
Sharing Ògrandma-hoodÓwith Phyll is has been a joyful experience. It is particularly
wonderful because we are always Òon thesame pageÓ, and can share together all feelings,
encompassing the highs and lows of being LilyÕs grandmothers.
I never thought I could love someone the way I love Lil y. And I was a woman who
couldnÕt even clearly see my first childÕs facefor a month, becausemy eyesmisted over
with love at the happinessI felt at being a mother. But Lily was something different.
Whenholding her, I felt (andfeel) that she is in me, an integral part that shares the same
heart. Now I know so well what people mean when they say that their special needs
child is agift, andI am sograteful to have her in my life. But it wasnÕtuntil I broke my
ankle last year that I realized what a heroine Lily is. My severely broken ankle made
every physical movementa chore. A wheelchair wasnecessary both in and out of the house. Everything becameas hard for
meas it is for Lily . WhenI didnÕtthink I hadthestrength all I hadto do was rememberhow shestruggles so to walk to her
loved ones, to feedherself, to enjoy life. All physical movement is difficult for her, yet she alwaystries and is always smiling.
Her spirit becamemy inspirationto recuperate with grace. Lily , my granddaughter, is thegiver andreceiver of my love and
admiration.

Our daughter, Danielle, was diagnosed with MucolipisosisTypeIV (ÒML4Ó)lastyear.
Beforereceiving this diagnosis,we had never heard of ML4. Immediately, we wanted
to learn everything we could about this disease sothat we could help Danielle and try
to understandwhatthefuture would hold for Danielle and our family.  We learnedthat
peopleaffectedby ML4 have poormotorskills and,as a result, cannotwalk unassisted
or speak. Most experience corneal clouding early in l ife and later experience retinal
generation that causes vision loss. There currently is no treatment for this tragic disorder.
Fortunately, wediscovered theML4 Foundation.TheML4 Foundation was createdby
parents of childrenaffected by ML4. The mission of theML4 Foundation is to fund,
promoteand support medical research dedicated to developing effective treatments and,
ultimately, a cure for ML4.
We are writ ing to all of you to tell you about a fun, easy way to support the ML4
Foundation at NO COST TO YOU.  At www.iGive.com, you canshop online at over
650 well- known stores. Each store will donate a percentage of your purchaseto the
ML4 Foundationwhenyou designatetheML4 Foundationasyour cause. And, iGive.com
will donateanextra $5 to theML4 Foundation when you makeyour first purchasewithin 45 days of joining!  We encourage
you to view the iGive.com website as it contains a wealth of information about its operations.

Pleaseremember to shop through iGive.com for theML4 Foundation and passthe information along to your family
andfriends.  We greatly appreciate your helpin raisingmoney for medical research that will benefit not only Daniellebut also
all of the affected individuals and their families.

Alissa & Chris

DANIEL LEÕSSTORY

WHAT I HAVE LEARNED FROM OUR LILY by LilyÕs ÒGagaÓ, Corie Tanenholz

Paul Kutner, a wonderful child affected with ML4,
wasbar mitzvahedonMay 28,2006. Paul wascalled
to the Torah and participated with his parents by
pressing switches for his Aliyah. After his reading,
when the congregation sang a song of joy, Paul
literally danced on the pulpit with his wonderful
mother, Paula. Paul wasso proud of himself and
rightly so! Paul accomplished amilestonethat many
never meet and is bringing happiness into so many
peopleÕslives. Wewish PaulÕs proud parents, Paula
and Allan, and all of PaulÕs family, Mazel Tov!

PAULÕS BAR MITZVAH


