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Submission of Ra’es Hadomi Timor Oan (RHTO), the national Disabled Person’s Organisation in Timor-Leste

to the 
Pre-sessional Working Group of the CEDAW Committee, 62nd session

Introduction

This submission provides information from the perspectives of people with disabilities in Timor-Leste, to supplement the combined second and third State reports submitted by the Government of the Republic of Timor-Leste to the Committee on the Elimination of the Discrimination Against Women. 

It is important that the rights of women with disabilities are considered through the auspices of state reporting to the CEDAW Committee. Women with disabilities are often marginalised and their rights not prioritised. Indeed, the State report from the Government of Timor-Leste includes very little information on women with disabilities and how their rights are being upheld and implemented. The CEDAW Committee’s List of Issues is therefore an important opportunity to ask Timor-Leste for more information about this group of women. 

This submission presents information on the situation for women with disabilities in Timor-Leste.  Suggested questions for the List of Issues are included. Annex A provides extracts of references to women and girls with disabilities appearing in the State report provided to the Committee, while Annex B provides a brief quantitative analysis of key information from interviews conducted with women with disability members of RHTO, which have informed this submission.
The Situation for Women with Disabilities in Timor-Leste
In Timor-Leste, women and girls with disabilities are subject to multiple discrimination on the basis of their gender and because of their disability. They are particularly disadvantaged in their right to education, access to health care, involvement in the labour market as well as in participation in society. Furthermore, women and girls with disabilities experience violence and poverty. Among women with disability, women with intellectual disabilities are particularly subjected to discrimination and social exclusion.
Policy measures

The Government of Timor-Leste has made some steps that should help uphold the rights of women with disability. A National Policy for the Inclusion and Promotion of the Rights of People with Disabilities exists and there is a National Action Plan for People with Disabilities, although this is yet to be formally approved by the Council of Ministers. Unfortunately the Government has not yet signed or ratified the Convention on the Rights of People with Disabilities. There is therefore still gaps in implementation, and a general lack of information and awareness about the rights of persons with disabilities generally, and even less when it comes to specific services for women. Women with disabilities often lack the relevant information to claim their rights and the obligations owed to them. 
Additionally, there is a lack of statistical data concerning persons with disabilities in Timor-Leste. The 2010 Census reports that just 4.6 per cent of the population, or 48,243 people have a disability. Based on this data, of those people with disabilities who were identified, 53 per cent were male and 47 per cent female. However this prevalence data varies considerably from international experience and is likely to be an under-representation of the true prevalence of disability in the country. The Census data collection process used a limited definition of disability, which only captured certain types of impairments. Applying the World Health Organisation and World Bank 2011 estimate that 15 per cent of the world’s population are people with disability,
 it can be estimated that there could be around 171,000 people with disability in Timor-Leste.
 The Government of Timor-Leste is therefore making programming and budget decisions that do not take into account all people with disabilities in the country. Administrative data collected for example through education or health management information systems do not adequately disaggregate data by disability. Thus, data exposing the particular situation for women with disabilities is not being adequately collected or utilised across key sectors in order to inform appropriate policies and programs to advance the situation of women and girls with disabilities.
Discrimination
Timor-Leste’s Constitution explicitly provides for non-discrimination and equal treatment for persons with mental or physical disabilities.
 Despite this, stigma and discrimination against people with disabilities remains common. The United Nations has found that “stigmatising language is commonly used to refer to persons with disabilities in Timor-Leste”.
 Negative terms still commonly used include “aleijadu” (crippled) and “ema bulak” (crazy person). A study undertaken in 2010 found that people with disability may be “shunned, ignored, driven from their communities, imprisoned in rooms or chained to objects to keep them out of sight”.
 
Disability sector stakeholders, coordinated through the Association for Disability in Timor-Leste, have developed a media campaign that aims to raise awareness of disability issues, the rights people with disability have, and the contribution people with disability can make when they are included in society. The Government, through the Ministry of Social Solidarity, has also disseminated public information. However these campaigns are in early stages and an evaluation examining whether public attitudes and behaviours have changed as a result has not yet been conducted. The Government could do more to lead by example, by mandating that women and girls with disabilities must be consulted on policy and program development, and must be part of program implementation. For example, the Government’s community-driven development program, Programa Nasional Dezenvolvimentu Suco, has mandated that women must be part of community decision-making groups, but similar attention to the involvement of people with disabilities is lacking. 
Prejudice and stereotypes

It is common in Timor-Leste for women with disabilities to be considered unable to contribute to society.  Even family members may wrongly believe that a girl with disability cannot learn or is unable to walk in the community alone. These attitudes can sometimes stem from a sense of protection and care. But this “charity model” view in which people with disability need to be protected can lead to negative outcomes. 

In 2011 during community visits and training on inclusive water and sanitation, the trainers (including one representative of RHTO) met with a visually impaired woman living on a cliff-side in rural Timor-Leste.  The report notes:

“Her community and family were protective of her and made sure that she was always safe. When we mentioned that she could probably attain more independence if they built guide hand rails leading to the toilet, they did not think it was a good idea because of concern that she might hurt herself if she travelled alone. This reluctance is even more pronounced in the case of younger children with disabilities. Their families are afraid they will not fit in with the other kids or get bullied so will resort to being over protective and frequently keep them at home.”

Participation in political and community life
In 2012 RHTO staff and members participated in election monitoring during the National Parliamentary elections. The resulting report
 noted that many people with disability in Timor are registered to vote, but that there remain obstacles to them fully participating. Polling stations were largely inaccessible. The report relays the example from a suco (village) voting centre in Viqueque District, where a woman in a wheelchair left her chair at the stairs and crawled into the centre. She voted on the ground in front of the president of the voting centre. She was surrounded by people watching her vote. Her vote was not confidential. This demonstrates that women with disability face additional barriers to participating in political life on an equal basis with others.  
Positively, an amendment to the Parliamentary Election Law (adopted in June 2011) no longer includes Article 5, which had previously denied the right to vote to people “clearly and publically known as mentally ill”. Despite this important amendment to the law, there has not been a subsequent campaign to encourage people with mental health issues to exercise their right to vote.  
Participation in other community activities is also restricted for many women with disabilities. Women generally participate in public life at the local level less than men. For example, only 10 of 442 sucos (villages) across the country have a female chief.  And women with disabilities face additional barriers, both because of their gender and their disability. One RHTO member, a woman with a vision impairment living in Same District, said that she is not really able to participate in meetings occurring in her aldeia (sub-village). She is often not invited and the meetings are not accessible for her. Indeed, of the 49 women with disabilities interviewed for this submission, 67 per cent said they are not able to participate in community meetings.  
Education 
The 2010 Census reports that 72 per cent of people with disability in Timor-Leste had never attended school. A 2011 report on access to education for people with disability, which involved interviews with people with disabilities and their families as well as teachers and education officials, identified a number of barriers for this lack of access, including: inaccessible infrastructure, distance, cost, community and family attitudes, lack of access to assistive devices and rehabilitation and lack of training on disability for teachers.
   
Within this context of low educational attainment for all people with disability, women and girls with disabilities are often particularly disadvantaged. A National Survey of Disability in Timor-Leste’s Primary Schools was conducted in 2008 by Plan Timor-Leste, the Ministry of Education and the ASSERT rehabilitation centre.
 This study found that, of the children with disability identified who were attending school, 64 per cent were boys and only 36 per cent were girls.  
One of RHTO’s members, a woman with disability living in the capital city Dili, said:
“In the education system the teachers did not discriminate against me, but colleagues from school always called me “ain aat” (broken leg). But I have patience, and I did not want to waste the opportunity. So even though they liked to tease me, I had to endeavour to keep going to school”.  
People with disabilities face challenges completing schooling, with many leaving school early. For example, of the 49 women with disabilities interviewed to inform this submission, the majority (53%) had left school after primary level. As a result, girls with disability are restricted from accessing higher education, which in turns restricts their access to the formal labour market.  

Employment
Women in Timor-Leste are less likely to be employed than men. Information from the 2010 Labour Force Survey shows that 72 per cent of working age women are economically inactive, compared with 42 per cent of working age men. Unfortunately, the data does not appear to be disaggregated by disability. But based on RHTO member experiences, women with disabilities face particular barriers and struggle to enter employment. This is despite the legislative protection provided by the Labour Law of Timor-Leste, which prevents discrimination against people with disabilities when they apply for or are in employment.
 

Article 75 of the Labour Code of Timor-Leste also provides that “the work post and the work schedule shall be adjusted and adapted to the health status of the worker with a disability or chronic disease”. But providing adaptations to ensure the work environment itself is accessible is not included.  

An RHTO member, a woman with a physical impairment, shared her story about the challenges she faces because she cannot find work: 

Maria’s impairment is serious, and she cannot manage hard work. Maria’s condition affects her life because it has meant that she cannot be near her family, and that they feel revulsion towards her and her children. Her and her children do not have enough money to live. Sometimes she looks for rice but it is hard because she does not have work. She has to grow food. Every day the neighbours help them to get goods and food, such as rice or petrol.
Health

Women with disability have similar needs for health services, including primary health care and maternal health services, as women without disability. Furthermore, women with disability may also have specific health care needs related to their disability (for example, physiotherapy or assistive devices). Despite this, women with disability in Timor-Leste are often not able to access health care on an equal basis with others. A study on access to health undertaken in 2013 found that the attitude of health care workers, health facilities that are inaccessible and a lack of knowledge among people with disabilities about available services, mean that people with disability have unmet health care needs.
   
Attitudinal barriers in particular are likely to play a big role in preventing women with disabilities from accessing care. Frequently, health care providers and the broader community make assumptions that people with disability are not sexually active and therefore do not require information about reproductive health. This means that women with disabilities are not targeted to receive such information, and reproductive health services are often not accessible for women with disabilities.  
Economic benefits and social protection

International evidence shows that there is a clear link between poverty and disability. People with disability are more likely to be poor. People with disabilities and their families face additional costs, including direct costs such as paying for assistive devices, as well as indirect costs such as loss of productivity due to being unable to access schooling and employment opportunities. 

The Government of Timor-Leste provides a disability pension to people above the age of 18 who have “a mental or physical condition, from any source, that determines an absolute and definitive inability to perform a work activity”.
 In reality this allowance is only provided to a small portion of people with disability. A 2011 survey found that 86 per cent of people with disability do not receive the disability pension.
 The process to be eligible for the benefit is complicated and difficult for people to undertake. It also appears that if one member of a household receives a pension from the government (for example the Bolsa da Mae (“Mother’s Purse”) stipend), other family members are not eligible to receive any further support. This ignores intra-household distribution of resources, which often places women with disabilities at a disadvantage.
RHTO has heard the stories of many women with disabilities who have been unable to access the disability pension because of lack of support from family or community leaders, difficulty getting the official paperwork required, and inability to travel to government offices.  One female RHTO member said:
“I cannot get help from the government through the subsidy because our Chefe de Suco (village chief) does not place attention on people with disabilities. Sometimes I go intending to talk to him, but he always says he doesn’t have time.”
Women without disabilities are also impacted. Women and girls are often responsible for caring for people with disabilities, including their children or elderly family members. But in Timor-Leste children with disability under 18 years are not eligible for support from the government. And there is no carer’s allowance to support parents or carers of people with disability. 
Another way in which the Government’s social protection program indirectly discriminate against women and girls with disabilities is the significant gender disparities in the support provided through the veterans pension scheme. Veterans and combatants of the resistance movement during the period 1975-1999 receive cash payments and special considerations. However, only 38 per cent of veteran’s pension recipients are women.
  
Law and justice
Violence against women is widespread in Timor-Leste.  While data on prevalence of violence is not adequately disaggregated, anecdotal evidence and international experience suggests that women with disabilities are at high risk of experiencing violence. The Government and non-government organisations are working to provide services to victims of violence. Shelters are available in 6 of the 13 districts. However, these shelters are not all physically accessible, and staff have not yet been trained on disability awareness. There are no clear referral pathways between disability services and violence services. 
When women with disabilities are required to access the justice system they face many barriers. RHTO is currently (as at January 2015) supporting one woman with disability who has experienced violence. She has an impairment that impacts her ability to communicate. RHTO has helped her make connections with the police, and are now supporting the costs of providing sign language interpretation to ensure she is able to participate in tribunal proceedings and submit her evidence. Without this support, she would have had no access to the formal justice system and her experiences would not have been heard.  
Suggestions for the List of Issues

Policy measures (Article 2)
· Please provide further information on measures to address the poverty, discrimination and social exclusion of women with disabilities. This update should include further information on the implementation and monitoring of the National Action Plan for People with Disabilities (2014-2018), in particular on the specific actions within the gender component of the plan. Please also indicate when this National Action Plan for People with Disabilities will receive official approval from the Council of Ministers.
· Given the likely under-estimation of disability prevalence reported in the 2010 Census, please clarify whether the next Census and Demographic and Health Survey processes in Timor-Leste will utilise the international standard questions to collect disaggregated data on disability (the Washington Group Short Set of 6 Questions), in order to inform the development of programs to promote equal opportunities for women and girls with disabilities.  
Stereotypes (Article 5)
· Please indicate what action is being taken by the Government to raise community awareness about disability and to change stereotypical views and discrimination particularly against women with disability in close consultation with women with disabilities and their representative organisations.  
Participation in political and public life (Article 7)
· What measures are being taken to ensure accessible voting in secret for the increased participation of women with disabilities in voting?
· Please indicate what action is taken at a sub-national level to ensure community political processes (such as suco and aldeia councils) are responsive to the interests and needs of women with disabilities. 
Education (Article 10)
· Please indicate what measures are being taken to guarantee the implementation of inclusive education to ensure girls and women with disability are able to receive a quality education. What steps are being taken to ensure: all teachers are trained in disability awareness; the availability of assistive devices and support in classrooms; and the accessibility of educational materials, curricula, and physical school environments?

· Please indicate what measures are being taken to remove barriers to access higher education and vocational training for women with disabilities.
Employment (Article 11)
· Please indicate what steps are being taken to address the unemployment of women with disabilities.
· Please indicate what programmes are in place to ensure that women and girls with disabilities are able to choose for themselves their vocation and to receive the necessary educational support and training to that end.  What laws and policies provide reasonable accommodation to women with disabilities in the workplace?
Health (Article 12)
· Please indicate what measures are being adopted to ensure that all information, healthcare and services relating to sexual and reproductive health are made accessible to women and girls with disabilities?
Economic and Social Benefits (Article 13)

· Please indicate how children with disability aged 18 years and younger, and their families and/or carers, are supported by the Government. What steps are being taken to introduce a carer’s allowance to support the mothers, sisters and other carers who often are responsible for looking after family members with disability?

Law (Articles 2, 15)

· What steps are being taken to address the heightened risk for women and girls with disabilities of becoming victims of violence, and to adopt measures to ensure that response services and justice are accessible to victims with disabilities?
About Ra’es Hadomi Timor Oan
RHTO is the peak body for people with disability in Timor-Leste.  It is a member organisation, with a constituency of approximately 600 members, comprising people with many different types of impairments and their families.  RHTO works directly with members and families across all 13 districts of Timor-Leste to improve their access to education, health services, livelihoods and participation in their communities.  RHTO also undertakes awareness raising and advocacy at the local and national levels. 
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ANNEX A – Disability Relevant References in the Timor-Leste State Report to the CEDAW Committee, and other recent Treaty Body Concluding Observations on Timor-Leste
Disability references in the State report:

273.
The prevalence of poverty in Timor-Leste is estimated to reduce by 9%, from 49.9% in 2007 to 41% in 2009 according to the World Bank.230 Acceleration efforts have commenced by the Government with support from development partners. One main focus area is the development of the non-oil economy and more specifically the rural economy which supports around 70% of the country’s population. Women, rural populations, youth and persons living with disabilities face particular challenges in fully participating in economic development.

278.
According to the Census 2010, there are 48.243 persons living with disabilities representing about 4.5% of the total population. Among them, approximately 27.5% are living with mental disabilities, 61% with visual impairment, 42.5% are mobility impaired, and 36% live with hearing problems (one person may have several disabilities).

279.
MSS in 2011 provided assistance to about 4,800 people with disabilities (about 44% women), through a grant programme. However, given the statistics above, the Government is only able to provide assistance to about 10% of disabled persons in the country.

Disability references in the Concluding Observations of Committee on the Rights of the Child, CRC/C/TLS/CO/1, 2008
Non-discrimination

26.
The Committee commends the inclusion of special provisions for the protection of children from discrimination in the State party’s Constitution, including in particular children born out of wedlock. The Committee notes with concern, however, that certain groups of children, including children of returnees, children who are not in possession of a baptism certificate, children deriving from sexual relationships among family members and children with disabilities, face de facto discrimination, most importantly with regard to access to education.

Children with disabilities

56.
The Committee is encouraged by the State party’s efforts to formulate a national policy for persons with disabilities. However, it is concerned about persistent factors that serve to perpetuate high rates of child disability, including poor maternal health standards and isolation from formal health services. The Committee regrets that children with disabilities are frequently excluded from mainstream education and community life and are placed in residential institutions.

57.
The Committee recommends that the State party, taking into account the Committee’s general comment No. 9 (2006) on the rights of children with disabilities (CRC/C/GC/9) as well as the United Nations Standard Rules on the Equalization of Opportunities for Persons with Disabilities (General Assembly resolution 48/96), take all necessary measures to:

(a) Collect adequate statistical data on children with disabilities and use such disaggregated data in developing a comprehensive and specific national policy on disability which promotes equal opportunities of persons with disabilities in society;

(b) Provide children with disabilities with access to adequate and standardized social and health services, including early intervention, psychological and counselling services;

(c) Ensure that public education policy and school curricula reflect in all their aspects the principle of full participation and equality and include children with disabilities in the mainstream school system to the extent possible and, where necessary, establish special education programmes tailored to their special needs;

(d) Ensure that professionals working with and for children with disabilities, such as medical, paramedical and related personnel, teachers and social workers are adequately trained;

(e) Ensure that the rights of children in institutions are adequately protected; 

(f) Ratify the Convention on the Rights of Persons with Disabilities and its Optional Protocol; and

(g) Seek technical cooperation with, among others, UNICEF and WHO.
ANNEX B – Analysis of data collected from interviews with women with disability members of RHTO
	 
	Highest level of education
	Receive vocational training?

	 
	NONE
	Primary
	Pre-Sec
	Secondary
	University
	YES
	NO

	Aileu (n=5)
	1
	4
	0
	0
	0
	1
	4

	Ainaro (n=5)
	2
	3
	0
	0
	0
	0
	5

	Baucau (n=5)
	1
	4
	0
	0
	0
	0
	5

	Dili (n=5)
	3
	2
	0
	0
	0
	0
	5

	Ermera (n=5)
	2
	3
	0
	0
	0
	0
	5

	Lautem (n=5)
	0
	3
	2
	0
	0
	1
	4

	Liquica (n=5)
	0
	4
	1
	0
	0
	4
	1

	Manatuto (n=4)
	3
	0
	1
	0
	0
	0
	4

	Manufahi (n=5)
	2
	3
	0
	0
	0
	1
	4

	Viqueque (n=5)
	3
	0
	0
	2
	0
	0
	5

	TOTAL
	17
	26
	4
	2
	0
	7
	42

	%
	35%
	53%
	8%
	4%
	0%
	14%
	86%


	 
	Receive government subsidy?
	Able to work or have a livelihood?

	 
	YES
	NO
	Not eligible 
(because under 18 years old)
	YES
	NO

	Aileu (n=5)
	1
	3
	0
	3
	1

	Ainaro (n=5)
	3
	0
	2
	1
	4

	Baucau (n=5)
	0
	4
	1
	2
	3

	Dili (n=5)
	0
	5
	0
	1
	4

	Ermera (n=5)
	2
	0
	3
	3
	2

	Lautem (n=5)
	0
	4
	1
	2
	3

	Liquica (n=5)
	2
	2
	1
	1
	4

	Manatuto (n=4)
	3
	1
	0
	1
	3

	Manufahi (n=5)
	3
	1
	1
	0
	5

	Viqueque (n=5)
	1
	3
	1
	2
	3

	TOTAL
	15
	23
	10
	16
	32

	%
	31%
	47%
	20%
	33%
	65%


� http://www.who.int/disabilities/world_report/2011/report.pdf


� Based on a population of 1.140 million (from 2014 World Bank data).  


� Sections 6 and 21 of the Constitution of the Democratic Republic of Timor-Leste (2002).


� United Nations Integrated Mission in Timor-Leste (UNMIT). 2011. “Of Course We Can: Report on the Human Rights of Persons with Disabilities in Timor-Leste”. 


� BESIK. 2010. “Disability and Rural Water, Sanitation and Hygiene (RWASH) in Timor-Leste”.


� Joel Fernandes, Sophie Cooke and Huy Nguyen. 2011. “Building skills in disability inclusive WASH: perspectives from a DPO in Timor-Leste”.  


� RHTO. 2012. “People with Disability Have the Right to Vote”. 


� Megan McCoy, Elizabeth Morgan, Joaozito Dos Santos and Natalie Smith. 2011. Timor-Leste Disability Inclusive Education Situational Analysis Report”. 


� Plan Timor-Leste, Ministry of Education and ASSERT. 2008. “The First National Survey of Disability in Timor-Leste’s Primary Schools”.  


� The Labour Law was adopted by Law No. 4/2012 of February 21, provides in paragraphs 2 and 4 of Article 6 that “No employee or applicant for employment shall be…discriminated...because…of physical or mental condition” and “are not considered to be discriminatory measures of a temporary nature…of a legislative nature that benefit certain disadvantaged groups, particularly in the light of…disability.” 


� Megan McCoy, Cornelio De Deus Gomes, Joel Alex Morais and Jonio Soares. 2013. “Access to Mainstream Health and Rehabilitation Services for People with Disability in Timor-Leste”. 


� The “Allowance for the Elderly and Deficient” (known as the “disability subsidy”) was approved by Decree-Law No. 19/2008, dated June 19, defines and regulates a pecuniary periodic lump sum intended to Timorese citizens living in the country, aged 18 years or more, that have "a mental or physical condition, from any source, that determines an absolute and definitive inability to perform a work activity "(Articles 1, 4 and 6). 


� Referenced in: Magdelena Sepúlveda Carmona. 2012. “Report of the Special Rapporteur on Extreme Poverty and Human Rights, Mission to Timor-Leste.” 


� Lia Kent and Naomi Kinsella. 2014. “A Luta Kontinua (The Struggle Continues)”. International Feminist Journal of Politics. 
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