


Mcu-dv 16, 2015

/hey ~ CVpLd:1AY0WWo-r1JvCV~WOY~ E~wcv
pLd:1AY0 of my g-y~ A vuiy ~ ~ wi{0, KrL1ti¥v a,vthey wa.tdv
theiY 18 day old.baby ~4 K~ breatne. he« las: b-reatJ-v.

I ~ V\£Ver- heard.of~ devCLftc:tt"~ b-Wt}v d,efed-iMlU:£l, our
}Wea- K~ Ever-y()-V\£/i¥v~ ffveat" ~a.t0 ~ w~ ~6~ g-yeat"
countvy W0 UN0 i¥v vteed,;"to- 7J.e, mor0 CW;CU-0of ~ horrQiLe, 0X-per-i.e¥t.c0.
E~io-Yv wth0 key "to-help~~ lM'Uiey~~ who.;t~ b-Wt}v
detect:w cUJ.;about: There.w NO 7vvw-w vvr~ whjt th0 d.MiqJhYCUJWl!
does V\O"C close:~ etUo-w~,th0 Lower- OY~"to- ~ ~o- tne.upper­
ccwuy ofth0 body.

Lori: NOYt"01-"t)A vuiy' y 1110111;, ~ cLLv~ ma..d0 ~ reouest: ofyo-w
but:I CUJ1;j~ ~ 'he«~ hop~ ymv w{)l;7J.e,~"to- ~~
pr~UW\;fo-v ouv }Wea- K~~ cUJ.;~tha.t hcw0
0X-per-l..0vt.cedt~ horribu» b-Wt}v deiea; ~ g-yeat"1.0»:

Si¥lceve{y,



March 3, 2fJ/ 5

The Honorable Nikki R. Hale\'
Of/icc oftlt« (J01\;'rIW/,

!2()5 Pcndlcloll Street
Coliunbia. Soul h Carol ilia 2920!

DUll (i01'LTI10J' Jlulcy,

Families of children with congcnitul diaphragmatic hernia. and adults with congcnita!
diaphragmatic hernias arejoiningtorces to have A/H'i! j (/i, 2() 15 to l'roclaimcd ill all
50 states as Congenital Diaphragmatic Hernia .!lvlU)'cl1e,iS TVc('k Since March 31, :lOI}/)
Congenita! Diaphragmatic Hernia Awareness Day has he en proclaimed hr If ,\'II!/('s iii
the r 'nited ,\'(Ol<:s und nianv cities and counties in the ( .S.

On A/71'i/ l-t, 20 J 0, the United 5;tUICS Sentutc agreed l o SR2()-! It ithout atn cndnt cnt cuu!
with a preamble hi' Unanimous Consent u resolution desigrhl/ing March 31 I (j
National Congeniial Diaphragmatic Hernia A warcness Day.

As residents oj South Carolina lIe ure requesting that you help us reach 0111' goul /n
making an cxcciuive proclumation declaring this special day in April,

,I congenital diaphragmatic hem/a hinl! detcc! ocelli's ill j ill 2..'i{}11 live births ill tlu:
United States LInd accounts lor 8'!;, otall major consicnitat anomalies II illl tlu: rule 0/
liv« birth: ill the United States (If -/,! J 5,51}() in :!()()-/ tSc«. ,\aliollll! ( ('Iller 101 flca/!Ii
SfUfis!ics), Ihis translales to appl'Oxil/l(//ci) /),I)() live hirths 'wilh file (IJ iI\!,cn if({/
di({l'liragmalic hernio hirth Jejeci ('nIle Fihrosls OCClIl'S in / If7 3,()(){) lin' !)/u!r\ ill rhe
tniled Slulcs, 011£1SjJina Billda has an occllrrence of - ill !()J}(}(j 01' !ill /.../ lin' hirths.
('lIl'rcnrh, thc gencral pllh/ic Iws heard ofhoth Cl'Sticjjhr()sis alld Spll7U hl/idu, u//hol!gh
congcllital diupl!mgll/uhc hernias OCCIli' jllsl us ojfell. \i'ifh rota! reslllf.l, ('(il/gc'l/ilU/

Dia/lhragillulic IJem/as arc cOll.lidercd i.I "!O\i jwo!i/(" hii'!h deject to Ihl' gCII('f'u/ !whlie
({Izdh(l\'e nol rece/\'cd Ihe alfenlior! ({lid m1'{lrCilCSS necded

Un Octohel' :!8i;!, 2{J1../ Oil!' gl'cul-grul1dduliglih'r, Kocgul/. It iI.1 hoi'll tilth (i c!)II,Qcni{o/
di(/phragmatic hernia, ['nli/tha! duy, Ilwd /In'('j' hl'(/I'(! 010 congenit(/I diujJhrugl/wlic
hemiu Oil Xo\'cmher 3'd 20U, she fwd her ('Of! repair slirgel) ,\he/uught hurd flie

elltire lililc she f\(/S iii the llO.lpi/a! ut i/{·,\( Bec({lIse (lIllie hole ill hCl di(lgruI,/iullI /ie!'
in/esfille's 1.\'('I'C a!!{)\l'cJ t() gel illlo her chest ('m'I/,\ f'csllfrillg ill her flil/g Oil;'

:!()% in size, Jhc inles/ines O{iO jl1Ishing her /icon Ol'er f() the l'ighl .Iidc rUIi//ill,\!, ill lie!'
right /ul1g hcing ~()% il1 size, lllllllcdi(/!c/) ii/leI' hirrh she \m) pluced 01/ it \'('1111/(/(01'.

fler pU/'CI1!S i'lt'l'cT heul'd hCF /inl err. Duriilg the night slie fwd If) he piuc'cd Ull WI

IX '\/() IIwchinc: i!cmhrwlc ( II ill ( II (/fl'c/mil/lit' 0/

p/,{)\'idillg holf! curdiac (!lId rcspi}'u/OIY SlippOr/ 10 pOlicnls ll'hosc' hC(l1'1({lid iZIIl,t"s urI' so
,('vereiv diseased O/' dumoged lizal {/zc\' cun no longe'!' ICITC {hell' j/illdiu!l. ,117 j,( .\10
I7lUl'hillC is simi/u/' Ii) (/ lieuf'!-izmg muchine, IhL' IX ',H() I1wchifh' cOlitillUO/Ilil' !IIiIIiJl'
h/ood/rolll Ihe patient Ilzl'm/5!,iI (/ IIlcmhrw/c oxvgel1u!o/' Ilia! imll(II('.\ rhe gw ('xc/hlilge



pro cess ofthe lungs, removing carbon dioxide anit udding oxygen. U\ygcl/ilft:d I,

then returned to the patient. /(ocgml also fwd;} heart issues that IFOIII£! Iw1'{' {O he
surgically repaired IF she could survive olio/the L( 'J!() machine. I\.(/C',\.',(1/1 developed
blood clots & to our heart 'v despair. she passed all'uy ill her parent ',\ arms on \Ol'l'III,i-;er
15!h, 2{} /-1. They never once heard her CI)' or "ccu, ", They never \(/\1' her smile. They
IlCl'CI' changeil her diaper. flit'_)' never held her alive III/Iii she 11'(IS close to jhlssing (/\1'(/1'

& 1/;1'11 once again after she had passed Our hearts willforever he broken I IeI' 1)(II'ClIls,
mv grandson. Andy & granddaughter-in-law. Kristin. are in their curlv ;}() 's and
faith in God has been there from day one otthe diagllosis & even 11011' utter he: passing.
Thcv know God had a reason /O/' this. O(COll!'SC tlicv 11 onder ifhe: dctcc! II U\ somcthins;
Ihey did wrong, even though it" not. As the doc/on '(fl' "i! 'sjust OIlL' oitliosc things (t
\l C ('(1}/ 'I idem it)' H hat C(///.ICS if. "

T(I this day stili approximulezv 5(j')/()oral! c({scs fcsull in deafh.

()lIe oflhe most iml'Ol'tOll! adrOiI/ages ofprer/(/Iui diagnosis is the uhi!!!.) Iii CI
dC,I/h,/,otC(V ill m!H'horn. "II il imperutive Ihol fhe /l/o/Iic/' f/w/.\/cncd Iii WI

(1/!{J/'(ijJriu{c perinatal ('enter, IIhere:: neofluwl. Ft'/I/i/u/on, and \/iI)!,icu/ nperril(' urc
ur{{i/uhlc. T/iis {/voids rhe Imnec('ssmy mortali!y ({,sociuled H'irh tUIIIS/JOllilig rhc sick
I7COII({t(', und Ihe del(/y in uppropriate' medico! unci \'cllli/a/oiT ('ure ,hut 1/1/\ cllloiis"
Fe/ol Ther /9/C,

Since Ih([1 day, I have heell tellillg my slorr ill an el/o!'t to mise {/\I'o/'ellcs.I In the
cO/lgellital diaphragmatic hernia hirth defect. A/ler finding little to Ilfl in/orli/otioll or
support, Ijuinedforces lIilh the organizatiol1, Brea/h of Hopc, Inc., \lhieli is COillll1illed
to SUPI)()J'ling parents, (:hi/lin:ii, )il/llily memhen ({lid Fiewis focill,f', llit' dW,\.',flusis ot u
congellilal diaphragmatic licmiu hirlh detect.

I II oliid he extreme!)' hOllored il,\'owh Corolino \\()uld jJurticipu/e il! I/Il/klll\!, I;!ni J
:l() J 5, II 'peeio! dO.r to rcc(),'.!,llize pcople hurn lI'if h (,lIngenil(l! diujJhruglllilf ie liernia), I!J

rCIllCInher lovcd ones who los! Iheir haltie ll'ilh congenital diaph!'o,\!,I1!({lic llel'lI/u\, und 10
hono/' llze dedicated heallh jJro/essionals w/zo ll'OJ'k \lilh liS, Ene/os,'iI i.l u rOIl\!,1i elm/I
whal we imagine a proclamaliol1 would like,

111(}lIld he nws! grafe/IIi ilyo/l c(lliid semi the IJl'oc/mllutio/1 ({) \(ii/II (/.\ W thut
1\ c cun lIIoke plum lor jW()/I/(){iui7 (lnd cc/ehrulioll d/ll'lllg Iile il/uil/Ii o! ,Ijii'd
('uro/illLl'S pUl'licipali()1l ill this cTel11 11'ill hol'(' (/ profound illijiuc/ O/i r!wi!,\ullds of
tWlli/ies ol7d individzw/s, I /Iumk you/or )'0111'lillie ({lid cOf1siderutioll.

Respectfully suhmilled

~t/~<f~
h'cl),,, DUll/piC!'
(j1-1Bure/ool Street
f-!ur/xl'ille, S(' ]1)550



PROCLAMATION
WHEREAS. a Congenital Diaphragmatic Hernia is an opening in the diaphragm that
allows the abdominal organs to push into the chest cavity; and

WHEREAS. a Congenital Diaphragmatic Hernia is often a life-threatening birth defect
because it limits the growth of the lungs; and

WHEREAS. a Congenital Diaphragmatic Hernia occurs in every I in 2.500 live births in
the United States; and

WHEREAS. Congenital Diaphragmatic Hernias account for 8% of all major congenital
anomalies; and

WHEREAS. proactive diagnosis and appropriate management of fetuses with congenital
diaphragmatic hernias minimizes the incidence of emergency situations. dramatically
improving survival rates; and

WHEREAS. there is a need for increased public awareness of congenital diaphragmatic
hernias; and

WHEREAS. Congenital Diaphragmatic Hernia Awareness Day provides an opportunity
for families whose lives have been affected to celebrate life and to remember loved ones
lost, to honor dedicated health professionals. and to meet others and know they are not
alone; and

WHEREAS. groups such as Breath of Hope. Inc. are working to promote public
awareness and encourage research efforts to one day prevent or successfully treat all
those diagnosed with a congenital diaphragmatic hernia: and

WHEREAS. The establishment of Congenital Diaphragmatic Hernia Awareness Week
will provide the opportunity to share experience and information with the public and the
media in order to raise public awareness about the Congenital Diaphragmatic Hernia birth
defect; and

WHEREAS. April I91h• 2015 is recognized as Congenital Diaphragmatic Hernia
Awareness Day.

NOW THEREFORE, I, , Governor of the State of . do herebv--------- -----_ ~
proclaim April 19th• 2015 as

CONGENITAL DIAPHRAGMATIC HERNIA AWARENESS DAY

in South Carolina and urge our residents to learn more about congenital diaphragmatic
hernias and support those who are affected.


