BPOLD Letterhead and Cohen Zimbler footnote

December 2004

Dear BPRS member,

Announcing the launch of the

British Paediatric Orphan Lung Disease Registry (BPOLD)

www.bpold.co.uk
On behalf of the BPOLD committee, I am delighted to announce the launch of BPOLD on 20th January 2005. 

The initial aim is to gather minimal patient data on 9 rare lung diseases in children. It is hoped that this information will be a resource for future BPRS researchers to address questions related to these diseases. 

The diseases:
· Congenital Cystic Lung Lesions

· Congenital Central Hypoventilation Syndrome

· Interstitial Lung Disease

· Obliterative Bronchiolitis

· Pulmonary Alveolar Proteinosis

· Pulmonary Papillomatosis

· Bronchiectasis of Unknown Cause

· Pleural and Pulmonary Lymphangiectasia

· Idiopathic Pulmonary Haemosiderosis

The website address is: www.bpold.co.uk
Other features of the website:

· State of the art information on the above diseases

· Links to useful websites for health professionals and parents

· A discussion forum for patients and parents

What we want you to do:

1) Register- please click on www.bpold.co.uk and click ‘Register’

2) Submit monthly returns for new or old patients or ‘nothing to report’. We will send out a monthly e-mail reminder to you.

3) The consent forms and age appropriate information sheets are available to download and print (perhaps keep a pile in clinic)

This projected is partly funded by you via the BPRS and its success depends on your participation. Hopefully we have made it as painless as possible. 

Please get involved and let your patients know. 

Yours faithfully,

Adam Jaffe

On behalf of the BPOLD Committee
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