Wﬂ@ﬂ DANIEL LEOSSTORY

Our daughte, Danielle, was diagnosel with MucolipisosisType IV (OML40)astyea.
Beforerecedving this diagnasis, we had never head of ML4. Immediatdy, we wanted
to leam everything we could aboutthis disease sotha we could help Danielle and try
to undestandwhatthe future would hold for Danielle and our family. We leamedthat
peopleaffectedby ML4 have poormotor skills and, as aresult, cannotwalk unassisted
or speek. Most experience corneal cloudng early in life and later experience retind
gereratbnthatcaugs vsionloss There curenty is notreatnentfor this ragic dsorder.
Fortunately we discoveral the ML4 Foundation. The ML4 Founddionwas aeded by
parents of children affeded by ML4. The mission of the ML4 Founddion is to fund,
promote and suport medical reearty dedcated to developig dfective treatments and,

ultimately, a curefor ML4. 1
We are writing to all of you to tell you about a fun, easy way to support the ML 4 - 3

Foundation at NO COST TO YOU. At www.iGive.com, you cansha online at over
650 well- known stores. Ead store will donate a percentage of your purchaseto the
ML4 Foundatonwhenyou desgnae the ML4 Foundationasyour catse. And, iGive.con
will donateanextra $5 to the ML4 Founddion when you makeyour first purchasewithin 45 days of joining! We enmurage
you to viewthe iGivecom website siit contains avealth of information dout its opeations.

Pleaseremembe to shop throughiGive.com for the ML4 Foundaion and passthe information along to your family

andfriends We greatly appeeciae your helpin raisingmoney for medicareseach that will benefit not only Daniellebut dso
all of the dfected indivduds and theirfamilies.

Alissa& Chris
M% WHAT | HAVE LEARNED FROM OUR LILY by LilyOs OGagaO, Corie Tanenholz

Sharing QyrandmahoadOwith Phyllis has been a joyful experience. It is particularly g

wonderfu becaus we are ataysOorthe sane pageO, drcanshare togetter allfeeings

enmmpassing thdiighs and lows ofbeing Lily@ grandmothers.

| never thought | could love saomeone the way | love Lily. And | was a woman who

couldn@even clealy seemyfirst child® facefor a month, beausemy eyesmisted over

with love at the hgppinessl| felt at being a mothe. But Lily was something diff erent.

Whenholding her | felt (andfeel) that she is in me,an integrapart that shaethe same

heart. Now | know sowell what people mean when they say that ther special needs

child is agift, andl am sograeful to have herin my life. But it wasnQuntil | brokemy

ankle last yea that | redized wha a heroine Lily is. My severely broken ankle made

every physial movementachore A whedchar wasnecessay both in and out of the house. Everything became as hard for
measit is for Lily. When| didnOthink | hadthe strength all | hadto do was rememberhow shestruggles soto walk to her
loved onesto feedherself,to enjoy life. All physical movement is diicult for her, yet shealwaystries andis always smihg.

Her spirit becamemy inspirationto recupeate with grace.  Lily, my granddaighter is the giver andrecaver of my love and
admiration.

W{% PAULOS BAR MITZVAH

il | Pau Kutner, a wowerful child affeded with ML 4,
' was bar mitzvahed on May 28, 2006. Paul was called
to the Torah and participated with his parents by

presing switches for his Aliyah. After hisreading,

when the congregation sang a song of joy, Pau

literally danced on the pulpit with his wonderful

mother, Paua. Pau wasso proud of himself and

rightly so! Paul accomplished a milestonetha many

never mee andis bringing hagpiness mto so many

peopl®dives. We wish PalOgroud peents,Paila

and Allan, and all of Paul@ family, Mazel Tov!




