ENCaINmpPIICENOISIO);
Fam]_y rligtory lgiarageition
Ip) Peacleiifle Prigery Cefe

FalnierEnedmanrRess; Vi PhiD,
ASSOCIALE PIOIESSO)S DEPL O PEQIaicS

ASSeciaie Diector Viacltean Ceneior @linical
ViEQICAINEICSHURIVENSIW/ OIS0 O

O RESS; 2006



To tplelersizipiel ine ainles, e
flaeel o trlefersizincl ine cjoells

SN eNdERUAamniesiwvitralVienceliancondiuep (=47 6l

igleh oJoe)t]fetijeln))

SN dERUAamIlIESWItIrCompPIEX dISEaSESAWRICHINIEVEra
JEnelc CompPenent:

9O RESEANCh agentz: o dERUR/A e GENESIESPoRSIeIEeio
IMpleVe proghnesicateRNVItAIRNRESE amIlES:

o ians|alenalfagenc e leNpreVId erig TSk pAaIERIS Wil
SPECIic eatments; SUVEnlanece; erlliestyle Changes tnatimay,
GECrease Mo e mortality:

9 Clincallagenda: ierecemnmene eary suivenance or
prephylaxisieriiestylenmodiiicalionS oM eSEVVIe ae al
INCreased isks

@©IRESS; 2006




HiSSHEEURICHESINEWAEERNINASISTEIR/ARINZ0VE

o VieverdiectyernerClinicallAgenda
@ avenve really achievedineresearchraned iransianenezl
geaIS?7
9 SIXVIaINDISEESES
@ Heart IDISEaSE
® Sifoke
® DIaEIES
9 Colon Cancer
@ Blreast Cancer
®) @Valian CaRce;

9 \GrglUestionsien daizrSHECI G CollECINEACTal/EUnIc
gaiel

SINB gUESHIONS ANEUFKNOWRINCANIERSTAIUS(CESPIIE
eRPeHURIEsHifemINEWOIMISCIEENING)

@) Rejsis) 20)0)6)



PEGizuge ey ISTeRARINENYE

9 GlVeRWwWhaiwe knew anelitgenelics iordatie; does i
Make SeRse e ecusionamiy hISteR/RicrHaen
Wit GUIFPEdIabIC REERIS

SNV IchnwvilNENmere el evVaniieNmy pPlecCiicEe?
KIRIGWIRG 2 S alRis iadNeast CanCEr Gl a2
coUSIISWhRGHIVENRFtNEsamE RUdIng hadNEead
PEISERING?

SNV RIcIWillNeeNmere el eVaRi oy pIraCicEe?
KIRIGWIRG 2 Selauvestiiad colon Cancern el
SOSVersus knewing thatmemrnever completed nign
SEheE!; callSTherchllarenshad and USes 2 SWilCHhE?

@) Rejsis) 20)0)6)



16 URdEerstand the ethes, Werneead

to understand the trade-offs.

SNV et aliectSHIedIiaticIACHCENOU A2 GENENCIVEISIS
NGREGERENC (SeEIoculiual)aumily ISien

O NON-GENENIEC

8 Eamily nISteR/ G VIGIENCE; PeVErY, Oillllieracy:

9 Eamilyexposurerieviclence, licireaiuse; clgareties; and alcenel:
9 S1hlINgS G REIgHErS WithNEad pPeISeRING:

@ RjlnEes

® OhEsIty,

oVIXER GENENC/ NON-GENENC PICHURE
9 SCHOI pProkiems
o HEearng prokliens
®ASinmaandraliergies

O GENENC

@ \Viendelianrconaditionss ©F; sickie cell disease; MESAID
9 SOME PEMIALIC CANCENS

@) Rejsis) 20)0)6)



Wieleli ziffgcis gecllzifle greaeilce

LOIMGIION
@ASWelleam more aneulgenetics; family RISIeHES

meNAplay 2 mere mpeianielENnPECIEIIC
dfzigileerinrzln) i/ elo) ployy:

9 BUEfsSE WewWilFaISerneEa o KNG HIE tRIS
INiermateaMWilNRlilERncE eI HpromeunG
BENAVIOLS:

9 Clhiange physicianivenavior(erg: suvellance;
eaument; erliiestylerecommencaiens):

9 Chiange pabenieamiyeenavier(ergr; iestye ol

HE2ININPIEMGHERIACHMIIES)
@©IRESS; 2006



The Science influences the
EICSHINGERENCHIESHING

9P PEVERVEISEIVICES O ieatmenisiavaila

0|

IaEliner e PErSeRIAST RIGRNISKEWRERZSYMPLeMENE

meN et UREICaINEar, 26 Gl e PeRUIELGR

Jevenigh

ISk gERBLY/PES TeRtype L dialetes (D) O2Y6 GitESE

childrenpvilifneicevelopiLliD:

o FpreventenreircleNs availaniesaline e adetenine

[ISkestiatlsIS UREICaINE gk relinehlastemEz):
9 ifincreased suvelllance o eaiiy treamenis

PESSINIE;

GelermminnegskesiatsSHnEy e may e EN I ERElicEl

(era), sickercellfdiSease Vs neleRIasionia)

9 [fmediicationsiiiestylerarerpessieie; detenninineg sk
Statusimay e nay ne e heRelicialiNe:or VMIESAIDNS]

HEW)

@) Rejsis) 20)0)6)



AcCCUECY CINRIGIMELGN
PHVACY aNENCOnIIcERUEIILY
DUL/ALOFSHANEN RIGHNELON

@ RESS), 2006



Accelraiey of Farnlhy slisiopy-l

9 Dalc ShewW thaiamiy ISieRAIsHnere
acclrate o cancCer thaniomentaltnealtn
ISSUES;

9 Daia S iiat EVERNGI CANCENR el IStonR
15 0l §0=90%) cleeL]fziie

9OV deWe g erakel VERVING e acCUIRACY 6
RN RISIOR/Z
O HIPAATUIES:
@ ime-constiraints

@) Rejsis) 20)0)6)



Acclraiey of Feinlly mlisieny-2

9 CoRsideriamily Isien/ el Sifoke:

SN eUMEEdorkneWRBEReRIVAVAIChHE aiVesiiae
Siekes,; BunWhlchelatvesthavehigihbieed
pressure.

o\ le sentinelfevenis ane Giien shared (e:aF,
SIHEKES), tNENaCi a2 ceUSINS GRIianTACE:
IRBIeIEMAN eI e CORSICErEaNPoIaINL
AmIyARIeHNANGN:

@) Rejsis) 20)0)6)



Priveiey ciplel Coplilelapiilelfny

9 [SiiEre 2 enIgalenite share ol eall
INieEmaleRAWItINeURElaivES?

9 IHE complexiies nkiendedsamilies:

9 H VW e explaiRVhaaRRICIMANCRMIECHS IO SHiaEd
(erar, cConaitiensSWitira GENENC COMPRRERLIVEISUS
CORCINGRS ha e e IECHENENIE STIaEd N (E:ar,
INECHUSIdISEaSES RIESSH/eUNIaVE EXPOSEENE
elanverertnenmie:ar hBs: syphinisy)

SNVIIFRISTRCIEaseslamerand shiamezsStigimerane
dISCHMINaUGRY

@) Rejsis) 20)0)6)



DUWAGESITAIEN RNCIEGIR

9 [Dalar shew thaiamilyimemeersishaemeadical
niermatieRIN@INaSEd Gnrgenelicieshlrenremeienal
ES) (E:20:; SemMEWOMERISHErE Beash CaARCEN
INierMaeRMWIINREIIEER= W aRE e IWINIFSISIENS
GEPEnEing en seeialNel aleRsHIp:

9 SemeE Tamilies arerepen aneuiiamiyAllnESses; BIIENS
alie e paicCUlaHyAWRER e ale: CONCEIS alsPUi B,
IWINSE USET:

10 pretect iamilyAmeEmPErS ifemInSUanCENISKS:

SN preveniiamilyameEmBErS emIUSIRE thENRieHauRN o),
EpreducVve pUiPeSES;

@ BEcaliSe eifanraliemaiveVienw en geneics (g Chinese
Australizanviewthe palernalifinecles ane CelSINS aSeeIErS

pUMalEMaININCIESIas NORECIOSENElatVveSs:):
©RESS; 2006



To Lnelarsieipicl tae eirlles, We reac
o corslcer tae gracilcalli]es

S imercenstirainisien deinara proRE AN ISIOR:
9 Chianging amiy sttcities

9 GlIVeRthaLsYs eilliis are e teERaC ENMBIIENS;
many eithieiealiin CoReiloRS May Nk appPEaRIRIE
PEENISIeR glanepPaEniSHoREalSHeIdECAUES!

o Need e evisitiamily ISt/ oVertime: DEES iniake SENSE
1erSiANRANRNENIEWL BN PENGEZ
@ |ncreasing role el chlldrenieeng reanea vy nemn:
PIeIGEICaINREERIS (Ea) 2dopion e e tiSe eirdonaied

gametes; paticulady eg@siier eldeiWemeEn:
@©IRESS; 2006



®INEEE
O NEer
ONEEE

ONEEE

Wel=Carile Vs )i szl

GrEVview pregnancy,aneraneideliveny
eEeVIieEWnewnomicare

e ceninmNBES datiaiseeeranc eaning)
e preVideraniicipaieR/Aguidance

(IRClbdinarsaiely; developmentaiNSSUES)

®INEEE
ONEEE

ONEEE

@) Rejsis) 20)0)6)

G ansSWerparentsEgUESHeRS
eNEeVIeW elficereplicIes andprocedlles
1@ eRaIRFSI GENEraleREINaRIINISION



Well Criile] Visii 22

O N EEed 10 dISCUSS HSKS andMENENiis of
IMMURIZauens

o Neecd e diIScUSS Chlldicare: espes i parenihas
PEERIGRIMELEMIeave

9INeeaiiepeVideranticipalen/ guicance
(Includinersaiely, developmeniaiNssues,; Wiiat
ISt Al EMERGENCY, WHERNGIRUGUHUCE 0eUS)

o Necd ieranswerparentsE gueEsHiens
®INeecdiiereniaintsSieeneanenalsamiy nsien

@) Rejsis) 20)0)6)



EEESTRINNZANNZEIeRANCECICIEE

VICTOHIA| ALBERT

. AHTHUE, LEOPDLI) PRINCESS| FRINCE
DAUKE DAKF HEMNHAY
OF o OF OF
CONMALIGHT ALBAMTY BATTERBERD

2K Lo

OF

ATHLOKE ALFOMNSOL  QULEN LORD LORD M4 R HESE
Xitr EMA LEOPOLD MAURICE OF
SPA N MOLINT -

I e i

LADY VISUTHINT  MAUKICE 1:“-"”- MRINCE  'EINCESS PRINCESS  FRINCE FRI=CE

MaY  THEMATOM JAIMME  BLATEICL ™AEIA VAN  COMEZALO
AL SAITH .M-TIJIJA.




recislollinyg A Maraviadarm =elnnlly

u ® 1 = O

U=z Firzl

O

Li=a

3rand 3rand FPizrre Hishard
Fapa hdaman I. ~ahabitation I
+4 4 & g Lzx'= Flrilihﬂm:
1 F
L. 1921 ':'
D O @ Foes ler
: Cld
bl 3z Micole .
Andre

Daniel' adaptive parents

Andre's first marriage Ande'ssecond mariage (m. 1923

1978

1972 1973 e _ 1374 1976 1978 2002 1979 1920 1925
I B ©® @ B0 o .
Lue  Jean anne  Bencit Raphaél Estelle Jeas-Claude M ik Wizt GiiHerd

Dianiel |

NPV ENGRICICOM/CENBO

Elnize

@ RESS), 2006




EeasiiARNEamINESOIIEERNVIGIIIS

® AlNeUghRNmMaRY dISEASES B adllEeRSENMEN RBRYET
e PreseRRraiamiyavaen tHENneIHERIS 2
Eenager collecunagamiy healtNRieHNaeRNTIEN,
PEral Calaly STt eaiir a2 puiPHeIFGENERUBNS
(lseyenRdrSigENEaleRS)Fard may el prHamiies

iealizesieowimpoianiiiNsiiercommunicaienealin
IIGHIaeN:

9 | ISHMpPeHaNF e ERcColECe SIneIeNEeCRaEENIPS
ieHEeamimere 2o Ui tie 2Ny ISIOR/ G UITENIANS

IAHER palticiady SinceNmany Wil e Siay/ ieeEeie)

OVertime;
@) Rejsis) 20)0)6)



EeasisiiARNEamiNESAIIN@ld ERVIEIIS

® [DISclesuerertne chlld el the geneic rele e thiid-paiiies te

ensureritnattnerchlld knews nistgeneu e iamily, history/'é IS
sEeIalNamIyARISIeNR:
. ihistwillreguirerar Change e CUirent praciCe Gl SECIE Gy thal Biien
SUfeUNES thE USEIoidonaled GaMEIES and Cleseu  adepioRs:
@ |creasing USe 0 deReIFEgaSs:
9 e IMperance eicolleCingideneranc ceRpE SHamiy healthcdaizratne
umereideRaueRrane ieNIaVera sySiemerpeVIGENoR Updang tENRIo:
& |niermauenRiabeuirelinguIshine pareEnts:

9 e Imperiance eifcollecingidaieraloii moineraneatierand tielr
iamilies,; anc e avera sysiemin placeiorpioviderier Updaing the
Iifofpnretiio)s):

9 Reverseniormaton

9 [iFchildren oifdeneIrEgas o adepuverchildren develepraraeERetic ezl
CENAIGENR; NEECH LONRIGRTNIE PAIERIS aS IS MEy e EleVaRl e el
eierchildren:

@) Rejsis) 20)0)6)



NeWSEamyASISteRA RIahve

9 ShiouidNieraeseaiChpHeH AR PECIaNICS?

@ ESpecialiyimpeiaREwWitirtneNmneVeEMmeRiticrdevelop
BEGIENHICIIBRANKS:

SNV ReRpWIlNeENeaay e s aie e e Seanch
INLerCINICEINPACHCE?

o\ eRNithas achieved arcerlaintdegreereiiclinical
Validiyanerclipicaiuiibyz

9 ShiouidNheraprHeHyARCliRICaINPERIatICS

9 Curreniy; mestiamiy histeR/Wil e chiange e
dallyApraciicereifpediaiicians nerprovideNmpreyved
Healiigrcareiorchildren:

@) Rejsis) 20)0)6)



HOWAGRAGCIHIEVESSUGCEESSAVIRIgIENIN EVVAESIRIIN

_ HISTEIRAIRIHENYE
9 EdUcalen oirtne Puklic

9| [Fiie puklicC pECEIVES grealeiheRelittiianiiskanievealing
iy medicalNpionmauen; ey AWiliNs e mereNnCINEC o 6 0rSe
Withrthens physicians ancdwWithrthensrelatves;

®Need educatenalcampalgniordecrease stigniaiane
QISCHMINELGN
9 EdUCaleRIGiiPRYSICIAaNS

9 PhySICians REEH 1eNEe conVinCEa el taking aiamily ISteR/AIs
as Uselllf e more useiul than ether prediciorns e healin:

9 NPECIAWHES; PRYSICIENS RECENENIE CORVINCE Ak iakng e
MmNy RISteR/AISHmoere: USeiti than e SpENT ORI antiCIpaeNY/
guidance:

9 SVSIEMSHSSUES

® Need e ensure thak thenniermancniwil bersiered coniidentizliy:
@©IRESS; 2006



	Ethical Implications of Family History Information in Pediatric Primary Care
	To understand the ethics, we need to understand the goals.
	HHS Launches New Family History Initiative
	Pediatric Family History Initiative
	To understand the ethics, we need to understand the trade-offs.
	What affects pediatric practice tomorrow?
	The Science influences the Ethics in Genetic Testing
	To understand the ethics, we need to understand the challenges raised by creating a family history genogram
	Accuracy of Family History-1
	Accuracy of Family History-2
	Privacy and Confidentiality
	Duty to Share Information?
	To understand the ethics, we need to consider the practicalities
	Well-Child Visit #1
	Well Child Visit #2
	Feasibility:  A Traditional Pedigree
	Feasibility:  A More Modern Family
	Feasibility in Families of Teen Moms
	Feasibility in Families with Older Moms
	New Family History Initiative
	How to Achieve Success with the New Family History Initiative

