
Guy Lippens                                                                                  



Life was beautiful 7 years ago (2019)



First signs 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 I was in a good
shape!



3 years later, in June 2019, I felt tired too 
soon during a holiday! 

Blood 
check at 

GP  not 
enough 
protein

Urine 
sample

Missing 
protein in 

abundance



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



and then the diagnosis came:

“YOU HAVE 

Amyloidosis AL !” 



• IT IS  A MALFO RMATIO N O F THE 
PLAS MAC ELS

• IT IS  INC URABLE 
• IT DES TRO YS  YO UR KIDNEYS : I   HAD 

O NLY 30 %  KIDNEY FUNC TIO N LEFT 
(NEFRO TIC S YNDRO ME)

• IT AFFEC TS  THE HEART, IMPAIRING  THE 
PUMPING  FUNC TIO N, UNTIL YO U DIE! 



THERE W AS  NO  PATIENT 
O RG ANIS ATIO N, THIS  IS  THE 
O NLY BRO C HURE !

AND THEN YO U READ THIS  
DEATH S ENTENC E! 



• I W AS C O MPLETELY IN S HO C K!
• I DIDN’T TELL MY W I FE THAT I HAD AMYLO IDO S IS AL

AND TO LD HERE I HAD A BLO O D DI S EAS E (W HI C H IS
NO T A LIE!) AND THAT UZA W O ULD S O LVE THE
PRO BLEM

• I W ENT FO R A S EC O ND O PINIO N TO DR. G O O G LE AND
FO UND O NLY C O NFIRMATIO N FO R THE BAD
PRO G NO S IS !!

• I THEN TO O K THE MO S T IMPO RTANT DEC IS IO N IN MY
LIFE AND DEC IDED:



I S HO ULD NO T BE AFRAID:
• NO T FO R THE DEATH
• NO T FO R THE DIS EAS E
• NO T FO R THE C HEMO THERAPY

I DEC IDED NO T TO BE AFRAID FO R THING S THAT
EVENTUALLY MIG HT NO T HAPPEN IN THE FUTURE.



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



January 19, 2024 : AmyBel the patient 
organisation was born.

New & better documentation for the 
patients



National press coverage in 2024 to 
increase awareness 

Amybel was 3 times in Parliament to 
defend the rights of the patients



»  GIVES EARLY DETECTION 
OF AMYLOIDOSIS

» GIVES EXCELLENT VIEW ON 
PROGRESSION OF THE 
DISEASE

» UMC GRONINGEN IS AN 
ERN CENTER FOR 
AMYLOIDOSIS



» In theNetherlandsamyloidosisAL is registeredandrecognisedasa blood cancer.
» Everyyear140new patientsregisteredandtreatedin theERNExpertisecentres.

» According to the BelgianCancer register,amyloidosisAL isn’t a cancer or a major disease
andthereforeNOT registered or recognised!
» Amybelreceivesno support from StichtingtegenKankeror Kom op tegenKankerbut most

important:patientsdo not alwaysreceivethebestpossibletreatment! Theyneedto be lucky
to finda knowledgeabledoctor.



1. IT TAKES MORE THAN 4,1 YEARS FROM SYMPTOMS TILL 
DIAGNOSIS.

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

3. THE EARLIER THE DIAGNOSIS, THE BETTER THE PROGNOSIS

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



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. EQUAL ACCESS TO INNOVATIVE DIAGNOSTICS

6. EQUAL REIMBURSEMENT FOR INNOVATIVE MEDICATION 
AND PROCEDURES
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