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The International Society of Nephrology (ISN) is a
philanthropic organization advancing kidney
health worldwide for all its stakeholders by
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BRIDGING BUILDING CONNECTING

THE GAPS  CAPACITY COMMUNITIE

of available care in healthcare to develop a stronger
through advocacy and professionals understanding of the
collaborations via granting programs, management of kidney
with our global education and disease
partners research
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THE ISN COMMUNITY

OUR

MEMBERS

members 160+ countries
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societies

ISN reaches out to tens of
thousands nephrology-
related professionals

through its partnerships

with its affiliated societies.

39333

Source: International Society of Nephrology, as of December 31, 2018
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ranian Society of
Nephrology,
a successful partner

MIDDLE EAST ISN MEMBE " 8ahrain
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* ISN Members from Iran: 240

* Representing 51% of ISN Members in the

ISN
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What's in ISN for our members?

Science Education Peer-to-peer

exchange
kldne . Bumzl ’ icati ISN Academy i

mm”,om ISN’s publications: Join colleagues

W~ “"'“;’;ﬂ:f;ﬁ‘““ * Kidney from all over the
i N international (KI)  Reduced world at ISN events
* KiSupplements  registrationfee ~ &create a global
* KIReports (online for ISN events: network
only) WCN, Frontiers &
* Seminarsin pre-congress Participate in online
Nephrology courses forums through ISN
*  Manuscripts Academy
Training
Contribute to the opportunities via  Access the
scientific agenda ISN Programs Members Directory

Influence ISN’s
future via ISN
Supporting Groups
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aHUS
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AGE-20 yrs

PMH
DX- age 7.5m ( AKI,MTA)
PD-1378-1381
CKD management
Renal Biopsy- TMA

FH-

— affected sibling

— Close relative parents
Referred to

— adult nephrologist
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Atypical Hemolytic Uremic Syndrome

(aHUS) Genetic Susceptibility Panel

ADAMTSI13 Cs C4BPA CD46 (MCP)
CD59 CFB CFH CFHR1
CFHRZ2 CFHR3 CFHR4 CFHR5

CFl DGKE |ymAcCHC |PLG

THBD CFHR3-CFHR1 structural variants

C5 (c.2653C>T(p.Arg885Cys) and ¢.2654G>A(p.Arg885His))
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Long term outcomes and response to treatment in DGKE nephropathy

.‘”‘. Eculizumab

PATIENTS (Manifestation\ @

( \ Phenotype 7/14 required dialysis at treatment
Prospective Ivsi Median age at Neuro-cognitive presentation
442 aHUS referrals ana ySIS presentation 9 months g ; 6/13 symptomatic 6/16 received eculizumab
to National Centre . disorder in 6 treatment
i P 6/13 received plasma One relapse observed while
NATIONAL 14/16 presented in first individuals therapy on therapy
two years of life Proteinuria 14/15
[ENTRES developmental delay No relapse after renal Tx tTrhrae:n :r:n:::; ;1:::);:‘”'“&
.NO m‘:'taﬁon identified : (.n=3?, learning All stopped haemolysing and spontaneously recovered
80 prospectively in patients > 8 years difficulties (n=4) and and recovered renal ) e
recruited to MPGN autistic spectrum function after the initial Snef? IR G
p ; d o effect of rescue eculizumab
National Study disorder (n=2) presentation
\ J regardless of treatment.
Retrospective DGKE
:v?t::ginfgmies sequencmg 1 6 patients \ 15 aHUS \ Incidence
oA DGKE aHUS 0.009/mil /year

with DGKE MPGN 0.006/mil/year
variant IMPGN DGKE nephropathy 0.015/mil/year

CONCLUSION:

Disease initially manifests exclusively in children.

175 with aHUS at <1
year and no known
mutation

International aHUS
referrals

DGKe mediated aHUS is eculizumab non-responsive and
individuals who currently receive eculizumab therapy can be
Brocklebank et al, 2019 safely withdrawn. No relapse was seen after renal transplant.
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Sara Arazm

Guilan Province, Iran

| have been fighting aHus
since | was 7 months old. |
wish to live normally
without the requirement of
a renal transplant and
with effective medication. |
have a dream to live the
same as other normal
people with my family
and have a better life.
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aHUS Alliance
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HUS-alliance youtube : HUS patient day 2020
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https://www.youtube.com/watch?v=IntRbMuPDk8&fbclid=IwAR10ShZ4xRL9JYW4J_b1bCDzo7xVLT8WuWXfHZN8YQ35iHLMUcDD5bm2vuk
https://www.youtube.com/watch?v=IntRbMuPDk8&fbclid=IwAR10ShZ4xRL9JYW4J_b1bCDzo7xVLT8WuWXfHZN8YQ35iHLMUcDD5bm2vuk
https://www.youtube.com/watch?v=IntRbMuPDk8&fbclid=IwAR10ShZ4xRL9JYW4J_b1bCDzo7xVLT8WuWXfHZN8YQ35iHLMUcDD5bm2vuk
https://www.youtube.com/watch?v=IntRbMuPDk8&fbclid=IwAR10ShZ4xRL9JYW4J_b1bCDzo7xVLT8WuWXfHZN8YQ35iHLMUcDD5bm2vuk

