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InformaticsInformatics
Long Tradition of Leadership and Long Tradition of Leadership and 
InnovationInnovation

Standard Representation of Standard Representation of 
Cancer Patient Data Cancer Patient Data –– ACS ACS 
1920s1920s

Formalization of Formalization of 
HistopathologiesHistopathologies
Manual of Tumor Nomenclature and Manual of Tumor Nomenclature and 
Coding (MONTAC), 1951Coding (MONTAC), 1951

Formalization of Extent of Formalization of Extent of 
DiseaseDisease
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Health Care Health Care IsIs An Information An Information 
Intensive IndustryIntensive Industry

Control of Health Care Costs ...Control of Health Care Costs ...
Improved Quality of Care ...Improved Quality of Care ...
Improved Health Outcomes ...Improved Health Outcomes ...
Appropriate Use of Health Appropriate Use of Health 
Technology...Technology...
Co mpassionate Resource Co mpassionate Resource 
Management...Management...
...... depend upon informationdepend upon information

Ultimately Patient DataUltimately Patient Data
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Cancer Information is Cancer Information is 
NoNo ExceptionException

Cancer Patient Data is a subset Cancer Patient Data is a subset 
of a Patient Record (electronic of a Patient Record (electronic 
or otherwise)or otherwise)

Cancer Information Spans the Cancer Information Spans the 
Spectrum of Scientific Spectrum of Scientific 
UnderstandingUnderstanding

From Molecule to SocietyFrom Molecule to Society

Genomics to Social WorkGenomics to Social Work
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Cancer Patient Data:Cancer Patient Data:
Island Continents in Sea of Health Island Continents in Sea of Health 
Standards Standards 

Ocean of Information Standards Ocean of Information Standards –– TCP, XML, Corba…TCP, XML, Corba…

Sea of Health Information Standards Sea of Health Information Standards ––
HL/7, SNO MED, ICD,…HL/7, SNO MED, ICD,…

Oncology/NCI Oncology/NCI 

ImagingImaging
DICOM DICOM 

Pathology Pathology 

PatientPatient
Record Record 
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Influences on Cancer World Influences on Cancer World 
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Premise: Cancer Information Premise: Cancer Information 
Shares General Structure of EMR Shares General Structure of EMR 
StandardsStandards

Content (Vocabulary)Content (Vocabulary)

Consistent and Comparable Ways Consistent and Comparable Ways 
to to 
Represent Concepts and RelationsRepresent Concepts and Relations

Structure (Models)Structure (Models)

Consistently and Predictably Consistently and Predictably 
OrganizedOrganized

Messaging (Interoperability) Messaging (Interoperability) 
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Information Beyond PracticeInformation Beyond Practice
Secondary ReSecondary Re--use as Primary A use as Primary A 
Interest Interest 

Data Collected for Clinical Care Data Collected for Clinical Care 
Forms the Basis for Patient Forms the Basis for Patient 
Experience RepositoriesExperience Repositories

The Importance of a Well The Importance of a Well 
Characterized, High Quality Characterized, High Quality 
Patient Experience Repository Patient Experience Repository 
May Exceed the Value of the May Exceed the Value of the 
Primary Information Many Fold Primary Information Many Fold 
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Aggregate Data UsesAggregate Data Uses
Core of Improvement and Core of Improvement and 
ExcellenceExcellence

Patient Data Repository Patient Data Repository 

Disease Natural HistoryDisease Natural History

Treatment ResponseTreatment Response

Outcomes ResearchOutcomes Research

Best Practice ModelingBest Practice Modeling

Efficient and Effective Care Efficient and Effective Care 
DeliveryDelivery
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Prospective Clinical Trials Prospective Clinical Trials vsvs
Patient Data RepositoryPatient Data Repository

Still Require Consistent and Still Require Consistent and 
Co m parable Information Co m parable Information 

Most Reliable if Captured Most Reliable if Captured in and in and 
forforthe Process of Carethe Process of Care

Requires Terminology Services Requires Terminology Services 
Integrated into Record SystemIntegrated into Record System

Efficiencies from Efficiencies from NonNon Boutique Boutique 
ApproachApproach
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Terminology as Crucial Terminology as Crucial 
RequirementRequirement

WithoutWithout Terminology Standards...Terminology Standards...

Health Data is Health Data is nonnon--comparablecomparable

Health Systems Health Systems cannotcannot
Interchange Data Interchange Data 

Secondary Uses (Research, Secondary Uses (Research, 
Efficiency) are Efficiency) are notnot possiblepossible

Linkage to Decision Support Linkage to Decision Support 
Resources Resources notnotPossiblePossible
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Continuum from Continuum from 
No m enclature to ClassificationNo m enclature to Classification

Patient Data is Highly DetailedPatient Data is Highly Detailed

Modifiers: Anatomy, Stage, Modifiers: Anatomy, Stage, 
Severity, ExtentSeverity, Extent

Qualifiers: Probability, Temporal Qualifiers: Probability, Temporal 
StatusStatus

Aggregate Uses Require Aggregate Uses Require 
CategorizationCategorization

Granularity of ClassifiersGranularity of Classifiers

d d fF d G d St t f
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Familiar Points Along Continuum Familiar Points Along Continuum 
Modern Health VocabulariesModern Health Vocabularies

No m enclature No m enclature –– Highly Detailed Highly Detailed 
Descriptions (SNO MED)Descriptions (SNO MED)
Classification Classification –– Organized Organized 
Aggregation of Descriptions into Aggregation of Descriptions into 
a Rubric (a Rubric (ICDsICDs))
Groupings Groupings –– High Level High Level 
Categories of Rubrics (Categories of Rubrics (DRGsDRGs))

DetailedDetailed GroupedGrouped

No menclatureNo menclature ClassificationClassificationGroupsGroups
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Disease Severity Disease Severity ∴∴ CoCo--MorbidityMorbidity
What Cancer can teach Hospital What Cancer can teach Hospital 
IS/IT IS/IT 

Should be Directly Measurable Should be Directly Measurable 
or Categorizedor Categorized

Cancer Stage Cancer Stage 

Systolic Ejection Fraction in CHFSystolic Ejection Fraction in CHF

NotNot a Function of Coa Function of Co--morbiditymorbidity

If you have this other disease, the If you have this other disease, the 
first one must be really bad…. first one must be really bad…. 
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HCFA Mortality ModelHCFA Mortality Model
Medicare Hospital InformationMedicare Hospital Information

Formerly Used to Benchmark Formerly Used to Benchmark 
HospitalsHospitals

Invokes CoInvokes Co--morbidity From morbidity From 
Ad min. DataAd min. Data

Approximated on Mayo Cancer Approximated on Mayo Cancer 
CohortsCohorts

Co m puted +/Co m puted +/--Extent of DiseaseExtent of Disease

DistortedDistorted Survival PredictionSurvival Prediction
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Cohort Mayo Cancer PatientsCohort Mayo Cancer Patients

3,000 Cancer Registry Patients3,000 Cancer Registry Patients

Three year periodThree year period

Followed for Survival 180 daysFollowed for Survival 180 days

Data resourcesData resources

Cancer Registry Detail (high Cancer Registry Detail (high 
resolution data)resolution data)

Medicare Discharge Sum mary Medicare Discharge Sum mary 
(UB82)(UB82)
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HCFA Mortality ModelHCFA Mortality Model
Cancer Survival at 180 Days: RatioCancer Survival at 180 Days: Ratio

ObsObs././PredPred..
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Grand Unified Model of Grand Unified Model of 
Terminology? Terminology? 

S mooth Transition from S mooth Transition from 
No m enclature to ClassificationNo m enclature to Classification

Explicit Data Representation Explicit Data Representation 
and Structureand Structure

Distinguish Entry Terms and Distinguish Entry Terms and 
PrePre--coordinated Convenience coordinated Convenience 
PhrasesPhrases

Accom modate Rules and LogicAccom modate Rules and Logic
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Terminology Systems Terminology Systems 
RelationshipsRelationships
Engineering Map Engineering Map 

Entry TerminologyEntry Terminology

Reference TerminologyReference Terminology

Aggregate Aggregate 
and and 
AdministraAdministra
tivetive
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Premise: Cancer Information Premise: Cancer Information 
Shares General Structure of EMR Shares General Structure of EMR 
StandardsStandards

Content (Vocabulary)Content (Vocabulary)

Consistent and Comparable Ways Consistent and Comparable Ways 
to to 
Represent Concepts and RelationsRepresent Concepts and Relations

Structure (Models)Structure (Models)

Consistently and Predictably Consistently and Predictably 
OrganizedOrganized

Messaging (Interoperability) Messaging (Interoperability) 
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Content vs. StructureContent vs. Structure
Contest or Synergy?  Co m puter Contest or Synergy?  Co m puter 
Equivalent?Equivalent?

Family History of Breast CancerFamily History of Breast Cancer

Family History of Heart DiseaseFamily History of Heart Disease

Family History of Stroke Family History of Stroke 

vs.vs.

Breast CancerBreast Cancer
Heart DiseaseHeart Disease
StrokeStroke

Family HistoryFamily History
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Data Model StandardsData Model Standards
The HL7 Reference Information The HL7 Reference Information 
ModelModel

Allergy
allergen_id
allergy_cd
allergy_reaction_cd
allergy_reaction_description_txt
allergy_severity_cd
allergy_type_cd
assessm ent_dttm
em ploym ent_related_ind

Health_issue
diagnosis_cd
onset_dttm
billing_priority_am t
severity_cd
classification_cd
confirm ation_status_cd
persistence_cd
probability_am t
probability_txt
prognosis_desc
prognosis_awareness_desc
cd

M edicare_coverage
effective_dt
eligibility_cd
id
lifetim e_res_delay_day_qty
lifetim e_reserve_day_qty
m edicare_coverage_type_cd
program _type_cd
renal_cd
term ination_dt

M edicaid_coverage
aid_category_cd

Cham pus_coverage
handicapped_program _cd
non_avail_cert_on_file_ind
retirem ent_dt
station_id

M aster_categorical_observation
abnorm al_result_cd
allowed_value_type_cd
critical_result_cd
norm al_result_cd
preferred_coding_system _cd
valid_answer_cd

M aster_calculated_observation
derivation_rule_desc

Referral
authorized_visits_qty
desc
reason_txt

Dietary_intent_or_order
diet_type_cd
dietary_instruction_desc
dietary_tray_type_cd
service_period_cd
service_type_cd

O bservation_intent_or_order
patient_hazard_cd
reason_for_study_cd
relevant_clinical_inform ation_txt
reporting_priority_cd
specim en_action_cd

Treatm ent_service_event
prescription_id
refills_rem aining_qty
notes_txt
PTrout
PTcom p
indication_cd
expiration_dttm
substance_lot_num ber_txt
substance_m anufacturer_cd

Treatm ent_service_adm inistration
adm inistered_rate_txt
com pletion_status_cd
substance_refusal_reason_cd
substitution_cd
system _entry_dttm

Treatm ent_service_dispense
dispense_package_m ethod_cd
dispense_package_size_am t
needs_hum an_review_ind
rejection_reason_txt
substitution_cd
suppliers_special_dispensing_instruction_cd
total_daily_dose_am t

Treatm ent_service_give
adm inistration_desc
give_per_tim e_unit_cd
give_quantitytim ing_qt
give_rate_am t
m ax_give_am t
m in_give_am t
needs_hum an_review_ind
substitution_status_cd
supplier_special_adm inistration_instruction_cd

G oal
action_cd
action_dttm
classification_cd
current_review_status_cd
current_review_status_dttm
episode_of_care_id
established_dttm
evaluation_cd
evaluation_com m ent_txt
expected_achievem ent_dttm
goal_list_priority_am t
life_cycle_dttm
life_cycle_status_cd
m anagem ent_discipline_cd
next_review_dttm
previous_review_dttm
review_interval_cd
target_txt
target_type_cd
goal_cd

Clinical_observation
abnorm al_result_ind
last_observed_norm al_values_dttm
nature_of_abnorm al_testing_cd
clinically_relevant_begin_dttm
clinically_relevant_end_dttm
observation_m ethod_cd
observation_status_cd
observation_status_dttm
observation_sub_id
observation_value_txt
probability_am t
references_range_txt
universal_service_identifier_suffix_txt
user_defined_access_check_txt
value_type_cd
value_units_cd

Consent Care_event Assessm ent

M aster_specim en_requirem ent
additive_cd
container_desc
container_preparation_desc
container_volum e_am t
derived_specim en_cd
m inim um _collection_volum e_am t
norm al_collection_volum e_am t
special_handling_desc
specim en_priorities_cd
specim en_retention_tim e_am t
specim en_type_cd

M aster_observation_service
instrum ent_id
perm itted_data_type_cd
processing_tim e_qty
specim en_required_ind
typical_turnaround_tim e_qty

1

0..*

has 1

is_specified_for 0..*

0..*

0..*

is_basis_for 0..*

has_as_basis

0..*

M aster_treatm ent_service
dea_level_cd
drug_category_cd
form ulary_status_cd
m edication_form _cd
pharm aceutical_class_cd
route_cd
therapeutic_class_cd

Treatm ent_intent_or_order
dosage_txt
earliest_dispense_dt
Indication_cd
non_form _authorized_ind
providers_treatm ent_instruction_txt
rejection_reason_cd
requested_give_rate_am t
requested_give_strength_am t
substitution_allowed_ind
supplier_special_dispensing_instruction_cd
verification_required_ind

Treatm ent_intent_or_order_revision
dispense_package_m ethod_cd
dispense_package_size_am t
give_indication_cd
give_per_tim e_unit_cd
give_rate_am t
last_refilled_dttm
m ax_give_am t
m in_give_am t
needs_hum an_review_ind
order_revision_PTcom p
order_revision_PTrout
order_revision_quantitytim ing_qt
ordered_adm inistration_m ethod_cd
prescription_id
providers_adm inistration_instruction_cd
refills_allowed_qty
refills_doses_dispensed_qty
refills_rem aining_qty
substitution_status_cd
suppliers_dispensing_instruction_cd
total_daily_dose_am t
total_daily_dose_cd

0..1

0..*

is_ordered_on

0..1

orders0..*

1 1..*has_parts1 is_part_of 1..*

M aster_num eric_range
range_type_cd
condition_desc
high_range_am t
high_gestation_age_am t
high_value_am t
low_age_am t
low_gestation_age_am t
low_value_am t
race_subspecies_txt
sex_txt
species_txt

M aster_continuous_observation
corresponding_SI_unit_of_m easure_cd
custom ary_unit_of_m easure
delta_check_num eric_change_com putation_m ethod_txt
delta_check_num eric_change_threshold_am t
delta_check_num eric_high_value_am t
delta_check_num eric_low_value_am t
delta_check_num eric_retention_days_qty
length_and_decim al_precision_am t
m inim um _m eaningful_increm ent_am t
si_conversion_factor_txt

0..*

1

applies_to0..*

conform s_to1

Healthcare_financesHealthcare_finances

Healthcare_financesHealthcare_stakeholders

Healthcare_financesM aster_tables

Healthcare_financesPatient_encounters

                             HEALTH LEVEL 7
                REFERENCE INFORM ATION M ODEL
                                    RIM _0088

                          released January, 1999
reflects agreements m ade through harmonization in November, 1998

Advance_directive
com petence_ind
directive_cd
disclosure_level_cd
life_quality_desc
m ortuary_preference_nm
notarization_dt
assessm ent_dttm
em ploym ent_related_ind

D urable_m edical_equipm ent_slot

Durable_m edical_equipm ent_request
quantity_am t
type_cd

Durable_m edical_equipm ent
id
slot_size_increm ent_qty
type_cd

0..*

1

is_a_scheduleable_unit_for

0..*

is_scheduled_by

1

0..*

1

requests
0..*

is_requested_by 1

Durable_m edical_equipm ent_group
id

0..*

0..1

m ay_request
0..*

is_requested_by 0..1

1..*

0..*

belongs_to 1..*

contains0..*

Patient_departure
actual_discharge_disposition_cd
discharge_dttm
discharge_location_id
expected_discharge_disp_cd

P atient_adm ission
adm ission_dttm
adm ission_reason_cd
adm ission_referral_cd
adm ission_source_cd
adm ission_type_cd
patient_valuables_desc
pre_adm it_test_ind
readm ission_ind
valuables_location_desc

B ad_debt_billing_account
bad_debt_recovery_am t
bad_debt_transfer_am t
transfer_to_bad_debt_dt
transfer_to_bad_debt_reason_cd

Diagnostic_related_group
base_rate_am t
capital_reim bursem ent_am t
cost_weight_am t
id
m ajor_diagnostic_category_cd
operating_reim bursem ent_am t
reim bursem ent_am t
standard_day_qty
standard_total_charge_am t
trim _high_day_qty
trim _low_day_qty

Inpatient_encounter
actual_days_qty
estim ated_days_qty

1

0..1

is_term inated_by

1

term inates

0..1

1

1

is_preceded_by 1

preceded
1

Resource_request
allowable_substitutions_cd
duration_qty
start_dttm
start_offset_qty
status_cd

Bad_debt_collection_agency

0..*

1

is_assigned_to

0..*

is_assigned1

Encounter_drg
approval_ind
assigned_dttm
confidential_ind
cost_outlier_am t
desc
grouper_review_cd
grouper_version_id
outlier_days_qty
outlier_reim bursem ent_am t
outlier_type_cd

1

0..*

is_assigned_as

1

is_an_assignm ent_of0..*

0..*
1

is_assigned_to 0..*
is_assigned 1

Identifier_issuing_authority
effective_dt
term ination_dt

Appointm ent_request
appointm ent_rqst_reason_cd
appointm ent_rqst_type_cd
equip_selection_criteria_pv
id
location_selection_criteria_pv
occurence_id
priority_cd
repeating_interval_duration_qty
requested_ri
rqst_event_reason_cd
rqsted_duration_qty
start_dt
tim e_selection_criteria_pv

0..*1 is_requested_by 0..*requests1

S takeholder_affiliate
fam ily_relationship_cd

Stakeholder_affiliation
affiliation_type_cd
desc
effective_dt
term ination_dt

0..*

1

has_as_secondary_participant

0..*

participates_as_secondary_in 1

Stakeholder_identifier
effective_dt
id
identifier_type_cd
issued_dt
qualifying_inform ation_txt
term ination_dt

1

0..*

issues 1

is_issued_by

0..*

Insurance_certification_contact
participation_type_cd

Healthcare_docum ent_authenticator

Person_em ploym ent
addr
effective_dt
hazard_exposure_txt
job_class_cd
job_title_nm
phon
protective_equipm ent_txt
salary_am t
salary_type_cd
status_cd
term ination_dt
occupation_cd
job_status_cd

A uthentication
authentication_dt
type_cd

1

0..*

is_related_to

1

is_related_to
0..*

Docum ent_recipient

O riginator

Service_intent_or_order_relationship
relationship_type_cd
reflex_testing_trigger_rules_desc
constraint_txt
quantitytim ing_qt

Organization
organization_nam e_type_cd
organization_nm
standard_industry_class_cd

0..1

1

is_a_role_of 0..1

takes_on_role_of1

0..*
0..1

is_a_subdivision_of

0..*

has_as_a_subdivision
0..1

0..*

1

is_assigned_by

0..*

assigns1

0..1

1

is_a_role_of 0..1

takes_on_
role_of

1

M aster_service_relationship
relationship_type_cd
reflex_testing_trigger_rules_desc
constraint_txt
quantitytim ing_qt

H ealthcare_benefit_service
access_protocol_desc
capitation_ind
coinsurance_ind
coinsurance_pct
copaym ent_am t
deductible_am t
lower_coverage_lim it_am t
pay_cap_lim it_am t
pcp_referral_ind
prim ary_care_provider_ind
review_ind
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Simple Data Model Examples Simple Data Model Examples 

ACS or SEER Tumor Registries ACS or SEER Tumor Registries --
DatabaseDatabase

Clinical Protocol Data Clinical Protocol Data –– Abstracts Abstracts 
and Fields and Fields 

Cancer Data Typically Emerges Cancer Data Typically Emerges 
from Clinical Environmentfrom Clinical Environment

Transforming EMR Data to Cancer Transforming EMR Data to Cancer 
DataData
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Implication for Cancer InformationImplication for Cancer Information
Structure and ModelStructure and Model

Transformations and Transformations and 
abstractions are Wasteful abstractions are Wasteful 

Goal of Harvesting Clinical Data Goal of Harvesting Clinical Data 
for Decision Support, Protocol, for Decision Support, Protocol, 
and Researchand Research

Co m parable Terminology Co m parable Terminology 
Necessary but Necessary but not Sufficientnot Sufficient

Clinical and Cancer Information Clinical and Cancer Information 
Model must be SharedModel must be Shared
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Where Does One Start Where Does One Start oror
On the Invention of WheelsOn the Invention of Wheels

Build a Cancer Specific Data Build a Cancer Specific Data 
Model and Variable SetModel and Variable Set

Build an Colon Cancer Build an Colon Cancer 
Specific…Specific…

Build a Dukes B2 Colon Cancer Build a Dukes B2 Colon Cancer 
Specific…Specific…

Build a Dukes B2, Hepatic Build a Dukes B2, Hepatic 
Flexure of the ..Flexure of the ..

OrOr Leverage Existing DataLeverage Existing Data
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How To Leverage What Is,How To Leverage What Is,
At Least Among Clinical At Least Among Clinical 
Standards Standards 

Recognize a HUGE Consolidation Recognize a HUGE Consolidation 
in the Data Standards’ Worldin the Data Standards’ World
HL7, SNO M ED, ISO TC215HL7, SNO M ED, ISO TC215

Assume Your Needs are Assume Your Needs are NotNot MetMet

Participate in Standards Process Participate in Standards Process 
(show up)(show up)
Ensure Needs and Requirements Ensure Needs and Requirements 
are Accom m odatedare Accom m odated

Increase Likelihood of Increase Likelihood of 
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Whither Cancer Registries?Whither Cancer Registries?
Paradigm Shift: 1 (of 2)Paradigm Shift: 1 (of 2)

Persist as Crucial Aggregation Persist as Crucial Aggregation 
“Views” of Cancer Data“Views” of Cancer Data

Evolve from Operations Evolve from Operations 
Orientation to Political Orientation to Political 
Consolidation and Data Consolidation and Data 
CollectionCollection

Persuade Constituencies to Persuade Constituencies to 
Harvest and Transport Cancer Harvest and Transport Cancer 
Subset of ClinicalDataSubset of ClinicalData
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Future Concerns: The New Future Concerns: The New 
MedicineMedicine
Organizationally Play Well or DieOrganizationally Play Well or Die

Genomics and BioinformaticsGenomics and Bioinformatics
Clinical CorrelationClinical Correlation

Disease Natural History by SNPDisease Natural History by SNP

Treatment Selection and OutcomeTreatment Selection and Outcome

Repositories of Patient Repositories of Patient 
ExperienceExperience
Drive Delivery of Efficient and Drive Delivery of Efficient and 
Effective CareEffective Care

Require Structured, Detailed Require Structured, Detailed 
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Status and Future of Status and Future of 
Cancer Information StandardsCancer Information Standards

Relationships with Existing Relationships with Existing 
Cancer Information Standards Cancer Information Standards 
and Conventionsand Conventions

Cancer Registries; SEER; CDCCancer Registries; SEER; CDC

Clinical Trials; CTEP; PDQ; NCI Clinical Trials; CTEP; PDQ; NCI 
CDE’sCDE’s

Potential for Strong Synergies Potential for Strong Synergies 
with Cancer and Genomics with Cancer and Genomics 
C itiC iti
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What can Cancer Community What can Cancer Community 
Uniquely Uniquely 
Contribute?Contribute?

Dearth of Content (Na ming) Dearth of Content (Na ming) 
Standards in Genomics or Standards in Genomics or 
ProteomicsProteomics

We Already Confront We Already Confront 
Idiosyncratic Naming Idiosyncratic Naming 
Conventions, Clinical ConfusionConventions, Clinical Confusion

GenBank GenBank Identifiers as Least Identifiers as Least 
Co m mon Co m mon DenomDenom

l d h
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Next Grand Informatics Challenge:Next Grand Informatics Challenge:
Linkage Bioinformatics to Medical Linkage Bioinformatics to Medical 
InformaticsInformatics

Leverage Techniques Forged for Leverage Techniques Forged for 
Consensus Clinical Informatics Consensus Clinical Informatics 
StandardsStandards

Apply These to Create Apply These to Create 
Consistent and Co m parable Consistent and Co m parable 
Genomic DescriptionsGenomic Descriptions

Assure that Standards Assure that Standards 
Co m munities Broaden Scope to Co m munities Broaden Scope to 
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What would Motivate Linkage ofWhat would Motivate Linkage of
Bioinformatics with Clinical Bioinformatics with Clinical 
Informatics?Informatics?

Understanding Disease Natural Understanding Disease Natural 
HistoryHistory

Function of Genomic DifferentiaFunction of Genomic Differentia

Further Elucidation of Etiology Further Elucidation of Etiology 
and Riskand Risk

Informed Assessment of Informed Assessment of 
Treatment EffectsTreatment Effects

PharmacogenomicsPharmacogenomics
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Formulate the role Formulate the role 
of the National of the National 
Cancer Institute in Cancer Institute in 
the national the national 
standards standards 

Long Range Planning Long Range Planning 
Panel Recom mendation Panel Recom mendation 
11
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Create a standing review panel Create a standing review panel 
for NCI information standards.for NCI information standards.

Coordinate Standards InputCoordinate Standards Input

Peer Review of Recommendations Peer Review of Recommendations 

Stakeholder consensus Stakeholder consensus 

Liaise with Federal AgenciesLiaise with Federal Agencies

Long Range Planning Long Range Planning 
Panel Recom mendation Panel Recom mendation 
1a1a
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Ensure that NCI efforts to Ensure that NCI efforts to 
develop or promote oncologydevelop or promote oncology--
specific information standards specific information standards 
are tightly coordinated with the are tightly coordinated with the 
broader health information broader health information 
standards community. standards community. 

Long Range Planning Long Range Planning 
Panel Recom mendation Panel Recom mendation 
1b1b
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Long Range Planning Long Range Planning 
Panel Recom mendation Panel Recom mendation 
1c1c

Include in the approach Include in the approach 
dynamic processes for content dynamic processes for content 
management and configuration management and configuration 
control for the entire lifecycle of control for the entire lifecycle of 
standards.standards.
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Patient Data RepositoryPatient Data Repository
ObstacleObstacle

ConfidentiConfidenti
alityality
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Cancer InformationCancer Information
Security Standards Security Standards 

Sine qua nonSine qua non Clinical Research Clinical Research 

Basis for Public ConfidenceBasis for Public Confidence

Obligation to SocietyObligation to Society

E mergent Technical StandardsE mergent Technical Standards

Adopted for Health Care Adopted for Health Care 
Applications Applications 
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ConclusionConclusion

Clinical Information Standards are Clinical Information Standards are 
Maturing and Have Become UsefulMaturing and Have Become Useful

Cancer Practice and Research will Cancer Practice and Research will 
Benefit from Comparable and Benefit from Comparable and 
Consistent DataConsistent Data

Spectrum of Useful/Required Spectrum of Useful/Required 
Standards Ranges from Genomics Standards Ranges from Genomics 
to Social Workto Social Work

Cancer Community Should not be Cancer Community Should not be 
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