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"European Centres of Reference Network for
Cystic Fibrosis (ECORN-CF)"
funded by the EU Commission as a pilot project
(DG SANCO)

Centres of Expertise
or DG SANCO call for proposals
'Public health-2006'
European Reference
Network
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Cystic fibrosis as a model

Jn::ur:lal of cystic
Fbrosis

www.elseviercomdocate/jel

Joumnal of Cystic Fibrosis 4 (2005) 7-26

Standards of care for patients with cystic fibrosis: a European consensus

Eitan Kerem”, Steven Conway, Stuart Elborn, Harry Heijerman

For the Consensus Committee’

Department of Pediatrics and CF center, Mount Scopus, Jerusalem 91240, Israel

www.pnheumo-frankfurt.de
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+ Expert advice and quality program

* Raises the level of expertise and ease of
access

* It can easily be transferred to other rare
diseases

- It does not interfere with the national
interests of member states

It really yields European added value

5th European Conference on Rare Diseases Krakéw, May 14th 2010
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European Centres of Reference
Network for Cystic Fibrosis
ECORN-CF

16 associated partners of the CF care team
and of the patient organisations

(GER,UK,BE,NL,SWE ,ROM,POL LIT,CZE)
Collaborating partners™
FRA,SLO,IT,AT,DK,GR,ESP,TUR eftc.

*Full duties, full rights, no funding

5th European Conference on Rare Diseases Krakéw, May 14th 2010
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European Centres of Reference
Network for Cystic Fibroisis
ECORN-CF

Expert advice to patients
Expert advice to care team members
Quality control measures

Evaluation of QoL, utilisation, implementation
of European consensus

5th European Conference on Rare Diseases Krakéw, May 14th 2010
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European Centres of Reference
Network for Cystic Fibroisis
ECORN-CF

Expert advice to patients
Expert advice to care team members
Quality control measures

Evaluation of QoL, utilisation, implementation
of European consensus

~ 5th European Conference on Rare Diseases Krakéw, May 14th 2010
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All collaborating partner-countries provide expert
advice to patients and| care t

There will be a transfer of knowlegde and .
expertise throughout Europe to guarantee the
same level of expert advice in all partner
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Central Archive Expert Advice Team About ECORMN-CF Cystic Fibrosis
Topics .
Topics
cystic fibrosis Search

Hello, my daughter have in newborn screening positive value for cystic fibrosis (slighthy

. . . . i Register
increased ), subsequent examinations and sweat tests not confirmed this disease. 1 =

F for Coordinator

The central archive contains all questions and | forereef edicer

list

answers (QAs) that have been translated, I..e. |[documen:

o considered for FAQ list
all QAs of more than national relevance wih gusdetine applied

e >1.000 QAs in the archives

o Aprox. 88% of all QAs have been translated

26.05.2009

Garden pond

COur grand-daughter suffers from CF, which has been diagnosed about one month after
her birth. Mow she is one year old. We have a garden pond with fish. The parents of Tags

the child told us to abolish the pond after having asked the CF doctor in Cottbus, as it i
should be more dangerous than a wirlpool. ... ABPA Aspergillus
27.05.2009 ACCOMpPpanying diseases air-
transplant improving devices animals pets
Hello, T would like to ask about possibilities for C_F treatment !f one El|reat-j'f depends on antibiotic therapy
LTOT (long-term oxygen treatment). My brother-in-law was diagnosed with CF 3 years .. .

. . complementary medicine diabetes
ago, up till then he had been treated for asthma, which seems very strange to me,

= =2

5th European Conference on Rare Diseases Krakéw, May 14th 2010



greenwood torest [ wake up for dry cough. Is ...

08.01.2009

Aspergillosis

Dear team, 15 It possible that I get infective asperagillosis also besides allergic
aspergillosis from an old and highly aspergillus polluted appartment? Thank vou for
YOUF 3NSWer.

All areas of CF care are covered
You can search the archive by key words

The most prominent are

General aspects
Genetics
Pseudomonas
Travelling

When a child does not have a3 100 % confirmed diagnosis of aspergillosis, how long 1s it
necessary to take the Prednison? I am afraid of side effects.

11.01.2008

Influenza immunization

Dear team members, My daughter , & vears old , was diagnosed with CF when 9
months old, she had positive culture for Aspergillus fumigtaus from tracheal secretion(2
positives results, IgE 750 , Aspergillus-specific Ig E 3,25, normal thoracic Bx image,
without any clinical signs of infection just ...

11.01.2008

Displaying results 1 to 10 out of 10
5th European Conference on Rare Diseases

Keywords
ABPA Aspergillus

accompanying diseases air-
improving devices animals pets

antibiotic therapy
complementary medicine diabetes

diagnostics drugs side effects
drugs under
development genetic therapy

extended roles €N Era I

aspects genetics
health care hepatobiliary disease

hyagiene j.v.-lines inhalation
lung microbiology

miscellaneous mMrsa

nutrition and GI problems

oxygen supplementation therapy
physiotherapy

Pseudomonas

aerug inosa psychosocial

public facilities reproduction
social law sport transplantation

travelling vaccination

Krakow, May 14th 2010
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- Expert advice and quality program
* Raises the level of expertise and ease of access

- It only addresses people with access to the
internet

 From the many questions most can be answered on
the basis of a European Consensus

* One area where European Consensus is lacking:
Travelling with CF - this is on its way now

~ 5th European Conference on Rare Diseases Krakéw, May 14th 2010
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Answers in the course of time
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Answers in the course of time
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Example

Central Archive Expert Advice Team About ECORN-CF Cystic

Please note: While some information will still be current in a year, other
information may already be out of date in three months time. If you are in any
doubt, please feel free to ask.

Can a pregnant physiotherapist continue working
with chronically infected CF-Patients?

Question

Ladies and Gentlemen,

I work as physiotherapist with CF-patients. Currently, I am in my 3rd week of pregnancy.
Some of my patients are chronically infected with CF-pathogens like MRSA and Burkholderia
cepacia. My present MRSA precautions are mouth protection, smock, hood, and gloves; with
Cepacia smock and gloves.

My questions are: Can I carry on working with chronically infected CF-Patients, are those
precautions sufficient and are there specific recommendations to protect mother and embryo
child?

I would be pleased to receive a clear answer to this very delicate affair ASAP. Thank you in
advance,

Michaela

Answer

Krakow, May 14th 2010
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Answer

Hello Michaela,

first let me congratulate you to your pregnancy! It is very appropriate to consider potential
risks, including those resulting from professional activity.

I think however that I can reassure you on this issue:

Since there is little literature to this topic, I consulted for the answer of your question the
director of the maternity clinic University Hospital Frankfurt (Professor Louwen), as well as the
director of the clinical group of CF researchers of the Medical University Hannover (Professor
Tummler), as one of the well respected experts in the area of CF pathogens.

Consensus was achieved on the fact that the activity as physiotherapist with CF-patients, in
the majority of the cases (exceptions see below) is without additional risk for mother or
unborn child and can safely be continued until reaching the time of maternity protection (in
Germany: 6 weeks before calculated due date).

5th European Conference on Rare Diseases Krakéw, May 14th 2010
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QO Some specific comments:
e a. The work with CF-patients without chronic colonization as well as with typical CF-pathogens
‘-;f; (S. aureus, P. aeruginosa) is unproblematic, the same hygenic measures apply as before

= pregnancy

d. Furthermore, no treatment should take place in the presence of hepatitis B (HBV) and C
(HCV) virus infection.

- e. CF-patients should not be treated by pregnant woman if on the waiting list for lung
transplantation or following lung transplantation.

- f. It is recommended that pregnant women during the early gestational-period should not
G) treat patigobeswith cucnactad wicuc brinnarad avacarhabione
o e bo There has been no agreement between the
= Tonircnd  €Xperts with regard to this question and
S o2 therefore the opinions of both experts are
- opinionsd  INcluded for the reader
transplantat o

5th European Conference on Rare Diseases Krakow, May 14th 2010
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+ Expert advice for patient and care team members
* Quality assurance program - learn from the best
- Internet access required

* Most of the questions can be answered making use
of the avaialble guidelines (European Consensus)

* Questions uncover those areas where guidelines and
consensus are lacking

: T#:velling with CF - a first example of such a spin-
o

5th European Conference on Rare Diseases Krakéw, May 14th 2010
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- ECORN-CF shall migrate to the homepage of
CF-Europe, the European PO umbrella
organization

* Finance not clear yet
- Mukoviszidose e.V. (German PO) and - hopefully -
the other POs
- ECFSs ?

- Eurordis ?
- EBU (EUCERD) ?

~ 5th European Conference on Rare Diseases Krakéw, May 14th 2010




