RHTO Submission to Committee on the Rights of Children - Suggested Recommendations for Timor-Leste
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BABONE TIMOR OAN




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

to the 
70th Session of the Committee on the Rights of the Child 
INTRODUCTION
Ra’es Hadomi Timor Oan (RHTO), the National Disabled People’s Organization of Timor-Leste, welcomes the opportunity to provide input on the Convention on the Rights of the Child to supplement the state party report submitted by the Government of the Republic of Timor-Leste to the Committee on the Rights of the Child. It is important that the rights of children with disabilities are considered throughout the auspices of state reporting to the CRC Committee, as the voices of children with disabilities are typically lost and their rights not prioritized. 
This submission provides information from the perspective of people with disabilities in Timor-Leste on the rights of children with disabilities. Recommendations for the Government of Timor-Leste are included. The list of issues provided will supplement the current report on the status of the CRC in Timor-Leste, which includes very little information on children with disabilities and how their rights are being upheld and implemented. The CRC Committee’s Concluding Observations process is therefore an important opportunity to ask Timor-Leste to take action to uphold, protect and promote the rights of this group of children.
RECOMMENDATIONS
	Engage in consultation with children and adults with disabilities and their representative organisations. This consultation should ensure that legislation, policies and government programs are fully inclusive. The Government of Timor-Leste should consider how the proposed National Council for the Rights of People with Disability (the Konsellu Nasionál ba Direitu Ema ho Defisiensia) will include the perspectives of children with disability.

Engage children and people with disability in a process to review and update the draft National Action Plan for Disability. The Government must ensure this Plan is finalised and approved by the Council of Ministers in a timely fashion, and implemented in an inclusive manner that enables children with disability to benefit. 

Commit to using the internationally agreed set of questions relating to disability (the Washington Group questions) in the next Census and Demographic and Health Survey processes. 

Take steps to sign and ratify the Convention on the Rights of People with Disabilities (CRPD), recognising that legislation and programs can be progressively put in place after ratification, and do not need to be in existence prior to ratification.

In consultation with civil society, including children with disabilities and their representative organisation, design and implement creative solutions to ensure that all children, and particularly children with disabilities and their families, have adequate access to easy-to-understand information about nutrition, and that they understand the connection between nutrition and childhood development.

Create systems of birth registration for children with and without disabilities to ensure that all families have access to birth registration and identification across the country, and remove the financial barriers to birth registration.

Highlight the role of local leaders, including hamlet and village chiefs (Chefe de Aldeia and Chefe de Suco), to work with families to resolve challenges in a way that protects children with disabilities and is in their best interests.   
Commit resources and support to enable the Timor-Leste Deaf community to develop a uniform, nationally recognised sign language.
Take steps to reach out and consult with children with disability and to provide them with support to ensure that their voices are heard by government across all sectors.

Train Child Protection Officers in disability rights issues, and establish clear referral pathways. Ensure all children are aware of the support available to them and how to access it.

Adopt measures to ensure that all health care and services are accessible to children and young persons with disability. Ensure health care workers are aware of the importance of early intervention and the provision of timely and regular rehabilitation and/or health support. To facilitate this, allocate sufficient resources to enable regular outreach visits by the Centre for National Rehabilitation.

Prioritise families that include a member with disability to receive the Bolsa Da Mae stipend, and ensure citizens are aware of this eligibility. Consider implementing a specific carer’s stipend to help support children with disability under the age of 18, until they are able to independently apply for the disability stipend.

Continue taking steps towards inclusive education, prioritising the obligatory training of all teachers in inclusive education as an integral part of core teacher training curricula and in continued in-service teacher training.  Allocate budget for the availability of assistive devices and accessible materials, equipment and environments in schools as well as the provision of support in classrooms.



THE SITUATION FOR CHILDREN WITH DISABILITIES IN TIMOR-LESTE
Non-discrimination, and the rights of children with disability (Article 2, 23)

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 children and adults with disability may be “shunned, ignored, driven from their communities, imprisoned in rooms or chained to objects to keep them out of sight”.
 
The Government of Timor-Leste has made some steps that should help uphold the rights of children 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 are therefore still gaps in implementation, and a lack of information and awareness about the rights of persons with disabilities generally, and even less when it comes to specific services for children. The specific rights of children with disabilities are not explicitly addressed in these policy documents, and children with disabilities often lack the relevant information to claim their rights and the obligations owed to them. 

The Government could do more to support attitude change and to demonstrate the importance of listening to the voices of children with disabilities.  For example, the Government can put into practice the disability advocacy concept of “nothing about us, without us”, by ensuring that children and youth with disabilities are consulted on the development of policy and programs that impact them. This should be guided by the principle that policies and programs should be in the best interests of the child (CRC Article 3) and children’s right to express their views and to be heard (CRC Articles 12).

Additionally, there is a lack of statistical data concerning children 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. 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,
 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. Furthermore, administrative data collected through education or health management information systems do not adequately disaggregate data by disability. Thus, data exposing the particular situation for children 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 girls and boys with disabilities.
	Recommendation: Engage in consultation with children and adults with disabilities and their representative organisations. This consultation should ensure that legislation, policies and government programs are fully inclusive. The Government of Timor-Leste should consider how the proposed National Council for the Rights of People with Disability (the Konsellu Nasionál ba Direitu Ema ho Defisiensia) will include the perspectives of children with disability.

Recommendation: Engage children and people with disability in a process to review and update the draft National Action Plan for Disability. The Government must ensure this Plan is finalised and approved by the Council of Ministers in a timely fashion, and implemented in an inclusive manner that enables children with disability to benefit. 

Recommendation: Commit to using the internationally agreed set of questions relating to disability (the Washington Group questions) in the next Census and Demographic and Health Survey processes. 

Recommendation: Take steps to sign and ratify the Convention on the Rights of People with Disabilities (CRPD), recognising that legislation and programs can be progressively put in place after ratification, and do not need to be in existence prior to ratification.


Right to life, survival, development and an adequate standard of living (Article 6, 27)

The development of children with and without disabilities is affected by stunting and chronic undernourishment. According to a 2013 report by UNICEF, 58 per cent of children under 5 in Timor-Leste are stunted, ranking Timor-Leste among the top countries with the highest percentage of stunting of children under five across the globe.
 Chronic under-nutrition can cause developmental and learning disabilities for children, but also affects children that already have disabilities. 

There is anecdotal evidence that families in Timor-Leste, including those with children with disability, do not understand the importance of nutritious foods. Based on their experience working with families across the country, RHTO’s field officers report that this is largely due to low levels of education amongst parents. Furthermore, people with disabilities report that there is a general disconnect between government programs on nutrition and sustainable behaviour change. In addition, people with disabilities report that the government doesn’t invest adequate amount of money in these programs. 

People with disability report that nutritious food is expensive, and may not be available in rural areas. RHTO’s field officers state that the Ministry of Social Solidarity holds sessions on the importance of nutrition and disability in rural areas, but rural farmers often do not understand the concept of vitamins and the connection with disability. Poor water and sanitation practices also affect people with and without disabilities, and is often not considered in nutrition programs. 

	Recommendation: In consultation with civil society, including children with disabilities and their representative organisation, design and implement creative solutions to ensure that all children, and particularly children with disabilities and their families, have adequate access to easy-to-understand information about nutrition, and that they understand the connection between nutrition and childhood development.


Birth registration and identity (Article 7, 8)

There are multiple barriers to birth registration in Timor-Leste for children with disabilities. According to the Government of Timor-Leste’s National Disability Action Plan for 2012-2018, disability is more common in rural areas of Timor-Leste. Simultaneously, it is more difficult for parents in rural areas of children with disabilities to obtain identity cards. A major barrier is the distance to the government offices where registration processes can be done. In rural areas, more births occur at home, and typically there is only one location per district for new parents to obtain birth certificates and identity documents. In addition, the documents can cost $5-10, which is a financial barrier preventing the ultra-poor from obtaining the document. In many instances, parents often do not know their child’s time or date of birth, further delaying or preventing birth registration. People with disabilities also report that single parents with and without disabilities face increased difficulties in obtaining birth certificates for their children.

This creates barriers to entering the education system for children with disabilities. Disabled People’s Organizations such as RHTO often give small scholarships to students with disabilities to assist with school related expenses such as books and uniforms. However, in order to be eligible to enter school, the student must have documentation including a baptism certificate. Upon entering adulthood, without a registration card people with disabilities will not be eligible for disability pensions. The lack of birth registration and identity cards also results in inaccurate district level government information about the number of children living across Timor-Leste.

	Recommendation: Create systems of birth registration for children with and without disabilities to ensure that all families have access to birth registration and identification across the country, and remove the financial barriers to birth registration.


Separation from parents (Article 9) 

Children with disabilities in Timor-Leste can become separated from their family due to the high levels of stigma associated with disability, and hence parents do not want to care for a child with a disability. RHTO staff frequently encountered families who do not want to care for their child with a disability. For example, RHTO discovered a child who is quadriplegic in Oecussi District. The parents refused to care for the child and gave the child with a disability to the grandparents for care. RHTO tried to counsel the parents and explain the importance of raising their child, but the parents were not persuaded.  Children with disabilities also go live with extended family or relatives in Dili to attend school, as students with disabilities do not have access to accessible forms of education in rural areas (discussed further below).

	Recommendation: Highlight the role of local leaders, including hamlet and village chiefs (Chefe de Aldeia and Chefe de Suco), to work with families to resolve challenges in a way that protects children with disabilities and is in their best interests.   


Freedom of Expression (Article 12, 13)

Children with speech impairments do not have a uniform method of speaking, as there is no official sign language in Timor-Leste developed or recognized by the government. At present, the AGAPE School for the Deaf located in Dili has established a 1000+ word vocabulary using a combination of local signs, Filipino sign language, and American sign language. However, outside of the AGAPE School, sign language is not utilized in Timorese society. Notably, in the report from the National Languages of Timor-Leste Conference 2010, in their Guiding Principles of the Language in Education Policy for Timor-Leste, linguists recommend that sign language in Timor-Leste be officially recognized and that an official Timorese sign language be developed.
 However, these ideas were never written into law. As a result, children with disabilities (especially those living outside of Dili due to their lack of proximity to AGAPE School) do not have methods of communication in their communities, often do not attend school, and lack the ability to express themselves due to their lack of access to a uniform, nationally recognised sign language. 

	Recommendation: Commit resources and support to enable the Timor-Leste Deaf community to develop a uniform, nationally recognised sign language.


Access to information (Article 17)

Children with disabilities, and children whose family members have a disability, are often excluded from government information and workshops due to attitudinal and institutional barriers to inclusion. RHTO’s field officers list a variety of reasons as to why information dissemination remains inaccessible. For example, government bodies hold workshops in the places that people with disabilities cannot access, exclusionary advertisements or messaging to the community about community meetings cannot be accessed by people with sensory impairments, lack of transportation and/or inaccessible facilities. In addition, government meetings and/or workshops are often non-participatory and lengthy, which can be a barrier for people with developmental disabilities whose attention spans can differ from people without disabilities. As a result, people with disabilities and their families may not access information about government programs, e.g. Bolsa de Mae, for which they are potentially eligible. 

Children with disabilities also face barriers to accessing information in schools. In particular, children with hearing, seeing or developmental disabilities can struggle to understand what is being taught. It is imperative that children with disabilities have access to assistive technology, such as braille books and writing tools, electronic communication systems, audio books and recordings, hearing aids, sign language and large print books. 

	Recommendation: Take steps to reach out and consult with children with disability and to provide them with support to ensure that their voices are heard by government across all sectors.


Protection from violence, neglect, exploitation, torture and degrading treatment or punishment (Article 19, 37)

There is evidence that violence and neglect of children with disabilities is widespread in Timor-Leste. Due to the shame and stigma associated with disability, many families hide children inside the house, or limit the child’s exposure to society. There is evidence of shackling and restraining of children with disability, particularly children with mental health or psychosocial impairments. A report from the United Nations in 2011 reported that there had been a number of cases in which children with mental disabilities were held in long-term restraints.
 RHTO field staff are also aware of situations in which children with disabilities have been left in the family house all day without supervision, food, water, or means of communication.

Child Protection Officers, managed by the Ministry of Social Solidarity, are present in all municipalities. However, these officers have not yet been trained on disability awareness, and there are not clear referral pathways between disability services and child protection services. 
	Recommendation: Train Child Protection Officers in disability rights issues, and establish clear referral pathways. Ensure all children are aware of the support available to them and how to access it.


Health and rehabilitation (Article 24)

Children with disability have the same needs for health services, including primary health care and health screening services, as children without disability. Furthermore, children with disability may also have specific health care needs related to their disability (for example, physiotherapy or assistive devices), and require additional support. Despite this, children with disability in Timor-Leste are often not able to access health care on an equal basis with others. Some of the barriers faced by children with disability face which prevent them from accessing timely health care include: stigma and discrimination, which means that their family does not support them travelling outside the house; distance to the health care centre, and a lack of accessible and affordable transport; attitudes, and skills and knowledge of health care workers who are unable to provide effective support.

Early and appropriate access to health care and rehabilitation support is crucial. If children with disability are not supported, their physical, cognitive and emotional development may be reduced, leading to long-term and even additional health concerns and impairments.  Indeed, RHTO staff have intervened in situations where children who had mild physical impairments when young have gone years without receiving rehabilitation and health support, and their physical condition has deteriorated as a result, leaving them with more complicated impairments requiring greater levels of support.

	Recommendation: Adopt measures to ensure that all health care and services are accessible to children and young persons with disability. Ensure health care workers are aware of the importance of early intervention and the provision of timely and regular rehabilitation and/or health support. To facilitate this, allocate sufficient resources to enable regular outreach visits by the Centre for National Rehabilitation (Centro Nasionál Rehabilitasaun – CNR).


Social protection (Article 26)

International evidence shows that there is a clear link between poverty and disability. People with disability and their families are more likely to be poor because they face additional costs, such as paying for assistive devices or regular rehabilitation and health care, 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 in recognition of this need. However, only people over 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” are eligible.
 There is no specific carer’s allowance to support those who look after children with disability under the age of 18. 

The Government’s Bolsa Da Mae (“mother’s purse”) stipend is aimed at supporting “vulnerable” families, including female-headed households. However, the eligibility criteria and application process are not well understood by people with disability. It is unclear to people with disability whether a family that includes a disabled member would be prioritised to receive this stipend. For example, RHTO’s staff member in Baucau municipality knew of just 18 families with children with disability who were receiving support through Bolsa Da Mae, which is a tiny proportion of the number of children with disability in the municipality. 

This evidence demonstrates that children with disability are not adequately supported by the current social protection system in Timor-Leste. Children without disabilities are also impacted. Because there is insufficient disability support, girls in particular are often responsible for caring for their siblings or elderly relatives with disabilities, and sometimes must leave school to fulfil this role.

	Recommendation: Prioritise families that include a member with disability to receive the Bolsa Da Mae stipend, and ensure citizens are aware of this eligibility. Consider implementing a specific carer’s stipend to help support children with disability under the age of 18, until they are able to independently apply for the disability stipend.


Education (Article 28, 29)

Children with disabilities in Timor-Leste face significant challenges attending and completing schooling. 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 children 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.
 
Children with sensory impairments, such as children who are blind or Deaf, face particularly significant challenges in attending school and learning. Regular schools throughout the country are not equipped to provide Braille materials or sign language interpretation, and they are not able to teach in these formats. The only option for children who are Deaf is the AGAPE School in Dili, which does not teach the standard national curriculum. Some children move away from their families in the municipalities to attend this school in Dili, however this deprives them from their right to a family environment (CRC Article 20) and does not facilitate their right to education through the mainstream schooling system.  

	Recommendation: Continue taking steps towards inclusive education, prioritising the obligatory training of all teachers in inclusive education as an integral part of core teacher training curricula and in continued in-service teacher training.  Allocate budget for the availability of assistive devices and accessible materials, equipment and environments in schools as well as the provision of support in classrooms.


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. 
Joaozito dos Santos, Coordinator RHTO
joaozito.rhtodpo2006@gmail.com 

+670 331 0540 

www.facebook.com/disabilitytimorleste  

http://dpo-rhto.wix.com/timor
ANNEX A – Disability Relevant References in the Concluding Observations on Timor-Leste from the previous CRC reporting period, 2008 (CRC/C/TLS/CO/1)
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.
� 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”.


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


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


� UNICEF. 2013. “Improving Child Nutrition: The Achievable Imperative for Global Progress”.


� Report of the First Conference on the National Languages of Timor-Leste: Many Languages, One People. 2010.


� 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”.


� 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). 


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