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What do we know? (direct feeds)

* Incidence & mortality

 Inpatients statistics (mostly surgical)
—Dx, procedures, morphology
— AKA “Admitted Patient Data collection”
 Radiotherapy statistics

—Dx, beam, fractions, stage
—AKA “LANTIS and VARIS data”



What don’t we know?

Stage

Chemotherapy

— Cases, Dx, regime, cycles
Haematology treatments
— Cases, Dx, regime, cycles
Intermediate outcomes
Quality of care

Patient-centric view
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WHERE DO WE WANT TO BE?
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Stage Patients Mean age Overall survival (%) at Hazards ratio®
(n) yr) 1 year 2years  3years 4 years 5 years (95% CI)
0 2 67.5 100.0 100.0 100.0 100.0 - -
la 107 70.6 89.6 79.8 70.6 61.3 49.6 Reference
Ib 130 72.0 91.1 75.3 65.7 357 510 0.9 (0.6-1.4)
1 67 729 75.2 55.1 48.2 482 458 1.2 (0.8-2.0)
m 64 69.7 72.8 574 44.6 40.7 354 1.8 (1.1-2.9)
1Va 13 64.8 44.0 352 264 15.8 — 6.6 (2.7-16.2)
Vb 33 66.1 538 20.2 16.2 16.2 16.2 4.4 (2.6-74)

#Hazards ratio and 95% Confidence Intervals obtained from a Cox model adjusted for age, stage and country.
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CANCER REGISTRIES
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Table 1
Carcinoma of the corpus uteri: Surgical staging classification (FIGO nomenclature, Rio de Janeiro, 1988)

Stage la* Tumor limited to the endometrium

Stage Ib* Invasion to less than half of the myometrium

Stage lc* [nvasion equal to or more than half of the myometrium
Stage Ila* Endocervical glandular involvement only

Stage 1Ib* Cervical stromal invasion

Stage Illa*  Tumor invades the serosa of the corpus uter1 and/or adnexae and/or positive cytological findings
Stage IlIb*  Vaginal metastases

Stage [lle®  Metastases to pelvic and/or para-aortic lymph nodes

Stage IVa®  Tumor invasion of bladder and/or bowel mucosa

Stage IVb* Distant metastases, including intra-abdominal metastasis and/or inguinal lymph nodes

* Eather G1, G2 or G3. See section on Rules for classification.

Table 2
Carcinoma of the corpus uteri: Stage grouping for corpus uter

FIGO vICC
stage T N M
0 Tis NO MO
la Tla NO MO
Ib Tib NO MO
Ie Tlc NO MO
Ila T2a NO MO
Ib T2b NO MO
[la T3a NO MO
b T3b NO MO
Ille Tl N1 MO
T2 N1 MO
T3a N1 MO
Tib N1 MO
IVa T4 any N MO

IVb any T any N MI




CLINICAL CANCER REGISTRY PROJECT

An Area Health Service-based registry to:

monitor service quality
target deficiencies for remedial action
evaluate outcomes of this action.

provide detailed management information for
cancer services planning

Monitor Clinical programs — MDT,
Psychosocial, Clinical trials, QCT



NSW AREA HEALTH SERVICES

Greater Western

Sydney West!

Dubba/

Greater Southern Queanbey in

+ South Easlarn Sydnay/
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Source: NSW Health - http://www.health.nsw.gov.au/services/ahs/



Source: NSW Health - http://www.health.nsw.gov.au/services/ahs/



Northern Sydney & Central Coast CLINICAL CANCER
REGISTRY

e 9 public sector hospitals, 2 of which are
tertiary

* 5 Area-based staff (Project Manager and
Cancer Information Data Managers)

* Funding based on clinical activity



E-DATA SOURCES

1. NSW Health Data Warehouse (Admitted Patients
+ Radiotherapy)

2. Patient Master Index (PMI) via HL7
3. File upload other databases

OTHER DATA SOURCES
e Labs, notes, MDT, imaging
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ClinCR HL7 A19 (demographic import)

The basic data flow process can be illustrated as follows:
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*Welcome * Ahout CHnCR > Data Collection > Data Set * Area Health Services  * Caontact Details

Welcome to NSW Clinical Cancer Registry Online Train Version 2.2 —

Autharized users anly, by logging into

This online service provides access to the MEWY Clinical Cancer Registry, and is intended for cancer this system you are aceepting the
semices in lead Area Health Services, terms of entry.

As part ofthe MSW Cancer Plan, the Cancer Institute MEW is committed to piloting an Area-hased, “ |
centrally hosted registry for the collection, callation and timely reparting of accurate cancer clinical | |
information. The clinical cancer minimum data setis hased on the national standard, and information
provided by this service will enable clinicians and services to manitor and henchmark activity,
appropriateness and effectiveness of cancer care.

This service is only available to Users who have login access and its main purposes are to;

& Facilitate collection and collation of Hospital Clinical Cancer Data
& FProvide a means to enguire and extract Cancer Clinical record details
& FProvide Ad Hoc reporting facility

The ClinCR module is funded and managed by the Cancer Institute NSW, hosted and
supported on contract by HealthTechnology NSW, and used by 5 Area Health Services



Session Time Left: 30 Mimnes

QUICK SEARCH Patient Search
3 . . .
Indizates requirad field

| % Search Parameters

Surname |

|D 0.B(Optional | ~ Patient Location

F.:,.,A.dvanced S clid M MR | | [EIEI..] Area Health Service | Morthern SydneyfCentral Coast Area Health Senice |»
........................................ Unigue | Facilih,f| Manly District Hospital Vl

* Home I
| ?n_ag_r_c_h ........................... Medma;e | Disease & Treatment
}EF'IEJLIII“Q.I' ........................... Surname | | Sl il Dlncnmplem DCDmpIeted DEH-EIFIH

i Frimary Site of
I Given | wCancer £18
2 UserProfle e From To
: Sex | Al b
o mpotrs : ' osesaven @ [ ]
Suburh :

* Export Data Date of Primaty I:IEl I:IE
........................................ Fram Ta e

* Ad Hoc Reports
..... Adtht Date of |E | |E Treatment Group Dﬁdmitted

» Audit Repo i
............... et aae e, Hirth [ Rradiotherapy
|7 ChangePassword [ oncology

»  Loogout
........................................ Result list will be limited to 1000 recards

CLERR SEARCH »

The ClinCR module is funded and managed by the Cancer Institute NSW, hosted and
supported on contract by HealthTechnology NSW, and used by 5 Area Health Services



Disease Staging

TStage | 2 T Stage Basis| - Select Staging Basis ---
N Stage |1 N Stage Basis| --- Select Staging Basis -
M Stage | M Stage Basis| - Select Staging Basis -

COther Staging Basis | Fathological

Other Staging Scheme | THM Classification of Malignant Turmours

Scheme Group |Stage 1] DUKES Gl (hev+cet+cap)

Disease Data Entry Status

Disease Entry Status O ncomplete & Completed
Status Updated by Cannon Gavin Status Update DateTime 05/08/2007 12:37FPM
Cluality of Care

First Clinical | Rofecoxib
Trial Name

Drate of First |24 112008 | Drate of First Multidisciplinary |1 on72006 ]

Chinical Trial Team Consultation

Enrolment
Palliathve Care |vyag w Drate of first referral to Palliative | 2504 2007
Status | Care El
Performance | ECOG 1 Restricted in physically strenuous activity but ambulatory can perform light f sedentary work v|
Status at first
presentation
Psycho Social | Specialist nurse / nurse counsellor v| Distress Thermometer Score at
Referral Diagnosis (0-10})
Update Status
Created By File Process Last Update By Cannon Gavin
Created Date 29/08/2006 Last Update Date 05/0G6/2007
CANCEL | | SAVE » |
Treatment

1841142005 c1e.8 121072005 oncology OELETE

The ClinCR module is funded and managed by the Cancer Institute NSW, hosted and
supported on contract by HealthTechnology NSW, and used by 5 Area Health Services



* Enguiry Best disease information
........................................ Definitive Primary Site of Cancer
........................................ First Valid Date of Diagnosis 21/03/2008
________________________________________ Definitive Morphology 344153 Serous cystadenocarcinoma MOS
> haintenance Laterality Mot applicable
........................................ Best Basis of Diagnosis Histology
---------------------------------------- Degree of Spread Distant metastases

* Ad Hoc Reports * Indicates required fizld CAMCEL SAUE »
> AuditRepot Treatment Details - Admitted
| > | Change F'as swnrd -------------- Treatment Record ID 62558
} . LDgDUt ........................... * reatment Wodaity | Surgey 3 |
........................................ A0 Registration Humber |MP0335539 |

* Admission Date |19/03/2006 |[H]
Discharge Date [24/03/2006 |

Procedures - ICD codes

Procedure Version 10 0waE AOD PROCEOURES ]

No. Procedure Code Description EI']“; al| p ction

1 |[32003-01 | |[Right hemicolectorny with anastomosis | © DELETE

2 3039600 |  |Debridernent and lavage of peritoneal cavity | © DELETE

3 |92514-33 | ||General anaesthesia, ASA 39 | © DELETE

4 |92EIEE-DEI | |Transfusi|:|n of other serum | ] LELETE

5 |95550-03 | ||Allied health intervention, physictherapy | © DELETE

6 (95550-10 | |Allied health intervention, psychology | © LELETE

7 1381501 |  |Percutaneous central vein catheterisation | © DELETE

& |35553-I33 | |Ahdnmina| hysterectormy with hilateral salpingo-oophorectormy | & OELETE
e

The ClinCR module is funded and managed by the Cancer Institute NSW, hosted and
supported on contract by HealthTechnology NSW, and used by 5 Area Health Services



BENEFITS

HL7

e Case finding

* Accurate transcription (no double keying)
« Efficiency — time to register a patients
ELECTRONIC FEEDS (ADMIN DATA)

e Case finding

e Surgical coding

« Multi-facility linkage

» Build on robust systems (coding quality cycle)
FILE UPLOAD

* Leverage existing systems

 Anywhere load

e Built-in edits — distributed compliance



TRADE-OFFS

Demands other system compliance; support to establish

FEEDS (ADMIN DATA)

facility centric rather than patient-centric initially
Limitations of coded data — accuracy and clinical detall
4-8 weeks lag (cite colorectal manual v ClinCR)
“noise”

Greed with free data

Measures of function and outcome — (current admin systems —
discuss clinical systems)

FILE UPLOAD

Change control, migration and regression

Security?



ISSUES

eScope creep and complexity

Integrating datasets vs separate registries

*Pros and cons of in-house vs commercial
eSuspense files and discretionary loads v live feeds
*Need for and limits of business rules

Inter-Area and public/private data sharing



GAPS and GOAL STATE

GAPS

Absent feeds for chemotherapy

Inability to load pathology reports (diagnosis
and stage, eventually nodes and margins,
genetics markers)

GOAL STATE
Alignment and shared core dataset with
population-based and clinical registries



LESSONS

sIndependent technical expertise
*Controlled scope of versioning

*\ersion: resources for design and testing,
migration and training (ripple effect)
Governance

Linkage and patient centricity — feeds are
silo-ed
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