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We have worked on mapping the available data and information needs related to disability and, by 

looking at them together, formed a picture of existing data and data gaps. There is a particular need 

for data in situations of change.  

This publication is composed of four parts. The first part describes the task assigned by the Ministry 

of Social Affairs and Health to the Finnish Institute for Health and Welfare (THL) and the reasons for 

the information needs. The second part describes the types of data available on disability and the 

methods used to collect this data in general terms and giving examples. While the theme is mainly 

examined from the perspective of data collected by public actors, it should be noted that third 

sector actors also have plenty of good data sets, which should be utilised better in the future to 

support monitoring efforts. The third part describes the future of data collection and, in particular, 

the opportunities and challenges related to it. The fourth and final part focuses on the details of the 

roadmap, including objectives, timelines and resources, from the perspective of changes in 

disability legislation.  

The authors hope that the proposals discussed in this Roadmap could be implemented as 

extensively as possible. We also hope that the Roadmap would inspire readers to consider new ways 

and means of collecting data to complement the picture of disability, without forgetting the needs 

related to using the data.  
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Foreword 

Some years ago, the Finnish Institute for Health and Welfare (THL) released a publication titled Disability-
related information and information needs, which discussed the Finnish Institute for Health and Welfare's 
data collection from the perspective of disability. The UN Convention on the Rights of Persons with 
Disabilities and the needs to monitor its implementation were also prominent in this publication. The 
publication has been used quite extensively in different contexts. At the time of its completion, however, 
we already knew that continuing our work and updating the knowledge base from the perspective of 
disability would be necessary as, while our understanding of the information needs grows constantly, new 
opportunities for gathering and especially using data are being identified. This development also includes 
disability. In the present publication, we focus on considering and anticipating how the impacts of the 
reformed Disability Services Act can be monitored and assessed. We hope that the publication will also lay 
a foundation for systematic data collection on disability services.  

The publication could not have been completed without the input of the different authors and, above all, 
their interest in writing from the perspective of disability. We would like to thank Hannele Tanhua, Riikka 
Väyrynen, Miina Arajärvi, Maaret Vuorenmaa, Reija Klemetti, Riitta Ikonen and Antti Kääriälä from the 
Finnish Institute for Health and Welfare and Panu Artemjeff from the Ministry of Justice. Our thanks also 
go to Anne-Mari Raassina from the Ministry of Social Affairs and Health for her support and 
encouragement.   
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Abstract 

Päivi Nurmi-Koikkalainen, Iiro Toikka, Anu Muuri and Sirkka Sivula (eds.) Roadmap for Systematic Data 
Collection in Services for People with Disabilities. Finnish Institute for Health and Welfare (THL). 
Discussion paper 18/2020. 43 pages. Helsinki, Finland 2020. 
ISBN 978-952-343-491-2 (online publication) 

This publication was commissioned by the Ministry of Social Affairs and Health. It aims to build a picture 
of current and future needs for information on services for people with disabilities sourced from studies, 
research and statistics. 

The purpose of the roadmap is to serve legislative drafting – especially impact assessments – and help 
monitor and evaluate the practical implementation of legislation, especially in a situation of change. 

The human rights perspective is paramount in the roadmap. The objective of disability legislation is also 
underpinned by a human rights perspective, and its realisation must be monitored and evaluated in addition 
to and in connection with individual services. 

Disability services have an essential impact on the lives of persons with disabilities, enabling the 
realisation of their autonomy, inclusion and equality in society. Many people with disabilities are 
completely dependent on services in order to survive and cope with the ordinary activities of life. This is 
why examining the availability and quality of services is essential. It is also required under  
the UN Convention on the Rights of Persons with Disabilities. 

While plenty of information is already available, most of it is quantitative rather than qualitative. As the 
needs for assistance, help and support of every person with disabilities are highly individual, the mere 
number of services provided does not describe adequately the impact of the services on a person’s everyday 
life. 

Much more specific information is also needed on services enabling the ordinary everyday life, which 
can be provided in many different ways. 

In order to obtain reliable information on the effectiveness of services, extensive studies conducted 
before and after the entry into force of new legislation must be analysed and supplemented with separate 
reports. This is the only way to obtain sufficient information before the Kanta information system is fully 
developed. 

The chapter on key issues related to monitoring the reform of the disability legislation paints a picture 
of the most important monitoring and evaluation needs created by the pending legislative reform. As the 
number of these needs is high, efforts have been made to prioritise them. Services whose monitoring and 
evaluation will be particularly important include service accommodation and transportation services. In 
addition, monitoring and evaluating the delivery of the coaching and support service to be provided under 
the new legislation will be important, as a number of services that were earlier regulated under different 
statutes will be combined in a new way, and some completely new services will also be introduced. 

Another important viewpoint related to monitoring and evaluation is the target group of the new 
Disability Services Act. Firstly, will people who currently fall through the cracks of the current legislation 
receive better services in the future? On the other hand, will more people end up in this position as two 
Acts are integrated? Safeguarding the growth and development of the child and maximising his or her 
personal potential require special sensitivity and flexibility of the service system. This is why the delivery 
of services for children and young people in their daily lives must be carefully monitored and evaluated. 

The purpose of the Act is to respond to the individual needs for assistance, help and support of a person 
with a disability, taking into account such factors as their life situation and the circumstances in which they 
live. The diagnosis will no longer play a decisive role in the future. As a result of the reform, the 
assessment of service needs and service planning as well as the client’s participation in service delivery 
will grow in significance. This will also increase the need for monitoring and evaluation. 
 
Keywords: Services for people with disabilities, legislation, monitoring, statistics  
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Tiivistelmä 

Päivi Nurmi-Koikkalainen, Iiro Toikka, Anu Muuri ja Sirkka Sivula (toim.) Roadmap for Systematic Data 
Collection in Services for People with Disabilities [Tiekartta systemaattiselle tiedonkeruulle 
vammaispalveluissa]. Terveyden ja hyvinvoinnin laitos (THL). Työpaperi 18/2020. 43 sivua. Helsinki 
2020. 
ISBN 978-952-343-491-2 (verkkojulkaisu) 

Tämä julkaisu on syntynyt sosiaali- ja terveysministeriön toimeksiannosta. Tarkoituksena on luoda kuva 
olemassa olevasta ja jatkossa tarvittavasta selvitys-, tutkimus- ja tilastotiedosta liittyen 
vammaispalveluihin. 

Tiekartan on tarkoitus palvella lainvalmistelua ‒ erityisesti vaikutusten arviointia ‒ sekä auttaa 
seuraamaan lainsäädännön toteutumista käytännössä erityisesti muutostilanteessa. 

Ihmisoikeusnäkökulma on tiekartan johtava ajatus. Vammaislainsäädännön tarkoituksena on toteuttaa 
perus- ja ihmisoikeuksia käytännössä. Tämän tarkoituksen toteutumista tulee seurata yksittäisten palvelujen 
lisäksi. 

Vammaispalvelut vaikuttavat olennaisella tavalla vammaisten henkilöiden elämään ja mahdollistavat 
vammaisten henkilöiden itsemääräämisoikeuden, osallisuuden ja yhdenvertaisuuden toteutumisen 
yhteiskunnassa. Monet vammaiset ihmiset ovat täysin riippuvaisia palveluista pysyäkseen hengissä tai 
voidakseen suoriutua aivan tavanomaisista elämän toiminnoista. Siksi on välttämätöntä selvittää 
palveluiden saatavuutta ja laatua. Sitä edellyttää myös YK:n vammaisten henkilöiden oikeuksien sopimus. 

Tietoa on jo olemassa paljon, mutta eniten on saatavissa määrällistä, ei niinkään laadullista tietoa. 
Koska jokaisen vammaisen ihmisen avun ja tuen tarpeet ovat hyvin yksilöllisiä, pelkkä toteutuneiden 
palveluiden määrä ei riitä kuvaamaan palveluiden vaikutusta vammaisten ihmisten arkeen. Tarvitsemme 
myös huomattavasti yksilöidympää tietoa esimerkiksi asumisen tukemisesta, jota voidaan toteuttaa monin 
eri tavoin. 

Jotta palveluiden vaikuttavuudesta voidaan saada luotettavaa tietoa, on analysoitava laajoja ennen ja 
jälkeen uuden lain tehtyjä tutkimuksia, kuten FinSote ja kuntakyselyt, sekä täydennettävä niitä 
erillisselvityksillä. Ennen Kanta-tietojärjestelmän kehittymistä täyteen laajuuteensa emme muuten saa 
riittävää tietoa. 

Luku ”Vammaispalvelulainsäädännön uudistuksen seurannan keskeisimmistä kysymyksistä” antaa 
kuvan tärkeimmistä seurannan tarpeista, joita valmisteilla oleva lakiuudistus tuo. Koska tarpeita on paljon, 
niitä on pyritty priorisoimaan. Erityisen tärkeitä seurattavia palveluita ovat asumisen ja liikkumisen tuki. 
Lisäksi on tärkeää seurata uuteen lainsäädäntöön suunnitellun valmennus ja tuki -palvelun toteutumista, 
koska se sisältää uudella tavalla koottuna useita aiemmassa lainsäädännössä hajallaan olleita ja myös osin 
täysin uusia palveluita. 

Toisena tärkeänä näkökulmana seurannassa on lain kohderyhmä. Ensinnäkin, voivatko sellaiset 
henkilöt, jotka nykyisin ovat jääneet väliinputoajan asemaan, saada jatkossa paremmin palveluita? 
Toisaalta, aiheuttaako kahden lain yhteensovittaminen mahdollisesti uusia väliinputoajia? Lapsen kasvun ja 
kehityksen turvaaminen sekä oman potentiaalin maksimaalinen käyttöön saaminen edellyttää 
palvelujärjestelmältä erityistä herkkyyttä ja joustavuutta. Siksi lasten ja nuorten palveluiden toteutumista 
arjessa tulee seurata tarkoin. 

Lain perusajatuksena on vastata vammaisen henkilön yksilöllisiin avun ja tuen tarpeisiin ottaen 
huomioon muun muassa henkilön elämäntilanne ja olosuhteet, joissa hän elää. Diagnoosilla ei ole enää 
jatkossa ratkaisevaa merkitystä. Palvelutarpeen arvioinnin ja palvelusuunnittelun merkitys sekä henkilön 
oma osallisuus niiden toteutuksessa kasvaa uudistuksen vuoksi. Siksi myös seurannan tarve kasvaa. 

 
Avainsanat: vammaispalvelut, lainsäädäntö, seuranta, tilastot 
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Sammandrag 

Päivi Nurmi-Koikkalainen, Iiro Toikka, Anu Muuri ja Sirkka Sivula (red.). Roadmap for Systematic Data 
Collection in Services for People with Disabilities [Vägkarta för systematisk datainsamling inom 
funktionshinderservice]. Institutet för hälsa och välfärd (THL). Diskussionsunderlag 18/2020. 43 sidor. 
Helsingfors, Finland 2020. 
ISBN 978-952-343-491-2 (nätpublikation) 

Denna publikation har uppkommit på uppdrag av social- och hälsovårdsministeriet. Syftet är att skapa en 
bild av befintlig och i fortsättningen nödvändiga utrednings-, forsknings- och statistikuppgifter om 
funktionshinderservice. 

Avsikten är att vägkartan ska tjäna lagberedningen – i synnerhet konsekvensbedömningen – och hjälpa 
till att följa upp hur lagstiftningen genomförs i praktiken, i synnerhet i förändringssituationer. 
Människorättsaspekten är vägkartans ledande tanke. Funktionshinderlagstiftningen grundar sig på 
människorättsaspekten. De enskilda tjänsterna och lagens förverkligande bör följas upp även utgående från 
människorättsaspekten. 

Funktionshinderservicen har en väsentlig inverkan på livet för personer med funktionsnedsättning och 
möjliggör självbestämmanderätt, delaktighet och jämlikhet för dem i samhället. Många människor med 
funktionsnedsättning är helt beroende av tjänsterna för att överleva eller för att klara av helt vanliga 
livsfunktioner. Därför är det nödvändigt att utreda tjänsternas tillgänglighet och kvalitet. Det är också vad 
FN:s konvention om rättigheter för personer med funktionsnedsättning förutsätter. 

Det finns redan mycket information, men den är mest kvantitativ, inte kvalitativ. Eftersom behovet av 
hjälp och stöd för varje person med funktionsnedsättning är mycket individuell, räcker det inte med enbart 
antalet genomförda tjänster för att beskriva hur tjänsterna påverkar vardagen för personer med 
funktionsnedsättning. Vi behöver också betydligt mer specifik information om till exempel stöd för boende, 
som kan genomföras på många olika sätt. 

För att man ska kunna få tillförlitlig information om tjänsternas effektivitet måste man analysera 
omfattande undersökningar som gjorts före och efter den nya lagen, såsom FinSote och kommunenkäterna, 
samt komplettera dem med separata utredningar. Innan datasystemet Kanta utvecklas till sin fulla 
omfattning får vi för övrigt inte tillräcklig information. 

Kapitlet om de viktigaste frågorna i uppföljningen av reformen av lagstiftningen om 
funktionshinderservice ger en bild av de viktigaste uppföljningsbehoven som den lagreform som är under 
beredning medför. Eftersom det finns många behov har man försökt prioritera behoven. Särskilt viktiga 
tjänster som ska följas upp är stöd för boende och rörlighet. Dessutom är det viktigt att följa upp 
genomförandet av den planerade tjänsten för träning och stöd i den nya lagstiftningen, eftersom den på ett 
nytt sätt innehåller flera tjänster som varit utspridda och delvis helt nya i den tidigare lagstiftningen. 

En annan viktig aspekt i uppföljningen är lagens målgrupp. För det första, kan de personer som i dag har 
blivit utslagna få bättre service i framtiden? Å andra sidan, kommer samordningen av de två lagarna 
eventuellt att leda till flera blir utslagna? Tryggande av barnets uppväxt och utveckling samt maximal 
användning av den egna potentialen förutsätter att servicesystemet är särskilt känsligt och flexibelt. Därför 
bör man noggrant följa upp hur tjänsterna för barn och unga genomförs i vardagen. 

Lagens grundtanke är att svara på individuella behov av hjälp och stöd för personer med 
funktionsnedsättning med beaktande av bland annat personens livssituation och de förhållanden under vilka 
han eller hon lever. I fortsättningen har diagnosen inte längre någon avgörande betydelse. Bedömning av 
servicebehovet och serviceplaneringen samt personens egen delaktighet i deras genomförande ökar på 
grund av reformen. Därför ökar också behovet av uppföljning. 
 
Nyckelord: handikappservice, funktionshinderservice, lagstiftning, uppföljning, statistik 
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Background, objectives and implementation 

Why do we need information on services for people with disabilities? 

The position of people with different disabilities and different life situations should be examined from the 
perspective of equality and the realisation of human rights. Monitoring data on disability is needed in order 
to understand the position of people with disabilities and those whose functional capacity is reduced in 
different ways. 

Disability comes up in health and social services in at least two different ways. Persons with disabilities 
use the same health and social services as other people. In addition, they need special services intended for 
persons with disabilities (disability services). From the perspective of the social welfare and health care 
service system, it would be essential to obtain information on the need for services and their equal 
availability, effectiveness and costs. 

The information should be able to respond to such as the following disability-related questions and 
information needs: 
 Are services intended for the general population provided for persons with disabilities as indicated by 

their individual needs? 
 How are special services targeted? 
 Are there persons with disabilities in Finland who do not receive special services, even if they would 

need them? 
 What is the quality of special services like: effectiveness, availability, etc.? 
 Financial monitoring: total costs and client fees 
 Impact of changes: which change affects them and how? 
 Monitoring indicators 
 
Monitoring and evaluation is particularly important in situations of change, and a proactive approach 
should be striven for in it. As part of the monitoring and evaluation, the impacts of both legal norms and 
their implementation should be examined from the perspective of persons with disabilities and those who 
organise, fund and provide services. The equality and human rights of persons with disabilities are realised 
through the joint effect of statutes and their practical implementation. The collected data describes service 
delivery and thus contributes to enabling the monitoring, assessment and supervision of services for 
disabled persons. 

Objectives 

Prime Minister Sipilä's Government adopted a proposal for a new Disability Services Act (HE 159/2019 
vp). The proposal lapsed as the health and social services and regional government reform failed to make 
progress and the Government submitted its resignation request on 8 March 2019. The current Government 
Programme by Prime Minister Marin contains a reference to the further drafting of the reform of disability 
service legislation, which is to be based on the previous proposal. 

The aim of the Roadmap project is to prepare for the monitoring of the reformed Disability Services Act 
and to support the assessment and follow-up of its impacts. The UN Convention on the Rights of Persons 
with Disabilities and legislative amendments linked to the reform of the disability service legislation will be 
taken into consideration in this monitoring (including the provisions on autonomy in the Clients and 
Patients Act, the reform of the legislation on support for employment and work activities provided by the 
social welfare services, the reform of the legislation on the organisation of health and social services and 
client fees). 

The objectives and starting points of the project can be summed up in the following four points: 
 planning and systematisation of the monitoring and evaluation system for disability and its 

integration into existing monitoring systems as far as possible 
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 mapping of the existing knowledge base and information gaps concerning services for the people 
with disabilities 

 drawing up proposals on new data collection systems that may be necessary 
 ensuring that especially the status of clients and the availability, quality and costs of services, as well 

as any changes in these aspects, are accounted for as part of the monitoring  

Roadmap preparation 

In the early stages of the project, a decision was made to draw up a roadmap for services for people with 
disabilities as a tool for planning the monitoring of the reform and investigating the knowledge base and 
data gaps. The Roadmap describes the themes on which data are currently needed, data sources, and the 
existing indicators. 

The goals of the UN 2030 Agenda and the UN Convention on the Rights of Persons with Disabilities 
(CRPD) were selected as the starting point for the Roadmap. The Agenda 2030 goals and CRPD articles 
were linked thematically in an Excel file created for the roadmap work by placing goals and articles related 
to the same area of life or right on the same row. 

After examining the 2030 Agenda goals and CRPD articles, key national statutes and the way in which 
they address and promote the attainment of the goals and realisation of the rights set out in these documents 
were scrutinised. The national legislation included in the examination consisted of the Constitution of 
Finland, the Social Welfare Act, the Health Care Act, the Act on Disability Services and Assistance (later 
the Disability Services Act) and the Act on Intellectual Disabilities . In addition, the main provisions of the 
so-called Valas legislation (reform of the disability legislation, HE 159/2018) and key sections of the so-
called autonomy legislation (Clients and Patients Act, STM74: 00/2018) were added to the roadmap, even 
if these proposals lapsed during the parliamentary term 2015–2019. The disability legislation reform and 
the Clients and Patients Act were included in the Roadmap, as the planned legislative amendments will 
affect future practices. In order to describe the impacts of legislative amendments, information on the initial 
situation and the objectives of the legislation is needed. 

The existing knowledge base was defined and examined on the basis of these conventions and statutes. 
The Roadmap outlines key thematic entities, which are described using data sets. Information based on 
statistical, register and population survey data collected and produced by THL and others as well as on 
separate reports has been collected in the knowledge base. At the same time, areas where the knowledge 
base does not exist or the information is incomplete were identified. 
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Current status  

Legislation on disability services in Finland in 2020 

Legislation underpinned by the Constitution and international obligations 

The organisation of services for people with disabilities is first and foremost based on the Constitution of 
Finland (731/1999). From the perspective of services for people with disabilities, key provisions of the 
Constitution include section 6 on equality before the law and prohibition of discrimination and section 19 
on the right to indispensable subsistence and care. The purpose of disability services is to promote the 
ability of persons with disabilities to live and act as equal members of society. 

In addition to the Constitution of Finland, international human rights treaties, including the UN 
Convention on the Rights of Persons with Disabilities (Finnish Treaty Series 27/2016), set requirements for 
legislation on the rights of and services for persons with disabilities. The UN Convention on the Rights of 
Persons with Disabilities (CRPD) has been transposed into national law in Finland, which means that the 
Convention can be applied as such, for example by courts, and that the articles of the Convention can take 
precedence over national legal rules. 

The purpose of the Convention on the Rights of Persons with Disabilities is to promote, protect and 
ensure the full and equal enjoyment of all human rights and fundamental freedoms by all persons with 
disabilities. As a signatory to the Convention, Finland is committed to implementing all legislative and 
administrative measures necessary for achieving this objective. The purpose and objectives of the 
Convention on the Rights of Persons with Disabilities will be incorporated in the planned Disability 
Services Act reform, which is discussed briefly later. 

The UN’s 2030 Agenda for Sustainable Development also has relevance to the development of 
legislation on services for people with disabilities. The Agenda represents so-called soft law. This means 
that the goals of the Agenda are not binding legal rules in the traditional hierarchy of norms. The Agenda 
still has factual significance, however: Finland is committed to achieving its goals both nationally and in 
international cooperation. 

Finland has defined the development of a ‘non-discriminating, equal and competent Finland’ as one of 
the priorities in implementing the Agenda. Considering and improving the status of persons with 
disabilities is part of this work. Finland’s goals include taking into account the special needs and 
opportunities for participation of the most vulnerable groups in society, such as persons with disabilities. 
Improving the housing conditions of different population groups, for example by promoting accessibility, is 
another goal. (Prime Minister’s Office Publications 3/2017). 

Hierarchy of the Social Welfare Act, the Disability Services Act and the Act on Intellectual  
Disabilities 

Primarily, services for persons with disabilities are organised by virtue of the Social Welfare Act 
(1301/2014) in Finland. If the services provided for a person with a disability pursuant to the Social 
Welfare Act or some other general act are not sufficient or suitable for the person, services are organised by 
virtue of the Disability Services Act (380/1987) and Decree (759/1987). The Act on Intellectual Disabilities 
(519/1977), on the other hand, contains provisions on the organisation, steering and supervision of special 
care. Special care is provided for persons whose development or cognitive functions have been prevented 
or disrupted due to a congenital or developmental illness or disability. Another criterion is that the person 
cannot access adequate or suitable services primarily by virtue of the Social Welfare Act or, secondarily, 
the Disability Services Act or other special acts. A person may receive services under several acts at the 
same time due to their disability, and services provided under different acts are thus not mutually exclusive.  
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Subjective rights and services dependent on appropriations  

Some of the services provided under the Disability Services Act are within the scope of the municipalities' 
special obligation to organise services. Persons with disabilities have a subjective right to these services. 
This means that the service must be organised for them regardless of the municipality's appropriations if the 
criteria for receiving the service laid down in the Act are met. These services include transport services, 
sheltered housing, personal assistance, day activities, housing alterations, and equipment and devices 
persons with disabilities need in their homes. Discretionary services dependent on appropriations referred 
to in the Disability Services Act are organised insofar as appropriations are available for this purpose.  

Responsibility for the services provided under the Disability Services Act rests with the municipality's 
social welfare services and/or the special care district. A special care programme is prepared for the client 
by virtue of the Act. The services included in this programme have the status of a subjective right: the 
municipality must organise them regardless of the situation with appropriations. Services referred to in Act 
on Intellectual Disabilities include the necessary guidance, rehabilitation and action-based training as well 
as the organisation of work activities and housing. 

Client's best interest, purpose of the Act and realisation of fundamental rights in decision-
making 

When services and support measures are organised for a person with a disability, they must always form a 
package that promotes the client’s best interests. When assessing the client's best interest, attention must be 
paid to such aspects as how the client's and their family members’ well-being can be optimally secured by 
different practices, how the client's independent coping and autonomy can be reinforced, how close and 
continuous personal relationships can be maintained, and how timely, correct and adequate support 
responding to the client's needs can be provided (section 4 of the Social Welfare Act). 

In addition to the provisions on individual services and the client's best interest, the purpose of the Act 
must always be taken into account when making decisions. The purpose of the Disability Services Act, for 
example, is to promote the capabilities of a person with a disability for living and acting as an equal 
member of society and to prevent and eliminate disadvantages and obstacles caused by disability (section 
1). The obligation to interpret statutes in a manner that supports the realisation of fundamental rights also 
affects decision-making: when applying an act or a lower-level statute, of all alternative interpretations that 
can be justified, the authority must select the one that best promotes the realisation of the purpose of 
fundamental rights. 

Reform of disability legislation 

A new Disability Services Act is currently being drafted in Finland. This Act would combine the current 
Disability Services Act and the Act on Intellectual Disabilities and lay down provisions on special services 
intended for all persons with disabilities. As part of this reform, the definition of disability based on a 
diagnosis is to be dropped, after which there would be a stronger link between access to services and the 
individual need for assistance or support due to reduced functional capacity. In this respect, the reform is in 
line with the objective and principles of the UN Convention on the Rights of Persons with Disabilities. 

Current knowledge base – statistics, registers and population surveys 

THL’s tasks are defined in the Act on the Finnish Institute for Health and Welfare (688/2008, section 2). 
One of THL’s tasks is to maintain the files and registers of the field, to administrate the knowledge base in 
its area of responsibility, and to manage the utilisation of this knowledge base. THL mainly relies on 
registers and population surveys as its key data resources. Various reporting methods are used to publish 
data. 

Data in statistical reports are also published in electronic reporting systems, such as database cubes and 
reports and the Sotkanet indicator bank. Among other things, the results of population surveys conducted 
by THL are published in scientific articles, research reports and online services (such as Terveytemme.fi). 
In addition to THL, Statistics Finland and Kela (Social Insurance Institution) are key data producers. 
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See Figure 1 for the Finnish Institute for Health and Welfare's key data sets divided into aggregate-level 
statistical data, register data and population survey data. Currently, the data in statistical reports published 
by THL are mostly based on summary level results of surveys addressed to municipalities and joint 
municipal authorities, or individual-level register data collected on health and social services. 

 

Aggregate-level statistical data:
Operating statistics on social services
Separate survey on disability services

Register-based data sets:
Care Registers for health care and social welfare 

Child Welfare Register
Register of Social Assistance

Register of Congenital Malformations
Register of Visual Impairments etc.

Population survey data sets:
School Health Promotion Study

Health 2011
ATH , 

FinSote etc.

Reporting
• Statistical reports
• Studies
• Electronic reporting:

Sotkanet,  cubes, 
Terveytemme.fi etc.

Data sets can be linked by personal identity codes

Figure 1: THL’s data sets from the perspective of disability (2017) 

In healthcare and social welfare, data on client events are generated in service providers' systems. These 
data are compiled into national data resources. Some data sets are stored as registers, while others are used 
to compile statistics. Register-based national data sources on disability (which include personal identity 
codes) include the Register of Congenital Malformations, the Register of Visual Impairments, Kela's data 
on disability and rehabilitation allowances, THL’s Register of care notifications in social welfare, which 
covers home care and institutional and housing services, as well as THL’s Care Register for Health Care, 
which covers primary healthcare, outpatient visits in specialised medical care and institutional care. By 
combining these data sources, we can estimate the numbers of persons with disabilities, or the incidence of 
disability or reduced functional capacity in general, beneficiaries of benefits and service use. Statistics 
Finland collects data on the costs of services in financial statistics on municipalities and joint municipal 
authorities. Citizens’ opinions and clients' personal experiences of service use can be monitored by means 
of population surveys. In population surveys, disability is mainly monitored through questions related to 
functional capacity and its limitations. For more detailed information on THL’s data sets on services for 
disabled persons and the data sources as well as potential challenges in the current data production, see 
separate attachment file 1. 

The current data sets can be used to describe disability and the situation of disability services from the 
perspective of individual registers, certain services or benefit recipients. The data on an individual service 
usually give an indication of service use and, to some extent, also the need for the service. Frequently, 
however, the data content of a register tells us nothing about the person's socio-economic status, for 
example, such as income or education. This is why we must be able to combine data from different 
registers in order to get a more complete picture of the situation of persons with disabilities. Combination 
of registers is made possible by common data definitions. More versatile data would offer better 
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opportunities to analyse the realisation of equality, for example, and whether the offered services are 
adequate and meet the needs of persons with disabilities. 

Example of register data use: persons with an autism spectrum disorder  

By international comparison, Finnish authorities’ registers provide exceptionally reliable and 
comprehensive data on well-being and the use of services. The Finnish Institute for Health and Welfare's 
research data set Finnish Birth Cohort 1987 and 1997 contains data obtained from several different registers 
on all persons born in Finland in these years from the foetal period to adulthood. The research data set also 
includes register data on the children's parents. 

The data set is used to monitor the use of different services of society by the children in these cohorts 
over the long term between birth and adulthood. By combining data from several different registers, links 
between various areas of welfare and health can be studied. The data set can be used to produce 
information on health, welfare and service use for researchers and actors in different fields and to support 
political decision-making. A precondition for the efficient use of data sets is close cooperation with experts 
in different fields and other research organisations. 

Each birth cohort contains slightly less than 60,000 children. An autism spectrum disorder was 
diagnosed in 0.3% of those born in 1987, and in 1.0% of those born in 1997. This information is based on 
the Care Register for Health Care including information on specialised medical care. In this context, as 
persons diagnosed with an autism spectrum disorder are regarded those diagnosed with childhood autism, 
atypical autism or Asperger's syndrome between 1996 and 2016. It is important to note that not all children 
displaying autism spectrum symptoms are diagnosed. The definition of autism must be assessed separately 
for each research task, as different definitions respond to different questions and may produce dissimilar 
results. 

One of the limitations of register data is that several welfare-related factors are left out in register-based 
research. In many respects, the registers primarily describe service use. The need for a service may be 
higher than its utilisation rate, however, and access to services may be linked to regional and family 
background factors. No register data are collected in such activities as youth work, cultural services and 
voluntary and NGO activities, for example, and neither do the registers provide data on significant 
interpersonal relationships, including friendships or family relationships. Register-based research also fails 
to include children's personal interpretations of their life events, as data based on client experience are not 
collected in official registers. 

Example: Young people with impaired mobility – situational picture based on register data and 

School Health Promotion Study results 

A study titled Young people with impaired mobility in Finland (Kivelä et al., THL Discussion Paper 
19/2019) examined the number of young people with impaired mobility in Finland and assessed their 
quality of life and risk of social exclusion. This was done by examining data on two national birth cohorts 
(1987 and 1997) compiled by the Finnish Institute for Health and Welfare and the results of the School 
Health Promotion Study (2017). 

Young people with impaired mobility in the national birth cohorts were identified by using diagnoses 
recorded in different health service registers. In the School Health Promotion Study, they were identified by 
the young people’s own assessments of their reduced functional capacity; in other words, the assessment 
relied on the young people's personal views. By using birth cohorts, data in various registers administrated 
by the Finnish authorities can be tapped, which facilitates the assessment of young people's risk of 
exclusion. Moreover, the School Health Promotion Study includes several questions pertaining to young 
people's quality of life. 

The study identified approximately 10,000 young people aged between 14 and 29 with impaired 
mobility who have more risk factors that anticipate social exclusion than others of the same age. In 
addition, they are more dissatisfied with their quality of life than their peers. 

http://www.thl.fi/fbc1987
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Surveys addressed to the adult population – FinSote and FinHealth 

THL conducts regular population surveys to monitor the health and welfare of the population. These 
surveys mainly approach disability from the perspective of reduced functional capacity. Questions about 
functional capacity also make it possible to identify persons who experience different limitations. By 
comparing their situation with the rest of the population, information is obtained on differences between 
these two groups. In recent years, population surveys have used a battery of questions based on the ICF 
Framework (International Classification of Functioning, Disability and Health) created by the Washington 
Group on Disability Statistics working under the auspices of the UN Statistical Commission. This 
development work continues. For European population surveys, the so-called GALI question has been 
developed. The GALI question is used, among other things, to collect data in the European Union Statistics 
on Income and Living Conditions Survey (EU-SILC). This section provides an introduction to population 
surveys conducted by THL: FinSote, FinHealth, FinChildren and the School Health Promotion Study. 

FinSote (National study of health, well-being and service use) 

The FinSote study monitors changes occurring in the population's health and welfare by population group 
and region. It is the only population study that produces follow-up and evaluation data related to meeting 
the population's service needs and the citizens’ views of the social welfare and health care service system as 
well as the availability, quality and use of services. FinSote is the only population study which contains 
questions about social services.  

FinSote produces an important share of the data needed for monitoring and assessing the health and 
social services reform, enabling comparisons between different regions as well as between a specific region 
and the national situation. 

The FinSote survey provides answers to questions concerning the perceived well-being, needs for 
services and service use of the population not covered by other data sets or registers. FinSote contains parts 
of the Health, Well-being and Service Use of the Finnish Adult Population (ATH) survey launched in 2010 
and the Welfare and Social Services (HYPA) study conducted between 2004 and 2010. Questions specific 
to the health and social services reform have been added to the FinSote survey, for example concerning the 
health and social services and freedom of choice.  

The results of the FinSote study are reported on the free and openly accessible Terveytemme.fi service 
maintained by THL. The results can be viewed by population group, gender, age or education group. 
Previous results of the ATH study can also be found on this service. 

The indicators formed in the FinSote study are available in the Sotkanet indicator bank maintained by 
THL and on the Data Window service. 

FinHealth  

The FinHealth survey produces up-to-date information on the health and welfare, and the factors affecting 
them, of adults living in Finland. The information produced by this survey can be used to study the 
prevention and treatment of illnesses, to promote the citizens’ functional capacity and welfare, and to 
develop health services in Finland.  

In 2017, the study was carried out in a total of 50 municipalities in different parts of Finland, and 10,000 
randomly selected persons over 18 years of age living in Finland were invited to participate. The 
participants had a health examination and filled in questionnaires. 

The main results of the 2017 study have been published as an extensive research report available on the 
free Terveytemme.fi web service. (Koponen et al. 2018) 
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Surveys addressed to children and young people 

FinChildren survey 

The FinChildren survey was developed and launched as part of the first phase of the Programme to address 
child and family services in order to produce comprehensive and regularly collected follow-up data on the 
well-being, health and service experiences of under school-age children and their families.  

In 2017, a pilot data collection targeting families with infants was carried out in some areas of Finland. 
In 2018, the first extensive data collection focusing on children aged 4 and their families took place in 290 
Mainland Finland municipalities. The families were recruited for the survey at child health clinics in 
connection with the children's extensive health examinations. Information was collected on questionnaires 
from both parents and public health nurses at the child health clinic.  

On the questionnaire, the parents responded to questions about welfare, inclusion, leisure time, health 
and functional capacity, living conditions, health-related behaviour, safety of the child’s growth 
environment, early childhood education and care as well as the need, availability and adequacy of services 
and support. The public health nurses provided professional information on the participating families’ 
welfare, support and service needs, and service use. 

Data collection on children aged 4 and their families in 2018 

 
Child's functional capacity 
The parents were asked about any functional capacity limitations affecting their 4-year-old child. The 
questions were based on an international recommendation on measuring disability through functional 
dimensions (Washington Group on Disability Statistics 2017). The module addressed to children in the 
Washington group's battery of questions was modified to suit children aged 4 years and the study, but due 
to lack of time, final wordings and an official Finnish translation could not be produced. Consequently, the 
questions do not fully match the final formulation of the battery of questions. (THL 2018.) 

The parents were asked: ”Does your 4-year-old child have difficulties?” The question had seven parts: 
1) Seeing (if he/she wears eyeglasses or contact lenses, evaluate his/her vision while wearing them), 2) 
Hearing (if he/she uses a hearing aid, evaluate his/her hearing with the hearing aid on), 3) Walking (if 
he/she uses an assistive device, evaluate his/her mobility while using that device), 4) Picking up small 
objects in his or her hand (compared to children of the same age), 5) Learning new things (compared to 
children of the same age), 6) Playing (compared to children of the same age), 7) Understanding you. The 
response options were: 1) not difficult at all, 2) a little difficult, 3) very difficult and 4) cannot do it at all. 
The parents were also asked, “Do you find it difficult to understand your 4-year old child when he or she 
talks?” The response options were: 1) not difficult at all, 2) a little difficult, 3) very difficult and 4) I cannot 
do it at all.  

The indicator describing the child's severe disability was based on both of the above questions, with the 
aim of producing information on the proportion of children who have a lot of difficulties with or cannot 
function at all in at least one basic dimension of functional capacity: seeing, hearing, walking, picking up 
small objects in his or her hand, learning new things, playing, understanding his or her parents and 
speaking in a way that the parent can understand. The study focused on children whose parent, or both 
parents, had selected option 3 or 4 in at least one part of question 1 or 2. According to the parents' 
assessment, 1.4% of the children (1.9% of boys and 0.7% of girls) had severe limitations of their functional 
capacity. 

The MASCS indicator (Multisource Assessment of Social Competence Scale) was used to assess 
behavioural disorders in the child. The parents were asked: “How does your 4-year-old behave with other 
children?” The question had seven parts: 1) has a short fuse, 2) has outbursts of rage and fits of anger, 3) is 
easily irritated, 4) teases and makes fun of other children, 5) argues and fights with other children, 6) 
disturbs and annoys other children, 7) acts without thinking. Response alternatives: 1) never (1 point), 2) 
rarely (2 points), 3) often (3 points), 4) very often (4 points). An average is calculated based on the points 
scored for each section; consequently, the final score may vary between 1 and 4. The study focused on 
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children with an average score of 2.5 points or more based on the report of one or both parents. According 
to the parents' assessments, 6.2% of children showed abnormal unsocial behaviour (7.7% of boys and 4.6% 
of girls). 
 
Parents' functional capacity 
The parents were asked two questions about any health problems that limit their lives. Question 1: “Are 
you restricted from participating in common activities by a health problem?” Response alternatives: 1) 
severely restricted, 2) restricted, but not seriously, 3) not restricted at all. Question 2: “Have you been 
restricted for at least the past 6 months?” Response alternatives: 1) yes , 0) no. The study focused on 
parents who selected option 1 or 2 in question 1 as well as option 1 in question 2.  

According to the parents' assessments, 15.7% of them felt that they had been restricted by a health 
problem for six months (10.8% of men and 17.7% of women).  
 
Parents' knowledge about assistive devices or services for people with disabilities  
The parents were asked the following question about their knowledge about assistive devices or services for 
disabled persons: “How much do you know about the following services or benefits?” One part of the 
question was: assistive devices or services for people with disabilities. The response options were: 1) Not 
applicable to me, 2) enough, 3) more or less enough, 4) moderately, 5) not quite enough, 6) not enough. 
59% of the parents said that the service was not applicable to them (option 1). These respondents were 
excluded from the figure describing the sufficiency of knowledge.  

Of the parents who did assess the adequacy of their knowledge, 33.9% felt that they did not have 
enough knowledge about assistive devices or services (option 5 or 6). No significant difference was 
recorded between women's and men's responses.  
 
4-year-old child’s need for assistive devices or services  
The parents were asked the following question concerning the services received by their 4-year-old child: 
“Do you find that your 4-year-old child has received enough of the following services in the past 12 
months?” One part of the question was: 5) assistive devices or services for people with disabilities. The 
response options were: 0) did not need, 1) have used, the service was sufficient, 2) have used but the 
service was not sufficient, 3) would have needed but did not receive the service, 4) would have needed but 
did not bring up the need for the service. The study focused on children whose parent, or both parents, had 
selected option 1, 2, 3 or 4. 

According to the parents, 1.7% of the children had needed assistive devices or services (1.9% of boys 
and 1.4% of girls). (THL 2018.)  

School Health Promotion Study 

The School Health Promotion Study is a population survey that has been conducted regularly since 1996. It 
is addressed to young people in basic education grades 8 and 9 (since 1996), general upper secondary 
schools (since 1999) and vocational institutions (since 2008). As part of the reform programme to address 
child and family services (2017), the data collection was extended to pupils in grades 4 and 5 of basic 
education and their guardians. (THL 2019b) 

The School Health Promotion Study is conducted as a census study every two years. The data collection 
takes place during a school lesson and under a teacher's supervision. In addition to a regular form, a plain 
language form is available for the respondents. The plain language questionnaire is shorter than the 
standard version, and plain images are also provided to support the respondents. They can fill in the 
questionnaire independently or with the help of an assistant.  

The study provides information on children's, adolescents’ and guardians’ welfare, inclusion and leisure 
time, health and functional capacity, health-related behaviour, school attendance and studies, family and 
living conditions, safety of the growth environment, and school health services. The results can be viewed 
by grade, region, gender and specific group. Based on the School Health Promotion Study data, the 
situation of children with different disabilities can also be examined.  
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School Health Promotion Study 2019 

 
In spring 2019, a total of around 260,000 children and adolescents responded to the School Health 
Promotion Study. In basic education, the total number of respondents was 102,389 (82% data coverage) in 
grades 4 and 5 and 89,570 in grades 8 and 9 (75% data coverage). Responses were received from 44,636 
students in general upper secondary schools (69% data coverage) and 25,047 students in vocational 
institutions (coverage cannot be calculated reliably). A total of 6,509 respondents used the plain language 
questionnaire. Responses were also received from 36,487 guardians of basic education pupils in grades 4 
and 5 (data coverage 30%). The response rates fluctuated somewhat in different municipalities. (THL 
2019b) 

Groups that did not participate in the study include students who were absent from school on the day of 
the survey due to such issues as illness, travel or truancy, home-schooled young people, and those excluded 
from upper secondary education. Due to these reasons, the groups who did not respond may contain a 
higher than average proportion of children and adolescents with disabilities. Limitations of cognitive 
functional capacity may also have played a role in the sense that a child or an adolescent may not have had 
the stamina to answer all the questions on the long questionnaire. 
 
Child and adolescent functional capacity 
The study included three questions that concerned limitations to the functional capacity of children in basic 
education grades 4 and 5 (Washington Group on Disability Statistics 2017). The children were asked if they 
had difficulties with 1) reading, 2) counting, and 3) writing. Three per cent of children report having a lot 
of difficulty in at least one area.  

Adolescents in basic education grades 8 and 9 and those in general upper secondary education were 
asked about their functional capacity relying on an international recommendation on measuring disability 
through functional dimensions (Washington Group on Disability Statistics 2017). Children and adolescents 
were asked: “Which of the following do you find easy or difficult?” The options were 1) not difficult at all, 
2) a little difficult, 3) very difficult and 4) I cannot do it at all. Functional capacity was measured through 
the following dimensions: 1) seeing, 2) hearing conversations, 3) walking half a kilometre, 4) caring for 
yourself, 5) speaking understandably, 6) learning, 7) remembering, 8) concentrating, 9) accepting changes 
in routines, 10) controlling the way you behave, and 11) making friends. 

Two sets of disabilities were formed based on this battery of questions: (1) A lot of difficulty seeing, 
hearing or walking, and (2) A lot of difficulty remembering, concentrating or learning. These sets were 
formed on the basis of the definition used in the 2017 survey, as a need for a more accurate validation of 
the entire set of indicators emerged in the initial analysis of the data. Using these indicators, the School 
Health Promotion Study 2019 produces proportions of young people with disabilities that are considerably 
higher than before and exceed international levels.  

A lot of difficulty seeing, hearing or walking was reported by 7% of the pupils in basic education grades 
8 and 9, 5% of general upper secondary school students, and 6% of students at vocational institutions. The 
young people who reported that they were unable to see, hear or walk at all were excluded from the figures. 
These responses were considered impossible; had they been truthful, the young person in question would 
not have been able to respond to the questionnaire in a normal classroom setting. A lot of difficulty 
remembering, concentrating or learning was reported by 18% of the students in basic education grades 8 
and 9, 16% of general upper secondary school students, and 19% of students in vocational institutions. 

Respondents in basic education grades 8 and 9, general upper secondary school students and students in 
vocational institutions were also asked about difficulties related to learning skills. The sum indicator is 
comprised of nine parts of the question: 1) following the teaching in class, 2) doing homework or other 
school tasks, 3) preparing for exams, 4) performing tasks that require writing, 5) performing tasks that 
require reading, 6) performing tasks that require calculation, 7) oral presentations, 8) answering in class, 9) 
using devices used for studying (digital technology or software). The response options were: 1) not at all, 2) 
fairly little, 3) quite a lot and 4) very much. Adolescents, who reported having very much difficulty in at 
least one part, or quite a lot of difficulty in at least three parts, were defined as having difficulties with their 
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learning skills. 38% of pupils in basic education grades 8 and 9, 44% of general upper secondary school 
students, and 37% of the students at vocational institutions had difficulties with their learning skills.  
 
Functional capacity in survey addressed to guardians 
Guardians were asked about their children's functional capacity using the same set of indicators that was 
used in the questionnaire addressed to the young people themselves (Washington Group on Disability 
Statistics 2017). In addition, the guardians were asked if the child is limited by a health problem in 
activities that children of the same age usually do. The guardians were also asked about the child's 
behavioural disorders using the same MASCS indicator as in the FinChildren study. Similarly, the 
questions about the child’s access to assistive devices and disability services and limitations of the parent's 
functional capacity were the same as in the FinChildren study. The results are not yet available. 

Finance and services – equity 

Economic issues have also always been examined in the context of disability services. In most cases, such 
examinations have been based on scrutinising individual clients or services.  

The impacts of a legislative amendment on the use of services and, in particular, on their costs were 
examined in a study published in 2013: “Study on the impacts of Disability Services Act amendments of 
2009 on client numbers and costs”. The publication noted that declaring personal assistance a subjective 
right for persons with severe disabilities had promoted their equality and inclusion in society's functions. 
The report looked at the legislative amendment’s impact on the client numbers and costs of services for 
disabled persons, especially personal assistance. The results indicated that the number of clients had gone 
up even more than anticipated as the amendment entered into force and that personal assistance was offered 
to increasingly old clients. Whereas personal assistance was offered to a larger group of people, the number 
of hours provided for individual new clients was smaller on average than before. Consequently, the average 
number of hours granted had decreased. The results additionally showed that the legislative amendment had 
increased the total costs more than anticipated, or by nearly EUR 40 million. (Väisänen et al. 2013) 

Most of the data on the finance and costs of services for people with disabilities come from the Local 
government finances statistics compiled by Statistics Finland. These statistics describe the income and 
expenditure, investments, financing, assets and liabilities of municipalities and joint municipal authorities 
as well as their final statement data.  

For the part of services for people with disabilities, the Local government finances statistics provide 
data on the costs of personal assistance by region. The figures are available in proportion to the population 
of the region and the number of (personal assistance) clients as well as in absolute terms. Data on the costs 
of transport services are also available, both as absolute costs and in proportion to the population in the 
area. 

Data on the total costs of services and support measures provided under the Disability Services Act are 
additionally available by region. As regards housing, data are available on the net operating costs of 
institutional care for persons with intellectual disabilities and on the net operating costs of housing services 
with 24-hour care for persons with disabilities. 

The six largest Finnish cities collect highly accurate data on both services for disabled persons and 
services for persons with intellectual disabilities. These reports are published annually, and they provide 
information on disability services in Oulu, Tampere, Turku, Espoo, Vantaa and Helsinki  
(kuusikkokunnat.fi). 

Examples of separate studies and diverse use of data 

The purpose of separate studies is to examine and investigate phenomena, impacts and effectiveness where 
these aspects cannot be studied using the existing knowledge base and data collections. Separate studies are 
often conducted on a one-off basis, or not at regular intervals. An example of a separate study conducted 
subject to a separate agreement each time is the Municipal Survey conducted by THL every three years, 
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which contains a section on services for people with disabilities. The purpose of this survey directed at 
municipalities is to supplement the data in Statistics Finland's financial statistics and THL’s operational 
statistics on social services. These data are collected pursuant to the Act on the Finnish Institute for Health 
and Welfare (668/2008). The following are examples of two other individual separate studies produced by 
THL on the theme of services for disabled persons. 

From an institution to a local community – a municipal survey  

On 21 January 2010, the Government adopted a resolution on a programme on the provision of housing and 
housing services for persons with intellectual disabilities for 2011–2015. The Ministry of Social Affairs and 
Health was tasked with preparing a nationwide plan for measures required to implement the housing 
programme for people with intellectual disabilities. Regional plans were collected in 2011 to lay the 
foundation for the national plan. In summer 2012, the regions were asked to submit more specific regional 
plans, especially with regard to individual housing and service solutions replacing institutional care, local 
communities, and measures for developing personnel competence and availability as well as work 
practices. THL carried out a municipal survey to investigate the situation in the municipalities and to 
support the planning work in autumn 2012. The results of the survey were published in THL’s Discussion 
paper series under the name From an institution to a local community, results of a municipal survey on 
services for disabled residents (Nurmi-Koikkalainen 2013). 

The service needs of residents with disabilities had been studied in 56% of the municipalities, whereas 
41% had not investigated these needs. Slightly over 40% of the municipalities had prepared plans related to 
housing for persons with intellectual disabilities. Almost 80% of the respondents said that clients and/or 
relatives had been consulted when preparing the plans. Approx. 30% of the municipalities had made no 
plans. The remainder of the responses indicated that either the plans were under preparation, or their 
preparation was being planned. Services provided under special disability legislation were received by 2% 
of the population in the municipalities. Of these, approx. 23% were persons with intellectual disabilities. 
The responses received in 2013 produced fairly similar results as earlier surveys.  

In the period between 1 January 2011 and 31 August 2012, 218 persons had been transferred from 
institutions for persons with intellectual disabilities to community services. In the same period, 30 persons 
had moved back to institutions. While there were many reasons for this, inadequate services was one of the 
most important ones. Needs to develop competence and services thus emerged in open-ended responses.  

A municipal survey could again be called for, as in 2020, ten years have passed since the so-called 
deinstitutionalisation decision was adopted. According to THL’s registers, 521 clients remained in 
institutions in long-term care on 31 December 2018. It would be worth investigating what type of services 
are currently available for those who have left institutional care. 

From transport to mobility –municipal survey and client interviews 

A report titled From Transport to Mobility – Results of a Municipal Survey and Client Interviews on 
Transport Services for Persons with Disabilities and Support Forms for Car Purchases (Sirola & Nurmi-
Koikkalainen 2014) was published in 2014. At that time, too, a reform of the disability legislation was 
pending, and more information on the delivery of transport services was needed to support legislative 
drafting. The aim of the report was to find out about municipalities’ and clients’ views of the organisation 
of transport services, support for car purchases and, more extensively, arrangements for passenger transport 
services as a whole.  

In spring 2014, THL sent to all Finnish municipalities a survey on transport services and subsidies for 
car purchases, and conducted five focus group interviews at four locations with clients using transport 
services. A total of 161 responses to the municipal survey were received, covering 240 municipalities (20% 
of the responses concerned local government co-management areas). The population coverage of the 
responses was 90% of the Finnish population and 75% of the municipalities.  

A total of 27 people participated in the client interviews. The published report compares the responses 
received from the municipalities and the clients. Both groups strongly supported the development of 
accessible public transport. On the other hand, their responses differed regarding the need to review the 
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travel area for journeys referred to in the Disability Services Act. According to the respondents 
representing municipalities, the travel area should be restricted and clarified. The clients wished to extend 
the freedom and flexibility of mobility. The travel areas of that time were considered inappropriate and 
partially ineffective. 

Both clients and municipality representatives agreed that people with age-related functional capacity 
limitations should be excluded from the scope of the Disability Services Act. Developing both shared travel 
and the order system was considered important by both respondent groups. Both groups also considered the 
possibility of regularly using the same taxi important.  

For the part of transport referred to in the Disability Services Act, municipal respondents considered 
regional organisation of services a key option. The clients stressed the effectiveness of the services above 
all, regardless of which party is responsible for their organisation. The municipal respondents brought up 
the need to develop national guidelines to support equal decision-making. 

The information received from the municipalities in response to different questions about subsidies for 
car purchases varied greatly. In particular, the responses to questions concerning statistical data were not 
comprehensive enough. Of the respondents, 129 gave the number of applications and decisions, while 37 
said that no applications had been received in 2013. In 2013, 92 respondents had received a total of 538 
applications, and a decision to grant a subsidy was issued on a total of 365 applications. The subsidy 
amount (EUR 3,163 on average) was only obtained from 70 respondents. Respondents representing 
municipalities had reservations about increasing the subsides for car purchases, whereas client 
representatives felt that this was important and wished to expand the groups entitled to the subsidy. Of the 
municipal respondents, 77% found that car purchase subsidies should be means tested in the future. Clients, 
on the other hand, had reservations about this. The municipal respondents did not see leasing cars as a 
future alternative, either, whereas the clients found leasing cars an interesting possibility in terms of 
equality. Slightly more than one half of the municipal respondents and most of the clients were in favour of 
centralising car purchase subsidies to the national level.  

The proposals for developing passenger transport given at the end of the report were itemised by the 
means of transport and included open public transport, customised public transport (such as on-demand and 
service transport) and individual transport solutions (such as a private car or taxi). The proposals are based 
on previous reports and proposals, Supreme Administrative Court decisions related to transport services, a 
municipal survey and client interviews as well as discussions of expert working groups. The conclusion 
was that reconciling different services and support forms would be important. The better the environment 
and services address people's different operating methods and limitations, the less special services are 
needed. The effectiveness of different services should also be assessed in special services. The objective 
should be providing people with equal opportunities for mobility, regardless of their disability. 

Of the proposals given in the report, the municipalities have tested car leasing and the ‘kilometre 
wallet’, among other things. The latter means that journeys granted as a transport service are allocated as a 
certain number of kilometres, which can also be used outside the municipality’s borders. The agreements 
have been made on the client’s terms. Following the recent taxi service reform, an investigation of the 
situation of mobility services would again be called for. 

Regional assessment – from statistical data to indicators and phenomena 

THL assesses the organisation of social welfare and health care services in different regions annually. A 
simulated assessment was carried out in spring 2018, and the first trial assessment in autumn 2018. The 
regional assessment reports that were to be published in December 2019 constitute the first actual large-
scale assessment of health and social services. 

The assessment of 2019 focused on public health and social services organised in hospital districts, 
equal access to services, and cost-effective service delivery. It examined social welfare, primary health care 
and specialised medical care. Such assessments are part of the Ministry of Social Affairs and Health’s 
steering of the health care and social welfare sector. The assessments draw on a common national 
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knowledge base consisting of indicators as well as regional action plans and supervisory authorities’ 
reports. (THL 2019a) 

The assessment activities, similarly to other register data collections, require comprehensive 
documentation of activities following a common structure. In addition to data collections, research is 
needed on what types of indicators are required and what they tell us about the situation of people with 
disabilities, for example. 

Open indicator data are used in the assessment activities. The indicator data are based on a set of 
nationally prepared KUVA indicators intended for national steering, directing the organisation and 
managing the provision of services, planning and monitoring, making comparisons between organisers and 
production units, and supervision. It is a set of indicators prepared by the Ministry of Social Affairs and 
Health’s working group on impact and cost information (KUVA) for each service area’s knowledge base. 
(Hämäläinen et al. 2019) 

The currently adopted KUVA indicators for disability are: 
 Recipients of disability allowance aged 16 and over (increased and highest rate) per 100 000 persons of 

the same age (ind. 5109) 
 Recipients of disability allowance aged under 16 (increased and highest rate) per 100 000 persons of the 

same age (ind. 5108) 
 Persons who do not receive adequate assistance, (%) (ind. 4379) 
 Housing alterations, devices and facilities per 100 000 inhabitants (ind. 3604) 
 Personal assistant services, clients aged 0-17 in services funded by the municipality,  

during year per 100 000 persons of the same age (ind. 3434) 
 Personal assistant services, clients aged 18-64 in services funded by the municipality, during year per 

persons of the same age (ind. 3435) 
 Personal assistant services, clients aged 65 and over in services funded by the municipality, during year 

per 100 000 inhabitants of the same age (ind. 3436) 
 Personal aid expenditure as a share of the cost of services and financial support provided pursuant to the 

Act on Services and Assistance for the Disabled, euro per capita (ind. 5154) 
 Housing with 24-hour assistance for people with intellectual disabilities, clients on 31 Dec  

per 100 000 inhabitants 2828) 
 Supportive housing and housing with part-time assistance for people with intellectual disabilities, 

clients on 31 Dec per 100 000 inhabitants 5283)  
 Institutions for people with intellectual disabilities, clients on 31 Dec per 100 000 inhabitants 2797) 
 Recipients of Social Insurance Institution's disability benefits, per 1000 inhabitants 2313) 
 Transport services expenditure as a share of the cost of services and financial support provided pursuant 

to the Act on services and assistance for the disabled, euro per capita (ind. 5155) 
 Operating net expenditure on other services for the disabled, euro per capita (ind. 3769) 
 Support for informal care, persons cared for, aged 0-64, during year, as % of total population of same 

age (ind. 5122) 
 Support service recipients who have received transport services during the year, services funded by the 

municipality per 100 000 inhabitants (ind. 3462) 
 Transport services for seriously disabled people during year, recipients per 100 000 inhabitants  

(ind. 381) 
 Sheltered housing for seriously disabled people, recipients per 100 000 inhabitants (ind. 3603) 
 Services and benefits granted to people with disabilities per 100 000 inhabitants (ind. 5275) 
 Operating net expenditure on institutional care for the disabled, euro per capita (ind. 3771) 
 Operating net expenditure on housing services for the disabled in around-the-clock care, euro per capita 

(ind. 3770) 
In addition to the Sotkanet.indicator bank, a trial version of the Data Window service was launched in 

2019. On this service, different indicators can be examined at the regional level. The application has a map 
functionality. 

https://proto.thl.fi/tietoikkuna/fi/#/chart?previousView=chart
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Fundamental Rights Barometer 

The research project titled the Fundamental Rights Barometer examines the experiences of persons with 
disabilities and language minorities related to selected fundamental rights. Among other things, the 
Fundamental Rights Barometer examines the respondents' knowledge of fundamental rights in Finland, 
their perceptions of the importance of different rights, and their experiences concerning the realisation of 
the rights in everyday life. The questions in the Fundamental Rights Barometer are the same as in the 
Fundamental Rights Survey of the European Union Agency for Fundamental Rights (FRA). Consequently, 
the Fundamental Rights Barometer project produces comparable data on minority groups’ and the 
mainstream population’s views and experiences associated with fundamental rights. 

The objective is to repeat the Fundamental Rights Barometer survey at regular intervals to enable time 
series analyses in the future and to identify trends in key indicators for fundamental rights. The aims of the 
development work include highlighting the importance of knowledge-based policy in the context of 
fundamental and human rights policy. 
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Towards a comprehensive set of data  

What data are needed for the monitoring and evaluation? 

A comprehensive knowledge base is needed for monitoring, assessing and steering the impacts of disability 
services. Currently, there are gaps in the knowledge base of social services, including data on services for 
people with disabilities and especially community-based social welfare services. The existing data sets 
contain statistics on certain services, based on which the situation of the services for disabled persons can 
be partly described. Statistical and other reports are often data based rather than phenomenon based. The 
end result of this is the fragmentation of data, which makes it difficult to form an overall picture.  

A project aiming to develop the social welfare register has mapped the register's information needs.  
Register data on social services for persons with disabilities are inadequate and do not provide 

information on such areas as the following: 
 Clients receiving services on the basis of a disability by service (separately for those receiving services 

by virtue of special legislation) 
 Information on applications for services for people with disabilities and their outcomes, or decisions to 

accept or reject the application (%) 
 Time limits for granting services 
 Duration of client relationships with services for people with disabilities 
 Reasons for the termination of the client relationship with services for people with disabilities  
 Modes of service use, for example visits or digital services  
 Multiple client relationships or use of multiple services 
 Services provided by health and social services and by other providers 
 Operational and financial information  

THL is planning an extensive reform of the data collection for the social welfare registers, which will 
encompass the clients and data on the services they receive. To enable the new data collection to meet 
different information needs, data must be collected on all the different service tasks of the social welfare 
services, different stages of the client process, and numerous different client documents. The data sets 
currently defined as part of the data content, which also includes services for people with disabilities, are: 
 Data on the client relationship  
 Data on service initiation: notification, contact, application, client history entry on service initiation 
 Service need assessment data 
 Service plan data 
 Decision data 
 Calculation data 
 Data on the initiation and termination of social service provision 
 Data on client history entries (meetings, negotiations, contacts)  

If implemented, the data collection reform would take place in stages over several years. A precondition 
for implementing this reform is that different actors will allocate significant designated resources to, for 
example, producing definitions, providing instructions, building technical capabilities and analysing the 
data. As reaching the vision of the new register data collection on social welfare will require major changes 
in both the information system infrastructure and record entries in social welfare, the data collection reform 
must be rolled out in manageable steps. 

There are also information needs related to social welfare costs and personnel which cannot, however, 
be responded to by collecting client data. Cost and personnel information will be excluded from the reform 
of data collection in social welfare, and data collection on these areas will be developed in other projects. 

The legal basis required for the data collection reform already exists in terms of THL’s right to access 
information. In 2019, the Act on the Finnish Institute for Health and Welfare (668/2008) was amended, and 
the Act on the Statistical Service of the National Research and Development Centre for Social Welfare and 
Health was repealed. Previously, the latter Act had contained highly detailed provisions on individual 
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personal data collected by THL. The amendment gives THL the right to collect comprehensive individual 
personal data on various social services, such as services for people with disabilities. 

Information and its use – new opportunities for using health and social data  

What is Findata? 

The Act on the Secondary Use of Health and Social Data (552/2019, later referred to as the Secondary Use 
Act) entered into force on 1 May 2019. Secondary use of health and social data means that client and 
register data generated in social and health care activities are used for purposes other than the primary use 
for which they were originally stored. Following the passing of the Act, Findata, the data permit authority 
for the social and health care sector, was established in connection with the Finnish Institute for Health and 
Welfare and started operating at the beginning of 2020. Findata is a one-stop shop for the secondary use of 
health and social data. Its operation is being rolled out stepwise. 

From 2020, Findata will grant permits for the secondary use of health and social data when the data of 
several controllers are combined, the register data come from private social welfare and health care service 
providers, or the data are stored in the Kanta services (Electronic Patient Journals and Electronic Client 
Journals). 

The Secondary Use Act has significantly expanded the purposes for which data can be used. They 
include scientific research, statistics, development and innovation activities, steering and supervision by 
authorities, the authorities’ planning and reporting tasks as well as teaching and information management. 

While aggregated statistical data sets can be obtained for all purposes specified in the Secondary Use 
Act, a data utilisation plan is required before the sets are handed over. Access to anonymised or 
pseudonymised data for research use can be granted via a secured remote access system for a set period. A 
remote access system is used for all other purposes specified in the Secondary Use Act besides 
development and innovation activities. 

The activities of Findata are being rolled out stepwise; an advisory service and a more extensive website 
became available on 1 November 2019, the reception of requests for information began on 1 January 2020 
(aggregated statistical data), and the reception of data permit applications will begin on 1 April 2020 
(individual personal data). The Act on the Secondary Use of Health and Social Data will apply to Kanta 
services from 1 January 2021. 

Why is Findata needed? 

In the early stages of drafting the legislative proposal, it was noted that the research use of data is prevented 
by an unclear and slow permit process, complex legislation, the difficulty of linking data reserves with 
practical activities, the fragmentation of data sets and incomplete data. These problems also apply to using 
data for other purposes besides research: for example, all of the aforementioned challenges are encountered 
in knowledge-based management in health and social services. 

The Secondary Use Act enables the development of a knowledge base at the national, county and 
service provider level and also for the needs of professionals, decision-making and management. The 
Secondary Use Act facilitates the real-time utilisation of service providers' data for knowledge-based 
management. The legislation also enables development activities and product development in companies by 
providing information to support professionals’ decision-making and leadership. The legislation also 
improves the preconditions for research and thus lays the foundation for high-quality scientific research 
environments and innovations produced in them. Service innovations create preconditions for developing 
the service system in an increasingly client-oriented direction. They also lay the foundation for the creation 
of a more individual care and service culture (including new types of applications). 

From the point of view of service structure development, it is important to obtain research data on 
effective well-being and health related technologies which can, for example, replace institutional care and 
shift the focus of the service structure from institutions to people's homes. This change in priorities will 
have a major impact on what the service structure of the future will look like and how it should be built. 
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The Secondary Use Act also enables the creation of an ecosystem around research and product 
development that could benefit private and public actors of different sizes. The possibility of utilising our 
high-quality register data sets without delays and with low deployment costs is a precondition for the 
creation of such ecosystems. 

From the perspective of the planning and monitoring of and research on the social and health services 
system as a whole, the fact that comprehensive data production currently only covers specialised medical 
care is problematic. As far as primary health care is concerned, data production has been successfully 
improved in recent years, but from the perspective of community-based social welfare services, the 
situation has been intolerable for a lengthy time. Under earlier legislation, collecting register data on 
community-based social welfare services at the level of personal identity codes has not been possible, 
which has hampered service development. The lack of register-based data has led to numerous separate 
data collections at a summary level. The Act on the Secondary Use of Health and Social Data brings about 
a significant improvement in this situation and makes it possible to collect more uniform register-based 
data on health and social services. This will also help improve the status of research on social welfare, as 
uniform data on community-based social welfare services will also be available in the future. The new Act 
will additionally make it possible to examine the service packages of disability service users, among other 
things. 

The Secondary Use Act is expected to increase the use of research data and promote data access for a 
wider research community. The Act also makes it easier to link population study data obtained with the 
subject’s consent and individual health and well-being data to service use data. The legislation will enable 
the introduction of effective treatments and new medicines in specified risk groups and support the use of 
proactive analytics and artificial intelligence applications for avoiding risks to individuals’ health and well-
being. 

The Secondary Use Act will also facilitate and necessitate the development of secure data environments 
and practices. The Act thus lays the foundation for maintaining a high level of public confidence in the 
authorities as well as research and statistical activities. 

Structured data entries in services for people with disabilities and storage 
of client data in Kanta services  

Deployed in 2018, the Client data archive for social welfare services is part of the Kanta service system. In 
the future, organisers and providers of services for people with disabilities will be able to store social 
welfare client data in the Client data archive for social welfare services. The Kanta system supports 
structured entries of social welfare client data. This means that each datum is always entered in a specific 
location. A simple example of this is the client's name, which is entered in the last name and first name 
fields as part of the contact information. In order to store data in Kanta, all social welfare organisations 
must actively register as users of the Client data archive for social welfare services. The structures of social 
welfare client documents enable organisations to introduce uniform recording practices. The current client 
document structures for services for people with disabilities take into account the special features of the 
service task and client work in these services. The document structures for services for people with 
disabilities can be found in the web service sosmeta.fi. 

As organisations join the Kanta services, the client data form a single register, enabling better access to 
data within the sector. This means that old boundaries between registers can be eliminated, as access to the 
data is based on verification of a factual connection and user rights. (Timeline for Kanta service 
deployment 2017.) At the moment, joining the Client data archive for social welfare services is voluntary. 
Provisions on the phasing of and schedule for joining Kanta are laid down in the new Client Information 
Act, which is currently being drafted by the Ministry of Social Affairs and Health. According to the current 
draft schedule, public social welfare service providers must join Kanta services by 2023 and private 
services by 2025, see Figure 2.  

It should be noted that the act that obliges service providers to join Kanta services has not yet been 
passed. The schedules for the mandatory use of structured entries are also in constant flux. More detailed 
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regulations on client document structures will be issued by THL. The client document structures will be 
defined and deployed in cooperation with THL's experts and municipal and service organisations. Changes 
brought about by legislation or needs related to client document contents will also be taken into 
consideration in the definitions. According to the draft schedule, making structured entries will be 
mandatory after 2025. 

Consistent recording practices and client document structures will produce comparable data on client 
relationships with services for people with disabilities and information needs related to services for local 
and national statistics as well as assessment and research purposes. Under the Act on the Secondary Use of 
Health and Social Data (552/2019), a controller has been allowed to use the data in its own registers since 
spring 2019. 
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Figure 2. Planned phases and timeline of the new register data collection in social welfare (draft) . 
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Building a Roadmap for data collection in 

services for people with disabilities – from 

paths to roads 

The research conducted for the Roadmap for data collection in services for people with disabilities showed 
that a large volume of disability-related data is already available in various sources. However, the big 
picture of disability formed by these data is sporadic and fragmented. The greatest problem is that the path 
to the data required for monitoring is discontinuous. The Roadmap for data collection in services for people 
with disabilities prepared by the authors will help to merge these paths and build a more integrated system. 
In the following chapters, we describe the existing data and information needs. We also give proposals for 
further work.  

Data for monitoring the Convention on the Rights of Persons with 
Disabilities  

From the perspective of the UN Convention on the Rights of Persons with Disabilities, the existing data 
obtained from different sources mainly describe the realisation of the rights referred to in Articles 19 and 
20. Under Article 19 CRPD (Living independently and being included in the community), the State Parties 
recognize the equal right of all persons with disabilities to live in the community, with choices equal to 
others. The Article goes on to require that persons with disabilities have the opportunity to choose their 
place of residence and where and with whom they live on an equal basis with others and are not obliged to 
live in a particular living arrangement. Additionally, persons with disabilities must have access to a range 
of in-home, residential and other community support services, including personal assistance necessary to 
support living and inclusion in the community, and to prevent isolation or segregation from the community. 
Community services and facilities for the general population must be available on an equal basis to persons 
with disabilities and be responsive to their needs. 

The existing knowledge base provides relatively comprehensive data related to the rights referred to in 
Article 19. The annually collected operational statistics on social services provide information on client 
relationships related to personal assistance, home care, informal care support, housing alterations, transport 
services, family care, work activities and sheltered housing. The data on some of these services are also 
available itemised by age group, such as housing alterations, personal assistance clients, clients in sheltered 
housing and transport service clients. 

The realisation of the rights set out in Article 19 can also be examined by looking at the Register of care 
notifications in social welfare and Kela’s statistics on disability benefits and services. The Register of care 
notifications in social welfare provides data on care days (note: statistical term) and clients in housing 
services as well as clients and care days in institutions for persons with intellectual disabilities. These data 
can also be viewed by age group. The number of clients in institutions for persons with intellectual 
disabilities (and its decreasing trend) is an important indicator for realisation of the rights under Article 19. 
Kela’s statistics, on the other hand, provide information on persons aged both under and over 16 years who 
receive a disability allowance (also by allowance category), the number of recipients of care allowance for 
pensioners, and interpretation services granted by Kela (by age group). 

The existing knowledge base also contains data related to the realisation of the rights set out in Article 
20. Article 20 (Personal mobility) requires the State Parties to take effective measures to ensure personal 
mobility with the greatest possible independence for persons with disabilities.  

The realisation of the rights set out in Article 20 can be examined on the basis of data obtained from 
operational statistics on social services related to personal assistance and transport service clients. As 
mentioned, data on personal assistance client relationships are also available by age group. It should be 
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noted, however, that while data are available on transport services and personal assistance, the granting of 
which promote the right of persons with disabilities to equal mobility, no statistical data currently exist on 
assistive devices and their availability, for example.  

Key questions of monitoring the disability service legislation reform 

The Government proposal on reforming the disability services legislation, which lapsed in spring 2019, 
contains the outlines of the new legislation, the drafting of which will resume in early 2020. The 
government proposal issued in autumn 2018 (HE 159/2018) can be used as a starting point for considering 
essential questions related to monitoring the legislative amendment’s impacts.  

This chapter discusses some key sections of the lapsed proposal. Comments and conclusions related to 
monitoring and assessing the changes are given in connection with the proposed sections (draft sections 
indented). The impacts of the proposed new Disability Services Act have been compared to the current 
legislation on services for people with disabilities and, in particular, the most important services laid down 
in the Act.  

To assess the information needs, such general background variables as age, gender and living area were 
examined. One of the reform's objectives is to improve services for groups that currently fall between the 
cracks. This is why monitoring the effectiveness of the service system from their perspective before and 
after the reform is important. In addition, some client groups risk ending up in this position in situations of 
change. 

Purpose of the Act – information needs  

According to the government proposal, the purpose of the Act is to:  
1) “realise the equality, inclusion and participation of persons with disabilities in society;  
2) prevent and remove obstacles to the realisation of equality, inclusion and participation  

of persons with disabilities in society;  
3) support the independent coping of persons with disabilities and the realisation of their  

right to autonomy;  
4)  secure for persons with disabilities adequate and high-quality services that meet their  

individual needs.”  
 
Observations: The information need associated with realising the purpose of the Act can only be assessed 
in connection with other provisions. In this context, taking inclusion into account is vital, as promoting 
inclusion is a key objective of the legislative reform. By promoting inclusion, inequality and inequity can 
be reduced. The promotion of inclusion must be taken into account on multiple levels, not only in the 
culture and practices but also in the structures and at strategic level. Services provided by society, including 
health and social services and employment services, play an important role in promoting inclusion. Other 
actors at different levels are also important for strengthening inclusion, such as schools, workplaces, NGOs, 
clubs, parishes and associations. 

Population surveys are an example of studies that examine inclusion and participation. THL's Sokra 
project is currently developing a method for measuring an individual’s inclusion and the indicators related 
to it. A person’s experience of their inclusion can be measured using the battery of ten questions below. A 
response to each statement is given on a scale of 1 to 5 (completely disagree – completely agree).  
1. I feel that what I do every day is significant 
2. I get positive feedback on what I do 
3. I belong to a group or community that is important for me 
4. Other people need me 
5. I can influence the course of my life 
6. I feel my life has a meaning 
7. I can strive for things that are important for me 
8. I receive help when I really need it 
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9. I feel trusted 
10. I can influence some things in my living environment 
These questions are underpinned by a comprehensive understanding of inclusion as belonging to something 
and being heard. A person who is included can influence the course of their life, the services they receive, 
their living environment and society around them. In addition to having resources and opportunities for 
exerting influence, it is essential that the person believes in the existence of these opportunities. (THL 
2019c)  
 
Future projects: Existing data collections related to inclusion should be examined from the perspective of 
disability, and the suitability of existing batteries of questions and indicators should be assessed. If 
necessary, a separate report on the inclusion of persons with disabilities should be produced. 

Participation and inclusion 

“The assessment of service needs, planning and delivery of services, and monitoring of 
service delivery should be carried together with the person with a disability. In cases referred 
to in sections 9 and 10 of the Act on the Status and Rights of Social Welfare Clients 
(812/2000), later referred to as the Social Welfare Clients Acts, the assessment of service 
needs, the planning and delivery of services, and the monitoring of service delivery shall be 
carried out together with the person with a disability and their legal representative, or the 
person with a disability and their family member or some other person close to them.” 

 
Observations: No national statistics are currently produced on service plans. At the moment, we largely 
rely on THL’s Municipal Survey, which contains a module on service plan implementation. A description 
of the current situation is, of course, also provided in such documents as the six largest cities’ annual report 
on services for disabled persons, which gives an idea of the situation in these cities. 

Service plans produced in municipalities have previously been studied in the early 2000s (Puumalainen 
2003). This survey addressed to the municipalities and users of services for people with disabilities showed 
that those for whom a service plan had been drawn up and who knew about the plan's existence were more 
satisfied than other service users.  

The process of assessing service needs and the methods and tools used in it should be evaluated. A 
person with a disability usually also is a user of many other services besides services for people with 
disabilities. Consequently, it is obvious that in assessments of the need for adult social work, for example, 
indicators or methods created for this sector are used. This also applies to home care, in which tools created 
for assessing home care needs are usually used. No general indicators or tools for assessing service needs 
have been developed for services for people with disabilities. Assessment methods should be developed in 
cooperation with experts and users. A large-scale separate study should thus be conducted on the 
assessment of needs for services for disabled persons, focusing on both the methods and the purposes for 
which the results are used. When assessing the need for services and monitoring service delivery, the fact 
that the data collected on the client must be appropriate for each situation should be taken into account.  As 
part of the assessment of service needs, the costs and client impacts of the methods for assessing service 
needs should also be examined. It should be remembered that in services for people with disabilities, the 
need for services must never be assessed exclusively with the help of a specific indicator or tool. The 
assessment is always a shared process between the client and the professional. 

Changes in resources allocated to social work should be monitored before and after the amended 
legislation enters into force. At the same time, not only the staffing ratio and educational background of the 
personnel but also the personnel's tasks, the number of clients and their service profiles should be 
examined. The number of decisions made in different services is already monitored nationally, and the 
results are available on the Sotkanet indicator bank. Only decisions to grant a service are monitored. An 
example of this is service volume indicator Services and benefits granted to people with disabilities per 
100,000 inhabitants (ind. 5275). To determine the number of decisions to decline a service and to examine 
the actual service delivery, a separate study would be required. No statistical data are available on the 
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actual use of services, as only data on decisions to provide a service made by the service provider are 
collected in the operational statistics of social services. However, it can be assumed that the figures 
describing positive decisions and the actual use of services are close to each other. However, further 
research would be needed to verify this. 

 
“Provisions on the client's right to be informed of alternative measures are laid down in 
section 5 of the Act on the Status and Rights of Social Welfare Clients and on the client's right 
to self-determination and participation in sections 8-10 of this Act. Provisions on the client's 
participation in the assessment of service needs and preparation of the client plan are laid 
down in sections 36, 39 and 41 of the Social Welfare Act. “ 

 
Observations: No statistical data are currently available on clients' participation in the assessment of 
service needs. Separate surveys in which the respondents have been asked about this issue have been 
conducted, but there has been no continuous monitoring.  
 
Future projects: Client surveys should include a module on participation, which should also address the 
situation of children and adolescents. One of the fundamental principles of the new legislation is promoting 
inclusion, both in the lives of persons with disabilities in general and in the assessment of service needs and 
the planning process. This is why including a module on promoting participation in surveys is particularly 
important.  

 
“The participation and inclusion of persons with disabilities shall be supported as required by 
their functional capacity, age and life situation. A person with a disability has the right to use 
a language and communication method suitable for them and, if necessary, they shall be 
supported in obtaining information as well as forming and expressing their opinion.”  

 
Observations: No data are available on the provision of support for communicating or making a decision 
during service plan preparation. 
 
Future projects: In structured entries (Kanta database), the field describing service plan implementation 
must include information on the support received by the client. Classification work will also be required for 
this. 

 
“A provision on determining the opinion of a child and an adolescent is contained in section 
32 of the Social Welfare Act. Children and adolescents shall be provided with adequate 
assistance and support related to access to information, communication and interaction.” 

 
Observations: No data are available on how children’s and adolescents’ opinions are determined and how 
sufficient assistance and support related to access to information, communication and interaction are 
ensured in practice. 
 
Future projects: In structured entries (Kanta database), the section describing service plan implementation 
must include information on the support received by the child or adolescent. Classification work will also 
be required for this. 

Training and support 

“A person with a disability has the right to essential training and support they need for:  
1) practising cognitive or functional skills, or those needed in social interaction;  
2) situations of life change;  
3) communication;  
4) coping with daily life;  



Building a Roadmap for data collection in services for people with disabilities – from paths to roads 

 

THL – Discussion paper 18/2020 31 Roadmap for Systematic Data Collection in Services for 

 People with Disabilities 

5) making decisions about their own lives.  
The family of a person with a disability and other persons close to them have the right to 
receive training and support when facing significant life changes if this is essential for 
realising the purpose of the services provided for the person. 
 
The family of a person with a disability and other persons close to them may be provided with 
training and support when this is necessary for achieving the objectives set for the person's 
training and support in the client plan. 
 
The objectives and content of the training and support, as well as their required volume, 
duration and method of delivery, shall be determined as indicated by the individual needs of 
the person with a disability. Training and support shall be provided as an individual or group 
service or in combination with other services. The service shall include transport services 
necessary for its delivery if the person with a disability has special mobility impairments and, 
due to their disability, they cannot use public transport without unreasonable difficulty. “ 

 
Observations: Questions related to housing trials and moving are included in THL’s Municipal Survey. 
The data produced by the Municipal Survey mainly indicate whether services related to housing and 
guidance are provided in municipalities. No data are currently collected on the other measures or support 
forms mentioned above. 
 
Future projects: A decision must be made about the specific aspects related to training and support that 
will be monitored. Possible themes to be monitored and evaluated: are the services targeted at correct 
clients; the costs; and the effectiveness and relationship with other services of a service, including personal 
assistance and housing. Examining the delivery methods, contents and scope of the service will be 
essential. It is likely that, to determine the effectiveness of training and support at different levels, 
conducting a separate study focusing on client needs, the delivered service and its impacts will be 
necessary. The impacts should strengthen the individual’s inclusion, resources and functional capacity. A 
study on the current situation should be conducted in 2021 and a follow-up study in 2024. 

Personal assistance  

“A person with a disability has the right to personal assistance if they essentially and 
repeatedly need another person’s help in order to cope with:  
 daily activities;  
 work, studies or activities promoting inclusion organised by virtue of some other Act; or  
 leisure activities or social participation. 
 
The purpose of personal assistance is to help a person with a disability to make choices on an 
equal basis with others in those activities where their disability prevents them from coping 
independently. The precondition for organising personal assistance is that the person with a 
disability has the resources needed to determine the content of the assistance. Personal 
assistance responds to those needs that mainly require services other than attention, care, or 
ensuring the safety of the person with a disability or another person. 
 
Notwithstanding the provision in subsection 2, personal assistance provided as part of a 
service package may include care procedures that are necessary for the independent coping of 
the person and which the person could carry out themselves if they did not have the disability. 
The prerequisite for carrying out these care procedures is that the relevant county-owned 
company provides the person and their assistant with training for this as indicated by the 
individual needs of the person with a disability, and the possibility for obtaining continuous 
guidance.  
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A person with a disability has the right to personal assistance in activities referred to in 
subsection 1, paragraphs 1 and 2, to the extent that this is essential for the person. In addition, 
a person with a disability has the right to receive at minimum 30 hours a month of personal 
assistance in activities referred to in paragraph 3 of this subsection, unless a smaller number 
of hours is sufficient to meet their essential needs for assistance. 
 
Personal assistance is provided as referred to in section 8 of the Counties Act or section 24(4) 
or 27 of the Freedom of Choice Act, or following the employer model referred to in section 
10 of this Act. In addition to the implementation methods referred to in the Counties Act or 
the Freedom of Choice Act, the county shall make the employer model available.  
 
When making decisions on the implementation methods of personal assistance, the county-
owned company shall take into account the person's opinion as well as their need for 
assistance and overall life situation as specified in the client plan. Further provisions on the 
preconditions for using the employer model are laid down in section 10, subsection 2. For a 
special reason, a family member or other person close to the person with a disability may act 
as the personal assistant if this is in the interest of the person with a disability. 
 
The implementation methods of substitute arrangements for personal assistance in case the 
assistant is absent or the employment relationship is terminated shall be set down in the client 
plan and in a decision made pursuant to section 45 or 46 of the Social Welfare Act.  
A person with a disability may recruit a personal assistant in an employment relationship 
referred to in the Employment Contracts Act (55/2001) and act as the assistant's employer, 
while the county-owned company reimburses the costs incurred from this as provided in this 
section (the employer model).  
 
The employer model may be used if the person who assumes the employer role is able to cope 
with an employer's responsibilities and agrees to act as an employer after receiving an 
adequate and understandable account of an employer's obligations and responsibilities from 
the county-owned company. This consent shall be recorded in the client plan. 
 
The county-owned company shall, as indicated by the individual needs of the person with a 
disability, provide advice, guidance and support in practical matters related to the employer 
model. However, the county-owned company is not obliged to comment on labour law issues. 
The county-owned company shall reimburse the person with a disability for a reasonable 
salary paid to the assistant, the employer's statutory contributions and fees as well as other 
essential and reasonable costs arising from acting as an employer, including payroll 
administration costs. The assistant’s salary as well as the grounds for and reimbursement of 
the costs incurred from acting as an employer shall be recorded in the client plan and in a 
decision made pursuant to section 45 or 46 of the Social Welfare Act.”  

 
Observations: The number of service recipients is already monitored by age group and at the regional 
level (sotkanet.fi). In addition, THL’s Municipal Survey on disability services produces data on clients 
receiving personal assistance by gender, hours of personal assistance granted, and organisation method of 
the service every three years. Data on the costs of personal assistance are available at Sotkanet indicator 
bank. Data on the reason for the disability cannot currently be linked to data on personal assistance.  
 
Future projects: Using and analysing Sotkanet indicator bank statistics should be continued. The 
definitions of structured entries should be developed in order to expand and deepen the knowledge base in 
support of monitoring. The objectives could include obtaining data on how the different organisation 
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methods are used or, among other things, how many people use more than one method of organisation. 
This would be justified as the idea is to improve the client's inclusion and legal protection in the process of 
planning and making decisions on the services in the future. It should also be possible to assess the costs of 
different methods of organisation. Before data on personal assistance are collected nationally with personal 
identity codes, separate studies are needed on decisions to grant personal assistance, on the hours granted 
and costs of personal assistance as well as, in particular, on what types of disabilities are used as a criterion 
for granting assistance and to what extent assistance is granted for various needs (daily activities, work, 
studies, leisure time). 

Special reports or studies would be needed on, for example, the situation of persons using a respiratory 
device before and after the reformed Act on Customer Fees and the Disability Services Act enter into force. 
The aim of the reforms is to transfer persons who need long-term invasive respiratory support treatment 
from institutional care to outpatient services. As the reform enters into force, research focusing on clients as 
well as health care and social services, not forgetting assistants and nurses, would be needed. In this 
context, it would be a good idea to investigate the situation of persons with a long-term illness or disability 
other than those using a respiratory device in health care services and to assess whether they would also 
have the right to services for people with disabilities and, if so, how the services should be organised. 
Additionally, capabilities for assessing supported decision-making or similar activities will also be needed. 
A more detailed study on the resource requirements related to personal assistance would also be called far.  

Services for housing and living 
“A person with a disability has the right to housing support if they essentially and repeatedly 
need another person’s help in order to cope with housing.  
 
In addition to assistance and support needed for daily activities, housing support includes the 
services that persons with disabilities need to promote and maintain their health and well-
being and to enable their inclusion, communication and family life. The content, volume and 
implementation method of housing support shall be determined as indicated by the individual 
needs of the person with a disability. Housing support may include services provided by 
virtue of this and other Acts, making up a service package that meets the person's individual 
needs.  
 
Housing support is primarily organised for the home and place of residence selected by the 
person with a disability.  
 
Housing support for a child with a disability must be organised with the child's family through 
services provided for the child and the family at home as laid down in section 11.  
 
The guardians’ consent is required to provide housing support for a child outside their family. 
If the services received by the child and the family and other support provided for the family 
are not adequate to secure care that is in the child's best interest at home, at the guardian's 
request, the manner in which the child's housing and care can be arranged shall be assessed as 
laid down in section 4. This assessment shall be carried out by a multiprofessional expert 
group in which sufficient expertise in social work, psychology, medicine and, if necessary, 
other fields is represented. Before making a decision, the child's opinion shall be examined as 
laid down in section 3.  
 
In addition to what is provided in section 5, subsection 4, when organising housing support 
for a child, special attention shall be paid to the child's needs and the skills of the staff 
responsible for meeting them, maintaining contacts between the child and their family 
members and other persons close to them, and the continuity of interpersonal relationships, 
care and attention. Housing support for a child shall be organised in such a way that the 
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distance to their place of residence is not an obstacle to keeping in contact with persons close 
to the child. Housing support for a child outside the child's family may be arranged as family 
care or housing support referred to in section 11 in a service unit where at maximum seven 
children are cared for simultaneously.  
 
If, by virtue of this Act, the child does not live with their family, the parents and guardians are 
responsible for the costs of maintaining the child. 
 
A person with a disability has the right to reimbursement for the costs of alterations to their 
permanent residence as well as for reasonable costs arising from equipment and other 
technical solutions that enable them to manage at home if, due to the disability, they are 
necessary for the person's daily activities, mobility or other independent coping. 
Reimbursement for costs related to a residence in a sheltered housing unit shall only be 
granted for a particularly weighty reason if the person’s disability so requires. The county-
owned company may also make the equipment and other technical solutions referred to above 
available to a person with a disability free of charge.  
 
As costs to be reimbursed are also regarded reasonable costs incurred from planning the 
alteration work and removing obstacles in the immediate surroundings of the residence.  
 
Alterations to the residence as well as equipment and other technical solutions enabling the 
person to manage independently at home shall be planned and implemented as indicated by 
the individual needs of the person with a disability. If the person wishes to commission or 
purchase themselves the alteration work referred to in subsections 1 and 2 or other equipment 
and technical solutions that facilitate independent coping, the county-owned company shall, 
on request, provide the person with an estimate of the reasonable costs that can be reimbursed. 
Applications for reimbursement of housing alteration costs or purchase of equipment and 
other technical solutions shall be addressed to the county-owned company no later than six 
months after the costs have been incurred. “ 

 
Key observations: Currently, data on the number of people in different housing units and services and the 
net costs of the services are available, as well as on the number of persons who have received 
reimbursements for housing alterations and equipment and solutions related to housing. 

The problem is that no data are available on persons with disabilities who receive services referred to in 
the Social Welfare Act or who have been placed in a hospital due to lack of housing or services. Neither are 
there any monitoring data on adults living in their childhood home who experience a need to move to a 
home of their own. We do not know what types of service packages have been used to provide housing-
related services to individual persons.  

Very little is known about the delivery of services for children with disabilities. What we do know is 
that around 100 people under the age of 18 continue to have long-term placements in institutions for people 
with intellectual disability. Data on the number of children for whom an informal care allowance is paid are 
collected annually. There are no comprehensive data on service packages provided for children living at 
home. 
 
Future projects: In addition to collecting quantitative data, data collection related to quality control and 
monitoring should be developed. As housing services often are packages of several services, a structured 
service description, in other words data on the different services, is needed to meet the needs for more 
detailed information in support of monitoring. The costs paid by the residents and service recipients 
themselves should also be examined, assessing the relationship of these costs with the total costs of the 
services. More specific and accurate information on the total costs of services should be obtained. 
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Before the legislative amendment enters into force, an overall idea of services for children with 
disabilities should be obtained in order to assess the impacts of the reform. In this context, the situation of 
children with disabilities receiving child welfare services should be investigated. The possibilities for and 
challenges of using personal budgeting should also be explored in relation to children and their families. 
Proposals related to children’s and adolescents’ situation, which are based on the results of the child health 
clinic survey and School Health Promotion Study, are described in Appendix 1.  

A separate study on alterations and housing-related equipment and devices should be produced as part 
of the study on assistive device service. Data related to technology will also be needed in the future.  

Short-term care 

“A disabled person has the right to short-term care in order to secure their necessary attention 
and inclusion and to support care-givers’ well-being. The content, volume, duration and 
implementation method of short-term care shall be determined as indicated by the individual 
needs of the person with a disability. Short-term care shall include the transport services 
necessary for its implementation if the person with a disability has special mobility 
impairments and, due to their disability, cannot use public transport without unreasonable 
difficulty. “ 

 
Observations and future projects: NGOs have conducted separate small-scale studies, on the basis of 
which a broader study can be planned. In order to understand the situation, the reasons for and needs of 
short-term care periods, regardless of where they are provided, should already be investigated in 2020. 
More extensive studies should be produced in 2022 and 2024. Examining how the content, volume, 
duration and method of implementation of the service meet the needs of the person and their family would 
be vital.  

Day activities  
“A disabled person is entitled to day activities if, due to their disability, they need a special 
service that secures their social interaction and inclusion and maintains their functional 
capacity, and social rehabilitation referred to in section 17 of the Social Welfare Act, 
activities supporting the access of people with disabilities to employment referred to in 
section 27d or work for people with disabilities referred in section 27e of the Social Welfare 
Act of 1982 (710/1982), or rehabilitative work referred to in the Act on Rehabilitative Work 
Activities (189/2001) are not suitable or adequate to meet the person’s service need. The 
county has no obligation to organise day activities for a person whose main source of 
livelihood is an old-age pension. 
 
Day activities shall be organised on five days a week, or less frequently if there is a specific 
reason to do so related to the individual needs of a person with a disability. Day activities 
include the transport services necessary for the implementation of this service if the person 
with a disability has special mobility impairments and, due to their disability, cannot use 
public transport without unreasonable difficulty. “ 

 
Observations and future projects: The current knowledge base of day activities mainly consists of client 
numbers, which are available on Sotkanet indicator bank (indicators 1222, Day centres for people with 
disabilities, clients in services funded by the municipality on 31 Dec, and 3418, which includes the clients 
of both day centres and work centres). In the future, more content-related and qualitative data, and 
information on the effectiveness of the services, will be needed. The content of the services related to day 
and work activities and activities promoting employment in future legislation has not yet been decided. As 
more specific content and objectives are formulated, indicators for monitoring the quality and effectiveness 
of the services can be drawn up.  



Building a Roadmap for data collection in services for people with disabilities – from paths to roads 

 

THL – Discussion paper 18/2020 36 Roadmap for Systematic Data Collection in Services for 

 People with Disabilities 

Mobility 

“A person with a disability has the right to receive mobility support provided as a transport 
service using a vehicle suitable for them if they have a special mobility impairment and, due 
to their disability, they cannot use public transport without unreasonable difficulty. The 
transport service must be supplemented with an escort service if this is essential. 
 
As an alternative to providing transport services, the county-owned company may put a car at 
the disposal of a person with a disability, or grant a financial subsidy for purchasing a car, if 
the person's needs for mobility support in everyday activities are great and continuous in 
nature.  
 
The purpose of the mobility support is to enable the mobility of a person with a disability 
related to:  
 
1) working; 
2) studying;  
3) other activities promoting inclusion organised by virtue of some other Act; or  
4) leisure activities, social inclusion and other activities of everyday life.  
 
When assessing the volume and regional scope of the transport services referred to in section 
16, subsection 1 above as well as reasonable costs, account shall be taken of the person’s 
mobility needs, other available services, the purpose of the journey and the mobility support 
referred to in section 16, subsection 2.  
 
The necessary volume of transport services for work, studies and activities promoting 
inclusion provided by virtue of other acts shall be organised. These journeys may be made 
within the commuting areas referred to in Chapter 1, section 9 of the Act on Public 
Employment and Business Service (916/2012). 
 
Transport services for leisure activities, social participation and other everyday activities shall 
be arranged in such a way that the person can make at least 18 one-way journeys a month in 
the area of their municipality of residence or a neighbouring municipality. Rather than as 
journeys, subject to the person's consent these transport services may alternatively be 
organised fully or partly by granting them transport services up to a maximum number of 
kilometres determined by the county, regardless of the municipal or regional boundaries. The 
county-owned company may make a decision under which these transport services must be 
used within no more than one year. 
 
In the transport service, journeys may be combined and provided using the same means of 
transport, unless this unreasonably extends the travel time or otherwise unreasonably 
inconveniences the person with a disability. 
 
If the county has put a car at the disposal of a person with a disability, the person has the right 
to complete at least 24 one-way journeys a year for the purposes of leisure activities, social 
participation or everyday activities, unless a smaller number is sufficient to secure their 
essential mobility.” 

 
Observations: Mobility services can currently be examined using the data on Sotkanet indicator bank. This 
web service provides data on transport service users referred to in the Disability Services Act, and also on 
the costs. User data are also obtained on transport services referred to in the Social Welfare Act. Both data 
sets can be itemised by age.  
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No data are available on the numbers of journeys or the kilometres travelled. Regarding journeys 
referred to in the Disability Services Act, national data on the number of people who have been granted 
transport services for work and study purposes are additionally not available. Neither are there any data on 
car subsidies. It should also be noted that transport is an elemental part of some of the current services 
(including day activities). Additionally, no data on journeys referred to in the Health Insurance Act 
completed by persons with disabilities are available.  
 
Future projects: To support monitoring and assessment, new data will be needed in addition to the 
statistical data collected at the moment (including car subsidies, a set number of kilometres, a mobility 
service package and its various parts). In order to collect new data, structured entries of client data in the 
Kanta database will be needed. Before the legislative amendment enters into force, a separate study should 
be carried out to build up and supplement the data produced by the 2013 report titled From Transport to 
Mobility – Results of the Survey. In this context, the change brought about by the amalgamation of two 
Acts on services for disabled persons for different disability groups should be examined comprehensively. 
At the same time, the delivery of services referred to in the Social Welfare Act should be examined.  

Financial support 
“A county-owned company may reimburse a person with a disability for the costs incurred by 
them for purchases of equipment and other technical solutions required for their daily 
activities, mobility, communication or leisure activities, other than those needed for medical 
rehabilitation. In addition, a county-owned company may reimburse the extra costs of 
purchasing special clothing or food.  
 
One half of the costs incurred from purchasing equipment and other technical solutions 
needed for daily activities, mobility, communication or leisure activities shall be reimbursed. 
The amount of these costs is determined on the basis of the actual costs incurred. All 
modifications to standard equipment or other technical solutions as well as a car or other 
means of transport made essential by a disability shall be reimbursed fully.”  

 
Observations and future projects: Information needs related to cars should be addressed in the collection 
of statistical data. Information needs related to cars and other financial support should be assessed more 
accurately once the contents of this section have been confirmed. In particular, the situation of those who 
fall between the cracks in terms of financial support should be considered.  
 
In addition  
The perspective of all examinations and monitoring exercises should include not only disability but also 
gender, migrant background, age and living area. The impact of the legislative amendments on the 
application of the act and the way it targets and affects different people should also be monitored. In 
addition to legislative changes, service delivery is affected by structural change and changes in the service 
system, and this is why only assessing changes brought about by legislation may not necessarily be enough 
in the future. Societal research across a broad front will be needed.  

Knowledge base of monitoring – an overview  

To sum up, we can note that a great deal of data is available on some thematic areas of services for people 
with disabilities. Table 1 describes the existing knowledge base associated with the government proposal 
for a new Disability Services Act, which lapsed in 2019, using colour codes for each section. The 
knowledge base for sections marked in red is the most incomplete; in other words, little or no data are 
available. At the moment, there are little or no data on the inclusion of disabled persons and support for 
their inclusion, training and support, housing support for a child and short-term care. The provisions on 
which some information is available are shown in yellow; while a knowledge base does exist, it remains at 
least partly incomplete. The sections marked in yellow are housing support, support for accessible housing, 
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delivery of transport services and financial support. Green indicates a high or even extremely high volume 
of data. The sections marked with green include those on personal assistance, implementation of personal 
assistance, day activities and mobility support.  

Table 1. Knowledge base related to different sections of the legislative proposal as colour codes 

Section Heading Knowlegde base 

1 § Purpose of Act   

3 § 
Participation of a person with a disability 
 and support for inclusion  

Little or no data available 

7 § Training and support 
 

Little or no data available 

8 § Personal assistance 
 

Data available 

9 § Implementation of personal assistance 
 

Data available 

11 § Housing support 
 

Some data available 

12 § Housing support for a child 
 

Little or no data available 

13 § Support for accessible housing 
 

Some data available 

14 § Short-term care 
 

Little or no data available 

15 § Day activities 
 

Data available 

16 § Mobility support 
 

Data available 

17 § Delivery of transport services 
 

Some data available 

18 § Financial support 
 

Some data available 

Preconditions for monitoring and ideas for carrying it out 

If the new Disability Services Act enters into force in 2023, the application practices of the new Act will 
only be established in 2025. At that time, we will be able to observe the impacts of the legislative reform on 
such areas as the clients’ status, the service system and the costs of services. Before this year the focus 
should be on describing the current situation and, after 2023, we should be prepared to monitor and 
evaluate even rapid changes. Monitoring before and after the new legislation enters into force will be 
important in order to detect the impact of the changes on different client groups. 

Whether the legislative amendments go ahead or not, disability issues should be monitored 
systematically in order to assess the effectiveness of services for people with disabilities and regional 
equality. The preconditions for creating different monitoring indicators include not only having access to 
data sets but also extensively interpreting and understanding the significance of the data and the 
background factors of phenomena.  



Building a Roadmap for data collection in services for people with disabilities – from paths to roads 

 

THL – Discussion paper 18/2020 39 Roadmap for Systematic Data Collection in Services for 

 People with Disabilities 

To assess the impacts of the changes, an equally firm grip on data collection is needed as in an ordinary 
situation where no major changes have taken place. Figure 3 illustrates the key processes of data collection 
on a timeline in a hypothetical situation where the amendment to the legislation on services for people with 
disabilities would enter into force in 2023.  
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Roadmap for data collection in disability services 2020-2025

+ Complementary survey

Figure 3. Timeline and tasks of the Roadmap for systematic data collection in services for people with 

disabilities for 2020–2025. 

As the figure shows, the situation of services for people with disabilities can, and should, be examined at 
multiple levels. Statistics Finland's financial statistics and THL’s operational statistics on social services are 
published annually on the Sotkanet indicator bank. These operational statistics provide a type of baseline. 
Regarding services for disabled persons, the statistics are complemented by a survey addressed to the 
municipalities every three years, or the so-called Municipal Survey on disability services (possibly 
addressed to the counties in the future). For the purposes of extensive monitoring and impact assessment, 
expanded municipal and regional surveys will be needed in 2022 and 2024. In this context, expansion 
means that the structure of the Municipal Survey will be developed to encompass the themes and structure 
of the reformed legislation. These surveys should also be continued after 2024, until operational statistics 
and other client data collections, including the expansion of the Kanta database to social welfare, will make 
it unnecessary. To enable this development, structured entries on services for people with disabilities will 
be improved regarding definitions, electronic systems and practical implementation alike. The work on 
structural definitions should be initiated as soon as possible, or at the latest concurrently with the drafting 
of the reformed Disability Services Act.  

People's personal perceptions of their situation and satisfaction with services can, for example, be 
examined by means of population surveys if the sample is sufficiently large. Population studies can also be 
used to investigate the population's need for services and the adequacy/inadequacy of services, which 
cannot be investigated by other means.  
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Collecting data alone is not enough; the data must also be analysed in order to understand the 
background factors and causes of issues. The results of the School Health Promotion Study, FinSote and 
other population surveys should be analysed more systematically even now. The precondition for using 
these data sets is, in addition to the coverage of the sample, that they must contain questions which make it 
possible to identify people who feel their functional capacity is reduced. This work has already been 
launched.  

A more extensive version of the FinSote population survey is conducted every second time, or in 2020 
and again in 2022. The picture of the situation of persons with disabilities which emerges in this survey can 
be supplemented with a complementary survey. While the questions would basically be the same as in 
FinSote, they could be supplemented with themes perceived as important, which would stem from the 
baseline data produced by the FinSote survey, for example. The complementary survey would be sent to 
those who responded to the in-depth questions in FinSote and who felt that their functional capacity is 
reduced (an estimated 5,000 people). The survey would also be addressed to persons receiving disability 
benefits granted by Kela, using a large sample. In order to conduct a complementary survey, funding for 
interviews, the organisation of alternative communication situations and reporting would be required, 
among other things. These complementary interviews and surveys would be carried out in 2021 (baseline) 
and in 2025 (impacts of the legislative reform). The complementary interview would provide an 
opportunity to assess the impacts of the legislative reform on persons with disabilities based on their 
experiences. 

In addition to statistical studies and surveys, separate studies on individual but significant themes are 
needed, among other things to advance our knowledge and understanding of issues related to children and 
adolescents. The School Health Promotion Studies and child health clinic surveys have significantly 
improved access to data on children and adolescents who feel their functional capacity is reduced. In 
addition to these results, a number of issues would require further investigation in order to improve the 
situation of adolescents and children with disabilities. 

The situation of clients of disability services who use a high volume of health care services should be 
examined from the perspective of service effectiveness. This group is very large and diverse, starting from 
permanent users of a respiratory device (invasive respiratory support treatment) to persons who use a high 
volume of specialised medical care services. Research in the adequacy of the services for disabled persons 
and the impacts of their effectiveness on the use of health care services and vice versa is needed to establish 
causal relationships and to take action to improve the situation. The significance of rehabilitation for the 
quality of life of those who use services should also be examined and monitored closely in a situation of 
change. Questions related to assistive device services should similarly be examined in a broader context 
than merely the number of assistive devices granted.  

To monitor the situation of persons with intellectual disabilities, a separate mechanism should be 
created, in which all the data to be collected are used extensively. Service delivery to persons with 
intellectual disabilities and the impact of the legislative reform on their lives should be assessed 
systematically in the future. 

The service use of people who have a rare disease should be studied comprehensively. The risk is that 
the service needs of this client group are not recognised, which increases their risk of falling between the 
cracks. This may erode the social inclusion of people with a rare disease. 

Examining the housing and mobility service packages in greater detail than in the light of statistical data 
would be important, making it possible to monitor their effectiveness and quality. One aspect that should be 
monitored in the future could be assessing the impacts of the procurement models and organisation 
methods of other services associated with the services for people with disabilities from the point of view of 
client satisfaction and inclusion.  

Questions related to finance and costs should be examined at a multiple levels: from the perspectives of 
the clients, service providers and service organisers, and also at the regional level. Cost-effectiveness 
should also be monitored systematically, linking it to both services and other phenomena in society. 

As a phenomenon, disability is extensive and lends itself to multiple interpretations, and systematic and 
effective monitoring of services for people with disabilities thus requires not only a solid knowledge base 
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but also an in-depth understanding of disability, functional capacity and services for disabled persons as 
part of health and social services. As we have noted in this publication, the monitoring and evaluation of 
disability services is currently based on several different statistics. However, it is necessary to constantly 
assess the relevance and significance of statistical indicators; in other words, do we ask the correct and 
relevant questions and, on the other hand, what do the indicators tell us about the status, quality and 
accessibility of the services for people with disabilities and the inclusion of persons with disabilities. We 
gain finer and more in-depth understanding of disability, the operating field changes, and the methods of 
and opportunities for data collection improve. This is why monitoring must also be flexible, renew itself 
and respond to changing situations. Comprehensive monitoring and assessment of services can contribute 
to building a more socially sustainable society. All these are requirements under the UN Convention on the 
Rights of Persons with Disabilities (CRPD). 



References 

 

THL – Discussion paper 18/2020 42 Roadmap for Systematic Data Collection in Services for 

 People with Disabilities 

References 

Agenda 2030. Sustainable Development Goals (2017) UN 
Association of Finland . 

Act on Intellectual Disabilities 1977/519. Adopted in Naantali 
on 23 June 1977. 

Act on the Finnish Institute for Health and Welfare 2008/668. 
Adopted in Helsinki on 31 October 2008. Last update 19 
December .2019. 

Act on the Status and Rights of Clients and Patients 
STM074:00/2018. 

Act on the Secondary Use of Health and Social Data 552/2019. 
Adopted in Helsinki on 26 April 2019. 

Constitution of  Finland 1999/731. Adopted in Helsinki on 11 
June 1999. 

Convention on the Rights of Persons with Disabilities and its 
Optional Protocol 27/2016. 

Disability Services Act 1987/380. Adopted in Helsinki on 3 
April 1987. 

Finnish Institute for Health and Welfare. (2018). Data collection 
on 4-year-old children and their families. Available at:  
https://thl.fi/fi/tutkimus-ja-kehittaminen/tutkimukset-ja-
hankkeet/finlapset-lasten-nuorten-ja-perheiden-terveys-ja-
hyvinvointi/finlapset-kyselytutkimus/aiemmat-tiedonkeruut 

Finnish Institute for Health and Welfare (2019a) Knowledge 
base and assessment. Available at: 
https://thl.fi/en/web/social-welfare-and-health-care-
reform/knowledge-base-and-assessment 

Finnish Institute for Health and Welfare. (2019b). School 
Health Promotion Study. Available at: 
https://thl.fi/en/web/thlfi-en/research-and-
expertwork/population-studies/school-health-promotion-
study 

Finnish Institute for Health and Welfare. (2019c). Measuring 
experiences of inclusion (in Finnish). Available at: 
https://thl.fi/web/hyvinvoinnin-ja-terveyden-edistamisen-
johtaminen/osallisuuden-edistaminen/osallisuuden-
seuranta/osallisuuden-kokemuksen-mittaaminen 

Government proposal to Parliament for a Disability Services 
Act and Acts amending the Social Welfare Act and section 
13 of the Act on Client Fees in Early Childhood Education 
and Care HE 159/2018 vp. 

Health Care Act 1326/2010 Adopted in Helsinki on 30 
December 2010. 

Hämäläinen, P., Kovasin, M., Räikkönen O. (2019). Ehdotukset 
sote -ohjauksen mittareista ja tietopohjan varmentamisesta. 
Available at: http://urn.fi/URN:ISBN:978-952-00-4066-6 

Kivelä, J., Nurmi-Koikkalainen, P., Ristikari T., Hiekkala S. 
(2019). Young people with impaired mobility in Finland. 
Numbers, diagnoses, risks of exclusion and the quality of 
life. Available at: http://urn.fi/URN:ISBN:978-952-343-
344-1 

Koponen,P., Borodulin, K., Lundqvist, A., Sääksjärvi K., 
Koskinen, S. (2018). Health, Performance and Well-being in 
Finland: FinHealth 2017 study. Available at: 
http://urn.fi/URN:ISBN:978-952-343-105-8 

Nurmi-Koikkalainen, P. (2013). Laitoksesta lähiyhteisöön - 
Kuntakyselyn tuloksia vammaisten kuntalaisten palveluista. 
Available at: http://urn.fi/URN:ISBN:978-952-245-957-2 

Nurmi-Koikkalainen, P., Ahola, S., Gissler, M., Halme, N., 
Koskinen, S., Luoma, M., Malmivaara, A., Muuri, A., 
Sainio, A., Sääksjärvi, K., Väyrynen, R. (2017). Tietoa ja 
tietotarpeita vammaisuudesta: Analyysia THL:n 
tietotuotannosta. Available at: http://urn.fi/URN:ISBN:978-
952-302-946-0 

Sirola, P., Nurmi-Koikkalainen, P. (2014). Kuljetuksesta 
liikkumiseen - Kuntakyselyn ja asiakashaastattelujen 
tuloksia vammaisten henkilöiden kuljetuspalveluista ja 
auton hankinnan tukimuodoista. Available at: 
http://urn.fi/URN:ISBN:978-952-302-257-7 

Social Welfare Act 2014/1301. Adopted in Helsinki on 30 
December 2014. 

Väisänen, A., Linnosmaa I., Eskelinen J., Nurmi-Koikkalainen 
P. (2013). Tutkimus vuoden 2009 vammaispalvelulain 
muutosten vaikutuksista asiakasmääriin ja kustannuksiin. 
Available at: http://urn.fi/URN:ISBN:978-952-302-096-2 

 

https://thl.fi/fi/tutkimus-ja-kehittaminen/tutkimukset-ja-hankkeet/finlapset-lasten-nuorten-ja-perheiden-terveys-ja-hyvinvointi/finlapset-kyselytutkimus/aiemmat-tiedonkeruut
https://thl.fi/fi/tutkimus-ja-kehittaminen/tutkimukset-ja-hankkeet/finlapset-lasten-nuorten-ja-perheiden-terveys-ja-hyvinvointi/finlapset-kyselytutkimus/aiemmat-tiedonkeruut
https://thl.fi/fi/tutkimus-ja-kehittaminen/tutkimukset-ja-hankkeet/finlapset-lasten-nuorten-ja-perheiden-terveys-ja-hyvinvointi/finlapset-kyselytutkimus/aiemmat-tiedonkeruut
https://thl.fi/en/web/social-welfare-and-health-care-reform/knowledge-base-and-assessment
https://thl.fi/en/web/social-welfare-and-health-care-reform/knowledge-base-and-assessment
https://thl.fi/en/web/thlfi-en/research-and-expertwork/population-studies/school-health-promotion-study
https://thl.fi/en/web/thlfi-en/research-and-expertwork/population-studies/school-health-promotion-study
https://thl.fi/en/web/thlfi-en/research-and-expertwork/population-studies/school-health-promotion-study
https://thl.fi/web/hyvinvoinnin-ja-terveyden-edistamisen-johtaminen/osallisuuden-edistaminen/osallisuuden-seuranta/osallisuuden-kokemuksen-mittaaminen
https://thl.fi/web/hyvinvoinnin-ja-terveyden-edistamisen-johtaminen/osallisuuden-edistaminen/osallisuuden-seuranta/osallisuuden-kokemuksen-mittaaminen
https://thl.fi/web/hyvinvoinnin-ja-terveyden-edistamisen-johtaminen/osallisuuden-edistaminen/osallisuuden-seuranta/osallisuuden-kokemuksen-mittaaminen
http://urn.fi/URN:ISBN:978-952-00-4066-6
http://urn.fi/URN:ISBN:978-952-343-344-1
http://urn.fi/URN:ISBN:978-952-343-344-1
http://urn.fi/URN:ISBN:978-952-343-105-8
http://urn.fi/URN:ISBN:978-952-245-957-2
http://urn.fi/URN:ISBN:978-952-302-946-0
http://urn.fi/URN:ISBN:978-952-302-946-0
http://urn.fi/URN:ISBN:978-952-302-257-7
http://urn.fi/URN:ISBN:978-952-302-096-2


 

 

THL – Discussion paper 18/2020 43 Roadmap for Systematic Data Collection in Services for 

 People with Disabilities 

Appendices 

Future data collections on children and adolescents with disabilities 

The situation of children with disabilities  

Using the FinChildren survey data, it would be possible to examine how the reduced functional capacity of 
a child or parent, or a child’s behavioural disorders, correlate with the parents' coping, the well-being of the 
child and the rest of the family, and the family's needs for support and services. While the small number of 
parent respondents who reported that their children have severe limitations to their functional capacity 
hampers the examination, it could nevertheless produce indications of these families’ well-being and needs 
for support. Validation studies on issues related to the child's reduced functional capacity would also be 
necessary. Additional resources would be needed for the validation and more detailed examination of any 
links.  

As the more extensive use of structured entries produces reliable register data on a considerably larger 
scale than before, the data on children's disabilities will be complemented. Using the child’s personal 
identity code, the FinChildren survey data can be linked to register data on the child, making it possible to 
examine the connection between experiential data produced by the parents and register data on children's 
disabilities, thus supplementing the knowledge base further. 

In the future, the FinChildren study is to be conducted as a postal survey every two years, alternating 
between families with infants and those with children aged 4. A separate questionnaire will continue to be 
provided for both parents, whereas the form completed by public health nurses will be dropped. An 
invitation to participate in the study and the requisite research material will be sent to the families at home. 
The first extensive data collection addressed to families with infants will be implemented in 2020, and the 
following data collection targeting children aged four and their families will take place in 2022. 

Collecting the data by means of a postal survey will make it easier to reach all parents in the target 
group. However, parents with more limited resources may not be able to respond to the survey. In 
particular, parents whose children have severe disabilities or whose own functional capacity is reduced by 
health problems may have less than average resources, and responding may seem an extra effort to them. In 
this case, their willingness to respond could be promoted by a clear message about the benefits the parent 
and the family may gain from responding. How could the families of children with disabilities be informed 
of the importance of responding and given concrete examples of what the results will be used for?  

In the future, the questionnaire should be as short and clear as possible. The properties of the 
questionnaire should also be developed to enable the parents to receive feedback on their responses. A 
periodically repeated module focusing more specifically on disabilities could also be considered in the 
future. However, ensuring regular data collection would be a priority.  

School Health Promotion Study 

With a view to promoting equality, the School Health Promotion Study produces information on the well-
being and health of children, adolescents and families with children experiencing limitations to their 
functional capacity. As in 2017, the results will be published by special group both on the web service and 
in separate articles. Validating the newly introduced set of indicators and determining the proportion of 
people with limitations to their functional capacity that differs from the international level will be essential. 
Using data more efficiently and supporting its use in regional and national decision-making will also be 
important. Sufficient resources are required for both the production and utilisation of the data.  

Total 

In addition to what has been discussed above, general studies on children’s and adolescents’ service needs 
and the effectiveness of different services are needed. The situation of children living in institutions and the 
availability and effectiveness of child welfare and family services for children and adolescents with 
disabilities is one of the special questions. A separate study should be produced on these issues. 
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