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M9 name is Faz, ] come from Faraguag and l want to tell you whg ] ‘m here.

]n 2011 my youngest son was born with (:ongenﬁalrﬂgpeﬁHSUMﬁsm.[ivent%ough‘we
were in |ntensive (_are for 3 clags right after we was born we didn't know he had something until
three month later when he started having this rare symptoms.

No one knew what to do, no one knew how to help us, We have to take him to 3 different
countries to Finang find the right cliagnosis, the right treatment and Fina”y be able to go to a 4th
country to get the surgery done, it is good to know that we were wrongly diagnose in two of those
countries.

We were veqj]uckg,wm:had the money and the time to g0 though a”'ﬂﬂ@ but... 4

countries!il



M9 child was cure, but after all we went though | said to mgsehc | can’t let this happen to
any other children! it is too dangerous and too riskgl my son could have ended rea”g bat!

But... we have to deal with the realitg of countries like mine, and that is that we do not have
Protocols, we do not have enough specialist, we do not have enough expertiseJ we do not have the
right equipment, we do not have enough information, we do not have enough support, we do not
have data base) we do not have the money, we sometimes do not have the meclicine) we do not have
sO many things) and so guess what?... here is the answer of whg l ‘m here...

| am here because | believe with your help we can change all this “we do not have” for ‘W[ DO
HAVLE”



The purpose of this conference is to give children from South America the Possibi]itg of
a normal life.

How? | hopc, giving the South American doctors tools to handle the situation as best as
Possible consiclcring the resources theg have, creating awareness, sharing information,
investigation, progress and cxpericnces, creating a networking so children with Congenital
ngerinsulinism will be cliagnose on time, will be able to get treatment on time, will stop clging and

gétting brain clamage for no reason.



Whg Faraguag as a location?

Pecauseitis right on the center of South America, making it easier for everyone to come
together in this one Comcerence that will be for the benefit of all.

\We wan to gathorgor the first time endocrinologist, Pediatrician, neonatologist, surgeon,
nourologist, congonital errors, metabolic and every other s!:)ocialtg from every country ina SOuth
America Congenital Hfjperinsulinism (_onference where theg can all take advantago of the
know]edge of the s;:)eakers who wi”join us there. Lucki]g that will be some of the great Doctors
that are here todag.



]n this Comcerence we are looking for imProving the Proce&ures to cliagnose, treat and
doing surgery when needed, consi&ering the resources each Country has forit.

Some countries in South America are more cleveloped but some others like Faraguag rea”g
need help getting the basic things doctors, hospitals and families need to be able to deal with a
Patient with Congenita] Hyperinsulinism.

Working regionall9 will help a lot in many cases, one of themjus’c to give an example s

getting medications in every country, it is something that individuang we can’t do it.



] want you to know that after what ] went through ] can 'tjust walk away with my cure chilcijust
Cloing blind walk through life knowing that other children may not have the same luck we did.

| want to help them and theirfamilies to find the way to go out the hard time it means to have
Congenital ngerinsulinism

] want to Eelp Preserving the qualitg of life of many children no mater their economic situation.

]just can'tdo it Bg my self, so | rea”g want to thankJu]ie R askin, Forgiving me all her confidence
and suPPortlcor &oing this} and also ] want to thanks CH] and the People who belong and work for it for
all you do and Forgiving me this OPPortunitg to make this dream became true.

Thank you all for sharing what you have and gorgiving your time and interest for helping others.

Thank you and Goc{ Bless you
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