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RESPONSE TO THE LIST OF ISSUES

ON THE EUROPEAN UNION REPORT

TO THE UN COMMITTEE ON THE RIGHTS OF PERSONS WITH DISABILITIES
About the International Federation for Spina Bifida and Hydrocephalus
International Federation for Spina Bifida and Hydrocephalus (IF) was founded by people with SBH and their families in 1979. Over the years, it has grown from a voluntary association into a professional Disabled People’s Organisation with global coverage, democratic structure and transparent processes. Its fast-growing membership now includes 51 member organisations from all parts of the world. IF is a full member of the European Disability Forum and applicant for membership at the International Disability Alliance. Three main working priorities of IF are primary prevention of neural tube defects through folic acid food fortification, equitable right to health by all persons with SBH, and building a strong and sustainable community of people with SBH and their friends and families. 

The European Union and its Member States have shared competence on health, whereby, as the State Party sets out, the “Member States are responsible for the organisation and delivery of health services and medical care”. The role of the EU is to facilitate the cross-border element of health care provision and give guidance on quality care. 
This submission does not cover all aspects of the right to health of persons with disabilities in the European Union, but is restricted to cross-border healthcare as regulated by the European legislation in force, specifically EU Directive 2011/24/EU on the application of patients’ rights in cross-border healthcare and its impact on patients with disabilities seeking healthcare services in EU Member States other than their own. Although most aspects of this submission are directly applicable to persons with all disabilities, the International Federation for Spina Bifida and Hydrocephalus (IF) focused on its application by adults and children represented in its constituency. 
Adopted in 2011, the Directive was due to be transposed (=implemented in the national legal systems of the Member States) by 2013. The State Party’s responses to the List of Issues mention the Directive and its relevant elements (para 103) but fail to qualitatively present the actual impact of its provisions on persons with disabilities. Indeed, none the analytical outputs produced or commissioned by the European Commission on the impact of 

the Directive so far
 have a disability-specific element. This leads to a presumption that the European Union does not know what actual impact the Directive has had on persons with disabilities.  
Most important elements of Directive 2011/24/EU
1. Patients are entitled to reimbursement for healthcare in another EU Member State if they are entitled to reimbursement of that healthcare at home. When exactly the same healthcare does not exist in the home country, consideration should be given to the corresponding benefit for the patient. 

2. The home Member State may decide to reimburse other related costs, such as accommodation and travel costs, or extra costs which persons with disabilities might incur due to one or more disabilities when receiving cross-border healthcare. 

3. By default, no prior authorisation of healthcare in another Member State needs to be sought, safe in a number of important exceptions, such as healthcare involving overnight hospital accommodation, or undefined highly specialised healthcare. Member States must publish the list of services subject to prior authorisation. 
4. The Directive foresees the creation of National Contact Points (NCPs) for information to patients and public. NCPs must provide information about the rights and entitlements of patients and procedures for seeking cross-border healthcare. They should also be able to inform patients about disability accessibility of hospitals and quality and safety standards in the receiving Member State. All information should be easily accessible to people with disabilities. 
5. The Directive supports the development of European Reference Networks (ERNs) for certain rare diseases where cross-border cooperation is necessary to improve diagnosis, treatment and outcomes for the patients. 
GENERAL REMARKS 

Provision of cross-border healthcare has usually been and remains an exception, rather than a rule, for the majority of European patients who prefer to seek healthcare in their home country, thus avoiding administrative and linguistic barriers or travel. Nevertheless, some choose to travel to another EU country where the healthcare may be better, cheaper, or sooner available. Others, particularly persons with complex health needs, such as those living with spina bifida or hydrocephalus, must seek healthcare abroad when highly specialised and precise interventions are not available in their home country. 
To date, the provisions of the Directive have only been used by a fraction of all patients, as had been expected by the European Commission who sees the Directive as a complementary tool to the more traditional healthcare services at home. Low awareness of patients about the opportunities provided by the Directive (Eurobarometer survey showed that fewer than 20% of patients feel informed about their cross-border rights) and elaborate administrative requirements have been listed as obstacles to seeking healthcare abroad. On the positive side, it has been reported that once patients do undertake to seek healthcare services abroad, the provisions of the Directive concerning actual reimbursement seem to apply without any major irregularities. 
SPECIFIC RIGHTS
a) National Contact Points for cross-border healthcare (Article 6 of the Directive)

All 28 EU Member States have set up a National Contact Point, as required by the Directive. Their job is to facilitate the exchange of information about cross-border healthcare and enable patients to make use of their rights in relation to it.
Despite information campaigns organised by NCPs in 2011-2013, nine Eurobarometer respondents out of ten have not heard of the National Contact Point in their country. This data is corroborated in the Study that confirms that citizens are not adequately informed about the new opportunities available under the Directive. 

It appears that the NCP information campaigns focused on medical professionals and failed to reach patient groups and disability organisations. None of European IF member organisations has been approached by a NCP for the purpose of providing persons with SBH with information about SBH care in other EU countries. 
Neither the Eurobarometer nor the Study focused on the disability-specific provisions of the Directive, such as accessibility of the information provided by the NCPs to persons with disabilities. It can therefore be safely presumed that patients with disabilities may have experienced additional barriers to accessing information about treatment abroad, in addition to those experienced by non-disabled population. Indeed, many IF members confirmed that they were not aware of the existence of NCPs or their relevance to SBH treatments. Persons with SBH in the European countries seeking of considering treatment abroad solely relied on the information provided by their SBH care provider in the home country or their own personal research about options available in other countries. 
IF members consider that the lack of centralised information about SBH treatments in the European countries is one of the main reasons for low awareness of persons with SBH of their NCPs’ work. IF has long been calling for a pan-European database of SBH services in different European countries in order to facilitate accessibility of information about very specific complex treatments for children and adults with SBH that are not always available in every EU country.  
IF recommendations

· The European Union should develop an EU-wide guidance for National Contact Points on how to provide information to patients. Specific attention should be paid to provision of accessible information in alternative formats for persons with various disabilities (sensory, intellectual), including children with disabilities. 
· National Contact Points should be encouraged to cooperate systematically with representative organisations of patients and persons with disabilities to ensure that the information provided to patients with disabilities is of the highest quality and serves to advance the persons’ rights under CRPD Article 25. 
b) Reimbursement of costs
Due to the nature of disabilities and their relative specificity, cross-border healthcare is a rather standard venue for many people with SBH (compared to persons with other disabilities and persons without disabilities), with many patients with SBH traveling to other EU countries for a treatment that is not available in the home country. Usually, such cross-border exchange takes places between neighbouring countries: Dutch patients travel to the Belgian clinics; Slovak patients – to the Czech Republic; Irish patients – to the UK, etc. 
Concerning reimbursement of SBH treatment and/or accompanying costs, there are three typical scenarios:

· Due to the lack of awareness about the mechanism under the European directive (see point above), many patients with SBH did not even seek to demand reimbursement of their treatment, but either paid for it themselves or fundraised privately (Slovakia); 

· Health insurance intervenes only after significant pressure from the patient (Netherlands, Greece); if the patient is unable to insist on reimbursement (for example, due to lack of information about rights under the Directive), the health insurance does not intervene (Latvia);

· Treatment is fully reimbursed on the basis of a standard procedure (Estonia). 

IF is pleased that a significant number of associations in its membership confirmed that the reimbursement of treatment by their health insurance is rarely problematic. This is also confirmed in the Eurobarometer, where a majority of Europeans (57%) were aware that they had the right to be reimbursed for medical treatment in another EU country. 
Reimbursement of additional costs is not mandatory under the Directive:
“The Member State of affiliation may decide to reimburse other related costs, such as accommodation and travel costs, or extra costs which persons with disabilities might incur due to one or more disabilities when receiving cross-border healthcare, in accordance with national legislation and on the condition that there be sufficient documentation setting out these costs.” 

Additional costs, such as accessible transport to the receiving Member State, accessible accommodation, possibly, costs of a sign language interpreter or information in an accessible format, as well as a personal assistant/accompanying person are only occasionally reimbursed, and usually after some pressure from the patient, according to IF member associations. None of the associations participating in the consultation were able to give examples of situations where persons with SBH did not have to pay for at least some accompanying costs. 
In IF’s view, the situation whereby a patient with a disability is financially disadvantaged compared to a non-disabled patient (who does not need to bring a PA, or pay for an accessible hotel room) is direct discrimination on the basis of disability which leads to prevent many disabled patients from accessing cross-border healthcare or causes financial hardship that does not apply to their non-disabled peers. Cases where young patients with SBH were left without important health-restoring treatment due to the inability of their parents to privately cover accompanying costs have been documented by IF members in, for example, Estonia. 

IF recommendation
- The European Union should encourage its Member States to establish a fund to cover additional costs of patients considered vulnerable, whose access to cross-border healthcare would be jeopardised without additional support. Patients with disabilities, particularly children, but also older persons or those in high level of support, should have priority to access support from such a fund.

c) European reference networks (Article 12) and cross-border cooperation of professionals
Under the Directive, “the Commission shall support Member States in the development of European reference networks between healthcare providers and centres of expertise in the Member States, in particular in the area of rare diseases”. 

The potential of the ERNs to improve awareness and European cooperation on Spina Bifida and Hydrocephalus (as well as other relatively rare disabilities and/or diseases) is huge. Most importantly, referencing SBH patients to best specialists would not depend on an informal exchange between clinicians and the goodwill and network of the doctor, but be based on a transparent verifiable system, significantly improving outcomes for patients with rare disabilities. Improved health outcomes would in their turn mean long-term financial savings for national health systems of the EU Member States.
However, the short-term perspective of establishing a Spina Bifida and Hydrocephalus ERN is slim due to the lack of awareness about the possibility, and the patchy and irregular cooperation between SBH clinicians in the EU. As the first step towards an establishment of a formal network of professionals of SBH, there is a pressing need to support the cross-border exchange and training of medical and paramedical personnel using the EU programmatic support, including the 3rd Health Programme 2014 – 2020. Up until now, such cooperation has mainly been driven by NGOs, including IF and its members, and resulted in training of SBH clinicians in a number of European countries. 

IF recommendation
· The European Union should invest strategically into training of medical professionals to facilitate cross-border cooperation on health-related issues of persons with disabilities, particularly, rare disabilities. Such cooperation should, where appropriate, result in the establishment of formal networks of professionals and involve representatives of patients with disabilities. 
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� Special Eurobarometer (=public opinion survey) � HYPERLINK "http://ec.europa.eu/public_opinion/archives/ebs/ebs_425_en.pdf" �“Patients’ rights in cross-border healthcare in the European Union”� (here: “Eurobarometer”); and � HYPERLINK "http://ec.europa.eu/health/cross_border_care/key_documents/index_en.htm." �Evaluative study on the cross-border healthcare Directive (2011/24/EU)� (here: “Study”).
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