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= [naividual EXperience
= DUV ECTIVE EXPENIENCE

* Uhiversal elerments

= Cllislirally expressen

“[t |5 an erientation or the splkit, an orientationiof e
Eart; [T transeends the Worla thae IS mmealavely
EXPENIENCED, andl 15 anchnoered Sormewnere beyonal s
norizons. — vaclay Havel




L ezltlig o |ectives

= EXpresses the emotional and spiritual essence and
benefits of joining with families in the context of hope

Trom initial contact with families, throughout
treatment and into bereavement.

= Reviews interventions published and those practically
applied by Stepping Stones Care Team to foster hope.




Lealtlitg o2 jectives (Cofit:

= APy terclinical practice langlage ramilies ano
OroVviaers hevelcentiies) as elpitiir
commuricating anal holding) nepe:

= [EXamines the natlirall it of foldingfiope: With
iamllies irom time of alagnosis o bereavereniv.




Warehing FUroUs FEeate

Looking at the world around...
Seeing windy dreams blow by ...
How can wonders cease to feel the sting of autumn's cry?

[ look out from my cozy niche..out at an autumn storm.
How can it be so beautiful — the kiss of season’'s thorn?

A thought to thirk, to wonder why the rolling, blowing leaves
can paint a picture sharp and clear.
My heart warms from this lucent eve.

[ see and feel the beauty come from wispy, blowing gusts.
A mystery | shall never solve:
Hope comes from storms l've learned to trust.




Now: 20! years ololWith 8 progressive, rare
nelrological conairion —Tonverval — Tl care.

= Change Inicommuinication over tine

= lLongevity. nrelatiensnio — heertainty. i
deegdeos]ic

= Eventlal openness o splliitlal Care by narents
= [Farent meetings — rmeaning i thelr relationshio




Atz

9 year old with recurrent cancer; on hospice
for 5 weeks at home

Family Advisory Committee

Vom's honoring of child's hope/desire to be @ hore.
Father volunteering @ Bereaverment Camp

"I wish someone had told me | would be ok”

Mom requested — “standard of practice to refer to
community palliative care program”







Fart af Trie vzedade

Fremise— Hope thrives inTarilies With a
Seriouslyllkenlld.

m ntegral

B E5Ta0lBNed toorS— Chennes ovelr Hitie: §
u Allows for/supports aally: sirvival

m DVnamic Life Force







Trie glife

= AGUIT> Context may. Cartyi alveryi aiifierent rame
= SUPpor S sUrVIval ACross: PHE EXPENIENCE
= Opeclal Consloerations:

= \VioretisS o1 NOPEIEs5ESS o e USUA
Urdereuriett

= ASSEooiglental NEalith across care







Hoge el oragriastic disclostiies” ™=

= Sl Tolind o EVIGENCE Phat Prognostic ciseiosUre
MEKES DArentS |ES5 opEill. [HETEAs, aIGCIo5UNE OF
OregNoSIGIY ENE DHYSICIANICAr SUPPoLTE HEPE, EVEr]
WREN The proghosis 15 Peor.

= [aportance oir relationsnin ang Connection

= REAISIC PENCEDTIONS) 01 ProgHosiS: CAar
Biransior nepe— Pernaps: Ihico) & treaningil
Efio of liTe perioa *(Mack, et al. 2007)




“Tellls the crlch.

= we llbelleve What we reed tobelieve.
= = Dandages don b X the Wolha ity soul.
= Parents Want acclrate, clear, and L BGETOR DAN

timely nfermation even it statiig % &
a2 -

vhe slitliation 15 Uncertalt:
Wiien Crillaren Plie 10




Erzlilg cancUriert care

=L ESoential volnvedraive Tear 10ClSEa O ACEIVE Creatiiehirs,
valllative care team ana nome baseo palllaslve Seam Tori
vIe of alagnosis rorvereavermes.

Wrier Clilaren e 10)])

= [mperative for Bear ol healtn Care proviaers o) fina Ways
50 EdETine ad reiirame’ nepe Witholt rermoving It

= [HOpE for aimiracie never 1aces
(. IHere are pedile Who ake L. AN ZO004)




“elternin ¢ erllel srarererre

= [t Was soielpittl When Yol sald We collld graauate frorm
HospICe,

= “Now, twoel Vears later, I begiining o) see how! every shiing
appened aeiit needea) tor hiappen:. (findaighic, Visitation of
the hlmmilgbird):

= [ Wish soreone had told me that [ Was going toibe ok .




Faleit starerenics (GOt

=gt righic I'had enotthier peweriil dream. .. (Y sonitias
Written) - Ilinderstand that [ was completelyibeloved iy
tamilyz Iels i Was 2 definlte rmessane o . sbon eeliig 5o

bad, anad. it slgnaled the begiining o my hedlingr. (Sreich)




e ercle eowe Wetes

“Sometimes Whenlshe 15 Sleening She Seeiis
completely at peace. Whenl wake ner tplinl the
orAINgG| SNE OPENS el ey a5 it alll ol Slidaet
NOTICINAYG SIAE 51D VG LONTOYE Adalnl— Sne: CHIES.
ShE ChiES every moriing and semerimes I Wish ana
Hepe aeatniwillicormeiast> and UMEXPNEC e WIHEISHE
61 peacetully sleeninias:




Sl nege - St

= [FWe fiad known We Wollld iave aborted., Nowlfhave
21 Chante bo appietiabe el ermerc: LoNfomens -

= [ fiaven v (o5t fmyiope, It JUst chzngingmay: hepe.:

= “Vichael s VP Worked the entire way: knewing that
[ he didn s make i, We were sl geingl to iave o
get throlgn! I, 501Sne treatea Us a5 Well 85 She
treated fim. (Kose Conlon parent, Z001—I0M)




Clarizia Argele

= “One year later Cloria continues 5o give s Allla
Climpse oi lfeaven:

= [ Al honoered sobe ey fiatter ana grateiul for her

6><amp|6 ot |ove, iepe endiiaith:
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Borroved ¢, anéied stiergin

= [ Dorrowed he Sterength trom those Who
Sood Withi b .

= “We did T becalse We haad £oos.and We knew
VoU Were there:
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Dleted|es —

corrlatliearstlgl W

= REfraln romipushing ol own agero

o Woes

2

EOL disclzsion/planting et parert ¢ ehila |eas

= [Brormoie iel'soal Control and el
= Fractice truth-velling
= Fractice nonr jlidgment

(ot

= [ZroVide coraieelt ahdl corpretensive nioration BUIL..
Consloer appropriate culturall contex

= Hope 15 sUpIECTIVE — SElf report — Waten also. for benavioral

CUES, 6.5 deress|on:




‘floge — e4diezslai of deslie
) Ierielgfiniacion

(Adltietine \acel, P i)




rledlite Wite Crlllelieil —
clidical Weanesetige

18t are Vou looking iorWard Lorost¢
10160 YOUHIKE $0: SHEND e oS CIme W2

18t (5 VoUr iormlaaad/sistel 10okihg) Torwara
PO MoST4

= Do Vol Sometimes Worr: or feel atraldz
\What rmakes Vol attald/Wortieas




Clicical Worceriagelaliestidie

= AS Vol thirk about Vieur child s illnesswihat are Vol
nopes What are YourWorriess

= Wiaats areryoul hopeitl for ighic nowé

= [ Rrow: Vou are fioping| that the disease willlbe cures
aha | amihoping) oy that oo, Bl Wolld alsolike
O KAGW. More avolit: Your MepeEs: andl geals i a Biie
ComeEs When 2l clire 5 ot possibler.




Clidical Worderidgelaliestidie
(Cait.)

= AlCHolgniWe cannoit preaict exactly Winet Willl iappen
o) Vol ehlldimost chilaren wWith this disease
UsUally nave . I hatt mappens our goal
Willlbe tormake i a5 coriiorzavie: as Possivie afio
01855151 VoU A veldg Witk [l aha Cariag)ior fira.




Hoolig T Tae veat —
Orenatlie foe tae Worsr

= Have Vol thellghit 2bolis What might fiappen it things aonte ge
a5 Yol Wishe¢' Sometlimes naving a plan that prepares you
oK Phe Worsit BReS 1> EA5IEr o, ToCUS 61 YoUl: HoPES.

= What sorts, off things are left Undone for youz Let s talk
avolt Now: We tilgnic be avle toimake these: nappet.

= What IS5 Yol sense/Urcerstanding of What 5 appetings




Fragcam coneldaretions —
(egtolollity

= ASSUlig) At YoUr Drogran oifiets pareti- SUopor
deliger

SAarlel|zitagyretidadeesteldaldlige clddiflecla e et
chilaren Inpatients: liie:

= REIElrale 01 Make 4 Wish), PRorograpny
OPPOrPUINITIES

= Have team IntlroaUce vereavettier SPECIalisis, PEiore
oeatn It PossibIE (Australian Study)




Fragidr conslderations —
tesnonalollity (comit.

= RECOoIZng) vear Cliriclans can particinae
Aereaveetiz o1 ierings

= Annlal Payioit Refrernvrance

= Atteraing temily nvitationalievents: &

.-liﬁ_

= =amily, Aavisery Committee
= Carp Erit




Caaiciatiag 2l llife [ong) gerle

= TR Unaamentallvelies that pUipose oi griet 5 46
E2 d0I 01 TNE AECEA5Ea N OYael TONIOYE Ol ana
ormInew: atracimerts S the antlitnesis oi mamny.
DEreayed Neople’s EXPEriehce.

= Avne Flnkbelner s findings deronstrate
Uneguivecallys that 1ar iirom! e Eng| g o thell
oead Chllaren, bereaved parents strive o e Ways
o1 sUstalting a life oy bond wWith £aeir chila.




Flaelidlal raeeliing arcer dearcn

PYZiontas oSt deathl|Zie off Sarmple nad ol
meaning in thell chilais deaths. BY GO Ehs posi
oeath D7 iad foling teaning [ thelr child s death
Farents Wino) attenaed) A paretts sUpport group Were
2= Blmes ore lIKely: 50 illd teaning andl repor tea
OWEr SEoYES) o1 entall Gisiess, nigher SCores) ori
arizal satisiaction andl nigher seores: I genera
nealth. (M, et Al Z002)




Flaelldg) caeanlag aifter eecitn

EArIN proviBIon o1t e or oW ol pracEically: ars
EmoEionally. prepare ol the oeatn ol el chlld,
CONBACT WIthI OThel bereaved barets ania ioral
griEt sUpport for Sivlifgs are Wiat PArents: (Gerbiiy,
as nelpilll o thelr medicall team.

(aeCihgue, et al. Z005)




laedrdaratitlo KittEl

= Celebratiig birthdays nosi deaicn - Wiapned! eno
aelivered pirthday presents. to Children s Hospital

= READINY CREP eSOl VOOKSIWITEH Chllo

= Daily :repeciiic thie (feadiiy, ayihg gooanigni)
Wit well analifenila

= [DECOrae 2l Chlldis ool prior to. vene mMar ko
transplant

= RAI5E donations for 8 beneh ih the park




laedrdaratitlo KittEl

= Prayer gatherings at family home or other homes

= Raise donations for cause — illness-specific race
or walk

= Create a local summer camp

= Assermble Tolks to hike up to point to scatter
ashes, and scatter in significant places around
the worlo

= Create parent survival kits while for hospital




Clinleal Carrralizlieation —
geNde Wotee

= Anlal Assistance
ACEIVATY/Rerapy. Frogreart

2

= Lignt Tlouchi Tiaerapy ' 11
(14




EllCollfegermemit

= DE genrie With Yoursel
= WE grow! ana learmWithiour remilies

= Olrvery: core — cell serlictire S cnangead aaving
experiencead heiliving et Bhe chllaren We: Come o
KAOW,




FlO0e

NODENS Phe Thifg WItH TEathers
(Inatz perehes in the soul;
Aol Sige e PUne—Wiraels the Woras,
ANa never siops at All,

Ad SWEETEST: I e dale 15 neard;
Ad Sore st be the Stk
Ihat collla avash #he litele bira
{Inat kepi 5o many. War:

e feara [t in the chillest land,
/M6 O $HE SErangest Sea8;

Y e, never, Inexsrerity,

[ asked alcriimb o 1ie.

—Emily: Dickinson




