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Itis perfectly normal to feel stress or anxiety in response to
— your diagnosis. To stay mentally healthy, it helps to accept S

Staying active your diagnosis, even though this can be difficult.

The following tips may help if you are struggling with your diagnosis:

Exercise can contribute to improved health. Find a level of * Be gentle on yourself when things don't go so well for a while

exercise that suits you and something you enjoy. e Learn about your illness, read or ask doctors questions

* Involve those around you; don't carry this burden alone. Sharing experiences
with others who have the same diagnosis can also help you come to terms

Activities of lower intensity are appropriate for most people with amyloidosis,

these include: with everything.

* H'k.mg . e Join the patient association!

i Swwpmmg . L. * Remember that you are more than your diagnosis, try to find relaxation and

¢ Cycling (possibly on an exercise bike) distraction

* Yoga * Consider seeking help if you cannot resolve the issue at hand yourself. You can

If you are daunted about starting exercise (again) because of your illness, consider get areferral to a psychologist or social worker through your GP.

the following safety tips:
* Train together with someone
Stop moving as soon as you become dizzy, short of breath or experience pain

¢ Drink plenty of fluids and do not exercise in extreme cold or heat ¢ . 99 . o

¢ Consult with your doctor about what you can handle and whether any specific Embarrass'ng Inconveniences
measures are needed

* Also consider physical therapy Amyloidosis is also accompanied by discomforts that you may

find difficult to talk about. This includes not being able to urinate
or problems with your bowels, which can lead to constipation,
diarrhea, or belching and flatulence. If this happening to you, you are not the

~only one!
Work ‘” :
o~ g _  Special tips from the editors of the Amyloidosis Foundation Netherlands:

Depending on th.e work y ou do, .adjustments can be .made Xﬂ Read the book “Ik ben onzichtbaar ziek” (I am invisibly ill) by llona van Royen.
to help you continue working. Discuss the options with your This book provides recognition and help for the chronically ill and those around
employer and the company doctor, consider: them.

Reducing working hours or number of days Download the “HogeNood” app. On this app, you can see where the nearest

Possibility to work (partially) from home public restrooms are located. Many communities and restaurants have signed up

Provision of ergonomic aids to this, so you always know where a restroom is nearby.
Accessibility of facilities, such as toilets or fewer stairs
Offer quiet workplace or allow extra breaks
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Please note: Processed foods often contain high levels of salt. Always read the
package carefully or try to eat more unprocessed foods and prepare meals yourself
so you have control over the amount of salt that goes into them. Eating less salt
lowers blood pressure. With spices, you can also add (extra) flavor to your food.

Diet

Salt intake

Many people with amyloidosis have heart or kidney
symptoms. Both problems worsen with high salt intake, so it
is recommended to reduce salt intake.

The doctor may also advise you to drink more or less. Discuss with your
healthcare team what the right amount of fluid is for you.

Dietary supplements can be beneficial for amyloidosis patients, especially if the
intestines are affected and therefore unable to absorb nutrients properly. Taking
dietary supplements should be discussed with your doctor. If you are being treated
for ATTR, your doctor will also discuss taking extra vitamin A. Talk to your
healthcare team about what you need to do to get the right supplements. This is
important because too much of certain supplements can also be harmful.

You can also ask a dietician for advice. You can find more information on the
websites of the kidney foundation, the heart foundation, and the nutrition center.

Being intimate

No desire for sex, erection problems or pain during intercourse?
With amyloidosis, there may be several reasons why your sex
drive is affected. This may be because of your mental symptoms
or because of your heart disease and related fatigue, but also due to medication or
damaged nerves at the genitals, for example.

Tips for home:
Take your time to get sufficiently aroused or use aids for extra stimulation or
lubrication.

There is also medication to help people be intimate. Always discuss this with your
(primary) physician first, though, to get the right medication appropriate for
amyloidosis and your symptoms, as not all drugs do well with heart disease.
Above all, remember, you are certainly not the only person with amyloidosis going
through this.

=B
L]

Websites: ‘F B
Websites for more information on amyloidosis: = "W

e www.amyloidose.nl: the website of the Amyloidosis Foundation Netherlands

e www.amyloid.nl: the website of the Amyloidosis Expert Center (GrACE), part of
the University Medical Center Groningen

* www.amyloidose-expertise.net the website of the amyloidosis expertise network

* www.amybel.be: the website of the amyloidosis patient organization from Belgium

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



