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Idiopathic Nephrotic Syndrome (NS) is characterized by massive
proteinuria due to a leak in the glomerular barrier to proteins. The
prevalence is about of 16/100 000 in children and probably less in adults.
The cause of idiopathic nephrotic syndrome remains unknown, but
evidence suggests it may be a primary T-cell disorder that leads to
glomerular podocyte dysfunction. Genetic studies in children with familial
nephrotic syndrome have identified mutations in genes that encode
important podocyte proteins.

Treatment

In order to avoid the dramatic effects of proteinuria, drugs used in the
treatment of nephrotic syndrome include corticosteroids, levamisole,
cyclophosphamide, mofetii and cyclosporine. The response to
corticosteroids correlates with the histologic type of nephrotic syndrome.
Those medications have heavy consequences. Complications of high
dosage corticosteroid treatment include obesity; retarded growth and
increased susceptibility to infections, hypertension, osteoporosis, cataracts
and diabetes mellitus.

AMSN objective and participants
The association was created in January 2003 with the objective of:
Breaking the NS patients’ isolation and putting them in contact with
each other.
Enabling dialogue and providing information centres for the
constraints and secondary effects of the treatments.
Acting together to improve treatments and support research.
Today the association counts 100 members. The last annual meeting
gathered more than 150 people. Thanks to the website and mail, there is

real link between us.

AMSN projects

Glomerular unit

AMSN members’ distribution

Based on the idea that information and research is scarce, the main AMSN effort is focusing on:

An information leaflet to be released in nephrology units.
A practical booklet for the families.
NS research facilitation (funding, prizes).

Actions with authorities and laboratories for NS medication to be recognized and costs reimbursed (e.g. growth
hormone effective against the children impaired growth due to corticosteroids).
Vigilance against the abandonment of low profitability products like levamisole.

An annual information meeting between families and doctors, researchers ...

Conclusion

A patients association like AMSN tries to full fill the difficult gap that exists between the disease, always unjust,
and the ways to fight against it. This is true for all the diseases but outstandingly worsened for rare diseases.




