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In 2014 the idea of creating a pan-European specialist bronchiectasis network containing
the first registry for bronchiectasis patients was set in motion. EMBARC set off on a
mission to recruit 10,000 bronchiectasis patients to the registry from across 20 EU
countries by 01/10/2020. The first patient was enrolled into the registry on 02/03/2015.
From then on, the EMBARC team, with support from the European Respiratory Society,
European Lung Foundation and Innovative Medicines Initiative, were overwhelmed by the
interest from investigators across the globe. Over the course of the following two years
478 healthcare professionals across 61 countries registered on the website to be part of
the network. 200 centres joined the registry from across 27 countries contributing to the
10,000 patients.

Congratulations!
On 05/09/2017 Dr Pieter Goeminne from AZ Nikolaas in Belgium
recruited the 10,000th patient to the registry thus smashing the 2020
target three years ahead of schedule!
Congratulations to Dr Goeminne and the Belgian team and as
always, a massive thanks to everyone supporting EMBARC.
Although we have now passed the target of 10,000, we still remain open to recruiting new
patients. Our focus now however, is the annual follow-up data so that the first longitudinal
dataset in bronchiectasis can be made available.

EMBARC presents at ERS 2017
During the annual European Respiratory Society congress, representatives of
EMBARC presented the ongoing projects which EMBARC is involved with.
First and foremost, the much needed and long awaited European Respiratory Society
guidelines for the management of adult bronchiectasis. This presentation received a great
response as Dr Eva Polverino talked us through the 9 PICO topics of highest importance in
bronchiectasis care with advice on how they should be dealt with. We are also proud to share
that these 9 topics were decided upon with the help of the ELF Patient Advisory Group. The
taskforce creating these guidelines was the first to include patients as full voting members!
Click here to view the new bronchiectasis guidelines.
The NTM registry steering committee had further discussions on the development of the NTM
registry which will be a sub-study of EMBARC. If you have not already expressed interest in
the NTM registry and wish to take part, please contact info@bronchiectasis.eu for further
information and a feasibility form.
The ELF patient advisory group met to finalise the new ELF bronchiectasis
patient information page which has recently been launched. To view the page
click here. They also discussed the ongoing work towards creating a new
patient powered registry. This will also utilise the EMBARC platform and allow
patients to consent online and enter their health data directly, unlike the
physicians doing it for them in the main registry.

***** Frequently Asked Questions *****
 My patient is no longer in follow-up/has died, how do I proceed?
Every patient entering the registry should have at least one follow-up review. The review CRF will
ask whether the patient is still alive and if they are still being followed-up. All new information which
has been captured about the patient should be updated in the review CRF until the date of
discharge/death.

 My patient has had no tests done in the past 12months, how do I record this?
If there has been no change to comorbidities/concomitant medications/ aetiology testing etc, “NO”
should be selected to show this.
**Please remember all patients should be submitting at least one sputum sample (regardless of
exacerbation) and undergoing spirometry testing at least once per year as per standards
bronchiectasis care.

 Why do I have an exclamation mark next to some of my cases?
Exclamation marks will appear next to cases when a Review is due. Amber represents 9months
past the consent date and this will turn red at 12months. We cannot stress the importance of the
review data to the registry.

 How often should I create a review and for how long is follow-up?
Reviews are mandatory for all pateints entered to the registry and should be updated annually
(every 12months) until 2020.
 The CRF page will not complete or allow me to submit the case.
When a page does not “complete”, please select “CHECK COMPLETENESS” at the bottom of the
page for advice on which data set is at fault.
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