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Abstract

This report constitutes Deliverable 8.3, for Work Package 8 of the INGRID-2 project.

The challenges to set up IPOLIS modules for new vulnerable groups (disabled people, immigrants, the Roma,
institutionalised people) were discussed in detail at the expert workshop on Methods and data infrastructure
to measure the quality of life of various vulnerable groups: extending IPOLIS, held in Budapest, on 25-27 April
2018. The expert workshop involved speakers from the European Commission, Eurostat, other international
organisations, universities, research institutes and national or local level stakeholders. The programme of the
event, including all presentations provided by the participants of the workshop are available at
http://www.inclusivegrowth.eu/expert-workshops/call-é-expert-workshop-tarki

We are grateful to all parficipants of the event for their comments and suggestions. In preparing the final
version of the concept paper, we considered all comments and suggestions received. We are also grateful to
the experts of the OECD Statistics and Data Directorate (Benoit Arnaud, Carlotta Balestra, Marco Mira d’Ercole,
Elena Tosetto) and Directorate of Employment, Labour and Social Affairs (Willem Adema, Michael Forster,
Maxime Ladaique, Horacio Levy, Olivier Thévenon) in supporting the work on IPOLIS during the visit of Andrds
Gdbos at OECD in September 2019. However, we take full responsibility for the contents of the report.
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1. Aim and scope

The present methodological and data infrastructure report
aims at providing a proposal for the inclusion of additional
vulnerable group modules of the Integrated Poverty and
Living Conditions Indicator System (IPOLIS). The concept
of IPOLIS was worked out within the frame of the InGRID
project (Gabos and Kopasz 2014), while the concept of its
extension towards additional vulnerable groups (disabled
people, migrants, the Roma and institutionalised people) falls
under the InGRID-2 project (Gabos and Kopasz 2018). In
its present status, IPOLIS contains children, young people
and older people. In the next phase, we aim to extend it to
include disabled people and migrants (including people with
migration background, too), and the Roma and institu-
tionalised people in the longer run.

Hereby, we briefly summarise the most important char-
acteristics of IPOLIS, along with touching upon the dilem-
mas we faced during the preparation of the report.

7. IPOLIS aims to improve infrastructure for analysing and

monitoring the situation of vulnerable groups

IPOLIS, as one of the main outcomes of the Poverty and

Living Conditions pillar of the InGRID and InGRID-2

projects (see short description in the box), is aimed to

improve the infrastructure for analysing and monitoring the

situation of most vulnerable groups. It is conceived to serve

as a resource for various user groups (researchers, policy

makers at different levels, NGO experts, journalists, stu-

dents, etc.) to:

- monitor the situation of various vulnerable groups in the
tield of poverty, living conditions and quality of life;

- observe relationships between indicators and to detect
cross-country patterns according to selected measures.

7. Quality of life is chosen as the core concept of IPOLLS

The concept paper on IPOLIS (Gdbos and Kopasz 2014)
and on its extension (Géabos and Kopasz 2018) set up a
theoretical framework for the indicator system to be elabo-
rated, which is based on the concept of Quality of Life
(QoL). Quality of life was defined as a multi-dimensional
concept comprising objective measures, and people’s pet-
ceptions of these factors (economic, social, etc.), that is, sub-

I About InGRID-2

InGRID is a network of
distributed,  but  integrating
European research infrastructures.
InGRID research infrastructures
serve  the social  sciences
community that wants to make an
evidence-based contribution to a
European policy strategy of
inclusive growth. This research
community focuses on social
in/exclusion, vulnerability-at-
work and related social and labour
market policies from a European
comparative perspective.

For the period 2017-2021, the
infrastructure has received funding
for a 4-year project by the
European H2020-programme: the
InGRID-2 ‘Integrating Research
Infrastructure  for  European
expertise on Inclusive Growth
from data to policy’ project.
Within InGRID-2, joint research
is organised with the aim to
integrate, harmonise and optimise
existing tools and methods within
the different research domains and
to create new tools to fill existing
data gaps. A better measurement
and understanding of vulnerable
groups and related state policies
are expected research impacts.
Research in the field of poverty
and living conditions, among
others, will contain the extension
of IPOLIS and EUROMOD, data
on welfare services, demographic
factors and poverty indicators.

jective measures of objective substances (Joint Research Centre — IPSC 2012: 17). The QoL concept,




as proposed in the ICP, includes objective living conditions (including material and non-material
aspects such as income, material deprivation, quality of housing, education, health, etc.), and subjec-
tive perceptions about these factors (e.g. subjective income position, self-reported health status).

2i1. IPOLLS will rely on the existing data infrastructure, mainly on the Eunropean Statistical System

Considering the above listed aims of IPOLIS, the indicator system needs to be data driven. Accord-
ingly, the structure of the database and the indicator selection process are and will be conditioned by
the availability of data. The European Statistical System (ESS) data (regular Eurostat coordinated
surveys, Buropean Quality of Life Survey - EQLS, Survey of Health, Ageing and Retirement -
SHARE) will gain priority in selecting specific indicators. Besides these data sources, IPOLIS will
rely on other survey data generally used by similar initiatives (e.g. European Social Survey - ESS,
OECD Programme for International Student Assessment - PISA, Health Behaviour in School-Aged
Children - HBSC, etc.).

iv. IPOLLS will link the three vulnerable age groups
The ICP reviewed the already available international (EU as well as non-EU) and national indicator
systems that are thematically related to IPOLIS (i.e. poverty, quality of life and well-being indicator
systems). With very few exceptions, prior indicator system initiatives relate either to one specific age
group (e.g. children, older people, etc.) or to the population as a whole. When building IPOLIS,
however, we faced the challenge to develop an indicator system structure, which is able to handle
three different age groups (children, the youth and the elderly) within a single frame. Therefore, in
designing and building IPOLIS and the related database, we needed to:

- ensure a coherence of the indicator system structure at the level of domains, components and sub-
components;

- set up direct linkages between groups at indicator level that allow for a comparative assessment of
their relative position - primarily according to the dimensions of poverty and material living con-
ditions;

- consider that each stage of life cycle has its own characteristics and thus we need to pay special
attention to age-group specific problems.

A set of indicators, referred to as overarching indicators in the ICP, characterises all three groups.
Ideally, these measutes should have the same definition and should be produced on the same data
source. The application of these criteria is facilitated by the fact that vulnerable groups in IPOLIS are
defined by age. Household level indicators, like household income and material living conditions,
obviously meet these criteria. On the contrary, there are indicators that could also be relevant for all
three age groups (e.g. perceived general health or physical activity), but there is no single data source
to produce them. In addition, another group of potential indicators can be relevant for two vulnerable
groups. For example, this is the case with risk behaviour indicators, which are significant for both
children and youth, or with employment rate which is an important indicator for both the youth and
the eldetly.

v.  IPOLILS will cover all EU-28 Member States for a time period between 2004 and 2013

Being a strongly data driven database, we needed to clearly define the main parameters of IPOLIS.
Country coverage: IPOLIS is planned to cover the EU-28. The inclusion of Iceland, Norway and Swit-
zerland in the database may be considered. These countries are part of the Eurostat Statistical System,
with regular and EU compatible data collection standards. Some practical considerations also support
this choice: it is easier to develop a larger frame from the beginning of the project than in a later
phase, when the indicator database has already been set up.

Time period: 2004 (major EU enlargement) - 2013 (or latest year available at the time of data upload in
the database).




The role of IPOLIS within the InGRID-2 project

IPOLIS has been the core outcome of the work package on innovative tools and protocols for
poverty and living conditions research of the InGRID project. Still, within the InGRID-2 project,
IPOLIS is in the focus of research activities under the ‘Poverty and living conditions’ pillar. The
extension and further development of IPOLIS is being carried out within the frame of WP8 ‘Data
harmonisation and integration regarding poverty and living conditions’.

The Data harmonisation and integration
regarding poverty & living conditions work

package (WP8)

The work package is part of the ‘Poverty
and living conditions’ pillar. The
purpose of the work package is to
harmonise and integrate various
research infrastructures and thereby
create new possibilities for Furopean
research on poverty, living conditions
and social policy, as well as more
effective policy making.
The work package (among other
objectives) aims to continue to develop
the IPOLIS database to better facilitate
new research on poverty, living
conditions and social policy.
Tasks related to this specific objective
are the followings:

Task 8.1: timelessness and historical

relevance of IPOLIS.

Task 8.2: towards an IPOLIS policy

module.

Task 8.3: wvulnerable groups in

European welfare states.

Related deliverables:
D8.1 Concept paper on the extension
and further development of IPOLIS.
D8.2 Policy IPOLIS.
D83 Methodological and data
infrastructure report on vulnerable
groups indicators: migrants, Roma,
institutionalised people, and disabled
persons.
D8.4  Extended and further
developed IPOLIS database.

IPOLIS fits within the frame defined by the
overall objectives of the project in several
respects:

- IPOLIS is related to all three focus areas of the
project: (i) harmonisation and integration of
data; (ii) links data, specifically quality of life out-
comes with policies and (iii) promotes indicator
development.

- Material living conditions and poverty and
social exclusion in particular (also as defined by
the Europe 2020 strategy target), stay at the core
of the integrated indicator system.

- IPOLIS is conceived to be an innovative tool
by including interactive data visualisation.

- It will allow not only researchers, but also the
broader stakeholder community to follow the
situation of most vulnerable groups.

- It builds mainly on the European Statistical
System, while other data sources are also
considered as inputs.

Here, we recall that the aim of the work package
within the InGRID project (WP20) was to build
a platform to improve infrastructure for moni-
toring, analysing and evaluating the situation of
the most vulnerable groups (Gabos and Kopasz
2014). Nine specific vulnerable groups were
identified at the beginning of our work in
InGRID:

1. easy-to-reach groups: (a) children (0-17 years),
(b) young people (15-30 years) and (c) older peo-
ple (65+ years);

2. hard-to-identify groups: (d) migrants and peo-
ple with migrant background, (¢) Roma, (f)
travellers;

3. hard-to-reach groups: (g) institutionalised
people, (h) undocumented immigrants and (i)
homeless people.

In the first phase (under InGRID, 2013-2017),
the integrated poverty and living conditions
indicator system (IPOLIS) was produced for the
easy-to-reach, age-specific vulnerable groups:
children, young people and older people. The




selection of these three vulnerable social groups, already performed in the project proposal phase,

was supported by the following considerations:

- the risk of poverty and of social exclusion is higher than population average for children, young
adults and older people in almost all countries, when examined by age (e.g. Eurostat 2010);

- age casily identifies groups both in administrative and survey type data collections, which is not the
case with other attributes;

- important prior efforts to monitor poverty, living conditions, quality of life and well-being exist for
these age groups, especially for children.

IPOLIS was delivered to the European Commission in February 2016, while the data visualisation

tool was launched in February 2017. The set-up and launch of IPOLIS were built on the following

deliverables:

- Gabos, A. and M. Kopasz (2014). Conceptual report for the integrated poverty and living condi-
tions indicator system (IPOLIS);

- Giabos, A. and M. Kopasz (2015). Methodological and data infrastructure report on children.

- Schifer, A, A. Zentarra & O. Groh-Samberg (2015). Methodological and data infrastructure report
on young people;

- Kopasz, M. (2016). Methodological and data infrastructure report on the elderly.

We planned from the start of the project to extend the indicator system database with additional

vulnerable groups, once they can be coherently identified in a large data infrastructure and robust

indicators can be produced.! Still within the InGRID project, two reports were produced to drive

our thinking for the extension of IPOLIS to include additional groups:

- Bernat, A. and V. Messing (2016). Methodological and data infrastructure report on the Roma
population in the EU;

- Schepers, W., G. Juchtmans and 1. Nicaise (2017). Reaching out hard-to-survey groups among the
poor. Survey protocols, statistical issues and research design.

Accordingly, in InGRID-2 we aim to continue to develop the IPOLIS database to better facilitate
new research on poverty, living conditions and social policy, as well as to extend it with additional
vulnerable groups. Four groups are considered here:

i. disabled people;

ii. migrant people and people with migrant background;

ili. roma people;

iv. people living in institutions.

The overall aim of IPOLIS is not affected by its extension under InGRID-2: to improve infrastruc-

ture for analysing and monitoring the situation of most vulnerable groups. It is conceived to serve as

a resource for various user groups (researchers, policy makers at different levels, NGO experts, jour-

nalists, students, etc.) to:

- monitor the situation of children, young people and older people in the fields of poverty, living
conditions and quality of life;

- explore relationships between indicators and to detect cross-country patterns according to selected
measures.

How does IPOLIS handle different vulnerable groups within a single frame?
Recalling the main dilemmas we faced when setting up IPOLIS (Gabos and Kopasz 2014), we high-
light here one of them, which strongly affects the extension of the indicator database with further

1 This process within Eurostat is in a very advanced phase in the case of disabled people. For details, see Pascal Wolff's presentation
at the Budapest workshop http://inclusivegrowth.be/events/call3/programme-and-presentations.
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vulnerable groups. Our desk research showed that with very few exceptions, prior indicator system

initiatives relate either to one specific vulnerable group (e.g. children, older people, etc.) or to the

population as a whole. The challenge we face also at this stage was to include new groups in the
indicator system structure in a way that IPOLIS can handle them within a single frame. Therefore,
we have to:

- ensure the coherence of the indicator system structure at the level of domains, components and
subcomponents;

- set up direct linkages at indicator level between groups to allow for a comparative assessment of
their relative positions — primarily according to the dimensions of poverty and material living con-
ditions;

- consider that each stage of life cycle has its own characteristics and thus we need to pay special
attention to age-group specific problems.

Figure 1 shows in a simplified way how the linkages between vulnerable groups like children, young
people and older people were established in the first phase. Each portfolio of indicators belonging to
a specific vulnerable group is represented in the figure by a differently coloured vertical rectangle. A
set of indicators, referred here to as overarching indicators, characterises all three groups. These
measures should have the same definition and preferably should be produced on the same data
source. The application of these criteria is facilitated by the fact that vulnerable groups in IPOLIS are
defined by age, but — depending on identification and data robustness — might be extended to include
both disabled people and migrants, and people with migrant background as well. Household level
indicators, like household income and material living conditions, meet these criteria. On the contrary
to these, perceived general health or physical activity could also be relevant indicators for all three
age groups, but there is no single data source to produce them.

In addition, some of the potential indicators can be relevant for not only one, but two vulnerable
groups. For example, this is the case with risk behaviour indicators, which are relevant for both chil-
dren and young people, or with employment rate which is an important indicator for both young and
older people.

Countty and time period coverages of IPOLIS
Country coverage: originally EU-28. An extension is in process under InGRID-2, by including Iceland,
Norway and Switzerland, as EEA countries. These countries are part of the Eurostat Statistical Sys-
tem, with regular and EU compatible data collection standards. Some practical considerations also
support this choice: it is easier to develop a larger frame from the beginning of the project than in a
later phase, when the indicator database has already been set up. Where possible and the data infra-
structure allows, the inclusion of other developed counttries, like the United States, Canada, Australia
and New Zeeland will be considered.

Time period: 2004 (major EU enlargement) — the latest year available at the time of data upload in
the database. At the time of submitting the concept paper to the European Commission, the latest
data were from 2016/2017.




Figure 1. Linkages across vulnerable groups

Children

Young people Older people

Overarching indicators

Examples: - at-risk-of poverty rate

- material deprivation rate
- overcrowding rate

Children and young people specific
indicators

Examples: - smoking behaviour
- illicit drug use

Young people and older people specific
indicators

Examples: - employment rate
- educational attainment

Source Gabos and Kopasz (2014: Fig. 1)




2. Persons with disability

2.1 Policy contexts of monitoring quality and well-being for persons with disability

2.1.1 The wider international context of disability policies

1980: The World Health Organisation’s (WHO) initial classification for the effects of diseases — The

International Classification of Impairments, Disabilities, and Handicaps ICIDH) — was created.

1981: The General Assembly proclaimed 1981 as the International Year of Disabled Persons.

1983: The General Assembly proclaimed 1983-1992 the United Nations Decade of Disabled Persons.

1993: Among the major outcomes of the Decade of Disabled Persons was the adoption of the

Standard Rules on the Equalisation of Opportunities for Persons with Disabilities by the General

Assembly in December 1993.

2001:

- The International Classification of Functioning, Disability and Health (ICF) — the WHO frame-
work for measuring health and disability at both individual and population levels — was officially
endorsed by all 191 WHO member states in 22 May 2001 as the international standard to describe
and measure health and disability.

- The International Seminar on Measurement of Disability was held in New York. Recognising the
need for internationally comparable data collection, the Seminar recommended that standard indi-
cators of disability be developed. As a result, the Washington Group on Disability Statistics (WG)
was formed as a UN Statistical Commission City Group to address this need.

2006:

- The UN Convention on the Rights of Persons with Disabilities (CRPD) — the first international,
legally binding instrument setting minimum standards for rights of people with disabilities — was
adopted by the United Nations General Assembly in December 2006 and came into force in May
2008. Also, it provides specific articles that call for the international collection (Article 31) and
reporting (Article 36) of statistical data on disability.

- The Washington Group endorsed the short set of six questions for use in censuses. The WG’S
short set of six questions can provide baseline information that can fulfil the requirements for
monitoring. It can identify the majority of the population with difficulties in functioning in basic
actions.

2011: The World Report on Disability — the first ever wotld report on disability — was produced

jointly by WHO and the World Bank (WB). It provides evidence to facilitate implementation of the

CRPD.

2013: The Resolution on the realisation of the Millennium Development Goals and other interna-

tionally agreed development goals for persons with disabilities: the way forward, a disability-inclusive

development agenda towards 2015 and beyond was adopted by the General Assembly in September

2013.

2015: The Conference of States Parties to the CRPD (Session 8) at which the improvement of

disability data and statistics was a major theme.




2.1.2 Disability policy in the EU

1996: The Communication of the European Commission and the subsequent European Council

Resolution on Equality of opportunity for people with disabilities: A New European Community

Disability Strategy was adopted. The aim of these two texts was to promote equal opportunities for

people with disabilities by incorporating disability issues into Community policies and to strengthen

the cooperation between member states in preventing all forms of discrimination on grounds of
disability.

1997:

- The European Disability Forum (EDF), the platform for representation of people with disabilities
on the EU level, was established.

- The Treaty of Amsterdam was adopted, Article 13 of which provides for combating discrimination
based on sex, racial or ethnic origin, religion or belief, disability, age or sexual orientation.

2000:

- The European Council directive on ‘Equal Treatment in Employment and Occupation’ was
adopted, which prohibits any direct or indirect discrimination based on religion or belief, disability,
age or sexual orientation.

- The Charter of Fundamental Rights of the European Union was proclaimed in December 2000 by
the European Parliament, the Council of Ministers and the European Commission, and became
legally binding with the entry into force of the Treaty of Lisbon in December 2009.

2003: European Year of People with Disabilities.

2004: The European Commission issued its action plan entitled ‘Equal opportunities for people with

disabilities: a European Action Plan (2004-2010)’. The Action Plan (later on referred to as Disability

Action Plan, 2003-2010) aimed to fully implement the Directive on equal treatment in employment

and occupation; to mainstream the disability issues in the relevant Community policies; implement

measures to enhance the economic and social integration of people with disabilities.

2007: The European Commission designated 2007 as ‘European Year of Equal Opportunities for

Al

2008: The Academic Network of European Disability Experts (ANED) was established to provide

the European Commission with expertise and support to analyse the situation of disabled people in

the EU.

2010:

- The European Disability Strategy 2010-2020: A Renewed Commitment to a Barrier-Free Europe
was adopted. The European Disability Strategy builds on the CRPD and takes into account the
experience of the Disability Action Plan (2003-10). The strategy focuses on eight areas for joint
action by the EU and member states:

- accessibility: making goods and services accessible to people with disabilities;

- participation: removing barriers to equal participation in public life and leisure activities;

- equality: combating discrimination based on disability and promoting equal opportunities;

- employment: raising significantly the share of persons with disabilities working in the open labour
market;

- education and training: promoting inclusive education and lifelong learning for students and
pupils with disabilities;

- social protection: promoting decent living conditions, combating poverty and social exclusion;

- health: promoting equal access to health services;

- external action: promoting the rights of people with disabilities in the EU enlargement and inter-
national development programmes.

- The EU ratified the UN CRPD in December 2010, which entered into force on 22 January 2011.

2017:

- A Progress Report presenting the achievements, up to 2016, on the implementation of the Euro-
pean Disability Strategy 2010-2020 was published.




- The European Pillar of Social Rights was proclaimed in November. This builds upon 20 key prin-
ciples, structured around three categories:

- equal opportunities and access to the labour market;
- fair working conditions and;
- social protection and inclusion.

Principle 3 states that ‘regardless of gender, racial or ethnic origin, religion or belief, disability, age or

sexual orientation, everyone has the right to equal treatment and opportunities regarding employ-

ment, social protection, education, and access to goods and services available to the public’. Principle

7 adds that ‘people with disabilities have the right to income support that ensures living in dignity,

services that enable them to participate in the labour market and in society, and a work environment

adapted to their needs’.

2018:

- An opinion by the European Economic and Social Committee (EESC) on “The situation of women
with disabilities’ was adopted in July 2018. The EESC notes that the EU and its member states lack
consistent and comparable data on the situation of women and girls with disabilities in the EU.
Also, the EESC recommends that all research on the rights of persons with disabilities take a gender
perspective into account.

2.2 Prior efforts to monitor the well-being of disabled persons

Thus far, few international attempts have been made to monitor the well-being of persons with

disability:

- The World Report on Disability, published in 2011 by the WHO and WB, provides a review of the
situation of people with disabilities worldwide including health conditions, education, work and
employment, and poverty.

- A 2010 OECD Report entitled ‘Sickness, Disability and Work: Breaking the Barrier’ analyses key
labour market outcomes of people with disability across the OECD.

In the EU, ANED has been preparing reports on disabled people:

- To monitor the situation of people with disabilities linked to the Europe 2020 targets for employ-
ment, education and poverty reduction, annual indicators are produced on the basis of EU-SILC
data by ANED.

- Besides monitoring disability in the Europe 2020 targets and producing country reports within the
European Semester process, ANED prepares annual reports on specific topics. The thematic focus
in 2013 was civic and political participation of disabled people.

- Further, ANED runs the Disability Online Tool of the Commission (DOTCOM) to monitor the
state of the key political and legal instruments needed for the implementation of the CRPD.

- A Commission Staff Working Document titled ‘Progress Report on the implementation of the
European Disability Strategy 2010 - 2020” was published in 2017.

- Burofound published a Policy Brief entitled “The social and employment situation of people with
disabilities” in 2018. This examines five priority areas of the European Disability Strategy (employ-
ment, education and training, participation, social protection and health care) with a focus on
changes between 2011 and 2016.

- A synthesis report was prepared by ANED in 2018, which covers all of the 20 principles of the
European Pillar of Social Rights.




2.3 Defining and measuring disability

2.3.1 Models/concepts of disability

According to the World Report on Disability (2011), ‘disability is complex, dynamic, multidimen-
sional, and contested’. Over recent decades, there has been a shift from a ‘medical model of disability’
to a ‘social model’, in which people are viewed as being disabled by society rather than by their bodies
(Oliver 1990; quoted in WHO/WB 2011). In the ‘medical model’, disability is perceived to be caused
by physical impairments resulting from disease, injury or health conditions (Barnes and Mercer 2003;
quoted in Palmer and Harley 2012). At the same time, the social model(s) views disability as a social,
rather than individual, construct (Palmer and Harley 2012).

Although, the medical and the social models are often presented as dichotomous, disability should
be viewed neither as purely medical nor as purely social (WHO/WB 2011). Developed by the WHO,
the ICF understands functioning and disability as a dynamic interaction between health conditions
and contextual factors, both personal and environmental (Figure 2). Promoted as a ‘bio-psycho-social
model’, it represents a synthesis or a workable compromise between medical and social models
(WHO/WB 2011: 4). In the ICF, problems with human functioning are categorised as:

- impairments (problems in body function or alterations in body structure, e.g. patalysis or blindness);

- activity limitations (difficulties in executing activities, e.g. walking, dressing);

- participation restrictions (problems with involvement in any area of life, e.g. facing discrimination in
employment or transportation).

Disability refers to difficulties encountered in any or all three of the areas of functioning. The ICF
adopts neutral language and does not distinguish between the type and cause of disability (e.g.
between physical and mental health). It is universal because it includes all human functioning and
treats disability as a continuum from minor difficulties to major impacts on a person’s life (rather
than categorising persons with disability as a separate group).

Disability arises from the interaction of health conditions (disorder or disease) with contextual factors,
including personal and environmental factors (WHO/WB 2011). Personal factors, such as motivation
or self-esteem affects how much a person participates in society. Environmental factors include products
and technology; the natural and built environment; support and relationships; attitudes; and services,
systems, and policies. Defining disability as an interaction means that disability is not an attribute of
the person. This is to say that a person’s environment has a huge effect on the experience and extent
of disability (ibid). The environment not only may create barriers to participation and inclusion but
it also may prevent impairments and improve outcomes for persons with disabilities.

Figure 2. Interactions between the components of ICF
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There is no single universally accepted definition of disability. The CRPD (Article 1) defines persons
with disabilities as ‘those who have long-term physical, mental, intellectual or sensory impairments
which in interaction with various barriers may hinder their full and effective participation in society
on an equal basis with others’.

Existing disability definitions, including theoretical and operational definitions, can be classified in
five groups (Grénvik 2007; quoted in Molden and Tessebro 2010):
- subjective (e.g. ‘Do you have any long standing illness or disability?’);
- functional (e.g. ‘Do you have difficulty walking, ...");
- administrative (eligibility criteria of benefits and services);
- social (based on the ‘social’ model of disability);
- relational (based on the definition employed by the ICF).

The social and relational (or in other word ‘bio-psycho-social’) models of disability are ideas about
what creates disability rather than empirical tools that can be used in surveys (Bentsson 2008; quoted
in Molden and Tessebro 2010).

2.3.2 Measurement and operational definitions of disability: how disabled people are
identified in empirical research and statistics?

Disability is a complex and multidimensional issue that poses several challenges for data collection

and measurement.? Currently, there is a lack of consensus on how to measure disability, and disability

prevalence estimates are strongly influenced by the countries’ definitions of disability and by the

questions used to operationalise these definitions in disability, health and social surveys and censuses

(Palmer and Harley 2012; Loeb 2013; Sabriego et al. 2015).

The conventional approach to collecting information on disability is to screen the population at the
outset to identify people with disabilities (i.e. screener approach) and then to ask questions about
everyday problems that they face. Screeners may either be impairment or functioning measures
(Palmer and Harley 2012).

Impairment measures define disability on the basis of impairment, e.g. ‘Are you disabled?’, or ‘What is
your disability? blind, deaf/dumb, ctippled ot mentally retarded’. Impairment measures are criticised
for neglecting the impact of impairment on a person’s functioning in terms of activities or social
participation, and the impact of personal or environmental factors (Van-Brakel and Officer 2008;
quoted in Palmer and Harley 2012).

On the other hand, functioning measures focus on the loss of functional capacity resulting from a
health condition. The World Report on Disability recommends the use of functioning measures
instead of impairment measures (WHO/WB 2011). Examples of the many functioning measures ate:
- the WG short set of questions;

- Activities of Daily Living (ADLs).

The WG general disability measure evolved from the ICF with the aim of producing an internationally
comparable disability measure. The short set of questions covers six functional domains or basic
actions:

- seeing;

- hearing;

- walking or climbing steps;

- remembering or concentrating;

- washing all over or dressing and,;

- communicating.

2 April 2015 note by the UN Secretariat on ‘Improvement of disability data and statistics: objectives and challenges’




The WG short set of questions is a broad measure of functioning designed mainly for census use.3
Although this was not originally recommended to be used as a disability screener, it has been fre-
quently so used (Sabriego et al. 2015). The majority of disabled are likely to be identified by the WG
short set of questions, but certain sub-populations (e.g. people with psychiatric and intellectual
disabilities) are likely to be under-represented (Palmer and Hatley 2012; Loeb 2013).

Higher-order function measures identify persons who experience limitations in performing com-
plex activities or participating. One of the first such screens is the Activities of Daily Living (ADLs),
proposed by Sidney Katz in the 1950s. The ADLs measures a person’s degree of independence in
bathing, dressing, transferring, using the toilet, continence and eating. During the 1970s, ADLs were
extended to higher-level participation activities, such as shopping, cooking and managing money,
known as instrumental activities of daily living 1ADLs). ADLs measures are not without limitations,
too. They do not cover all disability domains and are biased toward physical functioning (Palmer and
Harley 2012). Further, ADLs are sensitive to contextual factors such as economic resources, culture
and physical environment (McDowell and Newell 1987; quoted in Palmer and Hatley 2012). All in
all, both the WG short set of questions and the ADLs are recommended as valid measure of function
consistent with ICF (Palmer and Hatley 2012).

Another approach to collecting information on disability is provided by the Model Disability Survey
(MDS) project, initiated by the WHO and the World Bank in 2011.# The MDS is based on the ICF,
and thus conceptualises disability as an outcome of interactions between a person with a health con-
dition and environmental and personal factors. Therefore, the MDS represents an evolution in the
concept of disability measurement. It is a general population survey that provides detailed infor-
mation on the lives of people with disability. The MDS allows direct comparison between groups
with differing levels and profiles of disability, including comparison to people without disability.

In a recent article, Sabariego et al. (2015) compare the impact of the two approaches to estimating
disability rates: a conventional a priori screener and an a posteriori cut-off method used by WHO in the
Wotld Report on Disability (2011). Using data from a pilot study of the WHO MDS in Cambodia,
the study shows that the conventional screener approach leads to imprecise disability rates and to the
exclusion of persons with mild to moderate disability levels from disability surveys. The use of a
posteriori cut-off and a general population sample leads to a more precise disability rate and allows
for a differentiation of the needs of persons with mild, moderate and severe disability and for a direct
comparison between them and the population without disability (Sabariego et al. 2015).

2.3.3 The Global Activity Limitation Indicator (GALI)

The Global Activity Limitation Indicator (GALI) is one of the three questions of the Minimal Euro-
pean Health Module that was developed to be used in EU social surveys such as the EU-SILC. The
GALI is a single-item survey instrument reported by the individual him/herself to assess health-
related activity limitations: ‘For the past six months at least, to what extent have you been limited
because of a health problem in activities people usually do?’ The possible responses are: not limited,;
moderately limited; and severely limited. The GALI question was introduced in the EU-SILC in all
EU member countries, and in all member countries except for Austria in the EHIS (Austria has
removed the GALI question from EHIS).

The GALI has high policy relevance and used in various contexts: within the European Disability
Strategy 2010-2020; to monitor the situation of disabled people to support the EU’s implementation
of the UNCRPD; to produce estimations of the Europe 2020 indicators on employment and educa-
tion in relation to persons with disabilities. Also, the GALI is the underlying measure for the
disability-free life expectancy, known Healthy Life Years (HLY), introduced in 2005.

3 https://www.cdc.gov/nchs/data/washington_group/meeting8/NSO_report.pdf
4 http://www.who.int/disabilities/data/mds.pdf
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Research findings show that the GALI is a good indicator of disability in the adult population
(Jagger et al. 2009; Berger et al. 2015). The GALI effectively capture limitations as measured by other
disability and functioning items used in the study (ADLs, IADLSs, maximum grip strength and walking
speed) (Jagger et al. 2010). Analysing data from EHIS, covering 14 countries, a study found that the
GALI was significantly associated with measures of ADL, IADL, and functional limitations (Berger
et al. 2015). A stronger association was revealed between the GALI and ADL, intermediate between
the GALI and IADL and lowest though still high between the GALI and functional limitations. For
each measure, the magnitude of the association was similar across most countries. Overall, however,
the GALI differed significantly between countries in terms of how it reflected each of the three
disability measures. According to the authors, cross-country differences in the strength of the asso-
ciations may be due to three reasons: the lack of harmonisation of EHIS (i.e. the survey is not imple-
mented homogeneously across countries); social and cultural variations in reporting limitations; and
the understanding of the GALI question. Therefore, the study underlies the need for caution when
comparing the levels of the GALI from one country to another. Considering these research findings,
the Task-Force on the Global Activity Limitation Indicator (GALI) concluded that the GALI is a
good proxy to measure disability in terms of restrictions to participation.

2.4 EU-level data infrastructure

EU statistics on disability are currently collected from different sources including (see Table 1):
- Buropean Health and Social Integration Survey (EHSIS);

- Buropean Health Interview Survey (EHIS);

- EU Statistics on Income and Living Conditions (EU-SILC) and;

- Buropean Labour Force Survey (EU-LES).

Out of these surveys, it is EHSIS that provides the most detailed information on persons living with
disabilities. Unfortunately, EHSIS was a one-off survey conducted in 2012 or 2013. EHSIS was
designed to measure the bio-psycho-social model of disability (see Table 2). In EHSIS, people with
disability are those who face barriers to participation in any of the 10 life areas (mobility; transport;
accessibility to buildings; education and training; employment; the internet; social contact and sup-
portt; leisure pursuits; economic life, and the attitudes and behaviour of others), where the barrier is
associated with a long-standing health problem and/or a basic activity limitation. A person identifying
a long-standing health problem and/or basic activity limitation as barrier in any life domain was
categorised as disabled.
In addition, the survey questionnaire is supplemented with other measures of disability used in
cross-national European surveys namely:
- the Minimum European Health Module questions on self-perceived health, chronic conditions and
activity limitation (GALI);
- basic activity limitation questions: seeing, hearing, walking, etc.;
- ADLs questions: feeding oneself, dressing, bathing, etc.;
- IADLs questions: preparing meals, shopping, light housework, etc. and;
- questions from the Labour Force Survey 2011 Ad Hoc Module on the employment of disabled
people that presented a list of health problems.

The advantage of these extra questions is that alternative definitions of disability can be derived and
cross-tabulations made with the EHSIS definition (see Meltzer et al. 2010; quoted in Eurostat 2015).
In November 2013, Eurostat and the national statistical authorities agreed to discontinue this survey
and instead to consider including a disability module into the future waves of the EHIS.

The EHIS thus became the most comprehensive source of information on disability in the EU.
The survey is run every 5 years. The first wave was conducted between 2006 and 2009; and the second




wave between 2013 and 2015. The EHIS collects more limited data on disability than did the EHSIS.

The definition of disability is based on the GALI question, but the survey questionnaire includes

other measures of disability, as well.

- the minimum European Health Module questions on self-perceived health, chronic conditions and
activity limitation (GALI);

- basic activity limitation questions: seeing, hearing, walking etc.;

- ADLs questions: feeding oneself, dressing, bathing etc. — but countries are allowed to use an age
filter (65 and older);

- IADLs questions: preparing meals, shopping, light housework etc. — but countries are allowed to
use an age filter (65 and older).

However, unlikely to EHSIS, no questions from the LFS 2011 ad hoc module on work limitation are
contained in the EHIS questionnaire.

Similarly to the EHIS, EU-SILC uses the GALI question to identify people with disabilities. In the
EU-SILC, however, no other disability questions are added to the survey questionnaire. The GALI
is based on the following question in both EU-SILC and EHIS: ‘For at least the past 6 months, to
what extent have you been limited because of a health problem in activities people usually do? Would
you say you have been ... severely limited/limited but not severely or/not limited at all?’.

Out of the surveys listed in Table 2, it is only the LES that does not contain the GALI variable.
However, this is expected to change in 2019. Negotiations between Eurostat and the member states
are ongoing (at time of the publication of SWD(2017) 29 final) to include the GALI question into
the LFS once every two years. The 2011 LFS ad hoc module on employment of disabled people
provides two different ways to identify those persons with disabilities. According to the first defini-
tion, disabled persons are those who have a basic activity difficulty (such as seeing, hearing, walking,
communicating). In the second definition, people limited in work activity because of a longstanding
health problem and/or a basic activity difficulty are considered disabled. Since this definition focuses
on participation (or an area of participation), it resembles the definition that is used in the EHSIS.




Table 1. EU statistics on disability: a summary table
European Age coverage Periodicity Country Main
Statistical coverage topics/domains
System (ESS) covered
status

EHSIS yes persons aged 15 and once (2012) EU-27 except for | disability
over living in private Ireland and
households Croatia, plus

Iceland and
Norway.

EHIS yes persons aged 15 and every five years First wave (2006- | health status, health
over living in private 9): 17 member care use, health
households states; Second determinants

wave (2013-15):
all member states
plus Iceland and
Norway

EU-SILC | yes all private households yearly EU-28 plus income, social
and current members. Iceland, Norway, | inclusion and living
(all hh members are Switzerland, and conditions
surveyed, but only candidate
those aged 16 and over countries
are interviewed)

BEU-LFS yes persons aged 15-64 irregular; 2002 EU-28 plus employment of
years living in private and 2011 (ad hoc | Turkey, Iceland, disabled persons
houscholds modules on the Norway and

employment of Switzerland
disabled people)

SHARE no persons aged 50+ approximately EU-27 plus health, socio-

every two years Isracl in the 2017 | economic status
wave (wave 7) and social and
family networks

EQLS no persons aged 16 and every four years EU-28 plus 5 employment,
over living in private candidate income,
households countries (in the | ¢dycation, housing,

2016 wave) family,
health, work-life
balance, life
satisfaction and
perceived
quality of society

European | no persons aged 15 and every two years varies from wave | attitudes, beliefs

Social over living in private to wave; 18 and

Survey households member states in | behaviour patterns

the 2016 wave
(Wave 8)

Source own construction based on Eurostat information




Table 2. Potential disability screeners in the different surveys

Limitation in Difficulties in carrying out Participation Work
usual activities restriction in limitation
caused by any life area
long-standing
health Basic Personal Household Caused by a health condition
problems activities care care and/or a basic activity
(GALI) (physical activities activities difficulty
and (ADLs) (IADLs)
sensorial
functioning)
EHSIS yes yes yes yes yes yes
EHIS yes yes yes (65+) yes (65+)
EU-SILC yes
EU-LFS planned to be yes yes
included”
SHARE yes (50+) yes (50+) yes (50+) yes (50+)
EQLS yes
European yes
Social Survey

Note. *SWD(2017) 29 final.

Source own construction based on Eurostat information

Eurostat currently publishes disability data — collected in EU-SILC, EHIS, and to a smaller extent in
the one-off 2012 EHSIS and the ad hoc module of the 2011 LES — in association with the following
issues:®

- need for assistance (based on 2012 EHSIS and 2011 LES);

- functional and activity limitations (based on EU-SILC and EHIS);

- poverty and income inequalities among people with disabilities (based on EU-SILC);

- financial situation of people with disabilities (based on EU-SILC);

- housing conditions of people with disabilities (based on EU-SILC).

Beyond surveys being part of the European Statistical System (ESS), some other surveys also include
the GALI indicator such as the European Quality of Life Survey (EQLS), the European Social Sur-
vey, and the Survey of Health, Ageing and Retirement in Europe (SHARE). However, there are slight
differences in the wording of the GALI question as well as in the formulation of the answer catego-
ries. The advantage of the EQLS lies in the country coverage (EU-28 plus 5 candidate countries),
while the European Social Survey is conducted more frequently, though not in all member states. In
case of both surveys, the possibility of disaggregating country level data by socio-demographic
variables may limited due to the sample sizes. Eurofound disseminate EU-level data on the educa-
tional attainment, employment, and life satisfaction of people with disabilities based on the 2011 and
2016 waves of the (EQLS).

The country coverage of SHARE has improved significantly since the start of the InGRID project.
(At that time the poor country coverage was an argument against using the SHARE database). In
Wave 7, 27 member states participated (all member states except for the UK plus Israel), thus SHARE
may on disabled persons aged 50 or more.

2.5 The proposed indicators by domain
This section is aimed to provide methodological underpinnings of the selection of indicators
measuring the different aspects of the quality of life of disabled people. The general criteria applied

5 https://ec.europa.eu/eurostat/statistics-explained/index.php2title=Disability_statistics#10. Methodological annex
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in the selection of indicators were discussed in the Concept Paper (Gabos and Kopasz 2014). This
section is organised by domains and components/subcomponents of IPOLIS. However, only those
components/subcomponents of IPOLIS are discussed that ate relevant for people with disabilities.

When extending IPOLIS to other vulnerable groups, such as persons with disabilities, we face the
dilemma of whether to aim above all at comparing the quality of life for disabled people to the quality
of life for non-disabled people, or to aim at improving the monitoring of the quality of life of persons
with disabilities. Since, IPOLIS contains various vulnerable groups, we give priority to focusing on
comparability and complementing the indicator portfolio with disability-specific indicators only when
it is especially reasonable (or when a replacement indicator is needed).

To assess the quality of life for persons with disabilities as compared to the quality of life for non-
disabled persons, we define gap-type measures for each relevant indicator included in IPOLIS. By
using these measures we can directly monitor how the relative situation of people with disabilities
changes across countries and over time.

In general, we propose to include the same breakdown variables as were used in the age-specific
modules of IPOLIS (such as sex, age, etc.). To ensure the comparability of the different vulnerable
groups covered in IPOLIS, we aim, whenever possible, at using the same age groups across the
different modules. In the Disability Module, we add the degree of limitations (severe or moderate) as
a breakdown variable to the usual breakdown variables in all relevant cases.

In what follows, we discuss the domains of IPOLIS one by one: Material living conditions; Labour
market attachment and work-life balance; Education and training; Health and risk behaviours; Social
connectedness and participation; Environmental quality and physical safety. Table 3 displays the pro-
posed indicators by domain, component and subcomponent.

2.5.1 Material living conditions
The domain ‘Material living conditions” of IPOLIS consists of four components: ‘poverty’, ‘material
deprivation’, ‘housing’, and ‘poverty and social exclusion (Europe 2020)’.
Poverty

The first component ‘poverty’ covers the ‘extent of poverty’, ‘depth of poverty’, and ‘persistency
of poverty’ subcomponents. The data source for all indicators included in these subcomponents
(Table 3) is the EU-SILC, thus all poverty indicators may be produced for persons with disabilities
using the GALI question as a proxy for disability. To compare the poverty situation of persons with
and without disabilities we propose complementing the original set of indicators with a set of gap-
type indicators. We make an exception with the relative median poverty risk gap, which is a gap-type
measure in itself, and the naming and interpretation of the indicator might be difficult.
Material deprivation
Indicators related to ‘material deprivation’ of IPOLIS are obtained from the EU-SILC database.
Thus, these can simply be calculated for persons with disabilities. Again, the addition of a set of gap-
type indicators makes easier the assessment of the situation of persons with limitations relative to the
persons without limitations.
Housing
The ‘housing’” component of IPOLIS is consists of three subcomponents ‘overcrowding’, ‘housing
costs’ and ‘housing deprivation’. All indicators within these subcomponents (including the gap
measures) can be produced for the Disability Module based on the EU-SILC database.

2.5.2 Labour market attachment and work-life balance

In the Disability Module of IPOLIS, we discuss only the ‘labour market attachment” component of
the ‘Labour market attachment and work-life balance” domain. This component is organised in five
sub-components: employment, precarious employment, self-employment, unemployment, and
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labour market attachment of households. Out of these sub-components the following three appears
to be relevant for the Disability Module: ‘employment’, ‘unemployment’, and ‘labour market attach-
ment of households’.

The first subcomponent ‘employment’ includes the disabled employment rate. Employment is one
of the headline indicators of the EU 2020. The strategy set a target of increasing the employment rate
of the population aged 20-64 from 69% to at least 75%. Also, employment is one of the eight priority
areas of the European Disability Strategy 2010-2020. This aims at raising significantly the share of
persons with disabilities working in the open labour market.

The main data source for this employment-related domain is normally the EU-LFS. However, at
the time of preparing this report, the LFS does not provide information on disability status. The
GALI question is not included even in the 2011 ad hoc module of LES (see Table 2). Thus, currently,
the indicators of this domain cannot be derived from the LFS database. Later on, the addition of the
GALI question to the core questionnaire will open the possibility of using LES as a data source for
this domain.

At present, the employment rate for disabled people can be derived from EU-SILC. However, the
SILC question (pl031) refers to self-defined current main activity status as opposed to the definition
of employment in the LFS (which is based on the ILO definition). Comparing the EU level employ-
ment rates (age 16-64) calculated from these two surveys, we can observe that the LES tends to report
higher rates (see for more details ANED 2018). The difference in the employment rates between the
two surveys may stem from various sources, such as the use of different definitions, seasonal fluctu-
ations, ctc. (ibid).

Since the employment rate for persons with disabilities derived from EU-SILC cannot be compared
to the employment rate for total population derived from LIS, it seems reasonable to use the
employment rate gap, calculated as a difference between the employment rate for persons without
limitations and the rate for persons with limitations.®

The second subcomponent in the Disability Module of IPOLIS is ‘unemployment’, which includes
the disabled unemployment rate (as well as the unemployment gap between persons with and without
disabilities). The aim of raising the share of persons with disabilities working in the open labour
market implies a reduction of unemployment among them.

To monitor the level of unemployment in the EU data are normally obtained from the LFS. How-
ever, as mentioned above, the survey does not allow for identifying the persons with disabilities.
Thus, presently, the disabled unemployment rates can be derived from the EU-SILC. The SILC
reports on the self-defined main activity status. Based on this and another two questions concerning
whether the unemployed persons are available for work in the next two weeks (pl025) and whether
they are actively looking for a job (pl020), ANED constructed an unemployment rate being close to
the ILO definition (ANED 2018). The Disability Module of IPOLIS includes this proxy disabled
unemployment rate. It is important to note, however, that the ILO definition excludes a part of
unemployed persons with disabilities, notably those who might have the biggest need for work adap-
tations (ibid).

The component ‘labour market attachment of households’ is measured by two indicators in
IPOLIS. One is the proportion of persons living in jobless households, and the other is the propot-
tion of persons living in households with very low work intensity. The first indicator is calculated
from the LFS, and thus is not an option for the Disability Module (see the above reason). The work
intensity-type measure, however, may be produced from the EU-SILC. This indicator shows the
share of persons with disabilities living in households with work intensity below 0.2.

6 This measure is used by ANED (2018).

22




2.5.3 Education and training

In IPOLIS, the domain ‘Education and training’ consists of two components: ‘access to and quality
of education’, and ‘educational attainment’.

Access to and quality of education

The component ‘Access to and quality of education’ is split into three subcomponents: ‘eatly child-
hood education’, ‘educational attainment’ and ‘lifelong learning’. For the Disability Module the latter
two apparent to be relevant.

‘Bducational attainment’ is captured by different indicators in the different age group modules of
IPOLIS. The Youth Module contains the share of young persons having tertiary educational attain-
ment, while the Elderly Module (similarly to the Active Ageing Index) uses the share of older persons
having secondary or tertiary educational attainment.

Tertiary educational attainment is one of the headline targets of Europe 2020. The strategy set the
target of increasing the share of population aged 30-34 having completed tertiary education to at least
40% in 2020. Also, education and training is one of the eight priority areas of the European Disability
Strategy 2010-2020. The EU aims at promoting inclusive education and lifelong learning for students
and pupils with disabilities.

Eurostat uses the LFS to monitor the share of persons having completed a tertiary or equivalent
education. In the lack of a disability screener in the LFS, the only possibility is to use the EU-SILC.
However, estimates from the two surveys may differ due to the different sampling characteristics, the
structure of the relevant questions and the implementation practices (ANED 2018). A comparison
of the results from the two surveys shows that they provide similar estimates at the EU level. How-
ever, estimates from the EU-SILC tend to be higher than those from the LFS. The same tendency
can be observed for the country level estimates, but for certain member states we can observe large
differences between estimates from the two surveys (ibid).

To measure educational attainment in the Disability Module we use two indicators. Firstly, the
share of young (15-29) disabled persons having completed tertiary education (ISCED 5-8). Secondly,
we also include the share of disabled persons having secondary or tertiary educational attainment
(ISCED 3-5) — the same indicator as used in the Elderly Module of IPOLIS. Both indicators can be
produced based on data collected from the EU-SILC. However, the number of observations in the
EU-SILC concerning persons in the 15-29 age group may be too small in some member states.

Lifelong learning is an important policy objective in the EU. The Agenda for New Skills and Jobs,
one of the flagship initiatives of Europe 2020, highlights the importance of skills upgrading of older
workers who are particularly vulnerable to economic restructuring. Lifelong learning is also included
in the European Disability Strategy 2010-2020.

Eurostat disseminates information on adult learning on the basis of data collected from the LFS,
supplemented by the AES. The LES provides information on participation in education and training
in the four weeks preceding the survey interview. The AES measures participation in learning activi-
ties with a longer reference period (12 months preceding the survey interview). Since currently none
of these surveys contain a disability screener, the lifelong learning indicator cannot be produced for
persons with disabilities.

Educational achievement
The component ‘Educational achievement’ is divided into two subcomponents: ‘achievement in basic
skills’, and ‘eatly school leaving’.

‘Achievement in basic skills’ is measured by different indicators in the different age group modules
(children, youth, elderly) of IPOLIS. The international surveys assessing educational achievements of
students (such as the PISA, PIRLS and TIMSS) used in the Child Module of IPOLIS do not allow
us to identify students with disabilities. The Elderly Module of IPOLIS includes an indicator
measuring medium or high level internet skills. This measure is calculated based on data from the
ICT survey. At the time of completing this report, the ICT survey cannot be used due to the lack of
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a disability screener. However, with the addition of the GALI question to the survey questionnaire,
the indicator will be produced later on for persons with disabilities too.

The second subcomponent is ‘early school leaving’. According to the Europe 2020 Strategy, the
share of early school leavers should be reduced to 10% by 2020. Early leaver from education and
training refers to a person aged 18 to 24 who has completed at most lower secondary education and
is not involved in further education or training.

To monitor the share of early leavers from education and training Eurostat uses data collected from
the LFS. Since the disability status cannot be identified from the LES, for the purpose of the Disability
Module we can obtain data from the EU-SILC. It should be noted, however, that in several member
states the number of observations concerning people with disabilities aged 18-24 is small in the EU-
SILC, and thus data should be treated with caution (or the age group should be widened) (see ANED
2018).

2.5.4 Health and risk behaviours
The domain ‘Health and risk behaviours’ is made up of three components: ‘health status’, ‘health
behaviours’ and ‘risk behaviours’.
Health status
The ‘health status’ component contains an objective and a subjective health subcomponent. Since
indicators of the objective health status in IPOLIS are partly related to early childhood (see the Child
Module), and partly to activity limitations (see the Elderly Module), only the ‘subjective health’ sub-
component is relevant for persons with disabilities. This includes one measure: the self-perceived
general health. The indicator denotes the percentage of those perceiving their health either bad or
very bad, and is derived from EU-SILC.
Health behaviours
The component ‘health behaviours’ contains two subcomponents: ‘physical activity” and ‘obesity’.
Both are measured by indicators based on data from the EHIS: the practice of daily physical activity
and the obesity rate. The EHIS includes the GALI question, therefore these indicators can be calcu-
lated for persons with activity limitations. However, the EHIS is conducted among persons aged 15
years or older. Data on the health behaviour of younger children would available from the HBSC,
but this survey does not include a disability screener.
Risk behaviours
This component of IPOLIS covers six subcomponents: ‘smoking’, ‘alcohol consumption’, illicit drug
use’, ‘teenage pregnancy’, ‘psychological distress’, and ‘suicide’. The source of indicators representing
four subcomponents (smoking, alcohol consumption, illicit drug use, and psychological distress) is
the EHIS database. Since the EHIS contains the GALI variable, these indicators can be calculated
for persons with disabilities. However, as noted above, the EHIS surveys persons aged 15 or above.
Thus, no data on risk behaviours of younger children with disabilities are available.

Indicators measuring the remaining two subcomponents (teenage pregnancy and suicide) are
obtained from administrative data soutces, and thus cannot be produced for disabled persons.

2.5.5 Social connectedness and participation

Participation in a wider sense, including participation in public life and leisure activities, is one of the
eight priority areas of the European Disability Strategy 2010-2020. However, there is no comprehen-
sive data collection on the participation of disabled people for the EU member states. For example,
a report assessing the political participation of persons with disabilities in the EU, prepared by ANED
and Buropean Union Agency for Fundamental Rights, uses data from different EU-wide general
population surveys (the EQLS and the European Social Survey).
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The ‘social connectedness and participation” domain of IPOLIS encompasses two components:
‘family and peer relationships’ and ‘civic participation’. To measure these subcomponents data are
collected from general population surveys, such as the EU-SILC, the EQLS, or the European Social
Survey. The latter two surveys contain a number of questions about participation including engage-
ment in political life. Another advantage is that both data collection exercises use the GALI variable.
However, the country sample sizes are too small, and thus country-level indicators for disabled people
cannot be produced (see ANED 2013). Therefore, for the Disability Module of IPOLIS we use
indicators based on data collected from the EU-SILC. This survey had an ad-hoc module on Social
participation in 2006, and on Social/cultural patticipation and material deprivation in 2015. Thus for
this domain we can gather data from the regular survey and these ad-hoc modules.

Family and peer relationships

Data for this component are available from the EU-SILC ad-hoc modules related to participation.
These ad-hoc modules contain variables measuring the frequency of contacts with family (and rela-
tives) (ps070) and frequency of contacts with friends (ps080). We note, however, that the wording of
the questions regarding family contacts are not precisely the same in the 2006 and the 2015 ad-hoc
modules. While in the earlier wave the question refers to the “frequency of contacts with relatives’, in
the later wave to the ‘frequency of contacts with family (relatives)’. Currently, Eurostat publishes data
on ‘frequency of contacts with family and relatives or friends’, an indicator combining the two varia-
bles. Since only the indicator measuring contacts with friends can be compared across waves, we
propose to use two separate indicators instead of a combined one. Accordingly, one indicator is
‘contacts with family/relatives’, and the other is ‘contacts with friends’. Both indicators are defined
in IPOLIS as the share of disabled people having contacts at least weekly.

Civic participation

The component ‘civic participation’ covers three subcomponents: voting, group member-
ship/volunteering, and internet use for civic and political participation. Data on participation in elec-
tions can only be gathered from the EQLS (for all member states). However, country-level indicators
cannot be produced for persons with disabilities due to the small country sample sizes.

As for the group membership/volunteering subcomponent, we can use indicators derived from
the 2006 and 2015 ad-hoc modules of EU-SILC. The 2006 wave includes a variable measuring infor-
mal voluntary activities (ps100), and six variables measuring participation in activities of different
types of formal organisations (such as political parties or trade unions, professional associations,
churches, recreational groups, etc.). As for the 2015 wave, information is available on participation
in formal voluntary work (ps101) or in informal voluntary activities (ps100), and on active citizenship
(ps102), such as attending meetings or signing petitions. As can be seen, data obtained from the
different waves cannot be compared directly. We propose to use two indicators for the Disability
Module of IPOLIS: participation in informal voluntary activities; and active citizenship.

Participation in cultural or sport activities, though does not fit well into this subcomponent, is an
important aspect of the social inclusion of persons with disabilities. Since the indicator measuring
participation in any cultural or sport activities can be produced based on data collected from the ad-
hoc modules from the EU-SILC (data are available both for 2006 and 2015), we include it in the
Disability Module of IPOLIS.

Finally, the indicator measuring internet use for civic and political participation is derived from the
ICT survey. At present, due to the lack of a disability screener in the survey, the indicator cannot be
calculated for disabled people.

2.5.6 Environmental quality and physical safety

This domain contains two components. The first component is the quality of the local environment,
while the second is the safety of the neighbourhood.

Environmental quality
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The ‘environmental quality’ component of IPOLIS uses two indicators: the percentage of people
living in households that reported noise from neighbours or from the street; and the percentage of
people living in households that reported any pollution, grime or other environmental problem
caused by traffic or industry. The soutce of this indicators is the EU-SILC database, thus these can
be calculated for persons with disabilities.

Physical safety

Questions concerning physical safety are asked in the EQLS, the European Social Survey, and the
EU-SILC. The different age group modules of IPOLIS use different indicators measuring the
physical safety of persons. The Elderly Module contains indicators based on the ESS, while the Child
and the Youth Modules have a common indicator based on the EU-SILC database. We propose to
include this indicator measuring the share of persons living in households with reported crime, vio-
lence or vandalism in the area.

2.6 Chadllenges to data collection

Recently significant initiatives have been launched in the EU to improve the data infrastructure con-
cerning persons with disables. The current ESS is made up of separate domain-specific Regulations.
The preparation of an EU Regulation establishing a common framework for European statistics is
ongoing and expected to be finalised in 2019. Seven individual and household surveys are targeted
with this EU Regulation:”

- Labour Force Survey (LFS);

- Buropean Statistics on Income and Living Conditions (EU-SILC);

- Adult Education Sutvey (AES);

- Buropean Health Interview Survey (EHIS);

- Survey on Information and Communications Technologies (ICT) usage in households (ICT-HH);
- Household Budget Survey (HBS);

- Harmonised European Time Use Survey (HETUS).

Eurostat introduced the project of the modernisation of social statistics and health statistics in pat-
ticular. This includes the standardisation of the GALI variable. To further harmonise data collection
on disability, the European Commission has been working to introduce the GALI as a ‘core’ social
variable in EU-wide social surveys other than EU-SILC and EHIS.® Negotiations between Eurostat
and the EU member states are ongoing to insert this disability variable into the LFS once every two
years, thus creating a reliable monitoring tool on the employment of people with disabilities. The
2017 BU-SILC module on children also includes a GALI variable adopted for children, thus
providing information on children with disabilities (in households). In addition, the possibility of an
EHIS child module was raised at the 2014 meeting of the Task-Force on the Global Activity Limita-
tion Indicator (GALI).

However, despite the above mentioned efforts there will remain challenges concerning the data
infrastructure. In general, little information is available for younger children with disabilities. The
adult surveys such as the EHIS provide data on persons aged 15 or above, while the child surveys
(e.g. the HBSC or PISA) usually do not contain a disability screener.

Another concern is the small country sample sizes for the younger age groups with disabilities in
the EU-SILC database. Owing to this, the interpretation of data for young disabled persons needs
caution, and the small sample sizes limit the possibility of disaggregation of data by sex, degree of
limitation, or by other relevant socio-demographic variables.

Another problem concerns the disabled persons living in institutions, since surveys cover only the
population living in private households. It is estimated that nearly 1.2 million children and adults with

7 Presentation by Stefaan Demarest on ‘New versions of the GALI proposed by Eurostat’ on the EHLEIS public meeting, 21 April 2017.
8 Commission Staff Working Document — Progress Report on the implementation of the European Disability Strategy 2010-2020

26




disabilities are living in long-stay residential institutions across the EU Member States and Turkey
(Mansell et al. 2007; quoted in EC DG EMPL 2009: 10; OHCHR 2012: 6). Therefore, indicators
collected from general population surveys should be treated with caution. This holds even more true
for the oldest old disabled persons amongst whom the proportion of institutional residents is higher.

There ate some aspects of quality of life in which data sources for persons with disabilities are
limited. Information on the participation of disabled people is currently available partly from regular
surveys that are not part of the ESS (namely the EQLS and the European Social Survey), and partly
from the ad-hoc modules of the EU-SILC. The problem with the first group of surveys is that
although they provide abundant information on participation of persons with disabilities, only EU-
level indicators can be calculated based on them due to the small country sample sizes. The ad-hoc
modules of EU-SILC (especially the 2015 wave) deliver indicators measuring different aspects of
participation, but the comparability of data between waves is not always ensured (see above).

Finally, despite the efforts concerning the harmonisation of data collection on disability, it should
be noted that the definition based on the GALI measure does not take into account any ‘interactions
with barriers’ which is the base of modern approaches to disability (ANED 2018).
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3. Migrants

As mentioned in the introductory chapter, the migrant module will follow the structure from the
three modules of the IPOLIS that are currently in place. The proposed domains of the migrant
module will also be based on the QoL domains that were used in the children, youth and elderly
modules (see Gabos and Kopasz 2014, 2018), including six domains: (1) material living conditions;
(2) labour market attachment and work-life balance; (3) education and training; (4) health and risk
behaviours; (5) social connectedness and civic participation; and (6) physical environment and safety.

3.1 Policy context: The evolution of migrant mainstreaming process within the EU
The political framework relates directly to European cooperation on social protection and social
inclusion (the Social Open Method of Coordination, henceforth the Social OMC), as part of which
the European Union has expressed its strong political commitment to migrant integration. The fol-
lowing is a summary of the main steps of the migrant mainstreaming policy process within the
European Union:
1999: Following the entry into force of the Amsterdam treaty, a special European Council meeting
took place in Tampere, Finland. The European Council reasserted its determination to make full use
of the opportunities opened by the new Treaty. They also gave comprehensive guidelines on policies
to be developed in four clearly identified elements of a common EU immigration and asylum policy:
(1) partnership with countries of origin; (2) a common European asylum policy; (3) fair treatment of
third country nationals; and (4) the management of migration flows. The Tampere Council requested
integration policies that ‘should aim granting third country nationals, who are legal residents, rights
and obligations that are comparable to those of EU citizens’. In the field of social inclusion, while
the first National Action Plans (NAPs/incl) identified ethnic minorities and immigrants as being
exposed to high risk of social exclusion, the NAPs/incl however has limited data on these groups
(EC COM 2015).
2000: In November, the Commission issued a major Communication on immigration policy to the
Parliament and Council indicating how it intended to translate the Tampere guidelines into concrete
actions.
2015: The Commission’s Communication to the: (1) Council; (2) European Parliament; (3) European
Economic and Social Committee; and (4) Committee of the Regions on Immigration, Integration
and Employment:
- responded to the Tampere conclusions by reviewing the current practices and experiences with
integration policies at the national and EU levels;
- examined the role of immigration in relation to the Lisbon objectives in the context of demographic
ageing and;
- outlined the policy orientations and priorities, including actions at the EU-level, to promote the
integration of immigrants.

The Communication touched on several topics, such as: patterns of immigration flows in the EU;
the economic role of immigration and its impact on employment; and the impact of demographic
change on employment, and economic growth. The Communication states that ‘successful integra-
tion of immigrants is both a matter of social cohesion and a prerequisite for economic efficiency’
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(EC COM 2015: 17). It is also highlighted that the persisting issues concerning the existing immigrant
population (like low employment and high unemployment among second generation immigrants) call
for greater efforts. The Communication expressed the need for a holistic approach which takes into
account not only the economic and social aspects of integration but also issues related to cultural and
religious diversity; citizenship; participation; and political rights. Integration into the labour market;
improving education and language skills; housing and urban issues; health and social setvices; social
and cultural environment, as well as nationality; civic citizenship; and respect for diversity are identi-
fied as the key elements of this holistic approach.

The Communication from the Commission also formulated policy orientations and priorities,

listing the following (EC COM: 27-35):

- consolidating the legal framework;

- re-enforcing policy coordination (e.g. the need for monitoring the development of the common
immigration policy in a form of an annual report);

- civic citizenship and nationality as tools of integration;

- Buropean Employment Strategy;

- the Social Inclusion Process (e.g. studies, statistical work and a large number of trans-national pro-
jects on the integration of immigrants are planned to contribute directly to improving knowledge
and promoting exchange of experience);

- economic and social cohesion;

- combating discrimination;

- co-operation in the field of education;

- closer dialogue with the third countries;

- reinforcing EU financial support for integration;

- improving the information on the migration phenomenon (e.g. study on benchmarking to explore
the possibilities of developing indicators at the EU-level; action plan for the collection and analysis
of Community Statistics in the field of migration).

3.2 Prior efforts to monitor well-being of migrants

This chapter presents an overview of the most important prior initiatives for measuring migrants’
well-being, including the efforts made within the EU and by the international organisations and
bodies outside the EU. Among these, the most recent one is the Social Scoreboatrd of Indicators?
that is attached to the European Pillar of Social Rights: The structure of the scoreboard follows the
three dimensions of the Pillar: (i) equal opportunities and access to the labour market; (if) dynamic
labour markets and fair working conditions; and (iii) public support/social protection and inclusion.
Country performances can be assessed using the indicators supporting the Pillar, and a data visuali-
sation tool helps users in this exercise. While in many respects the Social Scoreboard is similar to the
IPOLIS, it only provides main indicators for either the overall population or given sub-groups. On
the other hand, IPOLIS includes the same indicators for various vulnerable groups and their break-
downs by main socio-demographic characteristics, as well as policy and context indicators.

The following are the milestones in the history of monitoring the well-being of the migrant popu-
lation. Based on the review of these measurement efforts, the following limitations and flaws are
identified in the case of the migrant group.

Migrant integration provides the main focus of monitoring the situation of migrants and people
with migrant background at the EU-level. Currently, there are only a few initiatives which aim to
measure the integration outcomes in a comparative way, both across countries and time. Some of

them focuses on policies and governance, which may have relations to the outcomes of quality of
life/well-being.

9 https://ec.europa.eu/eurostat/web/european-pillar-of-social-rights/indicators/social-scoreboard-indicators
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- In line with the Tampere guidelines, the European Commission monitors the quality of life of third
country nationals in the EU, along with several measures that are part of the Portfolio of the EU
Social Inclusion indicators.

- In cooperation with the OECD, the European Commission also published a report which monitors
the integration of immigrants across the EU and OECD countries. The report describes the out-
comes for immigrants and their children using 27 indicators organised around the five priority
areas: employment; education and skills; social inclusion; civic engagement; and social cohesion
(OECD/EU 2015).

- The Migration Data Portal'® aims to serve as a unique access point to timely, comprehensive
migration statistics and reliable information about migration, not only in Burope and in the
developed countries, but globally. The site is designed to help policy-makers, national statistics
officers, journalists and the general public who are interested in the field of migration to navigate
the increasingly complex landscape of international migration data, which are currently scattered
across different organisations and agencies. The Portal was launched in December 2017 and is
managed and developed by the International Organisation for Migration’s 1OM) Global Migration
Data Analysis Centre (GMDAC). The data on the portal include selected indicators on integration
and well-being, like unemployment rate among the foreign born, unemployment gap, secondary
and tertiaty education gap, not-in-education/ training gap.

- The Migration Governance Indicators (MGI)'" provides a framework for migration governance as
well as for the assessment of the performance of almost 40 countries across the 6 dimensions
of IOM’s Migration Governance Framework. One of the dimensions relates to socio-economic
well-being of migrants.

- Finally, the Migration Integration Policy Index (MIPEX)!? measutes the migrant integration poli-
cies across the EU member states, Australia, Canada, Iceland, Japan, South Korea, New Zealand,
Norway, Switzerland, Turkey and the United States.

3.3 Datainfrastructure

This chapter presents the inventory of potential data sources that may be utilised in building the
migrant module of the IPOLIS. As stated in the previous chapter, migrants are defined as persons
who established their usual residence in the territory of a member state for a period that is, or is
expected to be, of at least 12 months, having previously been usually a resident in another member
state or a third country. Given this definition, the main criteria that will be used in selecting the data
sources for this module is the availability of a migrant identifier variable. In this case, the information
on the individual’s country of birth and/or parents’ country of birth will be used in identifying
whether the individual is a migrant or has a migrant background. These variables reports whether the
individual and/or parents wetre born (1) in the current country of residence; (2) outside the current
country of residence. In some survey data sources ‘outside the country of residence’ is disaggregated
into ‘another EU member state’ and ‘other country outside of EU-28’.

Along with the availability of migrant identifier variable, three additional criteria were also taken
into consideration in selecting the survey data sources, it should: (1) be a representative of the coun-
try’s total population, (2) be comparative across the countries covered in the IPOLIS (EU-28, Iceland,
Norway and Switzerland); and (3) have a long time period that spans within the time coverage of the
IPOLIS (2004 — present). These four criteria provide the opportunity to analyse migrant trends and
Cross country comparisons.

As a starting point, a scoping of potential data sources was performed. The data sources used in
the current modules of the IPOLIS (children, youth and elderly modules) were investigated to check

10 https://migrationdataportal.org
1 http://gmdac.iom.int/migration-governance-indicators
12 hitp://www.mipex.eu
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the availability of migrant identifiers. The migrant identifier, as mentioned previously, will be used in

identifying the migrant individuals in the survey. Table 3.1 shows the overview of the potential data
sources that are identified to be relevant for the migrant module of the IPOLIS. It shows the

parameters of the data sources, including the migrant identifier variable.

Table 3.1 Overview of potential data sources for the migrant module of IPOLIS
Data source ESS Age Time Country coverage Domains Migrant
status coverage period, covered identifier
coverage
EU-SII.C X Total 2004-, yearly | EU-28, Iceland, Income, poverty, Individual’s
Statistics on population Norway, social exclusion country of
Tncome and living in Switzerland and living birth; parent’s
Living Conditions private conditions country of
households birth

EU-LFS X 15 and overin | 2004-, yeatly | EU-28, Iceland, Labour market Individual’s
Labour Force private Norway, country of
Survey households Switzerland birth
PISA Children aged 2006-, every OECD counttries, Competencies in Individual’s
OECD 15 three years including all EU- reading, country of
Programme for 28 but Cyprus. mathematics and birth; parent’s
International science country of
Student birth
Assessment
PIRLS Children at 2006, 2011, In 2016, 23 EU- Competencies in Individual’s
Progress in their fourth 2016 member states and | reading country of
International grade Norway. Belgium birth; parent’s
Reading Literacy is represented by country of
Study Wallonia, while birth

UK by England

and Northern

Ireland.
TIMSS Children at 2007, 2011, In 2015, 22 EU- Competencies in Individual’s
Trends in their fourth 2015 member states and | mathematics and country of
International and eighth Norway. Belgium science birth; parent’s
Mathematics and grades is represented by country of

Flanders, while birth

Science Study
UK by England

and Northern

Ireland.
ESS 15 and overin | 2004-, Varies, EU-28 Attitudes, beliefs
European Social private biannually excepting Croatia, and behaviour
Survey households Latvia, Romania in | patterns
2012
EHIS X 15 and over in First wave: EU-17 | Height and
European Health private weight, self-
Interview Survey households perceived health,
reduced activities
due to health

problems, long-
standing illness,
smoking
behaviour,
alcohol
consumption

Individual’s

country of
birth

Individual’s
country of
birth
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Data source ESS Age Time Country coverage Domains Migrant

status coverage period, covered identifier
coverage
ESPAD Children aged | 2015 39 countries in Substance use Individual’s
European School 15-16 total in 2011, out country of
Survey Project on of which 24 are birth; patent’s
Alcobol and EU-28 members, country of
Other Drugs plus Iceland and birth

Norway. Belgium
was represented by
Flanders, while
Germany by 5

Bundesl.
HBSC Children aged | 2013 43 countries and Health and risk Individual’s
Health Behaviour 11,13, 15 regions in total, behaviours, country of
in School-Aged with all EU-28 family and peer birth; parent’s
Children included except relations, life country of
Cyprus. Belgium satisfaction birth
and the UK are

represented by
regions (French
and Flemish part
of Belgium, and
England, Scotland
and Wales,
respectively).
Iceland, Norway
and Switzerland
are also included.

Note: The microdatasets of EU-SILC, EU-LFS, PISA, PIRLS, TIMSS and ESS were checked to investigate the
availability of the migrant identifier variables. As of the moment Tarki Social Research Institute is still on the
process of gaining access to the microdatasets of EHIS, ESPAD and HBSC. In the meantime, for the purpose
of the scoping exercise, the questionnaires of these three surveys were looked into to check whether migrant
identifier variables are available in these surveys.

The result of the scoping exercise shows that given the available data sources listed in Table 3.1, a
time-series and cross-country comparative infrastructure is feasible for the migrant group. Using the
information on the individual’s country of birth, an individual is considered a migrant if his/her
country of birth is not the same as his/her current country of residence. This definition also applies
to the first-generation migrants while the second-generation migrants are those individuals who are
born in the current country of residence but at least one of the parents were born elsewhere. In
addition, for the purpose of this module, migrants who came from other EU member states and
migrants from outside the EU will be differentiated. For the purpose of this report, migrants from
outside the EU will also be referenced as third country migrants.

However, despite the possibility of identifying the migrant population in most of the data sources,
it is important to take note of the following general limitations in using surveys in monitoring the
living conditions of migrants.

- The most important problem relates to sampling. Registers and address lists are often incomplete
and persons from the recent waves of migration cannot be captured accurately and therefore they
may be missing from the sampling frame. This results in an under coverage of the actual immi-
grants.

- Even when sampled, non-response rates among immigrants tend to be higher than the average.
Language problems, misunderstanding the purpose of the survey and fears of a possible negative
impact from participation in the survey on their administrative process affect response rates. Even
when a response is provided, the reliability of this information might be affected.

- There are very uneven efforts across member states devoted to cover/monitor immigrants in sur-
veys, which makes comparability an issue, above other ‘usual problems’ affecting comparative
analysis.
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- Surveys capture private households only, therefore persons living in collective households and in
institutions for asylum seekers and migrant workers are excluded from the target population.

In addition to the general limitations mentioned, the following are the specific gaps on the identified

potential data sources:

- The definition of ‘migrant’ will not be uniform across data sources. The individual’s country of
birth will be the primary variable used in defining the migrant status of an individual. This variable
is available in all the data sources listed in Table 3.1. In the EU-SILC, however, the country of birth
variable is only available for individuals 15 years old and above. To identify the migrants among
individuals below 15 years old, the country of birth of parents will be used as a proxy to identify
the migration status of the individual.

- The migrant identifier is not available in all the available survey years for particular data sources.
For instance, the country of birth variable is missing for 2011 in PIRLS and TIMSS. On the other
hand, country of birth variable is only available on the latest survey years of ESPAD (2015) and
HBSC (2013). Due to this, analysing trends across time for the indicators from these data sources
will be limited.

- First and second degree generation migrants can only be identified in some surveys such as PISA,
PIRLS and TIMSS. Differentiating migrants from EU member states and migrants outside EU is
also only possible for EU-SILC, EU-LFS and ESS.

- As mentioned, there is an intention to differentiate migrants who came from other EU member
states and migrants from outside the EU. Given that there are several countries that joined after
the starting year of the IPOLIS (2004), the definition of migrants who came from an EU member
state and outside EU may not be uniform across years. For instance, Bulgaria and Romania joined
in 2007, therefore migrants who came from these two countries will be tagged as migrants outside
the EU before 2007 but their classification is changed to migrants from EU member state starting
2007. This is the same with the migrants of Croatia as the country joined the EU in 2013.

- For Estonia, Germany, Latvia and Slovenia, the reporting of country of birth in the EU-SILC is
not disaggregated into migrants who came from another EU member state and migrants from
outside EU. All migrants regardless of where they came from are reported as ‘migrants’. This will
have repercussions for cross-country comparability.

Other available data sources, other than the ones listed in Table 3.1, which contain information about
migrants’ quality of life and well-being were also considered. The EU-MIDIS, a survey coordinated
by the European Union Agency for Fundamental Rights (FRA), collects EU-wide comparable data
on migrants. The survey asks about migrants’ awareness of their rights, as well as the common
problems they face such as, experiences on discrimination, criminal victimisation and of policing. In
addition, the ICS, which is coordinated by the European Network Against Racism, is another survey
that collects information on migrants, specifically their assessment on their aspirations and needs for
integration in the areas of employment, languages, civic and political participation, family reunion,
long term residence and citizenship. The ICS is still on its pilot stage where only a few countries in
the EU are covered — Belgium, France, Germany, Hungary, Italy, Portugal and Spain. These two
surveys although it contains information on the quality of life and well-being of migrants in the EU,
they do not provide data on a regular basis and therefore cannot be used as data sources for the
migrant module of the IPOLIS at this time.
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3.4 Robustness check of available data

3.4.1 Checking the number of migrant cases per data source

After checking the availability of migrant identifiers in the potential data soutces, a robustness check
using selected indicators was performed to further investigate whether these surveys will be a valid
data source in building the indicator system structure of the migrant module. The robustness check
was only performed in EU-SILC, EU-LES, PISA, PIRLS, TIMSS and ESS, as these are the surveys
where Tarki had access to its microdatasets. Robustness checks will be performed using the other
identified datasets — EHIS, ESPAD and HBSC, once Tarki has access to the microdataset of these
data sources.

The robustness check includes two steps. The first step is to check the number of migrant cases
across data sources. The results of this exercise show that a substantial number of migrants, both
coming from other EU member states and from outside the EU, are captured in EU-SILC (see
Tables Ala-d in Annex1). From 2004 to 2015, about 4% - 5% of the population are migrants from
another EU member state while migrants who came from outside the EU is about 5% - 8%. From
2004 to 2015, the number of migrants per country exceeds 50 cases, except for Romania and Slovakia.
In Romania, less than 20 cases of migrants — both for migrants who are from member EU state and
migrant who are outside of EU, were identified. In Slovakia, on the other hand, migrants who are
from another EU state exceeded the 50 cases threshold but the identified third country migrants are
few and in a decreasing fashion, with 71 cases in 2004 to only 10 cases in 2015.

Similar trend can be observed in EU-LFS for the period 2004 to 2016. In general, a substantial
number of migrants are captured in EU-LFS, with migrants from another EU member state and third
country migrants both comprising 4% to 5% of the population. For all the countries, the number of
migrants have exceeded the 50 cases threshold. Although in some of the years in Bulgaria and
Romania where migrants from EU and outside EU are less than 50 cases, but if added together the
total exceeds the 50 cases threshold.

Likewise in ESS, the migrants who came from another EU member state is about 2%-4% of the
population while the third country migrants are about 5%-8%. In ESS however, only half of the
countries have satisfied the 50 migrant cases threshold.

As mentioned in the previous section, in PISA, PIRLS and TIMSS, migrants from another EU
state and migrants from outside the EU cannot be differentiated. However, first and second genera-
tion migrants can be identified. The results of the migrant cases exercise show that for these three
surveys, first-generation migrants comprise of 4% - 5% of the population while second-generation
migrants have higher share at 12%-15%. In PISA, most of the countries qualified to the 50 migrant
cases except for four countries. Poland and Romania did not reach the 50 cases threshold for both
the first and second generation migrants while Bulgaria and Slovakia have less than 50 cases of
migrants only for the first-generation migrants. There are quite a few countries that are not covered
in PIRLS and TIMSS. Out of the 31 countties covered in the IPOLIS, only 21 counttries are included
in PIRLS and 20 in TIMSS. In PIRLS 2006, Bulgaria, Poland, Romania and Slovakia are again the
four countries with less than 50 cases of first-generation migrants, though these number improved
slightly in 2016. In terms of second-generation migrants, all countries in PIRLS showed that they
have more than 50 cases. On the other hand, in TIMSS, all the 20 countries shows that they have
more than 50 cases for both first and second generation migrants, except for Poland.

3.4.2 Checking the number of migrant cases using selected indicators

After investigating the number of migrant cases per potential data source, further robustness checks
were carried out to confirm the validity of these data sources. The next step was performed to check
whether there are sufficient number of migrant cases per indicator. For instance, for EU-SILC, the
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number of migrants who are at-risk-of-poverty were checked whether it exceeds the 50 cases
threshold. The complete list of selected indicators and their definition is presented on Table 3.2.

Table 3.2 Overview of the selected indicators
Data source Indicator Definition
EU-SII.C At-risk-of-poverty The share of individuals living in houscholds with an

income below the at-risk-of-poverty threshold, which is
set at 60 % of the national median equivalised
disposable income

Statistics on Income and Living
Conditions

EU-LES Employment rate The share of employed individuals in relation to the

o S
Labour Force Survey total working population (%0).

PISA Low scientific literacy Share of 15 year old pupils who ate at level 1 or below
OECD Programme for performance on the PISA combined scientific literacy scale (%0)

International Student

Assessment

PIRIS Low reading literacy Share of persons aged 10 with low reading literacy
Progress in International performance performance of pupils (%o)

Reading Literacy Study

TIMSS Low math literacy Share of persons aged 10 with low mathematical literacy
Trends in International performance performance of pupils (%o)

Mathematics and Science Study

ESS Victim of burglary The share of individuals who (ot any of his/her

household members) have been victim of butglary or

European Social Survey assault in the last 5 years (%).

For the EU-SILC, the results of this exercise is presented in Annex 2 (see Tables A2a-d).'3 The results
showed that from 2005 to 2016 most of the countries have more than 50 cases of migrants'4 who
are at-risk-of poverty. Only a few countries fell from the threshold — Bulgaria, Hungary, Poland,
Romania and Slovakia. Romania and Slovakia are expected to have less than 50 cases as they have
less than 50 of migrant cases to begin with. In EU-LFS, from 2004 to 2016, only Bulgaria has less
than 50 migrants who are employed. In PISA, from 2006 to 2016, 14'> countries out of the 31 have
less than 50 cases of first-generation migrants who have low scientific performance. However, there
are lesser counties'® who have less than 50 second-generation migrants who have low scientific pet-
formance. On the other hand, in PIRLS 2006 and 2016, there is no single country that have reached
the 50 cases of migrants who have low reading literacy performance, both for the first and second
generation migrants. This is also true in the case of TIMSS, no country has more than 50 first-
generation migrants who have low math literacy performance for both 2007 and 2015. Only Italy,
Slovakia and Sweden have more than 50 cases of second-generation migrants who have low math
literacy performance for both years. Lastly, in ESS, there are also no country that exceeded the 50
cases threshold in terms of migrants who were victims of burglary from 2004 to 2016.

After conducting the robustness checks, EU-SILC, EU-LFS and PISA are the final data sources
that are utilised in building the building the migrant module of the IPOLIS. Other data sources such
as the PIRLS, TIMSS and ESS cannot be used in this module due to the insufficient cases of migrants
covered.

13 For the other datasets, the results of the exercise are available directly from the authors.

14 Migrants in this section is referred to as the total of migrants who came from another EU member state and migrants from outside the
EU.

15 Countries with less than 50 cases of first-generation migrants: Bulgaria, Czech Republic, Estonia, Cyprus, Latvia, Lithuania, Hungary,
Malta, Netherlands, Poland, Romania, Slovakia, Finland and Iceland.

16 Countries with less than 50 cases of first-generation migrants: Bulgaria, Hungary, Malta, Poland, Romania, Finland and Iceland.
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http://epp.eurostat.ec.europa.eu/portal/page/portal/microdata/eu_silc
http://epp.eurostat.ec.europa.eu/portal/page/portal/microdata/lfs
http://www.oecd.org/pisa/
http://timss.bc.edu/
http://timss.bc.edu/
http://www.europeansocialsurvey.org/

3.5 The proposed set of indicators
The wide set of indicators that constitutes the current modules of the IPOLIS (children, youth and
elderly), along with the indicators under the Zaragoza Declaration can be the starting point in building
the indicators in the migrant module of the IPOLIS. The Zaragoza Declaration was adopted by the
EU in 2010 to supportt the assessment of the situation of migrants and to evaluate the outcome of
the imposed integration within the EU, through monitoring of a standardised set of migrant integra-
tion indicators in the priority policy areas such as employment, education, social inclusion and active
citizenship.

Our suggestion for the set of indicators to be included in the Migrant module of IPOLIS is detailed
in Table 3.3. This is a restricted set of statistically robust measures with the aim of:
- monitoring the quality of life of migrants in the EU countries and;
- allowing for users to provide both cross-country comparative analysis and benchmark analysis.

The Migrant module of IPILIS will be subject of continuous revision, depending on the progress of
the underlying data infrastructure.
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Table 3.3 Porposed indicators for the IPOLIS Migrant module

Domain Indicator Source
1. Material living conditions At-risk-of-poverty rate after social EU-SILC
transfers

Relative median poverty gap EU-SILC
Persistent at-risk-of-poverty rate EU-SILC
Severe material deprivation rate EU-SILC
Inability to make ends meet EU-SILC
Unmet needs for medical examination EU-SILC
Overcrowding rate EU-SILC
Housing cost overburden rate EU-SILC
Home ownership rate EU-SILC
At-risk-of-poverty or social exclusion EU-SILC
2. Labour market attachment and work | Employment rate EU-LFS
life balance
Precarious employment rate BEU-LFS
Self-employment (youth) EU-LFS
Unemployment rate EU-LFS
Individuals living in low work intensity | EU-SILC
households
3. Education and training Pre-primary education enrolment Eurostat (administrative registers)
Highest education attainment level EU-LFS
tertiary education (levels 5-8)
Participation rate in education and EU-LFS
training
Low reading literacy performance of PIRLS

pupils aged 10

Low mathematical literacy TIMSS
petformance of pupils aged 10
Low science literacy performance of TIMSS
pupils aged 10
Low reading literacy performance of OECD PISA
pupils aged 15
Low mathematical literacy OECD PISA
performance of pupils aged 15

Low science literacy performance of OECD PISA
pupils aged 15

4. Health and risk behaviours Life expectancy at age 65 EU-SILC
Subjective health status - children HBSC
Self-perceived health EU-SILC
Obesity (youth, eldetly) EHIS

5. Social connectedness and civic Trade union membership ESS

participation
Participation in civic and political EQLS
action
Doing unpaid voluntary work EQLS

6. Environmental quality and physical - -
safety
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4. Roma people

The Roma minority is the most vulnerable ethnic minority group in Central and Eastern Europe, and
it also experiences multiple disadvantages across Southern and Western Europe. Most of the
10-12 million Roma (or Gypsies)!7 in Europe (European Commission 2011b), suffer discrimination
and social exclusion, resulting in a poverty trap that is extremely hard to break and that is then
inherited by younger generations. This cycle covers all the important spheres of life: a low level of
education, employment characterised by unstable and informal jobs, bad housing and poor health.
Roma people face multiple disadvantages that reinforce one another.

Moreover, the Roma are typically a hard-to-reach group, which implies a number of methodological
challenges when it comes to surveying the group (Messing 2014). The collection of sensitive personal
information, including data on ethnic minorities, is regulated all across Europe. The multiple nature
of Roma ethnic identity and centuries of prejudice and exclusion impel many Roma to hide their
identity in official situations (such as the census), which makes sampling of a Roma survey uncon-
ventional, due to the lack of a reliable sampling frame. Besides sampling, there are other special
methodological issues to consider, such as the definition of ‘Roma’: who decides who is Roma, and
how does one measure discrimination, so as to ascertain whether the vulnerable situation of the Roma
is due to structural reasons or to the discriminatory attitudes of the mainstream environment (or to
both)?

The reason for the special attention devoted to the situation of the Roma population is clear: a
large group of EU citizens is living in much worse conditions, and with fewer opportunities for
upward mobility, than their peers or neighbours. If these people remain excluded, uneducated, jobless
and mired in deep poverty, it not only blights their own lives and future chances, but also has a
significant impact on life for the majority, through burdens imposed on the welfare system. Hence,
the social inclusion of Roma is of the utmost interest to the whole of society. Social indicators based
on statistical (and survey) data are essential to provide clear and comprehensive evidence for policy
makers. At present, evidence-based policy making aimed at Roma inclusion faces serious limitations,
because basic information is lacking about Roma people’s social and economic situation, and the
extent to which policies reach out to them is hard to measure in a valid and comparable way.
Improving these tools is very topical, as recent decades have seen an increased risk that the Roma
could lag behind even further.

The European Commission defines the Roma as follows: “The term ‘Roma’ is used — similarly to
other political documents of the European Parliament and the European Council — as an umbrella
which includes groups of people who have more or less similar cultural characteristics, such as Sinti,
Travellers, Kalé, Gens du voyage, etc. whether sedentary or not” (European Commission 2011c¢). This
definition is formulated in the recognition of ‘Roma’ minorities as a highly heterogeneous group,
living in a number of European Member States and having an immense diversity of language use,
ethnic identity, tradition, level of inclusion, history, etc.'8

17 We use the term Roma as an umbrella category embracing a variety of highly heterogeneous groups in terms of language, cultural
heritage and identity (European Commission 2011c¢).
18 For further discussion on the problems related to this definition, see the extended report by Berndt and Messing (2016).
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4.1 Policy contexts of monitoring quality of life and well-being for Roma persons
Although the disadvantaged situation of the Roma has been apparent at the European policy level
for decades, it was always regarded as a domestic issue for those countries with a large Roma popu-
lation, and the EU paid scant attention to the issue before its enlargements in 2004 and 2007.
Although the majority of Roma citizens in many old Member States also lived in a vulnerable situa-
tion, it did not warrant any major policy measure at the EU level before the mid-2000s. This situation
has changed step by step, following the accession of post-communist countries: the EU has been
more and more attentive to the promotion of Roma integration, as most European Roma live in the
new EU Member States of Central and Eastern Europe. The EU was among the many founding
organisations that launched the first European Roma integration initiative — the Decade of Roma
Inclusion — as it recognised the importance of the initiative. Later, the EU introduced more initiatives
aimed at Roma integration, both directly via the EU Roma Framework Strategy and indirectly via the
Europe 2020 Agenda. Here, we briefly introduce major policy initiatives that have aimed at support-
ing Roma inclusion in the EU Member States.

4.1.1 Decade of Roma Inclusion (2005-2015)

The Decade of Roma Inclusion originally presented a ten-year policy framework that focused
specifically on Roma minorities. This was a political commitment by both EU and non-EU European
governments (Albania, Bosnia and Herzegovina, Bulgaria, Croatia, Czech Republic, Hungary, Mace-
donia, Montenegro, Romania, Serbia, Slovakia and Spain) to eliminate discrimination against Roma
people and to close the gap between them and the rest of society. Prioritising the areas of education,
employment, health and housing, the framework committed governments to take account of the
comprehensive nature of poverty, discrimination and gender mainstreaming (Decade of Roma Inclu-
sion 2005). It was reinforced by other EU frameworks (presented below).

The Decade was supported by a number of international organisations, including the World Bank,
and by a number of programmes of the United Nations, the Council of Europe, the Council of
Europe Development Bank, and the Organisation for Security and Co-operation in Europe (OSCE)
Office for Democratic Institutions and Human Rights. It operated in partnership with non-govern-
mental organisations, such as the Open Society Foundations and the European Roma Rights Centre.
As the original term of the Decade drew to an end.

Among other activities, the Decade sought to draw up a relevant and valid framework for tackling
discrimination and poverty among the Roma population, complementing this with awareness raising.
The Decade’s other important aim was to contribute to the empowerment of Roma minorities by
involving representatives of Roma communities in policy discussions that affect their everyday life
and social inclusion. It spurred the creation of specialised facilities and the mobilisation of new
resources for Roma inclusion. Besides the above, the Decade also initiated, documented and
disseminated good practices in the priority areas of education, employment, health and housing. In
2012, the Decade of Roma Inclusion Secretariat Foundation and the Open Society Foundations
launched a shadow report project — ‘Civil Society Monitoring Reports’ — by supporting country teams
that work in civil society in eight countries (Albania, Bulgaria, the Czech Republic, Hungary, Mace-
donia, Romania, Slovakia and Spain) and also, in 2013-2014, coalitions in a further eight countries
(Bosnia and Herzegovina, Croatia, France, Germany, Italy, Montenegro, Serbia and the United King-
dom). These country teams drew up monitoring reports on the implementation of National Roma
Integration Strategies (NRIS) and Decade Action Plans. These monitoring reports are often more
evidence-based than the actual NRISs, and use better indicators (Decade of Roma Inclusion 2013;
2014b)

There are, however, a number of shortcomings identified in the activity of the Decade. These have
to do with the overly ambitious mission and vaguely defined priorities that are often reflected in the
National Roma Integration Strategies. Another recurring problem is inadequate resourcing, in terms
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of human capital and financial sources. This is reflected in the weakness of the programmes, as well
as in the lack of an enforcement mechanism, which results in poor monitoring and evaluation, a
failure to address structural discrimination, and consequently poor targeting of the minorities (Decade
of Roma Inclusion 2014).

4.1.2 Europe 2020 Agenda (2010-2020)

The Europe 2020 Agenda was developed by the European Commission as the EU’s strategy for
smart, sustainable and inclusive growth (European Commission 2014) and has a relevant but indirect
impact on the Roma as a vulnerable social group. Five headline targets have been set for achievement
by 2020. These are politically binding and serve as policy anchors: employment; research and devel-
opment (R&D); climate change and energy; education; and the fight against poverty and social exclu-
sion. Roma people could profit from the achievement of these, especially from those targeting
employment, poverty and social exclusion. The Agenda also acknowledges that improved educational
qualifications would help with employability and assist in boosting the employment rate among
Roma, and so would reduce poverty (European Commission 2010). The European Social Fund (ESF)
has also been made available to support the most vulnerable, among them Roma, in an effort to
ensure that they are not disproportionately hit by the crisis (European Commission 2010).1?

The central aim of the Europe 2020 Agenda is to confront the economic crisis by ensuring eco-
nomic, social and territorial integrity, to increase awareness and recognise the fundamental rights of
those who live in poverty and face social exclusion. It seeks to enable such people to live a dignified
life and to ensure their active participation in society, using targeted support from structural funds,
mainly the ESF. Part of its remit was to develop National Roma Integration Strategies (European
Commission 2011c¢), in order to bring a more comprehensive and evidence-based framework linked
to the Europe 2020 strategy.

4.1.3 EU Framework Strategy for National Roma Integration Strategies (2011)

The EU Framework Strategy for National Roma Integration Strategies (European Commission
2011b) presents an unprecedented commitment by the EU and participating national governments
to focus on Roma minorities and their social inclusion, as well as on contesting the centuries-long
discrimination and prejudice that the Roma face in Member States. The Strategy was born from a
recognition that the Roma are a large and trans-European minority that has experienced social exclu-
sion for centuries in most of Europe’s countries.

Social inclusion is based on ten principles developed by the EU to guide EU institutions and Mem-
ber States on social development policies, including policies related to the social inclusion of Roma
(BEuropean Commission 2011a). Although the principles are not legally binding, several Member
States have committed themselves to adopting them in their national strategies. The ten fundamental
principles include: feasible, pragmatic and non-discriminatory policies; policies that explicitly but not
exclusively target Roma population; intercultural approach; general integration; awareness of gender
mainstreaming; dissemination of evidence-based policies; use of EU instruments; involvement of
regional and local authorities; involvement of civil society; and effective participation of the Roma
communities. These principles will be applied in the protection of fundamental rights, in order to
combat discrimination, poverty and social exclusion, while supporting gender equality and ensuring
access to education, housing, health, employment, social services, justice, sports and culture. How-
ever, there is little sign that the fulfilment of these principles is monitored in countries of the NRIS;

19 Several Member States have defined this group to include vulnerable migrants, refused asylum seekers, illegal immigrants, economic
migrants and ethnic minorities, especially Roma people (e.g. the Czech Republic, Ireland, Cyprus, Malta, Poland, Portugal and the
United Kingdom).
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to the best of our knowledge, no tool has been developed to measure or monitor these basic princi-
ples.

The national strategies ate tailored to each member state, which coordinates its efforts to close the
gap between Roma and non-Roma in the major areas of life (education, employment, healthcare and
housing). Although the strategies are developed by individual member states, a coordinated approach
and the engagement of the main EU bodies are critical to achieving success in the four main areas of
education, employment, healthcare and housing. The EU Framework creates this opportunity for
coordination at all levels (international, national, regional and even local), involving all interested
parties, including the Roma. Monitoring of the social inclusion of Roma is closely linked to the
National Roma Integration Strategies, which called for efforts to develop tools that enable govern-
ments and the EU to comprehensively and comparatively evaluate efforts and funds dedicated to
Roma inclusion. However, as we will demonstrate, data for evaluation, as well as indicators for
monitoring, are scarce and are far from comprehensive (to say nothing of their questionable potential
for comparison across the EU). Section 3.2 will elaborate on the indicators used by the National
Roma Inclusion Strategies.

4.2 Prior efforts to monitor the quality of life of the Roma - Potential data sources and
potential problems

In proposing and constructing indicators, we need to consider what data are available, and also what

the advantages and limitations are of those datasets. In this section, we look at the data that are

available for constructing indicators of Roma inclusion.

The most obvious source of data is the census. However, there are several limitations on the use
of national censuses. First, in several countries the category of ‘Roma’ or ‘Gypsy’ does not appear at
all (i.e. France, Greece, Italy and Portugal). In these countries, there is a major obstacle to the collec-
tion of any data on the Roma/Gypsy population as censuses setve as a baseline of representative
samples for subgroups of society.

In most EU Member States, however, censuses include information about the ethnic background
of the population, and Roma identity may be indicated by the respondent. Even in these countries,
though, census data should be treated with caution, as for various reasons they heavily underreport
the Roma (Ivanov 2012). First of all, Roma people are reluctant to declare their ethnic identity because
of widespread experience of stigmatisation, discrimination and unequal treatment. Second, a large
proportion of Roma possess multiple identities: they identify both as Roma and as members of the
majority society (Hungarian, Slovak, German, etc.). Most censuses, however, allow only a single iden-
tity to be declared. The Hungarian census of 2011 provides a good example of the impact that allow-
ing multiple identities has on the reporting of Roma identity. In this census, the question on
ethnic/national identity changed from the previous census (in 2001) to allow equal dual identification.
Partly due to this modification to the question, the number of Roma measured by the census
increased by 53% from one census (205,000 in 2001) to the other (315,000 in 2011) (Central Bureau
of Statistics 2013). We would argue that census data per se are usually not suitable for constructing
comparative policy indicators of Roma inclusion because of these limitations, and also because the
census takes place only every ten years. However, census data on the Roma (where such data exist)
provide the best source of information about the geographical, gender and age distribution of the
Roma, and thus offer the best baseline against which surveys representing the Roma may be con-
structed (FRA 2012).

Another — probably the most important — potential source of data for assessing the social inclusion
of Roma comes from the national surveys conducted in individual Member States and, in a com-
parative manner, across Hurope. The practice of surveying their Roma populations varies greatly
across EU Member States: some countries have been conducting surveys since the early 1970s to
investigate the level of social inclusion and the experiences of Roma people, but in most countries
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no such surveys were conducted at all. There is no account of Roma surveys available, but we know
of recurring representative surveys in Hungary (Kemény et al. 2004); a registry of the Roma popula-
tion in Slovakia; several surveys on the living conditions of the Gitano in Spain (Fundacié
Secredariado Gitanol); a survey providing good coverage of Roma in Romania (Fleck and Rughinis
2008); and a comparative non-representative survey in Spain, Bulgaria, Romania and Italy.?0

There are, however, larger, cross-country comparative surveys available about the living conditions
of Roma populations. The first such surveys were conducted by the United Nations Development
Programme (UNDP) in two waves. The first was carried out in 2002 and a remarkable study was
published on its findings, entitled Avoiding the Dependency Trap (UNDP 2002; also a downloadable
dataset). This covered five Central-Eastern and South-FEastern European countries (Bulgaria, the
Czech Republic, Hungary, Romania and Slovakia), each of which investigated the socio-economic
situation of its Roma population. The second wave was carried out in 2004 and 2005 and involved
more countries from the region (Bulgaria, Croatia, the Czech Republic, Hungary, Macedonia, Roma-
nia, Slovakia and Serbia; Montenegro and Kosovo are included separately). It resulted in a compre-
hensive analysis entitled Vulnerable Groups in Central and South Eastern Europe (see UNDP 2005;
also a downloadable dataset).

The successors to these two surveys were two other similar surveys that were carried out at the
same time (2011) and had many identical features: the United Nations Development Pro-
gramme/World Bank/European Commission (UNDP/Wotld Bank/EC) regional Roma survey, and
the Fundamental Rights Agency (FRA) Roma pilot survey. These surveys have made a great contri-
bution to the analysis of the conditions and vulnerability of the Roma population. They were based
on updated data and compiled the largest set of data ever gathered on the Roma. Both surveys were
conducted in May—July 2011 on a random sample of Roma and non-Roma living in areas with a high
density of the Roma population. They covered pattly the same set of countries: the UNDP/World
Bank/EC regional Roma sutvey involved 12 countries (the five EU Member States of Bulgaria, the
Czech Republic, Hungary, Romania and Slovakia; the then-candidate member Croatia; and six non-
EU countries in the Balkans: Albania, Bosnia and Herzegovina, the Former Yugoslav Republic of
Macedonia, Montenegro, the Republic of Moldova and Serbia); meanwhile the FRA Roma pilot sut-
vey covered 11 EU Member States (Bulgaria, the Czech Republic, Hungary, Romania, Slovakia,
France, Greece, Italy, Poland, Portugal and Spain) (Briggemann 2012: 14).

All the above-mentioned UNDP surveys (from 2002, 2004 and 2011) and the FRA survey of 2011
were carried out among Roma and the non-Roma people living in close proximity to them. This
sample design relied on the principle that the majority population living in the same neighbourhood
as a Roma population tends to experience the same socio-economic environment, and can therefore
serve as a benchmark against which to measure the situation of the Roma. However, this means that
relatively well-off Roma are underrepresented in the surveys, since Roma respondents were sampled
from areas where the proportion of the Roma population is at least the average level measured by
national censuses. The UNDP/World Bank/EC and the FRA datasets are relevant and inclusive in
terms of their themes, and five of the countries (the Czech Republic, Bulgaria, Hungary, Romania,
Slovakia) were covered in both sutrveys. In addition, the surveys took a sample of both households
and individuals and inquired about a wide range of themes (promoted by the Roma Decade and the
EU Roma Framework) that related to the social and economic situation of the Roma population —
specifically their living conditions, income, employment, education and schooling, housing and
health, and interaction with other ethnic groups and political representation (UNDP/World
Bank/EC 2012; FRA 2012). These are also the most up-to-date datasets available; however, a new
wave of these surveys is in preparation by the FRA within the framework of the project EU-MIDIS 2.

20 EUInclusive: Data transfer and exchange of good practices regarding the inclusion of Roma population between Romania, Bulgaria,
Italy and Spain (see Tarnovschi 2012).
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Both the surveys, as well as Roma surveys in general, struggled with the following issues, and yielded
different answers:

- Representativeness: constructing a representative sample of the Roma population. The key barrier is
the lack of a baseline against which representativeness can be defined. In several countries, even
the census does not include a category for ‘Roma’ or ‘Gypsy’ (to say nothing of any subgroups). In
any case, for various reasons explained in Section 1.4, censuses typically underestimate the share of
Roma people, and are therefore generally imperfect sources for sampling. Depending on the
method used to overcome the problem of how to construct a ‘Roma’ sample, the surveys may
cover very different population segments (Messing 2014).

- The definition of who is considered Roma’ depends on how surveys operationalise the category of ‘Roma’,
and they may arrive at very different results in terms of basic indicators, such as employment rate,
level of education, housing conditions, etc.

- Protection of sensitive data. Ethnicity is regarded as sensitive data, to which stricter professional stand-
ards apply. There is a large variety of legislation on data protection in the EU Member States, and
different institutions may also have varying interpretations of these regulations when it comes to
constructing a survey sample and collecting, managing and storing data on ethnic background.

Data for indicators on the social inclusion of the Roma population would potentially be available if
large-scale European-wide mainstream surveys (Labour Force Sutrvey (LES), EU Statistics on
Income and Living Conditions (EU-SILC), the European Social Survey (ESS) or the Programme for
International Student Assessment (PISA)) included data on the ethnic background of each
respondent. This would provide a very good and comparative soutce for inclusion indicators — not
only across European countries, but also between the Roma and non-Roma populations in individual
countries. Hungary has adopted this approach and is piloting a question in its LFS on the ethnic
background of the respondent, allowing also for dual identification. We regard this as an innovative
but still isolated practice in Europe.

4.3 Recommendation for indicators to measure the quality of life of the Roma

4.3.1 Indicators applied by National Roma Inclusion Strategies

Apart from Malta, all EU member states submitted National Roma Integration Strategies (NRIS) in
2011-2012. These strategies, however, vary considerably in their structure and contents (and conse-
quently in their length and level of elaboration), as well as in the quantity and quality of the data and
indicators they use. For this paper, we examined the NRISs of 20 EU member states, in order to
explore and compare the quality and quantity of the data and indicators they used. One of the con-
clusions of our analysis of the National Roma Integration Strategies is that they are almost impossible
to compare. Although most of them focus on the key areas of integration defined by the EU — edu-
cation, employment, housing, health, poverty and discrimination — they are utterly divergent in their
content, as well as their quality. This conclusion also applies to comparison of the indicators used in
any part of the strategies; hence the possibility of comparing indicators applied to desctibe the chal-
lenges facing Roma inclusion across the EU member states is very limited.

Our comparison of indicators used by NRISs covers almost all EU member states: only a few
countries that have no significant Roma population were excluded (although a number of countries
with very small Roma populations were included, in order to paint a comprehensive picture). The
countries involved were: Belgium, Bulgaria, Croatia, the Czech Republic, Finland, France, Germany,
Greece, Hungary, Ireland, Italy, the Netherlands, Poland, Portugal, Romania, Slovakia, Slovenia,
Spain, Sweden and the United Kingdom. We applied a rather broad definition of ‘indicators™ we
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collected any information that adds in any meaningful way to our knowledge of the quality of Roma
people’s life or that is linked to past, current or proposed policy measures in various social domains
(demography, education, employment, housing, health, poverty/income, discrimination), so long as
that information has been or could be converted into statistical data. This approach, of course, is far
broader than a conventional ‘social indicator’ definition, but it allows us to gain a more complete
picture of how member states approach policies that target their Roma populations.

Of the 20 countries examined, four (France, Germany, Belgium and Portugal) did not use indicators
in an assessable manner (they either did not use indicators at all, or provided a maximum of just two).
Thus, it was impossible to analyse these countries” NRISs with respect to the indicators and data
sources they applied. Hence, we excluded the NRISs of these Member States from our study.

The reason for the lack of indicators or any statistical data in the NRISs is similar for both France
and Germany, both of which identify Roma inclusion as part of general inclusion policies, and believe
that Roma integration should be achieved exclusively through mainstream programmes; thus they
implicitly reject the need for ethnically targeted programmes that address the Roma. France’s NRIS
is in fact not a strategy, but rather an integrated set of policy measures incorporated into the country’s
social inclusion policies, without the identification of any indicators. Similarly, the German NRIS
states that a specific Roma strategy is not required in Germany; and nor is a national strategy necessary
for those foreign Roma who arrive in Germany as immigrants or refugees and have the right to
permanent residence, since they have access to the same integration programmes as other groups of
foreign nationals. In addition, the German NRIS highlights the fact that no statements can be made
about the educational, housing or health status of German Sinti and Roma or foreign Roma, since
the relevant data are not collected in official statistics on the basis of ethnic origin. Portugal also
alludes to the scarcity of information on Roma communities; it intends to conduct a broad study, in
order to collect relevant information for defining and implementing suitable policies for Roma inclu-
sion. These strategies highlight a major challenge — lack of suitable data — to designing and monitoring
Roma integration policies that is not exclusive to these four countries.

The NRISs from the remaining countries that we could analyse are still extremely varied in terms
of the quantity and quality of the indicators they use. Altogether we identified 272 indicators in the
16 NRISs. Looking at the most essential aspect, the number of statistical indicators ranges from four
in Ireland and six in Finland, to over 30 apiece in Spain, Slovakia and Hungary; this clearly reveals
how different approaches were applied by the Member States in elaborating their Roma strategies.
Not surprisingly, countries with a larger Roma population use more indicators (Spain, Slovakia and
Hungary: at least 30; Romania, Bulgaria and Italy: at least 20), but there are notable exceptions. On
the one hand, the Netherlands should be highlighted because of the high number of indicators that
its NRIS used (24), despite the low number and share of its Roma population (compared to Eastern
and Southern European countries). At the other end of the scale we find the Czech Republic and
Greece utilising fewer indicators (11 and 9, respectively) when detailing their Roma inclusion strate-
gies, despite the rather significant Roma population in these countries (Figure 3 and Annex).

Although the number of indicators used in an NRIS could be seen as a proxy that suggests the level
of elaboration and the attention paid to the issue of Roma inclusion in a particular country, these
pure numbers conceal a lot of qualitative differences among countries. Most of the countries
published exact numeric figures as indicators, but in a number of cases only rough figures (in pet-
centages) or proportions were presented. The most extreme in this regard is Sweden, which mentions
only rough proportions, instead of exact numeric figures, in connection with all the indicators that
appear in the Swedish NRIS.
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Figure 3. Number of indicators used in National Roma Inclusion Strategies (2011) in 16 EU Member States
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One of the issues we studied concerning the quality of indicators used in NRISs was whether proper
references to data sources were provided. Slightly more than half of the indicators (57%) in the
16 NRISs had a more or less proper reference;?! for the remaining 43%, only very unclear or no data
sources were mentioned. In this regard the Czech and Greek NRISs performed best: these two coun-
tries included references for all the indicators they used; however, the total number of indicators was
low in those countries. The Slovak, Bulgarian, Finnish, Swedish and Spanish NRISs published at least
80% of their indicators with a proper reference to its data source. Poland should be highlighted, as it
has no proper sources indicated for any of the indicators mentioned in the Polish NRIS; but certain
other countries (such as the UK, Ireland, Slovenia and Hungary) are in a similar position, having
published their indicators with at most 25% having a proper reference or source.

The number of indicators by domain also vaties significantly (Figure 4). Most indicators cover the
field of education: every fourth indicator (N=69) focuses on this domain. It is followed by housing
(N=53), health (N=406) and employment (N=41) — i.e. approximately every fifth or sixth indicator
covers one of these fields. Other indicators, representing domains like demography, poverty or dis-
crimination, are less frequently referred to.

21 Here we applied a less strict method in deciding which references are ‘proper’: not only those with complete publishing information
(name of the dataset/survey or the title of the report/book, etc.; name of the author(s), if any; date; publisher; link, etc.), but also
those with enough information given to find them.
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Figure 4. Number of indicators by domains used in National Roma Inclusion Strategies (2011) in 16 EU
Member States
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In sum, these documents use indicators in an unsystematic fashion: the data sources and the reliability
(and actual content) of the indicators are not always explicit and transparent, and they are not com-
parable across countries at all. We might also look at whether they refer to the source of the data;
whether they use the data in a critical way (validity); and whether the indicators are suitable for
designing inclusion policies at all. In the domain of employment, many of the forms of work per-
formed by the Roma (informal, irregular, unreported, in kind, etc.) are not captured by classic
employment indicators; these need to be broadened out in order to measure Roma inclusion.

On the basis of the lessons learned from the indicators used in these policy documents, we can say
that better and more transparent (and valid) data are needed. More precisely, the indicators should
be constructed in a way that reflects the actual issues and challenges that policies should respond to.
Also, we may conclude that although there are huge discrepancies and considerable doubts about the
validity of data sources for indicators, this should not justify the lack of effort invested in constructing
better — i.e. more reflective, more valid and more comparable — indicators.

4.3.2 An example of Roma-focused indicators: The Roma Inclusion Index of the
Decade of Roma Inclusion Secretariat Foundation

The Decade of Roma Inclusion Secretariat Foundation drew up a set of indicators to measure the

progress of Roma inclusion according to the priorities of the Roma Decade (Decade of Roma Inclu-

sion Secretariat Foundation 2015). The aim of this project is similar to ours; but there are some

notable differences, too.

The similarity is that both the Roma Inclusion Index and our project aim to identify relevant indi-
cators regarding Roma inclusion that are comparable across countries. One major difference between
the two indicator initiatives is that, aside from drawing up indicators, the Roma Decade intends to
gather data and present the values of the indicators, by country, from existing datasets, which is not
the aim of our current work. Another difference is that while the Roma Decade project is built solely
on existing data, we propose additional data sources that are not yet appropriate for indicator building
in the field of Roma inclusion. By extending these large-scale data collections (such as EU-SILC or
LFS) using variables on the ethnicity of the respondent, it should be possible to end up with more
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reliable data sources that can serve as a basis for elaborating Roma indicators. Finally, the coverage
of the topics also represents a difference between the two similar initiatives, as the Roma Inclusion
Index follows the progress of the Roma along the areas highlighted in the Roma Decade (employ-
ment, education, health and housing, with the cross-cutting areas of non-discrimination, gender
equality and poverty reduction), whereas our project covers these topics, but also other important
domains, such as demography, inclusive environment and empowerment, with the cross-cutting areas
of gender, age and settlement type.

Since the aims and the coverage of the domains of the two indicator projects overlap, a number of
the proposed indicators are the same. Clearly, both projects also aim to take account of those social
indicators that are currently widely used in the EU.

As already mentioned, there are some inherent challenges related to statistical data collection on
the Roma population all over Europe. The main barrier to statistically appropriate Roma surveys is
the lack of proper baseline statistics adequate to construct representative samples for each member
state; thus Roma surveys in general cannot meet all the requirements of representativeness. One of
the main reasons for the lack of such baseline statistics is the protection of sensitive data, including
data on ethnicity in EU countries in general. Furthermore, the lack of consensus among scholars,
politicians and lawyers on the central question of “‘Who are the Romar’ also hampers the elaboration
of proper Roma surveys. In general, potential data sources of proper indicators, based on statistical
data in the field of Roma inclusion, should meet the followings requirements:

- they should be based on representative sampling;

- they should be comparable across countries;

- they should be comparable with non-Roma/total population;
- the sample size should be sufficient for the Roma subsample;
- they should be available in all/most Member States.

Ideal data sources ate national censuses, cross-country Roma surveys like the FRA/UNDP surveys
(but only if it is possible to create from these Roma surveys general, widely used indicators that are
designed for the overall population) and large-scale comparable EU surveys such as LES or EU-SILC
(if a variable on (multiple) ethnicity or Roma identity is available). The main reason why the Roma
should be included in such large-scale EU surveys is that they are the only minority group that can
be found in almost all EU Member States, and most of them — in whatever country — live in poor
and vulnerable conditions; therefore involving them in these surveys would be meaningful.

Moreover, ideal datasets provide both individual and household data: some of the relevant domains
require household-level information, and in some cases, such as income or work intensity, individual
information on all household members (or just those of active age) is also required.

In what follows, the proposed Roma inclusion indicators will be presented by domain. In this paper,
we consider only those indicators that can be produced from population surveys and the census. We
have excluded data sources collected by state authorities (ministries, government bodies), because
these vary greatly across countries in terms of their structure, their quality and their content. These
data, although they could be very useful sources, follow the logic and principles of the given authority,
and can rarely be compared to other types of data. In addition, they are seldom (if at all) available for
purposes of research.

In the following sections, the cross-cutting categories for indicators in each domain are gender, age
and settlement type of the individual or the household. It should be noted that the set of indicators
below are only proposals and merely constitute an ideal for Roma indicators, taking the actual con-
ditions and available datasets into account as far as possible.
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4.3.3 A good practice to monitor the quality of life of the Roma: Ethnicity variables on
major HCSO run surveys in Hungary22

The ethnicity variable is part of Hungarian Census since 1941, although its wording has been subject

to change time to time. For the last Census (2011) and Microcensus (2016), a double question on

ethnicity was asked, allowing therefore for an expression of a double identity. Answers to questions

on cthnicity are not compulsory.

After a one-year pilot on LFS (2013) and EHSIS (2012), HCSO included these double identity
questions on all other major Eurostat coordinated, non-mandatory surveys (e.g. EU-SILC, AES).

This initiative makes it possible to cover the most important indicators of poverty, living conditions
and quality of life for the Roma under the same methodological background and on the same data
source as for the overall population.

We see this initiative as far the best method to monitor the situation of the Roma across the EU in
the field of poverty, social exclusion and quality of life.

A paper on diversity data collection practices in OECD countries (Balestra and Fleischer 2018)
includes the information on ethnic identity variables in vatious surveys.?® Table A.3 of this paper
reveals that in some of the Central and Eastern European countries (besides Hungary, in Poland,
Slovakia and Bulgaria) the ethnic identity variable(s) is part of the census, or even of the EU-LFES (in
Slovakia). In other countries, not part of the OECD at the time of the survey, like Romania, the
practise also exist. Therefore, there is an existing ground for providing indicators in a similar way like
the existing practice in Hungary. In the followings, we are making a recommendation on a set of
indicators to be included in IPOLIS when the underlying data infrastructure will allow for such an
extension. When providing this proposal, we not only rely on the existing data collections, but also
take into consideration the opportunity to improve this data infrastructure, most notably by including
ethnic identifiers on relevant Eurostat coordinated surveys. In these terms, these proposal is a mix of
recommendations that are strictly data driven and those that lead us to the achievement of a quasi-
ideal monitoring situation.

4.3.4 Proposed indicators for IPOLIS
4.3.4.1 Material living conditions

Poverty and social exclusion

The poor conditions in all the social factors presented above directly or indirectly lead to inadequate
income, poverty and social deprivation, and Roma people in general are more affected than the
majority population in all those countries where Roma live. In the area of income and poverty, all the
proposed indicators could rely on EU-SILC if it included a vatiable on ethnicity, even if the sample
size were too small to isolate the Roma in some questions. FRA EU-MIDIS 2 could be an alternative
to some extent, but only if the indicators were calculated in line with EU-SILC definitions, so that
the situation of the Roma and the majority population could be propetly compared.

Indicators proposed:

POVI: At-tisk-of-poverty rate (threshold: 60% of equivalised household median income)
POV2Z: Severe social deprivation rate

POV3: Lack of proper food due to the lack of resources

POV4: Lack of proper heating due to the lack of resources

POV5: At-risk-of-poverty or social exclusion rate (EU2020 target - AROPE)

22 This short section is based on the presentation of Natalie Jamalia (HCSO) entitled ‘Ethnicity variable in the social surveys of the
Hungarian Central Statistical Office’ at the INGRID-2 expert workshop on Methods and data infrastructure to measure the quality of
life of various vulnerable groups: extending IPOLIS, held in Budapest, on 25-27 April 2018.

23 We are grateful to Carlotta Balestra for frying our attention to this paper.
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Potential data source: EU-SILC (if it includes ethnic data); FRA EU-MIDIS 2.

Housing

Decent housing is a fundamental right. But poor households, including Roma, often dwell in sub-
standard housing, with poor neighbourhood or settlement infrastructure. The poor housing condi-
tions are very often embedded in an economically and ethnically segregated neighbourhood, in which
the various types of disadvantage enhance each other. It is hard to measure these disadvantages using
statistical tools, as they appear at different levels: the household and the neighbourhood/settlement
level. Some of the relevant data on Roma housing are generally available in censuses. In addition to
the census, EU-SILC could provide relevant data on housing conditions, but the recurring barrier
regarding EU-SILC is that there is no information on ethnic background; furthermore, the sample
size is too small to glean data on the Roma. Therefore, we need to rely on survey data; but again,
these data are not totally representative, since most of the surveys overrepresent Roma living in a
segregated environment.

HOU1: Settlement type at NUTS4 level

HOU?2: Type of housing

HOU3: Segregated vs integrated environment (self-estimated share of Roma households in
the neighbourhood/settlement)

HOU4: Overcrowding rate (room/person) — adequate personal space

HOUS5: Housing cost overburden rate

HOUG6: Households without basic facilities (water, electricity, type of heating, sewerage,
bathroom, kitchen, etc.)

HOUT7: Inadequate housing conditions (e.g. leaking roof)

Potential data source: Census, FRA EU-MIDIS 2; EU-SILC if it includes a vatiable on ethnicity.

43.4.2 Education

Education has a central role to play in the process of the inclusion of the Roma, and therefore special
emphasis should be placed on progress in education. Most of the indicators relevant in this field are
identical to the mainstream EU indicators and thus provide an opportunity for comparison between
Roma and non-Roma. Only a few indicators should be devoted to issues specific to Roma people,
such as school segregation and home schooling. Educational indicators should be divided by life-
cycle into adult and children sections, like the mainstream education indicators used in the EU.

Indicators for adults

School systems differ significantly, which makes comparison of educational levels very difficult.
Indicators on the number of school years completed and the educational level attained according to
the International Standard Classification of Education (ISCED) are the two options that may be
compared across countries. The first is much easier, but raises issues of comparison: would kinder-
garten or pre-school count (e.g. in some countries, the last year of kindergarten serves as pre-school)?
Does adult education or non-formal education (training) count? What about drop-outs returning to
school? ISCED, on the other hand, gives a picture of actual qualifications and raises fewer questions;
thus it seems to be a more practical indicator from the point of view of comparison across countries,
as well as between Roma and non-Roma. Though ISCED provides less-detailed information than
the number of years at school, ISCED levels also explain a lot about the educational career of the
Roma and about the gap between Roma and non-Roma.

Indicators proposed for adults:

EDU1: Educational levels by ISCED categories

EDU1.1: Share of those with no primary education (ISCED 0)

EDU1.2: Share of those with only primary education (ISCED 1)

EDU1.3: Share of those with lower secondary education (ISCED 2)
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EDU1.4: Share of those with vocational qualifications

EDU1.5: Share of those with upper secondary education (ISCED 3)

EDU1.6: Share of those with tertiaty education (ISCED 4) and above

Potential data source: EU-LFS (if it includes a question on ethnicity); census where ethnic data is
collected; in other countries: large-scale surveys.

EDUZ2: Share ofilliterates

Potential data source: census where ethnic data is collected; in other countries: large-scale surveys
or FRA EU-MIDIS 2 survey.

Indicators for children

Many of the data on the education of minors are produced by state authorities. However, they usually
do not include information about the ethnic background of the child. Thus, the suggested indicators
below may be produced on the basis of population surveys. This, however, raises another barrier: for
methodological reasons, comparison across countries is difficult. The census does not include data
specifically on education. Therefore, we need to rely on survey data, which are not totally representa-
tive; but we at least know what kinds of biases are inherent in them (e.g. overrepresentation of socially
marginalised families).

Indicators proposed for children and young persons:

EDU3: Share of participation in early childhood education, kindetgarten

EDUH4: Average age of entering institution (eatly childhood education, kindergarten)
EDUS5: Average age of starting primaty school (ISCED 1)

EDUG6: Share of ‘home-schooled’ children

EDUTY: Share of children in segregated school setting

EDUS: Share of children in special classes/schools (designed otiginally for disabled chil-
dren with special needs)

EDUY: Share of those aged 15 and above continuing in upper secondaty education

EDU10: Share of eatly school leavers; as defined by Eurostat

EDU11: Drop-out rate (share of children who dropped out of school before they reached the
official school leaving age, as defined by the given countty)

EDU12: Share of those aged 18-24 who are not in education, employment or training
(NEET)

Potential data source: FRA EU-MIDIS 2.

4.3.43 Employment

Generally speaking, the workforce in Europe is shrinking, mainly as a result of demographic changes.
In addition, the EU has around 80 million people with low or basic skills, indicating that they earn
lower returns than better-educated people. This group includes the majority of Roma in almost all
the countries where they live. Sources of reliable data in the field of employment are also limited.
Censuses in most EU Member States do not include such information; the EU-LFS and EU-SILC
do, but there is no information on ethnic background to be derived from the EU-LFS. Therefore,
we need to rely on survey data, which, though not totally representative, do highlight basic patterns
and problems. However, this also highlights the urgent need to include ethnicity in the EU-LFS and
EU-SILC, in otder to acquire better data on the situation of minorities.

Indicators proposed:

EMPI: Employment rate (aged 16 to 64)

EMP2: Unemployment rate (aged 16 to 64 who are economically active)

EMP2: Formal employment rate: share of those aged 16 to 64 who are economically active
and have a formal work contract

EMP3: Share of those aged 16 to 64 who perform any in-kind work (housework, helping
fiends, etc.)

EMP4: Share of those individuals aged 16 to 64 receiving unemployment benefits
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EMPS5: Share of those individuals aged 16 to 64 who participate in any active labour market
policy (ALMP) initiative (public works or activation schemes)

EMPG6: Share of the self-employed in the active population aged 16 to 64

EMP7: Work intensity

Potential data source: FRA EU-MIDIS 2; EU-LFS, EU-SILC if they include a variable on ethnicity.

4.3.4.4 Headlth

Research clearly shows that life expectancy and the health condition of the Roma population are far
worse than the majority society in most countries where Roma live. Poor health might be both the
cause and a consequence of the Roma population’s poor social status — covering unhealthy nutrition
and housing conditions, less ability to access healthcare provisions and the necessary medicines, and
also the damage caused by smoking and alcohol consumption. The EU’s health-specific data source
— the European Health Interview Survey (EHIS) — would be a good source of information if it
included data on ethnicity. The same applies to the EU-SILC, which includes some questions that
are also relevant to Roma health. FRA EU-MIDIS 2 is a third possibility: in this case, the Roma focus
is evidently available, but the sampling and the set of health-related questions are more problematic.
Indicators proposed:

HEAI: Share of population aged 16+ with chronic disease or disability (EU-SILC)

HEA2: Smoking and alcohol consumption

HEAS3: Access to healthcare

HEA4: Ability to access/buy medicine

HEA5: Unmet needs (EU-SILC)

Potential data source: FRA EU-MIDIS 2; EHIS and EU-SILC if they include a variable on
ethnicity.

4.3.4.5 Inclusive/discriminatory environment

The poor social situation of the Roma population derives from both structural factors and discrimi-
nation. Indicators related to a wide range of structural factors have been discussed above. In most
cases, it is proposed that these indicators should be based on databases (e.g. censuses, EU-SILC, LFS
— all of these only if an ethnicity variable is also available; FRA EU-MIDIS 2) that allow a controlled
comparison between Roma and non-Roma. As well as this indirect measurement of discrimination,
direct indicators can also be applied (e.g. based on the experience of discrimination reported by the
respondents). However, discrimination can also be measured in a less direct way, as it appears in
various forms in everyday life; thus ‘inclusive or discriminatory environment’ is a more appropriate
approach to measuring the interpersonal relations of social inclusion than the term ‘discrimination’
itself. For example, indicators on interethnic support networks or access to basic services are also
essential to reveal hidden patterns of discrimination and to provide a wider aspect of inclu-
sive/exclusive social environment.

Indicators proposed:

INCI: Experience of discrimination in the past 12 months

INC2: Interethnic support network: number of Roma and non-Roma friends

INC3: Attitudes towards Roma of the majority in the local community

INCS5: Access to institutionalised provisions/services

INCS5.1: Access to support (benefit) for the unemployed

INCS5.2: Participation in active labour market policy programmes

INCS5.3: Support with learning difficulties for children/extracurricular activities in
education

INC5.4: Support for mothers with young children

INCS5.5: Access to legal aid

Potential data source: FRA EU-MIDIS 2; ESS.
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43.4.6 Empowerment

Empowerment of vulnerable social groups and ethnic minorities, such as the Roma, usually receives
less emphasis in policy discourse, especially in discourse on how to measure the quality of life of these
groups by using social indicators. Political participation is still one of the most widely used indicators
in this domain; but a distinction should be drawn between active and passive forms of participation,
and such an approach is less widespread in Roma surveys. Empowerment is closely linked to the
issue of identity, with an emphasis on both positive and negative feelings related to identity.
Knowledge or use of the Roma language would seem to be a fitting indicator to measure identity
directly; but measuring identity solely on the basis of knowledge of the Roma language would be
misleading, as in some Member States the proportion of Roma-language speakers is small, even
though these people might have a strong Roma identity. There are some other possible indicators
that in theory seem appropriate, but in practice present difficulties with measurement (such as the
indicator on civil activity in minority issues). In some Member States with a significant Roma popu-
lation, civil activity within the population as a whole is still very low, and this leads to inadequate
sample size on such questions. Data sources on empowerment are scarce in general, and thus
improvement in data collection is highly recommended. Nevertheless, some comparable datasets
(such as FRA EU-MIDIS 2 and ESS) do provide some information on these questions. As supple-
mentary data sources, information from equal-opportunity authorities and election office data on
minority representatives and voting in minority elections (in countries where that is applicable) would
make a great contribution. However, what is at issue is a cross-country comparison, and therefore
our proposals do not build on such data sources.

Indicators proposed:

EMWI: Political participation (active and passive)

EMWZ2: Positive-negative identity

EMW3: Knowledge/use of Roma language

EMW4: Existence/lack of media channels for ethnic minorities/the Roma

EMWS5: The share of Roma employees in the mainstream media

Potential data source: FRA EU-MIDIS 2; ESS (R8).

4.3.4.7 Context variables: Demography

Indicators proposed:

DEM1: Number and shate of Roma population

There are a number of problems related to this essential indicator. One important limitation relates
to the issue of how ‘Roma’ category is conceptualised and who is regarded as Roma. Do the data
reflect self-identified Roma, or do they also include those people regarded by the direct environment
as Roma? Ethnically, the first approach is more acceptable; but if we are concerned with policies that
target discrimination and racism, then the actual target of such policies should be those that are
regarded as Roma by the out-group. These two distinct approaches to conceptualising the category
of ‘Roma’ may lead to highly divergent indicators with reference to the number/share of the Roma
population.

A further dilemma — also described above — relates to the multiple identities of Roma in many
countries. Data should reflect the historical fact that many of Europe’s Roma identify as much with
the mainstream society’s national identity as with their Roma ethnic background. Applying multiple
identity questions in surveys or censuses is a proper method to resolve this issue.

A third dilemma regarding the conceptualisation of the category of ‘Roma’ relates to the fact that
identity is rooted in various intersecting factors, such as language, tradition, cultural identity and race.
Which of these constituents (or their intersection) serves as the basis of defining ‘who is Roma’, and
consequently how many Roma live in a country?

Based on these dilemmas, several scholars question whether the ‘Roma’ population in Europe can
actually be counted.
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Other demographic data may be derived from censuses, because even though they significantly
underestimate the Roma population, still the distribution by age, gender and other demographic traits
reflects the reality quite well.

Potential data source: census where ethnic data are collected; in other countries: large-scale surveys.
DEM?2: Age structure

The importance of this indicator lies in the fact that the age pyramid of the Roma and of the non-
Roma populations differs greatly in most countries. One issue for consideration concerning the age
structure is the categories for use. We propose to include a more detailed categorisation for children
than the 0—-6 and 7-16 (or 18) generally used. We argue for the need to split children into several age
groups (0-3; 4-6; 7-12; 13—18) because of the relatively high proportion of young children within
the Roma. Moreover, a more detailed categorisation is essential for policy-making purposes. A vital
sphere of policies relating to Roma inclusion has to do with children — more specifically, early child-
hood development and the empowerment of mothers with young children. Other policies aim at the
inclusion of socially disadvantaged children in early childhood education and the ‘shepherding’ of
children from Roma families into kindergarten and pre-school as eatly as possible. Primary and lower
secondary schools are also key areas for Roma inclusion policies, while a focal point of inclusion
policies relates to the reduction in eatly school leaving. Young people (16—24) should be treated
separately in terms of effects on policy design on youth unemployment and active labour market
policies that target early-career youth. These aspects need to be taken into account when age catego-
ries for indicators are defined.

Potential data source: census where ethnic data are collected; in other countries: large-scale surveys.
DEM3: Number and share of migrant (non-citizen) Roma

Roma migration from the new EU Member States to older Member States has become an issue in
the past decade, especially since the EU accession of Romania and Bulgaria. It is important to have
information on the extent and nature of such migration, but there is hardly any source for producing
reliable, valid and comparable indicators on migration.

Potential data source: There are two questions in the FRA Roma survey about migration expecta-
tions; LFS or EU-SILC, if they include (multiple) questions on ethnicity.

DEM 4 Number of children

DEMA4a: Fertility rate of adult women or

DEM4b: Number of childten per adult woman or

DEM4c: Number of childtren per household

This key demographic indicator may be deduced from census data. Generally speaking, we know
from statistics that Roma women have higher fertility rates than exist within the general population
of European countries. Still, there is very little information about the extent to which the fertility rate
among the Roma exceeds the trends of the population. Also, there is little knowledge about the causes
of high fertility rates: is it due to the general demographic rule about the level of poverty and the
number of children, meaning that poor families tend to have more children, or is it due to some
cultural characteristics? Also, the geographic distribution of fertility rates may be an important factor
for policy.

Potential data source: census where ethnic data are collected; in other countries: large-scale sur-
veys.

DEM5: Average life expectancy

This key demographic indicator may be deduced from census data. In general, the statistics show
significantly lower life expectancy in the Roma population than in mainstream society. In Hungary,
for example, the difference is approximately ten years. The reasons underlying this huge gap include
poverty, poor health and higher child mortality.

Potential data source: census where ethnic data are collected; in other countries: large-scale surveys.
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5. Institutionalised people

5.1 Policy contexts of monitoring quality of life for persons living in institutions

In this section, we review the main policy achievements in the area of the rights of persons living in
institutions. Since policies rarely address the institutionalised population as a whole, in what follows
we discuss three subgroups of this heterogeneous population: institutionalised children, disabled per-
sons living in institutions, and elderly institutionalised persons.

Children living in institutions:

1989: Article 9 of the Convention on the Rights of Child, adopted in 1989, states that children should
not be separated from their parents against the will of their parents, ‘except when competent author-
ities subject to judicial review determine, ... that such separation is necessary for the best interests of
the child’.

2005: The Committee on the Rights of the Child held a day of general discussion on 16 September
on ‘Children without parental care’.

2009: The Guidelines for the Alternative Care of Children was adopted by United Nations General
Assembly, which reaffirm the CRC and provide concrete guidance aimed to guarantee the protection
and well-being of children deprived of parental care or who are at risk of being so.

2018: A document ‘Ending institutionalisation and strengthening family and community based care
for children in Europe and beyond’ was published by UNICEF with the aim of influencing policy-
makers in the EU to strengthen their commitment to end institutionalisation of children, and support
the transition to family- and community based care in the next multi-annual financial framework
(2021-2027). The initiative covers not only children, but also people with disabilities and other vul-
nerable groups.

Disabled persons living in institutions

2006: Article 19 of the CRPD, adopted in 2000, requires States to recognise the equal right of all
persons with disabilities to live in the community, with choices equal to others, and to take effective
and appropriate measures to facilitate their full inclusion and participation in the community.
Although the CRPD is specific to persons with disabilities, article 19 is founded on rights that apply
to everyone. It emphasises the importance of developing good-quality alternatives to institutional
care (OHCHR 2012). Article 28 of the CRPD require States to recognise the right of persons with
disabilities to an adequate standard of living, including adequate food, clothing and housing.
Specific instruments have been adopted to protect the rights of persons with mental disability:

1991: United Nations Principles for the protection of persons with mental illness and the improve-
ment of mental health care

2004: Council of Europe Recommendation Rec (2004) 10 Concerning the Protection of the Human
Rights and Dignity of Persons With Mental Disorder

However, as the report entitled Forgotten Europeans — Forgotten Rights’ notes, both of these
instruments focussing on mental health care need substantial revision in the light of the rights set out
in the CRPD (OHCHR 2012).
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Older people living in institutions:
Thus far, no guidelines in relation to the care and treatment of older persons in formal care settings

have been developed (OHCHR 2012).
At the same time, it is to be noted that significant progress has been made in terms of producing

statistics on older populations living in institutions.

2016: The ‘Recommendations on Ageing-related Statistics’, published by a UNECE Task Force in
October 2016, proposed the measurement of institutional populations as an area for future work.
2017: The Conference of European Statisticians (CES) established a Task Force on Measuring Older
Populations in Institutions.

2019: Recommendations for Measuring Older Populations in Institutions was completed by the Task
Force on Measuring Older Populations in Institutions.

5.2 Defining the institutionalised population
There is no universally accepted definition of the institutionalised population. The joint ECE/Euro-
stat ‘Recommendations for the 2000 censuses of population and housing in the ECE region’ define
an institutional household as ‘a legal body for the purpose of long-term inhabitation and provision
of institutionalised care given to a group of persons’ (UNECE/Eurostat 1998: 42). The document
recommends the following classification of institutions: educational institutions; health care institu-
tions; institutions for retired or elderly persons; military institutions; religious institutions; and other
institutions. According to the ECE/Eurostat definition, the main ctiterion to classify an institutional
household is the purpose or target group it serves.
On the basis of the above list of institutions, the OECD glossaty of statistical terms?* classifies
institutions as follows:
- educational institutions — e.g. dormitories of educational institutions, orphanages, etc.;
- health care institutions — e.g. establishments for the disabled, psychiatric institutions, nursing
homes, etc.;
- institutions for retired or elderly persons: old people’s homes, etc.;
- military institutions: e.g. military installations or bases, etc.;
- religious institutions: e.g. monasteries, etc.;
- other institutions: e.g. correctional and penal institutions, shelters for the homeless, refugee camps
and hostels, etc.

In some cases real-life institutions can fall under more than one. In these cases the institution should
be classified according to its principal purpose or target group (Eurostat 1999).

However, it seems more viable to capture the characteristics that distinguish an institution from a
private household than to list all existing types of institutions (Schanze 2017). The UN’s ‘Principles
and Recommendations for Population and Housing Censuses’, for example, takes this approach
when defining institutes, as a group of collective living quarters, as follows: “This group covers any
set of premises in a permanent structure or structures designed to house (usually large) groups of
persons who are bound by either a common public objective or a common personal interest. Such
sets of living quarters usually have certain common facilities shared by the occupants (baths, lounges,
dormitories and so forth)” (UN 2008: 196).

The project ‘Synergies for Europe’s Research Infrastructures in the Social Sciences’ (SERISS), also
following this approach, recommends a top-down definition of the institutionalised population (see
Schanze 2017; Schanze and Levinson 2019). ‘In a first step, institutions are defined as centres of

24 https://stats.oecd.org/glossary/detail.asp2iD=1372
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aggregation for the institutionalised population. In a second step, all persons who live in an institu-
tion, or, more precisely, have their usual place of residence within an institution, are described and
classified as belonging to the institutionalised population.” (Schanze 2017: 6).

To start with the first level of the definition, proposed by the SERISS, institutions have certain
features in common that distinguish them from private households (see Figure 5 for an illustration).
Institutions are permanent structures owned and operated by a public agency or a private business.
In contrast to private households, they ‘are designed for habitation by large groups of individuals or
several households’ (European Commission 2009: 63; Schanze and Levinson 2019). They usually
have certain common facilities, which are shared by the residents (UN 2008; Schanze and Levinson
2019). Institutions employ staff for providing professional services to the residents and for running
and supervising the institutions (Schanze and Levinson 2019). The operators of institutions provide
their services to a well-defined target group with specific requirements.?> Contrary to private house-
holds, institutions serve a ‘common public objective’ (e.g. education, care, detention of criminals,
etc.) and/or a ‘common personal interest” (UN 2008: 196; Schanze 2017; Schanze and Levinson
2019).

As for the second level of the top-down definition of the institutionalised population, ‘all residents
living in the institutions permanently, or at least for a certain substantial period of time, belong to the
institutionalised population’ (Schanze and Levinson 2019: 9). This temporal qualification aims to
exclude those who will return to a private household within a short period of time (e.g. most inpa-
tients in hospitals, clients in hotels, etc.) (Schanze and Levinson 2019). Therefore, there is a need to
define a minimum period of time (e.g. 3 months, 6 months or a year) for surveys and censuses that
is considered ‘substantial’.

25 https://stats.oecd.org/glossary/detail.asp2iD=1372
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Figure 5. Definition of institutions and the institutionalised populations

o

INSTITUTIONS

. Permanent structure
" Owned by public agency or private business
= Size: Intended for the habitation of large groups or multiple households
= Largefacilities (e.g. bath rooms, toilets, dormitories, kitchen) for collective
utilisation
= Operated by public agency or private business
= Employing personnel for professional services [see below]
= Full-time (or part-time) supervision of the facility
= Addressed to a specific target group
= Macro level: Serving a “common public objective”

= Micro level: Serving the resident’s “common private interest”

/b INSTITUTIONALIZED POPULATIONS \

. Usual residence within an institution
. Group of residents is mostly unrelated (no familyties)

DEPENDENCYOF RESIDENTS - - - - - - - - - - - - - - - m o oo - AUTONOMY

SERVICES provided by institution €————————-3 HOUSEKEEPING by residents
Services
Medical and custodial services - - - === ----cnmmmemaamaon No medical or custodial services

Life management

Constrained movement - - - - -----------ommm oo Free movement
Prepared meals - - - - ----------mio i Preparing own meals
Provision with essentials for living - - == - === === -ccnmmemann Self-supply with essentials for living

Labor force participation
Impossible - - - - ---------- Unlikely - == ----ccuuunnn Possible - - - -=--------- Likely

Source Schanze and Levinson 2019

5.3 Some data on the institutionalised population

In most countries the census is the most comprehensive source of information regarding the institu-
tionalised population (Groom et al. 2009; Schanze 2017). At the European level, data on the institu-
tionalised population is available from the 2011 European census.

Eurostat disseminates two variables that identify the institutionalised population: housing arrange-
ments and household states. The variable housing arrangement provides information on the number
of residents in collective living quarters. The other variable indicates the number of persons living in
an institutionalised household.26 In two-thirds of the European countries, the number of residents in
the two categories is the same or very close in terms of absolute number and relative share of residents
(Schanze and Levinson 2019).

It is important to note, however, that cross-country comparability of data is hindered by the differ-
ences in the underlying method of census data collection (Schanze 2017). A group of countries took
the data entirely from their administrative registers, another group combined the registers with a very

26 https://ec.europa.eu/CensusHub?2
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large survey sample of the household population, and yet another group conducted a traditional cen-
sus (ibid). Even though the European Commission provided methodological recommendations for
the population and household censuses,?” differences in data collection and definitions of institutions
prevailed across countries (ibid).

According to the 2011 European census, approximately 1.33% of the European population was
not living in a private household (6.75 million people) (Eurostat 2015: 45; Schanze 2017; Schanze
and Levinson 2019: 13). In the EU-28, the census counted a population of 6.6 million living in col-
lective living quarters (Schanze 2017; Schanze and Levinson 2019). The share of collective house-
holds in the European countries ranges from 0.5 to 3.0%. Two-thirds of countries reported a share
higher than 1% (Schanze and Levinson 2019).

Eurostat does not collect and disseminate data on the institutionalised population by type of insti-
tutions.?® Based on aggregate data, however, we cannot get a full picture of the institutional popula-
tion due to its heterogeneity. At the same time, the age distribution of the population living in insti-
tutions allows us to make some assumptions. According to the 2011 European census, the proportion
of persons aged 65—84 years living in an institutional household was 1.7% (1.34 million). Among the
oldest old (aged 85 and over), the share was more than seven times as high, reaching 12.6% (1.35
million) (Hurostat 2015: 147). Assuming that the majority of the institutionalised eldetly population
lives in institutions for retired or eldetly persons or in health care institutions (Eurostat 2015), these
two types of institutions are those that accommodate the most institutionalised people (Schanze
2017).

Analyzing the share of institutionalised population by age groups, Schanze and Levinson identified
two distinct groups of countries within Europe (see Schanze and Levinson 2019). In the majority of
European countries, there is only one peak in the age distribution.?” The proportion of persons living
in institutions starts to increase in the age group 70-79 and reaches its peak in the oldest-old age
group. In another group of countries, there is another smaller peak in the distribution, indicating a
significant share of institutionalised persons in the young age groups (10-29 years).>* We can assume
that this age group typically reside in student dormitories, boarding schools or other educational
institutions. Owing to this, in these countries, the institutionalised population is likely to be more
heterogeneous than elsewhere (ibid). The remaining countries can be characterised either by a low
share of institutionalised persons (with no differences across age groups),3' or by having the highest
share of institutionalised residents in the younger age groups3? (ibid).

The gender distribution of the institutionalised population is similar across EU member states
(Schanze and Levinson 2019). In the older age groups, a larger share of women than men reside in
institutions. This pattern can be observed in all countries for the oldest-old age group and for almost
all countries for the age group 70-79. A reverse pattern, though less distinct, is found for the younger
age groups: a higher proportion of males than females is institutionalised in most countries. Taken
together, we can assume that institutionalised men are more spread across the different types of
institutions (ibid).

Little information is available on children living in institutions. In spite of the large body of litera-
ture documenting the adverse effects of institutionalisation on children’ developmental outcomes
and well-being, there have been only few attempts to quantify the number of institutionalised chil-
dren. Eurochild has estimated the number of children in residential catre settings (including ‘special
schools’, infant homes, homes for mentally or physically disabled, homes for children with

27 https://eur-lex.europa.eu/LexUriServ/LexUriServ.doguri=0J:L:2008:218:0014:0020:EN:PDF

28 https://ec.europa.eu/CensusHub?2

29 Austria, Belgium, Croatia, Cyprus, Finland, Germany, Iceland, Ireland, Italy, Luxembourg, Malta, Norway, Portugal, Slovakia, and Spain
fall within this group.

30 The Czech Republic, Denmark, Estonia, France, Hungary, Netherlands, Slovenia, Sweden, and the United Kingdom fall within this
group.

31 These are: Latvia and Poland.

32 These are: Greece and Romania.
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behavioural problems, institutions for young offenders, after-care homes) across the EU at 150,00033
(EC DG EMPL 2009: 10; OHCHR 2012: 6). According to TransMonEE database of UNICEF
Innocenti Research Centre, more than 120,000 children lived in institutions in 11 Central and East
European (CEE) members of the EU in 2014.34 A recent study has provided estimates on the number
of children in residential care for the UNICEF regions (Petrowski et al. 2017). Approximately
629,000-664,000 children are estimated to be living in residential care in CEE/CIS countties
(21 countries), and 367,000-384,000 in the group of 39 industrialised countries. Data suggest that the
region with the highest rate of children in residential care is CEE/CIS at 666 children per 100,000
(ibid: 394).

As for persons with disabilities, it is estimated that nearly 1.2 million children and adults with
disabilities are living in long-stay residential institutions across the EU member states and Turkey
(Mansell et al. 2007; quoted in EC DG EMPL 2009: 10; OHCHR 2012: 6).

5.4 Surveying the institutionalised population and the EU-level data infrastructure

5.4.1 Surveying the institutionalised population

Surveys often exclude the institutionalised populations. Survey managers justify this decision by prac-
tical concern and the assumed higher costs of data collection (Pickering et al. 2008; Schanze 2017;
Schanze and Zins 2019). In line with a classification of hard-to-survey populations (Tourangeau
2014), institutionalised people can be considered as hard-to sample, hard-to-reach and sometimes
hard-to-interview, too (Schepers et al. 2015; Schanze 2017).

The institutionalised population is hard-to-sample because it is a rare population in Europe (Kalton
2009; Tourangeau 2014; Schanze 2017). To include the institutionalised population in the survey,
researcher or interviewers need to interact with gatekeepers (i.e. hard-to-reach). Gatekeepers in insti-
tutions or relatives of institutionalised residents raises an additional barrier for researchers and inter-
viewers (see Schanze and Levinson 2019). Further, depending on the type of institutions, survey
interviews might be more demanding due potential functional and cognitive impairments of respond-
ents, and questions that do not really apply to the living situation of institutionalised residents
(Schanze and Levinson 2019).

In Europe, most large social surveys exclude the institutionalised population (see for more details
below). However, the omission of those living in collective households poses important questions.
Bias in survey results can be caused by two factors: the size of the institutionalised population, and
the distinctiveness of this population with regard to any variable of interest (Groves et al. 2009;
Schanze and Zins 2019). First, the size of the institutionalised population is not negligible, and is very
likely to increase due to the growing number and percentage of older people across Europe. Second,
a meta-analysis of surveys in the institutionalised population indicates that persons in this group differ
in the distribution by age, gender, medical condition, economic activity, housing, social networks, etc.
(Groom et al. 2009; Schanze 2017). Thus, we can assume that the inclusion of people living in insti-
tutions in general population surveys will change estimates of indicators related to the areas of health
and health care, welfare, etc. (Eurostat 2011; Schanze 2017).

In a recent article, Schanze and Zins (2019) investigated whether the exclusion (or insufficient
inclusion) of the older people living in institutions lead to biased estimates in health related variables.

33 Based on a compilation of national surveys on the situation across the European Union by EUROCHILD, referred to in the 2009 Report
of the Ad Hoc Expert Group on the Transition from Institutional to Community-based Care, European Commission, Directorate-General
for Employment, Social Affairs and Equal Opportunities.

34 hitp://transmonee.org/database
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Using data from five waves of SHARE, the only cross-national social survey that includes institu-

tionalised persons to a significant extent, they analysed two variables: the limitations of daily living

(ADL) and self-rated health. Findings show that a variable measuring ADL is heavily biased if persons

living in institutions are omitted from the sample. The variable indicating self-related health is also

biased, but to a lesser extent. That is, the results show for two health-related variables that surveys of
an ageing population indeed risk to get biased estimates if the institutionalised population is omitted

(Schanze and Zins 2019).

The SERISS project examines the feasibility to include the institutionalised population in cross-
national population surveys in the EU (Schanze 2017). Within the framework of the project, a Survey
Inventory has been compiled that covers around 300 surveys conducted in Europe, the U.S., Canada,
Australia, Israel, and Russia. The SERISS Survey Inventory, which is not a random sample of surveys
or a census of surveys, contains 153 surveys including persons living in institutions. The vast majority
of surveys covering institutionalised residents was conducted at national (or regional) level, only few
cross-national survey programmes were found. Out of the survey programmes 107 cover both
institutions and private households, while the remaining 46 contains institutionalised residents only.
Almost half of the surveys covering institutionalised persons interviewed residents of retitement and
nursing homes. Fewer surveys were conducted in prisons, and refugee accommodations. Out of the
survey programmes 26 aimed to cover the entire institutionalised population without a further
differentiation of the target population in institution (Schanze and Levinson 2019).

In the next phase of the SERISS project, an expert survey was conducted among 44 survey
researchers working on a survey programme that included institutionalised persons in different coun-
tries. Based on an analysis of the practices used in these survey programmes, the SERISS research
team made the following conclusions regarding the questions of whether it is necessary and feasible
to cover the institutionalised populations in general social surveys (see Schanze and Levinson 2019).
- The institutionalised population is very heterogeneous. Most groups, like prisoners, refugees, stu-

dents, are relatively small, and the exclusion of them is not expected to change survey estimates in

general social surveys. Therefore, it is not necessary to cover the entire institutionalised population
in general social surveys in Europe.

- In Europe, residents of retirement and nursing homes are the largest group within the institu-
tionalised population. Moreover, this part of the institutionalised population is unequally
distributed across age groups, with a larger share of institutionalised residents within the oldest-old
age group. Thus, researchers of the SERISS project recommend the inclusion of the elderly insti-
tutionalised population in general social surveys to avoid bias of survey estimates. This holds even
truer for surveys of the elderly population, since they are more likely to produce biased estimates
without the inclusion of institutionalised persons.

- Findings from the SERISS expert survey conducted among researchers confirm that the institu-
tionalised population is not impossible-to-survey. However, a majority of survey experts claim that
they are hard-to-reach due most probably to gatekeepers in institutions. Also, more than half of
the survey experts think that institutionalised persons are hard-to-interview. The SERISS team
notes, however, that the framing of the institutionalised population as a ‘hard-to-survey’ population
might contribute to the survey researchers’ reluctance to including them in survey programmes
(Schanze and Levinson 2019).

5.4.2 EU level data infrastructure

As mentioned above, the SERISS Survey Inventory contains only few cross-national surveys that
cover the institutionalised population, or at least part of it. The researchers identified the following
large surveys that fall within this group: the WHO World Health Survey (WHS) and three European
surveys: EHIS, LES, SHARE and the International Social Survey Programme (ISSP) (Schanze 2017).
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For all these surveys, the target population generally consists of people living in private households.

However,

the WHS was also conducted among those persons who were in institutions (such as a hospital,
hospice, nursing home, home for the aged, etc.) due to a health condition at the time of the inter-
view. However, people living in group quarters, on military reservations, or in other non-household
living arrangements were excluded from the surveyed population (WHO 2002).

EHIS allows the national authorities to expand the surveyed population to persons living in collec-
tive households and in institutions (the Manual differentiates between collective households and
institutions) (Eurostat 2013). Participating countries thus follow different strategies regarding the
inclusion of people residing in institutions. In order to ensure the comparability and harmonisation
among countries, a Task Force was set up to reflect on how institutionalised people could be
included in EHIS. The 2011 Report of the Task Force on institutionalised people states that at least
those people living in elderly homes or nursing homes should be covered by EHIS (Eurostat 2011).
LES follows the same approach as the EHIS, and allows countries to interview persons living in
institutions. A little more than half of the countries excluded the institutionalised population. In
eight countries (Denmark, Estonia, Germany, Finland, Iceland, Norway, Sweden and the United
Kingdom) institutional household remained in the sample. In another group of countries (Bulgaria,
Spain, France, Macedonia, Portugal, Romani, and Slovakia), proxy information was collected on
the household members who were living in institutions. As a result, the target population of the
survey varies from country to country (Eurostat 2013a; Schanze 2017). Similarly to EHIS, LES does
not make any distinction within the institutionalised population in the survey guidelines. As a con-
sequence, participating countries can decide for themselves which parts of the institutionalised
population to include (Schanze 2017).

Out of the European surveys, SHARE is the only one that covers people who are residents in in
nursing homes and other institutions for elderly. However, this population group may not be well
represented in all countries due to the lack of suitable sampling frames. Other groups of institu-
tionalised people, e.g. persons living in prisons and hospitals during the entire fieldwork period are
excluded from the target population (Malter and Bérschz-Supan 2015).

The ISSP allows countries to cover the institutionalised population, but it does not cover specific
institutionalised groups (Schanze 2017).

The SERISS project recommend that cross-national survey programmes pay special attention to the

institutionalised populations. In several cross-national survey programmes, such as the ISSP, LEFS,

and SHARE, a number of countries cover institutionalised residents, whereas other country teams

exclude them from their target population (Schanze 2017).

5.5 Recommendations
The Recommendations for Measuring Older Populations in Institutions, prepared by the Task Force

on Measuring Older Populations in Institutions in 2019, provide a list of recommendations for fur-
ther work. From the perspective of IPOLIS, we highlight the followings:

Definitions and classifications of institutions should be based on the ways in which institutions are
organised and the services they provide, and not only on the names of the institutions or the length
of stay.

The bias introduced into statistics by omitting older populations in institutions is real and
important. Countries should systematically take into consideration the general rule of thumb - that
bias is greater when the excluded population is larger and/or when it is more distinctive - when
deciding whether the amount of bias ‘matters’ in any given instance.
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6. Annexes

6.1 Annex 1 Robustness check - case numbers

Table Ala. Robustness check - case numbers, EU-SILC 2005-2007
2005 2006 2007
LOC EU OTHER LOC EU OTHER LOC EU OTHER

BE 10 545 823 1063 11 907 1015 1340 12914 1110 1258
BG 12 029 12 67
CZ 9 849 327 137 17 054 540 212 22110 685 236
DK 14 355 280 647 13758 251 632 13910 301 642
DE 28 388 - 2768 28 732 - 2 864 28 500 - 3015
EE 9 885 - 1836 13 261 - 2365 12 240 - 2096
IE 13 675 1396 445 12715 1381 498 11914 1264 481
EL 13 675 248 888 13 939 219 928 13 497 220 996
ES 34 249 483 1832 31559 411 1906 31575 480 2304
FR 20 556 970 2510 21326 935 2635 22 296 972 2599
HR

IT 52685 835 2465 51023 845 2 547 49 216 812 2574
CY 9931 628 946 9536 646 882 9110 652 853
LV 7 820 - 1670 8 889 - 1889 9 249 - 1728
LT 11111 69 819 11 226 56 792 11 824 63 832
LU 4923 3816 916 4595 4512 1125 4263 4939 1211
HU 17 299 114 386 19 285 129 449 21 849 70 353
MT

NL 22 042 455 1229 21 434 404 1088 24 234 443 1126
AT 11 276 555 1184 12 667 664 1536 14 071 810 1747
PL 46 470 246 364 43 009 211 304 40 361 190 318
PT 12392 162 206 11 624 144 199 11 237 148 204
RO 19 686 7 17
SI 24717 - 2863 28 015 - 3072 25 624 - 2812
SK 14 980 320 71 14 602 277 58 14 325 277 45
FI 28 020 422 563 26 991 426 550 26 368 465 560
SE 13 054 829 1399 14 493 852 1637 15229 879 1890
UK 22148 297 2995 20 611 250 2 457 19 547 234 2107
IS 8323 278 230 8028 311 231 8 009 355 279
NO 14 071 549 924 13 042 533 826 13 536 536 843
SW

Note. LOC — respondent born in the respective country; EU - respondent born in a third country, which was
member of the EU at the time of the survey; OTH - respondent born in a third country, other then the

previously mentioned ones.
Source own calculations from EU-SILC
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Table Alb.

Robustness check - case numbers, EU-SILC 2008-2010

2005 2006 2007
LOC EU OTHER LOC EU OTHER LOC EU OTHER

BE 12 654 1185 1080 12 048 1185 1410 11 851 1176 1406
BG 11 961 15 75 14 844 24 71 16 162 32 73
(074 25 852 842 213 22370 745 174 20 537 656 177
DK 13 764 352 694 13 895 387 710 13 656 373 706
DE 26 019 - 2741 25528 - 2 686 25130 - 2677
EE 11 158 - 1844 11 667 - 1843 11 665 - 1778
IE 10 969 1142 414 10 545 1398 682 9425 1434 705
EL 15177 357 1240 16 100 369 1433 15702 382 1420
ES 32 454 811 2482 32878 929 2566 32852 955 2 689
FR 22167 922 2392 22 361 900 2320 23 243 986 2262
HR

IT 48 585 1139 2607 47 212 1272 2534 44 325 851 1785
CY 8 568 726 715 7902 701 668 9 257 857 967
LV 10 897 - 1971 12153 - 2175 12930 - 2295
LT 11 221 88 797 11 905 70 825 12 239 81 860
LU 3788 5029 1319 4977 5035 1386 6376 5452 1589
HU 21924 330 89 24 651 281 86 24 445 227 58
MT 9108 - 471 9659 - 543 9786 - 587
NL 23759 483 1078 22143 439 1020 22 946 481 1147
AT 11279 771 1525 11 291 841 1454 11723 923 1422
PL 38 642 187 277 35811 144 253 34 946 107 218
PT 10 955 133 572 12126 156 632 12 395 178 661
RO 18 979 8 8 18 559 9 5 18 203 14 11
SI 25938 - 2 859 26 193 - 3202 26 118 - 3336
SK 16 163 218 20 15839 252 31 16 026 229 35
FI 25439 410 581 24123 395 621 25838 445 701
SE 15 869 906 1930 15568 942 1834 15117 864 1779
UK 18 647 679 1446 16 907 705 1561 16 276 650 1565
IS 7954 367 317 7 864 345 324 8 150 323 355
NO 12533 554 751 12170 548 811 11 817 542 760
SW 11 765 2036 1679 12 880 2398 1903

Note. LOC — respondent born in the respective country; EU - respondent born in a third country, which was
member of the EU at the time of the survey; OTH - respondent born in a third country, other then the

previously mentioned ones.
Source own calculations from EU-SILC
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Table Alc.

Robustness check - case numbers, EU-SILC 2011-2013

2005 2006 2007
LOC EU OTHER LOC EU OTHER LOC EU OTHER
BE 11 362 1160 1539 10 863 1128 1686 11 478 1185 1787
BG 17 016 31 73 14 388 26 56 12198 20 52
(074 19 809 623 183 19 483 551 195 18 394 527 176
DK 12 382 326 638 12203 327 552 12 354 327 639
DE 25711 - 2731 24997 - 2754 23737 - 2756
EE 11 634 - 1767 12 331 - 1897 13 093 - 1932
IE 8 655 1621 708 9164 1907 775 9783 2019 808
EL 13 568 289 1075 12 566 270 916 16 395 292 1175
ES 31 056 913 2447 30 045 838 2412 28 473 759 2428
FR 23790 974 2281 25136 980 2379 23 414 828 2074
HR 14 537 262 2073 13122 199 1845 12 070 198 1611
IT 43783 1273 2711 43178 1360 2750 40 603 1278 2670
CY 9425 920 1083 10 590 1317 1456 10 584 1291 1395
LV 13 384 - 2409 12915 - 2217 12 480 - 2092
LT 11 586 74 763 11 747 74 807 10 898 71 753
LU 7204 5950 1731 7952 6299 1898 5243 3555 1191
HU 29 096 233 95 28 115 188 84 25000 275 98
MT 10 502 - 676 11172 - 715 11171 - 779
NL 23 565 498 1318 23113 506 1270 22796 545 1239
AT 11 524 927 1478 11 483 959 1 462 10 938 896 1412
PL 34 419 102 173 34949 100 237 33 866 90 224
PT 13528 236 782 14 664 287 914 15030 314 993
RO 17 804 9 15 17 607 3 11 17 535 1 17
SI 25344 - 3305 24 936 - 3030 24 308 - 2 850
SK 15103 192 32 15235 203 20 15 220 210 18
FI 21970 417 613 24175 501 675 26 529 597 763
SE 14 026 858 1705 13 764 935 1785 12 575 852 1721
UK 15965 706 1677 20172 954 2290 19 953 1073 22277
IS 8 142 358 347 8 085 490 399 7987 525 393
NO 10 448 480 677 13 691 664 909 13 261 627 855
SW 12 568 2437 1791 12 511 2427 1772 12 202 2332 1618

Note. LOC — respondent born in the respective country; EU - respondent born in a third country, which was
member of the EU at the time of the survey; OTH - respondent born in a third country, other then the

previously mentioned ones.
Source own calculations from EU-SILC
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Table Ald.

Robustness check - case numbers, EU-SILC 2014-2016

2005 2006 2007

LOC EU OTHER LOC EU OTHER LOC EU OTHER
BE 11 253 1087 1719 11 101 1109 1788 10 532 1182 1896
BG 11 985 18 51 11 849 16 61 17 519 23 94
(074 17 494 505 180 17 014 468 216 18 225 491 231
DK 12922 333 718 12 908 353 661 12 904 367 550
DE 23 491 - 2802 23 285 - 2811 23 484 - 3029
EE 13188 - 1834 12771 - 1760 13 353 - 1826
IE 11 153 2073 772 10 978 2002 730
EL 19 229 347 1298 31702 506 2050 40 725 642 2534
ES 28 158 789 2421 28 932 813 2288 32203 912 2965
FR 23 631 857 2262 23 410 900 2294 23 414 891 2313
HR 12 164 229 1636 14 921 289 1951 16 759 334 2419
IT 42 661 1425 2930 38 861 1328 2737
CY 9510 1238 1268 9 458 1282 1212 8910 1214 1103
LV 12011 - 2 004 11 836 - 2043 11 760 - 2047
LT 10 989 72 798 10 187 77 719 10 100 68 711
LU 5071 3683 1220 4421 3251 1086
HU 22 304 283 64 18 285 235 73 18 383 224 42
MT 10997 - 800 9029 - 527
NL 22 689 554 1203 21 606 548 1127 27 059 751 1656
AT 10730 883 1367 10 852 930 1425 10 691 980 1374
PL 33634 96 243 30 726 70 247 29 611 78 213
PT 15729 365 1059 19 994 483 1408 40 337 1233 2626
RO 17 267 2 11 17 355 1 3 17 310 1 5
SI 24 659 - 2980 23 304 - 2767 22922 - 2638
SK 15459 188 21 16 022 120 10 16 340 108 9
FI 25781 611 740 25090 562 777 24 457 634 878
SE 11 608 739 1609 11 807 704 1677 11 474 752 1779
UK 36 158 1980 3392 34517 1809 3147 18 646 1231 2323
IS 7977 490 362 7716 491 388
NO 16 298 915 1132 14 150 674 816 14 927 828 1099
SW 11 301 2399 1563 12 227 2709 1876

Note. LOC — respondent born in the respective country; EU - respondent born in a third country, which was
member of the EU at the time of the survey; OTH - respondent born in a third country, other then the

previously mentioned ones.
Source own calculations from EU-SILC
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6.2 Annex 2 Robustness check — case numbers

Table A2a. Robustness check — number of migrants at-risk-of-poverty>50, EU-SILC 2005-2010
2005 2006 2007 2008 2009 2010
>50 >50 >50 >50 >50 >50
BE Yes Yes Yes Yes Yes Yes
o
Ccz Yes Yes
DK Yes Yes Yes Yes Yes Yes
DE Yes Yes Yes Yes Yes Yes
EE Yes Yes Yes Yes Yes Yes
IE Yes Yes Yes Yes Yes Yes
EL Yes Yes Yes Yes Yes Yes
ES Yes Yes Yes Yes Yes Yes
FR Yes Yes Yes Yes Yes Yes
o |
IT Yes Yes Yes Yes Yes Yes
CY Yes Yes Yes Yes Yes Yes
LV Yes Yes Yes Yes Yes Yes
LT Yes Yes Yes Yes Yes Yes
LU Yes Yes Yes Yes Yes Yes
HU Yes
NL Yes Yes Yes Yes Yes Yes
AT Yes Yes Yes Yes Yes Yes
PL
PT Yes Yes Yes
o
SI Yes Yes Yes Yes Yes Yes
SK
FI1 Yes Yes Yes Yes Yes Yes
SE Yes Yes Yes Yes Yes Yes
UK Yes Yes Yes Yes Yes Yes
IS
NO Yes Yes Yes Yes Yes Yes
SW Yes Yes

Note: unweighted cases. Migrants are defined as the total of migrants who came from another EU member state and migrants
from outside the EU. Yes — the number of migrants at-risk-of-poverty exceeds 50. Empty cell - the number of migrants at-
risk-of-poverty does not exceed 50. For cells marked in purple, either data collection did not take place at all (years prior 2018)
or data has not been provided yet by Eurostat (2018).

Source own calculations from EU-SILC




Table A2b. Robustness check - number of migrants at-risk-of-poverty >50, EU-SILC 2011-2016
2011 2012 2013 2014 2015 2016
>50 >50 >50 >50 >50 >50
BE Yes Yes Yes Yes Yes Yes
BG
Ccz
DK Yes Yes Yes Yes Yes Yes
DE Yes Yes Yes Yes Yes Yes
EE Yes Yes Yes Yes Yes Yes
IE Yes Yes Yes Yes Yes _
EL Yes Yes Yes Yes Yes Yes
ES Yes Yes Yes Yes Yes Yes
FR Yes Yes Yes Yes Yes Yes
HR Yes Yes Yes Yes Yes Yes
IT Yes Yes Yes Yes Yes _
CY Yes Yes Yes Yes Yes Yes
LV Yes Yes Yes Yes Yes Yes
LT Yes Yes Yes Yes Yes Yes
LU Yes Yes Yes Yes Yes _
HU
MT Yes Yes Yes Yes Yes _
NL Yes Yes Yes Yes Yes Yes
AT Yes Yes Yes Yes Yes Yes
PL
PT Yes Yes Yes Yes Yes Yes
RO
SI Yes Yes Yes Yes Yes Yes
SK
FI1 Yes Yes Yes Yes Yes Yes
SE Yes Yes Yes Yes Yes Yes
UK Yes Yes Yes Yes Yes Yes
IS Yes Yes _
NO Yes Yes Yes Yes Yes Yes
SW Yes Yes Yes Yes Yes

Note: unweighted cases. Migrants are defined as the total of migrants who came from another EU member
state and migrants from outside the EU. Yes — the number of migrants at-risk-of-poverty exceeds 50. Empty
cell - the number of migrants at-risk-of-poverty does not exceed 50. For cells marked in purple, either data
collection did not take place at all (years prior 2018) or data has not been provided yet by Eurostat (2018).
Source own calculations from EU-SILC
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Table A2c.

Robustness check - number of migrants at-risk-of-poverty >100, EU-SILC 2005-2010

2005 2006 2007 2008 2009 2010
>100 >100 >100 >100 >100 >100
BE Yes Yes Yes Yes Yes Yes
.
Ccz
DK Yes Yes Yes
DE Yes Yes Yes Yes Yes Yes
EE Yes Yes Yes Yes Yes Yes
IE Yes Yes Yes
EL Yes Yes Yes Yes Yes Yes
ES Yes Yes Yes Yes Yes Yes
FR Yes Yes Yes Yes Yes Yes
o [
IT Yes Yes Yes Yes Yes Yes
CY Yes Yes Yes Yes Yes Yes
LV Yes Yes Yes Yes Yes Yes
LT Yes Yes Yes Yes Yes Yes
LU Yes Yes Yes Yes Yes Yes
HU
NL Yes Yes Yes Yes Yes Yes
AT Yes Yes Yes Yes Yes Yes
PL
PT Yes Yes Yes
o
SI Yes Yes Yes Yes Yes Yes
SK
FI1 Yes Yes Yes Yes Yes Yes
SE Yes Yes Yes Yes Yes Yes
UK Yes Yes Yes Yes Yes Yes
IS
NO Yes Yes Yes Yes Yes Yes
SW Yes Yes

Note: unweighted cases. Migrants are defined as the total of migrants who came from another EU member
state and migrants from outside the EU. Yes — the number of migrants at-risk-of-poverty exceeds 100. Empty
cell - the number of migrants at-risk-of-poverty does not exceed 100. For cells marked in purple, either data
collection did not take place at all (years prior 2018) or data has not been provided yet by Eurostat (2018).
Source own calculations from EU-SILC




Table A2d. Robustness check - number of migrants at-risk-of-poverty >100, EU-SILC 2011-2016

2011 2012 2013 2014 2015 2016
>100 >100 >100 >100 >100 >100
BE Yes Yes Yes Yes Yes Yes
BG
Ccz
DK
DE Yes Yes Yes Yes Yes Yes
EE Yes Yes Yes Yes Yes Yes
IE Yes Yes Yes Yes Yes _
EL Yes Yes Yes Yes Yes Yes
ES Yes Yes Yes Yes Yes Yes
FR Yes Yes Yes Yes Yes Yes
HR Yes Yes Yes Yes Yes Yes
IT Yes Yes Yes Yes Yes _
CY Yes Yes Yes Yes Yes Yes
LV Yes Yes Yes Yes Yes Yes
LT Yes Yes Yes Yes Yes Yes
LU Yes Yes Yes Yes Yes _
HU
MT Yes Yes Yes Yes Yes _
NL Yes Yes Yes Yes Yes Yes
AT Yes Yes Yes Yes Yes Yes
PL
PT Yes Yes Yes Yes Yes Yes
RO
SI Yes Yes Yes Yes Yes Yes
SK
FI1 Yes Yes Yes Yes Yes Yes
SE Yes Yes Yes Yes Yes Yes
UK Yes Yes Yes Yes Yes Yes
: E—
NO Yes Yes Yes Yes Yes Yes
SW Yes Yes Yes Yes Yes

Note: unweighted cases. Migrants are defined as the total of migrants who came from another EU member
state and migrants from outside the EU. Yes — the number of migrants at-risk-of-poverty exceeds 100. Empty
cell - the number of migrants at-risk-of-poverty does not exceed 100. For cells marked in purple, either data
collection did not take place at all (years prior 2018) or data has not been provided yet by Eurostat (2018).
Source own calculations from EU-SILC

69




References

Academic Network of European Disability Experts (ANED) (2013). Task é: Comparative data and indicators.
European comparative data on people with disabilities & Citizenship.

Academic Network of European Disability Experts (ANED) (2018). European comparative data on Europe 2020
& People with disabilities, January 2018.

Balestra, C. and L. Fleischer (2018). Diversity statistics in the OECD: How do OECD countries collect data on
ethnic, racial and indigenous identity2, OECD Statistics Working Papers, No. 2018/09, OECD Publishing,
Paris, https://doi.org/10.1787/8%9baeb54-en

Barbotte E, Guillemin F, Chau N; Lorhandicap Group (2001). Prevalence of impairments, disabilities, handicaps
and quality of life in the general population: a review of recent literature. Bulletin of the World Health
Organisation 79: 1047-55.

Barnes C, Mercer G. (2003). Disability. Cambridge: Polity Press.

Berndt, A. and V. Messing (2016). Methodological and data infrastructure report on Roma population in the EU.
INGRID Working Paper MS20.3, https://inclusiveagrowth.be/downloads/output/ms20-3-roma-eind.pdf

Commettee on the Rights of the Child (2006). Day of General Discussion — Children Without Parental Care.
https://bettercarenetwork.org/sites/default/files/ CRC%20Day%200f%20Discussion%20-
%20Children%20without%20Parental%20Care.pdf

Council of Europe Recommendation Rec(2004)10 Concerning the Protection of the Human Rights and Dignity
of Persons With Mental Disorder.

Eurofound (2018). The social and employment situation of people with disabilities, Publications Office of the
European Union, Luxembourg.

Council of the European Union, Council Directive 2000/78/EC of 27 November 2000 establishing a general
framework for equal freatment in employment and occupation, 27 November 2000, OJ L 303, 02/12/2000
P. 0016 - 0022.

Decade of Roma Inclusion (2005). Decade of Roma Inclusion 2005-2015: Terms of Reference. Available aft:
http://www.romadecade.org/cms/upload/file/9292 filel terms-of-reference.pdf

European Commission (2003). Commission Communication of 30 October 2003, Equal opportunities for people
with disabilities: a European Action Plan COM(2003) 650 final.

European Commission (2009). Commission Regulation (EC) implementing Regulation (EC) No 763/2008 of the
European Parliament and of the Council on population and housing censuses as regards the technical
specifications of the topics and of their breakdowns. Tech. rep. 1201.

European Commission Directorate General for Employment, Social Affairs and Equal Opportunities - DG EMPL
(2009). Report of the Ad Hoc Expert Group on the Transition from Institutional to Community-based Care,
European Commission, Directorate-General for Employment, Social Affairs and Equal Opportunities.

European Commission (2010). Commission Communication of 15 November 2010, European Disability Strategy
2010-2020: A Renewed Commitment to a Barrier-Free Europe COM(2010). 636 final.

European Commission (2017). Commission Communication of 26 April 2017, Establishing a European Pillar of
Social Rights COM(2017) 250 final.

European Commission (2017). Commission Staff Working Document Progress Report on the implementation of
the European Disability Strategy (2010 - 2020) SWD(2017)29/F1.

European Council Resolution on Equality of opportunity for people with disabilities. Official Journal of the
European Communities 97/C 12/01.

European Economic and Social Committee (2018). The situation of women with disabilities. Exploratory opinion
requested by the European Parliament. SOC/579.

European Union, Charter of Fundamental Rights of the European Union, 26 October 2012, 2012/C 326/02.

European Union Agency for Fundamental Rights (2014).The right to political participation of persons with
disabilities: human rights indicators, Luxemburg.

70



https://doi.org/10.1787/89bae654-en
https://inclusivegrowth.be/downloads/output/ms20-3-roma-eind.pdf
https://bettercarenetwork.org/sites/default/files/CRC%20Day%20of%20Discussion%20-%20Children%20without%20Parental%20Care.pdf
https://bettercarenetwork.org/sites/default/files/CRC%20Day%20of%20Discussion%20-%20Children%20without%20Parental%20Care.pdf
http://www.romadecade.org/cms/upload/file/9292_file1_terms-of-reference.pdf

Eurostat (1999) Guidelines and Table Programme for the Community Programme of Population and Housing
Censuses In 2001. Volume |. https://ec.europa.eu/eurostat/documents/3859598/5853645/CA-23-99-241-
3A-C-EN.PDF/92a34ddfc-6374-45b2-b33e-6a4f5ceéale?2version=1.0

Eurostat (2011) ‘European Health Interview survey Task Force |V - report on institutionalised people’, Document
Tech-HIS/11_10.
https://ec.europa.eu/eurostat/cros/system/files/TF%20HIS%20Report%200f%20the%20Task%20Force %200
n%20institutionalised%20people.pdf

Eurostat (2013) ‘European Health Interview Survey (EHIS wave 2) - Methodological manual’. Eurostat
Methodologies and Working Papers. https://ec.europa.eu/eurostat/documents/3859598/5926729/KS-RA-
13-018-EN.PDF/26c7ea80-01d8-420e-bdcé-e9d5f6578e7¢c

Eurostat (2013q). Quality report of the European Union Labour Force Survey.
https://ec.europa.eu/eurostat/documents/3888793/5856989/KS-RA-13-008-EN.PDF/0dbeb003-d79b-
4e16-a825-683ea4eebb0a

Eurostat (2014) '‘Quality report of the European Union Labour Force Survey 2012'. Eurostat Methodologies and
Working Papers. https://ec.europa.eu/eurostat/documents/3888793/5856989/KS-RA-13-008-
EN.PDF/0dbeb003-d79b-4e16-a825-683ea4eebb0a

Eurostat (2015) ‘People in the EU - Who are we and how do we live’ In: Publications Office of the European
Union, Luxembourg. https://ec.europa.eu/eurostat/documents/3217494/7089681/KS-04-15-567-EN-N.pdf

Eurostat (2015). EU Comparative Quality and Technical Report: European Health and Social Integration Survey.
Draft. June 2015.

Groom, G., L. Morris, and M. Tortoriello (2009). ‘Communal Establishments Survey - Findings of the Pilot Stage:
Summary Report’ A National Statistics Publication.

Kalton, G. (2009). Methods for oversampling rare subpopulations in social surveys. In: Survey Methodology, Vol.
35 (2): pp.125-141.

Loeb, M. (2013). Disability statistics: an integral but missing (and misunderstood) component of development
work. Nordic Journal of Human Rights. 31(3): 306-324.

Malter, F. and A. Bdrsch-Supan (Eds.) (2015). SHARE Wave 5: Innovations & Methodology. Munich: MEA, Max
Planck Institute for Social Law and Social Policy.
https://iris.unipa.it/retrieve/handle/10447/130977/361682/De%20Luca%2c%20Rossetti%2c%20Malter%20%

282015%29.pdf
Mansell, J., M. Knapp, J. Beadle-Brown, and J. Beecham (2007). Deinstitutionalisation and community living —

outcomes and costs: report of a European Study, Volume 2: Main Report, Canterbury, United Kingdom:
Tizard Centre, University of Kent.

Messing, V. (2014). ‘Methodological puzzles of surveying Roma/Gypsy populations’, Ethnicities 14(6): 811-829.

Molden, T. H., and J. Tgssebro (2010). Measuring disability in survey research: Comparing current measurements
within one data set. ALTER, European Journal of Disability Research 4: 174-189.

Oliver, M (1990). The politics of disablement. Basingstoke, Macmillan and St Martin’s Press.

Palmer, M., and D. Harley (2012). Models and measurement in disability: an international review. Health and
Planning 27: 357-364.

Petrowski, N., C. Cappa, and P. Gross (2017). Estimating the number of children in formal alternative care:
Challenges and results. Child Abuse & Neglect 70: 388-398.

Regional Office for Europe of the United Nations High Commissioner for Human Rights — OHCHR (2012).
Forgotten Europeans — Forgotten Rights.

Schanze, J. L. (2017). Report on sampling practices for the institutionalised population in social survey. SERISS.
Deliverable 2.16 of the SERISS project funded under the European Union's Horizon 2020 research and
innovation programme GA No: 654221. Available at: www.seriss.eu/resources/deliverables

Schanze, J. L. and M. Levinson (2019). Surveying the Institutionalised Population: Report on what persons live in
instifutions and the most relevant institution types they live in, the availability of data to select them and
their ability to be reached in practice. Deliverable 2.17 of the SERISS project funded under the European
Union’s Horizon 2020 research and innovation programme GA No: 654221. Available at:
wwwe.seriss.eu/resources/deliverables

Schanze J. L. and S. Zins (2019). Undercoverage of the elderly institutionalised population: The risk of biased
estimates and the potentials of weighting. Survey Methods: Insights from the Field. Retrieved from
https://surveyinsights.org/2p=11275

Tourangeau, R. (2014). Defining hard-to-survey populations. In: Tourangeau, R., B. Edwards, T. Johnson, K. Wolter
and N. Bates (eds.). Hard-to-Survey Populations. Cambridge: Cambridge University Press.

71



https://ec.europa.eu/eurostat/documents/3859598/5853645/CA-23-99-241-3A-C-EN.PDF/9a34ddfc-6374-45b2-b33e-6a4f5ce6a0e9?version=1.0
https://ec.europa.eu/eurostat/documents/3859598/5853645/CA-23-99-241-3A-C-EN.PDF/9a34ddfc-6374-45b2-b33e-6a4f5ce6a0e9?version=1.0
https://ec.europa.eu/eurostat/cros/system/files/TF%20HIS%20Report%20of%20the%20Task%20Force%20on%20institutionalised%20people.pdf
https://ec.europa.eu/eurostat/cros/system/files/TF%20HIS%20Report%20of%20the%20Task%20Force%20on%20institutionalised%20people.pdf
https://ec.europa.eu/eurostat/documents/3859598/5926729/KS-RA-13-018-EN.PDF/26c7ea80-01d8-420e-bdc6-e9d5f6578e7c
https://ec.europa.eu/eurostat/documents/3859598/5926729/KS-RA-13-018-EN.PDF/26c7ea80-01d8-420e-bdc6-e9d5f6578e7c
https://ec.europa.eu/eurostat/documents/3888793/5856989/KS-RA-13-008-EN.PDF/0dbeb003-d79b-4e16-a825-683ea4eebb0a
https://ec.europa.eu/eurostat/documents/3888793/5856989/KS-RA-13-008-EN.PDF/0dbeb003-d79b-4e16-a825-683ea4eebb0a
https://ec.europa.eu/eurostat/documents/3888793/5856989/KS-RA-13-008-EN.PDF/0dbeb003-d79b-4e16-a825-683ea4eebb0a
https://ec.europa.eu/eurostat/documents/3888793/5856989/KS-RA-13-008-EN.PDF/0dbeb003-d79b-4e16-a825-683ea4eebb0a
https://ec.europa.eu/eurostat/documents/3217494/7089681/KS-04-15-567-EN-N.pdf
https://iris.unipa.it/retrieve/handle/10447/130977/361682/De%20Luca%2c%20Rossetti%2c%20Malter%20%282015%29.pdf
https://iris.unipa.it/retrieve/handle/10447/130977/361682/De%20Luca%2c%20Rossetti%2c%20Malter%20%282015%29.pdf
http://www.seriss.eu/resources/deliverables
http://www.seriss.eu/resources/deliverables
https://surveyinsights.org/?p=11275

UNECE (2019). Recommendations for Measuring Older Populations in Institutions. Prepared by the Task Force on
Measuring Older Populations in Institutions. United Nations, New York and Geneva.

UNICEF (2018). Ending institutionalisation and strengthening family and community based care for children in
Europe and beyond. June 2018.

United Nations. (1990). United Nations Disability Statistics Compendium. New York: United Nations.

UN General Assembly, Convention on the Rights of Persons with Disabilities: resolution/adopted by the General
Assembly, 24 January 2007, A/RES/61/106

UN General Assembly, Standard rules on the equalisation of opportunities for persons with disabilities:
resolution/adopted by the General Assembly, 20 December 1993, A/RES/48/96

UN General Assembly, Convention on the Rights of the Child, 20 November 1989, United Nations, Treaty Series,
vol. 1577, p. 3.

UN General Assembly, Convention on the Rights of Persons with Disabilities: resolution/adopted by the General
Assembly, 24 January 2007, A/RES/61/106.

UN General Assembly, Principles for the Protection of Persons with Mental lliness and the Improvement of Mental
Health Care, 17 December 1991, A/RES/46/119. hitp://www.un.org/documents/ga/res/46/a4ér119.htm

UN General Assembly, Guidelines for the Alternative Care of Children: resolution/adopted by the General
Assembly, 24 February 2010, A/RES/64/142.
https://www.unicef.org/protection/alternative care Guidelines-English.pdf

UN Economic Commission for Europe and the Statfistical Office of the European Communities (1998).
Recommendations for the 2000 Censuses Of Population snd Housing in The ECE Region.
http://ec.europa.eu/eurostat/ramon/statmanuals/files/2000 censuses ECE region EN.pdf

UN Office of the High Commissioner for Human Rights (OHCHR), OHCHR Report 2011, May 2012, available at:
https://www.refworld.org/docid/4fcc56642.html

UN Statistics Division (2008). ‘Principles and Recommendations for Population and Housing Censuses — Revision
2' Statistical papers, Series M No. 67/Rev.2, New York, USA. hitps://unstats.un.org/unsd/demographic-
social/Standards-and-Methods/files/Principles and Recommendations/Population-and-Housing-
Censuses/Series Mé7Rev2-E.pdf

Van-Brakel WH, and A. Officer (2008). Approaches and tools for measuring disability in low- and middle-income
countries. Leprosy Review 79: 50-64.

World Health Organisation (2001). International classification of functioning, disability and health: ICF. Geneva:
World Health Organisation.

World Health Organisation (2011). World Report on Disability.

World Health  Organisation (2002). ‘WHO  World Health  Survey -  Survey  Manual'.
http://www.who.int/healthinfo/survey/whslongversionsurveymanual.pdf

72



http://www.un.org/documents/ga/res/46/a46r119.htm
https://www.unicef.org/protection/alternative_care_Guidelines-English.pdf
http://ec.europa.eu/eurostat/ramon/statmanuals/files/2000_censuses_ECE_region_EN.pdf
https://www.refworld.org/docid/4fcc56642.html
https://unstats.un.org/unsd/demographic-social/Standards-and-Methods/files/Principles_and_Recommendations/Population-and-Housing-Censuses/Series_M67Rev2-E.pdf
https://unstats.un.org/unsd/demographic-social/Standards-and-Methods/files/Principles_and_Recommendations/Population-and-Housing-Censuses/Series_M67Rev2-E.pdf
https://unstats.un.org/unsd/demographic-social/Standards-and-Methods/files/Principles_and_Recommendations/Population-and-Housing-Censuses/Series_M67Rev2-E.pdf
http://www.who.int/healthinfo/survey/whslongversionsurveymanual.pdf

INnGRID-2
Integrating Research Infrastructure for European
expertise on Inclusive Growth from data to policy

Referring to the increasingly challenging EU2020-ambitions of Inclusive Growth, the objectives of the
InGRID-2 project are to advance the integration and innovation of distributed social sciences research
infrastructures (RI) on ‘poverty, living conditions and social policies’ as well as on ‘working conditions,
vulnerability and labour policies’. InGRID-2 will extend transnational on-site and virtual access,
organise mutual learning and discussions of innovations, and improve data services and facilities of
comparative research. The focus areas are (a) integrated and harmonised data, (b) links between policy
and practice, and (c) indicator-building tools.

Lead users are social scientist involved in comparative research to provide new evidence for European
policy innovations. Key science actors and their stakeholders are coupled in the consortium to provide
expert services to users of comparative research infrastructures by investing in collaborative efforts to
better integrate micro-data, identify new ways of collecting data, establish and improve harmonised
classification tools, extend available policy databases, optimise statistical quality, and set-up
microsimulation environments and indicator-building tools as important means of valorisation. Helping
scientists to enhance their expertise from data to policy is the advanced mission of InGRID-2. A new
research portal will be the gateway to this European science infrastructure.

This project is supported by the European Union’s Horizon 2020 research and innovation programme
under Grant Agreement No 730998.

More detailed information is available on the website: www.inclusivegrowth.eu

Co-ordinator
Guy Van Gyes

KULEUVEN HVA

RESEARCH INSTITUTE FOR WORK AND SOCIETY

INGRID-2
Partners

TARKI Social Research Institute Inc. (HU)

Amsterdam Institute for Advanced Labour Studies — AIAS, University of Amsterdam (NL) Integrating Research Infrastructure for

Swedish Institute for Social Research - SOFI, Stockholm University (SE)

Economic and Social Statistics Department, Trier University (DE)

Centre for Demographic Studies — CED, University Autonoma of Barcelona (ES)
Luxembourg Institute of Socio-Economic Research — LISER (LU)

Herman Deleeck Centre for Social Policy — CSB, University of Antwerp (BE)

Institute for Social and Economic Research - ISER, University of Essex (UK)

German Institute for Economic Research — DIW (DE)

Centre for Employment and Work Studies — CEET, National Conservatory of Arts and Crafts (FR)
Centre for European Policy Studies — CEPS (BE)

Department of Economics and Management, University of Pisa (IT)

Department of Social Statistics and Demography — SOTON, University of Southampton (UK)
Luxembourg Income Study — LIS, asbl (LU)

School of Social Sciences, University of Manchester (UK)

Central European Labour Studies Institute — CELSI (SK)

Panteion University of Social and Political Sciences (GR)

Central Institute for Labour Protection — CIOP, National Research Institute (PL)

Copyright © Integrating Research Infrastructure for European expertise on Inclusive Growth from data to policy — INnGRID-2 project

European expertise on Inclusive Growth from
data to policy Contract N° 730998

For further information about the INnGRID-2
project, please contact
inclusive.growth@kuleuven.be
www.inclusivegrowth.eu

p/a HIVA — Research Institute

for Work and Society

Parkstraat 47 box 5300

3000 Leuven

Belgium

All rights reserved. No part of the report may be reproduced, stored in a retrieval system, or transmitted in any form or by any means, electronic, mechanical, photocopying, recording, and

may not be quoated or cited, without prior permission in writing from the Project Co-ordinator.

The views expressed during the execution of the INGRID-2 project, in whatever form and or by whatever medium, are the sole responsibility of the authors. The European Union is not liable

for any use that may be made of the information contained therein.




	Content
	1. Aim and scope
	2. Persons with disability
	2.1 Policy contexts of monitoring quality and well-being for persons with disability
	2.1.1 The wider international context of disability policies
	2.1.2 Disability policy in the EU

	2.2 Prior efforts to monitor the well-being of disabled persons
	2.3 Defining and measuring disability
	2.3.1 Models/concepts of disability
	2.3.2 Measurement and operational definitions of disability: how disabled people are identified in empirical research and statistics?
	2.3.3 The Global Activity Limitation Indicator (GALI)

	2.4 EU-level data infrastructure
	2.5 The proposed indicators by domain
	2.5.1 Material living conditions
	2.5.2 Labour market attachment and work-life balance
	2.5.3 Education and training
	2.5.4 Health and risk behaviours
	2.5.5 Social connectedness and participation
	2.5.6 Environmental quality and physical safety

	2.6 Challenges to data collection

	3. Migrants
	3.1 Policy context: The evolution of migrant mainstreaming process within the EU
	3.2 Prior efforts to monitor well-being of migrants
	3.3 Data infrastructure
	3.4 Robustness check of available data
	3.4.1 Checking the number of migrant cases per data source
	3.4.2 Checking the number of migrant cases using selected indicators

	3.5 The proposed set of indicators

	4. Roma people
	4.1 Policy contexts of monitoring quality of life and well-being for Roma persons
	4.1.1 Decade of Roma Inclusion (2005–2015)

	4.2 Prior efforts to monitor the quality of life of the Roma - Potential data sources and potential problems
	4.3 Recommendation for indicators to measure the quality of life of the Roma
	4.3.1 Indicators applied by National Roma Inclusion Strategies
	4.3.2 An example of Roma-focused indicators: The Roma Inclusion Index of the Decade of Roma Inclusion Secretariat Foundation
	4.3.3 A good practice to monitor the quality of life of the Roma: Ethnicity variables on major HCSO run surveys in Hungary21F
	4.3.4 Proposed indicators for IPOLIS
	4.3.4.1 Material living conditions
	Poverty and social exclusion
	Housing

	4.3.4.2 Education
	Indicators for adults
	Indicators for children

	4.3.4.3 Employment
	4.3.4.4 Health
	4.3.4.5 Inclusive/discriminatory environment
	4.3.4.6 Empowerment
	4.3.4.7 Context variables: Demography



	5. Institutionalised people
	5.1 Policy contexts of monitoring quality of life for persons living in institutions
	Children living in institutions:
	Disabled persons living in institutions
	Older people living in institutions:

	5.2 Defining the institutionalised population
	5.3 Some data on the institutionalised population
	5.4 Surveying the institutionalised population and the EU-level data infrastructure
	5.4.1 Surveying the institutionalised population
	5.4.2 EU level data infrastructure

	5.5 Recommendations

	6. Annexes
	6.1 Annex 1 Robustness check – case numbers
	6.2 Annex 2 Robustness check – case numbers

	References

