
If you have questions for the doctor,
write them down.
• If you have a lot of questions, then write 

down the 2 or 3 most important 
questions.

• On the back are some sample questions.

Write down what you want to discuss. 
For example:
• Your symptoms, treatment or the impact 

of amyloidosis on your life. You can use 
the materials from the folder using My 
amyloidosis and me.

• Are you having any new complaints? 
Are all your complaints listed?

• The My amyloidosis booklet also 
includes a chart to keep track of your 
symptoms.

This booklet is handy to take with 
you on your doctor’s visit.

Think about what is important to you 
in your life. The doctor can work with 
you to make sure you can continue to 
do that.

Bring a list of all medications and 
vitamins you take.

Ask someone to go with you to the 
appointment. For example: your 
partner, a friend, family member or 
someone else you trust.

After your appointment
Read or listen to the conversation. It is often helpful to 
discuss this with someone you trust. 

If you still have questions, you can always contact 
your doctor again or discuss it with the patients’ 
association or peers.

Ask your doctor.
You can often speak to your doctor online or over the 
phone. You can also often view your own information in your 
(online) patient record. 

If you are not sure how, ask your doctor. This way, you know 
how best to contact us if something is wrong.

You may ask anything, even if you don’t 
understand something. And it’s not crazy 
at all if you don’t understand something.

Discuss what is important to you and 
what your needs are.

Talk honestly about how you are doing 
and what you think of the treatment. It’s 
okay to say you don’t feel well. The 
doctor can help you find a solution that 
suits you.

Take your time when you have to 
make a choice. For example, about 
treatment.

At the end of the appointment, 
discuss what the next steps will be.

My amyloidosis conversation
You need to see doctors regularly for your amyloidosis. It is good to keep a 
few things in mind before, during and after your appointment.
This card will help you start and end the conversation smoothly. 

Before your appointment
To get the most out of your appointment, it helps to 
prepare for it. In addition, always take a charged 
phone with you. 
For example, think of:

During your appointment
You will be discussing a lot of things during an appointment.
If someone comes along with you, ask if that person 
would help you write everything down. You can also ask 
if you can record the conversation. Remember that the 
appointment is for you. Remember:
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Example questions to ask

• What tests will I get to check my amyloidosis?

• What do the results of the tests mean?

• What treatments are available for my type of 
amyloidosis?

• What are the risks and benefits of these 
treatments?

• What are the main signs of amyloidosis that I 
need to know?

• How can I contact you if I am experiencing side 
effects or am concerned?

• What should I think about in genetic testing for 
me and my family?

Additional info

Your doctor or patient association can better help with what care is 
right for you if you have a good understanding of your disease and 
the different treatments. 

If you want more information, you can look it up. Your doctor or 
patient association will have more information available in the 
form of leaflets or booklets and can also refer you to websites with 
the right information. See also www.amyloidose.nl 

Note that not all information on the Internet can be trusted. 
Therefore, always discuss what you read online with your doctor or 
the Amyloidosis Netherlands Foundation.

Deciding together

Discussing with your doctor what kind of appropriate healthcare is best 
for you is called shared decision-making. 

If you have just been diagnosed with amyloidosis, you probably have 
many questions about your health, treatment and how your life may 
change. 

Talk to your doctor about your concerns and wishes. 

A second opinion

Sometimes it is nice to be able to ask a second doctor/general practitioner for their opinion. You have the right 
to ask for a second opinion. For example, if you are unsure about your diagnosis or have an important decision 
to make. If you are considering a second opinion, contact your health insurance company and your 
doctor/home healthcare provider.


