChildren.pdf (accessed
April,3, 2018); Marinus H. van ljzendoorn et. al, “Children in Institutional Care: Delayed Development and Resilience,”
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environments can cause “developmental delays and irreversible psychological damage
due to lack of consistent caregiver input, inadequate stimulation, lack of rehabilitation and
poor nutrition.” Many children with disabilities require access to additional learning
opportunities or specialized services like rehabilitation, which are often lacking in

institutional settings.s3

Child development specialists have found that the institutionalization of babies harms
their early brain development and puts them at risk of attachment disorder, developmental
delay, and neural atrophy. For older children, the UN Committee on the Rights of the Child
has noted, “There is significant evidence of poor outcomes for adolescents in large long-
term institutions... These adolescents experience lower educational attainment,
dependency on social welfare, and higher risk of homelessness, imprisonment, unwanted

pregnancy, early parenthood, substance misuse, self-harm, and suicide.”s

Studies have shown that children moved from an institution into family-based
environments demonstrated signs of improvement in their intellectual functioning,
attachment patterns, reduced signs of emotional withdrawal, and reduced prevalence of

mental health conditions. One institution director in Brazil confirmed: “When a child from

Monographs of the Society for Research in Child Development, vol. 76, issue 4 (2001); and Megan M. Julian and Robert B.
McCall, “The Development of Children within Alternative Residential Care Environments,” International Journal of Child and
Family Welfare, 2011/3-4, pp. 119-147; Georgette Mulheir, “Deinstitutionalization: A Human Rights Priority for Children with
Disabilities,” September 2012, http://www.equalrightstrust.org/ertdocumentbank/errg_mulheir.pdf (accessed April 3,
2018); Kevin Browne, “The risk of harm to young children in institutional care,” Child Rights Information Network, 2009,
www.crin.org/en/docs/The_Risk_of_Harm.pdf (accessed April 3, 2018); Nelson C, et al., “Cognitive Recovery in Socially
Deprived Young Children: the Bucharest Early Intervention Project,”
http://www.bucharestearlyinterventionproject.org/Nelson_et_al__combined__2007_.pdf (accessed April 3, 2018); Bos, K. et
al., “Psychiatric Outcomes in Young Children with a History of Institutionalization,” 2011,
http://www.bucharestearlyinterventionproject.org/Bos_et al 2010_.pdf (accessed April 3, 2018).

13 UNICEF and World Health Organization, “Early Childhood Development and Disability: A Discussion Paper,” 2012,
http://apps.who.int/iris/bitstream/10665/75355/1/9789241504065_eng.pdf (accessed March 1, 2017).

14 Mulheir, “Deinstitutionalisation;” Browne, “The risk of harm to young children in institutional care;” Inge Bretherton, "The
origins of attachment theory: John Bowlby and Mary Ainsworth,” Developmental Psychology (1992), 28, pp. 759-775
http://www.psychology.sunysb.edu/attachment/online/inge_origins.pdf (accessed November 15, 2017); and Serena Cherry
Flaherty, and Lois S. Sadler, “A Review of Attachment Theory in the Context of Adolescent Parenting,” Journal of Pediatric
Healthcare, 2011, March-April, https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3051370/(accessed December 4, 2017), pp.
114-121.

15 United Nations Committee on the Rights of the Child, General Comment No. 20, On Implementing the Rights of the Child
during Adolescence, UN Doc. CRC/C/GC/20 (2016), para. 52.

16 Johnson R, Browne K, and Hamilton-Giachritsis C., “Young children in institutional care at risk of harm,” Save The Children
and the Better Care Network, 2009, https://www.crin.org/en/docs/The_Risk_of_Harm.pdf (accessed November 6, 2016).
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an institution goes back to the family or is adopted, you can see how development

improves quickly, it’s visible.”+

17 Human Rights Watch interview with institution director, Rio de Janeiro, November 8, 2016.
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Il. Treatment and Conditions in Institutions

Human Rights Watch visited 19 institutions in Brazil in four states, including 11 institutions
for adults with disabilities and 8 institutions for children, including 5 exclusively for
children with disabilities.:® All adult institutions also had children, and some of the
specialized institutions for children with disabilities also housed adults.

Institutions ranged in size from 20 to 110 persons. Most institutions had approximately 30 to
50 people. In several institutions, Human Rights Watch documented abuses including ill-
treatment, neglect, the use of restraints to control or punish residents, sedation, as well as
inhumane and degrading conditions. Conditions and treatment were particularly abusive in
the institutions we visited that had large numbers of people with high support requirements.

Many institution managers claimed that they did not have adequate staff to provide
individualized attention to residents. For children, research has shown that the absence of
a one-to-one relationship with a primary caregiver is a major cause of harm to a child’s
development and attachment disorders. Most children with disabilities in institutions did
not go to school. For those who did receive education, it was not meaningful to develop
academic or life skills and took place primarily in segregated settings.

Most of the staff Human Rights Watch spoke with in institutions were highly committed
and motivated to support persons with disabilities. They frequently emphasized that they
were doing the best they could with the little resources they had. However, even well-
intentioned staff often engage in unacceptable practices because they lack information,
training, as well as resources, such as additional personnel, to help them care for large

numbers of people, especially those requiring more intense forms of support.

People with disabilities have the right, on an equal basis with others, to be free of
inhuman and degrading treatment as well as not to be subjected to forced medical
treatment or restraints. Children enjoy this same right, as well as the right to education,

play, and leisure.

18 Human Rights Watch also visited five inclusive residences.
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Staff in an institution in Rio de Janeiro bind the hands of children with disabilities to prevent them from
biting their fingers or scratching themselves instead of implementing other methods, such as providing
one-to-one personal support to prevent children from harming themselves. Due to the lack of sufficient

staff, “We are unable to provide one to one personal attention all the time,” one staff member said.
© 2016 Human Rights Watch

Use of Restraints and Isolation

In eight of the 19 institutions that Human Rights Watch visited which held more than 50
residents, staff restrained adults and children in various ways. Staff restrained residents to
bed rails with pieces of cloth bound around their waists or their wrists. In two institutions,
Human Rights Watch saw how staff tightly bound socks or cloth around children’s hands to
prevent them from putting their hands in their mouths or scratching themselves.

In one institution, staff told Human Rights Watch that “at times we use straitjackets and

placed people in an isolation room for them to calm down.” A nurse said, “Sometimes
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medication to take effect.”1

Staff at some facilities stated that
they restrained individuals in order
for them not to hurt themselves.z°
Staff in institutions Human Rights
Watch visited in Brazil appear to
rely on restraints because there are
not enough personnel to allow them
to give individuals the attention and
support required to help them

\ manage behavior that could be
harmful.2t Although the government

has issued technical guidelines for

staffing levels in institutions for

A man with disabilities looks out through the bars of a

o e . children, they are non-binding.
psychiatric ward in an institution in Rio de Janeiro. Persons y 8

locked in this section of the institution never left their There are no guidelines for staffing
rooms, according to staff. © 2016 Human Rights Watch for adult institutions (abrigos-
institucionai).?? In one institution in
Rio de Janeiro only four staff members at a time provided direct support to 51 adult
residents, all with high support needs.

19 Human Rights Watch interview with staff members in an institution, November 7, 2016 (location withheld for security
reasons).

20 Human Rights Watch interview with staff members in institutions (locations and dates withheld for security reasons).

21 For children’s institutions, technical guidelines establish minimum staffing requirements, but are not binding. For
institutions with children with disabilities the guidelines call for increased staff. “Technical Guidelines: Reception Services
for Children and Adolescents,” pp. 68-69. Inclusive Residences also have staffing guidelines. “Technical Guidelines on the
Institutional Reception Service for Youth and Adults with Disabilities in Inclusive Residences. Questions and answers,”
November 2014, p. 44.

22 Human Rights Watch interviews with staff at an institution, Rio de Janeiro, November 7, 2016; staff at an institution, near
the Federal District, November 18, 2016; and at an institution, Bahia, April 5, 2017.
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Restraint is never acceptable as a means of punishment or behavior control and it could
amount to torture orill-treatment. The special rapporteur on torture has stated that “any
restraint on persons with disabilities for even a short period of time may constitute torture

and ill-treatment.”23

The World Health Organization (WHO) has found that aggressiveness and unwanted
behavior can often arise when individuals are constrained by the inherently rigid nature of
the institution that does not give adequate attention to an individual’s will and
requirements.2¢ The WHO is designing programs to train staff to prevent situations that can
escalate into aggressiveness, violence, and behavior that could result in self-harm. One
key element is creating an institutional environment that recognizes individual needs and
requirements and provides services in a timely and dignified manner. Other alternatives
are designing individualized plans to understand and recognize triggers, early warnings,
and tense situations.2s The Brazilian government should move quickly to implement these

types of measures while working towards deinstitutionalization.

Confinement to Beds and Rooms

Human Rights Watch visited eight institutions where residents remained in their beds or
rooms continuously or for extended periods of time, including for meals. In five adult
institutions, metal beds had tall metal bars to confine some residents with intellectual

disabilities.

Many people whom staff considered “severely disabled” (muito comprometidos),
especially those who had multiple disabilities and could not move by themselves,
remained almost continuously in their beds, lying down, doing nothing. At the time of
Human Rights Watch’s visit to one institution, 32 residents, both children and adults, were

all lying in their beds or cribs.2¢ In one institution, a staff member confirmed that residents

23 Report of the United Nations Special Rapporteur on Torture, A/HRC/22/53, Human Rights Council, 22n session, February 1,
2013.

24 World Health Organization (WHO), “Strategies to end the use of seclusion restraint and other coercive practices,” WHO
QualityRights Guidance and Training Tools, WHO/MSD/MHP/17.9,
http://who.int/mental_health/policy/quality_rights/guidance_training_tools/en/ (accessed January 31, 2018).

25 Ibid.
26 Human Rights Watch visit to an institution, Rio de Janeiro, November 8, 2016.
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with high support needs lay down
almost continuously, being
brought out of bed and placed in a
wheelchair only for short
periods.?” In one of the
institutions Human Rights Watch
visited in Rio de Janeiro, dozens of
people with so-called “severe”
disabilities were separated on the
upper floor of the building. Up to
eight people lived in small rooms,
some of them restrained to metal
bars of the bed by a cloth around
their waists. A nurse in this
institution said that people there

“never leave the room.”28

A specialized institution for

An overcrowded room with 4o children with disabilities in an persons with cerebral palsy in Sao

institution in Bahia. Many institution managers reported that Paulo had a ward for persons with
they had insufficient staff to care for the large number of

k . high support requirements, where
residents. © 2017 Human Rights Watch

people lay in bed almost
continuously, connected to oxygen tanks in the wall through tubes. According to one staff
member, residents sat in wheelchairs for some hours during the mornings but had limited
other activity. They never left the institution.29 In Salvador, in one institution for 87 people,
some people lay in bed constantly without stimulation or activity; another institution for

109 children had one room with children who similarly lay in beds continuously.3°

In some institutions, most residents wore diapers and did not even get out of bed to use

the toilet. A nurse in one institution told us, “All people who live in this ward use

27 Human Rights Watch interview with institution staff, Sdo Paulo, November 15, 2016.

28 Hyman Rights Watch interview with institution staff, Rio de Janeiro, November 7, 2016.

29 Human Rights Watch interview with institution staff, Sdo Paulo institution, November 15, 2016.

39 Human Rights Watch visits to institutions, Sdo Paulo April 5, 2017; and Salvador, Bahia, April 5, 2017.
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diapers.”3t The parent of one resident told Human Rights Watch that she believed some

residents, including her son, could use toilets if proper support was provided.32

Human Rights Watch observed that, except for wheelchairs in some cases, there were no
other mobility devices like hoists or other instruments of any kind in any of the institutions
visited to enable persons with physical disabilities to get out of their beds, much less to go
out of the institution. Residents were not able to get up and walk without such assistance

were completely dependent on the staff.

For example, Leonardo Barcellos, a 25-year-old with muscular dystrophy, was placed in an
institution for people with high support needs when he was 15. He lived in one large room,
along with 24 other men and women. He told Human Rights Watch that he spends large

parts of his day in bed due to the lack of personnel to move him:

I am placed in the wheelchair in the morning, but then | have to be put back
into my bed because I’'m heavy, and there is no one to put me back again in
the evenings. | miss my home and would want to live with my mother, but |
understand she is getting older and wouldn’t be able to support me

physically.33

In one institution in Salvador, an 18-year-old man with a progressive disability, which

gradually compromised the muscles in his legs, had difficulty getting out of the room he
shared with one other person. He did not have a wheelchair and moving on his own was
extremely painful. Although the institution was located just 200 meters from the sea, he
was unable to go to the beach and told Human Rights Watch that his dream was to “see

the sea.”ss

31 Human Rights Watch interview with an institution staff member, Rio de Janeiro, November 8, 2016.

32 Human Rights Watch visit to an institution, Rio de Janeiro, November 8, 2016.

33 Human Rights Watch interview with Leonardo Barcellos, Rio de Janeiro, March 28, 2017.

34 Human Rights Watch interview with Alvaro [not his real name] in an institution, Salvador, November 6, 2017.
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A young man with a physical disability sitting in his room in an institution in Bahia,
located approximately 20om from the Atlantic Ocean. “My dream is to see the sea,
but I have no wheelchair to go and see it,” he said. © 2017 Human Rights Watch

Inhumane and Degrading Conditions

Most of the large institutions had an impersonal and hospital-like or detention center-like
environment. In some institutions, doors and windows had bars on them, giving them the
appearance of detention centers. Conditions in institutions in Brazil that Human Rights

Watch visited were often dehumanizing. In some cases, large numbers of unrelated adults
or children were kept in rooms together, sometimes in severely crowded rooms of up to 32
people. In addition to being confined to the institution, many people remained in their

rooms or beds for most or all of the day either because they were restrained to the beds or

because staff did not provide support for people to leave their beds.
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A group of persons with disabilities in a yard in an institution in Rio de Janeiro. Residents are taken outside
for a few hours during the day but spend most of the time confined to their beds.
© 2018 Human Rights Watch
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A bathroom in an institution in the outskirts of Brasilia
(Distrito Federal). Many institutions for persons with
disabilities in Brazil do not ensure residents’ privacy.
© 2017 Human Rights Watch

Overcrowding and Lack of Privacy

Residents overwhelmingly had no
privacy and had few or no personal
items. In some cases, they even had to
share clothes—and in one facility, even
toothbrushes—with others. In some
adult institutions staff did not assist
residents to get dressed, leaving them
unclothed from the waist down,
wearing only diapers. Several
institutions advertised tours for the
public and solicited donations online
relying on images of persons with
disabilities as needy, vulnerable, and in
need of care, rather than as
autonomous individuals. In many of the
institutions visited by Human Rights
Watch, the problems described below
created an inhumane and degrading

living environment for residents.

Serious overcrowding was a problem in a number of institutions visited by Human Rights

Watch. For example, in a Salvador institution for 109 children, one room held about 28

beds in four rows placed side by side with very little room to move between the rows and

with no separation between beds to provide basic privacy. In one institution for adults 32

people lived in one room, again with beds placed directly next to each other. Some

institutions had large wards with only small walls that separated groups of six to seven

people. At least one staff member was constantly present. One of these overcrowded

institutions had a bathroom where there were no doors or other means of privacy

separating the toilets.
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In five institutions visited, people
slept in rooms with nothing but a bed
(or multiple beds) or a mattress on a
concrete platform.3s In one case
people lay on mattresses on floors.
The director of that facility claimed
that the beds were being painted.
Some slept on bare mattresses with
no bottom sheet, but only a sheet to
cover them. There was no other
furniture that might be found in a
bedroom, such as a bedside table,
shelves for personal belongings, or

dressers or bureaus for clothing.

In some institutions visited by Human
Rights Watch, residents did not have

any personal items.3¢ In one institution

Young man lying down in a mattress in an empty room in
an institution in Rio de Janeiro. Most adults and children

anurse told us, “We don’t have with disabilities in institutions have few, if any, personal

separate toothbrushes for each of items. In many institutions beds consist of concrete
platforms with bare mattresses covered only with a

them. They share.”s7 In some i
sheet. © 2017 Human Rights Watch

institutions staff stated that people

living there were required to share clothes.38

International human rights law requires that all persons with disabilities be treated with
dignity. Respecting the inherent dignity of persons with disability entails acknowledging

them as persons on an equal basis with others and not as objects of treatment and

35 Human Rights Watch visits to one institution in Rio de Janeiro, two institutions in Bahia, and three institutions near the
Federal District, April 5, 2017.

36 Human Rights Watch interview with an institution staff nurse, Rio de Janeiro, November 7, 2016.
37 Human Rights Watch interview with an institution staff nurse, Rio de Janeiro, November 7, 2016.
38 Human Rights Watch interview with [name withheld] in [place withheld], November 2016.

27 HUMAN RIGHTS WATCH | MAY 2018



care.3 International law also establishes the right to privacy, including for people with

disabilities on an equal basis with others. This applies regardless of their place of

residence or living arrangements.4°

Failure to Assist Adults with Dressing and Lack of Privacy When Changing Diapers

Human Rights Watch visited seven institutions in all municipalities where staff did not

support adults deemed to have “severe disabilities” to dress fully. As a result, these

residents only wore clothes on the upper halves of their bodies, wearing nothing below the

waist except a diaper. This is done for
the convenience of staff members
when changing peoples’ diapers. In
addition, because beds are placed
directly next to each other without any
separation, staff changed residents’

diapers in full view of other adults.

Staff in one institution said that diapers
were in short supply with only two
diapers per adult or child per day. As a
result, some residents had to remain in

their own waste for long periods of time.

Female residents in the same institution
are not provided with sanitary pads for
menstruation, “so we use diapers

instead,” according to one nurse.4

Human Rights Watch considers the
failure to fully dress residents and the
failure to ensure privacy when
changing adult diapers to potentially

-~
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A man with a disability in an institution in Bahia wearing
nothing but a diaper from the waist down. Staff in some
institutions in Brazil do not fully dress adults with
disabilities, in disregard for their dignity.

© 2017 Human Rights Watch

39 United Nations Convention on the Rights of Persons with Disabilities (CRPD), adopted December 13, 2006, G.A. Res.
61/106, Annex |, UN GAOR, 61st Sess., Supp. (No. 49) at 65, UN Doc. A/61/49 (2006), entered into force May 3, 2008, arts. 1,

3,ands.
40 CRPD, art. 22.

41 Human Rights Watch interview with an institution nurse, Rio de Janeiro, November 7, 2016.
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rise to the level of degrading treatment. The failure to provide women with sanitary pads

for menstruation is dehumanizing.

Neglect and Lack of Meaningful Activities in Institutions

In all institutions that Human Rights Watch visited, children and adults with disabilities
lacked sufficient personal attention and meaningful activities. Overwhelmingly, institution
staff stated that they did not provide individual attention to residents, due to the large
number of residents and lack of sufficient personnel to work directly with them. Staff said
that they focused almost exclusively on basic care, such as feeding, toileting, and
managing sleep routines, with time only for occasional leisure activities. Human Rights
Watch’s observations in institutions confirmed few staff caring for large numbers of
residents at one time, with little time except to meet residents’ basic needs. As noted
above, lack of sufficient personal attention and consideration of individual needs can

contribute to aggression, self-harm, and other undesirable behaviors.

A staff memberin one of the institutions said that children there are deprived of personal
contact. She said, “We cannot give them that. They need to be held, but we don’t have

time to hold them.” She continued:

The main [issue] is individualized care.... In many institutions, they only
provide food and a bed. Kids don’t spend time playing. Caregivers are only
concerned to give food and put them to sleep. There is no affection, no

play. Life is not only eating and sleeping.s2

In many institutions which Human Rights Watch visited, some or most residents, both
adults and children, were just staring at whatever was in front of them without engaging in

any activity. This was true in all 10 institutions for adults Human Rights Watch visited.

In one institution for example, which Human Rights Watch visited at noon, all 32 residents
were sitting or lying down in a large, dark room doing nothing. Staff explained that they

turned off the lights regularly because of the heat.

42 Human Rights Watch interview with institution director, Rio de Janeiro, November 8, 2016.

29 HuMAN RIGHTS WATCH | MAY 2018



A young man restrained to his bed in an institution for 32 people with disabilities in Rio de Janeiro. Staff in

some institutions for people with disabilities in Brazil physically restrained adults to bed rails with pieces
of cloth bound around their waists or wrists. © 2016 Human Rights Watch

At the time of Human Rights Watch’s visit to a special institution for children with
disabilities in Rio de Janeiro in the middle of the day, all 12 children living there were lying
in their cribs without anything to engage them. 43 In five institutions in Rio de Janeiro and
Sao Paulo, staff placed children in front of the television to watch whatever program was
on.# |n one institution visited, dozens of children under the age of 10 were placed in front
of a television for the entire time of Human Rights Watch’s four- hour visit.4s

Some activities were organized within the institutions for children and adults, including by
bringing in outside groups to provide entertainment. For example, a group of volunteers

dressed as clowns makes periodic visits to the institutions to entertain residents.

43 Human Rights Watch visit to an institution, Rio de Janeiro, November 8, 2016.
44 Human Rights Watch visits to one institution in S3o Paulo and three institutions in Rio de Janeiro, November 14, 2016.
45 Human Rights Watch visit to an institution in Rio de Janeiro, November 8, 2016.
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Staff in some residences said that they occasionally organize trips outside of the
institution to the beach, the movies, and other activities. However, in some institutions

these trips are rare and in others nonexistent.

One teenager with a physical disability living in a special institution for children with
disabilities said:

The institution is stressful because it is noisy and boring. Often | have
nothing to do when I'm not at school. | don’t have privacy or a space for
myself. Special day trips are only organized during weekends, but the staff
member in charge of taking us out had an accident and injured herself, so

we are not currently going out at all.”4¢

The Convention on the Rights of the Child (CRC) establishes the right of children to engage
in play and recreational activities appropriate to their age.47 The CRPD establishes the right
of children with disabilities to have equal access with other children to participation in

play, recreation and leisure, and sporting activities.s8

Institution Fundraising Based on Negative Stereotypes of People with Disabilities

Many private institutions for persons with disabilities, including those visited by Human
Rights Watch, promote tours and encourage donations. They advertise tours on their
websites and through social media, such as Facebook. 4 One institution advertised tours
for the public of up to five people twice a day; groups of over five people could be arranged
on Saturday. Visitors can take photos and videos with authorization. The website tells

46 Human Rights Watch interview with Cecilia [not her real name], Rio de Janeiro, March 27, 2017.

47 Convention on the Rights of the Child (CRC), adopted November 20, 1989, G.A. Res. 44/25, annex, 44 UN GAOR Supp.

(No.49) at 167, UN Doc. A/44/49 (1989), entered into force September 2, 1990, art. 31.1.

48 CRPD, art. 30.5.

49 Human Rights Watch interview with institution administrator, Rio de Janeiro, November 15, 2016. Acao Crista Vicente
Moretti Facebook page: https://pt-br.facebook.com/AcaoCristaVicenteMoretti/; La Maria de Lourdes Facebook page:
https://pt-br.facebook.com/larmariadelourdesrj/; Lar da Redengdo Facebook page: https://www.facebook.com/LAR-DA-
Reden%C3%A7%C3%A30-660323963998341/; Casa da Crianga Betinho Facebook page:
http://www.casadacriancabetinho.com.br/; Vila Pequenino Jesus Facebook page:
https://www.facebook.com/pg/vilapequeninojesus/reviews/?ref=page_internal. Abrigo Betel Facebook page:
https://www.facebook.com/abrigobetel/?rf=484170998408596.
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visitors to take care when speaking with institution residents because they are “sensitive
persons and that sometimes they fantasize.”s°

Human Rights Watch also examined the websites of eight other institutions which had
similar videos and appeals. The institution websites viewed by Human Rights Watch foster
a negative image of persons with disabilities and perpetuate and reproduce stigmas by
portraying institution residents as vulnerable and needy rather than as autonomous

persons whose individual choices and inherent dignity must be respected.

The CRPD obligates governments to combat stereotypes, prejudice, and harmful practices
relating to persons with disabilities, including by encouraging all organs of the media, as
well as social media, to portray persons with disabilities in a manner consistent with the
purpose of the CRPD.5s* The CRPD committee has stressed, in numerous concluding
observations regarding states compliance with the convention, that charitable campaigns
that stereotype persons with disabilities as objects of charity are incompatible with the
objective and purpose of the CRPD.52

Involuntary and Potentially Inappropriate Use of Psychoactive Medications

Although our research did not focus on inappropriate medication of people with
disabilities living in institutions, we encountered several examples of residents whom
the staff said were drugged to control their behavior. Staff at several institutions
confirmed that they put residents on psychoactive medications without seeking their
consent. The use of medications as chemical restraints to control residents’
behavior—for staff convenience or as punishment—violates international human
rights standards.

50 Abrigo Ceilandia Esperanca webpage, http://abrigodeceilandia.blogspot.mx/.

51 CRPD art. 4.1 (e), in conjunction with art. 5.

52 United Nations Committee on the Rights of Persons With Disabilities, Concluding Observations on Peru,
CRPD/C/PER/CO/1, May 9, 2012, paras. 18 and 19; Mexico, CRPD/C/MEX/CO/1, October 27, 2014, paras. 17 and 18; Colombia
CRPD/C/COL/CO/1, September 30, 2016, paras. 20 and 21; Guatemala, CRPD/C/GTM/CO/1, September 30, 2016, paras. 25
and 26; Uruguay, CRPD/C/URY/CO, August 31, 2016, paras. 19 and 20; and Chile, CRPD/C/CHL/CO/1, April 13, 2016, paras. 17
and 18.

THEY STAY UNTIL THEY DIE 32



In March 2017, Human Rights Watch researchers encountered a 19-year-old man with
an intellectual disability lying motionless on a mattress in the middle of the day in a
noisy institution. The institution’s director explained that staff had given him
sedatives because he had bitten people.s3 She said that 12 of the 24 residents in the
institution were on Risperdone, prescribed by a doctor, an antipsychotic medication
that was developed to treat schizophrenia. Not all of the patients had schizophrenia.
The facility had not sought informed consent from the residents for the use of the

medications.54

Staff at several other institutions said that they use psychoactive medications to
control resident behavior as well. A nurse in an adult institution stated, “If the
residents misbehave they are given medication.” Another staff member in the same
institution said, “In order to control them, we sedate them; some of them are given
sleeping pills.”s5 In another adult institution, Human Rights Watch visited a ward with
eight people, where medical staff said they gave medication to residents to “make
them stable, to control crises, or to sedate them.” One staff member said, “If we don’t

medicate them they become aggressive.”s¢

Arigid institutional routine, confinement, the lack of meaningful activities, and
frequent lack of recognition of the individual will and preferences of residents in

institutions can trigger aggressive behavior.57

While staff at institutions need to ensure that the environment in the facility is safe for
residents and staff, drugging of residents for behavior control is not appropriate.
Brazil should review its procedures for the use of psychoactive medications in
institutions to ban their use as chemical restraints and ensure adequate oversight to

enforce this ban.

53 Human Rights Watch interview with an institution director, Rio de Janeiro, March 28, 2017.
54 Human Rights Watch interview with an institution director, Rio de Janeiro, March 21, 2018
55 Human Rights Watch interview with institution staff members, Rio de Janeiro, November 8, 2016.
56 Human Rights Watch interview with institution staff members, Rio de Janeiro, November 7, 2016.

57 WHO, “Realising recovery and the right to mental health and related services,” WHO QualityRights Guidance and Training
Tools, WHO/MSD/MHP/17.4, http://www.who.int/mental_health/policy/quality_rights/guidance_training_tools/en/
(accessed May 5, 2018).
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Staff in most institutions visited stated that they regularly gave medicines to adults
without their consent. In one institution in Rio de Janeiro, the director said, “We don’t
ask for consent because these are persons who have severe disabilities. They don’t
speak, they don’t think.”s8 For adults, medications should be delivered with the
consent of the individual being treated. The CRPD Committee has held that treating an
adult with medications without consent is a violation of the right to equal recognition
before the law and an infringement of the right to personal integrity; freedom from
torture and inhuman and degrading treatment; and freedom from violent exploitation
and abuse.5°

Informed consent can be achieved through supported-decision making. Brazil’s law
on inclusion establishes a general framework to implement supported decision-
making. It should be further developed by establishing accessibility measures and
reasonable accommodation (plain language and alternative forms of communication)
and advance directives in the appointment of one or more persons who will provide

support chosen by the person concerned. See also, below, on Legal Capacity.

For children, consent should be given by the guardian, in consultation with the child,
and used only for the therapeutic purposes and consistent with the right to the

highest attainable standard of health.

58 Human Rights Watch interview with institution director, Rio de Janeiro, March 21, 2018.
59 CRPD, arts. 15, 16, 17.
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A psychiatric ward in an institution in Rio de Janeiro. Residents of most institutions in Brazil live in
depersonalized conditions, have few if any personal belongings, and have little or no privacy.
© 2016 Human Rights Watch

Inadequate Education

Human Rights Watch found that education for persons with disabilities in the institutions
we visited was limited. The majority of people with intellectual disabilities or who could
not communicate received no education at all. Brazil’s 2016 Statute for People with
Disabilities states that people with disabilities have the right to education and to be
provided with support and reasonable accommodations without extra cost in regular

schools regardless of where they live.s°

In four institutions visited in Rio de Janeiro for children and adults with disabilities,

residents with intellectual disabilities and other disabilities which required high support,

60 | aw of Brazil on Inclusion of People with Disabilities (Statute on People with Disabilities), no. 13,146/2015, July 6, 2015,
arts. 27 and 28.
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did not receive any education. In
Sao Paulo, Human Rights Watch
visited two institutions for children
with disabilities with high support
requirements; none of them

received education. In an

institution for 49 children and

f adults with intellectual and

fr_, multiple disabilities in Ceilandia,

. one person was going to a regular
school, the others had not received
any schooling. In Bahia, Human
Rights Watch visited an institution
with 87 children and adults; none
of whom received any education.s!
In a second large institution in

Bahia of 109 children with

A group of children with physical and sensory disabilities autism or high support
drawing while sitting on the floor in a common room an

disabilities, 37 children, either with

requirements, or both, did not
institution in Rio de Janeiro. Drawing is one of the few

activities that institution staff facilitate for children and
adults with disabilities. © 2017 Human Rights Watch

receive any education.s?

The Sao Paulo’s Public Prosecutor’s Office’s inquiry in 2016 into 16 specialized institutions
for children with disabilities in the municipality found that two-thirds of the institutions

had no relationship with educational services..é3

In the institutions visited by Human Rights Watch, only children whom the institution staff
determine have some level of autonomy can attend school. Children with disabilities living
in general institutions or who do not have intellectual disabilities are regularly sent to local

mainstream schools in local communities. In some cases, children from institutions also

61 Human Rights Watch interview with institution staff member, Bahia, April 5, 2017.
62 Human Rights Watch interview with institution staff member, Bahia, April 5, 2017.
63 530 Paulo Public Prosecutor’s Office, Civil Inquiry no. 033/2017, vol. 1, p. 97.
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attend special schools in the community that are exclusively for children with disabilities
rather than in mainstream schools for all children. Some institutions provide children
with intellectual or sensory disabilities special education programs within the
institution, which has no official status as an educational facility. Children receive a
certificate that is not an official diploma and would not allow an individual to continue
his or her education elsewhere.

Throughout the interviews Human Rights Watch conducted with institution staff and other
government officials, there was a clear tendency to classify persons according to what staff
believed was a child’s “level of disability,” which ranged from moderate to severe.
According to staff, in most institutions visited and some policymakers interviewed by
Human Rights Watch, those who were deemed to have “severe disabilities” (muito
comprometidos) were considered not capable of being educated.é Alberto, a 52-year-old
man with a physical disability, institutionalized for 40 years, said that he only completed
first grade, “l have been living here since | was 12. | managed to study until first grade of

primary school. I’'m interested in studying physics.”és

Mariana, an 18-year-old blind woman, had been living in an institution since she was 12
and remained there as the institution was transformed into an inclusive residence. She
told Human Rights Watch that she did not know how to read and write and only recently
began learning to use braille at the Institute for the Blind in Bahia. She told Human Rights
Watch that she wanted to work as a professor or as a physiotherapist.é¢

Clementina Bagno, member of the Guardian Council for Children (Conselho Tutelar) in

Brasilia, confirmed that:

General education policies do not consider the requirements of people with
disabilities who are living in institutions which leads to their exclusion and

marginalization.s

64 Human Rights Watch interviews with staff in one institution in Rio de Janeiro and two in Sdo Paulo, November 21, 2016.
65 Human Rights Watch interview with Alberto [not his real name], an institution, Bahia, April 5, 2017.

66 Human Rights Watch interview with Mariana [not her real name], an institution, Sdo Paulo, April 7, 2017.

67 Human Rights Watch interview with Clementina Bagno, Brasilia, November 22, 2016.
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The CRPD requires state parties to ensure the right of persons with disabilities to
education without discrimination and on an equal basis with others through inclusive
education at all levels: preschool, primary, secondary, and tertiary school, vocational
training and lifelong learning, and extracurricular and social activities.s8 The CRPD
prohibits excluding persons from the educational system on the basis of their so-called
“level of disability.” No formal or informal evaluation should be made to determine if a
child or an adult with a disability is capable of being educated in the general education
system.é Any evaluation should have the purpose of assessing the specific requirements a
person needs to fully support him or herin the general education system. The CRC also
establishes the right of every child to education.? In its 2015 review of Brazil, the CRPD
Committee expressed concern about children with disabilities being refused admission to
schools or charged extra fees as well as the lack of reasonable accommodation and

accessible school environments in the mainstream education system.

An arbitrary determination that a child can or cannot benefit from educational services
based on the alleged level of autonomy or disability constitutes discrimination. The state
has the obligation to ensure that private persons, included nonprofit organizations, do not
discriminate against persons with disabilities, including based on assumptions about
their ability to be educated.?2

“Muito Comprometido”? “Severe disability” has no definition

Throughout this research Human Rights Watch conducted in Brazil, public officials
and institution staff consistently referred to people with certain types of disabilities or
with multiple disabilities as having “severe disabilities” (muito comprometido). This

was usually in reference to people who could not communicate, had difficulties

68 CRPD, art. 24. United Nations Committee on the Rights of Persons with Disabilities, General Comment No. 4, On the Right
to Inclusive Education, UN Doc. CRPD/C/GC/4 (2016).

69 CRPD, art. 24.2.a
79 CRC, art. 28.1.

71 UN Committee on the Rights of Persons with Disabilities, Concluding Observations on the Initial Report of Brazil,
CRPD/C/BRA/CO/1, September 29, 2015, paras. 44 and 45.

72 CRPD arts., 1, 4, 5, and 24.
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understanding and self-functioning, had medical conditions that required intense
support, or had multiple disabilities.

Many officials and institution staff seemed essentially to justify a lack of enjoyment of
rights and services by certain people, based on this vague and essentially arbitrary
concept of “severe disabilities.” The term as they applied it has no clear meaning, and
instead seemed to represent a subjective and careless effort to create a category of
people who can be stripped of their autonomy and rights. International human rights law

protects all persons with disabilities, regardless of the so-called “level of impairment.”

A psychiatric ward in an institution in Rio de Janeiro. Residents of most institutions in Brazil live in
depersonalized conditions, have few if any personal belongings, and have little or no privacy.
© 2016 Human Rights Watch
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Lack of Accessibility in
Children’s Institutions
Although children with disabilities are

placed in institutions, including
general institutions for children, for
long periods of time, all three general
children’s institutions visited by
Human Rights Watch lacked an
accessible physical environment for
people with disabilities. In one
institution in Sao Paulo, for example,
stairs at the entrance made it
impossible for a child with physical
disability to enter or exit

independently.7s One institution in

Salvador had only one bathroom with

enough space for a wheelchair to fit, A locked door at an institution for people with
disabilities in the outskirts of Brasilia, (Federal District).

. . S P,
but it was in the girls’ section.” No Many institutions for adults with disabilities in Brazil

bathroom in any general institution have the look and feel of detention centers, with heavy

was fully accessible with toilets with doors with locks and barred windows in order to keep

. . eople inside. © 2016 Human Rights Watch
raised toilet seats and support bars. peop ¢

According to the Technical Guidelines: Reception Services for Children and Adolescents in
Brazil, institutions for children should be managed based on the principle of inclusion.7s
However, 2016 national survey shows that of the nearly 3,000 institutions for children and
adolescents throughout Brazil, only 584 have accessible entrances, 767 are accessible in

the bedrooms and spaces for common use, and 539 have accessible bathrooms.7¢

73 Human Rights Watch visit to an institution, Sdo Paulo, November 13, 2016.

74 Human Rights Watch visit to an institution, Bahia, April 5, 2017.

75 Human Rights Watch interview with Judge Reinaldo Cintra Torres de Carvalho, November 13, 2016 and ECA.
76 SUAS Census 2016, question 41.
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lll. Prolonged and Life-Long Institutionalization for
People with Disabilities

Staff members of different institutions, institution residents, and experts all told Human
Rights Watch that children with disabilities whose families are unable to care for them are
often placed in institutions for extended periods. Children with disabilities placed in
institutions remain there longer than other children and often remain as adults, sometimes
for their whole lives. Some institution staff told Human Rights Watch that children
frequently lose contact with their families.?7 As the director of an institution for adults with
disabilities in Sao Paulo, told Human Rights Watch people living in institutions “stay until
they die.”78 Some institution directors told Human Rights Watch that few residents ever
leave the institutions once they have entered. An ongoing civil inquiry into conditions in 16
institutions in Sao Paulo by the local Public Prosecutor's Office confirms that few people
leave institutions. In the last 10 years, just over 500 people left the 16 institutions; half due
to death and 77 transfers to other institutions. In the remaining cases, children were

adopted, or adults and children returned to their families.?

Adults with disabilities who are deprived of their legal capacity, or the right to make
decisions for themselves, and placed in institutions on the basis of their disability against

their will are victims of unlawful deprivation of liberty under the CRPD.

Human rights law recognizes the equal right of all persons with disabilities to live

independently and be included in the community with the freedom to choose and control
their lives. This right is founded on the core human rights principle that all human beings
are born equal in dignity and rights and all life is of equal worth.8 People with disabilities

should not be isolated from society, such as in Brazil’s institutions.

77 For example, Human Rights Watch interview with institution staff, Rio de Janeiro, November 8, 2016.
78 Human Rights Watch interview with institution director, Sdo Paulo, November 16, 2016.

79 S3o Paulo Prosecutor's Office Civil Inquiry no. 033/2017.

80 CRPD, art. 19.
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The CRPD Committee has stated that the
“systematic realization of the right to
independent living in the community
requires structural changes,” including
phasing out institutionalization. The
committee’s guidance states that “no
new institutions may be built by States
parties, nor may old institutions be
renovated beyond the most urgent
measures necessary to safeguard
residents’ physical safety. Institutions
should not be extended [and] new
residents should not enterin place of
those that leave.” In conjunction with

deinstitutionalization, states must

provide a range of individualized support

A 50-year-old woman with a physical disability in an

services which allow for personal choice institution in the outskirts of Brasilia (Distrito
and self-control. The aim of these Federal). She had lived in the institution for eight

individualized support services is the years and is not allowed to leave the institution
without permission from her sons.

realization of full inclusion of persons © 2017 Human Rights Watch

with disabilities in society and preventing

isolation and segregation from others within the community.8t

For children, Brazilian law states that placement of children in institutions can only be
determined by a judge and should be an exceptional and temporary protective measure,
only taken when a child’s rights are in danger and no alternative means to remedy the
situation are available. A specialized judge on children determines the protective

measures for the child. Placement in an institution should be reviewed every six monthss2

81 UN CRPD Committee General Comment No. 5, Living Independently and Being Included in the Community, UN DOC
CRPD/C/GC/5, October 27, 2017, paras. 28-37, 49.

82 Tq review placements, hearings take place at least every six months. The judge for children, the Public Prosecutor’s Office
and the Public Defender's Office visit institutions to monitor cases and receive complaints. The Public Prosecutor’s Office in
Brasilia said they had no procedural accommodation in place to enable children with disabilities to enter complaints.
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and preferably should not go beyond 18 months.8 However, this limit is not always
respected, particularly for children with disabilities. One public defender in Rio de Janeiro
told Human Rights Watch, “When it comes to children with disabilities, the [18 month] limit

is just a general recommendation, it is often longer in reality.”84

The CRC, CRPD, and the American Convention on Human Rights, to which Brazil is also a
party, acknowledge that the family is the natural environment for the growth and well-
being of all its members, particularly children, and including children with disabilities.8s
States should also ensure that children are not separated from their parents against their

will unless that separation lies in the child’s “best interests.”8¢

The United Nations Guidelines for the Alternative Care of Children additionally state that
financial and material poverty should never be the only justification for the removal of a
child from parental care, for receiving a child into alternative care, or for preventing his/her
reintegration, but should be seen as a signal for the need to provide appropriate support
to the family.”87 The CRPD states that a child should never be separated from his or her
parents against their will except when a judicial authority determines that this is in the
best interest of the child—and never on the basis of the child’s or a parent’s disability.
When immediate families cannot care for a child with disabilities, states should
“undertake every effort to provide alternative care with the wider family, and failing that,

within the community in a family setting.”88

Both the CRC and CRPD Committees have encouraged states to establish programs to

move children with disabilities out of institutions, also known as deinstitutionalization,

83Law no. 13.509, on amending Law No. 8,069 of July 13, 1990 (Statute of the Child and Adolescent), the Consolidation of
Labor Laws (CLT), approved by Decree-Law No. 5,452, dated May 1, 1943, and Law No. 10,406 of January 10, 2002 (Civil
Code), November 22, 2017.

84 Human Rights Watch interview with Pedro Gonzales, Public Defender, Rio de Janeiro’s Public Defender Office, Rio de
Janeiro, November 11, 2016. At the time of the interview there was a two-year limit.

85 American Convention on Human Rights, Adopted at the Inter-American Specialized Conference on Human Rights, San José,
Costa Rica, 22 November 196, art. 71.1, CRC, arts. 5, 9, CRPD, art. 23.1, CRC, General Comment no. 9, and UN Committee on
the Rights of the Child, General Comment No. 7, Implementing Child Rights in Early Childhood, UN Doc. CRC/C/GC/7/Rev.1
(2006), para, 49.

86 CRC, arts. 3(1) and 9(1).

87 United Nations Guidelines for the Alternative Care of Children, adopted February 24, 2010, G.A. Res. A/RES/64/142, para.
15.

88 CRPD, article 23(5).
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returning them to their biological or extended families or placing them in foster or adoptive
care. This includes providing children and their families with adequate community-based

supports, as described in more detail below.89

In its 2015 review of Brazil, the UN Committee on the Rights of Persons with Disabilities,
the expert body which monitors implementation of the treaty, expressed its concern about
the lack of access to support services, especially personal assistance services aimed at
enabling persons with disabilities to live independently and be included in the community.
The Committee called on Brazil to develop and implement a deinstitutionalization and
community-based living strategy with clear time frames and benchmarks, in consultation

with organizations of persons with disabilities.s°

Children with Disabilities Remain in Institutions for Long Periods

According to the 2016 survey of institutions, more than 60 percent of children with
disabilities in institutions have been living there for more than six years, compared to 5.7
percent of children without disabilities in institutions. For adults with disabilities, almost

62 percent have been in institutions for more than six years. 9

Similarly, a 2008 study on children with disabilities in institutions in Rio de Janeiro found

that children with disabilities typically live in institutions for long periods of time,

89 CRC, General Comment no. 9, para. 49. And, for example, CRPD Concluding Observations on Armenia (CRPD/C/ARM/CO/1
paragraph 12 (@) (b)); and CRPD concluding observations on Iran (CRPD/C/IRN/CO/1 paragraph 17 (c)).

90 CRPD Concluding Observations on Brazil, paras. 36 and 37.
91 SUAS Census 2016, question 28.
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including up to more than half of their lives. Children with disabilities do not participate in

public life and have their social and family bonds broken or weakened.92

Finally, a study carried out by order of the National Council of the Public Prosecutor’s Office
in 2013 confirms that for children with disabilities, institutions are not fulfilling their
objectives. Institutions are supposed to be provisional settings for children, but they
become permanent homes for those with disabilities. The study shows that what was
initially intended as provisional placement has transformed into confinement for children
with disabilities.ss

Entering as Children, Remaining as Adults

In seven institutions visited by Human Rights Watch, staff stated that there were adults
with disabilities who had been in the institution since childhood. 94 For example, in one
institution in Sao Paulo, at the time of Human Rights Watch’s visit in November 2016, 40
adults lived in the institution; most of whom arrived as children.ss Another institution for
children, also in Sao Paulo, houses people who remained even after reaching adulthood.

In November 2016, two residents were children and eight were adults up to age 44.9¢

92 |rene Rizzini, professor and researcher at Pontifical Catholic of Rio de Janeiro University, carried out a study of children
with disabilities living in institutions in Rio de Janeiro for long periods of time. “From confinement to reception: changing the
practice of institutionalization of children and adolescents with disabilities in the State of Rio de Janeiro,” [Do confinamento
ao acolhimento: mudando a pratica de institucionalizacao de criangas e adolescentes com deficiéncia no Estado do Rio de
Janeiro], CNPq/Ministério da Salde, 2008,
http://www.ciespi.org.br/media/Livros%20e%20Periodicos/Livros%20e%2o0periodicos%20pg%203/2Do_confinamento%2
0ao%z2o0acolhimento.pdf (accessed May 5, 2018). A second study found that 42.2 percent children with disabilities in Rio de
Janeiro in specialized institutions spend half their lives in institutions. For children with disabilities in general institutions,
59 percent spent more than half their lives there. Irene Rizzini and Neli Almeida, “Institutionalization of children and
adolescents with disabilities: annotations to a public policy agenda,” [Institucionalizacdo de criangas e adolescentes com
deficiéncia: anotacGes para uma agenda de politica pdblica], Revista Satide & DH, ano 7 n? 7, Rio de Janeiro: Fiocruz, 2011,
https://www.streetchildrenresources.org/resources/a-institucionalizacao-de-criancas-e-adolescentes-com-deficiencia-
anotacoes-para-uma-agenda-de-politica-publica/ (accessed May 5, 2018), pp. 159 -177.

93 Resolution Report no. 71/2011 [Relatorio da Resolucao N° 71/2011], National Council of The Public Prosecutor’s Office,
2013, p. 42.

94 Human Rights Watch visits to two institutions in Rio de Janeiro, November 2016; an institution in Brasilia, November 18,
2016; and an institution in Salvador, April 5, 2017.

95 Human Rights Watch interview with institution staff member, Sdo Paulo, November 15, 2016.

96 Human Rights Watch visit to an institution, Sdo Paulo, November 14, 2016.
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In one institution in Nova Friburgo, Human Rights Watch met a 70-year-old man who had
been in the institution for 65 years.9” In another institution in Rio de Janeiro, the director
explained, “We now have 51 residents, most of them have been here since they were
children. They have lost contact with loved ones outside the institution. Only

approximately 10 percent of them receive family visits.”98

In a different institution in Rio de Janeiro, a staff member described how Bernardo, a
resident who had recently turned 18, would return to the institution. Pointing to an empty
crib, the staff member told Human Rights Watch:

This is the crib of Bernardo, he turned 18 some weeks ago and went back
[briefly] to his family. Nevertheless, some weeks from now he is going to
return to the adult section of this institution. Bernardo family is unable to

support him at home.

An institution in Rio de Janeiro has 43 adult residents, all of whom grew up there. Nine
children, ages 12 to 18, also live there. Similarly, most people in one institution in Rio de
Janeiro are adults who arrived at the institution when they were children.t° In Brasilia, in
an institution originally designed for children, a 28-year-old adult remained in after turning
18.%1 |n an institution in Nova Friburgo, Human Rights Watch met a 70-year-old man who
had been living there since he was 10 years old.*2 Again, most people living in that

institution had arrived when they were children.

Antonia, a 5o-year old woman with an intellectual disability, has lived in institutions since

she was a child and has been relocated from one to another without her consent. She said:

97 Human Rights Watch visit to an institution, Rio de Janeiro, March 23, 2018.
98 Human Rights Watch interview with institution director, Rio de Janeiro, November 7, 2016.
99 Human Rights Watch interview with institution staff member, Rio de Janeiro, November 8, 2016.

100Hyman Rights Watch interview with Renata Ignarra, president, the Foundation for Children and Adolescents [Fundacao
para a Infancia e Adolescéncia FIA], Rio de Janeiro, November 9, 2016.

101 Human Rights Watch visit to an institution, Rio de Janeiro, November 18, 2016.
102 Hyman Rights Watch interview with institution staff, Nova Friburgo, March 23, 2018.
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Staff treats me well here, but I’d
rather live with my family. My
family is unable to care for me. |
have lived in many [different]
institutions during my life because
some of them have closed. When
they close one,  am sent to

another institution.t3

Antonia said that that the institution staff

never consulted her about her relocation

from one institution to another; they

simply moved her to another institution

without presenting any alternatives.o4

Denial of Legal Capacity and lllegal A man with an intellectual disability living in an

institution for 51 people with disabilities in the

Deprivation Of leerty outskirts of Brasilia, Distrito Federal looking through
In all adult institutions visited in Brazil, a locked door. © 2016 Human Rights Watch
institution directors or staff members told

Human Rights Watch that nearly all people living there had been stripped of their legal
capacity and were under the guardianship of another person, either the institution director
or a relative. Institution directors said that individuals with disabilities had been placed in
an institution without asking for their consent and was based solely on the consent of the
guardian, who is either a family member or the director of the institution. The denial of the
legal capacity of persons with disabilities in Brazil and their detention in institutions
against their will, either without their consent or with the consent of someone making

decisions on their behalf, constitutes an unlawful deprivation of liberty under the CRPD.5

103 Human Rights Watch interview with Antonia [not her real name], at an institution in Rio de Janeiro, November 10, 2016.
104 |bid.

105 “The denial of the legal capacity of persons with disabilities and their detention in institutions against their will, either
without their consent or with the consent of a substitute decision-maker, is an ongoing problem. This practice constitutes
arbitrary deprivation of liberty and violates articles 12 and 14 of the Convention.” UN CPRD Committee, Committee General
Comment No. 1, UN Doc CRPD/C/GC/1, May 19, 2014, para. 40. International Covenant on Civil and Political Rights (ICCPR),
adopted December 16, 1966, G.A. Res. 2200A (XXI), 21 U.N. GAOR Supp. (No. 16) at 52, UN Doc. A/6316 (1966), 999 U.N.T.S.
171, entered into force March 23, 1976, art. 9; ACHR art. 7; CRPD, art 14. CRPD Committee General Comment no. 5, para. 27.
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Legal capacity is the right of persons to make choices about their lives, make legal
decisions, and enter into binding contractual relations. Legal capacity affects all areas of
life: from choosing where to live, whether and whom to marry, having children, signing an
employment contract, or voting. Being recognized as someone who can make decisions is
instrumental in taking control over one’s life and participating in society with others.
Without it, an individual cannot exercise most human rights and his or her decisions have
no legal force. The right to legal capacity is a cornerstone to enable people with disabilities

to live independently and be included in the community.

Under Brazilian law, people with disabilities can be stripped of their legal capacity at the
request of an individual’s parents, legal guardian, spouse, or the director of an institution.
Legal capacity can also be deprived by a prosecutor through a procedure in which a judge
determines that the person is not capable of making decisions to administer his or her
property or, if the case may be, carry out civil acts, and a guardian (curadoror tutor is
appointed to make decisions on his or her behalf.2e¢ The CRPD states that persons with
disabilities have the right to recognition everywhere as persons before the law, and that
persons with disabilities should enjoy legal capacity on an equal basis with others in all

aspects of life.7

The International Covenant on Civil and Political Rights, to which Brazil is a party, prohibits
the unlawful deprivation of liberty. People with disabilities deprived of their legal capacity,
living in institutions in Brazil, and prevented from leaving the institution are unlawfully
detained under the CRPD. There is no way for a person deprived of legal capacity to
challenge their placement because they do not have legal standing to challenge it. They
can only do so with the consent of the guardian, who is the person who placed them in the
institution.»8 For adult persons under guardianship and placed in institutions in Brazil,

this decision is not periodically reviewed.?

106 Code of Civil Procedure, Law No. 13,015, March 16, 2015, arts. 747-763.
107 CRPD, art. 12(2) and (3).

108 |CCPR 9(4) and Inter-American Court of Human Rights, Castillo Petruzzi et al. v. Peru, para. 184. When there is no recourse
the Court considers it also a violation to the right to an effective remedy.

109 United Nations Human Rights Committee, General Comment 35, on Liberty and Security of Person, UN Doc CCPR/C/GC/35,
December 16, 2014, para. 12.
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In one institution in Rio de Janeiro visited by Human Rights Watch all 5o residents with
physical, intellectual, and psychosocial disabilities were under the guardianship of the
director. They had all entered institutions as children.®° In a second institution visited in
Rio de Janeiro, all 25 residents were under guardianship. One resident was under the
guardianship of his mother, and the rest were under the institution director’s
guardianship.mt In Sao Paulo, Human Rights Watch visited one institution in which all
eight adult residents with intellectual and physical disabilities living there were also

under guardianship.u2

In an institution in the Federal District, staff explained that the majority of residents living
there were under guardianship; the director of the institution was the guardian of 26
residents.3 In Bahia, Human Rights Watch visited an institution for 87 persons with
intellectual and other disabilities, all of whom were under guardianship. Only five of the
residents were allowed to manage their own money and all female residents were given
contraceptives without their consent.®# Human Rights Watch visited five inclusive

residences and all residents were under guardianship.us

People in institutions under guardianship are not free to leave permanently or even go out
for an outing without permission because guardians maintain full control over the person’s
life, including where they live, where they go, and even with whom they speak. For
example, Luciene Lima, a woman in her 50’s with cerebral palsy, lives in an institution in
Rio de Janeiro. Lima shared a copy of her book, an autobiography detailing her life, which
she wrote in the institution. As a girl, Lima had lived with her mother, who worked as a
housekeeper. When Lima turned 12, her mother was unable to care for her and sent her to

an institution. Her book describes her experience:

| used to question myself on why | had to live in an institution, unable to go

to school like most children do. | even had the opportunity to go back with

110 Hyman Rights Watch interview with institution staff member, Rio de Janeiro, November 7, 2016.
111 Human Rights Watch interview with institution staff member, Rio de Janeiro, November 8, 2016.
112 yyman Rights Watch interview with institution director, S3o Paulo, November 16, 2016.

113 Human Rights Watch interviews with institution staff, Brasilia, November 18, 2016.

114 Human Rights Watch interview with institution staff, Bahia, April 5, 2017.

115 Human Rights Watch interview director of an inclusive residence, Sdo Paulo, November 16, 2016.
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my mother for a little while. Extended family members and friends helped
us find a house, ...but expenses were high, and my mother started to get
old [82 years] and was unable physically to provide support for me to get

into bed, so after discussing it, we decided that | had to come back here.16

Although Lima participated in the decision to return to the institution, , the institution is
now her guardian and staff there control her ability to leave institution, even for a short
time. For example, when questioned about the possibility of a friend inviting Lima for

dinner, a staff member said it was out of the question.»7

In another institution visited by Human Rights Watch, Carolina, 50, described feeling
imprisoned in the institution where she had been for eight years due to the lack of
opportunities to leave and live in the community. She acquired a physical disability
following a severe beating by a family member which injured her back. Her sons placed her
in the institution against her will because she had difficulty caring for herself. She wants to

leave the institution but does not have anywhere to go. She said,

This place is very bad, it is like a prison. | don’t want to stay here. I’'m
obliged to be here. My sons don’t want to support me at home. ... Although
two of my sons come and visit me every two weeks, | never get to go out
[anywhere]. | would like to go out, away from here, it’s my dream. When you
come like this [with a disability], it’s over.8

Institution staff in institutions visited by Human Rights Watch also maintain control over
people’s schedules and personal choices. For example, Human Rights Watch asked one
man, 29, with a physical disability who studies at a university, about his control over his
routines in the institution. Regarding sleep, he said that he had no choice but to comply
with the staff. “l have to go to bed when they tell me to,” he said.®9 Similarly, Human

Rights Watch tried to independently interview adults with disabilities in this institution and

116 | ycienne Lima, O aroma de uma Vida (Scent of a Lifetime).

117 Human Rights Watch interview with institution staff member, Rio de Janeiro, March 19, 2018.

118 Hyman Rights Watch interview with Carolina [not her real name], near Brasilia, November 18, 2016.
119 Human Rights Watch interview with Joseph [not his real name], Rio de Janeiro, March 19, 2018.
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In many institutions, staff use beds with high bars to confine persons with disabilities.
© 2016 Human Rights Watch

one of the members of staff referred to adult residents as “children,” saying, “Why do you
talk to the children themselves? They aren’t responsible for themselves, we are. You should
talk to us, not them.”=2e In an institution in Sao Paulo, after Human Rights Watch spoke to
two residents who agreed to an interview, the administrative director intervened and ended
the conversation. She said, “They are people with disabilities you cannot consider
everything they say as true.” She refused to acknowledge that the consent they had given to

the interview as valid, saying only the institution director can give authorization.®!

120 Hyman Rights Watch interview with institution staff, Rio de Janeiro, March 19, 2018.
121 Human Rights Watch interview with institution staff, Sdo Paulo, November 15, 2016.

51 HUMAN RIGHTS WATCH | MAY 2018



Steps to End Guardianship in Brazil

In 2015 Brazil adopted the Statute for Persons with Disabilities which established the
rights of persons with disabilities to exercise their legal capacity on an equal basis
with others. The law limited restriction of legal capacity only for financial transactions
and business acts, but not for other decisions.®22 However, before the statute entered
into force, parliament adopted a new civil procedure code which revoked these
provisions. At the time of writing, the full guardianship system remains in place.
However, Brazil’s Congress is considering a draft law to harmonize its legal
framework, which would partially create supported decision-making mechanisms.23
Supported decision-making is a system for those who want assistance in making

decisions or communicating them to others.

The CRPD requires that states take appropriate measures to provide access to the
support that persons with disabilities may need and want in order to exercise their
rights and make important life decisions for themselves. Measures relating to support
for the exercise of legal capacity should include appropriate safeguards to prevent
abuse.24 Support for persons with disabilities can take various forms and can include:
accessibility measures and reasonable accommodation in understanding information
and consequences of legal acts; provisions of advance directives; and the
appointment of one or more support persons chosen by the person concerned.
According to the CRPD Committee, in exceptional cases, when it is not possible to
determine the will and preferences of the person, even after serious and sustainable
efforts have been made, the best interpretation of will and preferences must replace
any “best interest” determinations. This respects the rights, will, and preferences of
the individual; the “best interests” principle is not a safeguard for adults which
complies with the CRPD.25

122 | aw of Brazil on Inclusion of People with Disabilities (Statute on People with Disabilities), no. 13,146/2015, July 6, 2015.

123Senate Bill No. 757, 2015, Amending Law No. 10,406, dated January 10, 2002 (Civil Code), Law No. 13,146, of July 6, 2015
(Statute on People with Disabilities), and Law No. 13,105 of March 16, 2015 (Code of Civil Procedure).

124 CRPD, art. 12(3).

125 CRPD, General Comment 1, para. 21.
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Monitoring of Institutions

Human Rights Watch identified gaps in monitoring of institutions. Under Brazilian law,
nonprofit organizations providing social services are registered with Municipal or Federal
District Social Assistance Councils, including institutions such as shelters, homes and
some medical facilities.26 Social assistance institutions that provide services to children
should be registered with Councils for Children.?27 Councils monitor and evaluate agencies
providing social assistance and have the authority to visit institutions to evaluate their
compliance with thechnical guidelines for operation.*28 The councils can suspend or cancel
the registration of social assistance entities that fail to comply with technical guidelines
and standards. All institutions registered with the Social Assistance Councils are required
to submit annual reports to the council detailing their compliance with tehcnical rules for

their operation to renew their registration.®9 Councils should publish annual reports.t°

The chair of the Municipal Social Assistance Council in Salvador told Human Rights Watch
that there are 298 institutions in Salvador, and the council has visited 65 percent of them
in the last two years. Staffing limitations prohibited them from visiting more institutions.
When the council finds an institution out of compliance with technical rules, it issues
instructions for necessary changes. However, it is not consistently able to follow up on an
institution’s actions on the recommendations, except by examining the institution’s
mandatory annual self-reporting. Municipal councils cannot receive individual complaints

regarding agencies delivering social services.®!

126 5o cial Assistance Councils consist of government officials and civil society members and participate in the formulation,
evaluation, control and monitoring of social assistance policies. Law on Social Assistance, art. 9; Resolution of the National
Council on Social Assistance, no. 109. Human Rights Watch requested interviews with staff at Municipal Councils in Rio de
Janeiro, Sao Paulo and the Federal District, but none of them agreed to interviews. The Municipal Council of Salvador agreed
to be interviewed.

127 Human Rights Watch interview with Roberto Souza, Public Prosecutor from Sdo Paulo, April 26, 2018.

128 A|s0, each municipality in Brazil has its own bylaws and regulations, including for the work of Social Assistance Councils.
Law establishing the Municipal Council of Social Assistance of Rio de Janeiro, law no. 2469, August 30, 1996; Law
establishing the Municipal Council of Social Assistance of Sao Paulo, law no. 12.524, December 1, 1997.

129 Resolution of the National Council for Social Assistance no. 16, May 5, 2010; And, for example, law establishing the
municipal council of social A\assistance of the Federal District, Law N2 997, December 29, 1995.

130 Bylaw of the Rio de Janeiro Social Assistance Municipal Council art. 2, section XVII.

131 Human Rights Watch interview with Jozias Sousa, Chair of the Municipal Council for Social Assistance in Salvador, Bahia.
April 19, 2018.
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For institutions for children, there is more regular monitoring. For children in institutions,
judges are obliged to conduct periodic hearings to assess the situation of every child
placed in the institution by judicial order to determine if the child should remain, be
transferred into some other form of protective measure, or return to their family.:2 Public
prosecutors’ offices are obligated to visit social assistance institutions for children,
including for children with disabilities.’s3 There are some institutions where children with
disabilities live which operate as medical facilities and are not registered as institutions or
homes for children and are not subject to the prosecutors’ mandatory review.4
Prosecutors also have the authority to monitor institutions for adults with disabilities,
although there is no binding resolution obliging them to do so, only a recommendation
from January 2018.135

Prosecutor’s offices have petitioned courts for the closure of or to intervene in institutions
after identifying mismanagement and abuse.s¢ In all states Human Rights Watch visited for
this research, prosecutor’s offices have special units on the rights of persons with
disabilities and on children’s rights.7

132 Only specialized judges for children can place a child in an institution on an exceptional and temporary basis, for up to 18

months, as a protective measure when the child's rights are in danger and no solutions are available. A full explanation is
provided above.

133 A June 2011 resolution from the National Council of the Federal Prosecutor’s Office instructed all prosecutor’s offices to
perform periodical reviews to shelters for children according to the size of the municipality concerned. Resolution No. 71,
June 15, 2011.

134 Human Rights Watch interview with Roberto Souza, Public Prosecutor’s Office, Sdo Paulo, April 26, 2018.

135 National Council of the Federal Prosecutor recommendation no. 64, January 24, 2018. The recommendation establishes
that Public Prosecutors’ Offices should ensure residential institutions provide adequate physical conditions, material and
staff resources.

136 “pyplic prosecutors in Brasilia asked for the removal of the Ceildndia Esperanca Shelter managers” [Promotoria pede
asastamento da direcao do Abrigo dos Excepcionais de Ceilandia], Diario de Ceildndia, December 19, 2014,
http://www.diariodeceilandia.com.br/2014/12/promotoria-pede-afastamento-da-direcao.html (accessed February 2, 2018).
137 Human Rights Watch interviews with Luisa de Marillac, Public Prosecutor’s Office in Brasilia, November 18, 2016; with
Eliane de Lima Pereira, Rafael Luiz Lemos de Souza, Rodrigo Merina, Public Prosecutor’s Office in Rio de Janeiro, March 28,
2017; with Sandra Lucia Garcia Massud and Luciana Bergamo, Public Prosecutor’s Office in Sao Paulo, April 3, 2017; with
Pedro Gonzales, Public Defender’s Office in Rio de Janeiro, November 11, 2016; and with Ana Virginia Rocha, Public
Defender’s Office in Salvador, Bahia, April 4, 2017.
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A young woman in a dormitory in an institution in Rio de Janeiro.
© 2017 Human Rights Watch

Complaint Mechanisms

The Public Prosecutor’s Offices in Brazil can also initiate investigations based on
individual complaints. However, Human Rights Watch found that none of the institutions
for adults and children with disabilities in institutions visited had visible information
about complaint mechanisms and procedures and no individually tailored procedures to
enable persons with disabilities to enter a complaint. For some people, their disability may
hinder their ability to independently file a complaint to the Public Prosecutor’s Office or
other agency under those agencies existing procedures. Some individuals may require

assistance or accommodations to do so. Officials from Public Prosecutor’s Offices in
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Brasilia and Sao Paulo each confirmed that there are no accommodations available to
ensure that persons with disabilities in shelters could file complaints, despite the fact that

the 2016 law on inclusion requires the government to provide such accommodations.:38

Procedural accommodations entail individually tailored modifications to procedures to
ensure persons with disabilities access to justice, on an equal basis with others, such as
providing personal assistance, easy-to-read versions of texts, sign language interpretation,

or documents in braille format.9

The lack of an accessible complaints mechanism creates a risk that human rights violations
such as neglect, the use of restraints, sedation, or forced and unnecessary medication could
occur without victims having the ability to report and seek protection. Persons with
disabilities have the right to be informed about their rights and obligations under law

through appropriate and accessible means, including how to file complaints and petitions.

Economic Factors that Contribute to Institutionalization

Institution managers, disability rights advocates, and parents told Human Rights Watch
that for some families of children with disabilities, the lack of sufficient government
support and accessible services for parents to raise their children at home was a factor in
their decision to place their child in an institution, sometimes indefinitely. Human Rights
Watch also documented some cases in which foster or adoptive families returned children
to institutions; citing the lack of sufficient services to support them in raising the child.
Services that children with disabilities and their families need include things like inclusive
education in neighborhood schools, accessible day care centers, accessible
transportation, medical care and relevant therapies as well as financial support to help

families meet the specific needs of the child with a disability.

138 Human Rights Watch interviews with Luisa de Marillac, Public Prosecutor’s Office in Brasilia, November 18, 2016; with
Sandra Lucia Garcia Massud, Public Prosecutor’s Office in Sao Paulo, April 3, 2017; and with Marcia Regina Ribeiro Teixeira,
Public Prosecutor’s Office in Bahia, April 2017.

139 For example, see training material from Bizchhut (Israel Human Rights Center for People with Disabilities) for justice
institutions and law enforcement agencies on implementing procedural accommodations for people with disabilities. Sharon
Primor and Na’ama Lerner, “The Rights of Persons with Intellectual, Psychosocial and Communication Disabilities Access to
Justice: Accommodations in the Criminal Process,” http://bizchut.org.il/he/wp-content/uploads/2015/01/Booklet-The-right-
of-persons-with-disabilities-to-access-to-justice.pdf (accessed April 9, 2018).
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A study by the National Council of the Public Prosecutor’s Office found that parents’ lack of
material resources required to provide basic care needs, treatment, and health services for
their children with disabilities is among the main reasons that parents are unable to raise
their children at home and judges deciding to place them in institutions.° As described in
more detail below, although the federal, state, and municipal authorities in Brazil have
undertaken some steps to provide services and essential benefits to children with
disabilities: authorities at all levels of government should look to expand and revise

policies and programs to support children with disabilities to grow up with their families.

Celia Barcellos, a woman living in Rio de Janeiro, told Human Rights Watch that she

wanted to raise her son, Leonardo, now 25, at home, but could not for financial reasons:

| suffered deeply when Leonardo had to be moved into the institution when
he turned 15, but | had no other alternative. ... The state doesn’t provide me
with any support, and | am not entitled to receive the BPC because | earn
more than the minimum wage. It has been very hard for us. Leonardo had to
drop out from school because authorities said they were not able to provide
assistance during the day, and that | had to stay with him during school
hours if he wanted to continue studying. | have to work, and was unable to

do that, so he only managed to finish the first year of high school.

Other families described feeling that institutionalization might be their only option,
despite their efforts to raise their child at home. Vilma, mother of a 13-year-old girl with
spina bifida living in Salvador, told Human Rights Watch that she is worried that she may
have no choice but to place her daughter in an institution in the future due to the lack of
support services for her to raise her daughter at home. Vilmasaid that she could not work
because she had to take care of her child full time, in the absence of services in the

community, including an inclusive school:

140 National Council of the Public Prosecution Service, “A Closer Look at Childcare Services for the Country,” Report of the
Resolution N° 71/2011, 2013, p. 87.

141 Human Rights Watch interview with Celia Barcellos, Rio de Janeiro, March 28, 2017. According to the bylaw that regulates
BPC, essentially all persons with disabilities who live in institutions are entitled to receive the benefit, regardless of their

family income because they do not live with their families. Decree no. 6,214, September 26, 2007, art. 4, V.
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The [state social payment] ... is essential for me and my daughter. | manage
to buy food, clothes and pay the rent, but it is not enough to provide for all
of my daughter’s needs. My daughter needs a wheelchairand | am not able
to buy it. Awheelchair was given to us, but it is not tailored to her needs.

The footrests are too long for her legs.142

While in the institution, children may become isolated from their families which increases
the potential that they will remain in institutions for long periods and perhaps into
adulthood. One factor can be the cost of traveling to the institution. For example, Rita

Barreto, director of an institution in Rio de Janeiro, well outside of the city center, said:

Although children have living parents, they do not come to visit because
they live in other cities which are far away and cannot afford to pay for

transport.43

Human Rights Watch interviewed parents of children with disabilities, who worried about
their children’s future and lack of options other than placement in institutions. For example,
Roseli, mother of Jodo, a young adult with disabilities, told Human Rights Watch: “We are
getting older. We don’t want them to go to an institution, so we are thinking of a way to

secure their future, so they can live in the community when we are gone.”4

Children Returned to Institutions from Foster and Adoptive Care

Through interviews with some parents and institution staff, Human Rights Watch
documented how some children with disabilities were returned to institutions after having
been adopted or taken into foster families due to the lack of sufficient services in the

communities for the families.

Alvaro told Human Rights Watch that he arrived at the institution when he was 10, was

briefly adopted by a family, and then returned to the institution. Alvaro has a disability

142 Human Rights Watch interview with Vilma [not her real name], mother of a 13-year-old girl with a disability, Salvador, April
5, 2017.
143 Human Rights Watch interview with institution director, Rio de Janeiro, November 8, 2016.

144 Human Rights Watch interview with Roseli [not her real name], mother of Jodo, a young adult with disabilities, Rio de
Janeiro, November 9, 2016.
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which causes progressive decline in sensory and motor function, particularly of the legs
and feet. The lack of sufficient support for him and his family for him to live in the
community contributed to his initial placement in and subsequent return to the institution.
Alvaro said he never had a wheelchair and relied on others to help him move around. Due

to the difficulty walking, he had to drop out of school.

According to the institution manager, although they wanted to support Alvaro to the
greatest extent possible, they were not allowed to spend money on building infrastructure
and thus could not build an accessible bathroom. Financial difficulties prevented them

from buying him a wheelchair. As a result, Alvaro remained largely confined to his room.s

In early 2017, Catarina adopted Teresa, a 6-year-old girl with an intellectual disability, from
an institution in Rio de Janeiro. Catarina told Human Rights Watch that while in the
institution, Teresa was only fed by tube; at home, she has started to eat orally. Teresa’s
motor skills developed enormously, and she was able to move with ease. Teresa attended
a local community school with other children her age. Despite these developments, after
about six months Catarina felt compelled to return Teresa to the institution. According to
the institution director, the major obstacle for Catarina was insufficient social services to

support herin raising Teresa at home.6

This institution director confirmed a similar case. She told Human Rights Watch about a
child with microcephaly who was placed in a foster care family, only to be returned to the
institution almost immediately. The parent stated that it was too expensive and time
intensive to care for him due to insufficient social supports.%” The director of the Niteroi
institution in Rio de Janeiro told Human Rights Watch that a 19-year-old man with an
intellectual disability was briefly adopted as a child, but then returned back to the
institution. The manager said that this man suffered serious emotional distress after

being returned.8

145 Human Rights Watch interview with Alvaro [not his real name], instituion, Bahia, November 6, 2017.

146 Human Rights Watch interview with Catarina [not her real name], Rio de Janeiro, March 27, 2017, and Human Rights Watch
WhatsApp correspondence with an institution director, January 25, 2018.

147 Human Rights Watch interview with Rita Barreto, Rio de Janeiro, November 11, 2016.
148 Human Rights Watch interview with an institution director, Rio de Janeiro, March 28, 2017.

59 HUMAN RIGHTS WATCH | MAY 2018



Neiva Correa Marins and Carlos Eduardo Cruz are a couple from Rio de Janeiro who adopted Silvana and

Sofia, ages 3 and 4, two girls with intellectual disabilities in 2016. “They started to thrive when we took
them to our home,” Correa Marins said. © 2018 Human Rights Watch

Janete Aparecida Giorgetti Valente, the manager of the foster family service program in
Campinas, also indicated that social supports are not sufficient and that potential foster
families “are not always available to support children with disabilities because they work

and don’t have time to take care of a child’s special needs.”

Francisca, 3, has a physical and an intellectual disability. She was adopted by a family in
Rio de Janeiro in 2016. When the family adopted her, Francisca could not walk; in their

care, she gradually started developing motor skills. Her mother, Flavia, said:

Francisca surprises my husband and | every day. The neurologist told us

that she was not going to be able to do anything. But that has been proven

149 Human Rights Watch interview with Janete Aparecida Giorgetti Valente, Municipal Secretariat of Social Assistance and
Municipal Security, Campinas, March 30, 2017.
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to be false. She can now eat by herself instead of having to be fed with a
syringe. ... Her learning skills are developing fast, although motor skills

could improve much more. She has exceeded all of our expectations.s°

Neiva Correa Marins and Carlos Eduardo Cruz are a couple who adopted two girls with

intellectual disabilities, Silvana and Sofia, ages 3 and 4, in 2016. Correa said:

Our daughters have made enormous progress. Silvana was not able to walk
at all at the institution, but after six months of living with us, now she’s
walking. It has everything to do with individualized support. Everyone was
amazed when they saw Silvana return to visit friends at the institution and

was walking. ‘I’m here! I’'m walking,’ Silvana said to them.:

150 Human Rights Watch interview with Flavia [not her real name], Rio de Janeiro, March 27, 2017.
151 Human Rights Watch interview with Neiva Correa Marins and Carlos Eduardo Cruz, Rio de Janeiro, March 27, 2017.
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IV. Government Response

The government of Brazil has in place policies to help protect the rights of persons with
disabilities. It is not within the scope of this report to detail all of them. This chapter
focuses on the most relevant policies and programs the government can further develop to
better ensure the rights of people with disabilities, including the right of children to grow
up in a family, the right of people with disabilities to live independently in the community,
and other rights.

Brazil’s Financial Crisis and Funding for Institutions

Brazil is currently facing a severe financial crisis that has resulted in budgetary shortfalls
and cuts, including to many social services. The government relies almost exclusively on
private institutions to house children and adults with disabilities. Most of these
institutions, including those Human Rights Watch visited, are facing severe financial
hardship. In some cases, where institutions have agreements with municipal or state
authorities for funding, authorities have not delivered funds in a timely manner or stopped
funding institutions for extended periods of time. In Rio de Janeiro, two institutions were
forced to close in 2016, with 113 adults with disabilities who had to move to other
institutions.®s2 In other cases, institutions rely entirely on local or foreign donations
without government support. The government has a responsibility to ensure conditions in
all facilities authorized to operate by the government to guarantee the basic rights and
human dignity of people with disabilities. These funding questions further highlight the

practical problems of residential institutions for people with disabilities.

When moving away from residential care, governments should seek to reallocate resources
currently devoted to institutions toward community-based services. The Office of the High
Commissioner for Human Rights, UNICEF, some national governments that have pursued
deinstitutionalization, and non-governmental organizations have found that services

based in the community, rather than concentrated in residential institutions, and support

152 Human Rights Watch interview with Pedro Gonzales, Public Defender, Rio de Janeiro, November 11, 2016.
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to families are often no more expensive to run than an institutionalized system.s3 During
the period of moving from residential care to community-based living arrangements and
services, there are likely to be additional costs due to the transition and the parallel

existence of two systems.s4

Potential to Support Independent Living

Inclusive Residences

In 2009, the National Council for Social Assistance started a program called “inclusive
residences,”ss which are designed to provide personalized care in small groups for people
with disabilities who are unable to care for themselves without support and have no family
assistance, or who are in the process of leaving institutions.s¢ The municipal social
assistance authority identifies people who are eligible to live in one of the residences. The
residences should house no more than 10 adults with disabilities. Inclusive residences can
include both men and women and can have diverse types of disabilities. Services such as
healthcare and education should be provided in the community and not within the

residence.s7” As of December 2016, there were 155 inclusive residences in Brazil.1s8

153 See for example, “Institutional care is eight times more expensive than social services support to vulnerable families,”
Lumos, “The Cost of Change,” https://www.wearelumos.org/what-we-do/policy/cost-of-change/ (accessed February 14,
2018); UNICEF, “Towards Alternative Care Services in Armenia: Costing Residential Care,”
https://resourcecentre.savethechildren.net/library/towards-alternative-child-care-services-armenia-costing-residential-care
(accessed February 14, 2018). The UNICEF study found: “services of residential institutions are very expensive”...“the
reallocation of children into family care does not necessarily lead to the creation of an additional burden on the state
budget” and that “the savings can be quite tangible.” According to a UK study from 2008, the average cost for maintaining a
child for a week in a residential placement is 4.5 times that of an independent living arrangement, eight times that of the cost
for foster care, 9.5 times that of a placement with family and friends, and more than 12.5 times that of a placement with own
parents. Eight children could be placed in foster care for every child placed in a residential unit. H. Ward, L. Holmes, J. Soper,
“Costs and consequences of placing children in care,” Jessica Kingsley Publishers, 2008, in Report of the Ad Hoc Expert
Group on the Transition from Institutional to Community-Based Care, 2009, p. 13. A report from the Estonian National Audit
Office showed that the state pays between 10,000 and 16,000 kroon per month for each child raised in a substitute home,
compared to 3000 kroon per month for each child in foster care. Estonian National Audit Office, as cited in, “Opening Doors
for Europe’s Children: Deinstitutionalization and Quality Alternative Care for Europe’s Children,” September 2014.

134 European Expert Group on the Transition from Institutional to Community-based Care, “Common European Guidelines on
the Transition from Institutional to Community-Based Care,” Brussels, November 2012, pp. 102-103.

155 National Council for Social Assistance Resolution No. 109, November 11, 2009.

156 |nstitutional Welfare Service for Youth and Adults with Disabilities in Inclusive Residences, “Preliminary Technical
Guidelines, Questions and Answers,” http://www.ocuidador.com.br/imgs/utilidades/cartilhao1-50fd29d85bec3.pdf
(accessed May 5, 2018).

157 |bid., pp. 10- 11.
158 SUAS Census 2016, p. 10.
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The stated purpose of inclusive residences is to end segregation and promote community
living, shifting the paradigm from isolation and discrimination embodied in institutional
settings for people with disabilities. It aims to foster peoples’ autonomy and strengthen
their ties with their families and society.® This program envisions that institution and
residential services in Brazil needed to be restructured through the establishment of new
modalities of care to move away from large — scale institutions and group residential
establishments for long periods (orphanages, boarding schools, educational
establishments, homes, among others).16° These services should operate within a unit
embedded in the community and include residential characteristics, a comfortable and

safe environment, and adequate physical infrastructure.

Unrealized Potential of Inclusive Residences

Human Rights Watch visited four inclusive residences in Sao Paulo and one in Salvador,
which were home mainly to people with intellectual disabilities as well as a few people
with physical disabilities and one woman who is blind. In the residences visited, Human
Rights Watch researchers observed more personalized care, and some residents work or
have more opportunities to participate in society than people living in larger institutions.
All of the residences visited by Human Rights Watch were newly built houses located in
communities. The homes were clean, well-organized, and some residents participated in
household tasks. The staff was professional and appeared to provide quality services and
more personalized attention to residents. Some residents work, study, or have other

opportunities to participate in society.

Despite their smaller size and newness, the five inclusive residences which Human Rights
Watch visited in Brazil have the character of institutions. People typically have little
privacy; little control over their lives, including daily routines of eating and sleeping,
romantic relationships, as well as how to spend their own money. They have few

opportunities to make decisions independently, including whether or not to live in the

159 “Guidelines on the Institutional Reception Service for Youth and Adults with Disabilities in Inclusive Residences,
Questions and answers,” November 2014, p. 9.

160 |hid., and State report of the Brazilian government submitted to the CRPD Committee, 2012, para. 154. Resolution Number
109, November 11, 2009.

161 For information on the operation of this program see:
http://www.mpsp.mp.br/portal/page/portal/cao_civel/aa_ppdeficiencia/aa_ppd_diversos/Perguntas%20e%20Respostas
%20sobre%20Residencia%2olnclusiva.pdf.
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inclusive residence in the first place. The director of one residence confirmed that

“inclusive residences are smaller institutions but with a different name.”162

According to the CRPD committee and the UN’s Office of the High Commissioner for Human
Rights, the most prominent characteristics of an institution include: the lack of control over
day-to-day decisions; rigidity of routine, irrespective of personal preferences or needs;
identical activities in the same place for a group of persons under a central authority;
paternalistic approach to the provision of services; and supervision of living arrangements

without consent.:63

Human Rights Watch found that the five inclusive residences we visited in Brazil made
some attempts to promote autonomy and life-skills for some residents but fell short of
facilitating meaningful independence. For example, Francisco, a 19-year old with an
intellectual disability, said he worked at a fast food restaurant as a janitor and earned his
own money. He liked living at the residence. However, he had to ask permission to leave
the residence to do activities, which staff members sometimes refused. “It is like having a
mother,” he said.®4 Francisco longed for a more independent life, which he felt he could

manage with support:

| believe we should have more freedom, | dream of starting my own
business, marrying, and having a family of my own. | might need support to

do this, but I’'m sure | can handle it.265

Awoman in one residence told us she had a boyfriend at a nearby residence and that she
longed to get married, but the staff of the residence did not allow her to see him on her

own. She said:

162 Hman Rights Watch interview with director of inclusive residence, Sdo Paulo, November 15, 2016.

163 Office of the High Commissioner for Human Rights (OHCHR), “Thematic study on the right of persons with disabilities to
live independently and be included in the community,” A/HRC/28/37, December 12, 2014, para. 21; and CRPD Committee
General Comment no. 5, para. 16.

164 Human Rights Watch interview with Francisco [not his real name], S3o Paulo, November 15, 2016.
165 Human Rights Watch interview with Francisco, Sdo Paulo, November 15, 2016.
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| have a boyfriend who lives at the residence for men. He is now 32 years
old. I would like to marry him, but I’m only allowed to visit him on weekends
when someone takes me to where he is. | am not allowed to go by myself

because [the staff says] would be dangerous [to travel alone].¢¢

In one residence, residents were allowed to have their own bank accounts, but residence
staff managed the money and gave money to residents only according to what the staff

deemed as reasonable.7

Despite the spirit of the inclusive residences policy, Human Rights Watch observed that
staff in two of the five residences visited did not appear to be supporting residents’
autonomy and equality. Although all of the residents are adults, staff typically refered to
them as children, calling them boys or girls (meninos/meninas). They encourage residents

to call visitors “auntie” or “uncle,” connoting an adult-child relationship.¢8

Persons with disabilities who live in inclusive residences do not have a say as to whether
or not they want to live there. As a result, they are denied the right to decide where and
with whom to live, on an equal basis with others. The manager of one residence explained
that the head of the municipal social assistance department decides where to place
people based on existing vacancies.®? As such, persons are placed in an inclusive

residence without expressly giving their consent.

The inclusive residence program has the potential to facilitate persons with disabilities
currently in institutional care to gain skills and autonomy necessary to move out of
institutions, live independently, and exercise control over their own lives. However, they
should not be seen as a complete and adequate solution in and of themselves. The CRPD
Committee has repeatedly said that small homes, like Brazil’s inclusive residences, are
still an institutional form of services, which segregates people with disabilities and limits

personal autonomy and cannot be conflated with independent living arrangements.7°

166 Human Rights Watch interview with Mariana [not her real name], Sao Paulo, November 15, 2016.

167 Human Rights Watch interview with director of an inclusive residence, Sao Paulo, November 15, 2016.
168 Hyman Rights Watch visit to an inclusive residence, Sdo Paulo, November 15, 2016.

169 Human Rights Watch interview with director, of an inclusive residence, Sdo Paulo, November 15, 2016.
170 CRPD Committee General Comment no. 5, para. 16.
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Independent living means that individuals with disabilities are enabled to make all
decisions that concern their lives, including deciding one’s place of residence, daily
routine, personal relationships, clothing, nutrition, hygiene and health care, religion,
culture, and sexual or reproductive rights.7* The right to live independently and be
included in the community should not depend on the level of support a person with a
disability needs.72 Institutions, large or small, restrict persons with disabilities from

exercising control over their lives.'73

Other countries have good practices as alternatives to institutions that could be taken as
examples for how to ensure people with disabilities can live independently and make
choices on an equal basis with others with support as necessary. For example, the
Croatian government secured apartments for some persons with intellectual and
psychosocial disabilities who previously lived in institutions and gave them the option of
living in the apartments with support in managing daily tasks if needed. Similar programs,
one run by the government and two by non-governmental organizations in Kazakhstan,
support 60 people with intellectual, developmental, and psychosocial disabilities to live in

apartments or houses.74

The Ministry of Development in Brazil should consider reforms to the inclusive residences
program to ensure the residences serve as transitional homes with the goal of facilitating
people’s genuine autonomy and independent living rather than simply a smaller
institution. Authorities should take steps to design and ensure a range of in-home,
residential and other community support services, including personal assistance

necessary to support living and inclusion in the community.

Youth Republics
Brazil has a system of small residences, known as youth republics, for young adults
between 18 and 21 years old who have aged out of institutions for children, designed to

develop life skills and promote autonomy. They are organized in groups of up to six men or

171 CRPD Committee, General Comment no. 5, para. 16.
172 CRPD, preamble (J).

173 CRPD Committee, General Comment no. s, para. 16.
174 Human Rights Watch, “Croatia: Locked up and Neglected. Meager Progress on Moving People with Disabilities into the
Community,” News release, October 6, 2014, https://www.hrw.org/news/2014/10/06/croatia-locked-and-neglected.
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women in an apartment, supervised by professional staff who manage the household and
support young people in accessing social assistance. Young people in this system are
encouraged to find a job and gradually start living independently.7s Claudia Vidigal, a
former head of the National Secretariat for Children and Adolescents (CONANDA), told
Human Rights Watch that currently these programs are not accessible for young persons
with disabilities. The apartment buildings and apartments are not physically accessible,
and the state does not provide reasonable accommodations to people with disabilities,
such as personal assistants.7¢ Brazilian authorities should look for opportunities to
include young people with disabilities who age out of children’s institutions to be included
in youth republics as a means of supporting theirindependent living on an equal basis

with others.

Government Social Benefits Relevant for People with Disabilities

Brazil provides direct financial benefits to persons with disabilities, as well as social
services that include institutions as well as community-based services such as day care
centers and medical care. Services can be delivered by municipal, state and federal
authorities and nonprofit organizations. The types and quality of services can be highly
variable as they are dependent on the financial resources available at each of these levels

of government.

Social Services

In Brazil social assistance is organized as a decentralized system that comprises all levels
of government (federal, state, the federal district, and municipal) known as the Unified
Social Assistance System (SUAS). SUAS is designed to coordinate management, financing,
and technical assistance at different levels of government. It also develops a network of
public and private services, programs, and projects. SUAS also has the mandate to

monitor and evaluate social assistance programs. 177

175 “Technical Guidelines: Reception Services for Children and Adolescents,” p. 95.

176 Human Rights Watch interview with Claudia Vidigal, former head, National Secretariat for Children and Adolescents,
Brasilia, November 15, 2016.

177 “Technical Guidelines: Reception Services for Children and Adolescents.”
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The social assistance system provides two types of services: basic and special social
protection. Basic social protection is a set of services, projects, and benefits of social
assistance to try to prevent situations of vulnerability and social risk as well as to build
and strengthen family and community bonds.*78 Special social protection is the set of
services, programs, and projects to support individuals and families who are in vulnerable
situations or whose rights have been violated.'7? State agencies responsible for social
services collaborate with nonprofit, nongovernmental organizations to deliver services,
such as day care services or home visits by doctors and make referrals to networks of
social services, such as health, education, social protection, and other programs.
Municipal level departments of health, education, development, and others also provide
services for persons with disabilities. According to one official in Campinas, a relatively
wealthy municipality, services provided by the municipality can include mobility devices or

sign language interpreters.8°

The Ministry of Social Development has put in place services for persons with disabilities,
such as day care centers, to provide services to combat isolation, confinement,

discriminatory barriers, and neglect.

From 2011 to 2014, the national program Viver sem Limite (Live without Limits) supported
improved protection of the rights of persons with disabilities in four areas: access to
education, social inclusion, access to health, and accessibility.8: There have been no
similar national programs since 2014. In October 2017, Brazil’s federal accountability
office, (7ribunal de Contas da Unido (TCU)), made a recommendation to the Ministry of

Human Rights to create a permanent policy for the protection of the rights of persons with

178 This is done at the municipal level through the Reference Center for Social Assistance [Centro de Referéncia de
Assisténcia Social] (CRAS).

179 Special social protection is managed by the Special Reference Center for Social Assistance [Centro de Referéncia
Especializado de Assisténcia Social] (CREAS), which functions at the municipal, state or regional level.

180 Hyuman Rights Watch interview with Janete Aparecida Giorgetti Valente, Municipal Secretariat of Social Assistance and
Municipal Security, Campinas, March 30, 2017.

181 Gpe: Special Social Protection Service for Persons with Disabilities, the Elderly and their Families,
http://mds.gov.br/assistencia-social-suas/servicos-e-programas/servico-de-protecao-social-especial-para-pessoas-com-
deficiencia-idosas-e-suas- familia.
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disabilities because no other federal program had been launched since the end of Viver

sem Limite.182

Financial Benefits

Brazil has two kinds of financial benefits available to persons with disabilities: “Beneficio
de Prestacao Continuada” (BPC, or Continuous Benefit) and Bolsa Familia, which is not
exclusively for persons with disabilities, but designed to alleviate poverty. Both are
administered by the federal government. Bolsa Familia is a program begun in 2003
designed to combat poverty and social inequality in Brazil. It is a financial benefit that is
directly transferred by the federal government to families.*®3 According to official data 14

million Brazilian families are benefitting from the program.:84

The BPCis a monthly pension, guaranteed under Brazil’s constitution, equivalent to the
federal monthly minimum wage of Rgs54 (about $259).285 The BPC is given to the person
with disability or the family (spouse, partner, parents, stepparents, unmarried siblings,
sons, and daughters) in the same household. The BPC is only available for people whose
total household income is less than one-fourth of the minimum wage per person, or less
than R$220 ($64.50), per month.®¢ Parents of children with disabilities who work and earn
more than this are not eligible for the BPC. The BPC can be combined with the Bolsa
Familia benefit, medical assistance, or other monthly pension, such as retirement or
widow’s pension.®7 In addition, states and municipalities administer beneficios eventuais
(one-time benefits), which can be provided to individuals and families that face birth,

death, temporary vulnerability, or natural disaster.

182 «TCy points to the need for a permanent policy to protect the rights of persons with disabilities” (TCU aponta
necessidade de politica permanente de protecdo aos direitos da pessoa com deficiéncia), October 10, 2017.
http://portal.tcu.gov.br/imprensa/noticias/tcu-aponta-necessidade-de-politica-permanente-de-protecao-aos-direitos-da-
pessoa-com-deficiencia.htm (accessed May 5, 2018).

183 | aw Creating the Family Grant Program and other provisions, Law No. 10,836, January 9, 2004.

184 “Bo|sa Familia reaches 225 thousand new families in January,” [Bolsa Familia chega a 225 mil novas familias em janeiro],
Ministry of Social Development, January 2018, http://mds.gov.br/area-de-imprensa/noticias/2018/janeiro/bolsa- familia -
chega-a-225-mil-novas- familias -em-janeiro (accessed February 7, 2018).

185 To receive the BPC, medical experts and social workers from the National Institute for Social Security carry out a medical
evaluation of the disability and level of impairment. The BPC is re-evaluated every two years. Law on Social Assistance, No.
8,742, December 7, 1993, art 20.3.

186 Faderal Constitution of the Republic of Brazil, 1988, art. 203, sec. V; Law on Social Assistance, arts. 2 and 20.

187 Law on Social Assistance, art. 20.4.
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All persons with disabilities in institutions, irrespective of their family’s income, if they
meet all the other requirements established in the BPC bylaw, are eligible to receive this
benefit. Human Rights Watch found that some persons with disabilities living in the

institutions visited, including children, were registered to receive the BPC.

When a person is in an institution and deprived of legal capacity, the BPC is usually
managed by the institution director, as the person’s guardian. In its ongoing civil inquiry,
the Sao Paulo Prosecutor’s Office identified concerns about the lack of transparency and
accountability for BPC management in institutions in Sao Paulo. There is no oversight on
how institutional residences use the BPC funds they collect on behalf of residents.:88
Directors of some residential institutions told Human Rights Watch that they use the BPC
to provide for the individual needs of the person receiving the BPC, as well as for the

institution.:89

According to a 2011 study of children in institutions in Rio de Janeiro, only 9.8 percent of
children in specific institutions for children with disabilities and 6.6 percent of those who
are in general institutions, received the BPC. The municipal Reference Center for Social
Assistance (Centro de Referéncia de Assisténcia Social, or CRAS) has the mandate to
provide information to families and individuals, including in institutions, about the BPC

and how to obtain it.1°

As noted above, families and staff interviewed by Human Rights Watch noted that financial
difficulties are often a significant factor leading to institutionalization of children. Families
who did not qualify for the BPC, use their own money to pay for services, including by
sometimes relying on extended family. For example, in Rio de Janeiro, Luciana, mother of a
20-year-old woman who has a genetic brain condition, told us that doctors predicted her
daughter would not be able to read and write. But she now can, thanks to treatment that

her parents and other relatives sought out and paid for. Luciana said:

188 530 Paulo Prosecutor’s Office, Civil Inquiry no. 033/2017, vol. 1.
189 Human Rights Watch interview with institution director, Nova Friburgo, March 23, 2018.

190 “Guide for Assistance Technicians and Managers of Changes to Continuous Benefit Rules,” [Guia para Técnicos e
Gestores da Asistencia sobre alteracoe nas regras do Beneficio de Prestacao Continuada], Ministry of Social Development,
http://www.mds.gov.br/webarquivos/publicacao/assistencia_social/Catalogo/cartilha_bpc_2017.pdf.
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Since she was a baby she received a lot of attention and interaction, and
her success depended on early stimulation. But, of course, she comes from
a privileged social class, and | was able to give her all the support needed
to make sure she succeeded. Poor families cannot treat...a person like my

daughter without state support.»?

Education is another area in which parents identified insufficient support for their children in
the regular school system and often paid for additional therapies privately. Other parents felt
that private school was the only option for their child due to the lack of meaningful inclusive
education. Neiva Correa Marins and Carlos Eduardo Cruz had adopted two girls with
intellectual disabilities but were not eligible to receive the BPC because their combined

income is above minimum wage. Marins told Human Rights Watch:

Since we adopted Silvana she has made enormous progress, but she needs
additional support at school, such as speech therapy. The state only
provides one session of speech therapy a week, which is clearly not

enough, so we pay for an additional session with our own money.92

Raquel Terra, who works as a speech therapist in a daycare centerin Rio de Janeiro, also
noted that families of children with disabilities faced economic difficulties acquiring
essential mobility equipment. As a result, some families had to accept one-size-fits-all

wheelchairs that “are not appropriate for them.”193

Family Based Care Alternatives

Foster Care

Alternatives to institutional care for children are developing in Brazil slowly. Foster families
are a form of care which takes place within the home of a family. Before being appointed
as a foster family, candidates undergo training with a technical team. A judge awards

provisional custody of the child to a foster family. Foster family care is temporary and must

191 Human Rights Watch interview with Luciana, Rio de Janeiro, November 11, 2016.
192 Human Rights Watch interview with Neiva Correa Marins and Carlos Eduardo Cruz, Rio de Janeiro, March 27, 2017.

193 Human Rights Watch interview with Raquel Terra, Obra Social Dona Meca, daycare center, Rio de Janeiro, November 8,
2016.
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be evaluated periodically prioritizing reintegration with the biological family and, when
this is not possible, identifying a long-term solution for a child. Under Brazilian law, foster
families cannot become adoptive families.94 A foster family can only care for one child, or

up to three siblings. For more than three siblings, children are placed in institutions.9s

As of November 2016, 1,107 children in Brazil lived in foster families.»9¢ According to Isabel
Penteado, head of the NGO Fazendo Histéria, one of the leading organizations promoting
foster care in Sao Paulo, only a small percentage of children who could benefit from foster
care do.»7 In addition, even most successful programs do not currently include children

with disabilities.

Human Rights Watch visited Campinas, a municipality about 100 kilometers from Sao
Paulo, which has implemented one of the most successful programs of alternative care in
the country.8 In March 2017, Campinas municipality had 23 children in foster care
(compared to 379 children in institutions).»9? However, currently, none of the children in

the foster care program have disabilities.

Janete Aparecida Giorgetti Valente, municipal secretary for social assistance in Campinas
and in charge of the alternative care program, said that the foster family program was open

to everyone, including children with disabilities. She explained:

The state policy is to include children with disabilities in the foster care
program, even with supplementary resources. A family receives one
minimum-wage salary to support the child, but if the child has a disability,

the family receives an extra amount of money to support him or her (a third

194 Human Rights Watch interview with Janete Valente Giorgetti Valente.

195 “Technical Guidelines: Reception Services for Children and Adolescents,” p. 83.

196 SUAS Census 2016, p. 14.

197 Human Rights Watch interview with Isabel Penteado, Sdo Paulo, March 31, 2017.

198 Human Rights Watch interview with Judge Reinaldo Cintra Torres de Carvalho, November 13, 2016.

199 Human Rights Watch interview with Janete Aparecida Giorgetti Valente. The foster family program in the municipality has
placed 190 children in foster care since it was created 20 years ago.
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of a minimum salary, regardless of the support requirements of the
child).ze0

Families who want to participate in the foster care program in Campinas must attend a
two to three-month training session and undergo different evaluations, including
psychosocial tests and an overview of family and social networks. According to Valente,
the training includes a special module about children with disabilities, but it is short and

limited in scope. 21

Human Rights Watch tried to contact foster care programs in Rio de Janeiro and Salvador
but implementing authorities in Rio de Janeiro did not respond and authorities in Salvador

declined the visit because they were in the process of initiating a foster care program.

Adoption

An adoption system exists in Brazil, yet despite ongoing efforts, children with disabilities
are rarely adopted.z°2 For children with disabilities, judges in the children’s branch of the
judiciary are obligated to carry out an active search to place children with adoptive
parents. As of January 30, 2018, the Council of the Judiciary’s adoption registry recorded
40,058 children available for adoption, and 40,831 candidates registered to adopt. Of
7,271 children that were adopted in Brazil between 2013 and 2018, only 8 percent had a

disability or “illness.”23

According to the Council of the Judiciary’s register on adoption, most adoptive families are
only willing to adopt children without disabilities. Of the total number of candidates
(40,831), almost 64 percent said that they will not accept children with disabilities or other

health conditions. Six percent (2,560 candidates) stated a willingness to adopt children

200 Hyman Rights Watch interview with Janete Aparecida Giorgetti Valente, and Campinas Municipal Law no. 14.253, May 2,
2012, art. 14.1.

201 |hid,

202 1 S3o Paulo, in the last 10 years, 88 children with disabilities were adopted from institutions. Sdo Paulo Prosecutor’s
Office, Civil Inquiry no. 033/2017, volume 1, p. 71.

203 “| arissa: Breaking the Barriers to Adoption of Children with Disabilities” [Larissa: quebrando a barreira da adogdo de
criancas com deficiéncia], National Council of Justice, March 13, 2018,
http://www.cnj.jus.br/index.php?option=com_content&view=article&id=86328:larissa-quebrando-a-barreira-da-adocao-
de-criancas-com-deficiencia-2&catid=813:cnj&Itemid=4640&acm=257617_10526 (accessed March 13, 2018).
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with physical disabilities, and just 3 percent (1,374 candidates) would adopt a child with
psychosocial disabilities.zo4

Brazil’s 1990 Statute for Children and Adolescents requires that children with disabilities
be prioritized for adoption and requires the state to build awareness-raising campaigns

specifically targeted to promote adoption to children with disabilities. 205

Law for Inclusion of Persons with Disabilities

The 2016 Law for Inclusion of Persons with Disabilities harmonizes Brazil’s domestic
legislation with the Convention on the Rights of Persons with Disabilities (CRPD), which
Brazil ratified in August 2008.20¢ The law incorporates the core principles of the human
rights-based model of disability and includes a specific definition of indirect discrimination.
To ensure that persons with disabilities can exercise their rights, the law includes provisions

on legal capacity, accessibility, political participation, and inclusive education.

The law also includes a provision that establishes a specific monetary benefit for persons
with disabilities to live and be included in the community when they were previously
receiving the BPC and start working. The government should adopt legislation to regulate
this new benefit, which at the time of writing had yet to be done.2°7 The law mentions
children with disabilities only once (to establish the right to special protection) and fails to
provide more detailed provisions on their behalf, including specific reference to the right

of children with disabilities to grow up in a family.

204 According to the registry, 14,380 candidates stated that they would accept children “with other health conditions,”
National Adoption Registry (Cadastro Nacional de Adog¢do), National Council of Justice,
http://www.cnj.jus.br/cnanovo/pages/publico/index.jsf (accessed February 15, 2018).

205 ECA, arts. 47.9 and 88, VII.
206 | aw on Inclusion of People with Disabilities.
207 |bid., art. 94.
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Recommendations

To the Government of Brazil

While some of these recommendations should be implemented by individual authorities or
government agencies, overwhelmingly these recommendations can only be implemented
through meaningful inter-agency coordination at the federal level, as well as with states
and municipalities. The government of Brazil should establish an inter-agency working
group to address the short-term and long-term policy actions and other changes necessary

to ensure the rights of children and adults with disabilities in Brazil.

Protect the Rights of Adults and Children Who Remain in Institutions Pending Full
Deinstitutionalization

e Endthe use of physical restraints and psychiatric drugs as means of controlling or
disciplining persons with disabilities or for the convenience of staff, especially
children. Instead, train staff in alternative methods and skills to de-escalate
behavior;

e Examine ways to guarantee the privacy of people in institutions, especially for
older children and adults;

o Take steps to ensure that all children in institutions participate in inclusive
education in mainstream schools;

e Ensure that state, municipal, and private institutions have sufficient staff to
provide services to children and adults with disabilities, including nutrition,
health, leisure activities, and training to prepare residents for independent life;

e Establish mandatory periodic monitoring by the Public Prosecutor’s Office to
perform periodic visits to institutions for adults;

e Ensure accessible mechanisms for children and adults with disabilities in state
institutions to report abuse without risk of retaliation. This includes informing
people, including children, in an accessible manner about their rights. Ensure
individually tailored adjustments and accommodations to individuals to access
complaint mechanisms and review processes, in line with article 13 of the CRPD;

e Ensure complaints are reviewed and addressed promptly and impartially;
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Ensure all persons with disabilities living in institutions who are eligible to receive
the BPC receive it and can manage this benefit themselves with appropriate

support and oversight mechanisms.

Establish a Time-Bound Plan for Deinstitutionalization

Brazil should develop a time-bound plan to phase out the use of residential
institutions for children and adults and develop community-based services for
individuals with disabilities and families of children with disabilities. This should
include efforts to reallocate expenditures and other government programming
away from support to institutions and toward increased support to people with
disabilities to live independently in their communities and for families to raise
children with disabilities at home.
Ensure that persons with disabilities, disabled persons organizations, relevant
non-governmental organizations, the Public Prosecutor’s Office, and the Public
Defender’s Office are invited to participate in the formation of this plan;
Mandate that no funding provided by the Unified Social Assistance System is spent
on building new institutions, major renovation projects for existing institutions,
and renewing and funding new partnerships with residential institutions run by
NGOs, private individuals, and corporations, or local and regional governments.
The government should look to cooperate with private entities and local
governments to develop and sustain community-based services;
For children, develop and sufficiently support family outreach programs to help
prevent separation of a child from his or her birth family;
Ensure effective implementation of the existing policy giving priority to alternative
family-based care, for children who cannot remain with their birth families,
including placement in extended family, foster, and adoptive families where
necessary;
Children should not be placed in residential institutions, except when other
alternatives are not available or to prevent the separation of siblings, and fora
limited duration, and with planned goal of family reunification or placement in
other appropriate long-term alternative care as the ultimate outcome for the child.
o Infants and children up to age three should not be placed in institutions,
but in family settings such as emergency foster care.
When looking to move children and adults out of institutions, ensure the
implementation of individual plans for each person’s exit, including a plan for any
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community-based support and services they might need. Individual plans should
be timely and acted upon in a reasonable timeframe, lest they become obsolete.
Ensure long-term case worker involvement and regular monitoring of
implementation of individual plans;

e Train staff to consult with all children with disabilities living in institutions
regarding their futures before they turn 18; children should not be automatically
transferred to institutions for adults;

e Include children with disabilities in the youth republic institutions or other
programs designed to facilitate children’s transition from institutional life to
independent living;

e Foradults with disabilities currently living institutions, progressively integrate
them into the community and develop services and systems to ensure their
independent living, as detailed below;

e Provide guidance and training to states and municipalities, institutions, daycare
centers, and private actors concerning the roles they will play in the
deinstitutionalization process;

e When necessary, draw upon the experiences of other countries that have
undergone de-institutionalization.

Develop Strategies to Ensure Children with Disabilities Live in Families by Strengthening
Support to Birth, Foster, and Adoptive Families

o Develop emergency family foster care programs, in particular for infants and other
young children, as alternatives to placement in residential institutions;

e Support and strengthen birth families of children currently placed in institutions or
foster care with the aim of reuniting the child with her or his birth family;

e Ensure that foster care and adoption systems are fully functional by the time
children are moved out of institutions and not after the transformation of
institutions;

e Ensure focused material, financial, psychological, and other supports to all
families (birth, foster, and adoptive) following the placement of a child in the
family to ensure an effective transition and to limit the risk of children being
returned to institutions;

e Establish and maintain a range of targeted, accessible, diversified community-
based services for families in difficult situations, as well as for individuals with
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disabilities, including children with disabilities and their families, to prevent
institutionalization and to support families to raise their children at home.

Expand and Develop, Where Necessary, Community-Based Services for People with
Disabilities and for Families with Children with Disabilities

Develop Support Services for Children and Adults with Disabilities to Live in the
Community

Ensure all families and persons with disabilities who qualify for the BPC receive it;

In addition to the BPC benefit, ensure quality, accessible services forindependent
living for children and adults with disabilities according to their individual
requirements, including personal assistance services as well as targeted services
based on the specific needs of the induvial;

Ensure that individuals are fully informed of available options and provide
assistance as necessary in decision-making;

Re-allocate existing budgets away from residential care, including in partnerships
with NGOs and private actors;

Create a body of persons with disabilities and other experts to monitor and assess
the effectiveness of community-based support services and incorporate their
conclusions into future policies.

Revise and Expand the Inclusive Residences Program
e Building on the positive direction of the inclusive residences program, revise the
program to ensure inclusive residences increase autonomous living skills of
persons with disabilities with a view toward promoting independent living outside
of an institution. Inclusive residences should:
o Ensure that persons with disabilities live in inclusive residences based
on their free and informed consent;
o Ensure that all inclusive residences are accessible and people are
provided with reasonable accommodation;
o Ensure all persons with disabilities living in inclusive residences are
consulted in all matters concerning the management of the residency;
o Develop a broad array of independent living skills for residents,
including:

o nutrition, meal planning, and cooking
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personal health and hygiene

employment opportunities, including outside of the residence
banking, bill paying, and managing household finances
identifying and selecting housing

housekeeping

relationship-building and choosing a spouse

0O O O O O o o

family planning
o parenting

o Allow residents to leave the residence if they so choose; provide
support when asked for the person concerned;

o Reinstate legal capacity to residents who have been stripped of it.
Create mechanisms to ensure supported decision-making for residents
who ask for it;

o Establish rights-based training programs for staff managing inclusive
residences.

Improve Access to Quality, Inclusive Education for Persons with Disabilities

e Inline with the Law on Inclusion, guarantee children with disabilities an inclusive,
quality education, including all children living in institutions through the following
measures:

o Strengthen inclusive education curricula and training standards for
teachers who work with children with various disabilities and train
teachers;

o Ensure reasonable accommodations for children with disabilities to
receive a quality, inclusive education in mainstream schools in their
neighborhoods in line with the CRPD standards, including General
Comment no. 4 on the right to inclusive education;

o Take steps to integrate into education as far as possible the latest
advances in assistive technology devices.

o Develop awareness raising campaigns among institution staff,
mainstream school administrators, teachers, and other school staff,
as well as among children without disabilities and their parents, on
the rights, dignity, and potential of children with disabilities,
including the right to freedom from discrimination of any kind;
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o Ensure that staff of institutions never consider a child as incapable of
education, and do not deny any child the right to pursue their
education;

Ensure that pre-school age children with disabilities have access to preschool and
child care centers on an equal basis as others.

Ensure Access to Quality Healthcare for Persons with Disabilities

Require that medical treatment is undertaken only with free and informed consent
of the person receiving the treatment by providing them with the support they
might need to give informed consent. Any forced medical intervention should be
strictly limited to emergency situations when a person’s life is exposed to
imminent threat or a condition of similar gravity and lasting only until the condition
has subsided.

Legal Reforms

Ensure that reforms to the Civil Code and Civil Procedure Code

Recognize full legal capacity to all adult persons with disabilities on an equal basis
with others, regardless of the nature of theirimpairment, repealing any provision
that perpetuates the system of substituted decision-making and develop a
supported decision-making model that upholds the autonomy, will, and
preferences of persons with disabilities;
Harmonize the Brazilian Law for Inclusion, the Civil Code, and Civil Procedure Code
to create a system in which persons with disabilities are supported in decision-
making, if required and asked for by them, rather than deprived of their legal
capacity. Ensure that any legislative measures regarding legal capacity apply
equally to the general population in Brazil and not on the basis of disability;
Pending implementation of legal capacity reform, undertake the following steps to
ensure the rights of persons with disabilities:
e Train public defenders to represent people with disabilities in legal
proceedings regarding legal capacity;
e Reform the Law for Inclusion to ensure access to support services and
personal assistance based on people’s requirements, and irrespective of their
employment status, and provide services based on all available resources.
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Improve Data Collection and Publication

e Collect and publish disaggregated data on the number of people with disabilities,
disaggregated by disability-type and other demographic markers such as age,
gender, ethnicity, location, and place of residence, including residential
institutions. Accurate data is important to the development of efficient and
effective policies, plans, and programs;

e Ensure mechanisms for data sharing, exchange, and harmonization of data
between different agencies.

To the United Nations CRPD Committee

e (ritically assess Brazil’s improvements on the implementation of article 19 of the
CRPD, the right to live in the community, as well as articles 7, 12, 24, and 25 in in its
follow-up review to Brazil and make positive recommendations on how to address
problems identified in this report.

To the Inter-American Commission on Human Rights

e Conduct a public hearing on the situation of children and adults with disabilities
living in institutions in Brazil;

e (Conduct a special study throughout Brazil to assess the situation of children and
adults living in institutions and gather disaggregated data on the number of people
with disabilities other information relevant to implement the de-institutionalization
plan.
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(left) Bars cover the windows and doors at an
institution for people with disabilities in Rio de
Janeiro. Many residents in institutions in Brazil are
confined and unable to leave, even for short periods
of time, without the permission of staff.
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(front cover) A girl with a disability in the walled
yard of an institution for people with disabilities in
Rio de Janeiro.
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“They Stay Until They Die”

A Lifetime of Isolation and Neglect in Institutions for People with Disabilities in Brazil

Thousands of children and adults with disabilities in Brazil end up living in institutions for extended periods of time, many for their entire lives. People with disabilities
in institutions in Brazil are isolated from society, lack any meaningful control over their lives, and may face serious abuse and neglect. Many adults in institutions
are unlawfully detained in violation of Brazil's obligations under international law because a guardian has placed them there, and they have no right to contest their
institutionalization.

“They Stay Until They Die” is based on visits to 19 institutions in Brazil and dozens of interviews with people with disabilities and others. In some institutions which
Human Rights Watch visited, staff tied adults to bed rails or gave them medicine without their consent to control them. Conditions are often inhuman: some institutions
were severely overcrowded, with dozens of people crammed into rooms, beds packed tightly together. Most adults and children with disabilities had few, if any,
personal items, in some cases sharing clothes or even, in one institution, toothbrushes. Many adults in institutions are deprived of legal capacity, or the right to
make any decisions for themselves.

Children with disabilities in institutions are often needlessly separated from their families due to lack of community support. Long-term placement in institutions
can have serious consequences for children’s physical, intellectual, and emotional development. According to Brazilian law children should not be placed in
institutions as a protective measure longer than 18 months. However, the reality is that many children with disabilities grow up in institutions and remain as adults.

Human Rights Watch urges the Brazilian government to develop a time-bound plan to phase out the use of institutions for children and adults with disabilities and
develop community-based services for individuals with disabilities and their families. Pending implementation of the plan, the Brazilian government should end
abuses against adult and children with disabilities currently living in institutions.
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