
International COSCAM project for port wine stains 

Dear sir/madam, 

We are preparing on carrying out an international Delphi 
study for the development of a core outcome set for port 
wine stains (a.k.a. capillary malformations) as part of the 
international COSCAM project. Such a core outcome set 
contains a minimum set of outcomes that should be 
measured and reported in clinical studies on a specific 
health condition. An example of an outcome is 
‘appearance’, ‘quality of life’ or ‘satisfaction with 
treatment’.  
  
Currently, studies on port wine stains do not report their 
results (outcomes) in the same way. More importantly, we 
do not know which outcomes are relevant to patients. As a 
result, it is difficult to adequately compare and improve 
current therapies for patients with port wine stains. Also, 
with such diverse outcomes, it is difficult for physicians to adequately inform 
patients. 

With this study we aim to assess what outcomes are relevant to patients and 
physicians by carrying out an international online Delphi study and hereby 
establish a core outcome set.  
  
Study details 
The study participants are as many international patients with port wine stains and 
physicians/experts specialized on port wine stains. The study contains multiple 
rounds. In the first round, a list with potentially relevant outcomes will be brought 
in for evaluation. The participants can rate the importance of the outcomes 
through an online survey. Also, additional outcomes can be brought in by the 
participants. These rounds will be repeated in which the participants reevaluate 
the ‘undecided’ outcomes until eventually a final list with the most important 
outcomes remains.  
  
The online surveys will be based on multiple choice questions. It takes about 15-30 
minutes to fill in. Each round has a deadline of approximately 4 weeks. The amount 
of study rounds will depend on the ratings of the participants in previous rounds. 
  
What is expected from participants? 
Participants will be engaged in all rounds, which are spread over a few months 
(depending on the ratings of previous rounds). The participants need to speak 
English or Dutch. Also, an email address and access to a computer is needed to fill 
in the online surveys. 
  
Your participation would be of great value. Registration can be done by scanning 
the QR code above right or via the email address below. If you have any questions, 
feel free to contact me through g.b.langbroek@amsterdamumc.nl.  
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Ginger Beau Langbroek MD, on behalf of the COSCAM steering group 
Amsterdam University Medical Center (UMC), Amsterdam, The Netherlands


