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Preface

Availability of accurate and timely cancer incidence data and other related information plays
a vital role in planning effective interventions to reduce the burden of cancer in a country.
Cancer surveillance has been an integral part of the National Cancer Control Programme

(NCCP) since its commencement in 1980.

Generating country wide cancer surveillance data and population-based cancer registry data
in Colombo District are the two main deliverables of cancer surveillance. In Sri Lanka, cancer
surveillance involves active participation of multi-stakeholders in government and private
health sector including Cancer Treatment Centres, Pathology Laboratories, Oral & Maxillo
Facial units, Medical Records Departments of hospitals & Registrar General’s Department.
As a result, data abstraction from medical records and data entry are carried out by a
spectrum of health care providers. This highlighted the need of a manual of Standard
Operating Procedures to ensure efficiency, uniformity and quality assurance at each point of
the process of cancer surveillance in Sri Lanka.

This book fulfils this long awaited need. The guidance provided by the International Agency
for Research on Cancer (IARC) of World Health Organization at Lyon France; IARC Regional
Hub for Cancer Registration at Tata Memorial Hospital, Mumbai India and Department of
Epidemiology, Biostatistics and Cancer Registry, Cancer Institute, Adyar, Chennai, India is

highly appreciated.
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1. Introduction

1.1 Cancer Registration

Cancer Registration (Surveillance of cancer) is a process of systematic, continuous
collection, storage, analysis, interpretation and dissemination of epidemiological information
of reportable malignancies in a particular geographic area.

The cancer registry is an organization for conducting cancer registration. It includes both
human and physical resources. There are different types of cancer registries as described in

table 1.1

Table 1.1 Different Types of Cancer Registries

Registry type

Characteristics

Purpose

Hospital-based

Collects information on all

Useful for administrative

geographically defined
population from multiple
sources.

cancer registry cases of cancers treated in one | purposes and for reviewing
or more hospitals clinical performance
Pathology-based | Collects information fromone | Supports the need for laboratory
cancer registry | or more laboratories on based services and serves as a
histologically diagnosed quick ‘snapshot’ of the cancer
cancers profile
Population- Systematically collects The comparison and
based cancer information on all reportable interpretation of population based
registry neoplasms occurring in a cancer incidence data support

population based actions aimed
at reducing the cancer burden in
the community

The International Agency for Research on Cancer (IARC) of the World Health Organization
(WHO) encourages member countries to maintain population-based cancer registries.

Objectives of a Population Based Cancer Registry

e To determine cancer patterns in various sub populations.
e To guide planning, implementation and evaluation of cancer control programmes (eg.
determine whether prevention, screening and treatment efforts are making a

difference).

To identify priorities for allocating health resources.
e To provide evidence for advanced clinical, epidemiologic and health services research.
e To provide information for a national database of cancer incidence (National Cancer
Registry) for national and international comparisons.
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1.2 Standard Operating Procedures on cancer registration

A Standard Operating Procedure (SOP) is a set of step-by-step instructions compiled by
the stakeholders on cancer registration to guide the surveillance staff to carry out routine
operations.

SOPs at each point are necessary to ensure efficiency and quality assurance. SOPs also
aim to achieve uniformity of performance, while reducing miscommunication and failure to
comply with standard practices. SOPs will also be helpful to the new staff as an educational
tool for the cancer registration.

1.3 Cancer registries in Sri Lanka

National cancer Control Programme (NCCP) of the Ministry of Health is the focal point for
cancer registration in Sri Lanka. Since its inception, the NCCP has been involved with cancer
registration and publication of cancer incidence data.

In Sri Lanka two types of cancer registries are in operation at the moment.

1.3.1 Sri Lankan Cancer Registry (SLCR)

This cancer registry commenced as a hospital based cancer registry processing of newly
reported cancer incidence data from cancer treatment centres throughout the country over
the time to generate national burden of cancers. Later, newly detected cancers at Oral &
Maxillo Facial units and pathology laboratories were also incorporated.

1.3.2 Population Based Cancer Registry (PBCR)

Cancer incidence data from multiple sources are collected from selected district or province
(initially from the Colombo District from year 2012) to generate more precise estimates of
cancer incidence as advised by the IARC.

1.4 The process of cancer registration in Sri Lanka
1. Data abstraction (data collection)

2. Data coding

3. Data entry & verification

4, Data analysis

5. Dissemination of data through publication of cancer incidence data
Data abstraction

Cancer incidence data are extracted from different sources at different points of the disease
sequelae as shown in table 1.2.
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Table 1.2 Data Abstraction

Point of the Place Data abstracting Frequency
disease form of sending
sequelae. to NCCP

Diagnosis of Histopathology, Haematology | Cancer Return Form 1 | Monthly
cancer & Oral pathology laboratories | (H-1290)
in hospitals & universities

Treatment of Clinics of Cancer Treatment National Cancer On-line
cancer Centres Surveillance Form
(H-1256)
Oral & Maxillo Facial unit Annual Notification Annually

Form of Oral Cancer -
OMF units (H-1294)

Medical record departments of | Cancer Return Form2 | Quarterly
hospitals (H-1291)

Registration of | Divisional death registrar office | Cancer Return Form3 | Monthly
death due to
cancer

Data coding

After receiving the data from web based database system & extraction forms coding is done
according to the International Classification of Diseases for Oncology (ICD-0) 3t Edition by
the cancer registry staff of NCCP.

Data entry & verification

Coded data are entered to the ‘CanReg 5’ software. Verification of entered data are then
done by the registry staff of NCCP.

Data analysis
Data analysis is performed by the registry staff at NCCP.

Dissemination of data through publication of cancer registry

Analysed information is then disseminated through publication of ‘Cancer Incidence Data -
Sri Lanka’ in electronic and print form.
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2. Data Flow of Cancer Registration in Sri Lanka

Cancer Pathology OMF Medical Record Death
Treatment Laboratories Units Departments of Registrars
Centres Hospitals (Colombo (Colombo
District) District)
National Cancer Surveillance Form Cancer Return Forms

v

SLCR Web Based Database

v

National Cancer Control Programme

v

Data Coding

v

Data Entry (CanReg 5)

v

Data Verification

Voo

~
Data Analysis [ Filtering patients with permanent

address of Colombo District
l J

Publication of SLCR [ - )

Publication of PBCR Colombo
District

5



3. Cancer Surveillance at Cancer Treatment Centres

e According to the General Circular No. 01-33/2015 of the Ministry of Health, in 2015,
National Cancer Surveillance Form (H 1256) was introduced to Cancer Treatment

Centres. This is used to extract cancer incidence data from clinic files.

Table 3.1: State Cancer Treatment Centres in Sri Lanka

Province

Cancer Treatment Centres

Western

Apeksha Hospital, Maharagama (National Cancer Institute)
Teaching Hospital Colombo North (Ragama)

District General Hospital Gampaha

Base Hospital Avissawella

District General Hospital Kalutara

University Hospital, Kotelawala Defence University (KDU)

Central

Teaching Hospital Kandy
District General Hospital Nuwaraeliya

Southern

Teaching Hospital Karapitiya (Galle)
District General Hospital Hambanthota

Northern

Base Hospital Thellippalai (Jaffna)
District General Hospital Vavuniya

Eastern

Teaching Hospital Batticaloa
District General Hospital Ampara
District General Hospital Trincomalee

North Western

Provincial General Hospital Kurunegala
District General Hospital Chilaw

North Central

Teaching Hospital Anuradhapura
District General Hospital Polonnaruwa

Sabaragamuwa

Teaching Hospital Rathnapura
District General Hospital Kegalle

Uva

Provincial General Hospital Badulla
District General Hospital Monaragala
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DGH Polonnaruwa

Figure 3.1: Distribution of State Cancer Treatment Centres in Sri Lanka
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3.1: National Cancer Surveillance Form (H1256)

NATIONAL CANCER SURVEILLANCE FORM

Hospital / Institute

Consultant :

wdybe »@:
WpLIGUIWIT:
Full Name:

Dcoes:
QLG

Age:

&8 gowe ©da:
uneo:
Sex:

1. 888 /syem /Male

2. o /Guait /Female

30 B8ma:
Brbst ool
Permanent Address:

Clinic File No.

Date of Registration:

0diBwed Bemo
Gpmwmenit efuyEisEeiT
Patient Details

H 1256

cos’ o
Imhs Hap:
Date of Birth:

B ogn®os goma:
B iewLwTen Sl B6v:
National Identity Card No :

G20 888 E8mw (8880 BBmwd Dt edme O vOe)
QpTLTY Osmreiend elleorad (Hrpsr slergsgis Wil s o (o)
Contact Address (Only if different from permanent address)

2esFsme:

LOTeUL L LD:

EODOD ot
Budl

District:
dBs oCm® emdlincs:
WyBse Gawevrsny LTfley:

Telephone No :

Boo® ¢OOD gomes:
e G @ovibsil

Divisional Secretariat Division:
$® BES emOliaes:

Mobile No :
dBe0d:

@lymo Bxemsuwirstit L1fley: Gpmidso:
Grama Niladari Division: Occupation:

o Do 200:

@emib: 1DBID:

Ethnic Group: Religion:

1 Bewe/dfrssnib Sinhala 1 e@9d0/Gusngsib/Buddhist

B0rowm/aBbiwm AD:
Smsmnorseuym/1im:

Marital Status :

1 @B/ HnwsmorsrsayUnmarried

2 e¢@e/sp/Tamil 2 BetBwB/ Ffsrogeuit ‘Christian 2 Bowm/FHmwsmorensui/Married

3 @GO/ psrosdiv/Moor 3 B3¢/ @pa Hindu 3 Zdmesnc/slaumaisysz Gaissiy Divorced

4 eoms/wpspGwri Other 4 @e3E0®/@avsumb/Islam 4 o5¥c@/slmmeu Widowed

5 comd/gamenu ‘Other 5 032 NIflba eumpusiy/Separated
Pod o wWBeRD B8V Ot Bed ¢? o o

o mBeT GBOUSHH G wTTeis UBHIGHTUIeTs Sigbsin Gerenmym? : Beveme:

Has any family member suffered from cancer : No:

88ns ‘99" »®, 0RO B @B wdATwe:
allenL. “oup” siaflsd” 2 D6 (LPNs:
If answer is "yes", Relationship:

88590 Dieg B
UBBIGHIL SHrdbalu G b:
Site of Cancer:

e@@o» @t edive / ufibgimss mausdwatensy /Hospital Referred
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Tumour Details For the use of NCCP only

Primary Site of Cancer (Topography) ICDO Code
Histology (Morphology) ICDO Code
Behaviour Differentiation / Grade
0) Benign (1) Well / Low Grade 5) T-cell

( )
(1) Uncertain Behaviour (2) Moderate/ (6)
(2) In Situ Intermediate Grade 0]
@) ®)
©) ©)

3) Mali t Pri Sit (3) Poor /High Grade
alignant Frimary site (4) Undifferentiated/

6) Malignant Metastatic Site Anaplastic 9) Not Stated
Laterality Most valid basis of diagnosis
(1) Not a paired site 0 Death Certificate Only
©) Right 1. Clinical Only ( Without Investigations )
@) Left 2. Clinical, Investigation Including X-Ray, USS, CT Etc.( Imaging Only )
(5) Right or Left unknown 3. Exploratory Surgery ( Without histology eg. Laparatomy )
(6) Bilateral Involvement 4. Specific Biochemical / Immunological test Only (eg. PSA)
5. Cytology / Hematology Only
6. Histology of Metastasis
7. Histology of Primary
8. Autopsy with concurrent histology
9. Unknown

Date of diagnosis (Date of Incidence) i3 RS RS l e { Date of frist unequivocal (definite ) clinical

diagnosis is the most valid date of diagnosis }
TNM Status T N M

Clinical Staging (Choose the correct stage from the list below and enter the code)

Stage 0 o
Stage | @1 @)1A (4)1A1 (5)1A2 ©)1B 7181 (©) 182
Stage Il @n (10) 1A @B

Stage Iil (121 (13) A (4B @smc

Stage IV (16) IV (A7 VA (18) VB (19)IvC

Multiple Primary (Separate forms need to be filled)

Site Histology Date of Diagnosis v v vy Y M M D D
Recurrence
Site Date of recurrence v Y Y Y M M D D

Treatment Remarks

1. Cancer directed surgery
2. Radiotherapy
3. Chemotherapy

4. Hormone therapy
Referred to

5. Other
Date of lastcontact ¥ v Yy Yy M M D D Status as at last contact  Alive Dead
Name Signature

(This form was developed by the NCCP in consultation with the cancer treatment centres.)
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3.2. Instructions to fill the National Cancer Surveillance Form

o National Cancer Surveillance Form should be filled accurately and completely.
e Accurate details of cancer patients are essential for cancer surveillance in Sri Lanka.
e For each patient, a new sheet of National Cancer Surveillance Form should be used.

e The National Cancer Surveillance Form has two pages. Page 1 contains introductory
details and patient details. Page 2 contains tumour details and follow up details.

e Introductory details and ‘Patient Details’ should be filled by the Nursing Officer who first
registers the patient at the cancer clinic. ‘Tumour Details’” should be filled by the Medical
Officers treating the patient at the cancer clinic or a trained Cancer Registrar.

e National Cancer Surveillance Form should be completed at the end of six months of
registration.

e Consultants and Head of the Institution are to facilitate and supervise the process of filling
and returning the National Cancer Surveillance Form, which is endorsed by the General
Circular No. 01-33/2015

e Following instructions will be helpful in filling the form.

3.2.1: Introductory Details

Hospital / Institute Clinic File No.
Name of the hospital /institute Registration number given by the clinic
Consultant : Date of Registration:
Consultant under whom the patient is Date of first registration at the clinic
registered

3.2.2: Patient Details

Collect patient’s identification details correctly. If the required information is not available at
the first visit, obtain them contacting the patient in subsequent visits. Accurate patient
identification details are essential to eliminate duplicate entries to the Cancer Registry
Database. This is crucial in ensuring accuracy of cancer surveillance data.

olnlie »@:

(PG

Full Name:
Full name of the patient. It should be recorded as first name / personal name, followed by
the family name
10|Page



o
Age:
In completed years at the date of
registration. (for infants in completed
months & for neonates in completed days)

&8 gowm 2o
LITE0:

Sex :

1. 888 /ayei /Male

2. owores /Gusst /Female

The relevant cage should be ticked off.

w2 fm
E1pp (sl
Parmarsen

et o

Enhs @
Date of Birth:

Enter as, Year / Month/ Date. This is
needed as a unique identifier to link
multiple notifications

g wigmPod ecma:
Bpdlu oEpLwrer Sl e
National Identity Card No.:

If the patient doesn’'t have the National
Identity Card at the time of registration,
should inform to bring it in the next visit.
This is very important information to link
multiple notifications.

¢t sf8 BBma (400 BBmad L elind 8 cled)
Gany Ganengph sllsonab (Sohr eivorrbaadh womibe o Gb)
Contact Address (Only If different from permanent address)

Ask the patient his / her ‘permanent address’. Inquire whether the patient has stayed more
than one year in that address. If ‘yes’, document it as the ‘permanent address’. If ‘no’, ask
for the previous permanent address where the patient has stayed for more than one year

and mention it as the ‘permanent address’.

(This is useful in filtering patients for PBCR Colombo district, GIS mapping etc.)

Patient’s ‘current address’ is the address where the patient stays during treatment, if that

is not the same as permanent address.

E.g. If a patient from Matara visits Colombo for the treatment and stays temporarily with
friends or relatives, the Colombo address should be documented as contact address. Matara
address should be documented as the permanent address.
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edSedma:
LDT6UL L LD:
District:

edla edn® emddma:
UrBss Gewsvreny Udfley:
Divisional Secretariat Division:
@8 Bend emddng:

Symo Goensuwnent Lifleay:
Grama Niladari Division:

To be filled according to the permanent address. These details are required for mapping
purposes.

OO gpozDd:
GxmremsuBLd] EevdssiD:
Telephone No.:
Bo®@® OOD) Gozd:
QsrensuBud BFevdssib:
Mobile No.:

Land phone number & mobile phone number of the patient. If the patient has no telephone
number, enter a number of a family member through which patient can be contactable

ABad:
QB |fls0:
Occupation:

If employed, current occupation. If retired, previous occupation.

g Dbmo: 108! Bonon/gbbiwm 88:
Bemb: DGID: gamwsmorsrsuym/1im:
Ethnic Group: Religion: Marital Status:
1 Sowe/drsaib/Sinhala 1 eando/Gusnhsib/Buddhist 1 eBown/gewsnwrsrsai/Unmarried
2 e¢®e/mbp/ Tamil 2 HdBwd/ Sfsomeur/Christian 2 Bewm/ #mwsmionsisi/Married
3 §eSE8/ypaosdib/Moor 3 Buig/ @b/ Hindu 3 Erdmend/slamaus)hs Gsima/ Divorced
4 ebmzl/wpenpBuri/Other 4 gedea®/@sbsomb/Islam 4 Bziel/all pensu/ Widowed
5 ebn/gasnw/Other 5 eoslg/dfibe empusi/Seperated

The relevant cage should be ticked off.

B08 gw8 whond BEmed 0l Hed ¢ o8 oy

2 rissit GBILSASD Baum wingneup LBEIEBIUTamsy Tgbsinn’ Gavsniyn? anyb: Bsbsnev:

Has any family member suffered from cancer? Yes: No:

8End "89" 8, 230 ¢S wps =asiis: EEm0 Drggn tHdma:
eilepl. “aub” erefled, 28| (1pem: UB@BETLI G S ib:
If the answer is "yes", Relationship: Site of Cancer:

If the answer is “yes”, the relationship of the other  Site of the cancer in the relative
relative to the patient should be mentioned. For  (not in the patient).

example, if the patient's mother had a breast

cancer enter the relationship as ‘mother’
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emEmon @ ediexg / uiigsnrss aaisdwsteme [ Hospital Referred

The hospital from where the patient was referred to the clinic. If the patient was not referred
from anywhere, keep this blank

3.2.3: Tumour Details

Information on tumor details are on the second page of the National Cancer Surveillance
Form. A Medical Officer treating the patient at the clinic or by a trained Cancer Registrar
should complete this section.

3.2.3.1: Primary Site of Cancer

Primary Site of Cancer (Topography)

Primary site of cancer should be mentioned as anatomical site with subsite (e.g. Breast, upper
outer quadrant).

Review all medical reports carefully to decide the origin of the tumor. This is very important
as the cancer diagnosis may be determined by a pathologist reviewing tissue from a
secondary site (e.g. a primary carcinoma of lung diagnosed by excision and microscopic
review of lymph nodes). Attention should be given to identify the primary site (e.g. Lung). Itis
also possible to deduce a primary site from the determination of a specific morphology (e.g.
a nodular melanoma of the neck indicates a malignancy of the skin of the neck).

Sites such as 'head', 'thorax', 'limb’, 'pelvis', and ‘abdomen’ are poor descriptors of the
anatomical site, since a tumour may arise from a number of tissues (skin, soft tissue, bone)
within the same anatomical site. Therefore, it is important to review all the diagnostic
information available in the record to decide the anatomical site.

If both primary site and secondary site are known, only primary site should be documented.
If primary site is unknown document it as ‘unknown primary’ irrespective of secondary site is
known. If information on the primary site is available on a later date, enter these details
when available.

3.2.3.2: Histology (Morphology)

Histology (Morphology)

Record the complete histological diagnosis as stated in the final comment of the pathology
report. In the presence of differential diagnosis, histology should be confirmed as far as

possible. To confirm the most likely histology for which treatment was given, compare with
the clinician’s notes on clinical management. Histology should be compatible with the site of
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origin (e.g.: in lymph nodes, brain, bone and liver). If the histological diagnosis is stated using
only non-specific terms such as 'malignant neoplasm’, ‘cancer' or ‘malignant tumour’,
document these terms until more detailed information is available.

3.2.3.3: Behaviour of the Tumour

Behaviour

(0) Benign

(1) Uncertain Behaviour

(2) In Situ

(3) Malignant Primary Site
(6) Malignant Metastatic Site

The behaviour of a tumour is the way it acts within the body. Refer Table 3.2 for the
behaviour codes for neoplasms.

Table 3.2: Behaviour Code for Neoplasms

Code | Description Criteria
0 Benign A tumour that can grow in place without the potential for spread
1 Uncertain Uncertain whether benign or malignant (Borderline malignancy,

Behaviour Low malignant potential, Uncertain malignant potential).

2 In Situ A tumour that can be malignant but still the growth is limited to
the site of origin (Carcinoma in situ, Intra epithelial, Non-
infiltrating, Non-invasive)

3 Malignant A tumour that invades surrounding tissues (Invasive, Infiltrating)
Primary Site | and the primary site is known. Such cases should be coded as 3
(malignant primary site)

6 Malignant A tumour that invades surrounding tissues and the primary site is
Metastatic unknown, this should be coded as malignant metastatic site. For
Site example, if a person has a malignancy that has spread to the
lung and the histological confirmation was obtained from lung,
but the site of origin is unknown, the appropriate code is 6
(malignant metastatic site).
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3.2.3.4: Differentiation/ Grade

Differentiation / Grade

(1) Well / Low Grade  (5) T-cell

(2) Moderate/ (6) B-cell

o it [yt

(4) Undifferentiatecy () NK cell
Anaplastic (9) Not Stated

Histological differentiation or grading describes how much a tumour resembles the normal

tissue from which it arose.

In general, the greater the differentiation, the more a tumour resembles the normal tissue
from which it arose and the aggressiveness of the tumour is less. When a tumour is less
differentiated, the aggressiveness is more.

Differentiation / grade should be recorded as stated in the final comments of the pathology
report. When a diagnosis indicates two different degrees of differentiation/ grading, the
grading code (eg:- moderately differentiated
squamous cell carcinoma with poorly differentiated areas should be given the grading

higher number should be used as the

code’3").

Table 3.3: Code for Differentiation / Grade

Code

Description

1 Well differentiated
Differentiated, NOS

Grade | (Low Grade)

2 Moderately differentiated
Moderately Well differentiated
Intermediate differentiation

Grade Il (Intermediate Grade)

3 Poorly differentiated

Grade Ill (High Grade)

4 Undifferentiated Grade IV
Anaplastic

5 T-cell

6 B - cell (Pre — B, B — precursor)

For Lymph d Leukemi
7| Null cell (Non T - non B) oriympnoma and Ledkema
8 NK cell (Natural killer cell)

9 Grade/ differentiation or cell type (in Leukemia and Lymphoma) not

determined, not stated or not applicable
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3.2.3.5: Laterality

Laterality

(1) Not a paired site

(2) Right

(3) Left

(5) Right or Left unknown
(6) Bilateral Involvement

Laterality indicates the side (right or left) of paired organs or paired sites of the body on which
the tumor originated (e.g. Thyroid, Lung, Breast, Ovary, Testis, Cheek).

This applies to the primary site only. But in cancer registration, if the primary site is unknown
(C80.9), record laterality as 1 (not a paired site).

Table 3.4: Code for Laterality

Code | Description Criteria
1 Not a paired site Unpaired sites or primary site is unknown
2 Right Right side of a paired site
3 Left Left side of a paired site
5 Right or Left unknown In a paired site, when the side is unknown
6 Bilateral Involvement In a paired site, when both sides are involved

3.2.3.6: Basis of Diagnosis

Most valid basis of diagnosis

0 Death Certificate Only

1. Clinical Only ( Without Investigations )

2. Clinical, Investigation Including X-Ray, USS, CT Etc.( Imaging Only )
3. Exploratory Surgery ( Without histology eg. Laparatomy )
4. Specific Biochemical / Immunological test Only ( eg. PSA)
5. Cytology / Hematology Only

6. Histology of Metastasis

7. Histology of Primary

8. Autopsy with concurrent histology

9. Unknown

Examine clinic records very carefully to determine the different methods used to confirm
the cancer diagnosis. Refer the Table 3.5 for the code for basis of diagnosis.
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Table 3.5: Code for Basis of Diagnosis

Code Description Criteria
0 | Death certificate only | These are the cases where the only information available
on cancer is the Death Certificate. There is no other
document to corroborate. This category does not include
cases initially bringing to the Registry's attention by means
of a Death Certificate mentioning cancer, for which other
basis of diagnosis are also available.

1 Clinical only (without | Diagnosis is made clinically only. There are no supportive

investigations) investigations. That is, diagnosis is made before the
death, but without the benefit of any of the following (2-7).

2 | Clinical investigation | Diagnosed is made with the support of investigations but
including X-ray, USS, | without a tissue diagnosis (e.g. Brain cancer)
CT etc.(imaging only)

3 Exploratory surgery | When the diagnosis is made by surgery without having
(without histology) any histology reports. (e.g. Exploratory laparotomy)

4 | Specific biochemical/ | When the diagnosis is made based on a biochemical and
immunological test for immunological marker that is specific for a tumour site.
only (e.g. PSA in Prostatic cancer)

5 | Cytology/ Examination of cells from a primary or secondary site,
haematology only including fluids aspirated using endoscopes or needles

(e.g. Fine Needle Aspiration Cytology (FNAC). This also
includes the microscopic examination of peripheral blood
films or trephine bone marrow aspirates.

6 Histology of When a histology examination confirms cancer of a
metastasis metastasis, and was not from the site of origin (primary

site) of the tumour. (e.g. a primary carcinoma of lung
diagnosed by excision and microscopic review of lymph
nodes)

7 | Histology of primary | This is the most valid basis of diagnosis.

Histological examination of tissue from the primary
tumour, irrespective of how was it obtained (including all
cutting techniques and bone marrow biopsies).

8 Autopsy with When cancer is diagnosed only after death from histology
concurrent histology | of autopsy specimens.

9 Unknown When basis of diagnosis is not available in the records.

Hierarchy of reporting — 7 > 6 > 5 > 2 (All other categories are of similar importance).
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3.2.3.7: Date of Diagnosis (Date of Incidence)
Date of diagnosis (Date of Incidence) Y Y 2 Y UM M D D

{ Date of frist unequivocal (definite ) clinical
diagnosis is the most valid date of diagnosis }

The first date when the malignancy was confirmed, is the ‘date of diagnosis’. It may be
either the date of the histology/cytology report of cancer diagnosis (date of reporting in the
pathology report) or dates such as cancer directed surgery or clinical investigations (e.g. X-
Ray, US-scan, CT-scan etc.). The earliest date out of above dates should be taken as the

date of diagnosis. In the absence of above details, the date of registration is considered as
the date of diagnosis.

3.2.3.8: TNM Status

TNM Status T N M

Record the disease stage under ‘TNM status’. Use the three-digit code of the TNM
system. This is usually mentioned in the pathology report. However, the TNM system is
not used for coding the extent of lymphomas, leukaemias, brain tumours and childhood
cancers (defined as < 15 years of age at diagnosis).

3.2.3.9: Clinical Staging

Clinical Staging (Choose the correct stage from the list below and enter the code)

Stage 0 Mo

Stage | @1 @ 1A ) 1A1 (5)1A2 (6)1B MI1B1 (8) IB2
Stage |l ©n (10) Il A {118

Stage Il @2 m (13) il A (149 B @s)nc

Stage IV (16) IV (1nIvA (18) IVB (19) IVC

Record the stage of the disease as it is found in the case record. Choose the correct stage
of malignancy from the given list. Staging should be done at the time of the initial diagnosis.
Itis based on information that can be either clinical, which is the stage before any treatment,
or pathological, which is the post-surgical histopathological classification. In the absence of

surgery, staging is based upon examinations and or investigations carried out prior to
medical treatment
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Refer UICC TNM Classification of Malignant Tumours (8t edition) or the information card
on TNM classification and clinical staging of Breast, Cervical, Lip & Oral cavity and
Pharyngeal cancers which is printed by the National Cancer Control Programme .

3.2.3.10: Multiple Primary

Multiple Primary (Separate forms need to be filled)
Site Histology Date of Diagnosis

The Cancer registry counts tumours, not persons. Therefore, if a single person develops
more than one cancer independent of each other, during his lifetime, each of these cancers
are counted separately. Multiple primary cancers are usually defined as primary malignant
tumors of different histological origins in one person. In the presence of previous
malignancy, the site, histology and the date of diagnosis of the previous malignancy should
be mentioned. Separate forms should be filled for each cancer of multiple primaries.

3.2.3.11: Recurrence
Recurrence

Site Date of recurrance

When a cancer reactivates after a period of remission, it is considered as a “recurrence”. A
cancer recurrence is possible since in spite of the best efforts to treat or clear off a cancer,
some cells may remain dormant and reactivate after a period of time. The recurrence of
cancer may occur at the same place where the first cancer originated (primary tumor) or at
another place in the body. In the presence of a recurrence, site & date of diagnosis of
recurrence should be mentioned.

3.2.3.12: Treatment

Treatment

1. Cancer directed surgery
2. Radiotherapy

3. Chemotherapy

4. Hormone therapy

5. Other

Record all treatments described in the patient's clinic records. This includes therapy given
at the reporting hospital as well as those given in other facilities. Treatment is considered as
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a specific therapy which controls or destroys cancer tissues both at the primary and
metastatic sites. Treatment includes surgery, radiotherapy, chemotherapy and hormonal
therapy. Any other treatment the patient has received also should be recorded.

Codes for treatment of neoplasms are described in Table 3.6.

Table 3.6: Code for Treatment of Neoplasms

Code

Description

Criteria

1

Cancer directed
surgery

Surgical intervention related to oncology management.  (e.g.
Mastectomy, Wertheims Hysterectomy, Abdominoperineal
Resection)

Exceptions — Jejunostomy (Symptom relieving), Laporotomy,
Colostomy, Node dissection without reaching the primary
tumour.

Radiotherapy

Include 1) External or beam radiotherapy

2) Internal radiation e.g.: Brachytherapy, Radioactive
iodine - 131 therapy

Chemotherapy

Chemotherapy is usually given as an intravenous injection or
drip. Sometimes, they are administered in the form of an oral
formulation.

(e.g. :- 5 Fluorouracil, Cisplatin, Cyclophosphamide)

Hormone
Therapy

Hormonal therapy is whole-body (systemic) treatment for
hormone - receptor positive cancers, such as certain breast and
prostate cancers. It can be medical or surgical.

(e.g.:- Tamoxifen for Breast cancer, Bilateral Orchidectomy in
Prostate cancer)

Other

Record any other treatment that the patient has received.
(e.g. :- Inmunotherapy)

3.2.3.13: Remarks

Remarks

Note if there are any other important comments that may be relevant.
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3.2.3.14: Institution to which the patient was referred

Referred to

If the patient was referred to any other cancer treatment center or health institution mention
it here.

3.2.3.15: Date of last contact
Date of last contact ¥ ¥ ¥ M M D Status as at last contact  Alive Dead

Refers to the latest date for which there is ANY information about the patient.
It may be,

e The date he/she was last known to be alive

o In case of patient’s death, the date of death

The date and details of the last contact should be entered at six months after registration
and it should be updated in every six months.

3.2.3.16: Name and the signature of the filling officer

Name Signature

Six months after the registration, completeness of the form should be checked by a Medical
Officer at the oncology clinic. This Medical Officer who certifies that the form is complete
should place the name and signature here.

o After six months of registration, completed forms should be handed over to the officer
identified to be in charge of the web-based cancer registry database (eg. Officer in charge
of medical statistics, Development Officer etc.) for data entry purpose.

If there are any doubts/ issues while completing the form, the Officer in charge of the
Cancer Surveillance Unit of the NCCP should be contacted through 011-2368627.

21|Page



3.3: Circular for National Cancer Surveillance Form
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Ministry of Health, Nutrition & Indigenous Medicine

General Circular No. &1 -33 2015

Director/ National Cancer Institute

Directlor / Teaching Hospital Karapitiva, Kandy, Anuradhapua, Jaffna,
Batticaloa, Kurunegala

Director / Provincial General Hospital Badulla, Rathnapura

All Consultant Oncologists,

All Consultant Oncosurgeons,

All Consultant Gyneoncologists

Introduction of National Cancer Surveillance Form for Strengthening

Cancer Surveillance at the Cancer Treatment Centres

Cancer Surveillance (Cancer Registration) is a process of systematic,
continuous collection, storage, analysis, interpretation and dissemination of
epidemiological information on cancer cases occurring in a particular
geographic area. National Cancer Control Programme (NCCP) of Ministry of
Health coordinates surveillance of cancers in Sri Lanka in collaboration with

the cancer treatment centres.

Strengthening of cancer surveillance is a nced to obtain timely information.
Therefore NCCP has initiated the process of supporting each cancer treatment
centre in consultation with the director, consultants and all other stakeholders

in the cancer treatment centres.

385, pon AdedmE DBglon B8 EXm, smie® 10. 3835, asmsapgamiu uppsrc albsuames BpGor wWrsupans., GaErupby 10.
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Following activities have been conducted already at each cancer treatment

centre by the National Cancer Control Programme.

1. A desktop computer was given by the National Cancer Control Programme to

the each cancer treatment centre.

2. Introduction of NCCP SL database for cancer surveillance at the Oncology

Clinic.

3. Need of a ‘National Cancer Surveillance Form’ to facilitate cancer
surveillance was identified at the consultative meetings held at each cancer
treatment centre. This would be beneficial for the hospital administrators as
well as clinicians in the patient management. Draft summary sheet had been
developed in consultation with oncology teams in the cancer treatment centres
and the finalized ‘National Cancer Surveillance Form’ was printed centrally to

be distributed among all cancer treatment centres.

Each cancer treatment centre is expected to;
1. Introduce the ‘National Cancer Surveillance Form’ (o the cancer

patients’ clinic files.

2. The personal information of the patient (Patient Details — Page 1) to be

filled by the nursing officers in the oncology clinic.

3. The tumor details and treatment details (Page 2) to be filled by the

medical officers in the oncology clinic.

4. The form to be completed within 6 months after the registration.

5. After 6 months of registration pre identified officer (Nursing officer /
Medical Record Officer / Development Officer) needs to enter the dala to
the NCCPSL database. (This electronic database will be updated to a web
based system in future enabling the NCCP to closely monitor the process

of cancer surveillance centrally.)

385, el 2elel DBebon SO &fn, eme® 10. 385, s ggbeiu uhG i g BmByr wrsubems, Garapiy 10
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I appreciate your kind cooperation, guidance & close supervision for this
activity, This process will facilitate in generation of timely cancer frequency

data of each cancer centre and national cancer incidence data.

If you need further information, kindly contact Director / NCCP through tel.no

011 - 2368627 or e mail - nccp@health.gov.lk .

Thank you -
Dr. P. G. Mahipala
Director General of Hea_llh Services
Ministry of Health, Nutrition & Indigenous Medicine
*Suwasiripaya”
385, Ven. Baddegama Wimalawansa Thero Mw
Colombo 10.

Dr. Palitha Mahipala

Director General of Health Services

Cc: 1 Secretary, Ministry of Health, Nutrition & Indigenous Medicine
2. All DDGs
3. Director — National Cancer Control Programme
4. Director — Health Information

5. Director — Organization Development
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4. Surveillance of Cancers at the Oral & Maxillo Facial (OMF) Units

e The General Circular No. 01-33/2012 of Ministry of Health, was issued for the purpose of
extending cancer surveillance to OMF Units.

e Cancer incidence data from the OMF Units of tertiary and secondary care hospitals are
obtained using the Annual Notification Form of Oral Cancer — OMF units (H 1294).

e Oral cancer incidence data obtained from OMF Units are being incorporated in to the
Cancer Incidence Data since 2006.

Table 4.1: List of State Sector Oral and Maxillo Facial Units in Sri Lanka

National Dental Hospital (Teaching)
OMF Unit — CSTH Kalubowila
OMF Unit - NCTH Ragama
OMF Unit - DGH Gampaha
OMF Unit-BH Avissawella
OMF Unit - DGH Kalutara
OMF Unit - BH Panadura
OMF Unit - DGH Negombo
OMF Unit - DGH Chilaw

OMF Unit — PGH Rathnapura
OMF Unit - DGH Kegalle
OMF Unit — TH Anuradhapura
OMF Unit — DGH Polonnaruwa
OMF Unit - PGH Badulla

OMF Unit - TH Kandy
Faculty of Dental Sciences — Peradeniya
OMF Unit - DGH Matale
OMF Unit — DGH Nuwaraeliya
OMF Unit — DGH Trincomalee
OMF Unit — DGH Ampara
OMF Unit - TH Batticaloa
OMF Unit - TH Jaffna

OMF Unit — DGH Vavuniya
OMF Unit — TH Karapitiya
OMF Unit — DGH Matara
OMF Unit — DGH Hambantota
OMF Unit — PGH Kurunegala
OMF Unit — BH Kuliyapitiya

CSTH - Colombo South Teaching Hospital
NCTH - North Colombo Teaching Hospital
DGH - District General Hospital

PGH - Provincial General Hospital

TH - Teaching Hospital

BH - Base Hospital
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o Accurate data on cancer patients registered at the OMF Units is essential for cancer
surveillance.

o To get correct information, following instructions should be followed at the OMF Units.

>
>

>
>

Report all newly identified cancers managed at the OMF Units .

Complete the Annual Notification Form of Oral Cancer (H-1294) accurately and
completely.

For each year, use a new sheet of the Annual Notification Form of Oral Cancer.
Cancer registry counts tumours not persons. Therefore, in the presence of
multiple primaries two separate rows should be filled for each cancer of the same
patient.

o Duly filled Annual Notification Form of Oral Cancer (H — 1294) should be certified with the
name, signature and the official stamp of the OMF Surgeon.

e Annual Notification Form of Oral Cancer should be prepared & send annually to the
National Cancer Control Programme before the end of the first quarter of the subsequent

year.

Director, National Cancer Control Programme,
555/5, Public Health Complex,
Elvitigala Mawatha, Narahenpita, Colombo — 05

In case of any doubts/ issues while completing the form, the coordinating Dental
Surgeon at the Oral Cancer Prevention and Control Unit of the National Cancer Control
Programme should be contacted through 011-2368627.
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4.1: Annual Notification Form of Oral Cancer - OMF Units (H1294)
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4.2: Instructions to Fill Annual Notification Form of Oral Cancer -

OMF Units

Surgery/
Other

Referred to Cancer

Name of the Ho: or Relevant year Treatment Centre or
Institution Hospital
] A
Annexure 0: H 1294
Annual notification form of\oral cancer — OMF
Institution Year 20
BHT Patient Details Tumour Details \
No./ Name Address NIC | Age | Sex Inciden | Site Primary/ Detailsof | TNM | Stage
Reg. No. M/F | ce Date Secondary Diagnosis Treatment Referred
No /Unkown | Histology/ done to
/ Morpholo
gy
Bed Head Patient’s ya
Ticket permanent It should be
Number/ residential clarified whether Record stage of cancer. (Refer
Registration address site of cancer is the information card provided
Number primary, by .the . NCCP on TNM
secondary classification and clinical
(metastatic) or staging)
aging should be done at the
| N\ unknown. Staging should be done at th
Full Name of the patient. It \ time of initial diagnosis. It is

should be recorded as first
name/ personal name,
followed by family name

/
/1]

p———a
National Identity

Card Number

Age mentioned in the
BHT/ Clinic file

Reporting date of the biopsy is the most valid
incidence date. If it is not available, need to
consider other dates such as date of surgery,
specific bio chemical/ immunological tests,
clinical investigations including X-Ray, USS,
CTS etc. carried out. Date of admission should
be considered in the absence of all above

details

28|Page

“~\

Anatomical site with subsite
(Topography).  Primary  site
should be mentioned. Carefully
review all reports and clinical
records to identify the site
where the tumour is originated.

.

\

based on information that can
be either clinical, which is the
stage before any treatment, or
pathological, which is the post-
surgical histopathological
classification.

In the absence of surgery,
staging is based upon
examinations carried out prior

to medical treatment. J

The extent of disease should be
recorded in terms of the three-digit
code of the TNM system

Record the complete histological diagnosis as stated
in the final comment of the Pathologist's report.

Confirmed histology should be documented. In the
presence of differential diagnosis histology should be

confirmed as far as possible.




5. Data Collection from Pathology Laboratories

e The General Circular Letter No. 02/61/2002 of Ministry of Health, was issued to
commence Pathology laboratory-based cancer surveillance. The process was further
strengthened with the General Circular No. 01/22/2012.

e Cancer incidence data from Histopathology, Haematology & Oral pathology laboratories
in hospitals and universities are obtained using Cancer Return Form — 1 (H 1290).

e These data are incorporated to generate cancer incidence data for the country since
2008.

e Accurate documentation of data on cancer cases diagnosed at the laboratories is
essential for cancer surveillance.

e Below mentioned instructions should be followed to report expected information
accurately.

Report all newly identified cancers.

Complete Cancer Return Form — 1 accurately and completely.

Use a new sheet of the Cancer Return Form — 1 for each month.

Identification details of the patient mentioned in the request form should be
entered correctly. Whenever the information is missing, it is necessary to contact
the ftreating unit or the patient and obtain required information. Patient
identification details are essential to eliminate duplicate entries at the cancer
registry database.

> Fill Tumour details based on histology / cytology report for individual sample.

VV VY

e Prepare the Cancer Return Form monthly and send to the National Cancer Control
Programme before the end of next month. Address:
Director,
National Cancer Control Programme,
555/5, Public Health Complex, Elvitigala Mawatha,
Narahenpita, Colombo — 05.

In case of any doubts/ issues while completing the form, the coordinating officer at
the Surveillance Unit of the National Cancer Control Programme should be contacted
through 011-2368627.
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Cancer Return Form - 1 (H1290)

5.1
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5.2. Instructions to Fill Cancer Return Form - 1

Reference No. given to
the individual sample by
the lab

[ Relevant month & year ]

Lab identification number given by
National Cancer Control Programme

[Refer Annex 1]

H 1290

CANCER RETURN FORM - 1

....... YA

(Month & Year)

(Name of the Institution)

Lal.uumbe, [ ]

the town or village living
is beneficial to identify
the residing district

should be clearly
mentioned. (eg. in TAH

Age mentioned in the |
BHT/ Clinic file

+BSO clarify whether
the site is uterus, cervix
or ovaries)

Prepared

Certified

(Consultant Pathologist/Haematologis\tOral Pathologist)

Name and signature of the officer who prepared the
return. A designated officer attached to path lab can
extract these data from individual pathology/
cytology reports maintained at the laboratory. Each

form completed needs to
in-charge of this activity.

be signed by the officer—

\

g Patient Details Tumour Details H/O Previous
? Malignancy
-‘Z" Name Address/Town | Age | Sex | Identification | Site of Details of Diagnosis Yes Diagnosis
° NVillage M/F Nic | BHT | €@ncer ["pate | Primary/ Morphology | /No
No. No. Secondary/ | (Histology/
PHN l Transforma Cytology)
tion/
/ Recurrence
( Unk
< Bed Head | / Unknown
Ticket
Full Name of the / 7L l a
. number Date of th \
patient. It should be at: ? ? 7/ Exact histology / cytology -—
recorded as first ! patnology i i
~ cytology type with behaviour and
name/ Personal - " \ differentiation. Confirmed
folowed b National Identity report (date of . L
?hamfe, lc|) owed by Card Number as reporting) histology should be
e family name mentioned in the documented. !n the .
v Bed Head Ticket. If presence of differential A
Personal Health o \ diagnosis histology should
Bationt X Number (PHN) Anatomical site with be confirmed as far as
j a Jgn M rferma”e" If available. it should subsite (Topography). (4 possible. Histology should ~ H—|
esidential address. be documented In the presence of be compatible with the site
address is not known, at © documente multiple specimens the of origin. (eg:- especially in
. gin. (eg:- especially
least documentation of site of origin of cancer B lymph nodes, brain, bone, N

liver)

/

Signature of H

ead of the Institution

Each form completed needs to
be certified by the Consultant
Pathologist, Haematologist or
Oral Pathologist.

Signature of the
administrative head of
the institution

It should be clarified whether site of cancer is primary, metastatic or site unknown. If the specimen
examined contained a metastasis, and was not from the site of origin (primary site) of the tumour,
mention it clearly as secondary. (eg:- a primary carcinoma of lung diagnosed by excision and
microscopic review of lymph nodes).
In the presence of transformation or recurrence, it should also be documented. These details will
be helpful to eliminate duplicate entries at the cancer registry database.
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History of previous
malignancy is important in
duplicate entry checking at
the cancer registry

database. In the presence
of previous malignancy,
the site and the
morphology should be
mentioned.




Annex 1: Lab Identification Numbers of the Pathology Laboratories

Lab | Name of the Pathology Lab | Name of the Pathology

No. | Laboratory No. | Laboratory

001 | NHSL - Histopathology 037 | Asiri Hospital

002 | NHSL - Hematology 038 | Faculty of Medicine - Ruhuna

003 | Colombo Medical Faculty 039 | TH Mahamodara

004 | Colombo Medical Faculty - 040 | BH Wathupitiwala
Haematology

005 | De Soyza Hospital for Women 041 | BH Homagama

006 | Castle Street Hospital for Women 042 | BH Avissawella

007 | Colombo South Teaching Hospital | 043 | BH Horana

008 | Colombo North Teaching Hospital 044 | BH Balapitiya

009 | Apeksha Hospital (CIM) 045 | BH Balangoda

010 | Lady Ridgeway Hospital 046 | PGH Badulla

011 | Medical Research Institute 047 | DGH Monaragla

012 | DGH- Gampaha 048 | PGH Chilaw

013 | PGH-Rathnapura 049 | DGH Nawalapitiya

014 | DGH -Kaluthara 050 | Roseth (Pvt) Hospital

015 | TH Karapitiya 051 | BH Mulleriyawa

016 | DGH -Negambo 052 | Kethumathi Hospital for Women

017 | PGH Kurunegala 053 | BH Tangalle

018 | TH Kandy 054 | BH Embilipitiya

019 | Faculty of Medicine, Peradeniya - 055 | BH Gampola
Haematology

020 | Faculty of Medicine, Peradeniya - 056 | DGH Hambanthota
Histopathology

021 | BH Matale 057 | TH Peradeniya

022 | TH Anuradhapura 058 | DGH Matara

023 | TH Sri Jayawardenepura 059 | DGH Vavuniya

024 | National Eye Hospital 060 | BH Dambulla

025 | National Hospital for Respiratory 061 | BH Karawanella
Diseases - Welisara

026 | Faculty of Medicine - Ragama 062 | Gomez Hospital Avissawella

027 | Faculty of Medicine — Sri 063 | BH Puttalum
Jayawardenepura
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028 | BH Panadura 064 | BH Elpitiya

029 | BH Kegalle 065 | DGH Polonnaruwa

030 | Faculty of Dental Science - 066 | BH Kuliyapitiya
Peradeniya

031 | Durdan’s Hospital 067 | TH Batticaloa

032 | Nawaloka (Pvt) Hospital 068 | DGH Kilinochchi

033 | Rathnam’s Hospital 069 | DGH Nuwaraeliya

034 | Delmon’s Hospital 070 | TH Jaffna

035 | The Central Hospital 071 | DGH Trincomalee

036 | Oasis (Pvt) Hospital

NHSL - National Hospital of Sri Lanka
DGH - District General Hospital

PGH - Provincial General Hospital
TH - Teaching Hospital

BH - Base Hospital

e Numbers for the Pathology laboratories were initially allocated when this process
commenced in year 2002.

e When data are sent by a new centre, the National Cancer Control Programme will
allocate a number to the new laboratory .
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6. Data Collection from Medical Record Departments

e Cancer Return Form — 2 (H 1291) was introduced by the General Circular of Ministry of
Health dated 20/09/2012.

e [n 2012, the National Cancer Control Programme commenced population-based cancer
surveillance in Colombo district. As a result, since 2012 Medical Record Departments of
tertiary and secondary care hospitals in the Colombo district and other selected hospitals
in adjacent districts are identified as an additional source of data for cancer surveillance.

e Cancer incidence data from Medical Record Department of tertiary and secondary care
hospitals are obtained using Cancer Return Form —2.

e Accurate documentation of data on cancer cases treated at the hospital is essential for
cancer surveillance. Therefore, it is very important that the Cancer Return Form -2 is
completed accurately and completely.

e Report all newly identified patients with cancer that are reported in the Bed Head Tickets
(BHT).
e The Cancer Return Form - 2 should be prepared quarterly and send to the National
Cancer Control Programme before the end of next quarter. Address:
Director, National Cancer Control Programme,
555/5, Public Health Complex, Elvitigala Mawatha,
Narahenpita, Colombo — 05

In case of any doubts/ issues while completing the form, the coordinating officer
(MO/ PHNS) at the Surveillance Unit of the National Cancer Control Programme
should be contacted through 011-2368627.
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Cancer Return Form - 2 (H1290)

6.1
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6.2: Instructions to Fill Cancer Return Form - 2

[ Relevant quarter & year ]

H 1291
CANCER RETURN FORM - 2
l Name of the hospital l . ) .
< Surveillance of Cancers in Sri Lanka
Source: Bed Head Ticket (BHT) Pat'ient’s. permanent
residential address
Medical Record Office, Hospital as mentioned in the
BHT
Quarter Year
Date | NIC | BHT Patient Cancer Mode of
No. No. Name Address Sex | Age | Site Date of Basis of | Histology | Discharge
Diagnosis | diagnosis Finding
A v
~ ~\ ( )
Bed Head Age mentioned
Ticket in the BHT [Refer Table 3.5]
number Ly—y—’ v
v

Full Name of the
patient. It should
be recorded as
first name/
Personal name,
followed by family
name

v

National
Identity Card
Number

Date of ] \

o) [

admission

Prepared

(RMO/MRO/MRA/DA/PPA)

Game and signature of the officer \

who has prepared the return. A
designated officer attached to the
Medical Record Department of the
hospital can extract these data
from individual bed head tickets
received to the MRO office. Each
form completed needs to be signed
by the officer-in-charge of this

Qctivity.
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Anatomical site with subsite. Primary site
should be mentioned. Carefully review all
reports in the clinical record and report the
site in which the tumour is originated.
Sites such as 'head', 'thorax', 'limb’,
‘pelvis', and ‘abdomen’ are poor
descriptors of site, since a tumour may
arise in a number of tissues (skin, soft
tissue, bone etc.) within these sites. It is
important to extract all the diagnostic
information available in the record. If the
primary site is unknown, secondary
site/sites should be documented. The
information on the primary site needs to

|
/:ecord the complete

be added at a later date if it becomes )

H:odes, brain, bone, liver

histological diagnosis as

stated in the final comment of
Pathologist’s report.

Confirmed histology should be
documented. In the presence
of differential diagnosis
histology should be confirmed
as far as possible. Histology
should be compatible with the |-

site of origin.

eg:- especially in lymph

available.
e

Certide
(DireJ-tor/MS of the Hosp

4

Date of reporting of the biopsy is the most valid
incidence date. If it is not available, need to consider
other dates such as dates of surgery, specific

biochemical/l  immunological ~ tests,

investigations including X-Ray, US-scan, CT-scan etc.
Date of admission should be considered in absence of

all above details.

1- Live discharge
2- Referral
3- Death

4- Left against
medical advice
5- Unknown

clinical

Each form completed needs to
be certified by the Director / MS
of the hospital




6.3: Circular for Cancer Return Form - 2
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All Provincial Directors of Health Services

All Regional Directors of Health Services

Director / Private Health Sector Development

Medical Directors/ Officers In Charge of Private Hospitals

Officers In Charge of Medical Centres/ Channel Consultation Centres

Officers [n Charge of Medical Laboratories

Surveillance of Cancers in Sri Lanka -
Provision of Comprehensive Cancer Incidence Data

Surveillance of cancer is an essential strategy for planning, implementation and evaluation of
evidence based cancer control programmes.
The National Cancer Control Programme of Sri Lanka which was established in 1980, started
surveillance of cancers from 1985 and published cancer registries based on the data collected only
from the government cancer treatment centres, as facilities for comprehensive treatment of cancer
patients was available only in those institutions at that time. Several volumes have been published
by the NCCP utilising the data collected from these institutions up to 2006.
Population based cancer regisiries with comprehensive data is the accepled form of cancer
incidence publication world over, thus National Cancer Control Programme is initiating a
Population based cancer registry from year 2012,

Since a considerable number of private health care institutions have started treatment of
significant number of cancer patients, collection of data from these institutions has become

absolutely essential 10 include all these data o improve the accurucy and compleleness of this
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publication. The accuracy of such information on cancer incidence and trends are very important
for prevention and control of cancers.

Therefore collection of cancer incidence data from all the points of diagnosis (Pathalogy labs) and
treatment centres, by the National Cancer Control Programme has become mandatory for effective

cancer control in 8ri Lanka.

According to the Private Medical Institutions (Registration) PMI Act No. 21 of 2006 clause
10.¢; the Private Health Regulatory Council is vested with the power of collection and publication
of relevant health information and statistics. Accordingly, the private health institutions need to
share relevant health information with the Ministry of Iealth for prevention and conlrol of cancers

in 8 Lanka.

Section 19.b further states; “Ihe reports, returns. stalements and other information required to be

furnished periodically by a Private Medical Institution to the Ministry of the Minister.”

The essential information that has to be provided by the private health institutions and laboratories

which treat and make diagnosis are given in the table below.

Table 1.1 Variables of the Cancer Surveillance

Variable | Remark |

Patient details ‘

(Patient identification details is essential in duplicate entry checking ai the Cancer Regisiry [

Darabase)

Name Full Name

Address Patient’s usual residential address

Age In years

Sex Male/ Female

NIC No. National Identity Card Number

BHT No. Bed Head Ticket No. o |

Tumour details

Site of Cancer (Topography) Anatomical site with sub site

Incidence date Date of the first pathology report (the date of biopsy
done)

Primary / Secondary/ Unknown Primary site / Metastatic site/ not known

Histology / Cytology (Morphology) | Exact histology / evtology type with behavior &
differentiation

History of Previous Malignancy

Yes/No B -

Diagnosis - ‘ - ) B
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The importance of collection of cancer incidence data has been brought to the notice of the Private
Health Regulatory Council and is of the view that the data could be provided if the confidentiality
of the data being preserved and privacy of the patient is not challenged.

Although personal identification data is included, confidentiality of data will be maintained
compulsorily, throughout the process. National Cancer Control Programme would not release
personal identification details 1o any 3" party and all the reports generated using these data would

contain only aggregated data.

The filled forms need to be posted to the following address monthly in a sealed cover stated as
“confidential” on the upper left corner. It will be appreciated if the filled forms of the previous

month would be sent before the end of next month.

National Cancer Control Programme
555/5, Ground Floor

Public Health Complex

Elvitigala Mawatha

Narahenpita

Colombo 5

The National Cancer Control Programme has developed a software programme for this purpose,
which would be used by the Government Cancer Treatment Centres from 2012, Any private
hospital interested in providing the data electronically could be provided with the software free of
charge by the NCCP on request.

Further information in this regard could be obtained from-

Director, National Cancer Control Programme

Tel.no 011 - 2368627 or € mail ncepsl@yahoo.com .

Please advice and guide the relevant private health institutions in your respective areas to comply

and extend their cooperation for the improvement of health services in Sri Lanka.

Capies to;

1. Hon.Minister- Ministry of Health
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7. Data Collection from Death Registrars

¢ Along with the population-based cancer surveillance initiated in Colombo district in the
year 2012, the Cancer Return Form — 3 was introduced through the circular of Registrar
General's Department dated 05/06/2012.

e Cancer incidence data from Death Registrars in Colombo district are obtained using
Cancer Return Form - 3.

e Following instructions ensure accurate and complete documentation of the Cancer
Return Form - 3 by the Death Registrars.

o All cancer related deaths should be reported using the Cancer Return Form - 3.

e Below mentioned instructions should be followed to identify cancer related deaths.

» When a death occurs in a hospital, information of the Death Declaration Form
should be used to identify cancer related deaths. If cancer is stated at any of
following three places in Death Declaration Form under the cause of death - No.7,
it should be considered as a cancer related death.

(a) Immediate cause
(b) Antecedent and/ or underline causes
(c) Other contributory causes

» In addition to the Death Declaration Form, previous diagnosis cards and clinical
records of the deceased are useful to identify cancer related deaths.

» When the cause of death is not confirmed by a Medical Officer or a Coroner, if
cancer is mentioned as the cause of death in verbal autopsy form (No. 155 b), the
death should be considered as a cancer related death.

» Following terms are used to indicate cancer. Therefore, the Cancer Return Form -
3 should be filled if any of these terms is mentioned in the deceased’'s medical

records.
Cancer Sarcoma Glioma
Malignancy Leukemia Astrocytoma
Malignant neoplasm Lymphoma Blastoma
Malignant tumour Plasmacytoma Myelodysplastic syndrome
Carcinoma Multiple myeloma

e Use a new sheet of the Cancer Return Form — 3 for each month.

e Death Registrars covering more than one division should fill separate sheet for each
division.
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e Cancer Return Form should be prepared monthly and send before the 15t of the
following month to the below mentioned address.
Director,
National Cancer Control Programme,
555/5, Public Health Complex, Elvitigala Mawatha,
Narahenpita, Colombo — 05

e When no cancer deaths are reported in a month, a NIL return of the Cancer Return Form-
3 mentioning “no cancer deaths” should be sent to the National Cancer Control
programme.

e Cancer Return Form-3 is provided to each Death Registrar by the National Cancer
Control Programme in adequate numbers. It is the responsibility of the Death Registrar
to request more Cancer Return Forms in due time, before the provided forms are over.

In case of any doubts/ issues while completing the form, the coordinating officer
(Medical Officer/ Public Health Nursing Sister) at the Surveillance Unit of the
National Cancer Control Programme should be contacted through 011-2368627.
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Cancer Return Form - 3
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7.2: Instructions to Fill Cancer Return Form - 3
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type & site of cancer it is important to get
correct information from the Death
Declaration Form, diagnosis cards, clinical

the dead person

Full Name of the dead person. It
should be recorded as first name/
personal name, followed by family
name

\ S

relatives. If the type & site is mentioned in
English language, in clinical records better ~ |—
to report it in the same way. It should be
clarified whether site of cancer is primary

Qr metastatic
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Name, signature and the official stamp of the Death
Registrar. Each completed form should be signed by the
Death Registrar
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Cancer Sarcoma Glioma

Malignancy Leukemia Astrocytoma

Malignant neoplasm Lymphoma Blastoma

Malignant tumour Plasmacytoma Myelodysplastic syndrome
Carcinoma Multiple myeloma
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8. Data Coding

Coding of cancer registry data is done by the registry staff of National Cancer Control
Programme. Cancer incidence data are coded by

()  Site (Topography)

(i) Histology (Morphology)
according to the International Classification of Diseases for Oncology (3rd Edition). Full
instructions for coding are given in this book.

pussed | International

Classification of
Diseases for
Oncology
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9. Data Entry

Data entry is done at two points of the data flow system of the Sri Lankan Cancer Registry.

1. Cancer Treatment Centres
At the Cancer Treatment Centers, data are entered in to the Sri Lanka Cancer Registry
(SLCR) database by a Development Officers or any other officer, to whom the
responsibility is assigned. For reference, the user manual can be obtained from the
National Cancer Control Programme.

2. National Cancer Control Programme
Data received through the National Cancer Surveillance Form and Cancer Return Forms
are entered to CanReg version 5 by Data Entry Operators at the National Cancer Control
Programme. Data files received through SLCR database or as soft copies files are
uploaded to the CanReg version 5 (Fig 9. 1).

i

CanRe

Q Login to CanReg

IARC IACR

Copyright ® 2008-2012 Install New System
Section of Cancer Informaticn i,__

International Agency for
Research on Cancer
‘World Health Crgenization

Version: 5.00.21b1285 (20120726154318) More info...

Fig 9.1: An image of the CanReg Software

The CanReg system allows input, storage, checking, back up and analysis of cancer registry
data. The input process also includes a number of inbuilt checks, to ensure that obvious
mistakes are flagged for correction. Incomplete or incorrect registrations cannot be
confirmed, and will remain in a pending status until corrected or completed.
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CanReg 5 splits this information in to three tables: Patient, Tumour and Source. For each
patient, many tumour records can be stored, and for each tumour many source records can
be stored.

CanReg manual provides detailed instructions on data entry procedure, including checking
to see if a given patient already has a record, allowing for updating the existing record, and

creating new record. Fig 9. 2 shows the basic processes involved.

Data inputs
Abstracted information from

medical records, hospital/clinic or
lab reports

New
patient?

Yes No
Code and enter Update original
data to the record in the
database database

Check database
for duplicate <
and multiple

entries

A 4

A A

Correct if
necessary

|

Outputs
Counts, tables and reports

Fig 9.2 Flow chart of data entry to database
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10. Data Verification, Analysis and Publication of the Cancer Registry
Data

Verification and analysis of cancer registry data are done by the registry staff of National
Cancer Control Programme.

Data quality checks are made during coding of data, data entering to CanReg 5 software
and at the basic analysis level. The clinic record numbers of all data sheets suspected with
errors are noted and the relevant patient files are re-examined to correct the erroneous
entries. In addition, ‘lARCcrgTools.zip’ file programme is also used to verify the cancer
incidence data.

Allmultiple entries due to patients are being registered at more than one data generation point
are identified and removed from the database using the duplicate searching mechanisms in
the CanReg 5 software. This is done by matching basic information, demographic variables of
the patient, topography and morphology of the tumour. In addition to the duplicate search
facility of CanReg 5, 'Linkpro' software and Excel sheets are also utilised to identify duplicate
entries that are missed by the Can Reg 5 software. This can be due to minor changes in
spellings of names, addresses etc.

Only the cases under behaviour code ‘3’ (malignant primary site) are included in the analysis.
To verify the results, cancer incidence data are analyzed in parallel using MS Excel, SPSS
software and the cancer registry analysis package developed using ‘Foxpro’ software by the
Chennai Cancer Registry. In addition, analysis facility in CanReg 5 software can also be
used for this purpose.

After analysis, information is disseminated through cancer registry publication (Cancer
Incidence Data Sri Lanka) in electronic and print media. The National Cancer Control
Programme which was established in 1980 made its first publication in 1990, on Cancer
Incidence Data for the year 1985. Thereafter, publications were made annually for the years
1986 and 1987. Annual publication of data had stopped in 1987 due to logistic reasons and
five-yearly publications had been done from 1990 to 2005. The annual publication of cancer
incidence data was recommenced since 2006.
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