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Welcome to the fourth COMPACT Newsletter
It’s been over two years since we last updated you about our
COMPACT projects and the world feels a very different place.
Despite the challenges of these unusual times, we are
delighted to report that we have now successfully completed
the COMPACT-Q and COMPACT-C studies. We hope you
enjoy reading the summary of each study and our plans for
the future, as we now shift our focus to the development of
the long-term international registry for CRPS.
With best wishes from
Candy, Sharon, Ali and Lisa

Our Membership and Supporting Organisations
Our COMPACT consortium currently has 80 members, based in twenty different
countries. Patients, clinicians, researchers and industry representatives are all a vital
part of our international community.
We are developing a protocol for the first international clinical research registry for
people with Complex Regional Pain Syndrome. This work is supported by the
International Research Consortium (IRC) for CRPS, who are a not-for-profit organisation
based in the United States. They support the global research community and welcome
membership applications from active CRPS researchers.
For more information on the work of the IRC, please visit their website –
ch
https://www.crpsconsortium.org
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COMPACT – Q* Feasibility Study
* Q = questionnaire.
The study involved capturing clinician and patient-reported
data via questionnaires at baseline (Time 1) and one followup time point (Time 2)

What did we do?
COMPACT-Q was an international multi-centre study to explore the feasibility and
acceptability of collecting data for Complex Regional Pain Syndrome clinical studies using a
questionnaire core measurement set. Previous research had agreed and recommended the
core measurement set (COMPACT). We wanted to ensure that it was practical to collect
these data from a range of populations and cultures. It was also important that we tested
our preferred electronic data management system to ensure that it met all of our
requirements to collect these data.
We recruited adults (aged 18 years and over) who met the Budapest diagnostic clinical
criteria for CRPS. The study involved seven international research centres - two in Japan,
with one each in the United Kingdom, United States, Switzerland, Israel and Brazil. Each
recruiting centre was responsible for obtaining ethical approvals relevant to their country.
We translated study documents into local languages where possible, using a best practice
protocol.
All consented participants were asked to complete the COMPACT questionnaire on two
separate occasions. These were completed on paper at baseline (Time 1), with participants
then given a choice of either a paper or electronic follow-up method at six months (Time 2).
Brazil undertook the follow-up process at three months instead of six months, allowing us to
compare response rates from different timeframes. Clinicians completed the CRPS Severity
Score (CSS) at Time 1 for all participants, with the option of completing it again at Time 2.
An electronic data management system called ALEA was used to input the demographic data
and questionnaire responses. This secure password-protected system enabled each
recruiting centre to only see their own data. Participants choosing the electronic follow-up
method were emailed with a link to an integrated part of the system where they could
securely complete the questionnaire online. Participants choosing the postal follow-up
method were sent a paper questionnaire by their local recruiting centre.
We sought written feedback from study participants and clinicians. Participants were asked
about their experience of completing the questionnaires and clinicians were asked about
their experience of data collection.
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What did we find?
We completed study recruitment and Time 1 data collection in September 2020, with a
total of 98 consented participants. 67% chose to receive the paper version of the follow-up
questionnaire, although some recruiting centres did not offer the electronic option to their
participants. Time 2 data collection finished in March 2021 and preliminary study findings
suggest a lower completion rate for electronic questionnaire responses.
The CRPS Severity Score form was completed in English at all sites except Brazil, who used
a translated version. A total of 55 participants (56%) completed the questionnaires at both
Time 1 and Time 2. Missing data was minimal.
Participants reported satisfaction with the format of the questionnaires, which were felt to
be clear and easy to understand. One participant suggested that the electronic
questionnaire could be improved with the use of increased font size. Clinicians reported
some delays regarding the receipt of completed paper questionnaires and reduced
engagement from participants at Time 2. The data management system was felt to be easy
to use, with data input at Time 1 taking approximately 10 minutes per participant.
The study confirmed that the core outcome measurement set is feasible and acceptable to
collect, according to a set protocol, in clinical practice. The ALEA data management system
proved to be an efficient method of collecting these data across an international
population.

How we will publish our research?
The feasibility study protocol was published in the journal Musculoskeletal Care in 2019.
An abstract presenting preliminary findings has been accepted at the International
Association for the Study of Pain (IASP) 2021 Virtual World Congress on Pain. We are
currently considering other options for publication. A summary of the study will also be
available on the websites for the International Research Consortium and the CRPS UK
Clinical and Research Network.

Acknowledgements
The COMPACT-Q study was funded by the Swiss National Insurance Accident Fund (SUVA)
and the Royal National Hospital for Rheumatic Diseases Charitable Funds. Our sincere
thanks to our funders, study participants and contributors. We could not have completed
the study without the continued commitment, enthusiasm and hard work from all of our
recruiting centres.
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COMPACT – C* e-Delphi Study
* C = clinical. This study looked at outcome
measures that are recorded by clinicians, instead
of patients

What did we do?
COMPACT-C used an electronic Delphi process to develop and achieve consensus on a set
of internationally agreed clinical outcome measures. A systematic literature review
identified 44 broad clinical outcome areas from CRPS clinical studies undertaken between
2000 and 2018. We held a workshop in September 2018 with a group of international
clinicians and academics, which resulted in this initial list being increased to 59 specific
clinical outcomes.
We invited members of the IASP CRPS Special Interest Group and the International
Research Consortium for CRPS to participate in the e-Delphi study. Consented participants
were asked to complete two online questionnaires that we had developed.
In the first round of the e-Delphi study, we asked participants to rate each of the 59
outcomes on a 1-9 scale in relation to its relevance to the question: “What is the clinical
presentation and course of CRPS, and what factors influence it?” Additional comments
were also welcomed.
In the second round, we showed respondents their individual ratings from the previous
round, the median group ratings for each outcome, plus an anonymised summary of any
comments received. We asked them to re-rate each outcome.
If an outcome had a final group median score of 7 or above, as agreed by 75% of
respondents, it could be considered for inclusion in the recommended measurement set.
Members of the COMPACT consortium discussed the outcomes that met these criteria at a
workshop held in September 2019.
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What did we find?
Recruitment and data collection took place between April and August 2019, with 60
participants completing both rounds of the survey. A total of 21 countries were
represented.
Nine clinical outcomes met the initial criteria for possible inclusion in the core
measurement set. The feasibility and acceptability of each of these outcomes for use in a
clinical setting was discussed by members of the COMPACT consortium.
The final recommendation consisted of three clinical outcomes - one mandatory and two
optional. A fourth outcome was recommended for inclusion in the COMPACT
questionnaire as a standardised patient-reported measure instead of a clinical outcome.
We have developed protocols for these outcomes.
The other outcomes were either considered impractical to measure consistently across
all international study centres, or were felt to be already sufficiently captured within the
COMPACT patient-reported core measurement set.

How will we publish our research?
We presented the study protocol as an abstract at a University of the West of England
conference in 2019. An abstract detailing the e-Delphi study results was accepted for the
IASP 2020 World Congress on Pain, although this conference was subsequently
postponed due to the global pandemic.
An article is in preparation and journal options are being considered. The final study
report is available on our funders’ website. A summary of the study will also be available
on the websites for the International Research Consortium and the CRPS UK Clinical and
Research Network.

Acknowledgements
The COMPACT-C study was funded by the Reflex Sympathetic Dystrophy Syndrome
Association (RSDSA) and we are very grateful for their support. We would also like to
thank our study participants and members of the COMPACT consortium for their
valuable contributions.
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An International Clinical Research Registry for CRPS.
How does COMPACT fit and where do we go from here?
We are now working to develop the first international clinical research registry for
people with CRPS. The findings from the COMPACT-Q and COMPACT-C studies have
enabled the final combined set of patient-reported and clinical outcome measures to be
agreed. We can now include these within the international registry and recommend
them for use in all future CRPS clinical studies.
It is important to recognise that we do not currently have any agreed funding for the
development and ongoing maintenance of the international registry. The study team has
received a small amount of Research Capability Funding from the Royal United Hospitals
Bath NHS Foundation Trust, which will provide us with some dedicated time to finalise
the study processes and prepare a future funding application. We will be identifying and
approaching potential funders over the next few months.
We are currently preparing a draft protocol for the registry, using our findings from the
COMPACT studies to inform the procedures. This will be shared and discussed with key
members of the COMPACT consortium at an appropriate time. We will also be preparing
the draft study documentation and seeking permission to use specific outcome measures
for the purposes of the international registry as required.
The electronic data management system (ALEA) will be revised with the inclusion of the
agreed clinical outcomes. Two additional patient-reported questions will be included in
the COMPACT questionnaires and the data management system. We will use previous
feedback obtained from participants and clinicians to help us make the systems as
efficient and user friendly as possible.
The future registry will allow researchers to access a large and consistent dataset. It will
also aim to answer the research question agreed by COMPACT consortium members in
the early stages of the initiative; “What is the clinical presentation and course of CRPS
and what factors influence it?” Research that uses registry data could increase our
understanding of CRPS, evaluate the effectiveness of treatments, and improve health
outcomes for people who are living with the condition.
We anticipate that the new international registry will open for recruitment in 2022, at
which point researchers from across the globe will be invited to contribute to this unique
and exciting long-term study. If you are interested in potentially contributing to the
international registry in the future, please email us at ruh-tr.compact@nhs.net
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Meet the team!
Professor Candy McCabe: Chief Investigator
Candy is a Professor of Research and Clinical Practice, based at the
University of the West of England. She is responsible for overseeing all
aspects of the COMPACT initiative and related studies.

Dr Sharon Grieve: Study Lead, COMPACT-Q
Sharon is the Pain Lead Research Nurse at the Royal United Hospitals
Bath NHS Foundation Trust. She has co-led the COMPACT initiative since
the international consortium was established in 2013. Sharon is now
leading the work to develop the international research registry.

Dr Alison Llewellyn: Study Lead, COMPACT-C
Ali is an Associate Professor for Clinical Research at the University of the
West of England and has a background in psychology. She joined the
COMPACT team in 2018, taking lead responsibility for the e-Delphi
study.

Professor Florian Brunner: Co-Researcher
Florian is the Chief of Physical Medicine and Rheumatology at Balgrist
University Hospital, Switzerland. He is a co-applicant of the COMPACT
initiative, a contributor of data and a key member of the Project
Management Group, helping with important discussions and decisions.

Lisa Buckle: Study Administrator
Lisa is a Research Administrator at the Royal United Hospitals Bath NHS
Foundation Trust. She joined the COMPACT team in 2018, providing
support across both studies. She maintains the UK Registry for CRPS and
has a key role in the establishment of the international registry.

Nicole Vaughan-Spickers: Data Analyst
Nicole is a Clinical Research Analyst Programmer at the University of Southampton. She is
also a valued member of our Project Management Group, providing technical expertise
and advice regarding all aspects of the ALEA data management system.
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Using COMPACT and Permissions
We wish to maintain a register of all researchers who are using COMPACT. If you are
using COMPACT, please email ruh-tr.compact@nhs.net and include the title of the
study, the name of the Chief Investigator and details of the lead site. Please state if you
are using the COMPACT patient–reported questionnaire set alone, or with the clinician
reported CRPS Severity Score (CSS). This registry will contribute to an internal dataset,
which will allow the comparison of data and facilitate recruitment to collaborative
studies.
It is important that researchers continue to seek permission to use some of the
questionnaire outcome measures within the core measurement set (COMPACT). In
addition, specific standard permissions and procedures may be required when wishing
to translate the questionnaire outcome measures. It is the researcher’s responsibility
to ensure that all the necessary permissions are in place. We will let you know when
you can access COMPACT from us directly.
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