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Welcome to the first patient newsletter of the BSRBR-AS.
As we draw to the end of our second year of recruitment I am delighted to
say that more than one thousand patients with Ankylosing Spondylitis (AS)
or axial spondyloarthritis have agreed to join the register. This means that
already there are enough patients in the register for us to begin our analysis
to understand important issues for patients . As you will read below, Debbie
Cook from NASS has been helping us to identify what are the priority
research questions we should tackle. This includes identifying the major
influences on quality of life, understanding the factors enabling patients to
stay in work and determining whether biologic therapy improves fatigue to
name just a few. In 2015 we will begin to look at the information you have
provided but in order for us to have enough data to answer these questions
it is really important for us that you continue to return the follow-up questionnaires. In future newsletters we hope to be in a position to share these
results with you. If you would like to provide any feedback to us or have any
questions, please drop an e-mail to bsrbr-as@abdn.ac.uk or call 01224
437141 and ask for the BSRBR-AS team.
Meanwhile I would like to thank you for your willingness to take part in the
study and wish you a Merry Christmas and a Happy New Year.
Professor Gary J Macfarlane
Chief Investigator

Debbie Cook CEO from NASS

(National Ankylosing Spondylitis Society)
NASS is delighted to hear that the BSRBR-AS has recently recruited its
1,000th patient. This register plays a vital role in
understanding AS on a wider scale. It has the potential to have a huge
impact and play a vital part in future research into AS.
Recently I attended a Study Day with many AS clinicians and the Register
team at Aberdeen and was given the opportunity to present on the NASS
Research Priorities 2013–2018 paper which has been produced as a result
of wide-scale consultation with AS patients and Health Care Professionals
(HCPs). It was heartening to see that the team working with the register at
Aberdeen and other colleagues were very keen to listen to patient views
about research and use the register to progress some of the research
proposals which are much needed in AS.
I am personally delighted with the work of the register and wish to thank
all members of the BSRBR-AS Team and indeed all the HCPs across the
UK who collect and input data to the register to enable us understand AS
better in the future; their hard work and dedication is much appreciated.
For more information on NASS please visit:

www.nass.co.uk

A number of rheumatology departments around the UK are taking part in the
BSRBR-AS by asking their eligible AS patients to join the study.

Aberdeen Royal Infirmary
Addenbrooke's Hospital
Aintree University Hospital
Ayr Hospital
Barnet General Hospital (London)
Barnsley Hospital
Basingstoke & Hampshire Hospital
Blackpool Victoria Hospital
Burton Hospitals
Chapel Allerton Hospital (Leeds)
Chelsea & Westminster Hospital (London)
City Hospital (Birmingham)
Cumberland Infirmary (Carlisle)
Derriford Hospital (Plymouth)
Freeman Hospital (Newcastle)
Glasgow Royal Infirmary/Stobhill
Glasgow Southern General Hospital/
Victoria Infirmary
Guy's Hospital (London)
Haywood Hospital (Stoke-on-Trent)
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Hull Royal Infirmary
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King's Mill Hospital (Nottingham)
Leicester Royal Infirmary
Leighton Hospital (Cheshire)
Llandudno Hospital
Macclesfield District General (Cheshire)
Maidstone Hospital
Manchester Royal Infirmary
Minerva Health Centre (Lancashire)
Ninewells Hospital (Dundee)
Norfolk and Norwich University Hospital
Northampton General Hospital
Northwick Park Hospital (London)
Nottingham City Hospital

Nuffield Orthopaedic Centre (Oxford)
Pinderfields General Hospital (Yorkshire)
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Queen Alexandra Hospital (Portsmouth)
Raigmore Hospital (Inverness)
Robert Jones & Agnes Hunt Orthopaedic
Hospital (Oswestry)
Royal Berkshire Hospital (Reading)
Royal Blackburn Hospital
Royal Derby Hospital
Royal Hallamshire Hospital (Sheffield)
Royal Lancaster Infirmary
Royal National Hospital of
Rheumatic Diseases (Bath)
Royal Surrey County Hospital
Royal Wolverhampton Hospital
Russells Hall Hospital (Dudley)
Salisbury District Hospital
Scarborough General Hospital
Scunthorpe General Hospital (Lincoln)
Southmead Hospital (Bristol)
Warwick Hospital
Stafford Hospital
St Helen's Hospital
St Peter's Hospital (Surrey)
Sunderland Royal Hospital
University Hospitals Coventry/Warwickshire
University Hospital of North Durham/
Darlington
Warrington Hospital
Weston General Hospital
Whyteman's Brae Hospital (Fife)
Wishaw General Hospital (Lanarkshire)
Wrightington Hospital
Ysbyty Maelor (Wrexham)
York Teaching Hospital

