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Hedbenosbl FOns u
Cawa, 4 ropa

[ata poxaeHus: 31 mapTa
2007 ropa.
r. LlaxTbl.

[narHos: mykoBucumaos,
OCNOXHEHHbIN CUHETHONHOWN
nHgekymen. CoctosiHne geBoYeK
KpanHe Tshkenoe. CpoyHo
HeobxoaMMO HavaTb neyeHne
aHTUbuoTrukom Tobwu,

HO Y MHOro4eTHOW OOMHOKOM MaMmbl
AeHer Ha nekapcTtea HeT. [Jnsa Konwu
n Cawwm oHn 6yayT CTOUTb

525 720 pybnen. HyxHa Bawa
NOMOLLIb!

13 dpeBpansa 2012

W3 nucema maMmebr:

C poacoenuem FOnu u Cawiu dcuznb Haweti cembu
Kkpymo usmenunacs. C camozo nepeozo ous y 0ouex
ovLu npobnemol ¢ neckumu. OOuH OUACHO3 CMEHSL
opyzoi. Kascowiii mecsiy mbi nonadanu 8 601bHUYY

¢ HoBbIMU OcNodicHenusmu. Ho nevenue, komopoe nam
NPONUCHIBATU, HEe NOMO2aN0 coéceM. M Onem, u Houblo
0€eB0UKU 3A0bIXAIUCH O KAULTS, U HU OOHO TeKAPCMBO
He Mo210 obnezyums ux cocmosinue. Ioxa mul aesxcanu
8 OONLHUYAX, HAWL NANA PEWLU, YTNO eMY MANCEN0 MAK
JICUMb, U OPOCUN MeHsi, CblHa U douek. A bviia

6 OMUASAHUU. 0OHA, C 3A0bIXATOUWUMUCS OeMbMU

Ha PpYKax, He NOHUMAIOWAs, Yo NPOUCXOOUM U KaK

¢ smum dcums. A He 3Har0, OMKYOA Y MeHsi mo20a
ROSIGUNIUCH CUJIbL, HO 51 NOWLA U HACTOSLIA

Ha 2ocnumanuzayuio 6 Mockgy. Tam nam u nocmaeuiu

Yulia Nefyodov and
Sasha Nefyodova,
age 4

Date of birth: March 31, 2007

Shakhty, Rostov region, Russia

Diagnosis: cystic fibrosis
complicated by a Pseudomonas
aeruginosa infection. The qirls'

condition is extremely critical . A
course of TOBI antibiotics is urgently
needed, but their mother — a single
mother of several children — cannot

afford the medication. Yulia and
Sasha’s treatment costs
525,720 rubles (approx. $17,852).

They really need your help!

February 13, 2012

An extract from their mother’s letter:

Our life changed dramatically when Yulia and Sasha
were born. My girls have had lung problems from
birth. It was one diagnosis after another. Every month
they would end up in the hospital with new
complications. The prescribed treatments didn’t have
any effect. Day and night the girls would be almost
suffocating from their coughing fits, and there wasn't a
single medication that could provide any relief from
their condition. While we were together in hospital,
the girls’ dad decided he couldn't handle living this
way and walked out on me, our son and our daughters.
He left me desperate, alone with my children
suffocating, having no idea what was going on or what
to do. I don’t know how I managed it but I insisted on
their being admitted to a Moscow hospital. That was
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9MOm CMpauHbIl OUAZHO3 — MYKOBUCYUOO3.

A mozoa u padosanace, u NIAKAIA 0OHOBPEMEHHO.

He 6vi10 b6onbue moeo yousaiowezo uyscmea
Heu36eCcmHOCMiL, Ko20d He NOHUMAelb, Ymo
APOUCXo0Um ¢ meoumMu OemovMu, U HUYEeM He MOdICeulb
um nomous. Imo 3abo0nesanue GulieHums Helb3d, U,
4Mo6bl HOPMATILHO HCUTNL, MOUM 0eBOUKAM NPUOemcs
nOCMOAHHO npuHuMams aekapcmsa. Ho, no kpaiinee
mepe, OHu boabue He 3a0bIXANUC, IMO M020d ObLIO
camvim 8adicHvim. Ewe 1 moeda ysnana npo
CUHESHOUHYIO UHMEKYUI0 — CamMo2o Cmpauno2o 8paza
FOnu u Cawu. Hmenno ona 6ce amo @pems mMeoienHO
youeana ux. [{ns 60pbbOul ¢ Hell npu 6bINUCKe HAM
HasHauunu 0sa npenapama — Ilynomosum u TOBU.
Ilynemo3um mul 8 Haulem eopooe noxyyanu
becnnamno, a TOBH 3amenunu Opyaum iekapcmeom,
T'enmamuyunom. A moeoa ne npudana smomy
3HayeHus, oymana, epadam suoHee. Mecmmoie
dokmopa ewe u om nevenus 6 Mockee mens
omeosopunu: «Jleuenue oounaxosoe, — 208opunu
OHU, — a Ha 00pozy & Mock8y HyJCHbl OeHbell,

0a u cvli 00uH doma ocmatnemces.» A ciedogana 6cem
UX peKoMeHOayuaM, HO COCMOsAHUE 0e804eK CHOBA
Hawano yxyowamsca. A onams ceéasanacwy ¢ PIKD,
8pay @ejel CPOUHO NPUEHCAMb U NPUCTATL NYNEBK)
Ha 20CNUMATU3AYUIO.

Oxaszanocs, wmo npenapam, KOMOPbLil «3a00MAUBO»
BLINUCAT HAM HAWL TeYauull 8pay, 3aMeHUE

um 0opoeocmosuwuti TOBU, ne nomozan coscem.

3a smo epems cunecnounasn unpexyus npuobpena
MYKOUOHYIO hopmy (He noddaemcst 6030etUCmBUIo 8cex
AHMUOUOMUKOB), MOKPOMbL 8 IecKUX 0e8oUeK Oblia
MAax MHO20, 4Mo OHU NOYMU He YHKYUOHUPOBATU.
Ham cnosa nponucanu TOBU, noouepxuys, umo
3aMeHAMb e20 HU4eM Heab3s, HU 00HO Opy2oe
nexkapcemeo FOne u Cawe npocmo ne nomodicem.

Ho o5 obeux desouex nexapcmeo 6yoem cmoums
525 720 pyb6aeii. Mol sicusem na 00HU MONLKO NEHCUU,
npooaeamuv Ham Heue2o. A Ovl 6ce omoana, umoovl
NOMOUb OemsIM, HO Y MEHsl HUYe20 Hem, 4mo Obl
CMOUNI0 MaKux Oexee.

Meouyuna ne cmoum Ha mecme, hapmromnanuu
NOCMOAHHO HAXOOSM HOBble CNACUMEeNbHbIe
npenapamul. Mol 8epum, 4umo u npomus

where the girls were diagnosed with cystic fibrosis.

| cheered and cried at the same time. | no longer had
that horrible feeling of the unknown, when I didn’t
understand what was going on with my children and
there was nothing | could do to help them. Cystic
fibrosis can’t be cured. In order to live a normal life,
my daughters will have to be constantly taking
medication. Still, they could breathe and that was the
most important thing at the time. It was then that |
learned about the Pseudomonas aeruginosa infection,
Yulia and Sasha's worst enemy. That's what was
slowly killing them. When discharged from the
hospital, they were prescribed two medications,
Pulmozyme and TOBI. We received Pulmozyme back
in our hometown for free, while TOBI was replaced
with Gentamicin. Back then I didn’t attach too much
significance to it, thinking that the doctors knew best.
Our local doctors talked me out of going to Moscow
for treatment, saying that it was the same everywhere,
and anyway it was expensive to go to Moscow and I'd
have to leave my son at home on his own. | did
everything they said, but the girls’ condition started
getting worse again. When | contacted the Russian
Children’s Clinical Hospital where they'd been before,
the doctor told us to come immediately and sent us
hospital admission vouchers.

It turned out that the medication our doctor had so
“thoughtfully” prescribed instead of the expensive
TOBI wasn’t actually helping at all. Meanwhile, the
Pseudomonas aeruginosa infection turned mucoid,
resistant to any antibiotics, and the girls had so much
mucus in their lungs that their bodies almost stopped
functioning. We were prescribed TOBI again, and it
was stressed that we couldn’t replace it with any other
drug — nothing else would help Yulia and Sasha. The
medication for both girls costs 525,720 roubles. We're
living on sickness benefits and have nothing to sell. |
would give up anything to help my children but I have
nothing worth that kind of money.

Medical science never stops moving, and
pharmaceutical companies are always discovering
new life-saving drugs. We believe that a cure for cystic
fibrosis will be found. We're living on the hope that
we'll live to see that day. Please help us!
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MyKosucyuoosa 6ydem natioeno aeuenue. Cetivac
Ml dicugem 0OHOU HAOEAHCOOU — Q0ACUMDb 00 IMO20
OHs. I[lomoeume nam, noscanyiicma!




