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1. ISAR
What is ISAR?
The International Severe Asthma Registry
(ISAR; http://isaregistries.org/) is the first
global severe asthma registry; a joint initiative
where national registries (both newly created
and pre-existing) retain ownership of their
own data, but open their borders and share
data with ISAR for ethically approved research
purposes. Its strength comes from the
collection of patient level, anonymous,
longitudinal, real-life and standardized, highquality data (using a core set of variables)
from countries all over the world, combined
with organizational structure, database
experience,
inclusivity/openness
and
expertise. This gives ISAR sufficient statistical
power to answer important research
questions, sufficient data standardization to
compare across countries and regions and the
structure and expertise necessary to ensure
its continuance, as well as the scientific
integrity and clinical applicability of its
research. ISAR offers a unique opportunity to
implement existing knowledge, generate new
knowledge and identify the unknown, so
prompting new research.
What is our aim?
ISAR’s overall aim is to improve the care of
adults with severe asthma globally (both in
primary and secondary care). This aim will be
achieved via provision of a rich source of reallife data for scientific research to better
understand severe asthma epidemiology,
burden, clinical evolution, and management
patterns (exploring differences across
healthcare systems), and to assess treatments
(in the absence of comparative randomized
controlled trials)) and patient outcomes for
severe asthma.

Join us
ISAR operates under the principle of
inclusivity and open-ness. It is conducted by
Optimum Patient Care Global Limited, and cofunded by OPC Global and AstraZeneca. The
ISAR doors are open to new collaborators and
partners using the ‘join the registry’ and
‘register your interest’ functions on the ISAR
home page (http://isaregistries.org/). Support
is available to set up local registries, provision
of standardized variables list and/or an
electronic data capturing system. Research
ideas may be suggested by ISAR Steering
Committee (ISC) members, country leads and
contributors and visitors to the ISAR webpage
(which includes third party commercial and
academic research organizations), by simply
clicking the ‘submit a proposal or research
request’ tab. Each year all research ideas are
reviewed, selected, assessed for scientific
rigour and compliance with ethics standards
and prioritized by the ISC. ISAR is an open
registry. Other academic and commercial
entities can seek ISAR data access for research
purposes, with all research proposals
requiring approval by both the ISC and ADEPT.
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2. COUNTRY UPDATE

3. CORE GLOBAL RESEARCH PROJECT (2017): first results
Substantial variation in demographic and
clinical characteristics of severe
asthma patients across countries
was noted. This is likely a reflection
of differences in:




Organization of severe asthma services and associated referral patterns
Requirements for reimbursement of newer asthma therapies, such as biologics
The type(s) of severe asthma patients captured using the ATS/ERS definition of severe
asthma
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4. PROMOTION OF ISAR

ERS 2018


ISAR was promoted on the
AstraZeneca booth at ERS
2018 in Paris

Abstract Plan 2018-2019
We are planning to progress the following abstracts in Q3-Q4 2018.
Keep an eye on your inbox for author invites and review requests!
1. Core Project (i.e. demographic & clinical characteristics)
 ATS, REG & APSR
2. ISAR mission statement
 ATS, EAACI, ERS
3. Inventory of registries
 EAACI
4. ISAR protocol
 ERS
Congress abstract submission deadlines:
 ATS 2019: 31st Oct 2018
 REG 2019: TBA
 APSR 2019: TBA
 EAACI 2019: 14th Jan 2019
 ERS 2019: 15th Feb 2019
Accepted abstracts
Good news, our abstract ‘International Severe Asthma Registry – a
real life data capture model’ has been accepted for presentation at
the XXIV World Congress of Asthma 2018 in Tokyo (5th Oct 2018).
Abstract No: P19; Poster session: 2-1
Session Theme: Epidemiology, causes & risk factors
A BIG thank you to all involved. Come along to support if you’re at
the congress!
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4.
Publications
Across the finishing line:
 The Delphi Publication has been published online. You may
view it here: https://www.jaciinpractice.org/article/S2213-2198(18)30552-X/pdf.
Thank you to all our authors who committed their time and effort
to getting this important publication across the finishing line!
Active publications (or soon to become active):
 ISAR mission statement: This is currently in draft stage and
has been a great collaborative effort so far. We plan to
submit this to Chest at the end of Oct 2018.
 Inventory of severe asthma: The aim of this article is to
compare data fields currently captured by severe asthma
registries or research databases across the globe, to identify
any gaps and shortcomings and to show how ISAR can fill
these gaps. We plan to submit this to Pragm Obser Res. Look
out for a kick off telecon invite in Q4 2018.
 ISAR protocol: The aim of this article is to summarize ISAR
objectives, protocol development, registry details, patient
details, variables
collected, definitions employed,
ethics/governance and centres/collaborators involved. An
medical communication agency (CACTUS, supported by
AstraZeneca) will be available to provide professional
writing/editorial support as required by the author group.
Look out for an author kick off telecon invite in early Q4
2018.

5. ISAR Meeting at
ERS


Consensus was obtained for
the 2018 global project ‘The
Characterization and
Comparison of Eosinophilic
and Non-eosinophilic
Asthma Phenotypes’



Next steps for all 8 research
projects were determined
during the break-out session
between each working
group



The open session allowed
researchers and country
study coordinators to
participate in the research
working group discussions
and discuss best practices of
patient enrolment/data
collection.

6. ACADEMIC RESEARCH PROPOSALS
The following ISAR academic research proposals have been prioritized
by the Respiratory Effectiveness Group (REG):
1. Hidden severe asthma patients in primary care vs ISAR cohort
2. Impact of exacerbation burden on lung function trajectory in
a broad and severe asthma population
3. Clinical outcomes of switching biologics
4. Assessment of the overlap (relatability) of collected
biomarkers
5. Identification of predictors (i.e. biomarkers) of response to
biologics
6. Hidden chronic asthma within the COPD/ACO population
7. Onset of asthma in severe asthma patients
8. Relationship between low socio-economic status and asthma
outcomes.
5|Page

7. NEW ADDITIONS TO THE ISAR TEAM
Ms Isha Chaudhry
OPC Global Ltd., UK
Isha obtained her MSc in Development Economics from the University of
Sussex, UK in 2013. She has nearly 5 years’ experience in healthcare
research. Prior to joining OPRI, she worked as a Research Assistant at DukeNUS Medical School, Singapore, working on research projects aimed at improving
end-of-life experience of patients in Singapore, and neighbouring Asian countries. At OPC, Isha
provides research support: preparing study proposals & protocols, conducting literature reviews,
performing data analysis and report writing. Her primary interest lies in action-based research aimed
at improving patient health outcomes.

Dr Ruth Murray1,2
1

Honorary Research Fellow & ISAR publication lead, OPC, Cambridge, UK;
Director Medscript Ltd, Ireland & New Zealand

2

Ruth obtained her PhD in Respiratory Medicine & Pharmacology from
Imperial College London in 1998. She is the founder (back in 2001) and Director
of Medscript Ltd, an independent medical and scientific communications
consultancy based in Ireland and now also in New Zealand, specialising in the respiratory therapy
area. Ruth joined the OPC team in June 2018 as the ISAR publication lead, bringing over 20 years of
academic and publication experience. She has authored more than 40 papers and written > 200 for
publication.

Dr Choy Lye Chei
Optimum Patient Care, Japan
Choy Lye received her PhD in Medical Science from the University of
Tsukuba, Japan. She has worked on various cohort studies investigating the
effects of modifiable risk factors of cardiovascular diseases and healthy
ageing in Japan, Singapore and China. Choy Lye joined the OPC team in May
2018 as the study coordinator of ISAR Japan.

Ms Shaylynn Yu
Observational and Pragmatic Research Institute (OPRI), Singapore
Shaylynn majored in Biological Sciences, holding a BSc (Hons) from Nanyang
Technological University, Singapore. At OPRI, she provides academic support
for the research team as well as senior management, managing
communications with key academic and business contacts, the company’s
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scientific publications and resource library, and supports dissemination activities.

8. OTHER NEWS
APSR Informal dinner
 We plan an informal ISAR dinner during the congress, between Nov 29th and Dec 2nd. Exact
date will be confirmed via email.
 We’re looking forward to catching up with those of you who can make it!
Data entry training for 4 Japanese sites in Tokyo
 This will be done during the World Congress of Asthma Meeting (Oct 6th 2018).
 We’ll provide an update in the next Newsletter
Spread the word and stay in touch
Please feel free to disseminate this newsletter to ISAR collaborators and colleagues to increase
awareness of the ISAR initiative.
We want to hear from you too. We encourage you to share your ISAR-related news in the next
quarterly newsletter! Just contact Ruth at ruth@optimumpatientcare.org

Bye for now!
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