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Food Allergy Patients
Want to Know What They are Eating

An estimated 4% of adults and 8% of
children in the European Union suffer
from food allergy, for which there is no
cure. The only thing that an affected per-
son can do is to stop eating the food that
causes the symptoms, which in some
cases can be life threatening. The recent
case of a young Swedish girl who died
after eating chocolate containing nuts
(which were not included on the label)
is not rare. EFA welcomes the European
Union initiative to amend the EU

Labelling of ingredients present in food-

stuffs Directive (2000/13/CE).

This is an enormous step forward, and
means that allergic consumers will be
better able to avoid allergenic foodstuffs
in their own countries and when travel-
ling in other EU countries. The main
improvements to the Directive are:

e The ingredients and substances recog-
nised as causing hypersensitivity are
listed in the Directive and must be
clearly labelled without exception, and
the list will be updated as new scien-
tific data become available.

e Strict limits have been set about ingre-
dients that are a minor part of the fin-
ished product and about exceptions to
compound ingredient labelling.

However, the Directive makes no refer-
ence to precautionary labelling, which
concerns the risk of the presence of trace
amounts of food substances, and we call
upon the European Union to draft regu-
lations for precautionary labelling!

Pitfalls of current EU regulations
on food labelling

Not all the ingredients of foodstuffs must
be mentioned on the food label (‘25%
rule’) and some ingredients are included
under a category (vegetable fat, lecithin,
aroma etc.). Therefore, people with food
allergy are worried they might eat ‘hid-
den’ allergens that can provoke a severe,
even life-threatening reaction. Many of
them have stopped buying processed
food, but others who are less well
informed are not aware of the risk. They
eat food they believe to be safe and
wonder why they still have chronic symp-
toms like atopic dermatitis or asthma.
The quality of life of both groups of peo-
ple is reduced.

Some major food manufacturers have a
policy of ‘precautionary labelling’ the
main allergens, by mentioning the ‘risk’
of the presence of allergens in the case,
for example, of accidental contamination
during food processing. However, this
practice is not mandatory.

Food allergic consumers in Europe
have long waited for better regulations in
food labelling. EFA appeals to the
European Union to address the concerns
of food allergy patients and their fami-
lies. Join us in the fight to ensure appro-
priate information, a better quality of life
and even to save lives

Elisabeth Bell
Erkka Valovirta
Susanna Palkonen

Dear Friends,

After five years of outstanding and creative work on EFAnews, EFAnet and EFA publications in
general, Mariadelaide Franchi has stepped-down as EFA Editor. The EFA Board rightly thought that
not just one, but three people would be required to meet the high standards set by Lally.
Therefore, the new team consists of an EFA Editor, and two Assistant Editors: Susanna Palkonen
(Executive Officer) and Marta Almanza Lista (Board Member). It will be very difficult to follow in
Lally’s footsteps, but we will do our best to ensure that the EFA newsletter will continue to be a
valid tool in the fight for patients’ rights. This issue of EFAnews is our first effort. | hope you like
it. It focuses on the EU Food Labelling Directive, which will have an enormous impact on food-
intolerant people, consumers in general, and food producers in Europe and beyond.

Elisabeth Bell, EFA Editor
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Attitudes to low allergen food produced

using genetic modification

Qeuwa

The future of genetically modified
(GM) foods will be determined by
consumer acceptance, making it
important to examine public attitudes
towards GM food. Recent research
indicates that public perception of GM
food in Europe is generally negative.
While the reduction or elimination of
the allergenicity of particular food
products may be seen as a benefit,
food allergic individuals are concerned
that genetic modification may acciden-
tally lead to new food allergies.

One aim of the EU-funded SAFE pro-
ject is to investigate attitudes towards
low allergen foods produced using
genetic modification in food allergic
individuals ~ (see  http://www.akh-
wien.ac.at/safe/).

As a first step, a small study was
conducted to identify important issues
about low allergen food.

Attitudes towards low allergen
food and genetic modification

An interviewer-assisted questionnaire
was given by clinicians to 20 food

allergic individuals in each of Austria,
Spain and The Netherlands. The
respondents’ age ranged from 17 to 79
years, with 23 men and 37 women
taking part; most were allergic to
more than one food, usually apple.
Almost all respondents dealt with their
allergy by avoiding the offending
food; some also avoided other prod-
ucts containing this food and checked
food labels. Two-thirds claimed that
their food allergy did not affect their
lifestyle. Others found their lifestyle
was affected by not being able to eat
the food in question and to difficulties
when eating out.

Over 80% would like low allergen
foods to be produced. Almost all
respondents said they would buy low
allergen food produced by conven-
tional plant breeding, and three-
quarters would buy low allergen food
produced by genetic modification;
only half of the Austrian sample
would buy GM low allergen food.
Two-thirds would prefer low allergen
food to be produced using conven-
tional plant breeding.

Benefits and disadvantages
of low allergen food

The benefits of low allergen food
were being able to eat all food with
no worries, no symptoms and no
need to check labels; having more
variety, more fruit and more vitamins
in the diet; and having better health
generally.

Respondents said that a high price
would discourage them from buying
low allergen food, and quality, partic-
ularly taste, was also important.
Critically, respondents wanted to be
sure that the food was safe.

Labelling of low allergen food

Almost 90% of respondents wanted
low allergen food to be clearly
labelled, and many said they would
trust the label only if it was checked
(and approved) by an independent,
expert, national or international organ-
isation. They also wanted the food to
be EU or WHO approved, regular
checks of the validity of low allergy
claims, and well controlled testing of
the food.

Further information about this study
can be obtained from Dr. Susan
Miles, Institute of Food Research,
Norwich, UK.

E-mail: susan.miles@bbsrc.ac.uk

InformAll

This massive EU project under Framework 6 is being set up to address the unexplained increase in food allergy, both real
and perceived. It will also attempt to formulate strategies to frustrate the increase and to set out guidelines for the prevention
and avoidance of the problems with which we in EFA are so familiar.

‘Whilst we do not know why this is happening, it is becoming clear that certain actions need to be taken to ensure that we
can anticipate and manage the problem effectively’. The results will affect many — from the 11-26 million EU citizens who
already suffer from some form of food allergy, to the food providers and manufacturers. ‘Given its public health, social and
economic consequences, now and in the future, preventing allergic reactions to foods is a major challenge that must be met’.

For some aspects, InformAll will co-ordinate existing nationally funded research but in other areas a significant additional
RTD effort is required. Co-operation across the EU is vital. ‘Support for the development of effective food allergy diagnos-
tics and therapeutic options will hasten their realisation and delivery to the European public’.

The main aim of the project will be to develop holistic strategies for managing the apparently increasing prevalence of
food allergies across the European Union.

Norwich UK meeting 13-15 February 2003

This was the first meeting of InformAll, and after a background session at which EFA spoke on the patient aspect, it was

geared to Risk Communication Issues in Food Allergy.

The main aims were to:

e define the most important issues regarding effective communication and food allergies;

e understand barriers to developing effective communication about food allergy;

e identify potential cross-cultural and intra-individual differences in communication needs, taking due account of the
diversity in the European population regarding food allergenicity.

The report will eventually be published via the project website.

Erkka Valovirta is EFA’s representative on InformAll — Elisabeth Bell represented him at the Norwich meeting as he was
engaged elsewhere.

EFA NEWS 1/2003
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Shape the
Future of Life
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The theme of this
year’s World Health

Day is Healthy
Environments for
Fealthy  Children.
Emvranmenss  According to  the
T k] Feni

WHO, every child
should grow up in
a healthy home, school and commu-
nity and the future development of
our children, and of their world,
depends on their enjoying good
health now. Allergy, asthma and
indoor environment, and environ-
mental tobacco smoke (ETS), are
considered one of the major issues
by the WHO for children's health.
Thousands of events across the
world highlighted the importance of
safeguarding the health of the mil-
lions of children who die each year
from diseases, infections and acci-

World Days

WORLD HEALTH DAY 7™ APRIL 2003:
HEALTHY ENVIRONMENTS FOR CHILDREN

dents related to their environments.
For example, in Hungary, EFA
Hungarian member association rep-
resentative Dr. Kristof Nékam spoke
in a special event at Parliament on
allergy in Hungary and possible solu-
tions to tackle it.

EFA’s 8t Conference in June 2003
contributes to this theme with spe-
cific focus on improving indoor air in
dwellings in Europe. Children as well
as adults spend most of their time
indoors. Therefore, the quality of
indoor air is a significant factor in
children’s health, especially those
with respiratory allergies, asthma and
other hypersensitivities.

For more information (press release,
events, facts etc.) visit:
www.efanet.org, which provides link
to World Health Day resources.

EFA =7 EFA E[FL e e

Booklet on Children’s Health and
the Environment

EPHA, European Public Health Alliance, of
which EFA is a member, published a booklet
Children’s Health in Europe: Tackling envi-
ronmental threats on World Health Day.
Allergy and asthma and respiratory health
are among the major issues in this booklet.
The booklet is targeted for authorities
around the world and especially in Europe.
EFA, as well as the European Respiratory
Society (ERS) and the European Academy of
Allergology and Clinical Immunology
(EAACD have given their input to the book-
let, and EFA’s Indoor Air Pollution in
Schools EC project from 1999 is mentioned
as an example of non-governmental organi-
sation (NGO) activities in the field.

The booklet can be downloaded and
ordered from http://www.epha.org

ARIA

The WHO-supported
ARIA guidelines,
directed particularly
at pharmacists on
managing allergic
rhinitis and its impact on
asthma have been released. The
guidelines aim to increase collabo-
ration between pharmacists, physi-
cians and other healthcare profes-
sionals, reduce the burden of aller-
gic rhinitis and its co-morbidities,
aid in identifying undiagnosed or
uncontrolled asthma and improve
cost-effectiveness in the manage-
ment of allergic rhinitis.
The guidelines can be downloaded
from: http://www.whiar.com/

The World
No Tobacco
Day-2003
“Tobacco-free
films tobacco free
fashion Action!

If a tobacco product seems macho
or feminine, sophisticated or rugged,
sexy or sporty — it is because of the
marketing around i’ WHO.

This year’s World No Tobacco Day
(31 May) focuses on the role of the
fashion and film world in fostering
the worldwide tobacco epidemic
and urges them to stop being used
as vehicles of death and disease.
The worlds of film and fashion can-
not be accused of causing cancer.
But they do not have to promote a
product that does. EFA supports the
World No Tobacco Day and many
ENCPA, as well as EFA members,
have activities during this day.

In November 2002, WHO was
joined by medical associations and
the Smoke Free Films project at the
University of California in San
Francisco in its call to the entertain-
ment and fashion industries to
ensure that their social responsibil-
ity is commensurate with their
global influence. Hollywood and
Bollywood (the Indian film indus-
try) were invited to join the world-
wide movement to rid films of their
tobacco-promoting role.

More information and World No
Tobacco Day poster, brochure and
leaflet: http: //www5.who.int/tobacco/
page.cfm?sid=86

Y

Asthma

The Burden of

On World Asthma Day
(6 May 2003) the Global
Initiative for Asthma
(GINA) will release the
preliminary findings of

the Burden of Astbma Report. This will highlight the global dimension of
asthma and will call upon people with asthma and those who provide asthma
care to act to reduce the burden of asthma.

GINA has developed Five Positive Steps that people with asthma and their
carers can take to reduce the burden of asthma:
1. Ask your doctor to prepare a written personal asthma management plan.
2. Take medications prescribed by your doctor.
3. Be aware of the factors that make your asthma worse.
4. Learn to recognise when your symptoms are getting worse.

5. Know what to do in an asthma attack.

Many EFA associations have activities during World Asthma Day: for example,
Aniksi, the Greek association has organised a Fair in Athens, where the EFA

Asthma Manifesto will also be displayed.

EFA NEWS 1/2003

Background of
World Health Day 2003

In September 2002 WHO launched
a campaign on Children’s Envir-
onment and Health, and World
Health Day was the start of this
campaign. The theme will continue
until the WHO Fourth Ministerial
Conference on Environment and
Health, entitled The future for our
children (Budapest, Hungary, 23-28
June 2004).

By focusing on children as a tar-
get group, the WHO hopes to pro-
mote more effective measures to
improve health and environment
worldwide. The major output of
the Conference will be the
Children’s Environment and Health
Action Plan.
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THADE - Towards Healthy Air in Dwellings in Europe

During the meeting of the scientific
committee and project partners of
EFA’s EU-funded THADE project in
Rome on 25 October 2002, the pro-
ject consultants, P. Carrer, G. Viegi,
A. van Bronswijk, O. Seppinen, E.
Rameckers and D. Kotzias presented

Rome, 25 October 2002. Edith Rameckers
presenting her report and Lally Franchi
in the chair.

AIRNET

babes, g S

There is a need to develop an EU-wide
framework for air pollution and health
research to strengthen the science-
policy interface and to integrate
information from individual projects.

The first of three annual AIRNET con-

ferences brought together key inuvesti-
gators and nationally funded
research projects on air pollution
and health, the EU, WHO, EEA and
UNECE representatives, policy mak-
ers, stakeholders, consumer organisa-
tions, and environmental non-
governmental organisations. Edith
Rameckers attended the conference
on behalf of EFA; below is an excerpt
from ber presentation.

Why are EFA
target groups important?

Asthma prevalence in children in
Europe is as much as 15%; COPD
prevalence in Europe is between 2%
and 10%. Asthma affects 150 million
people worldwide. Respiratory diseases
are second in Europe in disease inci-
dence, prevalence and costs. They are
the first cause of death worldwide and
the second cause in Europe.

Total hospital costs due to respiratory
diseases in EU countries is €17.8 bil-
lion/year, of which asthma and COPD
account for 19% each. Workdays lost
due to respiratory diseases in EU
countries are 66,155 per 100,000

their interim reports. Importantly, the
list of pollutants that will be consid-
ered in the project was discussed at
length among the experts. This meet-
ing was important to fine-tune the
working schedule and to lay the
basis of the ‘Contents’ of the final
report and recommendations that
will be sent to the European
Commission.

The consultants of the project sub-
sequently met in Luxembourg on 13
March to prepare the final stages of
the project and to finalise the contents
of the Final Report. In describing what
the European Commission expects
from this report, Marc Seguinot, EC
officer responsible for the project,
stressed that the Commission expects
specific and clear recommendations

and guidelines regarding good air
quality in dwellings.

The new EU Public Health
Programme recognises the importance
of indoor air and its health effects,
and it appears that there is the politi-
cal intention to bring this issue to reg-
ulatory level.

A recurrent theme of all the meet-
ings held within the THADE project is
that national and international bodies
active in this area will exploit the
national and international experi-
ences that are described within the
project, and the recommendations to
produce comprehensive national plans
on indoor air quality in dwellings. Tt is
in this area that the EFA member asso-
ciations can be of particular help.

AIRNET: PATIENTS’ VIEWS

inhabitants, of which 62% is due to
COPD and 21% to asthma. The cost of
lung disease in Europe is €100 billion
annually, which is almost the Gross
Domestic Product of the Republic of
Ireland. And regarding allergy, one
out of four children is allergic. These
are large numbers indeed! And they
are on the rise all over Europe!

EFA’s aims in AIRNET

EFA hopes that with an open discus-
sion based on facts and on the right
to know, the network will review sci-
entific data on pollution related to
triggering allergy and airway dis-
eases, in order to define an inte-
grated strategy to avoid or reduce
exposure, especially for sensitive
persons, and to define policies for
implementation in Europe.
Communication about these issues,
and specifically for vulnerable groups
like children, the elderly and people
with pre-existing diseases, should
continue, with the co-operation of all
stakeholders, also after the AIRNET
project. Skills are needed to deliver
the right message to the right person.

Issues raised by patients

e What is the effect of the single pol-
lutants and what is the effect of the
total pollutant load of ‘normal’ air,
i.e. the air that people breathe.
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First AIRNET Conference London, 11-12 December 2002

e Both the short-term and the long-
term effect are important.

e What is the effect in the different
age groups; we expect the effect of
air pollution to be greater in chil-
dren and the elderly.

e What is the effect in fragile persons
with a pre-existing disease (lung
diseases, allergy, heart diseases,
eto).

e Extra mortality risk.

e Extra morbidity: from discomfort to
hospitalisation; chronically ill persons
live with the disease and its discom-
forts.

‘Acceptable risk’ should be defined for
potentially more vulnerable groups.
AIRNET should contain European pol-
lution maps so that combined out-
comes can be easily understood. Risk
profiles for age groups should also be
‘illustrated’, and diseases should be
linked with pollutants. Last but not
least, advice and measures to lower
personal and damaging exposure
should be included. Many questions
cannot yet be answered, but let’s use
the best knowledge available today to
ensure that breathing is an activity as
healthy as possible. EFA’s standpoint
is: implement today’s knowledge and
continue with good research to pro-
vide updates for tomorrow.

E.M.A.L. Rameckers
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A new voice to represent the interests of patients in Europe

On 31 January 2003, 12 pan-European patients’
organisations came together in Brussels to create
a common platform, the European Patients’
Forum. We are proud that EFA is amongst those
12 founding members. The European Patients’
Forum should be seen as a response to calls by
the European Commission and other EU institu-
tions to have one pan-European patient body to
address and be consulted on issues concerning
the interests of patients in the European health-
care debate.

The main objectives of the Forum are:

e To facilitate an open and inclusive Patients’
Forum enabling all pan-European patients’
groups to exchange information and points of
view in the area of EU Health Policy and all
other EU initiatives of interest or concern to
patients.

e To share health experiences and examples of
good practice in order to strengthen the role
and voice of European patients’ organisations.

e To offer the views of patients, as external stake-
holder in the European healthcare debate, by
means of a broad, truly representative and inde-
pendent patient group resource.

e To provide a forum for patients’ organisations to
develop common positions on European health
policy issues and to lobby on behalf of those
organisations, giving them a central position in
the provision of healthcare in Europe.

e To become the natural first point of reference
for the European Commission and other
European institutions when seeking the opin-
ions of patients and/or when seeking to consult
patient groups.

e To co-operate in the formation and execution of
joint projects aimed at improving health out-
comes and the quality of life of European
patients.

The European Patients’” Forum is open to other
European patients’ organisations that fulfil the fol-
lowing criteria:

e Legitimacy: EPF member organisations should
have statutes registered in one of the member
states of the European Union. If the applicant
organisation is not registered in an EU Member
State, additional information needs to be pro-
vided demonstrating EU focus and activities.

e Representation: EPF member organisations
should have members of their own in more
than half of the member states of the European
Union.

e Democracy: EPF member organisations should
have governing bodies that are elected by their
members, who shall be patients, their carers, or
their elected representatives.

e Accountability and Consultation: Statements
and opinions of EPF member organisations
should reflect the views and opinions of their
memberships and consultation procedures with
those memberships should be put in place.

e Transparency: European patients’ organisations
should disclose their sources of funding and
generally make available their audited financial
accounts.

The European Patients’ Forum is currently work-
ing on registration in Luxemburg, setting up a
working plan and getting funds. The website is
under construction and can be found at
www.europeanpatientsforum.org.

The email address is info@europeanpatientsforum.org

Bernd Arents

EFA Representative,
European Patients’ Forum
bwm.arents@chello.nl

Abstracts of the 9t International Conference on
Indoor Air Quality and Climate ‘Indoor Air’

held June - July 2002, in Monterey, California are available online at: http://www.indoorair2002.org/abstracts.htm

EFA NEWS 1/2003
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T 8th EFA Conference

e Allergy and Airways Diseases

Towards a New European Programme for Healthy Indoor Air

Exciting Working Programme! Outstanding Social Events!
A MEETING YOU MUST NOT MISS!

A SELECTION OF TOPICS
Living with COPD Guidelines and standards on indoor air quality in
COPD and asthma: similarities and differences dwellings
The role of ENCPA in improving COPD management Future Community Strategies for Health and Environment
Living with COPD: an interactive session How can optimal control for patients with airway dis-
Indoor air pollution and health effects eases be achieved?
Risk factors and environmental tobacco smoke Self-treatment from the patient’s perspective
International approach to indoor air pollution prevention What should patients expect in terms of control and edu-
Technology to improve indoor air quality in dwellings cation
The INDEX Project - Indoor Exposure Limits for New approaches to treat respiratory disease
pollutants Self-treatment from the patient’s perspective

Ventilation procedures for better indoor air quality
Network of European patients’ associations

* If you are going to attend just one meeting this year, make it the 8" EFA Conference that will take place in the
attractive city of Lisbon.

e Prominent personalities will speak on various aspects of Healthy Indoor Air

e EFA member associations are encouraged to suggest topics for Working Group Sessions, and to present posters
illustrating their activities. Don’t miss this opportunity of communicating with your colleagues from all over
Europel!

The registration fee has been kept low to encourage all those interested to attend. The accompanying person fee
is particularly low.

Participants Package (3 nights accommodation in a single room, Conference documentation, scientific events,
Opening Ceremony and Welcome Reception, Conference Dinner, Farewell Dinner, 2 lunches and coffee breaks) is
Euro 360 before April 30, and Euro 390 after.

Accompanying Persons (3 nights accommodation sharing a room, Opening Ceremony and Welcome Reception,
Conference Dinner, Farewell Dinner, 2 lunches and coffee breaks) is Euro 120.

The complete scientific and social programme and registration form are on www.efanet.org
Scientific Secretariat: Mariadelaide Franchi (franchima@tin.it) and Jean Gilder (impact.jgilder@tin.it)

Organising Secretariat: MundiConvenius (luisa_carvalho@mundiconvenius.pt)

Monastery

Belem Tower

Lisbon Isabella of Portugal

EFA NEWS 1/2003
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22nd EAACI Congress

EFA has been allocated a Main Symposium
at the EAACI Paris Congress 2003

June 7-11, 2003, Paris, France
Information: Congrex Sweden
Tel. +46 8 4596600; Fax +46 8 6633815

Over the years the EFA has gradually taken a more prominent part in the | WWW.eaaciorg

annual EAACI Congress. This year, the allocation of a main symposium to 8th EFA Conference

EFA by the main European scientific society in Allergy and Clinical | Allergy and Airway Diseases:
Immunology is a recognition of EFA’s role in this field. Towards a New European Programme
For more details about EAACI 2003, check www.congrex.com/eaaci2003 for Healthy Indoor Air

The aim of the symposium is to address, together with doctors, the prob-
lems and possibilities of patient/doctor communication and the role of the
new forms of media and variable information flow in allergy and asthma,

June 26-29, 2003, Lisbon, Portugal
EFAOffice@skynet.be, www.efanet.org

which patients face today, in the management of these diseases.

Sunday 8 June 15.30/17.15 -

Joint EFA/EAACI Workshop

New Language and Medias in Allergy and Asthma
and the Patient

Opening
Erkka Valovirta, EFA President

Media and Quality of Information
Esmé Newton-Dunn, UK

A communications expert specialized
in medical PR who bhas worked with
several health-related non-govern-
menlal organisations.

Ethics in Allergy

Kristof Nékam, EAACI, Hungary
Medical Doctor, Chair of the EAACI
Ethics Committee and delegate of the
EFA member association in Hungary.

Understanding Medical Language
and the Patient - Role of the
Patients’ Associations

Bernd Arents, European Patient
Forum, The Netherlands

Represents EFA at the European
Patients’ Forum, delegate of EFA mem-
ber association in The Netherlands.

Internet and Patient-Doctor
Relationship

Nikos Papadopoulos, Greece

Medical Doctor, member of the EAACI
Executive Committee and delegate of
EFA member association in Greece.

During EAACI 2003, EFA will take part in the launching of the
European Campaign on Early Diagnosis in Children.
Two symposia, held on 8 June, will be devoted to this event.

EAACI Paediatric Session

Chairs: Ph. Eigenman, Switzerland
& Per Grinsted, Denmark

Early sensitisation and development
of allergic diseases
F. Rancé, France

Genetic and environmental factors
as determinants for the atopic
march

U. Wahn, Germany

Risk factors and predictors for
developments and persistence of
allergic diseases

M. Wickman, Sweden

Allergy testing in children.
Indications and methods

A. Host, Denmark

Prevention and early treatment of

allergic diseases
A. Muraro, Italy

Early Diagnosis in Europe
Chair: U. Wahn, EAACI

Allergy testing in children:

Why, who, when and how?

Host, President of EAACI Paediatric
Section

WHO/EURO activities in the area
of allergy and environment in
childhood

L. Nemer, WHO Europe

Early diagnosis, a patient’s right
E. Valovirta, EFA

EAACI Campaign ‘Early Diagnosis
in Children’

U. Wahn, EAACI
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Interasma 2003

XVII World Asthma Congress

July 5-8, 2003, Saint-Petersburg, Russia
Information: Congress Secretariat

Tel. +7 095 4299620; Fax +7 095 3365000
acicis@ibch.ru, http://www.isir.ru

European Respiratory Society
September 27-October 1, 2003
Vienna, Austria

WWW.ersnet.org

Healthy Buildings 2003

July 13-17, 2003, Singapore

Due to the Severe Acute Respiratory
Syndrome (SARS), the Congress has been
postponed to 7th to 12th December 2003.
Information: Conference Secretariat

Tel. (65) 62955 790; Fax (65) 62955 792
secretariat@hb2003.0rg

Forum on Respiratory Allergy

A 21st Century Approach

November 6-8, 2003, Montecarlo
Information: Publications

Tel. +377 97973555; Fax +377 97973550
allergy2003@publicreations.com
www.aim-internationalgroup.com

23rd EAACI Congress

June 12-16, 2004, Amsterdam, The Netherlands
Information: Congrex Sweden AB
eaaci2004@congrex.se
www.congrex.com/eaaci2004

12th World Conference on Tobacco
or Health Global Action for a
Tobacco-Free Future

3-8 August 2003, Helsinki, Finland
www.wctoh2003.0rg

WHO 4th Ministerial Conference on
Environment and Health

The Future for Our Children

June 23-28, 2004, Budapest, Hungary
www.euro.int/budapest2004

Critical Operations: Supporting the
Healing Environment through IAQ
Performance Standards

Tampa, Florida, March 15-17th, 2004
Information: Steve Hammerling

TEL. 404-636-8400 x1158; Fax (678-539-2158
[AQ2004@ashrae.org

www.ashrae.org
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EFA welcomes the new EU Action Programme

The new EU Public Health Programme
(2003-2008) was published on 15
March 2003, and is open also to
applicant countries. The EU Commis-
sion, Directorate General for Health
and Consumer Protection presented
the programme and highlighted pri-
orities for the year 2003.

The general objectives of the Pro-

gramme are to:

1. Improve information and knowl-
edge for the development of pub-
lic health.

2. Enhance the capability of respond-
ing rapidly and in a co-ordinated
fashion to health threats.

3. Promote health and prevent dis-
ease through addressing health
determinants across all policies
and activities.

A total of Euro 312M has been allo-

cated to this Programme, of which

Euro 50.912M for 2003.

Four priority areas for 2003

The priority for 2003 concerns cross
cutting themes — themes that are part
of and addressed in all other themes.
These include health impact assess-
ment, health in the EU applicant
countries, tackling inequalities in
health, co-operation between Member
States on the implications of patient

for a Healthier Europe

mobility for health services, promot-
ing best practice and effectiveness in
health and ageing. Another priority is
health information, specifically devel-
oping, co-ordinating and operating
the health information and monitor-
ing system in the EU, mechanisms
for reporting and analysis of health
issues and producing public health
reports, improving access to and
transfer of data at EU level and other
publishing platforms.

In other words: the development of
a systematic health information and
surveillance system for the EU. The
third priority for 2003 concerns health
threats: surveillance, early warning
and response, health security and pre-
paredness, safety of blood, tissues and
organs, antimicrobial resistance, sup-
porting the networking of laboratories,
capacity building and rare diseases.

The fourth priority is important
health determinants (factors influenc-
ing/contributing to health): obesity,
tobacco, environment, alcohol, drugs,
mental health, sexual health, training,
health promotion in particular settings
and injuries.

What does all this mean
for the patient?

Compared with the previous Public
Health Programme, which addressed
health issues in a disease-oriented
fashion, the new Programme looks at
health in relation to policies. For
example, tackling health determi-

nants like environment- and tobacco-
related issues should lead not only
to better prevention, but also to
improved quality of life for allergy,
asthma and COPD patients. The
Programme is also concerned with
safeguarding health services, and the
mobility of patients in Europe.

Although public health is addressed
more comprehensively than before,
to quote EPHA, European Public
Health Alliance General Secretary,
Ms Tamsin Rose: ‘let’'s be realistic,
although the Public Health Pro-
gramme is a welcome step forward,
the amount of funds distributed is
17 cents/EU citizen, when cows in
the EU receive 20 euros sub-
sidiaries/head and in the new EU
Research Programme approximately
80 euros/EU citizen is distributed’.

Susanna Palkonen

More information

Public Health Programme:

Official Journal of EU
http://europa.eu.int/eur-lex/en/oj/
2003/c_06220030315en.html

The first call of proposals for the
Programme, deadline 16" May 2003:
http://europa.eu.int/eur-lex/en/oj/
2003/c_04920030301en.html

Materials and presentations

of the Info Day:
http://europa.eu.int/comm/health/
ph_programme/howtoapply/info_day_en.htm

motion, and product regulation.

HISTORIC AGREEMENT ON THE WORLD’S FIRST GLOBAL FRAMEWORK
CONVENTION ON TOBACCO CONTROL (FCTC)

The sixth and final round of negotiations for a Framework Convention on Tobacco Control (FCTC) closed on
1 March. The negotiations are expected to produce a final text that will be presented to the May 2003 World Health
Assembly. The Convention is part of a global strategy to reduce tobacco-related deaths and disease around the
world. The final text will represent a groundbreaking moment in global public health history, with the goal of stem-
ming the current rise in death and disease caused by tobacco. Last year 4.9 million people died due to tobacco use.
Without a co-ordinated international intervention, the number of deaths is projected to rise to 10 million per year by
2020. In the European Union alone, 500,000 deaths occur every year due to tobacco related diseases.

This global health treaty — the first ever created under the auspices of the World Health Organisation (WHO) —
includes international rules on tobacco taxation, smoking prevention and treatment, illicit trade, advertising and pro-

For more details about the FCTC see: http://www.who.int/gb/fctc/

EFA NEWS 1/2003
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The European Community Respiratory Health Survey II

(ECRHS 1II)

The proportion of
the population with
asthma and allergy
has increased sub-
stantially over the
past 50 years in many
countries. The rea-
sons for the increase
are unknown.

Many people with asthma develop
their disease in childhood but some
develop it for the first time in adult-
hood. Adults are exposed to a range
of lifestyle and environmental factors
that have been suggested to cause
asthma and allergies, however the
causes of the development of asthma
in adults are largely unknown.

The European Community Respir-
atory Health Survey I (ECRHS ) was
set up in 1990. The aim was to assess
the proportion of people with
asthma and allergies in different
countries and assess the extent of
variation in the prevalence of the dis-
ease. For the first time researchers in
different countries used the same
standardised methods to conduct this
work. Over 140,000 young adults
from 24 countries (mostly European),
representative of their local commu-
nities were surveyed. Some of those
taking part in the survey underwent
more intensive investigation, includ-
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ECRHS I

ing a clinical examination where
more detailed information on lifestyle
and risk factors for asthma was
collected via a questionnaire, blood
samples for measurement of specific
E-immunoglobulins (IgE) to house
dust mite, cat, grass and Cladosporium
(mould) and total IgE were taken
and lung function and bronchial
reactivity tests were carried out.

Large geographical differences were
found in the prevalence of asthma (see
map). Similar large variations were
observed for allergy and bronchial
reactivity. This variation indicates that
environmental factors are important.
Variation in the treatment of asthma
across Europe was observed and, at
the time of data collection, many asth-
matics were inappropriately treated.
Over 100 papers using ECRHS I data
have been published.

Many researchers who took part in
ECRHS I are now involved in a study
to re-contact the people who took
part in the detailed examination to
find out what has happened to them.
The researchers were interested in
finding out if any of the people have
developed symptoms suggestive of
asthma, which asthmatics have less
troublesome disease now and which
have gone on to develop more
severe symptoms.
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ECRHS II began in March 2000 and
is funded by the EU as part of their
Quality of Life Programme. The main
aims of ECRHS II are to:

e Identify the lifestyle and environ-
mental factors that may cause asthma
in adults and factors associated with
a poor prognosis in asthma.

e Identify sub-groups most at risk
(for example, are women more
susceptible than men?).

e Collect and store blood samples
suitable for future DNA analysis to
examine the genetic basis for
asthma and allergy

All data for ECRHS 1II have now been
collected and the database includes
information on respiratory health on
over 13,000 people with and without
asthma. Information on environmen-
tal exposures (including occupational
exposures and information on their
homes), quality of life and treatment
for asthma has also been collected
from many of these people. Blood
samples to assess allergy have been
taken and some of these people have
had their home visited and a sample
taken from their bed mattress to
assess for levels of house dust mite
allergen. Pollution monitoring in
each geographical area was con-
ducted to examine the amount of
particulates in the air.

Currently, analysis of change in
asthma and allergy symptom status is
underway. For the first time, changes
in the prevalence of asthma and
other allergic conditions in groups of
adults as they age will be described
for various countries across Europe.
This will improve our knowledge of
the burden of asthma and allergy in
adults in Europe. Risk factors for
change in symptom status in the gen-
eral population and poor outcome in
asthmatics will be identified. The
knowledge gained will contribute to
the development of appropriate pub-
lic health and clinical interventions to
prevent asthma and limit the effect of
the disease on individuals. In particu-
lar, the role of particulate pollution,
occupational exposures, and indoor
pollutants will be examined.

Jill Knox, Project Co-ordinator
jilLknox@kcl.ac.uk
www.ecrhs.org
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Breathing is the pillar of everyday
activities. One of the main conse-
quences of a respiratory disease like
chronic asthma or COPD (Chronic
Obstructive Pulmonary Disease) is
the inability to exercise and carry out
daily tasks, thereby severely affecting
the patient’s quality of life.

Smoking prevention and cessation
are central to COPD management but
medication, rehabilitation and support
are also important in all diseases char-
acterised by airflow limitation.

Last March, 24 researchers from
Greece, Germany, Italy, Poland,
Slovenia and the UK met within the
framework of a three-year project
called CARED: Computer Aided
Rehabilitation of Respiratory Disabili-
ties, to establish standards for the
evaluation of their patients with air
flow limiting disease who will partic-
ipate in this project, which ends in
October 2005.

Three aspects of limitation to exer-
cise caused by COPD will be studied:
1) breathlessness,

2) decreased energy supply to the
muscles, and
3) muscle deconditioning.
After being evaluated, the patient
will follow the rehabilitation pro-
gramme of his/her centre (physio-
therapy, physical training, pharmaco-
logic or surgical rehabilitation) and
will be re-evaluated upon comple-
tion of the programme to see if there
is an improvement in exercise capac-
ity and muscular reconditioning.
Other centres will focus on patients
who need the support of a machine
to breath.

All centres will use a new non-inva-
sive technique to measure the chest
wall volumes, called ‘optoelectronic
plethysmography (OEP)’, developed
at the Politecnico di Milano, Ttaly.
With this method we are able to
track absolute lung volume breath-
by-breath, which is essential to detect

and monitor dynamic hyperinflation,
to provide reliable data about oxy-
gen consumption, and to estimate
blood shifts from trunk to extremities
due to high expiratory pressures dur-
ing exercise. Chest wall compartmen-
tal analysis by OEP is the only way
of quantifying the contributions of
individual respiratory muscle groups.

The data collected will be inserted
in a central database using a com-
mon secured platform on the CARED
website which is under construction.
Thus, all the data will be easily
accessible for checking and analysis.

The CARED project will demon-
strate how to customize from a com-
puter model a rehabilitation pro-
gramme according to the specificity
of the patient’s disease and its partic-
ular limitations. It will thus improve
exercise performance, and the ability
to perform everyday tasks and activi-
ties, thereby improving the quality of
the life of these patients with an air-
flow limitation. Adjustment of med-
ication and of the settings and wean-
ing of mechanically ventilated
patients will be optimised. Possible
other medication and surgical treat-
ments will be evaluated.

All the technology developed by
our research will be transferred to
European industries, and all infra-
structures will remain available for
future projects.

This research project has been
funded by the Fifth FEuropean
Community Framework Programme
that covers research on quality of life
and living resources by using techno-
logical development and demonstra-
tion activities.

For more information about
CARED, please contact:

Maria Blouin, Project Coordinator,
Dipartimento di Bioingegneria,
Politecnico di Milano, Italy.
Blouin@biomed.polimi.it

5% EFA =) EFA ) EFA 72 EFA =71 EFA 571 EFA 57 EFA [EF2) EFA EFY EFA EFA EFA EFN

NEW THERAPY FOR
COPD

Severe chronic obstructive pul-
monary disease (COPD) can be
defined as a lung function less
than 50% of predicted normal.
This means that patients’ ability to
‘breathe’ is reduced by half com-
pared to patients without COPD.
Many patients with severe COPD
adjust their lifestyle to compen-
sate for their disability and do not
recognise the severity of their dis-
ease.

Exacerbations requiring medical
intervention are important clinical
events in COPD. An exacerbation
is deterioration in a patient’s clini-
cal status, with worsening of respi-
ratory symptoms, such as cough-
ing, wheezing, sputum production
and shortness of breath.

Exacerbations can be extremely
distressing for patients and in
people with more severe COPD,
often result in the need for a hos-
pital admission.

Furthermore, COPD patients
who suffer frequent exacerbations
experience a faster decline in lung
function than those who have
exacerbations less frequently.

COPD imposes a great burden
on patients, their families and
healthcare services. In severe
cases, it can be a debilitating con-
dition, requiring frequent hospi-
talisation. In industrialised soci-
eties, COPD is the fourth leading
cause of death.

Data by Szafranski and col-
leagues (Eur Respir J 2003;21:74-
81) show that in patients with
severe COPD, a newly approved
treatment,budesonide/formoterol
(Symbicort®), significantly reduces
the risk of exacerbations, and
improves lung function and pro-
vides rapid and sustained symp-
tom relief.

SEVERE ACUTE RESPIRATORY SYNDROME (SARS)

SARS, an atypical pneumonia of unknown aetiology, was recognised at the end of February 2003. The World Health
Organisation (WHO) is co-ordinating the international investigation with the assistance of the Global Outbreak Alert
and Response Network and is working closely with health authorities in the affected countries to provide epidemio-
logical, clinical and logistical support as required.

The WHO publishes regularly up-dated information on SARS outbreaks and status in individual countries, guide-
lines of management etc., at http://www.who.int. Recommendations for travellers in Chinese, French, Spanish and
English can be found at http://www.who.int/csr/sars/travel/en

EFA NEWS 1/2003
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DIFFUSION OF MEDICINES IN EUROPE

A new survey on ‘Diffusion of
Medicines in Europe’ by Prof. Dr.
Oliver Schoffski, Chair of Health
Management, University of Erlangen-
Nuremberg (Germany), sponsored
by the European Federation of
Pharmaceutical Industries (EFPIA),
reveals huge differences in the access
to innovative medicines in European
countries for about 20 chronic dis-
eases: Alzheimer’s disease, arthritis,
asthma, bronchitis, cardiovascular dis-
ease, depression, diabetes, epilepsy,
hepatitis C, HIV, kidney failure, multi-
ple sclerosis, oncology, osteoporosis,
pain (migraine), Parkinson’s disease,
schizophrenia and peptic ulcer dis-
ease (gastritis). The study compared
published statistics and studies about
the provision of medicines for these
diseases in Europe.

Although effective medicines exist
and are available in principle for all
eligible patients throughout Europe,
not everyone receives adequate treat-
ment. In some cases patients are not
treated at all; in other cases they
receive outdated medicines (which
are less effective or have more
severe side-effects), while prescribed
dosages can be too low to have an
effect.

Factors leading to the sub-optimal
diffusion of medicines in Europe

Five strongly interrelated factors
influence the diffusion of effective
medicines in national healthcare sys-
tems:

e Patient-related factors: personal
and cultural background, level of
information of treatment options,
compliance and economic status.

e Factors related to healthcare pro-
fessionals: level of knowledge of
treatment options, access to spe-
cialists, lack of diagnosis, incen-
tives in ambulatory care and pre-
scribers” behaviour.

e Industry-related factors: marketing
of old medicines and impact of the
promotion of generics.

o System-related factors: type of
health insurance, extent of reim-

bursement, lack of public screen-
ing programmes and referrals to
specialists, inefficiencies in health-
care delivery and subdivision of
social security systems.

e Factors related to short-term policy:
drug pricing policies, insufficient
recognition of the economic bene-
fits of using state-of-the-art medi-
cines, inadequate governmental
planning.

Studies show that the appropriate
use of new medicines is cost-effec-
tive for healthcare systems. Budgets
should be based, as far as possible,
on the needs of the people. Europe,
due to its ageing population, must
also anticipate that more financial
resources will have to be invested in
the healthcare system.

Asthma

For asthma, the use of anti-asthmatic
medicines as well as monitoring of
patients is often inadequate.

For example in France, one in six
patients receive inadequate care,
nine in 10 patients with acute asthma
do not receive adequate care and
over half of all patients who should
be receiving continuous basic treat-
ment are only treated as and when
necessary. In Germany, the required,
as defined by the German Respiratory
League, medical treatment for asthma
leads to a cost of €0.96 per day per
patient, but in reality €0.42 is pre-
scribed.

Many studies suggest that early
effective control of asthma improves
the chance of good lung function
later in life, and treatment with long
and slow acting substances is cost-
effective compared with short acting
substances alone. More funds are
necessary to provide adequate treat-
ment for patients, which would
improve life-expectancy and quality
of life, and result in fewer hospital
admissions and work days lost.

COPD

Treatment with antibiotics is the
appropriate therapy for acute exacer-
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Reproduced with permission from the
EAACI Newsletter

bations of COPD, but only some
patients are actually treated with
them. Insufficient treatment leads to
higher healthcare costs due to, for
example, higher hospitalisation rates.
In Germany, direct costs are twice as
high for moderate exacerbations and
a third higher for severe exacerba-
tions compared with the costs of
antibiotic therapy.

In conclusion, to improve the situa-
tion of millions of patients without
exploding expenditure in the health-
care systems, according to Prof.
Schoffski:

e The current lack of provision of
up-to-date drugs should be dis-
cussed in public.

e Health and pharmaceutical expen-
ditures must be tackled from a
cost-benefit perspective.

e There should be more information
about medicines.

e More financial resources should be
allocated to healthcare and ade-
quate co-payment policies should
be implemented.

The aims of the European healthcare
systems should be to minimize the
current gaps between actual provi-
sion of treatment and optimal treat-
ment based on evidence-based stan-
dards.

Susanna Palkonen

Copy of the survey on ‘Diffusion of
Medicines in Europe’ can be down-
loaded from:

http://www.gm.wiso.uni-erlangen.de
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New EFA Members

EFA is pleased to introduce five new member associations,
from Bulgaria (2), France, Italy and the Netherlands.
There are currently 22 European countries represented in EFA.

e

Association of Bulgarians with
Bronchial Asthma - ABBA

The patient association ABBA was established in 2002.
We have 450 individual and group members. The main
aims are to represent the views and interests of people
who have asthma and allergy and to ensure a continuing
improvement in their quality of life. Among their activi-
ties are asthma schools and educational gatherings
organised around Bulgaria. Currently ABBA is working to
advance asthma patients’ rights, as there are concerns in
Bulgaria about the attention given to asthma by the gov-
ernment. In addition, a booklet on asthma is being com-
piled for patients. New information especially from the
Internet is translated into Bulgarian and distributed to
members on a regular basis. One of the biggest projects
is helping poor families and kindergartens with asthma
sufferers thanks to donations from local representative of
GSK. ABBA also co-operates with their equivalent
Bulgarian scientific society and the other associations for
asthma patients.

Contacts: Penko Roussev, President asthma@mail.bg;
Alexander Alexiev, Vice President alexa@softhome.net
and Nikolay Lazarov, Board Member, Coordinator
International Projects intradebg@hotmail.com

P
i,
ﬁ ABSOCTATION OF PATIENTS WITH BROMOHIAL ASTIOAA

Association of Patients with Bronchial
Asthma - APBA

Established in Bulgaria in 2002, the Association of Patients
with Bronchial Asthma has 47 members. Its objectives are
prevention, supporting asthma patients and protecting and
defending the patients interests connected with health on
international and national level, namely, to preserve and
promote the general interests of patients in relation to the
state administration, institutions and other communities,
when necessary. The association also co-operates with the
other patient association in Bulgaria, ABBA.

Contact: Simona Ralcheva simona_ralcheva@abv.bg

AFPRAL (Association francaise pour la
prévention des allergies)

APFRAL — The French association for allergy prevention —
was established in 1991. It has 562 members, 95.4% of
whom are patients. The aim of AFPRAL is to promote
research, information and prevention relating to allergic
diseases. This is done by providing information to the
public about recent knowledge, improving training and
education of and information for medical and paramed-
ical professionals, promoting scientific research, investi-
gating and proposing measures on prevention, support-
ing patients and their families and co-operating with sim-
ilar associations — especially in other countries of the
European Community.

One example of this co-operation is active lobbying
and networking on the renewal of the EU Food Labelling
Directive particularly in co-operation with the Belgium
association FPA  (Fondation Foundation pour la
Prévention des Allergies) and EFA. AFPRAL contributes to
the quarterly journal Oasis Allergies, which is published
together with FPA. Oasis Allergies is the only periodical
in French, for patients and for the public, dealing with all
the aspects and all the kinds of allergies. AFPRAL focuses
its attention mainly on food allergies, food labelling and
allergy at school.

In 2002-2003, we contributed, with other patient’s asso-
ciations, to a task force convened by the Food Industries
National Association (ANIA), to set up a guide for deci-
phering lists of ingredients.

In December 1999, AFPRAL launched its internet site.
Its key features are: up-to-date legislative information,
food labelling issues, acceptance of allergic children in
schools... and ease of consultation. It draws about 17,000
visitors a month. Occasionally, an e-mail Newsletter is
circulated to over 1000 subscribers; the Newsletter also
includes Alerts, sometimes sponsored by food industries.
On 27 April 2001, AFPRAL opened six free forums
(Allergy in General, Allergy at School, Food Allergy,
Respiratory Allergy, Eczema, Allergy, Skin, Tips and

EFA NEWS 1/2003
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Recipes) on its website, which allows exchanges of ideas
among patients.

AFPRAL has seven volunteer regional co-ordinators and
one central Help-line, which functions only twice a
week. Indeed, AFPRAL does not yet have any central
office, nor any employed staff.

Contacts: Christelle Loigerot, President
c.loigerot@prevention-allergies.asso.fr
and Zoltan Zalay, Vice President
z.zalay@prevention-allergies.asso.fr

-
Broriaziones
Iallama

Papanti BPCD

Associazione Italiana Pazienti BPCO
AIP-BPCO

ATIP-BPCO, established in 2001, represents COPD patients
and patients with other chronic respiratory diseases in
Italy and has already been active in EFA in connection
with ENCPA.

The President and founder of the association is
Mariadelaide ‘Lally’ Franchi. The aims are to gather
patients together and provide them with information,
educational and cultural services and publications aimed
at improving their health condition, increase awareness
of the social impact of these diseases, promote informa-
tion and prevention campaigns directed to the public on
reducing the risks of developing COPD, promoting initia-
tives aimed at improving the quality of life of patients,
promoting and supporting scientific research and raising
funds for it and collaborating with other associations in
Italy and abroad, that share the same goals. Among
recent activities was raising awareness on COPD during
the World COPD Day in November 2002 and promoting
the EFA COPD Patient Manifesto, which was also trans-
lated into Italian. AIP-BPCO has 200 members, most of
them patients.

Contact: Mariadelaide Franchi
franchima@tin.it

EFA Member Associations
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ANALAXE

Nederlands Anafylaxis Netwerk

The Netherlands Anaphylaxis Network (NAN), which is a
new Dutch patient association, established in November
2002, aims at increasing the well-being of those at risk of
anaphylaxis. We, individually and collectively support,
inform, mediate for and educate patients, family, friends,
healthcare professionals and all who will have to deal
with food, insect poison, latex protein, food protein,
medicine or other cause-induced anaphylaxis. NAN has
200 members. One of the NAN’s goals is to be a guide
and partner of industry in Allergen Management and
Labelling. The network was founded by parents with a
young daughter (10 years old) at risk of anaphylaxis due
to peanut and tree-nuts and willing to share their experi-
ence and network with all in need of support. It is also
affiliated with the Food Allergy and Anaphylaxis Alliance,
a worldwide patient organisation. On June 14, the NAN
will hold a symposium on the topics: ‘Anaphylaxis! How
to deal with the fear!” and ‘Anaphylaxis, causes, symp-
toms, prevention and therapy’. The lectures will be fol-
lowed by a forum of specialists who will answer ques-
tions and give general advice. It will also organise
Anaphylaxis Child-Awareness Training for children aged
from 10 to 14 years, on the topics: What is anaphylaxis;
how do T tell my friends? (can my friend kiss me after
having eaten peanuts?); how do I order food in a restau-
rant/school canteen; exchange experiences between
companions in distress; make acquaintances, etc. The
network will publish at least three times a year a
newsletter and give (individual) support and guidance to
patients, parents and institutions. We also have a website
(mainly in Dutch, with some English, German and
French) containing a variety of information about the
causes of anaphylaxis. We are always seeking to expand
our network, so if you want to co-operate and work
together in the recognition of anaphylaxis as a social
problem, please contact us!

Frans Timmermans: info@anafylaxis.net
website: www.anafylaxis.net

Dr. Lawrence Grouse: Igrousel@email.msn.com

International Coalition of COPD Patients Associations

A new body for collaboration between COPD patient associations worldwide will take its first steps in the
founding meeting during the American Thoracic Society (ATS) Meeting in Seattle, USA in May 2003.

This event of the GOLD Global Initiative of COPD is endorsed by ENCPA, the EFA Network of European
COPD Patient Associations, that will be represented in the meeting by EFA President, Erkka Valovirta.
Any organization representing and working for COPD patients, and interested in ICC, is advised to contact

EFA NEWS 1/2003
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News from EFA
Member Associations

Denmark

The Asthma and Allergy Association in Denmark has, in
cooperation with the Danish Meteorological Institute,
published a new pollen calendar showing the six most
allergy-causing pollens in Denmark. This calendar is
based on average data from the counting station in
Copenhagen for the years 1984-2001. Our old calendar
was based on counting results from the period 1977-
1990. A comparison between the old and new calendars
has revealed that the tree pollens alder (A/nus), hazel
(Corylus) and birch
(Betula) now start pol-
lination 2-3 weeks ear-
lier and the amount of
pollen has increased.

Jvtte Grove,
jg@astma-allergi.dk
www.astma-allergi.dk

Germany
Networking food allergies

ol Every year the German allergy and asthma
association (DAAB) deals with more than 2000 questions
about allergies to food, neurodermitis and prevention.
When the allergy is diagnosed by a doctor, the patient’s
problem is to put the recommendation of a low-allergen
diet into practise. People suffering from a food allergy
have difficult shopping and they do not know how to
feed themselves in a balanced way. Deficiency symptoms
are often the consequences. In order to offer appropriate
consultation to people with food allergies in Germany
and to ensure the quality of consultation, the DAAB
founded the network for allergies, neurodermitis and
prevention. The project relies on registered nutritionists
who focus on helping people with food allergies or neu-
rodermitis and who have undergone further vocational
training. In Germany, nutritionists provide consultations
for allergy patients in hospital and for outpatients.
Independent, established nutrition specialists give thera-
peutic advice to patients suffering from diseases such as
obesity, diabetes, gout or allergic reactions to food. Of
course, a close co-operation with the doctor is essential.
If the doctor prescribes a consultation, health insurance
pays the costs of advice by a nutrition expert. With the
help of our network people with food allergies can easily
find a local consultant. The consultants are funded by
donations and by membership fees. A newsletter is pub-
lished four times a year with news about case-examples,
practical tips, relevant literature and recipes. The DAAB
organises two nationwide further educational courses for
consultants and funds regional task forces.

Sonja Limmel,
infor@daab.de — www.daab.de

Finland
Know what you eat!
The Finnish Allergy and Asthma
. "% . Federation has dedicated the year 2003
¥ e @ to food allergies. The campaign slogan

is Know what you eat! and the main
objective is to ease the everyday life of
those suffering from food allergies and
- especially families with food allergic
children. The other important aim is to
increase the public’s awareness and understanding of
food allergies. Food allergies will be emphasised in all
activities of the Federation: advice, rehabilitation and
communication. For example, new ‘Food allergies’ and
‘Food allergies and the child’ guides have already been
published, several education sessions will be organised
focusing on food allergies and the allergy daycare centre
Histamiini will serve as an example of organising diets
in day care.
Indoor Air 2002 - The national Indoor g
Air 2002 information and education
campaign is nearly completed. On 26
February a seminar on ‘Indoor Air and i .
Health’ took place in Allergy House. It o L
was aimed at medical journalists and it
focused on health risks arising from
poor indoor air, and challenges how
to recognize and treat patients suffer-
ing from symptoms caused by poor indoor air. The aim
of Indoor Air 2002 is to increase the awareness of con-
sumers and building trade professionals of the impact of
indoor air on health. Over 100 indoor air information
centres have been been opened nationally. Associations,
including the Allergy and Asthma Federation, research
institutions, educational organisations and government
and regional administrations have taken part in the cam-

paign.

Yugoslavia

The Yugoslavia Association for Asthma
and COPD (JUDAH) has produced a
series of publications for patients: a leaflet
for asthma control, a translation of the
GINA Asthma Patients’ Pocket Guide and
a translation of the GOLD COPD Patients’
Pocket Guide.
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European COPD Patient Manifesto - A Vision for Change, 2002

European Network of COPD Patients Associations (ENCPA), 2002

Astbma: Addressing a Global Health Problem. A patient Manifesto from EFA, 2002
EFA Position Paper On the Need for Metered Dose Inhalers (MDIs), 2002

Ten rules for coping with asthma: the patient’s experience, 2002

Respiratory Allergies. A problem affecting 80O million people in Europe, 2001

Ten Years at the Service of People with Asthma and Allergy, 2001

The Right to Breathe Healthy Indoor Air in Schools, 2001

The European Pollen Calendar, 1999, 2nd edn.

The Patient: Your Partner (1) Communication-Partnership, 1998

The Patient: Your Partner (2) Co-operation on common objectives, 1998

The Asthma and Allergy Patients’ Voices: Astbma and Allergy Patients’ Associations in Europe, 1997

Asthma, Allergy and Young People: Quality of Life and Sports, EFA-EAACI Workshop, Naples, Italy, 2002
Food Allergies - The European Concern, 7th EFA Conference, Visegrad, Hungary, 2002

Asthma Allergy Prevention, First Priority for Patients, 6th EFA Conference, Stockholm, Sweden, 2001
Asthma and Allergy Patients. Quality of life, 5Sth EFA Conference, Interlaken, Switzerland, 2000
Building Bridges Between Techniques & Consumers, EFA Workshop - Healthy Buildings 2000 Espoo,

Patients’ Views and Values, EFA-EAACI Round Table 19th EAACI Congress, Lisbon, Portugal, 2000
Indoor Air, Allergy and Astbma, 4th EFA Conference, Helsinki, Finland, 1999

Air Pollution, Allergy and Asthma, 3rd EFA Conference, Brussels, Belgium, 1998
21st Century: Towards an Asthbma and Allergy Prevention Policy in Europe, 2nd EFA Conference

Information and Decision: Patient’s Rights, Abstracts, EFA-EAACI Symposium Budapest, Hungary, 1996

The Member Associations

AUSTRIA

Osterreichische Lungen-Union

Obere Augartenstrasse 26-28 - A-1020 Wien
Tel./Fax +43 1 3304280

E-mail: lungenunion@chello.at

BELGIUM

Contact for Belgian Associations:
efa.belgique@skynet.be

ASTMAFONDS

Grauwpoort 9, 9000 Gent
Tel./Fax +32 9 2256505
Astmafond.gent@skynet.be
www.astma-en-allergiekoepel.be

Allergie Preventie
Sint-Anna 38 - 8500 Kortrijk
Tel./Fax +32 56 258916

Astmastichting Belgie v.z.w.
Deelgemeentehuis Kessel-Lo - Heuvelhof 1
3010 Kessel-Lo - Tel. +32 16 253111

F.ARE.S.

Rue de la Concorde 56 - 1050 Brussels
Tel. +32 2 5122936 - Fax +32 2 5123273
E-mail: efa.belgium@euronet.com
www.fares.be

Fondation pour la Prévention des Allergies
Rue de la Concorde 56

1050 Brussels - Tel./Fax +32 2 5116761
Fondation pour la Prevention des Allergies -
Office in Luxembourg - Tel. +352 26431968

BULGARIA

Association of Bulgarians with Bronchial
Asthma ABBA

Room 304 - 5B Triadiza str.

BG 1000 Sofia

Tel./Fax +359 2 980 4546

E-mail asthma@mail.bg

Association of Patients with Bronchial Asthma
APBA

Str. Venelin N° 18

BG 1000 Sofia

Tel. +359 2 986 2493 / +359 2 986 3162 /
+359 48 801 349 - Fax. +359 2 981 1577
E-mail: simona_ralcheva@abv.bg

CZECH REPUBLIC

Czech Initiative for Asthma
Sokolska 31, 12000 Praha 2
Tel./Fax +420 224 266229
E-mail: cipa@volny.cz
www.cipa.cz

DENMARK

Astma-Allergi Forbundet
Universitetsparken 4

4000 Roskilde

Tel. +45 4 3435911 - Fax +45 4 3435433
E-mail: jg@astma-allergi.dk
www.astma-allergi.dk
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FINLAND

Allergia- ja Astmaliitto
Paciuksenkatu 19

00270 Helsinki

Tel. +358 9 473351

Fax +358 9 47335330

E-mail: international@allergia.com
www.allergia.com

FRANCE

AFPRAL - Association Frangaise pour la
Prévention des Allergies

Address: BP 12

91240 St. Michel sur Orge

Tel. +33 1 4818 0584

Fax. +33 1 4818 0614

E-mail afpral@prevention-allergies.asso.fr
www.prevention-allergies.asso.fr

FFAAIR

Fédération Francaise des Associations
et Amicales d’Insuffisants Respiratoires
66 bd Saint-Michel

75006 Paris

Tel. +33 01 55425040

Fax +33 14 4414907
bbbj@club-internet.fr

www.ffaair.org
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GERMANY

Deutcher Allergie- und Asthmabund e.V.
Hindenburgstrasse 110

D-41 061 Mochengladbach

Tel. +49 2161 814940 - Fax +49 2161 8149430
E-mail: info@daab.de

www.daab.de

AAK e.V. Bundesverband

Nassaustrasse, 32

D-35745 Herborn

Tel. +49 277 292870 - Fax +49 277 2928748
E-mail: aak-team@aak.de

www.aak.de

Deutcher Neurodermitis Bund e.V.
Spaldingstrasse 210

D-20097 Hamburg

Tel. +49 40 230810 - Fax +49 40 231008
E-mail: info@dnb-ev.de
www.dnb-ev.de

GREECE

ANIKSI

75, E. Venizelou

15561 Holargos

Tel. +30 10 6564110 - Fax +30 10 6564110
E-mail: receiver@allergyped.gr
www.allergyped.gr

HUNGARY

Hungarian Society of Allergology

and Clinical Immunology (HSACI)
National Institute of Rheumatology

Dept. of Allergy and Clinical Immunology
POB 54

H-1525 Budapest 114

Tel. +36 1 3350915 - Fax +36 1 2142498
E-mail: nekamkr.allergy@mail.datanet.hu

Hungarian Respiratory Society

POB 250

H-1536 Budapest 114

Tel. +36 1 3558682 - Fax +36 1 2142498
E-mail: ggalffy@hotmail.com
www.resphun.com

National Society of Asthmatic and Allergic
Patients in Hungary (ABOSZ)

Szoboslai utca 2-4

H-1126 Budapest

Tel./Fax +36 26 389774

E-mail: agybe@ngo.hu

IRELAND

Asthma Society of Ireland Eden House,
15-17 Eden Quay

Dublin 1

Tel. +353 1 8788511 - Fax +353 1 8788128
E-mail: asthma@indigo.ie
www.asthmasociety.ie

ITALY

Associazione Italiana Pazienti

BPCO AIP-BPCO

Unita Operativa Complessa

di Pneumologia

Azienda Complesso Ospedaliero S. Filippo
Neri, Rome

Director Dr. Claudio M. Sanguinetti
Secretariat: Effetti Srl

Via Gallarate, 106

20151 Milano

Tel: +39 02 334 3281 - Fax: +39 02 380 02 105
E-mail: effetti@effetti.it

FEDERASMA

Via del Lazzeretto 111/113

1-59100 Prato

Tel. +39 0574 541353 - Fax +39 0574 542351
E-mail: federasma@fsm.it
www.federasma.org

LUXEMBOURG

Antenna, Association of the Fondation pour la
Prévention des Allergies, Belgium
Tel. +352 26 43 19 68

NORWAY

Landsforeningen for Hjerte- og

Lungesyke LHL

- Norwegian Heart and Lung Association
Sandakerveien 99

Postboks 4375 Nydalen

0402 Oslo

Tel. +47 2279 93 00 - Fax. +47 22 22 50 37
E-mail post@lhl.no

www.lhl.no

Norges Astma- og Allergiforbund
Akersveien 24c

Postboks 2603

St. Hanshaugen, 0131 Oslo

Tel. +47 23 353510 - Fax +47 23 353520
E-mail: naaf@naaf.no

www.naaf.no

PORTUGAL

APA-Associacao Portuguesa de Asmaticos
Rua Arnaldo Gama 64-2°

4000 Porto

Tel./Fax +351 2 23326212

E-mail: apa@ciberconceito.com
www.ciberconceito.com/apa/

SLOVENIA

Pulmonary and Allergic Patients Association of
Slovenia

ZD Crmu ce, Primo zi ceva 2

61000 Ljublijana

Tel. +386 1 5616320 - Fax +386 1 5616321
E-mail: dbps@siol.net

SPAIN

Asociacion Gallega de Asmaticos y Alérgicos
Calle Alcalde Abella, 24-bajo

15002 A Coruna

Tel./Fax. +34 981 228008

E-mail maeve@mundo-r.com

SWEDEN

Astma- och Allergiférbundet

St. Eriksgatan 44, Str

Box 49303

S-100 29 Stockholm

Tel. +46 8 50628200 - Fax +46 8 50628249
E-mail: info@astmaoallergiforbundet.se
www.astmaoallergiforbundet.se

SWITZERLAND

aha! Schweizerisches Zentrum fur Allergie,
Haut und Asthma

Gryphenhtbeliweg 40

Postfach 378, 3000 Bern 6

Tel. +41 31 3599000 - Fax. +41 31 3599090
E-mail: info@ahaswiss.ch
www.ahaswiss.ch

Lungenliga Schweiz

Stidbahnhofstrasse 14E

Postfach 49, 3000 Bern 17

Tel. +41 31 3782032 - Fax +41 31 3782051
E-mail: info@lung.ch

www.lung.ch

THE NETHERLANDS

Nederlands Astma Fonds

Postbus 5, 3830 AA Leusden

Tel: +31 33 4341202 - Fax +31 33 4341299
E-mail: info@astmafonds.nl
www.astmafonds.nl

Astma Patiénten Vereninging A.P.V.
van Slingelandtlaan 34

4615 GV, Bergen op Zeom

Fax +31 164 234840

E-mail: wana@home.nl

EFA NEWS 1/2003

5% EFA =) EFA ) EFA 72 EFA =71 EFA 571 EFA 57 EFA [EF2) EFA EFY EFA EFA EFA EFN

Stichting Voedselallergie

Postbus 207,

3860 AE Nijkerk

Tel. +31 33 4655098

Fax +31 33 4654965

E-mail: info@stichtingvoedselallergie.nl
www stichtingvoedselallergie.nl

Vereniging voor Mensen met Constitutione el
Eczeem (VMCE)

Postbus 26, 3860 AANijkerk

Tel. +31 33 2471044

Fax: + 31 33 4054964

www.vince.nl

Nederlands Anafylaxis Netwerk —

the Netherlands Anaphylaxis Network
Oranjelaan 91

3311 DJ Dordrecht

Tel. +31 78 639 03 56

Fax. +31 78 639 02 43

E-mail: info@anafylaxis.net
www.anafylaxis.net

UNITED KINGDOM

National Asthma Campaign (NAC)
Providence House, Providence Place
London N1 ONT

Tel. +44 20 7226 2260

Fax +44 20 7704 0740

E-mail: mdockrell@asthma.org.uk
www.asthma.org.uk

National Eczema Society
Hill House, Highgate Hill
London N19 5NA U.K.

Tel. +44 20 7281 3553

Fax +44 20 7281 6395
E-mail: choare@eczema.org
WWWw.eczema.org

British Allergy Foundation BAF
Deepdene House

30 Bellegrove Road

Welling, Kent DA 16 3PY

Tel. +44 208 3038525

Fax. +44 208 3038792

E-mail baf@nascr.net

YUGOSLAVIA

Yugoslav Association for Asthma and
COPD JUDAH

Visegradska 20,

1100 Belgrade

Tel. +381 113 615617

Fax +381 113 612414

E-mail vesnapetr@ptt.yu
www.yudah.org.yu

www.efanet.org
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