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Life was beautiful 7 years ago (2019)
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First sighs however came in 2016

In a routine blood check, /
there was not enough
protein in my blood.

Doctor thought it was
maybe an error or a
transient problem and
didn’t give any attention to
it, because | was in a good
shape!
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3 years later, in June 2019, | felt tired too
soon during a holiday!

Blood
check at Missing

GP - not . s . protein in

sample

enough abundance

protein
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Referral to University Hospital UZA Antwerp
,"/__‘

Referred by GP to nephrology
at UZA
Extensive blood and urine
sampling

Evidence that something was

wrong but still uncertainty

Kidney biopsy and bone
marrow
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and then the diagnhosis came:

“YOU HAVE

Qj Amyloidosis AL !” /38




Nuclear
Medicine

" European
o #
" E ( Q SOCIETY OF g A\ Association
‘ RADIOLOGY ,,w .?.
NM

AM)Y HAT?

« ITIS AMALFORMATION OF THE
PLASMACELS

e ITISINCURABLE

* ITDESTROYS YOUR KIDNEYS:I HAD
ONLY 30% KIDNEY FUNCTION LEFT
(NEFROTIC SYNDROME)

 IT AFFECTS THE HEART,IMPAIRING THE
PUMPING FUNCTION, UNTIL YOU DIE!




THERE WAS NO PATIENT AND THEN YOU READ THIS
ORGANISATION, THIS IS THE DEATH SENTENCE!
ONLY BROCHURE'!

d T
MLMIB'S")&W AL Amyloidosis
e For AL (or primary) amyloidosis, a frequently diagnosed form of the
disease, extensive organ involvement is commaon. Without treat-
‘ment, the average survival time is about 12-18 months, and only ;'

about 6 months for patients with severely impaired heart func’t\on._ o
- ms

Chemotherapy, either orally, subcutaneously, or |ntravenou§\y:[fo:e
the cornerstone of treatment for AL amyloidosis. The goal is 10 re-
urn reduces the levels Of

duce the number of plasma cells, which in t .
i (e e i ) vt e EE) CEIlE p\'OdUCG- Ot
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PSYCHOIL ACT OF SUCH
D1/ OSIS

I WAS COMPLETELY IN SHOCK!

I DIDN'T TELL MY WIFE THAT I HAD AMYLOIDOSIS AL

AND TOLD HERE I HAD A BLOOD DISEASE (WHICH IS

NOT A LIE!) AND THAT UZA WOULD SOLVE THE

PROBLEM

I WENT FOR A SECOND OPINION TO DR.GOOGLE AND
FOUND ONLY CONFIRMATION FOR THE BAD
PROGNOSIS!!

« I THEN TOOK THE MOST IMPORTANT DECISION IN MY

LIFE AND DECIDED:
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MY (LIFE ) DECISION

I SHOULD NOT BE AFRAID:
 NOT FOR THE DEATH

 NOT FOR THE DISEASE

« NOT FOR THE CHEMOTHERAPY

I DECIDED NOT TO BE AFRAID FOR THINGS THAT
EVENTUALLY MIGHT NOT HAPPEN IN THE FUTURE.
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WHAT C - BEEN DONE
BETTER?

1) WHY DID THE MD. NEGLECT THE FIRST SYMPTOMS?

2) IMAGING WITH SAP SCAN WOULD HAVE REVEALED THE DISEASE
EARLIER

3) EARLIER DIAGNOSIS COULD HAVE PREVENTED ORGAN INJURY
4) QUALITY OF LIFE WOULD HAVE BEEN BETTER
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AMYBEL

January 19, 2024 : AmyBel the patient
organisation was born.
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RODE VLAGGEN BlJ ATTR GRRDIOMYOPATHIE

H Hartfalen met behouden ejectiefractie,
L4 vooral patiénten = 60 jaar

ET 1 Intolerantie voor standaardmed

. D Discrepantie tussen linkerventr|
QRS voltage (micro-voltages)
D Bilateraal carpaletunnelsyndrod

in voorgeschiedenis

‘ E Echografische kenmerken van
afgenomen LV longitudinale st

N Symptomen van polyneuropat
autonome disfunctie

Monammed SF, et al. JAGC Heart Fall. 2014;2(2);113-122, Oarlemans MIFJ, et al. Neth Heart J, 2019;27(11):525-

mmmmm

New & better documentation for the
patients
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AMYBEL m
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"istoire de'p

Denis en Guy

jden aan amyloidos ziekte die begint met vage i
klachten, maar ondertussen stickem aan je organen ‘vreet’. Wanneer
de symptomen echt in de juiste richting wijzen, is het soms al te laat. e

Eenmaal je weet dat je de ziekte ™
hebt, is het soms al te laat

» chercheurs tentent d'identifier d'auf
de la formation d’amylof

s symptd-
2 fonction  dans les mains.... s sympt
liquée. Les  mes de 'amyloidose sont vé-

rantes telles que Ihypertes
manifeste sion, lnsuffisance card
exdesper- que ou la  maladic

rurghadeen biopuie grnomen n
eneitten gevonden

. pulmonaire.
manifesterPour les patients, commence
ine ou laalors un parcours du com-
‘avant. battant,Ils doivent consulter

parfois jusqu'a cing spécia-

lle et jam- _ trop avancée, ils ne peuvent
sotements  plus recevoir la grefle de foie,

“atigue ~de type AL et que cette maladie était. rents. La fatigue s 1
" incurabe | ' ensuie i me ren- mais n pea atépase -
= hématologque qui a .

" lim'aremis Toujours 1a, 66 mols plus tard
“ait_Une fois le choc du verdict en-

v-ame; Guy va affronter la mala-
“afacon : « j'ai décidé que

ot ni de la mala-

nts, ni de la

“ette maniére

“arrasser

National press coverage in 2024 to
increase awareness
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otéines Mal repligg,
-

tres types de protéines responsables
5 i les organes et les tissus du cors
ides qui colonisen

Bl de rein ou de cellules-sou-
ches ou la chimiothérapie
. gt eemnt S0 S o
Slocaur, doutres maladies plus cou- Ly o x ghe € LT
nonyme de condamnation &

hul

Vimmunothérapie, permet-

__Ineamyloidose de type AL et que ¢'était incurabl

1)

ranc vie de
pour autant que
tic soit posé

aite-
ta

rapie, moins agressive pour | *
ganisme que la chimiot:
Guy a fait de l'amyloid
combat : en janvier dernict?
deux autres patients, I ¢
AmyBel, I'association b
Pamyloidose dont il est l¢ P
dent. ‘
«Je suis allé voir Iassoc
patients aux Pays-Ba
constater combien
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Amybel was 3 times in Parliament to
defend the rights of the patients




IN UMC GRONII (THE NETHERLANDS)
THEY PERI M SAP SCANS

» GIVESEARLY DETECTION
OF AMYLOIDOSIS

» GIVES EXCELLENT VIEW ON
PROGRESSION OF THE
DISEASE

» UMC GRONINGEN IS AN
ERN CENTER FOR
AMYLOIDOSIS
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HEART BREAKI! IFFERENCE BETWEEN
BELGIUM AN 1E NETHERLANDS

» Inthe NetherlandsamyloidosisAL is registeredand recognisedas a blood cancer.
» Everyyear140new patientsregisteredand treatedinthe ERNEXxpertisecentres.

» According to the Belgian Cancer register,amyloidosisAL isn'ta cancer or a major disease
andthereforeNOT registered or recognised!

» Amybelreceivesno supportfrom Stichtingtegen Kankeror Kom op tegen Kankerbut most
important patientsdo not alwaysreceivethe best possibletreatment Theyneedto be lucky

to finda knowledgeabledoctor.
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TAKE | ESSAGES

1. ITTAKES MORE THAN 4,1 YEARS FROM SYMPTOMS TILL
DIAGNOSIS.

2. ITTAKES AN AVERAGE OF 5 SPECIALISTS BEFORE THEY FIND
THE DISEASE

3. THE EARLIER THE DIAGNOSIS, THE BETTER THE PROGNOSIS N \ )/ =

4. AWARENESS ABOUT RARE DISEASES AS AMYLOIDOSIS
NEEDS TO BE INCREASED IN ALL POSSIBLE WAYS!

5. TARGETED IMAGING COULD HAVE MADE EARLY DIAGNOSIS
POSSIBLE

6. QUALITY OF LIFE OF PATIENTS AND THEIR FAMILIES COULD
IMPROVE
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TAKE H IESSAGES

1. PATIENTS NEED EARLIER DIAGNOSIS

2. PATIENTS NEED ACCESS TO APPROPRIATE IMAGING

3. PATIENTS NEED REFERRAL TO EXPERT CENTERS

4. STRONG NEED FOR BETTER AWARENESS AMONG HCP
5. EQUALACCESS TO INNOVATIVE DIAGNOSTICS

6

EQUAL REIMBURSEMENT FOR INNOVATIVE MEDICATION
AND PROCEDURES
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