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Vilnius / Brussels, 10 November 2015 

Re: Realization of the right to health of persons with disabilities in Lithuania    

Dear Members of the UN CRPD Committee, 
I am writing to you on behalf of the International Federation for Spina Bifida and Hydrocephalus (IF). IF is a global network founded by people with spina bifida and hydrocephalus and their families. It is a full member of the European Disability Forum and candidate member of the International Disability Alliance. Since 1979, our mission has been to improve the quality of life of children and adults with spina bifida and hydrocephalus, including their right to the best attainable standard of health.  

One of the most essential elements of guaranteeing children and adults with spina bifida their right to health is providing them with adequate support for optimal urinary tract health. This involves education about the benefits of regular catheterization, training in using catheters and provision of adequate number of catheters. This approach is not unique to people with spina bifida, and also applies to people with other disabilities.
IF is convinced that appropriate and affordable catheterization is the best prevention of chronic urinary tract infections and serious diseases that may permanently damage the person’s health and have a great adverse impact on their quality of life. In addition to being a serious violation of their human rights, a failure to prevent chronic diseases puts a heavy economic burden on national health systems later on. 
In light of the above, we are gravely concerned by the continued denial of access to adequate catheterization materials, facilities and support to children and adults with disabilities in Lithuania.  
Impact on the right to health (Article 25 of the Convention)

Currently in Lithuania, persons with disabilities in need of catheterization are entitled to reimbursement of 5 (five) catheters per month according to the recipe in reimbursable medicine passport This is despite the fact that on average, a person needs to catheterize about five times a day in order to maintain good urinary tract health and prevent infections. The last revision of the number of reimbursable catheters took place at least 20 years ago, and the criteria for defining the current number (5 a month) could not be explained by the Ministry of Health. 

It’s really important to do catheterization daily and every 3-4 hours as living without regular catheterization can cost even the loss of kidneys. 20 years ago this was the main reason for deaths of people with spina bifida
Related to provision of catheters is the provision of urine absorbent products, which too are important for urinary health. At the moment, a person with urinary tract problems is entitled to one urine absorbent products a day, while the recommended number is three. In Lithuania 20% of people – 60 000 have a lifetime of urinary incontinence. Out of this number only 39000 receive 1 urinary absorbent product a day, while the remaining 21000 are not entitled to any. Therefore, persons with disabilities are disproportionately exposed to the threat of urinary infection due to the insufficient number of these products
Also, they face extra financial burdens when trying to obtain appropriate number of urine absorbent products as there is a lack of compensation available. In this connection the affected people spend from 45 to 100 EUR for urine absorbent products per month. 
Impact on the adequate standard of living (Article 28 of the Convention) 

Despite the active national advocacy efforts, the State Party remains reluctant to open the revision of the number of reimbursable catheters. Most worryingly, while conceding that people may need additional catheters, it suggests their cost should be covered from the monthly disability allowance (between 100 and 500 euros a month, depending on the complexity disability). We are concerned that such an approach would be pushing people with disabilities into poverty, making them choose between their urinary tract health and other indispensable necessities.     

Impact on the right to education (Article 24 of the Convention)

In addition to the insufficient number of catheters reimbursed by the health fund, we would like to signal an additional barrier that potentially seriously infringes the right of children with disabilities to education. Despite our continuous lobbying efforts, children with disabilities are still denied assistance for catheterization at kindergartens and schools. Seeing catheterization as a medical (not hygienic) procedure, the State Party refuses to instruct and train its personnel to support catheterization in educational establishments, leaving this task up to the pupils’ parents. As the result, many young children in need of regular catheterization, whose parents are unable to provide them with assistance in kindergartens during daytime, are left out of the legally non-compulsory early years education. Families of children of school age are often forced to quit or reduce their paid employment to accompany their children at school. 
The situation undoubtedly puts the respect of both Articles 24 and 28 of the Convention in danger.   

In light of the information presented herein, we call on the Committee to express its concern to the State Party about insufficient consideration to the right of persons with disabilities in need of regular catheterization, and urge it to provide adequate financial compensation and assistance to all those concerned. 
	Dr Margo Whiteford

President 
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