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Hintergrund
• Abgesehen von hypertensiver und diabetischer Nephropathie sind die

meisten chronischen Nierenerkrankungen „rare diseases"
• Deren Diagnose erfolgt in der Regel durch Nierenbiopsie,

insbesondere bei g lomerulären Erkrankungen
• Aufgrund der Sel tenheit dieser Erkrankungen bleiben d e r e n

pathophysiologisches Verständnis und die Therapieoptionen limitiert,
wobei sich in diesem Bereich in den letzten Jahren einiges getan hat

• S e h r d e z e n t r a l e s G e s u n d h e i t s w e s e n in d e r Schwe iz
- Keine Sammlung epidemiologischer Daten über

Nierenerkrankungen
- Patientenrekrutierung für observationelle, translationelle und

i n t e r v e n t i o n e l l e S t u d i e n e r s c h w e r t
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Ziele d e s SKBR
Primär :

1) Zuverlässige epidemologische Datensammlung
2) Ermöglichung von wissenschaftlicher Forschung durch

• Analyse gesammelter Daten (observationell)
• Einschluss in Sub-Register (observationell)
• «Ancillary studies» (observationell)
• Translationalle Forschung mit Biopsiegewebe (und ggf. Serum, etc.) (translationell)
• Gezielte Rekrutierung für klinische Studien (interventionell)

S e k u n d ä r :

3) Information über Behandlungsstandards und Variation in der CH (Qualitätskontrolle)
4) Standardisierung von pathologischer Codierung und klinischen Standards
5) Ev. Nutzung als "reimbursement registries"?
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Anzahl durchgeführter Nierenbiopsien
(Eigennieren) in der Schweiz 2015 - 2019

Annual number of NKB in CH
(USZ, USB, Insel, CHIV, Geneva, KSSG, Aarau)

1 4 0 0

1 2 0 0

1000

8 0 0

6 0 0

4 0 0

2 0 0

2015 2 0 1 6 2 0 1 7 2 0 1 8

mIgAN wAAV MN MCD other Dx

2019

Data from Diebold et al., Kidney Int 2022
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Integration of the SKBR into the current and future
landscape of registries with overlapping focus
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Integration of the SKBR into the current and future
landscape of registries with overlapping focus

s r s k
s c h w e i z e r r eg i s t e r
für s e l t ene k r a n k h e i t e n

C3G/
MPGN

G N

Swiss
Dialysis
Registry
(srrqap)

VA S A S
V A S C U L I T I S

A S S O C I O T I O I
S w i t z e r l a n t

STCS

• The SKBR shall serve to include patients with histologically defined kidney diseases with near-total coverage
• On a subset of patients (primarily GN), more extensive follow up data shall be collected
• Data transfer to existing registries is actively sought for. This shall reduce the work load for treating

physicians (e.g. ra re d i s e a s e r e g i s t r y a n d facili tate inclusion o f p a t i e n t s into o the r regis t r ies m a n y
g l o m e r u l o p a t h i e s r e p r e s e n t m a n i f e s t a t i o n s o f systemic d i seases )
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Workflow, data transfer and storage
Treating

nephrologist
Pathologist Treating nephrologist
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Baseline clinical d a t a

Histologic analysis Treatment and follow up
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Clinical follow u p
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(by e-mail) , de ta i l s TBD
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S K B R
D a t a extraction b y da ta manager (o r automated d a t a extraction); details TBD
D a t a storage i n central database; separate s torage o f coded d a t a a n d code l i s t
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Data sets: baseline (preliminary)
Histopathology Clinical

Primary histological diagnosis AKI (+ stage) / CKD (+ stage)

Secondary / additional histological diagnoses Specific clinical syndrome: glomerular (isolated microhematuria /
LM: isolated pro te inur ia / m ic rohema tu r i a a n d pro te inur ia / n e p h r o t i c

IF/TA (%) syndrome / chronic GN / acute GN / RPGN); tubular
Global Glomerulosclerosis (%) Exam: BP, P, weight, height; Edema (y/n and severity)
Vascu la r les ions Patient history: DM (y/n and since when; treated y/n); hypertension
Specific lesions to be coded? (y/n and since when; treated y/n); cardiovascular disease (chronic
IF: heart failure / coronary heart disease / cerebrovascular / peripheral
IgG / IgA / IgM / C1q / C3 / lambda / kappa vascular); cancer; o the r

Additional stainings (IF / IHC) Exposures: smoking history; alcohol
EM: Medications: antiplatelet / anticoagulants (stop date before bx); blood
FP e f f a c e m e n t (%) pressure medications; antidiabetic; PPI; other
Depos i t s Laboratory values
Quali ty con t ro l : Blood: Crea / eGFR; albumin; CRP; Hb; Lc; Tc
Number of gloms (used for LM / IF / EM) Urine: PCR; ACR (Spot urine); 24h-Urine Protein and Albumin; Ec; Le

Serology: ANA; anti-DNA; C3; C4; HIV; HBV; HCV; ANCA; anti-GBM
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Data sets: follow up (preliminary)

-> extent and frequency depending on diagnosis and to be defined

Clinical

BP, P, weight, height
Edema (y/n and severity)

Labora to ry va lues

Blood: Crea / eGFR; albumin; CRP; Hb; Lc; Tc
Urine: PCR; ACR (Spot urine); 24h-Urine Protein and Albumin; Ec; Lc

Trea tmen t

M e d i c a t i o n s ( to b e d e fi n e d h o w exact )

Start of RRT / TPL
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Legal aspects - consenting and EC approval

EC approval required No approval requi red
but voluntary submission for
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(advice") by EC recommended

Clinical t r i a l
Observational study
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with the exception of clinical trials")
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R e c o m m e n d a t i o n s

for the development and operation
of health-related registries
I s s u e d bv:

ANQ, FMH, H+, SAMS, University Medicine Switzerland
September 2019, version 2.0

EC approval required

F u r t h e r u s e o f d a t a
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Practical aspects: Patient consenting and inclusion
Consent form for biopsy procedure endorsed by the SSN to be used by all centers. Separate
flyer on SKBR and tick box for consent to SKBR on consent form for biopsy.

Aufklärung über Nierenbiopsie

S e h r g e e h r t e Patentin. sehr geehrter Patient

Viele Nierenerkrankungen lassen sich nur anhand einer Gewebeprobe sicher
diagnostizieren bzw. beurteilen. Bei Ihnen halten wir es für notendig, zur Entnahme
einer kleinen Gewebeprobe eine Nierenblopsie durchzuführen. Wir nehmen diesen
Eingriff nur vor, wenn der daraus erhoffte Erkenntnisgewinn K ar das damit verbundene

E V e r d a m i a m ö c h t e n w i r S i e ü h e r d e n F i n a n t u n d i e m o n l i c h e r

K o m n i k a n o n e n a u t k i a r o n

M e r n o d e

D i e H a u t w i r d g r o s s fl a c h i o d e s i n i z i e r t u n d s o w o n d i e H a u t w i e a u c h c a s c a r u n t e r
• o P 0 : O K A I A R A a m e n n o a n n p a n s e n l i o s c o n d S V I C E C I E

Niere mittels Ultraschall sichtbar gemacht, unter Sichtkontrolle eine Punktionsnadel
e i n d e t u h r t u n d d a m i t e i n k l e i n e r N i e r e n g e w e b s z y l i n d e r v o n ca, 1 ,5 c m _ a n g e u n d 1

ist aber möglich, dass dafür 3-5 Einstiche bzw. Punktionsversuche notwendig sind. Es
wird in a l l e r R e g e l n u r e i n e Niere ( r ech t s o d e r l i n k s ) punkt ier t A n s c h l i e s s e n d w e r d e n
S e fur e n e g e w i s s e Z e i t u b e r w a c h t ( B l u t d n u c k P u l s . S y m o t o m e ) u m m o g l i c h e

c h z i e r k e n n e n . Das Nierengewebe wird verarbeitet und von e inem
F a c h a r z t / e iner F a c h ä r z n fur P a t h o l o g i e beurteilt. Die M e n g e a n e n t n o m m e n e n
N i e r e n n e w e h e ist d e r a r t klein d a s s d ie Nie ren funk t ion d a d u r c h n ich t h e e i n t r ä c h t i o

Ergänzungen / Skizze:

E i n v e r s t a n d n i s

Ich wurde schriftlich und mündlich über den geplanten Eingriff (Nierenbiopsie), seinen
S i n n u n d m ä a l i c h e K o m o l i k a t i o n e n a u f a e k a r t A l l e m i c h i n t e r e s s i e r e n d e n F r a g e n

w u r d e n m i r b e a n t w o r t e t u n d i c h b i n m i t d e r D u r c h i ü h r u n g d e r g e o a n t e n N i e r e n b o o s i e

Teilnahme am Schweizerischen Nierenbiopsie-Register
S e h r v i e l e N i e r e n l e i d e n s i n d s e i t e n e E r k r a n k u n g e n , w e s h a l b u n s e r w i s s e n u b e r d e r e n
U r s a c h e n u n d d i e o t i m a l e T h e r a n i e b e a r e n z t ist I l m e i n e r s e i t s m e h r F r k e n n i n i s s e

über diese Erkrankungen zu gewinnen und um andererseits neue Therapieoptionen
für P a t e n t i n n e n u n d P a t i e n t e n b e s s e r z u g a n a l i c h z u m a c h e n führt d i e S c h w e i z e n s c h e

Gesellschaft für Nephrologie ein schweizweites Register aller Nierenbiopsien. Inr
F i n v e r s t a n n i s v o r a t s a e s e t ? w i r d i n n e s h e a a m e n c e r v e n h r o o c i n r e l e v a n t e D a t e r

zulhrer Erkrankung an das Schweizensche Nierenbiopsieregister weiterreichen. Das
R e g i s t e r ist in e i n e r s e p a r a t e n B r o s c h i r e n ä h e r b e s c h r i e b e n

B i t t e ankreuzen

Г T e n n i n m i c e r W e r e r e i c h u n a m a i n e r s a r e n a r

M o g l i c h e K o m p l i k a t o n e n

Dauer
Schmerzen trotz Lokalanasthesie: Diese sind meist von geringer Intensitat und

2 B l u t u r a in d i e U m a e b u m d e r N i e r e P r a k i s c h i m m e r t r i t t n a c h d e r P u n k t i o n e i n e

ganz kleine Blutung aus der Niere ins umgebende Gewebe auf. Gelegentlich
kann auch ein grösserer Bluterguss entstehen, der im Anschluss an die
N i e r e n b i o o s i e v o r ü b e r g e h e n d s t ä r k e r e S c h m e r z e n v e r u r s a c h e n kann. In s e h r

A R R A T I S A I T A
TITITETTE a l l e r o i e l e c e r a r c r o s s o

B l u t u n g a u f t r e t e n . d a s s e i n e B l u t r a n s f u s i o n o d e r g a r e i n E i n a r i f t z u r B l u t s t i l l u n g
n a m e n d a

B l u t i g e r Urin: N a c h bis zu 5% a l le r N i e r e n b i o o s i e n tritt a n s c h l i e s s e n d

vorübergehend sichtbar blutiger Urin auf, was sich in der Regel rasch von
a l l e i n e n o m a i s e r s e l e n c % a l l e r v i e r e n d i o n s i e n w i r d b e n s t a r k o n s d e m

T i r i n o i n o B l a s e n s o ü l u n a ü b e r l i n p k a t h o t o r no t i a
P h i l d u r B l a s e z u v e r h i n d e m A I R S o r s i

anhaltende Blutung aus der Niere in die Hamblase mittels eines Eingriffes
g e s t i l l t w e r e n

We i t e r e Komplil i Gelegentlich kommt es zu einer Keinen Verbindung
Niere («Fistt

B e h a n d l u n g bedarf. A u s s e r d e m k a n n e s zu e i n e r U b e r e m o fi n d i c h k e i t s r e a k t i o r
d a c i o k a l a n a s t h e r h i m k o m m e n

I n s c e s a m t ist d i e N i p r e n h i o n s i p a h e r p i n m e i s t e n s w e i t a c h e r s c h m e r i o s e r u n d

Patient / Patientin:
N a m o

I c h m ö c h t e . d a s s m e i n ( e ) b e h a n d e i n d e ( r ) N e p h r o l o g * i n d u r c h
S A R I S S A R N A U S T R I E NC A S R e L

v o n N u t z e n s e i n k ö n n t e n . ozw. S t u d i e n . a n d e n e n i ch

P A S R A T A R A N per Ge e n e

welche nicht mehr für diagnostiche Zwecke benötigt werden,
für ausgewählte Forschungsprojekte verwendet werden können

V e r a m e C o h u r e d a t u m

D a t u m Unterschrift:

N o m e

Ort

M e m a m e

D a t u m

S u n k t i o n

Unterschrif
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P u h m e d s e a r c h

'Kidney OR renal AND
registry AND biopsy':

1501 articles

141 articles

93 articles
From 93 articles, 13

registries and 1 national
p a t h o l o g v d a t a b a s e w e r e

identified (some registries
published multiple papers)

13 kidney biopsy
registries

1 national pathology
c a r a b a s e

f r o m p e r s o n a l c o n t a c t s

2 kidney biopsy
r e g i s t r i e s

15 kidney biopsy registries
1 n a t i o n a l p a t h o l o g y

c o r o n a ç o

Dendooven BMC Nephrology 2021;22:193

Excluded (n=1360) based on title:
• s i n g l e c e n t e r r e g i s t r i e s

r e g i s t r i e s w i t h c l i n i c a l d a t a only

transplant registries
r e g i s t r i e s f o r n e o p l a s t i c k i d n e y

Excluded (n=48) based on
abstract/full text:

s i n g l e c e n t e r r e g i s t r i e s

registries with clinical data only
t r a n s o l a n t r e g i s t r i e s

r eg i s t r i e s for n e o p l a s t i c k idney
r i c o s c o

CSL Vifor

Nierenbiopsie-Register
w e l t w e i t
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Ta b l e 2 Overview over kidney biopsy registries. Data are based on an online questionnaire except for one registry

Registry D a t a Diagnosis Tx Coverage In use Coding system
collection registered included (years) Proprietary ERA-

EDTA

Who codes Self-
reported
satisfaction
(0-5)

British Columbia Glomerulonephritis C, P
Registry

Czech Registry of Renal Biopsies
3 Flemish Collaborative C, P

Glomerulonephritis Registry

4 Italian Registry of Renal Biopsies C.P

C, P

C.P

C, P

C, P

5 Japanese Renal Biopsy Registry

Limburg Renal Registry (Netherlands) C, P
Malaysian Registry of Renal Biopsies

8 National Pathology Databank
Denmark (PATOBANK)

9 Norwegian Renal Registry C, P

C.P

C, P

C.P C.P

No data P

CP

10 Philippine Registry of Glomerular
D i s e a s e

C. P C.p

11 Polish Registry of Renal Biopsies
12 Scottish Renal Biopsy Registry
13 Spanish Registry of

Glomerulonephritis

14 Swedish Renal Registry

15 Uruguayan Registry of Glomerular
d i s e a s e s

C

C.p

C. p

P

C, P

C, P

C. P
( p

C. P

C, P

No

No

No

Yes@

Yes°

Yes'
Yeça

Yes

No

Y e s

No

Yes

No

No

No

SNO-MEDSNOMED
(older version)

SNOMED CD-
СТ

R e g i o n a l 5 - 1 0

National

Regional

> 20

<5

National > 2 0

National 11 - 2 0 X

Regional 8 2 0

National 1 1 - 2 0 X

National 11-20

National > 20 X

National

National

National

National

5-10

11-20

> 20

X

National

National

< 5

> 20

Nephrologist 4

Nephrologist 4

Nephrologist
Pathologist

Nephrologist 3
Pathologist

No da ta

Patholoaist 3

Nephrologist 4

Pathologist 2

Nephrologist 3
Pathologist

Nephrologist 4
Pathologist

Pathologist No data

Nephrologist 3
Nephrologist 4

Nephrologist 4

Nephrologist 4
P a t h o l o G i s t

16 National Renal Biopsy Registry Cp Yesa National 5 - 1 0 Nephrologist No data
Taiwan'

C clinical data, P pathology data. "Only clinical data, no pathological data related to Tx; Proprietary codes based on ERA-EDTA PRD; NOMED (older version), but mapped to SNOMED CT; Did not participate in the
o n l i n e g u e s t i o n n a i r e : d a t a b a s e d o n p u b l i s h e d p a p e r 3 3 1

Dendooven BMC Nephrology 2021;22:193
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Ta b l e 2 Overview over kidney biopsy registries. Data are based on an online questionnaire except for one registry

Registry D a t a Diagnosis Tx Coverage In u s e Coding system
collection registered included (years) Proprietary ERA-

EDTA

Who codes Self-
reported
satisfaction
(0-5)

British Columbia Glomerulonephritis C, P
Registry

Czech Registry of Renal Biopsies
3 Flemish Collaborative C, P

Glomerulonephritis Registry

4 Italian Registry of Renal Biopsies C.P

C, P

C.P

C, P

C, P

5 Japanese Renal Biopsy Registry

Limburg Renal Registry (Netherlands) C, P
Malaysian Registry of Renal Biopsies

8 National Pathology Databank
Denmark (PATOBANK)

9 Norwegian Renal Registry C, P

C.P

C, P

C.P C.P

No data P

CP

10 Philippine Registry of Glomerular
D i s e a s e

C. P C.p

11 Polish Registry of Renal Biopsies
12 Scottish Renal Biopsy Registry
13 Spanish Registry of

Glomerulonephritis

14 Swedish Renal Registry

15 Uruguayan Registry of Glomerular
d i s e a s e s

C

C.p

C. p

P

C, P

C, P

C. P
( p

C. P

C, P

No

No

No

Yes@

Yes°

Yes'
Yeça

Yes

No

Y e s

No

Yes

No

No

No

SNOMED CD-
СТ

R e g i o n a l 5 - 1 0

National

Regional

> 20

<5

National > 20

National

Regional
National

National

1 1 - 2 0 ×

> 20

1 1 - 2 0 ×
11-20

National > 20 X

National 11-20

National

National

National

5-10

11-20

> 20

National

National

< 5

> 20

SNO-MEDSNOMED
(older version)

X°

Nephrologist 4

Nephrologist 4

Nephrologist
Pathologist

Nephrologist 3
Pathologist

No da ta

Patholoaist 3

Nephrologist 4

Pathologist 2

Nephrologist 3
Pathologist

Nephrologist 4
Pathologist

Pathologist No data

Nephrologist 3
Nephrologist 4

Nephrologist 4

Nephrologist 4
P a t h o l o G i s t

16 National Renal Biopsy Registry Yesa National 5 - 1 0 Nephrologist No data
Taiwan'

C clinical data, P pathology data. "Only clinical data, no pathological data related to Tx; Proprietary codes based on ERA-EDTA PRD; NOMED (older version), but mapped to SNOMED CT; Did not participate in the
o n l i n e a u e s t i o n n a i r e : d a t a b a s e d o n p u b l i s h e d p a p e r 3 3 1

Dendooven BMC Nephrology 2021;22:193
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The KBC project is a scientific

collaborative project aiming to

provide a comple te a n d s t ructured

list of terminology and c o d e s

applicable to kidney biopsies. The

most important advantage of a
c o m m o n s y s t e m for pathology

c o d e s is i n t e r o p e r a b i l i t y b e t w e e n

biopsy regis t r ies and laboratory

informat ion s y s t e m s .
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Steering board
Composition:

- In i t ia tor / PI: A n d r e a s Kistler

- 10-20 members representing nephrology and pathology;
German, French and Italian Switzerland; university and
non-university hospitals; SSN; SSPath; patient organization

Role and tasks:
- Responsible for protocol and

p r o t o c o l a m e n d m e n t s
- Decision o n sub-regis t r ies

- Approva l o f anci l lary s t u d i e s

Informations on results, protocol changes, etc.
(via mailing, virtual meetings, SSN annual congress) Study proposals (data analyses, ancillary studies),

suggestions for protocol changes, etc.

Clinical nephrologists
a n d

nephropathologists

Pa t i en t
organizations

Scientists
P h a r m a c e u t i c

industry

S t a k e h o l d e r s
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Steering board: current composition
Name

Andreas Kistler (PI)
Chr i s t ian B u c h e r
Pietro Cippà (SSN representative)
Fadi Fakhouri
Ariana Gaspert and/or Birgit Helmchen
Aris Georgalis
Patricia Hirt
H e l m u t H o p f e r

Uyen Huynh-Do
R o b e r t Kalicki
Min Jeong Kim
Solange Moll
Samuel Rotman
Harald Seeger
Sophie d e Seigneux
J o h a n n e s Trachsler
SSPath representative (TBD)
Patient representative (TBD)

I n s t i t u t i o nU n i y / n
STGAG Non-Uni
KSSG Non-Uni
EOC Non-Uni
C H U V Uni

USZ Uni
Chur Non-Uni
USB Uni

USB U n i

I n s e Un i

Fribourg Non-Uni
KSA N o n - U n i

HUG Uni
CHUV Uni

KSB N o n - U n i

HUG Uni

STWZ Non-Uni

Spec ia l i t y
NEP
NEP
NEP
N E P
PATH
NEP
N E P

PATH
NEP
NEP
N E P

PATH
PATH
N E P

N E P

N E P

CSL Vifor

Language / region
D
D

F

D
D

D

D
D
F

D
F

F

D

F

D
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Funding
• Funding is being requested from pharmaceutic companies

• The registry is of great potential interest and relevance for several companies
active in the field

• Potential „return on investment" / compensations:
• Data reports / data queries (anonymized; e.g. on incidence of certain diseases)
• Targeted patient recruitment for clinical trials (on request via steering board)
• For treatments of rare diseases / expensive treatments, the FOPH increasingly

asks companies to run registries. Such registries could be run as „modules" of
the SKBR, not only massively reducing the companies efforts but also liberating
treating physicians from the task of data entry into a specific registry.

• Separate funding (grants, public funding) for ancillary studies and
r e s e a r c h p r o j e c t s b a s e d o n t h e reg i s t ry
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„Work packages":
- G o v e r n a n c e a n d legal e n t i t
- Pa tho logy coding
- D e fi n e clinical d a t a s e t s
- Data col lect ion a n d t r a n s f e r

- D a t a b a s e a n d IT

- Protocol, IC, EC submission
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