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: Over the past few months we have seen an absolutely amazing commitment to the registry as recruitment figures continue
- to rise far beyond the 2020 target of 10,000 bronchiectasis patients. Not only have existing sites continued the hard work of
:ongoing recruitment but we have had the pleasure of setting up sites in Austria, Denmark, Sweden, Finland and Ukraine,

: bringing the number of participating countries to our current total of 33! We are proud to be working with you all

:and can only see good prospects for bronchiectasis research develop from such a massively important

: collaboration. J l *1}
:but the study is also enrolling patients without bronchiectasis. We are currently contacting sites to determine ﬂ Eﬂ . |

- their interest in participating in this sub-study. Please contact us if you would like further information. i

Embarc is also pleased to announce the launch of the European NTM Registry. This aims to recruit at least 800
patients with non-tuberculous mycobacterial disease. Patients enrolled in the registry may have bronchiectasis

**|MPORTANT***

Participants must be 18+ years at consent for eligibility.

Consent must be done face to face, by-proxy is not permitted.

JULY 12-14; 201
GEORGETOWN UNIVERSITY.:

Inhaled short acting bronchodilators do not need documented unless they are nebulised, in this case,
all short acting bronchodilators should be recorded as salbutamol/albuterol.

WASHINGTON, DC - , -

Radiology data for new recruitment should be taken from CT scans prior to consent date, any data
after this will be captured in the follow-up CRF.

Please check spirometry, microbiology, CT and QOL-B data is not that from the previous year—it
must be new data taken since the previous data collection.

The 3rd World Bronchiectasis Conference will be held July 12-14th 2018 in Wash-

Please ensure any respiratory medication classed as “other” is documented in the additional notes if it inat D.C
ington, D.C.

is not available in the drop down menu. Please check the drop down menu for drug name and not
brand name.

This conference is open to all healthcare professionals caring for bronchiectasis
patients and to patients themselves. The three days will cover up-to-date research
and topics such as breakthrough therapies, microbiology, physiotherapy and much
more. The conference will also hold a patient-focused forum.

Please only record information relevant to bronchiectasis in the Additional note, Recording of
medication not requested in the CRF is not required.

The below table is for easy reference only. We acknowledge there are many more inhaler brands but
have listed the most widely known to reduce the number of data queries.
Salbutamol, Terbutaline and Ipratropium are short acting bronchodilators and do not require CRF

capture. We are also very keen to receive your abstracts for display during the conference.
If you are interested in showcasing your current research then please submit your
SABA Salbutamol Ventolin ICS/LABA Fluticasone/ « Seretide o .
(20mins to peak, Salmeterol « Sirdupla Visit https://worldbronch.com to see the program, register, and learn more about
i 5 Terbutaline Bricanyl
acting for 3-Ghrs) Beclomethasone /  Fostair the Conference.
SAMA Ipratropium Atrovent Formoterol
(60minto peak, Budesonide / * Symbicort If int ted i hi rtuniti | tact Delia Priet t
actingfor 6-0hrs) S 2 interested in sponsorship opportunities, please contact Delia Prieto a
Ics A Piltcort Spiromax dprieto@copdfoundation.org.
Fluticasone/ = Relvar Ellipta
Fluticasone Flovent Vilanterol * Breo Ellipta
Fluticasone/ Flutiform
Beclomethasone * QVAR Formoterol .
L ***** Frequently Asked Questions *****
LABA/LAMA Indacaterol / Ultibro
Mometasone Asmanex Twisthaler (acting6-8hrs) Glycopyrronium Breezhaler * My patient is no Ionger in foIIow-upIhas died, how do | proceed?
LABA Olodaterol striverdi Respimat Formoterol / Duaklir Every patient entering the registry should have at least one follow-up review. The review
(actingfor 12- Aclidinium CRF will ask whether the patient is still alive and if they are still being followed-up. All new
24hrs) information which has been captured about the patient should be updated in the review
Indacaterol Onbrez Olodaterol / Spiolto CRF until the date of discharge/death ie. all pages of the eCRF must be completed. Once
Tiotropium Respimat the review has been submitted to show patient is no longer in follow up or has died, no fur-
5 7 ther follow-up cases will be required.
Formoterol * Oxeze Vilanterol / Anoro Ellipta
* Foradil Umeclidinium . . .
+ My patient has had no tests done in the past 12months, how do | record this?
Salmeterol Serevent SABA/SAMA Albuterol/ Combivent If there has been no change to comorbidities/ concomitant medications/ aetiology testing
Ipratropium Respimat etc, “NO” should be selected to show this.
LAMA Glycopyrronium  Seebri **Please remember all patients should be submitting at least one sputum sample
(actingfor up to *  SA-: Short Acting (reliever) (regardless of exacerbation) and undergoing spirometry testing at least once per year as
24hrs) Tiotropium Spiriva * LA-:Short Acting (preventer) per standards bronchiectasis care.
* -BA: Beta2 Agonist(actively opens)
e S e e * M MucaTiniC ATAgOn St + Why do | have an exclamation mark next to some of my cases?

(anti cholinergic) (prevents closing)
* ICS: Inhaled Corticosteroid
(reduces inflammation)

Umeclidinium Incruse Ellipta

It is the responsibility of eligible centres to raise invoices for their recruitment.

The central team will not send reminders.
All invoices must be in English and addressed to;

The European Bronchiectasis Registry
Clinical Research Centre
James Arrott Drive
University of Dundee
Ninewells Hospital and Medical School
Dundee DD1 9SY, UK

Alternatively, they can be emailed directly to the study coordinator;

Please do not send invoices directly to the finance department.

Questions or comments? E-mail us at

EUROPEAN
RESPIRATORY
SOCIETY

@ ERS

every breath counts

info@bronchiectasis.eu

.A BC
inhaled Antibiotics in
hiectasis and

Bronchiecta:
Cystic Fibrosis

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 im-
portance of the review data to the registry.

+ How often should | create a review and for how long is follow-up?
Reviews are mandatory for all patients entered to the registry and should be updated annu-
ally (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.
** In the exception of MRC score for patients who have died or withdrawn and therefore
cannot be contacted, please enter the same score as previous year.

* |s a CT angiogram acceptable for inclusion criteria?
A CT Pulmonary angiogram is eligible as it has a similar resolution to an HRCT- it should be
entered under CT Thorax.
If it is an angiogram ie the test used for diagnosing the source of haemoptysis or some oth-
er CT protocol then it is not eligible.

* Can |l include patients with traction bronchiectasis?
No, the protocol specifically excludes traction bronchiectasis due to another pathology.

+ How do | calculate the QOL-B results?
You do not need to do this, the eCRF will automatically do this for you. Please select the
answers from the drop down menu which correspond to the patients’ answers.
**It is preferred that QOL-B questionnaires are done in clinic/study visit and not returned by
post.
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