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Prabeth Solizfs’ young e was cut short. “Throughoot e multipls hoapitalizations, we ksl very shons, ™ says Lisa Stoltrhus.

Stolen dreams

When a child is terminally ill, family members
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and the health-care mmmmuty struggle to cope

By SLISAN JURGELSKI
v 7R SERIT Wriler

HERE WAS LITTLE time for celebrat-
H.I“;Iﬂt[l&ﬂil'd-.‘l'lu‘lh.
Mﬂh‘lh Snolezfus, who was bom

vrit bt i sprbeseen, spent most of her shart lifie

bartlieg to survive. She was in and out of the

hospatad A0 limis before she died from com-

t!hl.amnmfmwmuﬂtau:ull
Elimbeth’s porents, Lisa and

[hnah Stoltzfus of Manheim, learmed I;l!

devasinting extent of their dﬂﬂﬂln'

ness shortly before her sy biry

started gricving

“It was like all of cur dreams fior her were
jast gone” sivs Mra. Siphtefes “You don’
dresm shout your donpter spending her
jll'l.-l'llnh:ﬂqlurl' ing tubes, We began

o i her Jose long before we kst her

phovsacally (m 20020,

Ttt&nﬁ.:l'mimhumdﬁrumt

d]l.ni did ot seem o be By ‘a0~
vour<child-iz-peurologically-devasinted”
support groups out there™ Mrs. Stobtefies

RIYE.
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“Elizabath did not have a problem they
could flx,™ says Lisa Stoltzfus, with
husband Dwight.

There is help for
grieving parents

By SUSAN JURGELSKI
R B Siaf Well o

AREN NORTHEIMER-KITCH OF
Brownstown trics to lighten griey-
ing parents’ darkness.,

As wvolumteer facilitster of Loss of
Chikl, one of several sapport w
Hosplce of Lamcsster County of
belp le grieving a loss, MNorthetmsr

v connects with [ellow par.
Efsls,

Eight vears ogo, Norheimer-Kitch
bost her 16-yearald doaghier, Ales Weit-
zel, 1o oodon cancer,

MorthesmerKiich &5 continually
amued and grotificd by ber impact on
enembers of the group.

P s SUPPORT oo A7




Dreams

Cartsnued from M

[ike muny parenis of fermi-
mally 81 childeen, the Stoltefuses
wegthered the prolonged stress
o dealing with multiple members
of the healthcare commumnity,
who somctimes pave  diverpont
nitvioe about Ehzabeth’s care and

PrOEnOsIS.
The Soltefuses encountersd
bosth compeassion and callousness.
“Elizabeth did not have a prob-
lem they could fix, so They were
a loss as o how to help us” Mrs
Stoltefiss sy “Becoee dhe wis
=0 neurcbugically devastatel, peo-
ple would sct like she didn't Feel

pain, or maybe ber opam wasn
II-|I

The Stolizfuses, who now have
two sons, 2-yenrodd Bramdon and
Jyeardd Caleb — who ironcndly
was borm on Eliznbeth's birthday
— ultimately sought the help of
Hospice of Lancaster County:

"We longed For professional
advice,” soys Mire Sioltefus. Dt
mcest of all, we knged to hear from
parents who hod walked the same
pathways we were walking.™

* %

A child's death s out of seazon,

Noparent plans for o batwy blan-
ket to become a shroud

Some S0 children cope
with lifethrestening  condminns
anrally in the United States
more than 50,000 die.

Congenital and chromosomal
idefects most often lead to infant
death.

According o the Pennsylvania
Department of Health, the ma
gty of =ate desths in children
Berwesn 1999 and 2003 occurred
before agre 5. In 2003, 39 Lancaster
County children under age 5 dicd
e o perimatall coneditions or birh
dicfocts.

“In Loncaster Choonty, wherne
there is o high percentage of (-
miors), we think about odder people
with serious diness, not chaldren,”
sive D Joan Harrold, medical
director and vice presdent of
medical services with Hospice
of Lancaster County. "[t's not the
mumbers (of deaths) themselves
There are a larger number of chul-
dren living with these dlnesses.”
robd, is5 to provide effective care
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After Elizabeth died, the
Stoltzfuses longed for advice.

for dl children and their parents
— and to cultvate o lesn ap-
EiVing commumiy,

o further that poal, Hospicee
recently  spearheaded and oo
sponsorad a community-wide edu-
cutinal program for professioral
caregivers and families of term-
mally il children, called “Working

her When Children Need
Help: Hospitals, Home ond  Hos-
e A Conlerence on Pediatric
Padhatove Care”

“It's uncommon fior all of these
entities o be under the same um-
birelln " Flarrold smys. “But fue the
[amilics, we are their one and only
health-care system. We have o
!-u:w each other, work with each
ithir™

L
Dhealing with multiple members
of thi carc-giving community can
b & mied bag for porents of ter-

minally il ehildren.
AU best, thes essionals
will exemplify ‘medicine with a

heiart, ™ says & 2003 Institute of
Medwcine report. “At worst, fami-
lies' encomiers with ihe healih-
care system will leave them with
m““"h" g p"‘_"m MErEs, Anger

“Throughout the mubtiphe hos-
pitalizations, we felt very alone,™
says Mrs Sioltzfus “We had the
support of Family and friends, but
the medical professionals were
unable to give us the comfurt we
neded ™

Throwgrh Hospice, the Stoltcles-
s were able to deal with their
guilt and conflacting emotions.

“The decision o allow our
doughter fo die is nat a decision
aniy should have to make,”
as Mra Stoltefes “The guilt vou
can el as a parent who ‘allows’
your child o die can be over
whetming ™

Parti Homan, program director
for Hospace's Pathways Center for
Griel and Loss, says losing a child
reauli= in 4 long, complacated grief
pricess, whether the loss is of an
nfant or an acdalt,

Te help them dial wiih theie
priel, the Stoltduses were e
ferred W Hospices Caregivers
and Logs of Chubd support groups.

“As we listen to the griel of
mahiers, wi have been able to move
or pricf from the forelront of
our Bivis o the shadows" M
Stoftefus save [t i always pres
ent, but i mmh‘lgﬂrmnwﬂ'
whelming darkness

“MNow we hove sunshine with
shndivies af gl ™

% & ok

As a physician and a parent,
Harrold believes in putting her-
self in the shoes of
with o termminally il child

I woidd wart my child fo be
well cansd [ she savs,

She rocalls mking care of o
terminally il 3week-nld haby whe
had an cxtra finger on one of his
hands.

His five beothers and sisters
came 1o vesit him m the hospatal.
The parents nervously tried 1o
prepare them for ther first lok at
thedr brother and explained stout
his six fingers.

“The {children’s) eves got big,
and they said, Cool!' ® Harrold
recalls. 18 was a real warm lesson
aboan the power of other chulidren
w kwe and o accept a younger
ehild s v ot oeng to hve™

Aovisi from o young member of
the Family's church Sunday school
ks Impressed Harrold

U af the girls tooched him
and talked 1o him, and she looked
at me with big, sad eyes and sakd,
T don't wend b 1o die!

“Thers was a purity in thit mo-
ment. | 1old her 1 didn't either, She
Just needed to know she wasat by
Teer=edl i that wish,

“I think that's really the way
it iz for anvone in this Sitwiion.
They just don't want to go through
it adone.”
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Support

*I'm aften surprised at the end
of group, when someone comes
up and thanks me for sometldng |
said,” sarys Mortheimer-Eitch, who
e el e

| ml Ler,
Sarah Kitch. =1 mever felt bike thae
group was something | would cver
be involved e I'm a very privite

“[ pucss you can say, in 8 spark-
bl sense, 1 was bed to help”

It was actually Alex who led her
toy volumtesr at Hospice

During ber illness, Alex chose
o develop her own support sys-
tem rather than attend & support
growp at Hershey Medical Center,
wheere she received treatment.

“Alex was a linke Rrecracker
froam the day she was borm,” Noti-
hetmer-Kitch says. “She had o will
of steel She always lonew what she
wanted o do”

Merirhelm'ﬁl th-n-l herm
WETE fadan B0
help of a mlm COMIn-
selor, she qm.nrh:adud H
Soulmates, which pairs volunteer
teens with kids who are chrom-
cally ill or experiencing a loss,

MNortheimer-Eitch first helped
with Soulmates and then was in-
vited 1o help lead the Loss of Child
Erodp. ;

The group, which mests the
lest Toesday of the month, has an

“Alex was a little Mirecracker
from the day she was born,”™
says mother Karen Morth-
eimer-Kitch., “She had a will
of steel. She always Enew
what she wanted to do.®

outline as a guide but often sets
itx owm agenda, NortheimerKitch

m:'ﬁim holidays and specinl ooca-
sions are often difficult times, so
wie talk mhout how to get through
them," shie savs “We tell (parents)
il need 10 create o new normal;
the ald normal & pooe™

Parents who lose a child have a
secondary loes, she says,

“You are losing not only your
child but the dream of whot that
dll]daml.tim'.'umhs}nd.

“You are losing that furure.”

core af Hospice. The meeling
Is mald ot the Pothwoys Cen-
ter. in 7008, Hospice will of ler
a series of educotional forums
lor ol eoreglvers,

For detolls, coll the Path-
woys Center, W1-2413.




