[image: image1.png]


[image: image2.png]Jiid
| §l

UNIVERSITY OF LEEDS





ANED 2014 Task 3 - Accessibility to Healthcare

Country: 
Finland 
Author(s):
Elina Ekholm
The Academic Network of European Disability experts (ANED) was established by the European Commission in 2008 to provide scientific support and advice for its disability policy Unit. In particular, the activities of the Network will support the future development of the EU Disability Action Plan and practical implementation of the United Nations Convention on the Rights of Disabled People.
 

This country report has been prepared as input for the synthesis report on Access to healthcare in European Countries. 

Anti-discrimination Legislation and Practices in the Context of Access to Healthcare 
A recent report of the EU Agency for Fundamental Rights (FRA) groups discrimination in the context of health care into six categories: delay of treatment; refusal of treatment; lack of dignity and stereotyping; malpractice and poor quality of care; lack of informed consent; and harassment.
 An additional dimension could be liability to violence or physical harm. All of these could potentially be apply to people with disabilities.
1. Does non-discrimination law prohibit discrimination in the context of access to healthcare and disability? If so, is there an obligation to provide a reasonable accommodation to individuals with a disability? Please provide references to relevant legislative provisions and, if available, case law. Other sources, such as guidance notes and Codes of Practice may also be relevant with regard to addressing discrimination, and should also be mentioned. In addition, you should include reference to (and brief explanations of the findings of) any studies or reports relating to disability based discrimination in the context of health care.  

The Constitution of Finland (731/1999)
 states in section six that “everyone is equal before the law”, and that “no one shall, without an acceptable reason, be treated differently from other persons on the ground of sex, age, origin, language, religion, conviction, opinion, health, disability or other reason that concerns his or her person”.
Finnish legislation concerning equality is currently spread over a number of provisions, and is of a somewhat incoherent nature and difficult to grasp for citizens. The combined implementation of two pieces of European Union legislation, i.e. the Framework Employment Directive 78/2000/EC and the Race Directive 43/2000/EC, by the drafting of the Non-Discrimination Act (21/2004)
 led to an unequal situation: the scope of application and legal remedies are much more comprehensive in the case of discrimination based on ethnic discrimination than that on other grounds, such as disability. While the Non-Discrimination Act does acknowledge the denial of reasonable accommodation as a form of indirect discrimination, the positive potential of this provision is stunted due to shortcomings in the way this Act is monitored. Monitoring mechanisms are weak and monitoring personnel do not necessarily have expertise in disability issues or even the mandate to advise on disability based discrimination issues. Further, discrimination on the basis of disability falls outside the scope of application of the law, inter alia, in social welfare and health care services. The Finnish Criminal Code (39/1889)
 does include an explicit mention of disability in several sections. However, when persons face discrimination on the ground of their disability or on other prohibited grounds, they have no practical access to effective legal safeguards. Also, the possibility of taking a case to court as a civil lawsuit remains illusory for most persons in Finland – considering, for example, the risk of having to cover costs of both parties in case of loss, in particular for persons with disabilities who are more likely to be unemployed with fewer financial resources. The system of legal aid is overburdened in Finland and cannot be seen as a solution to providing assistance in discrimination cases. Therefore, disability based discrimination remains invisible within the legal system. So far, only a few cases of discrimination based on disability have appeared in court. 
The working group of the new equality legislation has been prepared by the Ministry of Justice together with other ministries, social partners and civic society organisations. The new legislation is supposed to come into force at the beginning of the year 2015. According to the new legislation on authority, the Ombudsman for Equality would be responsible for monitoring and promoting equality concerning all grounds of discrimination except gender. The National Discrimination Tribunal and Gender Equality Board would be combined as one impartial and independent judicial body.
An important tool in anti-discrimination work in Finland is a specific government disability policy programme, A strong basis for inclusion and equality: Finland´s disability policy programme VAMPO 2010-2015,
 which outlines the most important measures to be undertaken in the field of disability policy. Among its key principles are that people with disabilities are entitled to equal treatment and social inclusion as well as to necessary services and support. General public services are planned in order to suit everyone. If this is not enough, special services are arranged. The goal is that also people with severe disabilities should be able to live in the same residential settings as others and obtain the services they need in the form of individual assistance in their homes. The VAMPO-programme report is divided into 14 content areas and contains altogether 122 concrete measures that are important from the point of view of disability policy. According to the programme, inaccessibility of health care facilities and their environments, together with the lack of or bad timing of the necessary services, such as interpretation services, can become a barrier to the safe and smooth use of the services. More specialist knowledge about disability is needed within the primary health care system, so that the use of health services would function better and run more smoothly.
During the first stage of monitoring the VAMPO-programme, emphasis will be on five primary measures, which include: 1) the preparation and implementation of legislative amendments necessary for the ratification of the Convention on the Rights of Persons with Disabilities; 2) the improvement of the socioeconomic position of persons with disabilities and the combating of poverty; 3) ensuring the availability and quality of special services and support measures in different parts of the country; 4) extensive improvement of accessibility in society; and 5) the strengthening of the position of disability research, the increase of information base and the development of diverse quality methods to implement and monitor disability policy.
There are not very many studies on disability and health sector from the service users’ point of view. Törmä et al (2014) examined discrimination in social and health care services experienced by elderly people from various minority groups. It addresses the issue from two perspectives: it aims to find out to what extent instances of discrimination are reported to the authorities and to establish what types of discrimination elderly people have experienced. The data consists of 374 complaint documents and interviews with 144 elderly people belonging to minority groups and 47 people working in elderly care or civic society organisations. The results reveal that a large number of elderly people have experienced discrimination in social and health care services. Rather than being direct or manifesting itself as poor treatment, the discrimination experienced is often indirect or structural: elderly people from minority groups are not considered in the provision of services, and insufficient attention is paid to the fact that customers may have special needs when using services and obtaining information, e.g. interpretation and IT services were considered inaccessible. Elderly people do not, for example, always receive information or it reaches them in a form that is not easy to understand – a particular problem for language minorities, people with sensory disabilities or intellectual disabilities. In general, diversity and special characteristics of minorities are not given sufficient attention. Services have been designed for the average middle-aged person of the majority population.
In general there is a clear need for more extensive and systematic data collection and research on the situation of persons with disabilities in Finland. Data collection should be systematic in nature, and disaggregated on the basis of age, gender, disability, socio-economic status, ethnicity, and geographic location. There is very little gender specific information on the status of disabled women and girls in Finland. 
Legal Guarantees to Prevent Discriminatory Denial of Health Care or Health Services 
2. Are there legal or other guarantees in place to prevent the discriminatory denial of health care or health service, or the denial of food and fluids on the basis of disability? Are hospitals and medical practitioners required to establish any ethical or monitoring bodies in this respect? Please provide references to relevant legislative provisions and, if available, case law; as well as to any reports or studies on this issue – or campaigns e.g. by disabled people’s organisations.

Under the Primary Health Care Act (66/1972),
 local authorities must promote the health of municipal residents, including older people and people with disabilities, prevent illness and accident injuries and provide medical care. Moreover, the Act on the Status and Rights of Patients (785/1992) defines the right of patients to good health and medical care and related treatment. According to the Act, every person who lives permanently in Finland is, on a non-discriminatory basis, entitled to health and medical care required by his state of health within the limits of those resources that are available for health care at the time.
The National Advisory Board on Social Welfare and Health Care Ethics
 operates in conjunction with the Ministry of Social Affairs and Health. The Government appoints it for four years at a time. The task of the Board is to deal, at the level of principle, with ethical issues relating to social welfare and health care and the status of patients and clients as well as to issue recommendations concerning them. Also at the local level there are Ethical Boards at the social and health care services.

However, there are some gender-based sectors of health care like reproductive health services, breast cancer or pregnancy-associated plasma protein (PAPPA) screenings, where the special needs of disabled people are not always considered. This might lead to the fact that disabled women do not take part in these screenings, which might endanger their health. Also disabled immigrants have special needs, which may not be taken into consideration. According to the interviewed experts a common problem is also that if a person is visibly disabled, health care personnel easily assume that all pain or ailments are due to the disability, even though the particular ailment has nothing to do with the person being disabled. 

There is at least one complaint case concerning the denial of food and fluids on the basis of disability. The Disabled Children´s Parents´ organisation made a complaint to the Parliamentary Ombudsman in 2007.  According to the complaint the Helsinki Universal Hospital has against the consent of parents made Do Not Resuscitate-decisions for disabled children. In addition the hospital has according to the parents made restrictions like “no iv-fluids”, “no iv-antibiotics” or “no additional oxygen” for disabled children. The Parliamentary Ombudsman has stated in the decision (Dnro 3624/4/07)
 of this complaint that also  severely disabled persons have the right to intensive care. The Ombudsman gave a notice to the hospital and due to the complaint process some of the hospital instructions were changed.

Health Insurances and Disability
3. Does the law prohibit or allow discrimination / different treatment of persons with disabilities in the context of health insurance? Please provide references to relevant legislative provisions and, if available, case law; as well as any studies or reports on this issue, or campaigns e.g. by disabled people’s organisations. 

In Finland universal sickness insurance covers all people. But along with the universal health insurance are private insurance companies, who have the right to select their customers. Different pre-existing conditions of the insured person may narrow the coverage of insurance. (Kortteinen 2014) 
The Disability Forum contacted Financial Supervisory Authority in 2009
 concerning the problems disabled people had in trying to get insurance.  According to disability activists interviewed, “ordinary” diabetes can be grounds for refusal of insurance. Disabled persons with steady working careers have also been denied insurance of medical expenses. Disabled people have had difficulties also to get leisure or accident insurances.  If insurance is taken for an un-born baby – which is very common in Finland - , some insurance companies pay insurances if the child is disabled, but some companies inform in advance that insurances are not valid in that case.
The Finances Committee of Parliament has stated
 that disability cannot in principle be ground for refusal of insurance. Real increased risk can, however, in a reasonable way, be taken into consideration in insurance terms and conditions. The risk assessment must be based on appropriate and recent medical evidence and actuarial mathematical calculations.  
The Insurance Board has given a draft decision, where it has accepted the practise by an insurance company of not allowing insurance for a child with a strong degree of autism. The doctor who examined the child recommended allowing insurance as autism did not increase the risk of somatic illness. The Insurance board, however, accepted the decision instructions of the insurance company, which was based on statistical information and   risk assessment. The Insurance Board considered that it was evident that due to the functional limitations of autism the accident risk was clearly higher than average. (Kortteinen 2014.)
Procedure of Complaint System in the Provision of Health Care
4. What opportunities do people with disabilities have to make complaints if they feel they have been discriminated against in the provision of healthcare, e.g. through courts, equality bodies, ombudsman, health authorities? Please identify the option or options available. Please indicate what kind of sanction or remedy can be imposed in cases of discrimination. If available, please give statistics about the number of complaints relating to alleged disability discrimination. In addition, please provide details of any studies or reports on this issue.

The Finnish complaints system for health care is quite complicated, requiring contact with different agencies and levels. The most important actors at the national level are the Supreme Administrative Court, Parliamentary Ombudsman and National Supervisory Authority for Welfare and Health (VALVIRA).  The Regional State Administrative Agencies, the municipal social and health board and local social and patient ombudsman function at the local level. The Regional State Administrative Agencies have no open electronic complaints archive and surveying the complaints necessitates a research permit. There is a clear need for data collection about discrimination and grievances in the health care system concerning disabled people to be expanded.
According to a study by Törmä et al. (2014), in 2010 the Regional State Administrative Agencies handled 1001 complaints about social care. 6.1 per cent of them handled disability services and 5.1 per cent services for people with intellectual disabilities. Most disability related complaints dealt with social services such as housing services and the availability of physiotherapy.
In the case of grievances there is a possibility to complain to supervisory bodies, but in practice complaints very rarely lead to concrete effective remedies. According to the   studies of discrimination (Aaltonen et al. 2013), reported discrimination cases are only the tip of the iceberg. Proving one’s case is often difficult. Complaint mechanisms are overloaded and processes are long. The result may only be a notice from the Parliamentary Ombudsman without sanctions. 
Informed Consent 

5. Please briefly summarise the law relating to informed consent. Does legislation relating to the need for informed consent to treatment refer to people with disabilities in any way, e.g. does it specifically address informed consent of people with intellectual disabilities or people with psychosocial disabilities? Please provide references to relevant legislative provisions and, if available, case law; as well as any relevant studies or reports or campaigns.

According to the Act on the Status and Rights of Patients (785/1992), the patient has to be cared for in a mutual understanding with him/her. If the patient refuses certain treatment or measures, he/she has to be cared for, as far as possible, in other medically acceptable ways in a mutual understanding with her. If a patient, because of mental disturbance or intellectual disability or for other reason, cannot decide on the treatment given to him/her, the legal representative or a family member or other close person to the patient has to be heard before making an important decision concerning treatment. 
The Mental Health Act (1116/1990) lays down conditions when a person may be ordered involuntary treatment in a psychiatric hospital. During 2009 in all about 30,600 patients were treated in psychiatric institutions. Of the new patients registered in 2009, nearly one third were referred to involuntary psychiatric treatment.

A working group at the Ministry of Social Affairs and Health is preparing legislative reforms on the self-determination rights of clients of the social and health services. The need for legislative reform concerns especially involuntary treatment and protective measures used in services for people with intellectual disabilities and dementia patients, the treatment of pregnant substance abusers, and restrictions on the right of self-determination in somatic and psychiatric care. Among other issues, the working group assesses what responsibility persons without public sector employment relationships have in relation to patients’ or clients’ rights in privatised and outsourced social welfare and health-care services. The working group also examines the possible need to reform the Act on the Status and Rights of Patients (785/1992), the Act on the Status and Rights of Social Welfare Clients
 (812/2000) and any other social welfare and health-care legislation. The legislative renewal process is continuing at the time of this report.

Consent of Medical and Scientific Experiments and Clinical Trials
6. Can a person with disabilities be subject to medical or scientific experimentation without giving his or her consent? If so, under what circumstances and subject to what guarantees? Please provide references to relevant legislative provisions and, if available, case law; as well as to any relevant studies or reports or campaigns.

7. Can a person with disabilities decide for him or herself whether to participate (and withdraw) from clinical trials even if somebody else (e.g. a guardian) takes a contrary view? Please include references to any relevant legislative provisions and, if available, case law; as well as relevant studies, reports and campaigns.  

As mentioned in the previous section, if a patient because of mental disturbance or intellectual disability or for other reason cannot decide on the treatment given to him/her, the legal representative or a family member or other close person to the patient has to be heard before making an important decision concerning treatment. Health care professionals should try to give the information in such a way that the patient can understand it. 
Although important in the context of human rights, medical and scientific experiments and clinical trials have not been in the main focus of the Finnish disability policy. According to the interviewed experts there is a high ethical code on these matters in Finland. 
Rehabilitation

8. Does legislation or policy guarantee a minimum right to rehabilitation following the onset of a disability? If so, please provide further information, e.g. length, funding, nature of rehabilitation. Are these or other rehabilitation services also available to people who have always had a disability? Please provide details of any relevant studies and reports which  consider the appropriateness of the nature and/or availability of these services.

The Finnish rehabilitation system is complex, scattered and shared between a number of organisations. Private work pension institutes fund rehabilitation for persons who are working or who have a working life history. The Social Insurance Institute (Kela) is a public agency and mainly responsible for rehabilitation for persons who are disabled from birth or at an early age. Public-sector health care providers such as health centres and hospitals also arrange some rehabilitation mainly for persons outside the labor force, but their resources are more limited than those of Kela or private insurance companies. Employment offices have also rehabilitation measures for those who are working or unemployed. Here the length, funding and the scope of rehabilitation is based on the persons’ working life status prior to the need for rehabilitation. All disabled people are entitled to rehabilitation, but they are divided into different categories and those who are working have best rehabilitation options. The rehabilitation of Kela is bound to the person´s need for physical help and to the concept of “severely disabled”. Belonging to this category is sometimes controversial. (Järvikoski et al. 2009)
Although the rehabilitation measures of Kela are varied, e.g. for children, a recent study (Autti-Rämö et al 2011.) indicates that rehabilitation organised by Kela is not allocated sufficiently to disabled students or disabled persons who are working. This fact is contrary to the spirit of the rehabilitation law.

A current grievance is that the rehabilitation of Kela is not available for persons over 65 years of age.  Finland’s Disability Policy Programme suggests that the age limit should be 68.
Training and Awareness Programmes

9. Do action programmes or training requirements related to healthcare professionals seek to raise awareness of the human rights, dignity, autonomy and needs of persons with disabilities in healthcare, including through the promulgation of ethical standards? If so, please provide details.

The human rights and needs of disabled people are handled in the training of healthcare professionals, although sometimes in a limited way and based until recently on the medical model of disablement. 
A good example of raising awareness is the eHandbook on Disability Services,
 which is intended for professionals working in the field, but also service users may find the handbook useful. The purpose of the eHandbook is to improve the nationwide equality in services for people with disabilities, to improve service quality and to promote a new approach to disability policy, ensuring people with disabilities exercise their right to self-determination and have more opportunities for participation. The e-handbook is available in Finnish, and some sections are translated into Swedish. Another good practice among many others is the work of Hilma - The Support Centre for Immigrant Persons with Disabilities,
 which provides information about services and rights, guidance in applying for services and filling in forms and peer support. The services are free of charge. 

A recent positive development is also the successful raising of funds among disability NGOs and service providers to set up a chair in disability studies at the University of Helsinki. The professor in disability studies started in 2014 in the social science faculty but the new chair will also promote multidisciplinary disability studies. 
References
Aaltonen, M, Heino, P & Villa, S (2013). ”Riiteleminen on pienelle ihmiselle raskasta”. Selvitys syrjinnän uhrien oikeusturvakeinojen saavutettavuudesta ja vaikuttavuudesta. (It is  tough to quarrel for a small man. Accessibility and effectiveness of the legal remedies of victims of discrimination) Helsinki: Sisäministeriön julkaisu 13/2013.
The Act on the Status and Rights of Patients (785/1992) http://www.finlex.fi/en/laki/kaannokset/1992/19920785. Accessed 20.8.2014.
Autti-Rämö, I., Faurie, M. & Sakslin, M (2011) Vaikeavammaisten kuntoutuksen järjestämisvelvollisuus Suomessa. Aihetta lainsäädännön muutoksiin? (The obligation to organise rehabilitation for people with severe disabilities. Cause for legislative changes?) Helsinki: Kelan tutkimusosasto. Sosiaali- ja terveysturvan selosteita.
The Constitution of Finland (731/1999). http://www.finlex.fi/en/laki/kaannokset/1999/en19990731. Accessed 20.8.2014.
Criminal Code (39/1989). http://www.finlex.fi/en/laki/kaannokset/1889/18890039. Accessed 20.8.2014.
eHandbook on Disability Services. http://www.sosiaaliportti.fi/en-GB/the-handbook-on-disability-services/www.finlex. Accessed 10.8.2014.
Implementation of the International Covenant on Economic, Social and Cultural Rights. Sixth periodic report by the government of Finland.
Joint submission on Finland. List of Issues, Country report task force. 
Human Rights Committee, 106th Session. The Finnish Disability Forum. European Disability Forum. International Disability.

Järvikoski A, Hokkanen L, Härkäpää K (toim.) (2009) Asiakkaan äänellä. Odotuksia ja arvioita vaikeavammaisten lääkinnällisestä kuntoutuksesta. (Client’s voice: expectations and evaluations of medical rehabilitation of severely disabled persons) Kuntoutussäätiön tutkimuksia 80/2009. Helsinki. 
Konttinen. J-P (2013). VAMPO-seurantaraportti I [Finnish Disability Policy Program VAMPO Monitoring Report I]. Helsinki: National Institute for Health and Welfare (THL).  Discussion paper 25/2013. 
Kortteinen, J. (2014) Kuka vakuuttaisi vammaisen? (Who would insure a disabled person?) Perustuslakiblogi. Suomen valtiosääntöoikeudellisen seuran ajankohtaispalsta. http://perustuslakiblogi.wordpress.com/2014/02/24/juhani-kortteinen-kuka-vakuuttaisi-vammaisen/ Accessed 11.8.2014.

An NGO Contribution to the Universal Periodic Review Mechanism. November 2011. Helsinki: The Finnish Disability Forum
Non-Discrimination Act (21/2004) http://www.finlex.fi/fi/laki/ajantasa/2004/20040021?search[type]=pika&search[pika]=yhdenvertaisuuslaki. Accessed 18.9.2014.
Myös vaikeasti vammaisilla on oikeus hoitoon (Also severely disabled people have the right to health care) Eduskunnan oikeusasiamiehen päätös (The Decision of the Parliamentary Ombudsman) Dnro 3624/4/07  
Primary Health Care Act (66/1972). http://www.finlex.fi/en/laki/kaannokset/1972/19720066. Acccssed 20.8.2014.
A strong basis for inclusion and equality: Finland´s disability policy programme VAMPO 2010-2015. Helsinki: Publications of the Ministry of Social Affairs and Health 2012:7
Törmä, S., Huotari, K., Tuokkola K. & Pitkänen S. (2014) Ikäihmisten moninaisuus näkyväksi. Selvitys vähemmistöihin kuuluvien ikääntyneiden henkilöiden kokemasta syrjinnästä sosiaali- ja terveyspalveluissa. (Diversity of elderly people. Survey on discrimination in social and health care services experienced by elderly people from minority groups). Helsinki: Sisäministeriö
Expert interviews
General Secretary Pirkko Mahlamäki, Finnish Disability Forum 12.8.2014
Disability Ombudsman Reija Lampinen, City of Helsinki 12.8.2014, 21.8.2014
� European Union Agency for Fundamental Rights (FRA), Inequalities and multiple discrimination in access to and quality of healthcare, 2013.


� � HYPERLINK "http://www.finlex.fi/en/laki/kaannokset/1999/en19990731" �http://www.finlex.fi/en/laki/kaannokset/1999/en19990731�.


� � HYPERLINK "http://www.finlex.fi/fi/laki/ajantasa/2004/20040021?search%5btype%5d=pika&search%5bpika%5d=yhdenvertaisuuslaki" ��http://www.finlex.fi/fi/laki/ajantasa/2004/20040021?search[type]=pika&search[pika]=yhdenvertaisuuslaki�. 


� � HYPERLINK "http://www.finlex.fi/fi/laki/kaannokset/1889/en18890039.pdf" ��http://www.finlex.fi/fi/laki/kaannokset/1889/en18890039.pdf�.


� � HYPERLINK "http://www.stm.fi/c/document_library/get_file?folderId=5197397&name=DLFE-21116.pdf" �http://www.stm.fi/c/document_library/get_file?folderId=5197397&name=DLFE-21116.pdf�. 


� � HYPERLINK "http://www.finlex.fi/fi/laki/kaannokset/1972/en19720066.pdf" ��http://www.finlex.fi/fi/laki/kaannokset/1972/en19720066.pdf�.


� � HYPERLINK "http://www.etene.fi/en" ��http://www.etene.fi/en�. 


� � HYPERLINK "http://www.eduskunta.fi/triphome/bin/eoar3000.sh?HAKUSANA=3624%2F4%2F07" ��http://www.eduskunta.fi/triphome/bin/eoar3000.sh?HAKUSANA=3624%2F4%2F07�.


� Based on the interview with General Secretary Pirkko Mahlamäki.


� � HYPERLINK "http://www.eduskunta.fi/triphome/bin/thw.cgi/trip/?$%7bAPPL%7d=utpvm&$%7bBASE%7d=faktautpvm&$%7bTHWIDS%7d=0.49/1411043629_311038&$%7bTRIPPIFE%7d=PDF.pdf" ��http://www.eduskunta.fi/triphome/bin/thw.cgi/trip/?${APPL}=utpvm&${BASE}=faktautpvm&${THWIDS}=0.49/1411043629_311038&${TRIPPIFE}=PDF.pdf�.


� � HYPERLINK "http://www.finlex.fi/fi/laki/ajantasa/2000/20000812?search%5btype%5d=pika&search%5bpika%5d=Laki%20sosiaalihuollon%20asiakkaan%20asemasta%20ja%20oikeuksista" �http://www.finlex.fi/fi/laki/ajantasa/2000/20000812?search[type]=pika&search[pika]=Laki%20sosiaalihuollon%20asiakkaan%20asemasta%20ja%20oikeuksista�. 


� � HYPERLINK "http://www.sosiaaliportti.fi/en-GB/the-handbook-on-disability-services/finlands-disability-policy/" �http://www.sosiaaliportti.fi/en-GB/the-handbook-on-disability-services/finlands-disability-policy/�. 


� � HYPERLINK "http://www.tukikeskushilma.fi/kieli/english.php" �http://www.tukikeskushilma.fi/kieli/english.php�. 





12[image: image3.jpg]european





