b Y — - O
CURRENT
IEXPIZRIZNCE oo mpiome oo sors s

Fatigue

Shortness of breath
LIMB WEAKNESS
Light-headedness

47% of participants

had a preference for o
taking to someone M
~ @

reported
a negative
Impac¢t

on QolL

Quality of life
00000000

The main source of
information came via

THE INTERNET

000000000000 Communication & Information )

PERSONAL
EXPERIENCE
EXPECTATIONS

KNOWLEDGE

EE

www.cc-dr.org

: CARDIAC AMYLOIDOSIS +
H OTHER FORMS OF AMYLOIDOSIS
s AUSTRALIAN STUDY 2020
o
Og0000000 f l
_ LI Ikl IFFN
I \J \I\Jll \ 8
N\ :
A CHOOCCOEIONS
an I
Treatment
Treatments
need to be
more

affordable and
more effective

Care & Support Information

Better access
to support
services
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easier to
understand
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Health
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need a better
knowledge of
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DIAGNOSIS

FELT THEY HAD SOME
SUPPORT AT DIAGNOSIS,

BUT NOT ENOUGH

Diagnosis & prognosis 0 0000000000000000 0000000

Felt they were not
really provided with
treatment options &
only one treatment

discussed
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Research, they need the
money for research, | guess,
because that's the way they're
going to be able to help a lot

I'd suggest that it may be
a little bit more for some
Australian research would
be appreciated. The health

system itself, well, as I

say, I think is the best in

the world. I've looked at

the health systems in a

few countries around the
world.

more people.
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| would say that medication that has
been shown to be efficacious overseas,
and there's plenty of data for that, that
medication should be put on the PBS as
soon as possible...That should be
covered by PBS and that makes it
affordable for everybody

| reckon there's a lot more
people that are affected by this
than they have any idea about.
| think genuinely there's
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CCDR would like to thank each and every participant in this study






