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				Diary number		Date
				IOK/61/2022		October 12th 2022

The Special Rapporteur on the rights of 
persons with disabilities
Office of the United Nations High Commissioner for Human Rights, 
United Nations Office at Geneva, 
CH 1211 Geneva 10, 
Switzerland

By email: hrc-sr-disability@un.org


RE: Call for inputs: Report of the Special Rapporteur on the rights of persons with disabilities to the 52nd session of the Human Rights Council

Contribution from the Finnish NHRI/Human Rights Centre 

The Human Rights Centre (HRC) would like to thank the Special Rapporteur on the rights of persons with disabilities for the possibility to provide information concerning innovation around the world in the design and delivery of services that underpin the right to live independently and be included in the community.


A. Policy Goals and Principles

1. What are the primary principles and goals that govern the provision of services to people with disabilities in your State? 
The primary principles of Finnish disability policy are equality, participation, accessibility and necessary services and support. The Constitution guarantees equal treatment for persons with disabilities (PWD) and prohibits discrimination on the ground of disability. The CRPD is in force as law since 10 June 2016. Participation is supported by social welfare and specific disability services promoting equal opportunities and social inclusion. Accessibility and necessary services and assistance are important prerequisites for PWDs to gain maximum independence and equal participation in society.  In the reform of the legislation on equality and non-discrimination (2015) denial of reasonable accommodations was included as a form of discrimination and the scope of the obligation to provide reasonable accommodations was extended to the full scope of the Non-discrimination Act.

2. Have these principles and goals been modified to take explicit account of Article 19 of the CRPD on the right to live independently and be included in the community (e.g., personalization of services, personal and human support, assistive technology, accessible transport, access to housing, expansion of community-based services, emphasis on personal empowerment and choice). 

The principles and goals of disability policy have remained the same since 1980s. Increased emphasis on supporting the exercise of self-determination is motivated by the implementation of the CRPD; reform is long delayed. Participation and social inclusion are the focus of the current National Action Plan on Disability, 2021.

3. Are these goals linked directly to broader policy imperatives to ensure people with disabilities can take meaningful advantage of being in the community – such as the opportunity for employment and education, access to health care, promotion of natural or unpaid supports or community assets available to citizens without disabilities? If so, how?
The goals are directly linked to policy imperatives of ensuring equal opportunities and full participation in society, especially in education and employment and equal access to public services, such as healthcare.

B.  Service Delivery


4. Who primarily delivers services to people with disabilities (State, local government, private providers commissioned by the State, religious organizations, other, or a mix?). How do you see this mix changing if at all as a result of the UN CRPD in your country? 
From 1st January 2023, responsibility for organisation and delivery of social welfare and health care services will shift from municipalities to 21 welfare regions and the City of Helsinki. The regions will receive their funding for social welfare services, including disability services, directly from the state budget. 

5. Who primarily pays for services to people with disabilities (State, local government, private providers commissioned by the State, religious organizations, other, or a mix?). How do you see this mix changing if at all?
The entity responsible for organising the service is the primary payer. Currently, it is the municipality through state subsidies and municipal taxation. From 2023 on, the state is directly the primary payer. The regions do not have any independent right to taxation. This may limit or deduct from the ability to organise services according to the need as the legislation requires, because the funding sources are limited and more rigid.

6. Describe generally how community-based providers are paid for the services they deliver (e.g., through general grants, through per capita funding, based on specific services rendered, other means?). What changes, if any, are anticipated regarding the present payment methodology?
While municipalities have the responsibility for organising disability services for their residents, most services are delivered through several ways- own production, vouchers, procurement from public and private providers, through outsourcing. Disability services are special services, not exempt of public procurement and competition legislation. In 2018, a citizen initiative was brought before the Parliament, with the purpose of excluding life-long disability services from public procurement and competitive tenders. In response, a ministerial working group drafted proposals to enhance the participation of disabled service users.

7. In what ways are principles and service goals communicated to the service system (e.g., in laws, service standards, staff training, funding incentives, means for compensating/penalizing service providers, and/or for assessing the quality of services?). Please describe. 
Principles and service goals are communicated through the general legislation, principally Social Welfare Act and special legislation, Disability Services Act, (DSA; 380/1987), Act on Special Care for People with Intellectual Disabilities, (SCA 519/1977), service delivery contracts and accompanied by service standards. Tendering documents describe the services, including their quality. Some sanctions may be included for failure of providers meet their obligations. Monitoring of quality of services is carried through customer satisfaction questionnaires and user surveys. Some providers keep track of number of complaints lodged. For group homes, and closed institutions, there are inspections by state authorities. However, monitoring resources are limited, and the activity has not yet fully resumed post COVID-19.

8. What new services, including those to support families, have been added to the available service array to advance principles consistent with Article 19?
There are specific form of respite care and support services for families with children with disabilities. Short-term care is a service that is organized to lighten care responsibilities and to support the coping of close persons of the person with a disability. Short-term care can be granted to children and adults if they necessarily need it because of their disability. Persons with an intellectual disability have the right to short-term care and family care. Major aim of the disability service reform is to bring the services for all PWDs under one Disability Services Act.

9. What practices, if any, have been adopted/encouraged to promote greater use of technology to personalize support to persons with disabilities (e.g., telehealth, remote monitoring, adaptive communication, artificial intelligence, etc.)? 
Tele health was further developed during Covid-19 pandemic, use of distance services increased. Digital services are increasingly adopted: social welfare client and patient communication platform Maisa, prescriptions service Kanta. The digital divide is a major challenge across generations. Many PWDs face significant access barriers to digital and distance services.

10. In what ways are caregivers (e.g., family members, other informal caregivers) recognized and supported? 
Informal care is a form of care and support provided at the client’s home with the help of a family member or associate. This is complementary to disability services, focusing on care rather than assistance. The number of informal carers is around 50,200. In 2021 4,6 percent of over 74-year-olds received support for informal care. Situation of informal carers is challenging. Eighty per cent of informal carers are in nearly 24/7 caring situation. It is important to note that the number of persons caring for family members is considerably higher, estimated at 350 000, essentially in comparable situation, without access to supports under informal care.

11. Do you have a policy of personalizing/tailoring services to individual needs? How is the policy implemented? (e.g., through individual planning requirements? etc.). 
Disability services are awarded in a process starting with an individual assessment of needs, followed by the preparation of a written personal service plan. The plan does not confer any justiciable right to clients, a binding decision concerning each service is decisive. Meanwhile, special care program for persons with intellectual disabilities EHO gives the PWD the subjective right to the services and means of support included. An individual EHO is to be prepared for each person living in the municipality who is in need of special care for persons with intellectual disabilities. 

12. Describe how much control people with disabilities have regarding the services that they receive (e.g., choice of who provides support, choice of where they live and with whom they live, control over budgets). 
The amount of control regarding the services varies across different modes of service delivery. The choice of who provides support is best ensured through the Employer model of personal assistance. Person with disability makes the decisions on recruitment and has the rights and responsibilities of an employer. In the other form, service vouchers or directly from the municipality, the choice is more limited. Voucher use is limited to a preselected list of providers.
Client choice and control is increasingly narrowed through public procurement procedures. The tendering rounds lead to a consolidation of eg. housing to a limited number of large service providers. While the Act specifically carves out some possibilities for direct acquisition, these possibilities should be used more to vitalise the services.

13. In some disability support structures, service users or families have an allocated budget which is devolved so they have control over how the funds are used to purchase eligible disability supports. Do you have or anticipate a policy of devolving budgets to the service user? Describe. 
A project on personalised budget 2020-2021 concluded with a proposal for a Finnish model of the system.   In 2018, a proposal of a Bill to enhance freedom of choice in health care and welfare included a similar system of personal budgeting; the proposal lapsed by change of government. The work continued in 2020-2021, and it produced a model legislation. This was not included in the new disability services bill presented to Parliament in September 2022. Its future use depends on the decisions of the welfare regions.

14. If budgets are devolved to the user, what kinds of supports are available to assist them, how are the administrative tasks minimized and is the individual given wide discretion on how the funds are spent? 
Not applicable.

15. Have you adopted any positive “wealth accumulation strategies” (e.g., innovative trust funds) to complement social provision? Describe.
No.

C. Monitoring and Oversight


16. Describe the types of data you collect on people with disabilities receiving services (e.g., numbers of service users, types of disability, service utilization, costs per person, quality of life outcomes, health outcomes, incidence of abuse, neglect and exploitation). Are these data gathered and reported in aggregate only or may it be disaggregated per person? 
Data is collected by Statistic Finland and National Institute for Health and Welfare THL. THL maintains a data bank of indicators (Sotkanet.fi) on social welfare and health care data, including disability indicators, which reflect the principal categories of disability services disaggregated by age (under 18, 18-64 and 65 and over), number of service users per 100 000 inhabitants. THL has published on information needs relative to disability.

17. How do you enforce standards as they apply to service delivery providers (law, standards,incentives)? What do these standards focus on in the main? How are they measured?
Self-monitoring. Municipality may conduct inspections. Focus on quantifiable factors.

18. Do your compliance rules make it possible to disqualify those providers in breach of the standards from competing for future State support?
No.
D. Re-Shaping the Market/Challenges and Opportunities

19. Describe the major challenges you face in endeavoring to reform your system of services and supports for people with disabilities. Barriers might include workforce shortages, inadequate resources, lack of knowledge and training, weak infrastructure, and/ history of institutionalization.
Personal assistance is suffering under major workforce shortage, as wages have remained low and stagnate in high inflation conditions. While there have been positive developments, in vocational training, these have yet not been reflected in wage levels. In other services, where number of users has increased, this has led to a series of cost-controlling measures. The Covid-19 pandemic caused a major disruption in use of adapted transportation services.  

20. How is the COVID-19 pandemic and its aftermath reshaping the service delivery market? Explain in terms of changes in service expectations among service recipients and regarding impacts on the services available. 
The pandemic led to closures of important services, rehabilitation, fitting of technical aids, mobility devices. The restriction of movement, and advice to self-isolate prior to the introduction of vaccines led to severe deficits in rehabilitation and care, which were only starting to be remedied in 2022. The staff shortages in health care and disability services have become acute.

21. Do you pro-actively seek out new kinds of service providers with new business models that emphasize person-centered practices? 
Resource constraints combined with the procurement processes create disincentives for any person-centered innovations apart from the introduction of digital services.

22. Do you encourage service providers to adopt a ‘business and human rights approach’ to their endeavours? 
Providers are obligated to meet the legislative requirements, tenders may include supplementary innovation criteria, these cannot override the obligation of cost efficiency or price criteria, normal distribution of quality criteria is 20/100.

23. How do you incentivize innovative person-centered new providers to enter the market? Describe. 
Through private funding of co-ops, third sector, ESF+ project funding.

24. Do minimum wage laws apply in this sector? Is there a career advancement structure for workers in the sector?
No minimum set, in practice comparable level to municipal home help. Advancement possibilities are very limited.


E. Process of Reform


25. What lessons have been learned to build momentum, while minimizing resistance, for systems change consistent with Article 19? 
Deinstitutionalization process is ongoing since 2010. Number of persons with intellectual disabilities in institutional care fell 2010-2020, due to the housing programme for persons with intellectual disabilities (KEHAS), which focused on acquiring flats to enhance community living away from segregated settings. The program largely did meet its objective.

26. Did you have have an initiative to re-imagine services that includes service users (e.g., have you commissioned a Task Force?). 
In response to the citizen initiative of 2018, the Parliament called for setting up of a working group on participation. That, with the work concluded is a good example. Also, the co-operative structures in municipal disability councils, which are to be followed by similar structures in regions.

27. In what ways do you solicit the input of people with disabilities and family members in policy making, program oversight, strategic planning, etc. (e.g., national advisory councils, regional/local forums, surveys, webinars, etc.). 
The Advisory Board for the Rights of Persons with Disabilities is the national coordinating mechanism for CRPD. Its function is to promote national implementation and to consider the rights of persons with disabilities in all aspects of government. The Board operates under Ministry of Social Affairs and Health. It consists of representatives of ministries, persons with disabilities and their families, labor market organizations as well as representatives from regional and local government. 

The board was responsible for drawing up The National Action Plan on the UN CRPD, determining the measures that will be taken to promote the implementation of the Convention in different administrative branches during the second action plan period 2020-2023.

28. What are the two or three strategic objectives you have to enhance the quality, availability, and effectiveness of services to people with disabilities in your state?
The layers of protection and support for PWDs by both general and special legislation are under fundamental changes, facing significant disruptions due to both long-term pressures in financing and sudden crises.
Tight budget constraints combined with increased health care costs bring significant pressure towards limiting access to disability special services.  Simultaneous reforms are very likely to cause major disruption or even loss of services to significant number of PWDs. It is vital to find ways for small-scale user-led types of operations to continue. The experience and good practices should be used more effectively to enhance participation.

The Disability Services Bill now before Parliament, to come into force 1 January 2023, replacing both DSA and SCA, introduces significant changes to the subjective rights, including exclusions contrary to CRPD - on ground of old age. The subjective right and relevant special obligation to organize services are meant as protection to ensure that PWDs eligible will have access to the crucial services. The right is subject to eligibility criteria and the entity responsible for the organization has a wide latitude as to the ways and means. This construction is considerably diluted from its established interpretation. The mandatory minimums have been replaced by a discretionary assessment of “necessity”. This results in significant uncertainty as to what exactly a PWD is entitled to. These changes will affect particularly personal assistance and transport services. 
The uncertainty is compounded by a crucial change in 2020 whereby a first instance decision of the Administrative Court regarding disability services will be final, apart from a leave to appeal awarded by the Supreme Administrative Court. 

In this context of new legislation, reduced access to review of Court decisions, significant fluidity of key concepts, exceptional need for new jurisprudence to guide the interpretation of the new provisions, the outlook for effective implementation is clouded in uncertainty. the strategy for advocacy and promotion of rights, especially those reflected in article 19 CRPD then must be through the CRPD obligations.
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