
 
 
 
 
 
 
 
 
 
 
Dear Medical Professional, 
 
This letter has been presented to you because someone has indicated that you have been 
useful to our community of people with Ehlers-Danlos syndrome. 
 
You may be already aware of us here at Ehlers-Danlos Syndromes New Zealand, but if not, 
we would like to share our website with you, http://ehlers-danlos.org.nz/ to give you an 
idea of the support we offer to our fellow New Zealanders who have Ehlers-Danlos 
syndrome or hypermobile spectrum disorder. 
 
There are a few other resources that you probably already have an awareness of, but 
perhaps you have not yet had time to read.  The latest diagnostic criteria, published in 
March 2017 in the American Journal of Medical Genetics, part C, is presented in 18 articles 
which cover 245 pages.  There is certainly a lot of literature available on EDS now, but it 
does take a significant investment of time to process it all.  It is helpful to have these 
references in a logical location for easy reference, so with that in mind we provide the 
simplest ones here for your convenience: 
 

- The international one-stop-shop for all things EDS:  https://www.ehlers-danlos.com/. 
 

- And in particular the section for medical professionals:  https://www.ehlers-
danlos.com/medical-professionals/.  This section includes links to the 2017 EDS 
International Classification, an international directory of medical professionals, 
medical articles, the diagnostic checklist for hEDS, and how to assess joint 
hypermobility. 
 

- The clinical pathway for diagnosis of EDS, written for use in New Zealand:  
http://ehlers-danlos.org.nz/?p=209 

 
We know that you have an awareness of EDS, either because you have referred patients 
from your General Practice to a specialist, a patient has recommended you as someone who 
has knowledge of EDS/HSD or because you have a strong interest in the sub-specialty of EDS 
within your consulting practice.  Your name has been given to us with the best type of 
recommendation: word-of-mouth by patients. 
 
We invite you to engage with us at Ehlers-Danlos Syndromes New Zealand in two ways, as 
follows: 



 
1 We would like to be able to include your name and qualifications on our national 

database of medical professionals with EDS expertise.  We would also like to 
share our newsletter with you, and keep you informed of any updates that are 
relevant to EDS.  We seek your permission to do these. 
 

2 We understand that there is a possibility that a Project ECHO programme on EDS 
could be offered, specifically for New Zealand medical professionals, and in a 
time-zone more friendly to New Zealand than the previous international 
programmes have been held.  Further information about Project ECHO can be 
found here: https://www.ehlers-danlos.com/echo/.  We are seeking an 
expression of interest from you if would like to participate in a Project ECHO 
programme on EDS. 

 
If you are willing to provide permission for these things, and/or participate in an EDS ECHO 
programme specifically run for New Zealand medical professionals, please send us an email 
to that effect, at contact@ehlers-danlos.org.nz.   
 
We hope that if you ever have any questions about EDS you will feel happy to reach out to 
us for whatever assistance we can provide to support you as a medical professional who 
wants to assist our Kiwi “zebras”.   
 
 
Noho ora mai, 
 
 
 
 
 
 
Kelly McQuinlan 
President 
Ehlers-Danlos Syndromes New Zealand 
 
 
 
 


