
Dear Reader,

You have been diagnosed with amyloidosis. That may have a significant impact. At the 
Amyloidosis Foundation Netherlands, we know how overwhelming this can be and what 
questions and concerns it could raise. We hope that the folder My Amyloidosis and me will help 
you get started with your questions, uncertainties and concerns.

In the folder you will find:
• My amyloidosis - how to keep track of your own information, appointments, complaints, 

measurements and questions.
• Simply amyloidosis - explaining what amyloidosis is.
• My amyloidosis symptoms - overview of symptoms that may occur.
• My amyloidosis conversation - how to prepare for conversations with your health care provider.
• My life with amyloidosis —tips on staying active, working, and intimacy, among other things.
• My amyloidosis and my GP – important information for your GP.
• Information about Amyloidosis Foundation Netherlands - our patient organization.

We hope this information helps you and gives you more control over living with amyloidosis.

Yet it is good to also reflect on perhaps the most difficult questions:
What will my life with amyloidosis be like? And how long do I have to live?

These questions are difficult to answer because it varies from person to person. For example, 
there are different forms of amyloidosis. It also depends on how sick you are at the time of 
diagnosis and how your body responds to medication. Amyloidosis causes damage to your body 
that can cause symptoms. How much you suffer from that depends on how much damage there 
is. Unfortunately, that damage cannot yet be repaired.

Your doctor can tell you more about the effects of amyloidosis in your situation and what this 
means for the future. Life expectancy for people with amyloidosis may vary. A lot of research is 
being conducted into faster diagnosis and new treatments.

And importantly, you are not your illness. Even with complaints, you can live a valuable and 
happy life. You can learn to cope with amyloidosis, and the initial shock of the diagnosis will 
eventually subside. This booklet contains some initial tips on living with amyloidosis. For 
example, about how you can continue working, exercising, and interacting with your 
environment.

Remember, you are not alone. Many people who are going through the same thing are affiliated 
with our foundation. Would you like to get in touch with others? Join our online communities or 
come to our patient day. There you can share experiences and find support.

If you have questions or need additional guidance, please feel free to contact us.

Kind regards,
Amyloidosis Foundation Netherlands



Amyloidosis Foundation Netherlands

Telephone number: 085-0509959
E-mail address: info@amyloidose.nl

About the content of My amyloidosis and me

The content of My Amyloidosis and me has been reviewed by Dr. B.P.C. (Bouke) 
Hazenberg, retired rheumatologist and former coordinator of the Amyloidosis 
Expertise Center. Many thanks for your contribution. 

The following websites were used to create these materials:

Disease-specific information:
• www.amyloidose.nl website of the Dutch Amyloidosis Foundation
• www.umcutrecht.nl/nl/ziekte/al-amyloidose website with information on AL 

amyloidosis from the UMC (Universitair Medisch Centrum [University Medical 
Center]) Utrecht

• www.amyloid.nl website of the Amyloidosis Expertise Center of the UMCG 
(Universitair Medisch Centrum Groningen [Groningen University Medical 
Center])

• www.pfizerpro.nl/ziektebeelden/amyloidose website developed by Pfizer with 
information and experience stories about amyloidosis

• www.mijnamyloidose.nl patient website developed by AstraZeneca with 
information on amyloidosis

Additional Information:
• www.handicap.nl/wanneer-ben-je-mantelzorger-en-waar-heb-je-recht-op
• www.dvn.nl website of Diabetes Association Netherlands 
• www.mantelzorg.nl website of the national association for all who care for 

loved ones
• www.hartstichting.nl website of the Heart Foundation
• www.nierstichting.nl website of the Kidney Foundation

The websites were last viewed 08/APR/2025. 


