
 

 

As it is now known to many, over the past six months, we have been very busy making 

treatment possible for the AAI and CCI diagnoses in the Netherlands . 

 

We knew in advance, that this would be a long and difficult challenge.  Together with the 

EDS Foundation and the ME / CFS Association, we spent quite a few hours discussing how to 

put this in the direction of the doctors. 

Suddenly it seemed to go very fast. The input of the patient organizations was of great 

importance. Fortunately, we are dealing with a highly skilled specialist who understands the 

importance of  this. He is going to assemble a special team and instruct this team to provide 

the best possible (after) care for the patients. We are very impressed with the 

professionalism of this specialist and his team. 

Something is definitely going to change. There will be a multi-year study and people will be 

operated on in the Netherlands, namely patients with ME / CFS and / or Ehlers-Danlos 

Syndrome. 

 

In particular, we want to focus his attention on the following issues, such as pre, per and 

postoperative care: 

• Preliminary stage 

• Treatment process 

• Aftercare route 

• Pain relief 



• Number of days in hospital  

• PEM 

• Wound care and sutures 

• Positioning  of patients in the OR 

• Adrenaline MCAS 

Diagnosis is also a very important issue. Contacts have been made for this and perhaps we 

can also take big steps forward in this. Of course, other specialists will  be consulted with 

regard to comorbidities. Logically, all this is not regulated in seconds. What we can report is: 

this study will start fairly quickly, we hope even this year. 

We understand very well, there will be many questions. We are going to try to answer, but 

we are only representatives of you as patients. Medical questions we cannot answer. We will 

keep you informed of these developments. 
 
 
 


