July L, Loun

TOr  Menbors of the Peonsylvanda State Senale Bdoeal Ten Conmbt o aned
Honse addelary Committoe

From: {Mrs,} Linda 8, Schnopp, Caoncerned Parent
rm—————— L e

RE:  Seuate B3ill 454 and Hounse Bill 8556

First, 1 would like to Lhank Representatives lLangtry, Petronn,
McVerry and Trich for their responses to the letters my husband and
I wrote oxpressing our coneerns about House Bill 855, Representative
Langtry's diligence and interest in our situation provided the oppor-
tunity fovr me to testily today,

As a parent of a child receiving Human Growth Hormone therapy, I
would 1ike you to understand the difficultics we have faced in the past
yrar. We have realized and brought to our doctors attention that our
son was uol growing at the exprcted mindlmum rate of kwo ilnches per yanr,
We have observed his peers towering over him as they begln thelr pubose
conlt growth spurt and heard their cruel remarks lo our son, Lot e
assure you that the pecking erdor of "bhiggest to smallest! still rxists
and will leave its emotional scars,

We bave wakehed our son ondure with bhravery amd cooperation the
todious, painful and emotionally draining experience of two hospitali-
zations and a series of out-patient testing to diagnose the cause of
his lack of growth, All this was necessary for documentation that a

chitld does medically meot the criteria for Human Growth Hormone ro-

"y

placement therapy, There are strict Federal guidrlines that must )
met bheofora physicians can preseribe this mndication and documentation
must be updated constantly for justification of continued treatment,
ny pharmaceet Leal deCindt ton fluman Growth Hormopn st fmnlates the Jinear
growth in children who lack adequate nornal endogenous growth hormone,
In order for treatment to begin, we had to bhe taught ly a home
heallh nurse how to properly store, mix and inject the medication, The
adjustwent to the three times a week injections has bheen difficult,

The entire process takes about 20 minutes par injection because the



medication must be mixed fresh each time, using sterile conditions, My
hushband, Treovor and L shave these responsibilitieos while our danghter,
Torey, aqe 1E,  slays as fav pway from the whole procens an ponasihle,
Because Homan Growth Hormone is a protein there 4is o hurning senaation
felt with every injection, ‘Trevor was able to inject himself two weeks
into therapy., 1t was two months before | conld adjust to this and bring
mysell te give the injections, We are so proud of Lhe way Trovar has
handled this., We arc also pleased to report that he has grown fonr inches
in nine months of Human Growth Hormone replacemant therapy, Fven with this
positive response to the medication it is hard to [orget the other
probhlems this situation has brought to our family, The cost for Trevor's
madical care is approximately $50,000,00 annually, For an average

family this is overwhelmimg, Simple travel has brcome another obstacle
beeanse the medication must be refrigerated, We have just rrecived a
cold.pack carrying case from the pharmaceutical company for this pur-
pose which shoald make things a llctle eanieor,  Howover, Houase 111 ABS,
if passed without Lhe proposcd Awmendment, would mean that we could be
Jaited and Cined Fov carvying Just one dose of medication Lo o grand=
parents houso, ‘1his is not lair to our children,

We muat also address the issue of limiting thr amount of wmedication
that we conld keep in oar possession,  In realty, 10 this BLlT 40 passed
without a specific Amendment, we would have to visit our physicians
of fice three times a week for injections.  The inconvenicnce and ex-
pensze of Lhis wonld make Coeatment much more difficult,  We do not
need more obstacles and siresses added to ogur childs life,

in conclusion, wo wonld suggest to you that it i3 net enough to
atrike man Growth Hormene from the 1ists tneloded in these pills,
but rather urge you to include a stalemont to House Bill B55 and Senate
i1l 4nd that staten specifically that Human Growth Horomone unert for

legitimate medical pruposcs in not included in this legislation, By

doing Lhis you will leave no doubt in the minds of uniformed law en-
Fenreoment officiala or Dohool BHoard Diveciors as to Lhe legbt lnacy of

Human Growlh Hormone replacement therapy.



