-
Overview of Hong Kong Breast Cancer Registry Activities

The success of HKBCR relies on participation of breast  Data introduction

(9]

cancer patients and support of healthcare professionals.
Since the inception in 2008, we first started collecting
data at private clinics and at the same time explored the
workflow collecting data at public hospitals.

Collaborating centers/doctors

The success of HKBCR also relies on the support of
healthcare professionals to facilitate the participation of
as many breast cancer patients as possible. They help in
making the Registry known to their patients and urging
them to participate by giving consent for the Registry
to capture their medical data. There are more than 100
specialists and experts in breast cancer field indicating
support to the Registry. Starting from 2009, HKBCR
also collects patient data in several public and private
hospitals, namely Princess Margaret Hospital, Prince
of Wales Hospital, United Christian Hospital and Hong
Kong Sanatorium & Hospital.

Participation of breast cancer patients

Currently, there are over 2000 breast cancer patients
participating in the Registry (Figure 4). Majority of the
participants are enrolled through private clinics.
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Figure 4. Total number of subjects participated in the Hong Kong
Breast Cancer Registry by year of diagnosis

Over 200 data items are collected for each breast
cancer case including but not limited to risk factors,
diagnostic method, pathological and clinical data, types
of treatment, physical and psychological effects. A very
important component of the Registry is annual lifetime
follow-up on patient status. It allows us to not only
analyse clinical outcomes but also capture recurrence
and survival information.

Part 1:

Personal information:
- Detailed contact information, demographics (age,
race/ethnicity, household income etc)

Lifestyle factors:
- Smoking, alcohol use, exercise level, stress level

Past health:
- Weight, height, past breast health, history of tumor

Family history of breast cancer
- First / second degree relative etc

Reproductive history:
- Age at menarche, first delivery, menopause, use
of hormonal replacement therapy etc

Part 2:

Clinical characteristics
- Tumor location (right, left, bilateral)
- Node involvement

Diagnostic characteristics
- Diagnostic methods
- Staging methods

Histological & molecular characteristics
- Histological type
- Molecular characteristics (ER, PR, c-erbB2, etc)

Treatment related information
- Surgery

- Radiation therapy

- Chemotherapy

- Endocrine therapy

- Targeted therapy
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Part 2:

Follow up on patient status

- Recurrence (local/ distant)

- Metastasis

- Patient status (no evidence of disease, alive with
disease, death)

- Date of death

- Death from breast cancer/ death from unrelated
cause

The Registry is used to collect, manage and analyse
data on breast cancer cases. To ensure data quality,
the Registry staff, now consists a team of 3, are trained
to coordinate and collect medical data at sites. The
system is protected with security measure. The data are
validated, verified and analysed in aggregate. Patient
confidentiality is assured.

About this Report

A population-based breast cancer registry requires
patient participation from private clinics and public
hospitals. The dataset consisting of 1006 cases in this
Report was collected during the period from February
2008 - January 2009 upon the project commencement.
Over 95% of the breast cancer cases in this dataset
were collected from private clinics. In this connection,
the facts reported should be interpreted with special
attention. The data collection is a long drawn process.
With support and participation from various parties,
the Breast Cancer Registry shall be able to review an
overall picture of the breast cancer facts in Hong Kong
in the long run.
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