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An ontology for ICF

Do we need an ontology for ICF, the International Classification of
Functioning, Disability and Health? This question might be asked when the
‘O-word’ (ontology) is buzzing within the WHO-FIC community. And why do
we need an ontology for the ICF? But first: what is ontology in everyday
language?

One description of ontology is: a representation of some pre-existing domain in
reality (Rodrigues MIE2006). Representation means: a (more) formal
description of the elements by which a domain, and the terminology that is used
within that domain, can be understood and described and more important, can
be the subject of study. For the ICF domain, this would mean that words and
terms are used to express concepts of thought, and these concepts are attached to
referents (objects in a broad sense) in the real world.

The ICF, like most other classifications, has not been developed based on formal
principles and methods, but is the product of consensus. The words used in the
ICF are close to natural language terms, which sometimes are clear but often are
ambiguous. Ambiguity can be solved in human communication, computers
however cannot deal with ambiguity. The knowledge available in ICF can only
be used in an intelligent way if the content and framework of ICF can be
expressed in a formal representation.

So we have at least two reasons why we need an ontology for ICF:
- to support an intelligent use of ICF by computers,
- to study the elements of ICF that constitute the domain.

The second reason is in fact the most important one why we need an ontology
for ICF. It enables us to fully understand in a formalized way what is in ICF at
the moment and check the consistency of every class and subclass, as well as the
content within the overarching framework. It also supports us in taking
decisions on updates for ICF if we can define ‘something’ in a more explicit
manner.

This understanding of ICF is also needed to be able to compare concepts
between different classifications or between classifications and terminologies
like e.g. ICF and SNOMED CT.

Ontologies are to be used within computers, but ontological thinking is very
useful for people who deal with classifications professionally!

For Information
Huib Ten Napel, WHO-FIC CC in the Netherlands
e-mail: huib.ten.napel @rivm.nl



Editorial

This issue of our newsletter is completely devoted to ICF
related work at international, regional and national level.

The front page article contains an introduction to ontology
and ICF. What is ontology and why do we need it? Some
readers might be confused, others will be happy to see
progress in this area. The ontological approach enables us
to understand the ICF in a formalized way, to check the
consistency and to support taking decisions on updates of
the current ICF.

Several international organizations are in the process of
developing and testing measurement instruments in order to
enable international comparability of functioning and
disability data. They all refer in their own way to the ICF.
You will find reports from:

the Washington Group on Disability Statistics concerning
the short and extended set of questions, including reference
to the work of the Budapest Initiative,

Eurostat concerning the European Health and Social
Integration Survey questionnaire to be used in 2014 and
EUPHA about a preconference on functional health in
Amsterdam 2010.

After reading the reports we feel the need for a summary
document including instruments developed and see a
comparison of them mapped towards the ICF. This might
improve the understanding of differences and similarities
and the reasons why. We recommend the organizations to
make this kind of information available. We are prepared to
contribute to this work.

At the European level MURINET was a 4-year (2007-2010)
European Union funded project related to the ICF and ICF-
CY. This newsletter contains a short version of the available
information regarding the project aims and results.
Reference is given to the website in order to find the
detailed information.

A lot of readers asked for information regarding available
ICF Core Sets developed by the ICF Research Branch of the
German WHO-FIC Collaborating Centre. We include a
short overview of them in this newsletter and refer to the
relevant website for more information. Furthermore
regarding ICF Core Sets a contribution is included about
the development of ICF Core Sets for Lymphedema at the
Erasmus Medical Centre in Rotterdam, The Netherlands,
using the methods of the ICF Research Branch of the
German WHO-FIC CC.

An interesting contribution relates to the development of an
ICF based instrument in order to measure activities and
participation of psychiatric patients (MATE-ICN). It is
designed especially for persons with an addiction in order
to determine the person’s social disintegration.
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Finally a lot of ICF references are included in this issue. We
invite all readers to send us their articles and papers for
inclusion in our reference list (also available through our
website: www.rivm.nl/who-fic).

For information

Marijke de Kleijn-de Vrankrijker, WHO-FIC Collaborating
Centre in the Netherlands.

e-mail: marijke.de.kleijn @rivm.nl

International Organizations

Washington Group on Disability Statistics

Work related to the Budapest Initiative

Until recently, the work of the Washington Group on
Disability Statistics (WG) focused primarily on the
development of a disability measure (a short set of six
questions) suitable for use in censuses. In 2008, a joint
meeting of the WG, the Budapest Initiative (BI) and
UNESCAP laid the groundwork for the development of
extended sets of disability questions suitable for population
surveys or as survey supplements. The approach was to first
review extant disability questions from other surveys with
the goal of expanding upon the six WG short set domains
(vision, hearing, cognition, mobility, self care, and
communication) to include additional functional domains
(upper body functioning, affect, pain, and fatigue) and more
information per domain (for example, functioning with and
without assistance). To that end, a “Matrix” was created as a
framework to guide the development of the extended
question sets.

With the backing of UNESCAP, an extended set of
questions was cognitively and field tested in 6 south-east
Asian countries: Cambodia, Kazakhstan, Maldives,
Mongolia, Sri Lanka and Philippines. A second joint
WG/BI/UNESCAP meeting convened in May, 2009 to
analyze data; and, cognitive and preliminary field test
results were presented at the ninth meeting of the WG in
Dar es Salaam in 2009. Efforts to finalize an extended set of
disability questions were presented at the 10th Meeting of
the WG held in Luxembourg in November, 2010.

The final version of the extended set of questions was
presented to Eurostat (as part of the Budapest Initiative) for
inclusion on the European Health Interview Survey (EHIS).
The BI, a joint effort of WHO, UNECE, Eurostat and a
number of interested countries, has developed a short form
questionnaire (BI-M2) intended to provide the basis for
comparable standardized information on population health
focusing on health state.

The BI defines health state in terms of functioning in a core

set of health domains; and, like the WG, the BI has based
the development of its questionnaire on a conceptual
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framework: the International Classification of Functioning,
Disability and Health (ICF).

The BI-M2 addresses functional domains that met criteria
related to relevance and feasibility as well as certain
measurement characteristics. The domains and questions
had to be plausible and reasonable, to span the main aspects
of health experienced by the population, and to be seen as
significant aspects of individuals’ health. Furthermore, the
parsimonious question set had to be suitable for use in
health interview surveys, maintain a consistent meaning in
different social contexts, and manifest a reasonable degree
of heterogeneity within the population.

Based on the results of multiple rounds of cognitive and
field testing, the following functional domains have been
included in the BI-M2 questionnaire: vision, hearing,
mobility (walking and climbing up or down stairs),
cognition (remembering or concentrating), affect (anxiety
and depression), pain and fatigue. Two additional domains
have been developed and are included in the BI-M2 set as
optional: communication and upper body.

In developing survey questions to measure functioning and
health state, a notable challenge is to account for the
numerous ways that respondents across differing cultures,
languages and socioeconomic conditions might interpret
and process those questions. The challenge is further
heightened because functioning is a particularly complex
concept, involving numerous and varied meanings, attitudes
and types of experiences across individuals and
sociocultural subpopulations. Because social context and
cultural circumstances inform the way respondents interpret,
consider and ultimately respond to questions, these
differences can lead to systematic measurement error in
survey data. Rather than interpreting differences in survey
estimates as response process bias, they can be wrongfully
construed as real differences in the phenomena of study.

In evaluating questions for both the BI and the WG, three
large scale evaluation studies were conducted. The first
study was an evaluation of the WG short set of six disability
questions intended for censuses. Fifteen countries took part
in this study: Argentina, Brazil, Congo, Egypt, Gambia,
India, Kenya, Lesotho, Mauritius, Mexico, Paraguay,
Philippines, Tanzania, Uganda and Vietnam. The results of
this first evaluation have been published (see: Miller K, et
al. Results of a cross-national structured cognitive
interviewing protocol to test measures of disability. Quality
& Quantity, 2010 Dec 07). The WG extended set and the
BI health state set were analyzed in two separate studies: the
UNESCAP Study mentioned above (results available online
at: http://www.unescap.org/stat/disability/analysis/); and the
Granada Group Study. The Granada Group, consisting of
France, Germany, Italy, Portugal, Spain, Switzerland and
the US, took a somewhat different approach in looking at
the same set of extended questions. While the Group
collected cognitive data from qualitative interviews, and
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analyzed these along the same lines as the UNESCAP
project, their approach focused on the further development
of question evaluation methodology and best practices in
cognitive research methodology.

Based on the results of the cognitive and filed testing from
both the UNESCAP region and the Granada Group, the BI
has recently recommended that the BI-M2 be included in
the 2014 EHSIS as a complete set or section. This would
facilitate both international comparability on the individual
domains and the computation of summary measures of
health state.

WG products are available at:
http://www.cdc.gov/nchs/washington_group.htm

For information

Jennifer H. Madans, National Center for Health Statistics,
USA and Washington Group on Disability Statistics
e-mail: JMadans @cdc.gov

The European Health and Social
Integration Survey (EHSIS)

Background

On 15 November 2010 the European Commission launched
the new European Disability Strategy 2010-2020 (Ref. 1)
which, inter alia, emphasis that EU action will support and
supplement Member States’ efforts to collect statistics with
a view to monitoring the situation of persons with
disabilities. Such support is in line with the requirements of
the United Nation Convention on the Rights of Persons with
Disabilities (Articles 31, 33 and 35) (Ref.2) that was ratified
by the European Union at the end of 2010.

The UN Convention means a shift in concept for disability
from a medical to an integrated, biopsychsocial one,
whereby also addressing personal and environmental
barriers for social inclusion and participation of disabled
people. This new concept is at the centre of the International
Classification of Functioning, Disability and Health (ICF).
According to definitions used by the ICF, disability is the
result of an interaction between people with impairments, ill
health or activity difficulties and personal and
environmental barriers, which hinder full and effective
participation in independent living, or in educational,
employment or other opportunities.

The need for statistics on disability as defined by the UN
Convention and ICF required the development of a specific
survey. Current information on disability from other social
surveys conducted within the European Statistical System
does not yet follow that new concept, and consequently,
does not allow measuring the prevalence of disability in the
population or reporting on the situation of disabled people
in society as requested. Eurostat, as the Community
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statistical authority, developed the European Health and
Social Integration Survey (EHSIS) (Ref.3) that will be
implemented in 2012 in all EU-Member States, Iceland and
Norway.

Objectives

The European Health and Social Integration Survey
(EHSIS) aims to show the extent to which health problems
and impairments contribute to a lack of social integration by
personal and environmental barriers, whereby health and
impairments are regarded as ones of many barriers to social
integration. In addition, it allows comparing the situation of
people with and without a health problem or impairment as
regards the restrictions to social participation that they face
in their everyday live.

A major challenge in designing the questionnaire was to
decide at which ICF level (chapter, subheading or item) to
pitch the questions and to reduce thousands of individual
items to a manageable number of questions. This was
solved by first focusing on the relevant sections of the ICF:
Activity and Participation, Chapters 7-9, and all the
Environmental Factors, Chapters 1-5. Bearing in mind the
context of disability strategy, two or three main issues in
each chapter were identified. The objective was to have a
coherent rather than a comprehensive set of questions.
Consequently, EHSIS focuses on the key aspects of social
integration based on policy needs and uses the ICF as a
reference.

EHSIS covers 12 sections:

- The demo-socio-economic background (including the 16
Eurostat core social variables (Ref.4) plus 2 additional
variables);

- A health component on self-perceived health; existence of
a longstanding health condition; longstanding limitations in
activities due to a health problem, and a list covering
different health problems; basic activity limitation questions
such as on seeing, hearing, walking; activities of daily living
(ADL) such as on self-care activities, and instrumental
activities of daily living questions (IADL) such as on
managing money, shopping, using the telephone,
housekeeping), and

- 10 domains on important facets of life that enable an
individual to be a fully functional and integrated member of
society: mobility, transport, accessibility to buildings,
education and training, employment, internet use, social
contact and support, leisure pursuits, economic life, attitudes
and behaviour. For each domain, there is at least one
question that establishes whether the respondent
experiences barriers in participation.
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Indicators

The EHSIS will inform on the overall prevalence of
disability for persons aged 15 years and older in the EU,
Iceland and Norway within private households. Specific
disability indicators (barriers for a specific domain),
indicators on the (overall or specific barriers) associated
with specific health conditions or basic activity difficulties
and personal/environmental factors can be analyzed as well
as the severity of the disability, either for a specific domain
or e.g. in view of the need for specialized equipment or
personal help.

References

European Disability Strategy 2010-2020:
http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?
uri=CELEX:52010DC0636:EN:NOT

United Nation Convention on the Rights of Persons with
Disabilities: http://www.un.org/disabilities/documents/
convention/convoptprot-e.pdf

Information on the project developing EHSIS available at:
http://circa.europa.eu/Public/irc/dsis/health/library ?1=/report
s/disability/edsim_september&vm=detailed&sb=Title

http://epp.eurostat.ec.europa.eu/portal/page/portal/product_
details/publication?p_product_code=KS-RA-07-006

For information

Lucian Agafitei, Eurostat. Luxembourg
e-mail: lucian.agafitei @ec.europa.eu
Hartmut Buchow, , Eurostat. Luxembourg
e-mail: Hartmut.Buchow @ec.europa.eu

Towards insights into functional health
across countries, report on pre-conference
EUPHA 2010 Amsterdam

Variation in health between countries can inform us on the
size of health differences that might be prevented and can
inform us on how country-specific characteristics (for
instance the health care system) are associated with health
of the population.

To quantify health differences between groups, we need
comparable data on the prevalence of health problems. For
the quantification and monitoring of health problems in an
ageing population, the prevalence of functioning and
disability based on population surveys represents a key
indicator, and it is also part of the key statistic ‘healthy life
expectancy’. The question is: how do we get good and
comparable data. ‘Good’ refers to what we measure, and
comparable refers to how comparable we measure it.

In a pre-conference of the EUPHA 2010 attention was paid
to the state of science and politics on measuring functional
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health status across countries. It was organized by the
French Public health School EHESP and chaired by Jean-
Marie Robine and Martine Bellanger. A variety of themes
were introduced by several VIPs, including Nick Fahy
(from the European Commission), Richard Klein (from the
CDC) and Michael Wolfson (Canadian expert on modeling
systems on population health). Specific initiatives that were
described to improve the health comparisons between
countries were:

- the Budapest initiative/Washington group, presented by
Jennifer Madans. These activities have resulted in a short
set of 6 items that should be measured in all countries.

- the Study on global AGEing (SAGE), a WHO survey
carried out in many countries (China, Ghana, India, Mexico,
Russian Federation and South Africa) presented by Manfred
Huber.

- OECD projects on (1) trends in severe disability and (2)
working age disability, by Gaetan LaFortune.

Progress in the research field includes a lot of awareness of
the need for comparable data and how these data will look
like. There is for instance consensus on the relevant
domains to be part of a Core Set: vision, hearing problems,
walking, remembering & concentration, self-care and
communication. Much work has still to be done and there is
optimism that there will be a time that international
comparisons using a Core Set of disability indicators is
possible. Until then we have to make the most of currently
available - though not ‘perfect’- data. Especially Nick Fahy
emphasized that ‘he prefers to have bad data now rather
than good data over a period of 20 years’. Ill-health should
not be a barrier to participate in society, and with an ageing
population we need everybody for a good balance between
the working and non-working population.

I agree with Nick Fahy and furthermore; to expect ‘perfect
data’ over 10 years might even be to optimistic. Within one
country it has been shown that small differences in wording
of questions and differences in method of data collection
(postal questionnaire vs. face-to-face interviews) affects the
actual prevalences of disability. (Picavet & Van den Bos
1996) Standardization of survey methods and questionnaires
is a prerequisite for the analyses of time trends and
(inter)national comparisons of the prevalence of health
problems on the basis of a health survey. International
comparisons are even more complicated because differences
in languages will have an impact on the results of health
surveys. In the Seven Countries Study among elderly men,
for instance, it was shown that the category ‘less than
moderately good health’ was much more prevalent in
Finland than in other countries (Jylha et al 1998) and there
was no other explanation than differences in meaning of the
wordings.

References
Picavet HSJ & GAM van den Bos. The comparability of
survey data on functional disability in the elderly, the
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impact of some methodological differences. Journal of
Epidemiology and Community Health 50, 1996, 86-93

Jylha M, Guralnik JM, Jokela J, Heikkinen E. Is self-rated
health comparable across cultures and genders?J Gerontol B
Psychol Sci Soc Sci. 1998;53:5144-52.

For information
Susan Picavet, RIVM Bilthoven, the Netherlands
e-mail: susan.picavet@rivm.nl

FIC around the World

Europe

List of available ICF Core Sets

Recently an overview of available ICF Core Sets has been
published A full list including literature can be downloaded
from http://www.icf-research-
branch.org/download/finish/5/136.html. For each set
references are provided for publication on the study
protocol and preliminary studies, publication on the
consensus conference, date of the consensus conference,
publication on testing and validation and application studies.

For the following contexts and conditions an ICF Core Set
is available:

Acute context:
-Cardiopulmonary conditions
-Musculoskeletal conditions
-Neurological conditions

Early post-acute context
-Cardiopulmonary conditions
-Geriatric patients
-Musculoskeletal conditions
-Neurological conditions
-Spinal cord injury

Long-term context
-Amputation

-Ankylosing spondylitis
-Bipolar disorders

-Breast Cancer

-Chronic ischemic heart disease
-Chronic widespread pain
-Depression

-Diabetes mellitus

-Hand conditions

-Head and neck cancer
-Hearing Loss
-Inflammatory bowel disease
-Low back pain

-Multiple sclerosis

-Obesity
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-Obstructive pulmonary diseases
-Osteoarthritis

-Osteoporosis

-Rheumatoid arthritis

-Sleep

-Spinal cord injury

-Stroke

-Systemic lupus erythematosus
-Traumatic brain injury
-Vocational rehabilitation

For more information

Melissa Selb, ICF research branch of the German WHO-
FIC CC, Nottwil, Switzerland

e-mail: melissa.selb@paranet.ch

MURINET: Multidisciplinary Research Network
on Health and Disability in Europe

MURINET was a 4-year (2007-2010), FP6 European Union
funded project led by Coordinator Dr Matilde Leonardi
(Foundation IRCCS Neurological Institute Carlo Besta,
Milan, Italy), with eleven European research institutions and
NGOs of people with disability from seven European
countries as partners.

MURINET linked up in a multidisciplinary and
intersectoral approach to health and disability research and
management institutions that have been cooperating for 10
years in national and international projects related to the
International Classification of Functioning, Disability and
Health (ICF) and its children and youth version ICF-CY.
The project created a pool of European experts in health and
disability research and disability management, all of whom
brought together a variety of research skills. More than 25
junior and senior researchers from several professional
backgrounds and from Europe, Australia, Canada, Africa,
USA were trained in Murinet multidisciplinary Consortium.

Aims

The project had the following aims:

- to identify the needs of people with disability and to plan
interventions in light of the biopsychosocial model of ICF

- to operationalise ICF for research and practical
implementation by applying the ICF model in different
settings (clinical and rehabilitative environments, child
health, psychology and educational field, and ethics and
human rights)

- to reorient disability-related clinical practice and policy by
exploring the validity of the various continua of functioning
and disability

- to explore the practical consequences of an ICF-inspired
intervention strategy in which all interventions are designed
to increase participation, by means of environmental
facilitation or increased functional capacity.
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MURINET encouraged participation in meetings, short-
term exchange visits and interactions among European
institutions through an attractive Research and Training
programme. This approach facilitated early-career exposure
to different techniques, methods and scientific approaches.

Areas

MURINET project comprised four different areas that were
interconnected within the 3 main objectives:

- applying ICF Model

- explore health and disability continuum

- design interventions.

Area 1, Clinical and Rehabilitation, concerned research that
furthers our understanding of the basic biomedical and
rehabilitative sciences of functioning and disability. Clinical
applications of ICF and ICF-based tools — specifically the
ICF checklist, WHO DAS 1II and ICF Core Sets —in
different clinical populations were the methodology to
determine the extent to which these assessment tools are
valid, clinically sensitive and reliable.

Area 2, Child Health, psychology and education, involved
research on issues of conceptualization and measurement of
functioning and disability in focusing on educational and
early childhood interventions settings. The rationale here
was to identify relevant information needed to describe the
nature and extent of disability with a special focus on major
life areas and environmental factors relevant to children.

Area 3, Health and disability information for policy:
featured ICF as the conceptual model for organizing and
reporting information about functioning and disability in
order to use a common framework for quantifying levels of
health and disability in measurement exercises. In addition
the ICF was the common language in terms of which this
information is to be expressed such that there are no
ambiguities in communication.

Area 4, Ethics and human rights, encouraged original
research on ethical issues as applied to functioning and
disability. Specific ethical considerations also arise for
individuals who are unable to consent or who are otherwise
vulnerable to abuse. Since ethical issues arise at both the
individual and population levels, ICF training in ethics and
research were designed to cover both the clinical or
individual levels, and the systemic or population level.

Project’s steps

MURINET Project has been running since 2007 with the
aims of identifying the needs of persons with disability and
planning interventions in the light of the biopsychosocial
model of the ICF and of the UN Convention of Rights of
people with disability, operationalizing the ICF model in
different settings (clinical and rehabilitative environments,
child health, psychology and educational field, and ethics
and human rights), with the ultimate aim of improving
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health and disability research and policy across Europe, and
reorienting health and disability-related clinical practice and
policy by exploring the validity of the various continua of
functioning and disability, grounded in the ICF model.

The MURINET closing Conference on the 1st of December
2010 in Bruxelles presented the key results of this
extraordinary network that has trained researchers from very
different backgrounds.

On the 2nd of December 2010 the results of the European
Multidisciplinary Research Network on Health and
Disability in Europe (MURINET Day) were presented in a
multicountry European event in Italy (Milan Catholic
University), Germany (Hamburg), Romania (Bucarest),
Spain (Madrid), Sweden (Jonkoping), Switzerland (Zurich),
Slovenia (Ljubljana) The speakers were researchers that,
from all over Europe, have been trained within EU
MURINET project for the past four years.

Results

25 Researchers out of 422 applicants from all over the
world joined this European training network. All
MURINET researchers, from different professional
backgrounds, have been trained to understand the UN
Convention for the Rights of people with disability as well
as the ethical issues related to health and disability policy
and to use ICF as a common language and framework.

ICF has provided the theoretical foundation for this research
by emphasizing the need to look at the complete lived
experience of disability, but also by offering a common
language that links together clinical and rehabilitative
services, population data collection, and other health-related
services, such as education and employment. On account of
the classifications and terminology of the ICF, moreover, all
stakeholders were able to speak the same language, to
collect data that are comparable — across disciplines, sectors,
and languages — and to describe the lived experience of
disability as it is actually experienced and considered as a
universal experience of human condition.

This is a summary. The full article on the MURINET
project, including an extensive overview of participants,
project outcomes and literature references can be found at
http://www.rivm.nl/who-fic/newsletter/May2011-
IMURINET.pdf. More information on MURINET can be
found at: http://www.murinet.eu/

For more information

Dr Matilde Leonardi, Foundation IRCCS Neurological
Institute Carlo Besta, Milan, Italy

e-mail: Matilde.Leonardi @istituto-besta.it

The Netherlands

MATE-ICN: Applying the ICF in the Measurement
of Activities and Participation of Psychiatric
Patients
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To match persons to treatment modalities and to evaluate
treatment for patients with chronic, psychiatric disorders,
measuring human functioning (i.e., activities and
participation) is as vital as measuring symptoms of
psychopathology. Existing instruments for measuring
activities and participation differ enormously, however, in
the aspects of functioning that they cover and the domains
of functioning they assess. Some, like the General
Assessment of Functioning (GAF) and the Health of the
Nation Outcomes Scale (HONoS), are very broad and
general. Others, like the Camberwell Assessment of Needs
(CAN)), refer only to certain aspects of functioning. The
WHODAS, whose final version was recently launched, is
more differentiated, but is not intended for psychiatric
patients in particular. We, therefore, devised the MATE-
ICN, tested its psychometric properties, and launched it for
general use in 2007 (Schippers et al., 2007).

The MATE-ICN (Measurement of Addictions for Triage
and Evaluation — ICF Core Set and Needs) is based entirely
on the ICF, and identifies (a) the extent of limitations in
activities and participation, (b) environmental factors that
affect a person’s functioning, and (c) the need for care that
results from limitations in participation and lack of support.
The MATE-ICN is generally intended for assessing chronic,
psychiatric patients, and is part of the MATE, that is
designed especially for persons with an addiction. The
MATE-ICN is used to (a) determine the person’s degree of
social disintegration that is relevant for triage decisions
about the level of care and kind of support that should be
provided, and (b) evaluate changes in functioning across
time.

The first of the two modules of the MATE-ICN (MATE
Module 7) consist of 19 domains selected from the ICF
component Activities and Participation. For each of these
domains, the MATE-ICN assesses the following: (1) The
degree to which the person’s activities and participation are
limited (ranging from not at all to completely), and (2) the
amount of support that is provided to the person (from none
to completely) in each of ten domains, and (3) for 15
domains concerning the need for care, (a) whether or not the
interviewer feels that the person is in need of care, (b)
whether or not the person himself or herself feels in need of
care, and (c) whether or not the agency is willing and able to
provide the care that is needed. The second module of the
MATE-ICN (MATE Module 8) assesses the influence of
four factors selected from the ICF component
Environmental Factors that either facilitate or interfere with
the person’s recovery. These factors are: people in the
immediate environment of the person being interviewed
(especially if the person has suffered a personal loss),
societal attitudes, legal affairs, and other factors. Module 8
assesses the degree of positive or negative effect that each
factor has (from none to completely). When the influence is
negative, the need for care is also assessed as in Module 7,
3a-3c.
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To field test the instrument in a treatment-seeking
population, test-retest interviews were administered by
researchers and clinicians to (a) monitor feasibility, (b)
assess construct validity against related instruments, and (c)
evaluate the dimensional structure of the MATE-ICN
(Schippers et al., 2010). The research was conducted in a
large, regional substance-abuse treatment centre in the
Netherlands and at the Municipal Health Service of
Amsterdam. A total of 945 treatment-seeking patients were
recruited during routine intakes, and 159 of them were
interviewed twice. Thirty-two problem drug users were also
recruited from the Amsterdam cohort studies of problem
drug users. Interview completion time was reasonably short,
and there were relatively few missing data. The factor
structure of the ICF-related modules revealed a three-factor
model with an acceptable fit. Interrater reliability ranged
from 0.75 to 0.92 and was satisfactory, but interviewer test-
retest reliability ranged from 0.34 to 0.73, indicating that
some of the subscales needed to be improved. Concurrent
validity was indicated by significant correlations (> 0.50)
between the ICF-related modules and the WHO Disability
Assessment Schedule II (WHODAS II) and the brief
version of the WHO Quality of Life instrument
(WHOQOL-BREF).

We concluded that the MATE can be used to allocate
patients to substance-abuse treatment. Because it is a
comprehensive but flexible measurement tool that is also
practical to use, the MATE is well suited for use in a
heterogeneous population. The MATE (including the
MATE-ICN) has now been accepted as the standard
instrument for intake and evaluation (routine outcome
monitoring) in the majority of Dutch addiction treatment
centres. The MATE is in the public domain
(www.mateinfo.nl) and has been published along with
extensive instructional manuals and training materials.
Because we aim to use the MATE internationally, English,
German, and Spanish versions have been developed and are
available.
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Development of ICF Core Sets for Lymphedema

In 2010 a project has been started to come to Core Sets for
Lymphedema. This project will be executed as a
cooperative effort from Erasmus Medical Centre,
Department of Dermatology, Rotterdam and the Dutch
Institute of Allied Health Care, Amersfoort, both in The
Netherlands. The project will be guided by a steering
committee composed by the following members: Robert
Damstra MD, PhD (Department of Dermatology,
phlebology and lympho-vascular diseases, Nij Smellinghe
Hospital, Drachten, The Netherlands), Yvonne Heerkens
PhD (Dutch Institute of Allied Health Care, Amersfoort,
The Netherlands), Dorine van Ravensberg PhD, PT (Dutch
Institute of Allied Health Care, Amersfoort, The
Netherlands), Janine Hidding MSc, PT (Dutch Association
for Physical Therapists in Lymphology), Huib Ten Napel
MSc (WHO-FIC Collaborating Centre, Centre for Public
Health Forecasting, National Institute for Public Health and
the Environment (RIVM), Bilthoven, The Netherlands) and
Professor Martino Neumann MD, PhD (Department of
Dermatology, Erasmus Medical Centre, Rotterdam, The
Netherlands).

The prevalence of lymphedema is not exactly known
because it is not a regular registered disease. The number of
patients worldwide is estimated at about 140-250 million
(Ref. 1).

An important basis for the optimal management of
lymphedema is an in-depth understanding, systematic
examination and sound measurement of its consequences at
different levels. To achieve this goal, the ICF can serve as a
comprehensive framework and classification of an
universal language understood by health professionals,
researchers, policy makers, patients, and patient
organizations. The International Society for Lymphology
(ISL) mentions the importance of the (use of) the ICF in
their latest revision of their lymphedema consensus
document (Ref. 2)].

Lymphedema is defined as an abnormal accumulation of
fluid and protein in the body tissues as a result of a dis
balance between the flow and the discharge of fluid.
Lymphedema is a chronic disorder, that often begins slowly.
It can occur in both upper and lower limbs as well as
midline (head ,neck and thorax). It can be sub-divided into
primary and secondary lymphedema.

Primary lymphedema is inherited at birth. The lymph
vessels and/or nodes, have not been well constructed, which
results in an insufficient flow and discharge of the lymph
fluid. This can occur in the entire body, but it is most
common in the lower limbs.

Secondary lymphedema is inflicted. The lymph vessels
and/or nodes have been damaged or removed. Examples are
upper limb edema after a breast operation for mamma
carcinoma, edema of the lower limb after a gynaecological
operation and edema after the removal of a melanoma. In
these operations, the lymph glands have been removed,
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which results in damage of the lymph vessels and pressure
on the fluid discharge. Patients, who receive radio and /or
chemotherapy after the operation , have an increased chance
of acquiring lymph oedema. Secondary lymphedema can
also be caused by serious wounds, infection, joint
operations etc.

Patients with lymphedema suffer from pain, swelling and
disturbed feelings in the affected body parts. Often activities
of daily life are limited, e.g. walking, personal care and
household. Patients should live with certain regimens such
as cautiousness with open wounds and taking care not to
overburden themselves.

The aim is to develop Core Sets for lymphedema using the
method of Professor G Stucki , ICF Research Branch of the
Collaboration Centre of the Family of International
Classifications (DIMDI, Germany) at the Ludwig-
Maximilians-University in Munich, Germany.
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