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HIGHLIGHTS FROM THE ISAR SESSION AT REG 2021
A big thank you to everyone who participated in the ISAR session at this year’s REG
summit! It was a great success, and the panel discussions were an excellent opportunity
to discuss different approaches to the common issues we all face in research and clinical
practice. Key messages from the two panel discussions are summarized below:

Panel Discussion: Approaches to identifying hidden severe asthma in COPD
Professors Chin Kook Rhee, Leif Bjermer, Arnaud Bourdin, David Price
THE PROBLEM

Hidden severe asthma is likely quite common in the COPD population – these patients
do not get the opportunity to receive appropriate therapies
KEY CHALLENGES:

Fixed airway obstruction is seen in both
severe asthma and COPD – this overlap of
clinical features make distinguishing the
two difficult in real life
Low rates of ex- and current smokers in
severe asthma services indicate they are
likely hidden under a COPD diagnosis

"We have to use extremely strict and stringent definitions for
asthma and COPD, not only based on pharmaceutical dispensation,
but also using all the other indicators” – Professor Bourdin

Panel Discussion: Embedding data collection in routine care
Professors David Price, John Blakey, Leif Bjermer, Celeste Porsbjerg

THE PROBLEM

Registry

data

collection

alongside

current

clinical practice often requires double entry of
data
THE GOAL

To integrate data collection and support for
patient

management

within

existing

care

pathways
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REAL-LIFE SUCCESS STORIES:

Denmark: DSAR captures data via an electronic form approved for both clinical and
research use
Sweden: The FRISQ platform captures and integrates data at point-of-care; this can
then be exported to clinicians, or for other purposes such as research
Australian difficult to treat asthma audit: A quality improvement programme which
aims to improve patient care while collecting data for research
“When you want to implement such systems, it’s really important
to think about how your local system works today, but more so
how you think it ought to work both from a clinical perspective
and a future perspective of how we expect our healthcare
systems to evolve” – Prof Porsbjerg
A more detailed summary will be made available on the ISAR website.

ISAR PUBLICATIONS AND RESEARCH UPDATE
ISAR recent publications (2020):

Fitzerald, J.M, et al. “ISAR: protocol for a
global registry.” BMC Med Res Methodol,
2020;20:212

Ryan, D. et al.”Potential severe asthma
hidden in UK primary care.” J Allergy Clin
Immunol Pract, 2020;Article in press

The ISAR protocol provides a detailed
overview of the multi-disciplinary ISAR
initiative. ISAR aims to offer a global source
of real-life data for scientific research to
improve the understanding of disease
burden, treatment patterns and
outcomes in patients with severe asthma.

This study quantified the proportion of
asthma patients in UK primary care with
potential severe asthma (PSA) who may be
eligible for referral to specialist care.
Findings of the study shows a significant
number of patients (8%) with underrecognized PSA.

Click here to read the full article, and here
for the publication slide deck.

Click here to read the full article, and click
here for the slide deck.

The research ISAR conducts is only possible with your contributions. The ISAR research map
(below) provides an overview of the past, ongoing and future studies:

Click on the image to see the full picture.
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Projects marked with an asterisk (*) are open for collaboration! If you would like to get
involved in any of these studies, please contact audrey@optimumpatientcare.org.
The ISAR Steering Committee will be selecting two fully-funded new research projects this
year. If you wish to submit a research question, you may do so via the “submit a proposal or
research request” tab on ISAR website. Selected studies will be announced on the ISAR
website once confirmed!

ISAR NEW INITIATIVES
INCREASING VISIBILITY
Tailored annual publication list reports
This report will help you easily see how
many ISAR publications and research
projects
you/your
country
has
been
involved in, enabling you to assess the
visibility of your country’s data and its
relevance in the global discourse.

SIMPLIFYING
DATA
COLLECTION
AND IMPROVING DATA QUALITY
ISAR research is heavily dependent on the
availability and quality of data within the
registry, and we acknowledge the hard
work that goes into collecting complete,
high-quality data. ISAR aims to support
our valued collaborators wherever we can,
to that end we have launched a few
initiatives:

Research-ready workbooks (started in 2020):

The research-ready workbook initiative
was launched to identify and collect
missing
data
within
previously
transferred datasets in order to improve
research data availability.
This simple excel workbook highlights
missing key ISAR variables, and enables
site leads to easily plug those gaps.

Thank you to the 7 countries that have already contributed to this initiative! Due to your
efforts, we have seen a 44.2% improvement in data quality based on the workbooks that have
been returned.
All data quality reports are shared with respective countries so they can see the impact of
their hard work.
Patient questionnaire – asthma (starting in 2021)
This online questionnaire will assist clinicians with gathering
information on their patients’ disease. Data collected will automatically
feed back into the ISAR registry to reduce some of the workload for site
leads.
Completed patient questionnaires will automatically be emailed to the
clinicians, allowing them to receive a comprehensive overview of their
patient’s current status before their visit and save time during the visit.
In the context of the CoVID-19 pandemic, this also supports clinicians
who are not seeing patients face to face.
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Patient questionnaire – CoVID-19 (starting
in 2021)
This online questionnaire collects data on
CoVID-19 exposure and symptoms within
the severe asthma community.
It is a unique opportunity to expand our
usual
variables
and
improve
our
understanding of how CoVID-19 presents in
patients with severe asthma
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Follow up visit trackers
Severe asthma patients should be seen by
their doctors at least once a year. This
initiative will help clinicians keep track of
each patient yearly review.
Sent out twice a year to clinicians, our
emails highlight patients who have missed a
follow up visit OR are due one in the next
couple of months

SUPPORTING CLINICIANS IN
OPTIMIZING CARE
ISAR’s value extends beyond research. The
following initiatives aim to optimize care
on a personal level, while still ensuring full
protection of patient data.
Asthma care Reports
The online site-level asthma care reports
show how severe asthma patients in specific
sites fare against those in their country as
well as in ISAR
These interactive reports measure key
metrics over time such as lung function,
exacerbations, asthma control and biologic
use.
Patient Care Reports - Click Here to see a sample report
The patient care reports aim to provide a longitudinal summary of each patient’s clinical
status and outcomes to clinicians, in addition to highlighting areas for improvement and/or
gaps in care. This will facilitate discussion and feedback to patients.
Reports can be exported as PDF files for patients to share with other doctors they see to
ensure continuity of care. All these initiatives are communicated directly to participating
sites and will be accessible via the ISAR Connect platform.

UPCOMING
EVENTS

CLOSED VIRTUAL SYMPOSIUM: “TIME TO CHANGE
THE OCS PARADIGM IN SEVERE ASTHMA CARE:
EXPLORING THE EVIDENCE FOR OCS STEWARDSHIP”

DATE

Monday, 26th April,
19:00 – 21:00 BST

EXPRESS YOUR INTEREST VIA THIS FORM.
Please acknowledge that some of the data that will be presented are unpublished and
confidential and agree not to discuss these data outside of the meeting. Please also note that
some data presented are preliminary and subject to change, and are being shared with you
within your role as an ISAR collaborator.

