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The scope of data collected in Polish National Cancer Registry:

- Patient information: ID, name, surname, address,.
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Data collection based on the ENCR guidelines.




* One of Poland’s largest regions.

The Greater

* Second largest with the area:

Poland region Ny b apessqm
“ . Third most populous:

3.4 min (2014)

* New cancer cases per year:
16.000 (2015)

* Patients treated in the GPCC:
18.000 (2017)




Current
situation in the

Greater Poland
Cancer Centre

- Greater Poland Cancer Registry is hosted at the GPCC.
- CR workers have access to the patients hospital records.
- Most of the patient information is collected electronically.

- Patient data in the GPCCis mainly collected for billing and medical

purposes (treatment types, information about comorbidities
mostly stored in text files).

« |CD-10 classification is used but there is no information about date

of incidence.

- MDT meetings — great source of information — some of it is not

collected in the HIS.

* No IT tools to extract data from the patient records.
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Clinical data

Current situation - practice
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Our
experiences:

EURECCA
study

/‘\
X
EUREGA

European Cancer Audit

Quality Assurance EURECCA (European Registration of
Cancer Care): an ESSO initiative. EURECCA Breast Cancer Group.

* GPCR was the only population-based CR from Poland in the study.

- Dataset of breast cancer patients (diagnosed between 2008-2009 c.a.
3.200 cases) was prepared:

- patient characteristics (age, date of incidence)

* tumour characteristics (morphology, grade, stage, hormone
receptor status)

- treatment details (type of surgery, chemo/radio therapy, endocrine
therapy)

- follow-up



Quality Assurance EURECCA (European Registration of
Cancer Care): an ESSO initiative. EURECCA Breast Cancer Group.

- Dataset prepared as a combination of information from:

Our

NCR (automated extraction) GPCC (manual extraction)

expe r| ences: » selection of patients for the °* type of breast and axillar surgery,
study, * hormone receptor status
» date of incidence, * treatment methods,
 tumour topography and ¢ stage atdiagnosis

E U RECCA morphology,

d * treatment methods,
Stu y » stage at diagnosis

* vital status,

* 1,5 month of work for 6 CR workers and 1 surgeon as a consultant.
* Publication in BJC.

EURECA

European Cancer Audit



Our
experiences:

European HR
studies

HRSTUDIES

European High Resolution studies (breast)

- About 70% of breast cancer patients from the region treated in

GPCC.

* 500 cases selected for the study (criteria date of diagnosis).

* 6 months of work for 2 CR workers and 2 surgeons.

- Strong need of clinicians involvement in data collection process.
- High quality of pathological reports for GPCC patients.

- Data collection in MS Access.

- Great experience for CR workers.

- Chance to improve the quality of data in the NCR.



European High Resolution studies (breast).

Dataset prepared as a combination of information from:

NCR (automated extraction) GPCC (manual extraction)

 selection of 5oo cases for the * jcd-o0-3 morphology code
O ur study * cancer grading and behaviour
» date of birth * lists of all comorbidities present at cancer
' : * date of cancer diagnosis diagnosis (all the 19 items included in the Charlson
expe rrences: * icd-o0-3 topography code index)

* icd-0-3 morphology code » performance status (ECOQ or Karnofsky score)

* cancer grading and behaviour * clinical follow-up

* life status follow-up  diagnostic exams (for both primary and metastatic

European H R * stage (TNM) at diagnosis sites)
" (clinical) * stage (TNM) at diagnosis (clinical and/or
StUd I€S * treatments (surgery, pathological)

chemotherapy, radiotherapy, * stage after a neo-adjuvant treatment,
endocrine treatment) * no. of total examined and positive lymph nodes,

* treatments (chemotherapy, radiotherapy, and
innovative therapies —e.g., targeted - type of
surgery)

* information on hormonal expression

I\

HRSTUDIES



Future of
clinical data

collection in
GPCC

Breast Cancer Unit patients database

- Implementation of the breast cancer patients database during the

roll-out of the Breast Cancer Unit in GPCC.

- Among others based on our experiences from HR studies.
* Breast cancer patients database as a part of the HIS.

« Source of information for:

* Treatment outcomes
« BCU effectiveness
* Other researches.

* Strong cooperation between: cancer registry, IT department and

clinicians.

* The forms for datacollection were created in 3 months !!



Breast Cancer Unit patients database

Variables:

- patient characteristics: name, surname, ID, BMI, health status
FUtU re Of (according to WHO), comorbidities, information on menstruation,

T births, breastfeeding, benign breast diseases, HRT, contraception,
C||n|ca| data smoking, vital status,
CO”eCtiOn N * breast radiographic assessment,
G PCC * tumor characteristics: date of diagnosis, tumor location, laterality,
stage (c/ p/yp TNM), tumour morphology (ICD-03), grade,

receptor status (ER, PR, HER-2), Ki67,

° treatment: surgery (date, type of surgery etc.), radiotherapy (date,
type, dose), chemotherapy, hormonotherapy,

- observation for recurrences (date, type, location),




Pre-visit interview

Future of

clinical data
collection in

GPCC




Future of
clinical data

collection in
GPCC




MDT meeting summary

Future of
clinical data

collection in
GPCC




Treatment - chemoterapy

Future of
clinical data

collection in
GPCC
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Future of
clinical data

collection in
GPCC

Treatment - radiotherapy




Next steps:

- Connection to the National Citizen Database (date of death).

- Development of the reports based on the BCU database.

Future of
clinical data

* Monitoring of data quality.
- Lot of variables, there are concerns about the data completeness.

COl |eCt|On N - Population based data as a reference source for the treatment
GPCC outcomes in the BCU (survival rates, stage at diagnosis)

* No need of direct record linkage with NCR.

- BCU dataset as a source of information for automated cancer
notifications send to the NCR.




Why do we
need to
Integrate

National cancer registry perspective Hospital based data

Staff development. » Lack of staff trained in data collection.
po p U | at| on IT tools for data analyses. * Source of information about:
Staff familiar with the privacy * recurrences,
ba Sed C R d ata regulations. * treatment outcomes of different
. . Source of information about multiple protocols,
W|th hOSpIta | primaries. * more detailed tumor characteristics,
b d d > Vital status and cause of death * comorbidities (especially in older
ase ata: information. age groups),

Ability to improve the data quality. Importance of the MDT approach in

treatment outcomes.



The end.

Contact details: maciej.trojanowski@wco.pl



