My amyloidosis

In this booklet you can keep records and appointments, complaints,
measurements and questions about amyloidosis. Handy to take with you
when you go to the doctor.
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My Details

Name

Date of birth

Telephone number

D Kappa
Type of amyloidosis DAA DA'— | lambda

ATTR
hereditary

ATTR
wild type

Other,

namely:

Hospital & patient number(s)




Healthcare provider data

Enter the details of your health care providers here.

Name of doctor Function GP

Hospital/practice

Telephone numbers

Email address

Comments

Name of doctor

Function

Hospital/practice

Telephone numbers

Email address

Comments

Name of doctor

Function

Hospital/practice

Telephone numbers

Email address

Comments

S




Name of doctor

Function

Hospital/practice

Telephone numbers

Email address

Comments

Name of doctor

Function

Hospital/practice

Telephone numbers

Email address

Comments

Name of doctor

Function

Hospital/practice

Telephone numbers

Email address

Comments

.




Medication info

Here you can keep track of what (new) medications you have.
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Medication info
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Important levels/numbers

Here you can track measurements you take yourself. Try to take measurements at the same
time of day every two weeks. For example, in the morning.
In the back of this booklet there are explanations of some of the words.

Date
Weight
Blood
pressure

Date
Weight
Blood
pressure

Date
Weight
Blood
pressure

Date
Weight
Blood
pressure

Date
Weight
Blood
pressure



Important levels/numbers
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Important levels/numbers

Below you can track various measurements that are important to you.
In the back of this booklet there are explanations of some of the words.

Date
HB

Date
eGFR
Albumin
Creatinine

Date
Kappa
Lambda
Kappa/Lambda

Date
AF

Date
NT-proBNP
Troponin

Date

D ¢




Important levels/numbers

/__ 1/




Complaint overview

Here you can write down any (new) complaints. You can use this when talking to your healthcare
provider.

complaint




Complaint overview

complaint




Appointment schedule

ERER S / S
/__ 1 :




Appointment schedule
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Additional explanation of terms

AA

Albumin

AL

AF

ATTR

Blood pressure

Creatinine

eGFR

Kappa

Lambda

NT-proBNP

Protein
Target value
Thrombocytes

Troponin

Stands for serum amyloid A protein amyloidosis. A form of amyloidosis
often caused by chronic inflammation.

A protein in the blood that helps transport substances and keeps fluid in
the right place. The albumin value says something about the functioning of
your kidneys, whether you are getting enough nutrients.

Stands for "light chain" amyloidosis. A form of amyloidosis in which
proteins from the bone marrow misfold.

Stands for alkaline phosphatase (AF). AF is an enzyme from the liver,
among others. The values show how well your liver is working. AF is
measured in the blood.

Stands for transthyretin (TTR) amyloidosis. A form of amyloidosis in
which the TTR protein misfolds. There are two types of ATTR. ATTR can be
hereditary, due to a mistake in the DNA. ATTR can also be due to old age,
then it is called wild type ATTR, that form is not hereditary.

The pressure in your blood vessels is needed to pump blood around. Blood
pressure consists of two numbers. The first number is the upper pressure.
The second is the negative pressure. High and low blood pressure are
dangerous. Your doctor will keep an eye on that and may give medication.

A waste product of your muscles. Creatinine says something about how
well your kidneys are working. When your kidneys don't work properly
(anymore), more creatinine remains in the blood. AF is measured in the
blood.

Indicates how much blood the kidneys filter per minute.

The immune system makes proteins to protect your body from viruses and
bacteria. Those proteins are called antibodies. Antibodies consist of heavy
and light chains. There are two types of light chains: kappa and lambda.
Kappa and lambda fall under AL amyloidosis.

The immune system makes proteins to protect your body from viruses and
bacteria. Those proteins are called antibodies. Antibodies consist of heavy
and light chains. There are two types of light chains: kappa and lambda.
Kappa and lambda falls under AL amyloidosis.

Through NT-proBNP, your heart’s difficulty in pumping blood around is
measured. The more NT-proBNP in your blood, the more difficulty your
heart has pumping blood around.

Building material in our body that aids in growth and repair. There are a lot
of different proteins that all have different roles in the body.

A target value is a certain number or level we are trying to achieve.

Cells in your blood that cause your blood to clot. Thrombocytes are also
called platelets.

A protein released when there is damage to the heart. AF is measured in
the blood.
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