
Haroon Miah, Data Manager

The UK Adult ITP Registry

October 2018



Background

• Based in The Royal 

London Hospital

• Active since 2007 

• Under the leadership of 

Dr Drew Provan

• Dr Daniel Hart

• Current CI is Dr Vickie 

McDonald (July 2018)



Current Team



Aims of the registry

• Understand ITP in the UK, how it is treated, outcomes after 

treatments and clues to causes throughout all stages of 

adult life.

• Focusing on patients with Primary ITP.

• Collecting clinical information and DNA (if patients give 

consent).

• Are there possible genetic associations with primary ITP 

and response to treatments?

• As of September 2018 – a sub-study to investigate primary 

ITP in Pregnancy added.  



Methodology 



Registry Database

• Moved to a new database – REDCap (2017)

• Secure online database that is encrypted 

• Data entry can take place from any participating site

• REDCap is used by over 3000 institutions in 128 

countries

• Simplified data entry and easier to use
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Recruitment

• 3252 patients recruited to date.

• Top 10 recruiting sites by patient numbers:

Hospital Number consented

1 THE ROYAL LONDON HOSPITAL 281

2 UNIVERSITY COLLEGE HOSPITAL 150

3 SUNDERLAND ROYAL HOSPITAL 123

4 THE ROYAL VICTORIA INFIRMARY, NEWCASTLE 120

5 HAMMERSMITH HOSPITAL, IMPERIAL 119

6 CASTLE HILL HOSPITAL 110

7 KENT & CANTERBURY HOSPITAL 98

8 NORTHWICK PARK HOSPITAL 94

9 QUEEN ALEXANDRA HOSPITAL 77

10 GLASGOW ROYAL INFIRMARY 71



Importance of the Registry

• ITP is rare and ability to collect data on as many cases 

as possible means we can understand it better.

• Provide evidence based answers on when treatment is 

needed and what is the best treatment for a particular 

patient. 

• Information on responses to available treatments

• Susceptibility to co-morbid disease. 

• Better to have standard information when trying to 

perform research



Presentations

• Talks and Poster presentations of our work at meetings:

– National: 
• British Society for Haematology meetings: 2017, 2018

– International
• European Haematology Association:  2017, 2018

• American Society for Haematology: 2017

• Topics
– Rituximab treatment; effectiveness of low dose vs high dose

– Thrombosis rates

– Outcomes using treatments such as romiplostim (Nplate) and 

eltrombopag (Revolade)



Publications

• Thromboembolism in adults with primary immune thrombocytopenia: a 

systematic literature review and meta-analysis. Doobaree IU, Nandigam R, 

Bennett D, Newland A, Provan D. Eur J Haematol. 2016 Oct;97(4):321-30

• Fostamatinib in persistent/chronic adult immune thrombocytopenia. Newland A, 

Lee EJ, McDonald V, Bussel JB. Immunotherapy. 2018 Jan;10(1):9-25

• Safety and efficacy of romiplostim in splenectomized and nonsplenectomized

patients with primary immune thrombocytopenia. Cines DB, Wasser J, 

Rodeghiero F, Chong BH, Steurer M, Provan D, Lyons R, Garcia-Chavez J, 

Carpenter N, Wang X, Eisen M. Haematologica. 2017 Aug;102(8):1342-1351

• Case report of eltrombopag in a pregnant patient with ITP. KLM White, L Bowles, 

D Provan, L Taylor, A Newland, BSH, 2017

• Comparison of the effects of the TPO receptor agonist, Romiplostim, in 

patients with ITP < 1yr versus > 1yr. DJ Kuter, AC Newland, BH Chong, F 

Rodegheiro, MT Romero, I Pabinger, Y Chen, B Metha, M Eisen ASH 2017;  BLOOD 

2017, 130, 1055



Our website

http://ukitpregistry.com

Thanks to Drew Provan, our technology guru!

http://ukitpregistry.com/




Funding

• Fantastic support from the patient support association: 

THANK YOU!

• Additional Grants from (2010 – 2018)

– Barts Charity

– Novartis

– Amgen

– Rigel



THANK YOU TO ALL THE PATIENTS

WE COULDN’T DO THIS WITHOUT YOU


