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Executive Summary

The objective of the current report is to present the Agendafor future research indisability

services The report aims to identify topics that, according to European service providers, need to be
pursued by future research to improve or facilitate disability services. To reach this objective, the
European Association of Service providers for Persons with Disabilities (EASPD), which - through its
members - represents over 15,000 social care and support service (SCSS) providers across Europe,

carried out a consultation of its membership.

This report is an attempt to bring service providers at national, regional and local levels closer to
European agenda setting by making their voices heard. The report also contributes to bringing
research closer to practice by facilitating demand-driven research in which the opinion of sector
practitioners matters.

The consultation of EASPD members, held in a form of focus group discussions during EASPD

Standing Committee and Interest Group meetings, revealed the following main research areas to be

included in the Agendafor future research indisability:

1) Community-based services (CBS)
a) Implementation of legislative frameworks on deinstitutionalisation and CBS
b) Funding of CBS
c) Evidence-based CBS
d) Life cycle approach to CBS
2) Early childhood intervention (ECI)
a) Database of proven ECI practices
b) Barometer of ECl services
3) Education of persons with disabilities
a) Higher education attainment by persons with disabilities
4) Employment of persons with disabilities
a) Effectiveness of employment measures
b) Transition from sheltered workshops to the open labour market
c) Supported employment
5) Quality of services
a) Individual needs assessment
b) Person-centred services and co-production
c) Assessment of accessibility of services by users
d) Peer support services
e) Training needs of users
f) Integrated care and cross-sectoral service provision
g) Innovative models of social care and support
6) Measuring outcome
a) Social value of social care and support measures
b) Quality of Life measures
7) Staff and Human Resources
a) Staff levels and projections over next years
b) Recruiting and retaining qualified professionals
c¢) Workforce development
8) Emerging needs
a) New technologies and innovation for services
b) Disability services and migration
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l. Introduction

1.1. Objective of the report

The objective of the current report is to present the Agendafor future researchin disability
services The report aims to identify topics that, according to European service providers, need to be
pursued by future research to improve or facilitate disability services.

To reach this objective, the European Association of Service providers for Persons with Disabilities
(EASPD), which —through its members - represents over 15,000 social care and support service
(SCSS) providers across Europe, carried out a consultation of its membership. The outcomes of this
consultation are presented in this document.

The report on the Research Agenda in Disability Serviéesn attempt to bring service providers at
national, regional and local levels closer to European agenda setting by making their voices heard.
The report also contributes to bringing research closer to practice by facilitating demand-driven
research in which the opinion of sector practitioners matters.

1.2. Why research in disability services is important

More than 42 million people in the European Union have a disability. Most of these people and
their families rely on disability servicesor social care and support services (SCSS) for persons with
disabilities. These services include various types of assistance including community living, education,
employment, housing, etc. All of these services are instrumental in ensuring the social protection
andinclusionof people with disabilities. Therefore, it is in the interest of all relevant stakeholders,
including service providers, service users and public authorities, to ensure the quality, effectiveness,
accessibility and availability of these services.

The shift away from the medical to the human rights approach to disabilitgyens many questions
on how to ensure an effective and smooth transition towards community based services, on how to
improve participation and on what tools and methods to use in order to engage the community in
the designing and delivering disability services.

Furthermore, the sector of disability services is an important part of the European economyThe
sector of health and social services, which includes SCSS for persons with disabilities, generates
around 7% of the total economic outpuin the EU-282. The health and social services sector is one
of the fasted growing sectors in terms of employment and value in Europe, accounting for over 23.4
million jobs in the second quarter of 20153, The sector saw the highest rise in employment between
2008 and 2015, with over 1.1 million new jobscreated in the 'residential care' subector and
644,000 in'NoaNB & A RSy (i A | dub-sé&c@driaspit thede@dhbdhi€Xrisis®. The sector of SCSS
for persons with disabilities is expected to further grow as the ageing of the population in Europe
and the transition from institutionalised to personalised care will require increased social care
services.

1 According to the 2012 European health and social integration survey (EHSIS) definition of disability, in 2012
there were 42 million persons with disabilities aged 15-64 in the EU-27, equivalent to 12.8 % of the population
of that age. Source: Eurostat.

2 http://ec.europa.eu/social/BlobServlet?docld=13354&langld=en

3 http://ec.europa.eu/europe2020/pdf/themes/2016/health health systems 201605.pdf

4 bid.
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Despite the strategic importance of SCSS for persons with disabilities, this sector is often
underfinanced and insufficiently researched. Yet, there is a pressing needto channel more
resources for research and (social) innovation into the sectés.such, solid data and scientific
researchis neededto support evidencebased policymaking and learninbased dialogue between
service providersusers,authorities and academian this sector

Research in disability services is particularly important for:

9 Better understanding the complex and varied nature of disability services in Europe.
Currently, there is not much data available specifically for this sector and significant
differences exist between countries and systems.

Monitoring and measuring the outcomes and quality of disability services.
Improving services and making them more sustainable and effective.

= =4

ll. Methodology

The consultation of EASPD members was held during EASPD Standing Committee and Interest Group
meetings in Brussels on October 21, 2016.

The Standing Committee$SC) are permanent working groups composed by EASPD members. They
represent the interest of EASPD in their own field through active research, policy development,
advice and networking. SC meetings are open to EASPD members and observers.

The consultations took place during the following four EASPD SCs:

9 SCon Education (SC EDUC): focuses on education, lifelong learning and the development of
inclusive schools. The SC uses its know-how and contacts to support the development of an
open educational system in Europe.

9 SCon Inclusive Living (SC IL): discusses about strategic and practical ways to implement the
UN CRPD Art. 19 in EASPD’s member organisations and collects and exchanges models of
good practice in the field of de-institutionalisation and (supported) housing. It supports the
development of instruments facilitating user involvement and independent living and drafts
policy recommendation for authorities at all levels.

9 SCon Employment (SC EMPL): focuses on employment-related policies and job-related
service developments. Intensive lobbying is being done to ensure that our sector's
perspective is fully understood at European level.

9 The Policy Impact Group (PIG): measures and influences the impact of European policy and
legislation on the disability sector.

The Interest GroupgIG) are permanent working groups consisting of EASPD members focussing on
one single issue which has a more limited impact on the sector. |G meetings are open to EASPD
members, observers and non-members. The following I1Gs participated in the consultation:

9 1G on Early Intervention (IG El): focuses on the topic of Early childhood intervention and
related issues.

I 1G on Workforce Development and Human Resources (IG WD&HR): aims to promote high
standards of knowledge, skill, competence and understanding within the social care
workforce of the EU in general and amongst those of EASPD members in particular as a
means of delivering quality services. It seeks the development of a social care workforce,
widely respected and qualified, delivering services based on shared principles of care.



EAS P D EASPD IS THE EUROPEAN ASSOCIATION OF SERVICE PROVIDERS FOR
PERSONS WITH DISABILITIES REPRESENTING SOCIAL SERVICE PROVIDER

ORGANISATIONS ACROSS EUROPE AND ACROSS DISABILITY.

IMPROVING SERVICES
IMPROVING LIVES

9 1G on Arts and Culture (IG ART): provides a platform for the exchange of information, good
practices and the sharing of common concerns in the field of supporting access to arts and
supporting artistic careers (artistic education and training for persons with disabilities).

During SC and IG meetings in October 2016, disability service providers were asked to engage in
focus group discussions aimed at identifying needs, obstacles and opportunities that their face in
their work and reflect about possible research areas that would improve or facilitate their services.
Each SC and IG concentrated on discussing topics thematically relevant to the working group’s
profile. The profiles of participants in each SC and IG meeting can be found in Annex I.

Focus group were facilitated by SC and IG coordinators (EASPD staff), who took notes on main
discussions. The information collected during the discussions has been analysed and classified
according to the scope, topic and nature of the content. The main research areas identified as a
result of the analysis (Inclusive living & Community-based services, Early childhood intervention,
Education, Employment, Quality of services, Funding of services, Staff & human resources and
Emerging needs) are described in Chapter .

lll. Agenda for Research

3.1. Inclusive Living and Community-based Services

In recent decades, there has been a notable move from institutional care to community-based
services in many European countries. However, the pace and the extent of the shift varies across the
counties and some countries still lack a range of community-based facilities.

Implementation of legislative frameworks on deinstitutionalisation

The effectiveness of deinstitutionalisation, or transition from institutional to community-based
services, depends highly on the political will and availability of necessary legislative frameworks at
national and European levels. In this context, the topic of efficient implementation of regulatory
frameworks on deinstitutionalisatiorremain a matter of immediate relevance and interest for
organisations providing services to persons with disabilities. In particular, they are interested in
learning more about experiences of other European countries and in developing strategies for
ensuring and monitoring the implementation of laws.

The implementation of the transition to CBS is closely related to the commitment and involvement
of local authorities in the process. Not surprisingly, the participants of the consultation wanted to
know how effective and closer cqmeration with local authorities could be achievednother
question raised with this regard was on the impact of decentralisation and empowerment of local
authorities on the quality of CBS

Last but not least, the implementation of the legislation on deinstitutionalisation depends on service
providers. In this context, EASPD members expressed interest in learning how other service
providers are deinstitutionalising their serviceshd what their plans for the futureare.

Funding of CBS
Finances play an important role in the way social service providers organise their work and on the
quality of services they provide. In most European countries, expenditure on SCSS for persons with
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disabilitiescomes largely from public funds®. The recent economic and financial crisis has hit
particularly hard the social services sector who often partly depend on public funding to successfully
achieve their public services mission. As such, the cuts imposed upon public budgets throughout
Europe have placed significant pressure on social services to provide high quality CBS. This in turn
has an impact on the quality of life of many people in Europe, including the most disadvantaged. The
pressure to find funding for services was reflected in the feedback from EASPD members.

One of the research priorities identified by the participants of the consultation was the topic of
exploring different/alternative ways of fundingThis includes both public and private funding
opportunities. They also expressed interest in finding out how ESIF and IPA could be used to finance
social care and support services for persons with disabilities.

Other topic that was of interest to EASPD members was ensuring that public funds are used in ways
that promote CBS. EASPD members expressed the need for data on the use of public funds and for
tools to monitor the use of such funds across Europe

Evidence-based CBS

To further boost the transition to CBS, it is important to have in place more evidence and data on the
impacts of CBS. Particularly, there is a need for more evidence on the relation between the QoL
(Quality of Life)and CBSas well as on the cost effectiveness of CBS

To ensure a positive outcome, the process of transition to CBS requires constant monitoring and
progress evaluationDifferent aspects of available services can be assessed. For example, EASPD
members suggested that more evidence is needed on the accessibility of mainstream services for
persons with disabilities in community settings. In this sense, a thorough assessment of the
accessibility of such services would provide useful data for the sector to further work on improving
CBS.

Life cycle approach to CBS

A life cycle approach allows to provide SCSS to persons with disabilities across the full life cycle of

the individual, staring with early childhood intervention and inclusive education opportunities,
through employment opportunities and culminating in elderly support. Having this approach in mind
while designing social policies and services will help to contribute to the sustainability of CBS and
inclusion of persons with disabilities in a wider range of social and economic life. For this reason is
important to further investigate and develop the life cycle approach acallect evidence of proven
practices.

3.2.  Early childhood intervention
Early Childhood Intervention (ECI) services support families and significant caregivers as mediators

for their children's acquisition of competences within natural environments, enabling children and
their families to meaningfully participate and support their development during their daily routines.

5 Lipszyc, B., E. Sail and A. Xavier (2012) “Long-term care: need, use and expenditure in the EU-27”, Economic
Papers 469, European Commission Directorate-General for Economic and Financial Affairs. The term ‘long-
term care services’ in that study refers to the organisation and delivery of a broad range of services and
assistance to people who are limited in their ability to function independently a daily basis over an extended
period of time, due to mental health issues and/or physical disability.

7
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In this way, children can maximise their development, achieve their potential and also build strong
and enduring relationships with key people in their lives.

Database of proven ECI practices
During the consultation, the members of the EASPD IG on El noted that there is a need for a
database of proven practicesver the years that highlight the successes and sustainability of ECI.
This could include:
9 Study on how to proceed to a sustainable transitionfrom small services and institutions to
integrated ECI services;
9 Study on the obstacles to scale up model of good practice; what efforts were made to
overcome it; and what were the reasons for the results?

Barometer of ECI services

Similar to — or inspired from — the Barometer of inclusive education developed in the Pathways to
Inclusion (under the main guidance of Hans Schaedler), a barometer of ECI services would serve as a
tool to measure the effectiveness and appropriateness of ECI services in European countries, based
on a number of indicators. These indicators should focus on the principles of ECl listed in the EASPD
Statement on Early Childhood Intervention, which was formulated following the conference
“Growing together: from grassroots initiatives to national strategies in Early Childhood Intervention”
in April 2016.

3.3. Education

In the EU, the rate of early leavers from school and education is considerably higher for persons with
disabilities than for those not having a disability: 25.1% compared to 12.4% in 2011°. There is a
growing negative return for each transition (from primary to secondary and from secondary to
tertiary education) when it comes to participation of students with disabilities.

Higher education attainment by persons with disabilities

The Europe 2020 strategy aims to increase the share of the people aged 30-34 having completed
tertiary education to at least 40%. In 2011, about 36% of people aged 30-34 without disabilities
attained this educational level. However, the rate for persons with disabilities is considerably lower:
less than 24% for persons having a basic activity difficulty and around 22% for those having a
limitation in work caused by a longstanding health problem and/or a basic activity difficulty.

Bridging the gap in higher education attainmebetween persons with and without disabilities is of
strategic importance for Europe. The need for finding ways to achieve this objective was also voiced
by EASPD members. They mentioned that a change of mind set and attitudes necessary to develop
more inclusive societies also passes through role models of success and people with disabilities
being in higher positions.

3.4. Employment of Persons with Disabilities
Employment is fundamental in ensuring the inclusion of persons with disabilities in the society. Not

only does steady employment provide income and financial security, but it also has a positive impact
on person’s self-esteem and quality of life. However, the employment rate of people with basic

6 Source : Eurostat, early leavers from education and training (age group 18-24), (hlth de010)
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activity difficulties in the EU-28 in 2011 was 47.3 %, nearly 20 percentage points below that of
people without such difficulties’.

The Article 27 of the UN CRPD states that governments should promote the acquisition by persons
with disabilities of work experience in the open labour market. This call has been supported by many
European countries through the adoption of measures encouraging inclusive labour markets. The
shift from passive towards active labour market programmes could be observed across countries,
too. Specialist and mainstream active labour programmes for persons with disabilities have been put
in place and the transition from sheltered workshops to competitive employment has been
encouraged.

Effectiveness of Employment Measures

All of the changes influenced by the UN CRPD are reflected in the day-to-day operations of service
providers since they ensure the practical implementation of the UN CRPD. Many of EASPD members
provide employment services to persons with disabilities and for them it is very important to know
more about the impact and the effectivenessof various employment scheng As such one of the
research needs expressed during the consultation was related to the effectiveness of different
measures aimed at increasing the employment of persons with disabilities (e.g. quota system,
supported employment, etc.) in different European countries.

Transition from sheltered workshops to the open labour market
Furthermore, the EASPD members expressed interest in the topic of transition from sheltered
workshops to the open labour markethis includes interest in:
I Impact assessment studies on both sheltered and open labour market employment.
9 Exploring how to open sheltered workshops to the “outside” workforce in an effective way
(including legislative measures).
I Finding out what motivates companies in the open labour market to employ persons with
disabilities.
Finding out what motivates companies to give orders to sheltered workshops.
Getting insights into the satisfaction at work of persons with disabilities.
Work opportunities for persons with (severe) disabilities who face difficulties in placement in
the open labour market.
9 Following up on closed sheltered workshops to find out what happens to sheltered
workshop leavers and whether they find jobs in the competitive labour market.

=A =4 =

While employment in the open labour market is an ultimate goal, sheltered workshops still play an
important role in facilitating the transition of persons with disabilities to competitive employment.
Thus, there is a need to acknowledge sheltered workshops as part of the working world and as an
element of social inclusion of persons with disability.

Supported employment

The topic of supported employment, a scheme that supports people with disabilities in obtaining
and maintaining paid employment in the open labour market,® has also been brought up during the
discussions in the SC EMPL meeting. In particular, members drew attention to the importance of
collaboration between all stakeholders (e.g. services, users, employers, policy makers, VET

7 Source : Eurostat, employment rate of persons aged 15-64 (in %), (hlth dIm010)

8 COWI, Work Research Institute and European Union of Supported Employment (2011) “Supported
employment ér people with disabilities in the EU and EHHEEAA: Good practices and recommendations in
support of a flexicurity approa¢hLuxembourg: Publications Office of the European Union.

9
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providers, etc.) to achieve positive outcomes. In this regard, they proposed a research topic related
to exploring structures for collaboration amng stakeholderso effectively implement and further
develop supported employment.

3.5. Quality of Services

For any service provider the question of ensuring the quality of their services is a top priority. In the
sector of disability services, the notion of quality services is not only a matter of user satisfaction but
also a matter of inclusion and human rights enjoyment of persons with disabilities.

The UN CRPD stipulates that persons with disabilities have a right to support services that are
adequate, accessible, adaptable, affordable and tailored to the individual needs and wishes of users.
The Convention influenced a paradigm shift from the medical to the human rights approach to
disability. This shift necessitates the focus on individual needs of users in defining and designing
services, which in turn necessitates the availability of concrete tools and methods to implement
these changes.

Individual Needs Assessment

One important prerequisite to deliver high quality individualised services is the possibility to
correctly identify and assess thadividual needs of usersAn inadequate assessment of needs of
service users undermines the very principles of UN CRPD, making them valid only on paper and not
in practice. Service providers often are committed and willing to provide services based on the
individual needs of users, but they lack practical guidance and tools to implement this type of
assessment.

In particular, service providers would benefit from research that would:
9 Provide an overview of existing tools used in European countries for assessing the needs of
persons with disabilities
9 Assess the quality of such tools in terms of their compliance with UN CRPD assessment
9 Provide the validation of the assessment tools by stakeholders, especially users themselves
9 Provide a comprehensive and practical implementation guideline for both providers and
users of services.

Person-centred Services and Co-production

User-centred approach is key not only in the stage of needs assessment but also in other aspects of
services provision. EASPD and partners have worked extensively in recent years on encouraging the
co-production approachto services for persons with disabilities. Co-production (in the disability
field) can be understood as an inclusive working practice among experts by experience (users),
organisations being of support (service providers), public authorities and, if relevant, families and
other stakeholders, with an ultimate goal of delivering service that are responsive to the individual’s
needs and preferences. Through co-production, all stakeholders are empowered and are
empowering as they are continuously involved in the design, development and delivery of the
services. In order to embed co-production in daily practices of service providers, the need was
expressed for practical methods and guidelines for co-producing services with persons with various
types of disabilities. This includes the assessment of the effectiveness of such methodologies.

Assessment of accessibility of services by users
The UN CRPD stipulates that disability services should be, among other characteristics, accessible. In

order to ensure the true accessibility of services, one of the EASPD members signalled the need for
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research into accessibility assessment tools that would allow users of services to be the ones who
make the assessment (user-centered method).

Peer Support

User-centred approach can be further used for shaping peer support serviceParticipants of the
members’ consultation particularly highlighted their interest in better understanding, implementing
and developing peer support servicgin which persons with disabilities empower other persons with
disabilities by sharing their life experiences. This is an innovative and empowering way to provide
social services, which requires further research. With regard to this service, the IG ART also proposed
to further investigate the role of creative and cultural endeavours in fostering more peer support
and social integration.

Training Needs of Users

Apart from methodologies and tools to implement the user-driven approach, service providers also
signalled the need for training not only for staff but also for users Effective co-production requires
the development of new skills, sensitivity and attitudes for all stakeholders involved in the process.
In the case of persons with disabilities, such training should be accessible and adapted for use by
persons with different types of disability.

Cross-sectoral Service Provision

One of the challenges identified for service providers to personalised services was the need to
operate in a crosssectoral environmentPeople with high and complex needs generally require an
array of services and supports to enable their social and economic participation from a range of
different specialised sector providers. In addition, they need to access various 'mainstream’ services
including health, education, employment, housing, justice and transport (among others) in order to
pursue the life they choose. In such a cross-sectoral context, it is important to find effective ways of
creating cooperation among sectors.

Innovative models of social care and support

In the times of austerity measures, securing sufficient funding for SCSS is challenging. For this
reason, social service providers face the need to find ways of attaining quality services given
budgetary cuts This challenge can be tackled by innovative models of social care and support which
would guarantee the same or better level of quality of services at a lower cost.

3.6. Measuring outcome

Social value of social care and support measures (SROI)

Demonstrating social and economic value is increasingly important for providers of SCSS and their
funders, investors and commissioners in both public and private sectors. In the sector of SCSS, it is
important to account for value in a broader sense, taking into account not only economic but also
social and environmental impacts. In this regard, the framework of Social return on Investment

(SROI) is a useful tool that allows SCSS providers to measure and demonstrate the added value of

their activities to funders.

Participants of the members’ consultation particularly expressed interest in the following aspects of
SROI:
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9 Evidence for SROI of different social care and support measures (e.g. community-based
services, inclusive education, inclusive labour markets, assistive technology, and inclusive
arts).

SROI in SCSS sectors of different European countries.

Assessment of different rule/methodologies for measuring social impact from country to
country.

9 Creating a toolbox for measuring cost benefits and SROI.

T
1

If a study on social and economic return on numerous measures, such as inclusive education or early
childhood intervention, is developed in a robust, scientific way, it can be a big contribution to the
debate. Such study should focus not only on the benefits, but also on the hidden costs of not
implementing the measures. There is a lack of studies of this kind carried out in Europe; most cost-
benefit analyses are done in the Anglo-Saxon world, particularly in the US. Such research needs to be
adapted and updated for the EU.

Quality of Life measures

Apart from SROI, EASPD members drew attention to the importance of Quality of life(QolL)
measures and indicators. In particular, some members expressed the need to further explore the
relation between QoL measures and funding. Similarly, service providers are increasingly conscious
about understanding and learning how to measure the changén the quality of life of their service
users. In this sense, the availability of practical guides and evaluation methodologies with respective
indicators as well as examples of best practices would be useful and helpful.

3.7. Staff and Human Resources

People are the most valuable assets of any organisation. This is also the case in the sector of SCSS for
persons with disabilities. The availability of well-qualified social care and support staff is the key
determinant of the quality of services. However, the insufficient pay, low status of social care work
and feeble career opportunities make it difficult to attract and keep professionals in this type of
work.

Staff levels and projections over next years

As there is not much data and statistics available on the workforce specifically in the sector of SCSS
for persons with disabilities, it is important to carry out a study on the state of play in this field. This
includes collecting data on the staff levels and characteristics, as well as projections on labour force
demand in the years to come.

Recruiting and retaining qualified professionals
In relation to the topic of recruitment and retention of social care and support stathe following
guestions we raised by the participants of the EASPD members’ consultation:
 How to make employment in sector of social care and support services more attractive?
How to improve the status/image of a social care and support worker?
How to recruit and retain skilled and qualified workers in the sector?
How does the status of social care and support work differ across European countries? What
do the governments of these countries do to improve working conditions in the sector?

Workforce development
One of the ways to strengthen the workforcén SCSS is to provide training to them. In this sense, it
is highly important to have training materials and courses. Such training is useful for both
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experienced and young professionals. For the former, it important to follow the changes in paradigm
and approach to disability brought by the UN CRPD; for the latter it is a fundamental training that
should be used as a starting point. Such training will prepare social care and support workers to work
with persons with disabilities in line with UN CRPD (training on deinstitutionalisation, inclusive living,
collective arts).

3.8. Emerging needs

Services for persons with disabilities are affected by changes taking place in the society as a whole.
Two of such emerging topics highlighted by the service providers involved in the consultation were
new technologies and migration.

New technologies and innovation for services

Availability of new technologies can facilitate the work of service provideéngoffering innovative
and more effective ways of designing and delivering services. In this sense, service providers are
interested in exploring ways in which they can use ICT and innovation to improve services.

As such, there is considerable interest in investigating the impact of automatization and
digitalisation onthe inclusionof persons with disabilities, as well in exploring how technology can
bring more independence to persons with disabilities. This includes the topics of accessibility of
media and web content, ethical issues (big data, surveillance, privacy consensus, etc.), and digital
divide.

Disability services and migration

A “significant minority” of refugees and migrants comprise persons with disabilities (European Union
Agency for Fundamental Rights, 2016). The situation of persons with disabilities in the current
migration crisis in the EU is challenging. Their access to SCSS may be impeded by different factors,
such as socioeconomic background, limited language proficiency, policies on access to publicly
funded health care; residential location; and stigma and marginalization. Unfortunately, there is not
much data available on the state of play on disabilityrelated SCSS for refugees and persons with
migration backgroundThis includes the topics of access to services, needs of refugees and persons
with migration background.

IV. Way forward

Research and innovation in disability services is of high social and economic relevance. However, a
number of constraints hinder further developments in this field.

Firstly, a lack ofconsistent, systematic and comparable reseamtéita and statisticon disability
and disabilityservicesposes many challenges for pursuing research in this domain. Under Article 31
of the UN CRPD, the States Parties are expected to collect appropriate information, including
statistical and research data, to enable them to formulate and implement policies to give effect to
the Convention. However, EU level data on disability that is currently available is very limited in
scope and detail, whereas data at national level is difficult to compare across countries. When it
comes to data on disability services, there is even less clarity. In statistics, social care and support
services are largely invisible because they are often subsumed by the broader category of health and
social services. Consequently, there is no reliable data on the scope and nature of existing disability
services, the size of the sector and its workforce, the outcomes of disability policies, programmes
and services, and so on.

13



EAS P D EASPD IS THE EUROPEAN ASSOCIATION OF SERVICE PROVIDERS FOR
PERSONS WITH DISABILITIES REPRESENTING SOCIAL SERVICE PROVIDER

ORGANISATIONS ACROSS EUROPE AND ACROSS DISABILITY.

IMPROVING SERVICES
IMPROVING LIVES

Another challenge in sustaining research activities in disability services is the lack of funding and
resourcedfor supporting research and innovatioim this sector In this sector, cuts in public
spending make it difficult for organisations to maintain even their core operations, not to mention
the research and development activities. This results in the weaker research capacity of service
providers and contributes to organisations becoming less research-oriented.

To begin addressing these challenges, EASPD consulted its members and formulated the research
agenda for disability services. The research agenda is an important step to encouraging and
strengthening research-informed policies and practices in disability services. It reflects the views of
practitioners and draws attention to the research needs of the sector. This is, however, only the first
step that needs to be backed by a range of additional measures.

The following is the list recommendations for further action.
To pursue stakeholder cooperation

1) Disseminatingthe outcomes of the current report to ensure the outreach of the findings to
a wide range of stakeholders, including academia, public authorities and users.

2) Receiving feedback from these stakeholders to better define the identified research topics
and engage in a dialogue on how these research needs could be met.

3) Building networks to connect social care and support service providers with researchers
public authorities and users. Such a network would foster active stakeholder participation in
the knowledge generation process, match researchers and field practitioners based on their
common research interests, and facilitate greater collaboration among these stakeholders.

4) Strengthening cooperation with research actors, such as universities, research centres,
research institutions or bodies (e.g. Fundamental Rights Agency (FRA)), other actors (e.g.

Zero Project)

To address policy makers

5) Engaging in policy workto ensure that funding for research is better adapted to the needs of
this specific sector.

6) Strengthening the cooperation with national, regional and local authorities for encouraging
consistent and systematic data gatheririg disability services.

To build research capacity

7) Reinforcing the research capacityf EASPD members and the sector as a whole. This can be
done by informing practitioners in the sector about funding opportunities for research and
innovation projects, and helping them apply for such funding.

8) Promote research orientation among service providers, taking into account that
organisations of bigger size have more capacity to engage in research-based service delivery,
while smaller organisation need support in learning from existing evidence.

9) Pursue stronger collaboration with training and research institutions for EASPD members.

10) Following up on the outcomes of the current report and introduce some of the main
research topics identified though the exercise in the new strategic frameworkof EASPD.
This includes activities aimed at developing project ideas based the research priorities of the
sector.
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Annex |. List of SC and |G participant organisations

SC EMPL: 18 participants representing following organisations (the list excludes EASPD staff
members).
Organisation name Country Status
1 | ARCIL PT M
2 | Associazione Scuola Viva onlus IT M
3 | BBRZ Vocational training and rehabilitation centre AT M
4 Bundesarbeitsgemeinschaft Werstatten fiir Behinderte DE M
Menschen (BAG:WfbM)
5 | Conacee (Centros Especiales de Empleo) ES M
6 | Dabei - Austrian Association for Supported Employment AT 0]
7 | Equal Employment Europe (EEE) BE M
8 | European Union for Supported Employment (EUSE)/VDAB UK/BE 0
Innovia - Service & Beratung zur Chancengleichheit gem.
9 AT M
GmbH
10 | INSOS switzerland CH M
11 | Job-Link BE NM
12 Jugend am Werk Begleitung von Menschen mit Behinderung AT M
GmbH
13 | Learning Disability Wales UK M
14 | Maatwerk BE M
15 | Migrant & Minority Disability Network Europe IE 0
16 | Unapei FR M
M — EASPD Member O — Observer NM — Non-Member
SCIL: 13 participants representing following organisations (excluding EASPD staff
members).
\ Organisation Country Status
1 | Alpha Transilvana Foundation RO M
2 | Association for Cancer Patients and Friends BG M
3 | Caritas fir Menschen mit Behinderungen, Linz AT M
4 | De Lork vzw BE M
5 | Foundation NET BG M
6 | Guardianship Girona Foundation ES M
7 | Hand in Hand Foundation HU M
Nezavisla platforma SocioForum, o.z. (Independent Platform
8 . o SK M
SocioForum, association)
9 | Polish Institute of Open Dialogue PL M
10 R?puli)l‘ic Center for Support of Persons with Intellectual MK M
Disability- PORAKA
M — EASPD Member O — Observer NM — Non-Member
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SC EDUC: 8 participants representing following organisations (excluding EASPD staff
members).
Organisation Country Status
1 | Centre de la Gabrielle FR M
Centre for Planning and Evaluation of Social Services (ZPE),
2 . . . DE NM
University of Siege
3 | Chance B AT M
4 | Katholiek Onderwijs Vlaanderen BE M
5 | Macedonian Scientific Society for Autism (MSSA) MK M
6 Mali dom - Zagreb, Day Care Center for Rehabilitation of HR M
Children and Young Adults
7 | Padagogische Hochschule Salzburg AT M
8 | SOUS - Skupnost organizacij za usposabljanje Sl M
M — EASPD Member O — Observer NM — Non-Member
PIG: 9 participants representing following organisations (excluding EASPD staff
members).
Organisation Country Status
1 | Disability Federation of Ireland (DFI) IE M
European Co-operation in Anthroposophical Curative
2 ) . NL M
Education and Social Therapy (ECCE)
Jugend am Werk Begleitung von Menschen mit Behinderung
3 AT M
GmbH
4 | L'ADAPT FR M
5 | Lebenshilfe Osterreich AT M
6 | Polish Institute of Open Dialogue PL M
Service Foundation for people with ID (Kehitsysvammaisten
7 vy FI M
Palvelusaatio)-KVPS
8 | Social Care Training UK M
9 Union Nationale Des Associations De Parents et Amis de R M
Personnes Handicapées (UNAPEI)
M — EASPD Member O — Observer NM — Non-Member
IG El: 9 participants representing following organisations (excluding EASPD staff
members).
\ Organisation Country Status
1 EURLYAID- European Association on Early Childhood LU M
Intervention
2 | Foundation NET BG M
3 | Macedonian Scientific Society for Autism (MSSA) MK M
Nezavisla platforma SocioForum, o.z. (Independent Platform
4 . - SK M
SocioForum, association)
Republic Center for Support of Persons with Intellectual
51 .. MK M
Disability- PORAKA
M — EASPD Member O — Observer NM — Non-Member
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IG ART: 14 participants representing following organisations (excluding EASPD staff
members).

L Organisation Country Status
1 | ACASA MD M
2 | ARCIL PT M
3 | Artlife Culture IE NM
4 | Association for Cancer Patients and Friends BG M
5 | Associazione Scuola Viva IT M
6 | Centre de la Gabrielle FR M
7 | COPE Foundation IE M
8 | De Lork vzw BE M
9 | Studio Borgerstein BE NM

M — EASPD Member O — Observer NM — Non-Member

IG WD&HR: 11 participants representing following organisations (excluding EASPD staff

members).
Organisation Country Status
1| ACASA MD M
2 | AIAS Bologna onlus IT M
3 Alliance of organisations working with the disabled people MD M
(AOPD)
4 | Alpha Transilvana Foundation RO M
5 | Hand in Hand Foundation HU M
6 | Learning Disability Wales UK M
7 | Robert-Kummert-Akademie DE NM
8 | Social Association St. Andrew BG NM
9 | Social Care Training UK M
M — EASPD Member O — Observer NM — Non-Member
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EASPD is the European
Association of Service providers
for Persons with Disabilities. We
are a European not-for-profit
organisation representing over
15,000 social services and
disability organisations across
Europe. The main objective of
EASPD is to promote equal
opportunities for people with
disabilities through effective and
high-quality service systems.
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