Dear Dr. Hilgier,
 
How nice to hear from you and to learn there is an organization for Carcinoid patients in Poland! 
 
I have made links from three locations in my web site to your organization www.rakowiak.pl. 
The links on my site http://www.carcinoidinfo.info  are under: 1) NEWS  2) Other’s Stories – scroll down to “Web Pages of Local Carcinoid Support Groups” and 3) Local Support Groups, at the lower part of the page for groups outside the US.
 
The best source of information, here in the US, is the Carcinoid Cancer Foundation http://www.carcinoid.org. 
 
I shall forward your kind letter to Dr. Richard Warner, medical director of the Carcinoid Cancer Foundations, and several other very caring and helpful doctors in our world of Carcinoid.
 
Respectfully,
 
Susan L. Anderson
 
Sunny Susan Anderson in beautiful Tempe, AZ, USA, Visit my homepage at: http://www.carcinoidinfo.info  


From: (…)
Sent: Friday, May 12, 2006 6:38 AM
To: Susan L. Anderson
Subject: Letter from Polish Carcinoid Patient Organisation/carcinoid patient
 

Dear Susan, 

My name is Andrzej Hilgier. I live in Poland. I am a retired pediatric surgeon. Three years ago I was diagnosed with carcinoid cancer. 

In my country patients face serious difficulties in obtaining the necessary medication: Sandostatin LAR and Ytrium 90.  Polish Health policy offers no clear regulations as to who and on what basis should finance these expensive medicaments. In order to effectively work against this and other problems, to exchange information about the disease and to share our experiences, a patient organization was set up last year. I am a vice president of this Foundation. At the moment its basic aim, however, is to put pressure on the national government to ensure carcinoid patients a regular access to vital medical treatment. So far to no avail. 

When we succeed in ascertaining  the right of every patient suffering from carcinoid to their due medication, we wish to pursue further goals such as integration of patients and medical circles,  providing grounds for communication and exchange of knowledge, raising social awareness of the disease etc. We wish to offer the patients all possible means of help and support.

I would be very grateful if Your Foundation could share its experience with us. The knowledge of how carcinoid patients are treated in other countries is vital for us here, as it can provide us with important arguments in petitioning our government. 

From your web page I learned that yours is the world's oldest carcinoid organization. Your advice as to how to build greater social and medical awareness of this rare illness, and how to organize our work and activity best would be invaluable for us. Thank you in advance for any information you might share.

 

With best regards and respect to the Carcinoid Foundation, 

 

Andrzej Hilgier MD 
vice president of the Carcinoid Patients Organization in Poland 

Grzybowska 5/606 str 
00-132 Warszawa 


e-mail of the Organization: www.rakowiak.pl 



