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I T Ormatl CS G Ao

Long Tradtion of Leadership and
| nnovati on

e S andar d Represent ati on of
Cancer Patient Dat a — ACS
1920s

efFor malization o
H st opat hol og es

e Manual & Tumor Nonencla ure and
Cod ng ( MONTAQ, 1951

eFor maization o BExtent o
D sease
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Health Carels An | nf or nation
| nt ensi ve Industry

e Contrd o Health Care Costs...

el nproved Quality o Care...

el nproved Health Qutcones...

e Appropriate Wse of Health
Technad ogy...

@ Co mp assl onat e Resour ce
Manage ment...

=... depend upon I nformati on
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Cancer I nfor mationis
No Exception

@ Cancer Patient Dat a I1s a subset
of aPatient Record (dectronc
or o her wse)

e Cancer | nfor mati on Spans t he
Spectrumof Scentific
Underst and ng

oH om Mol ecu eto Socl ey
eGenom csto Sociad Work
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|d and Contli nentsin Sea of I—Iealth

S andar ds
Oncology/ NG per il ogy
Pat| ent
| g ng [Record
D COM

Sea of Heathlnfor nati on § andards —
HL/ 7, SNOMED IICD ...

Ocean of Infor mation Sandards —TCP, XML, Cor ba...






Fremise ancer Imormatli on e

Shares Generd Sructure of EMR
S andar ds

eContent (Vocabu ary)

¢Consistent and Conmparah e \Aays

to
Represent Concepts and Rd aions

e3ructure (Models)
oConsistently and Pred ctaldy
O gani zed

e Messag ng (I nt eroperahility)
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IMormati on beyona Fr acCtliCe  wpwee

Secondary Re-use as Ri mary A
| Nt er est

eData Collected for Qinicd Care
For ms the Basi s for Patl ent
Experience Repositories

e he Importance d aWell
Characterized, H gh Quality
Pati ent Experience Repository
May Exceed the Vdue d the
Pri mary | nfor mati on Many H d



AJgregat € bat a USEeS

Core of | nprovement and
Excdlence

Patient Data Repository
oD sease Naturd H story
elreatment Response

e Out cones Research
eBest Practice Modding

eHfiaent and HBfective Care
Del 1 very

3
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Prospective Qinicd Trids vs
Patient Data Repository

eXill Requre Consistent and
Co mpar abl e | nfor mati on

e Most Reliabl eif Captured inand
fa the Process of Care

oRequires Ter mmnology Serv ces
Integrated int o Recor u-Syst em

eHfiaenc es from Non Bouti que
Approach
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Ter mnd ogy as G ucid
Requi re ment

Wt hout Ter mnd ogy S andar ds...
eHeath Datails noncomparabl e

eHeath Systens cannot
|t erchange Data

e Secondary kes ( Resear ch,
Hfiaency) are not poss de

e Li nkage t o Deci sion Support
Resources na Possibl e
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Continuum from
No mencl ature to d assifi cati on

ePatient DataisH ghly Detall ed

eModifiers. Anatomy, 3 age,
Severity, Extent
eQualifiers: Probability, Temporad
S at us
@ Aggregat e Uses Require
Cat egori zat 1 on

o anulaityof Qassifies
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Famlia Pants A ong Conti nuum
Modern Heath Vocabul aries

eNo menclature — Hghly Detal ed
Descri pti ons (SNOMED)

e d assification — O gan zed
Aggregati on of Descrigionsino
a Rubri c (I CDs)

e G oupi ngs — Hgh Levd
Cat egori es of Rubri cs ( DRGs)

Nomenclaure {d assificatl @Gioups
.

Det al ed QG oupec
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L sease oSeverity L Co- IVOr ol At e

What Cancer can teach Hosptal
AN

eShould be Drectly Measurahl e
or Categorized

¢Cancer S age
oSystdic Bection Haction i n CHF

eNot a Function of Co-mor bidty

+|f you have this ather dsease, the
first one nmust be redlybad ...
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HCFA Mortdity Model
Medi care Hospitd | nfor mati on

eFor merly Used to Bench mar k
Hospitas

el nvokes Co- norbi dty Hom
Ad mn. Data

e Approx mated on Mayo Cancer
Cohorts

eCo mputed +/- Extent d D sease
® [ st ort-ed -SurMmM va--P: e dl-Gtl-Q N s




Cohort Mayo Cancer Patients

@3, 000 Cancer Reg stry Patients

® [hree year peri od
eFolowed for Survuva 180 days

@ Dat a resour ces
eCancer Regstry Detal (hi gh
resd uti on dat a)

oMedi care Dscharge Summary
( U@D@H% )002, Mayo Foundati on, Al Rghts Reserved, May not be Dstri buted wthout Per mssion
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N HCFA Colon
B HCFA Lung

B Adj. Colon
Ad. Lung

Cancer Survval a 180 Days. Ratio

Obs. / Pred.

HCFA Mortaity Model

\\\\\\\\

|
) — D O
S

Stage 1 SEVW Stage 3 Stage 4

Overdl
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G and Unfied Model d
Ter m nd ogy?

eSnmooth Transition from
No mencl at ure to d assifi cati on

eExpicit Data Represent ation
and Sructure

e[ stingu sh Entry Ter ns and
Pr e-coor d nat ed Conven ence
Phr ases

e Accommo.dat e Rul.es . .and.l.ogd.c




ler MmiNa ogy SyStLE MS
Rel ationsh ps
Eng neeri ng Map

3

Entry Ter m noogy

Ref erence Ter m nd

Aggr egat e
and
dmnstra
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Fremise ancer Imormatli on e

Shares Generd Sructure of EMR
S andar ds

e Content (VVocabu ary)

¢Consistent and Conmparah e \Aays

to
Represent Concepts and RH ations

e3ructure (Models)
eConsistently and Pred ctaldy
O gani zed

e Messag ng (I nteroperahbility)
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content vs. 3ructure o cumc

Contest or Synergy? Co mput er
Equ va ent ?

eFamly Hstory of Breast Cancer
eFamly Hstory of Heart D sease
eFamly Hstory o 3roke

VS,

Famly Hstory

Breast Cancer

Heart [ sease

Sroke
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HEALTH LEVEL 7
REFERENCE INFORMATION MODEL
RIM_0088

released January, 1999
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Rel evance for Cancer
| nf ormati on?

e3 nple Data Mbdel Exanples

¢ACS or SEER Tumor Reg stries -
Dat abase

oedincd Potocd Data — Abstracts
and Hd ds

e Cancer Data Typ cdly Emerges
fromdinca Envronment

o Tr ansfor rm ng EI\/IR Datato Cancer
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| nplication for Cancer | nfor mati on
Sructure and Model

e Ir ansfor nati ons and
abstracti ons are Wast ef U

e Goa of Harvesting Gin ca Dat a
for Dec s on Support, R aoocd,
and Research

e Co mpar abl e Ter mnad ogy
Necessary but not Siufia ent

edinca and Cancer Inf ormati on
Mo del .. fst..Re-Shared e o m msson



VWhere Does One Sat o
On the I nventi on of Wheels

eBuil d a Cancer Specific Data
Model and Vari abl e Set

eBuil d an Cd on Cancer
Specific...

eBuil d a Dukes B2 Cdon Cancer
Specific...

eBuil d a Dukes B2, Hepatic
Hexure o the ..

L OY | ewyar acr@a =y e ero o)At ey thou per nission



FAOW 10 Leverage Vinal 1S g
A Least Among Cinca
S andar ds

eRecogn ze a HUGE Consd i dati on
Inthe Data Sandards’ Wrld

oHL /7, SNOMED, 13S0 TC215

@ Assume Your Needs are Not Met
eParticl pate i n Sandards Process
(show up)

oENnsure Needs and Requirements
are Accommodat ed

L I nGroO@.aSE NaLj:oKan,iAlhggsded, dnot be Dstributed wthout Per nission
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Whi t her Cancer Req stri es?
Parad gm Shift: 1(d 2)

ePersist as O ucia Aggregati on
“Mews” o Cancer Data

eEvd ve from Operati ons
Oientaionto Padlitica
Consadi dation and Dat a
Cal |l ecti on

¢ Persuade Constituenciesto
Harvest and Transport Cancer

fa’ s 1 p\Oorwri’g(rt_'_ZOOZi pyo Fr:l;d?i:i OH,CU Agp[a Resrs‘dhlmy nA be Dstri buted wthout Per mssi on



FUuture Loncerns: 1ne New g o

Medi c ne
O gan zationaly Hay WA I o De

® Genom ¢cs and B a nfor mati cs

edincd Corrd aion
oD sease Naturd Hstory by SNP
o lreatment Sel ection and Qutcone

eRepositories o Patl ent
Experience

oDrive Delivery o Hfiaent and
Hfective Care

> hpyiglh #2002, Myo Foinraicon AllR jts ~ese'v.d My ot e strion 2c winor: |er mss on
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S aus and Future of
Cancer | nfor mati on & andar ds

e Rel ationships wth Exsting
Cancer | for mati on & andar ds
and Conventl ons
eCancer Regstries, SEER; CDC
eUdincd Trias CIEP, PDQ NAd

CDE s

ePotentid for Srong Synergies
Wth Cancer and Genomcs
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vinat can Cancer Lommuni ty o

Uni qud y
Contri but e?
eDearth of Content (Na m ng)

S andards 1n Geno mics or
Proteomcs

e\\&e Aready Confront
| d osyncr atic Nam ng
Conventions, Gincd GConfus on

o GenBank | dentifiers as Least
Common Denom
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NexXt & anad I mor mati Cs Chall engeti
Li nkage Ba nfor natics to Medi cd
| formati cs

el everage Techniques Forged for
Consensus Jinicd Informati cs
S andar ds

e Apply Theseto O eate
Consistent and Co mpar abl e
Genom ¢ Descri i ons

eAssure that S andards
Co.mmuni ties Broaden Scope to
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vinat woul a IVDUl Vel € U NKage Ol

onfor maticswth din cal
| nf ormati cs?

e Underst and ng D sease Natura
H story

o Function of Genom ¢ Dfferenti a

eFurt her Huc dati on of Hi ol ogy
and H sk

elformed Assess nent d
Treaament Hfects
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d Pand Recomme ndation

eFormulaetherade
of the Nati onal
Cancer Instituein
t he nati onal
standar ds

ved, May not be Dstributed wthout Per mission
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ity Panel Recomme ndation
TL la

]} Iﬁ‘xﬂl

e eate a stand ng revew pand
for NA | nfor mati on standar ds.

¢ Coor dinate & andar ds Input

oPeer Revi ew of Reco mmendati ons
¢ 3 akehd der consensus
elLiasewth Federd Agenc es
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Pand Recomme ndation

eEnsurethat NCI gfortsto
deve op or promot e oncol ogy-
specificirfor mati on standar ds
are tightly coordinated wth t he
br oader hedth informati on
st andar ds communi ty.

LONGg Range H annl Ng e



itg Pane Recomme ndation

TL 1c

elnc udeinthe approach
dynam c processes for cont ent
manage nent and configurati on
contrd for the entire lifecyc e o
st andar ds.

]} Iﬁ‘xﬂl
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Patient Data Repository
Opst acl e
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Cancer | nfor mati on
Security Sandards

@3 ne qua non Gin ca Research
eBasis faor Public Confidence
eObligationto Soc ety

eEnergent Techni cd & andar ds

eAdopted for Hedth Care
Applicati ons
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Concl usli on

edincd Infor nation Sandards are
Mat uring and Have Beconme Usef u

® Cancer P actice and Research wl|
Benefit from Co mpar abl e and
Consi stent Dat a

e Spectrum of Wseful / Required
S andar ds Ranges from Genom cs
to Socd Work

® Cancer «GCodrmmu. Rkt V--Shoul-d-not ~ke




Christopher G Chute MD, DrPH
Professor and Char, Med cd

| if ormati cs
Mayo dinc

Rocheﬁter MN 55905
Ph: 507 284 5541

Fx: 507 284 0360
Em chute@Mayo. edu
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