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	Cancer information in the 21st century—developing an Irish national cancer dataset


A report on the workshop held in the Royal Hospital, Kilmainham on June 19th, 2007

Background

The National Cancer Control Strategy has recommended “a cancer surveillance system that will build on the existing system of cancer registration” and goes on to identify a cancer surveillance system as one which encompasses all of the information needed for cancer control, from risk factors to mortality. It describes its components as: 

1. monitoring trends in cancer incidence, prevalence and survival over time and between different geographic areas, social groups, and other defined population;

2. evaluating the effectiveness of cancer prevention and screening;

3. evaluating the quality and outcomes of cancer care;

4. evaluating the impact of environmental and social factors on cancer risk;

5. supporting investigations into the causes of cancer;

6. providing information in support of cancer genetic counselling services for individuals and families at higher risk of developing cancer.

This information mainly relates to cancer patients, but also includes risk factors and behaviours in the general population.

The National Cancer Control Programme will need high quality information on all aspects of cancer—prevention, diagnosis, treatment and outcome—for needs assessment, quality improvement and monitoring. This information may be gathered, as appropriate, at both population and health service level. 

The current routine cancer registration dataset (see Appendix 1) must be expanded to provide more information on patient demographics and “at risk” status, on treatment, quality of life, and disease free survival. One of the first steps in the development of cancer surveillance must be agreement on a minimum national cancer dataset.

Minimum datasets

“Minimum” datasets vary considerably in detail, but all contain information on demographics, cancer type, stage, treatment and outcome. The minimum data required for clinical management of a patient will vary from cancer site to cancer site and will often be more detailed than would be practical for a national minimum dataset. As a general principle, all items in a minimum dataset should be available for the majority of patients, be clearly defined and have some definite function. Ideally they should also conform to national and international standards of classification.

The Irish minimum national dataset should be viewed as one “window” on a series of more extended sets, which would cover the data needs of different groups, with data items which are consistent in definition across all data systems. 

Proposed action plan

The National Cancer Registry and the HSE, as part of the development of a programme of cancer surveillance, have proposed the following action plan:

1. To identify international “best practice” with regard to minimum cancer datasets.

2. To carry out consultations with interested groups on essential data items. 

3. To establish an expert group to advise on the content of the dataset, provide guidance on problem areas and advise on regular revisions. 
4. To agree a national minimum cancer dataset with providers and users, including standards, definitions and recording procedures for all items.

5. To ensure that all existing local and national datasets are brought into conformity with these standards.

To begin the process of consultation on a national minimum dataset, a workshop was held at the Royal Hospital, Kilmainham on June 19th to propose the elements of this dataset and to advise on the steps that should be taken to implement this.

The workshop

Attendance
The workshop was widely advertised and had an attendance of 95 people from a wide range of backgrounds across the country (Appendix 2).
Structure

Introductory talks

The workshop opened with a series of short presentations by invited speakers on the requirements of a national dataset for planning, clinical care, nursing care, audit, population health and from the patient viewpoint (copies of these presentations are available on our website www.ncri.ie).
The speakers were:

10:10-10:20. Governance: Mr Tony O’Brien, National Cancer Screening Service (on behalf of Mr John O’Brien, National Hospitals Office).
10:20-10:30. Audit: Dr Anna Gavin, Northern Ireland Cancer Registry.
10:30-10:40. Clinical care: Professor John Reynolds, St James’s Hospital.

10:40-10:50. Nursing: Ms Marie Lavin, Irish Association of Nurses in Oncology.
10:50-11:00. Patients:  Dr Sheila Rochford

11:00-11:10. Population health: Dr Davida De La Harpe, HSE-Population Health
Group discussion

The workshop was organised into twelve small groups, which were given three tasks:

1. to propose items, in addition to those already collected by the National Cancer Registry
, which should be included in a national minimum dataset;
2. to prioritise these into those which were essential and those which were only desirable;
3. to suggest the steps which needed to be taken to introduce the dataset nationally.
At the end of each discussion, all of the groups reported back to a plenary session. Notes were kept of each group’s recommendations.

Session 1

What data is important for cancer control and should be in a national minimum dataset? 

There was a considerable degree of agreement on the additional items which should be collected, which are listed in Table 1.
Table 1. Additional data items proposed

1. Patient data

National identifier

Screening identifier

Postcode/ED

Mother’s maiden name

GP identifier

Patient contact details—phone, email.

Lifetime occupational data


Spouse/partner

Socio-economic status

Living alone? Support

Dependents

Family history-1st degree relatives

Ethnicity

Length of residence

Religion

Culture-specific factors

Health insurance

Risk factors


Detailed smoking history; time since cessation


Alcohol


Obesity—height and weight


Diet

2. Process data

GP referral
date of decision to refer

date letter sent
date appointment received

Date first seen at hospital
Date of  diagnosis

Dates of investigations
Dates of treatments

3. Diagnosis and staging data

Staging: stage-specific systems e.g. haematology, gynae

Clinical, imaging and pathology staging

Post-treatment staging

Number of nodes sampled, location and number +ve

Investigations—date and type

Co-morbidity

Multi-disciplinary team meetings

Date


Attendance—consultants, others


Decisions


Follow-through on decisions

4. Treatment data

Treatment intent

Treatment complications/side-effects; date and type

Treatment cost

Treatment duration: intended and actual

Detailed chemotherapy regime: dose, drugs, no. of treatments; if stopped and why

Reason for early termination of treatment

Resection margins

Tissue storage

Clinical trial availability and participation

5. Followup data

Patient performance status

Quality of life

Metastases—date and site

Date last seen and disease status

Date and cause of death
These items were collated and a print-out given to each group for use during session 2.

Session 2

Prioritisation of data items: what data items 

· Are essential?

· Are desirable?

· Should be collected for all patients?

· Should be collected for some subgroups of patients?

The second session, on prioritisation, considered the items in more detail, and made recommendations on which of these should be considered essential for a minimum dataset.

In general, most items were felt to be essential. Some groups suggested that certain items might not be essential (usually on the basis that they would be unreliable and/or difficult to collect) but all were agreed to be desirable. It was suggested that the feasibility of collection of some of items could be examined in pilot studies.

A number of groups noted that if a unique identifier were registered then some patient items could be acquired through data linkage rather than being specifically recorded on a cancer database.

The items which most groups thought might be omitted from a minimum dataset were:

1. Patient contact details—subject to change and not very relevant outside the hospital. Should be part of hospital administrative data.
2. Lifetime occupational history. It was suggested that main lifetime occupation might be a more realistic item.
3. Occupation of spouse or partner—the value and reliability of this was questioned
4. Diet, socio-economic status, alcohol intake: some groups felt that these would be of low reliability and therefore of limited value. Diet, in particular, was felt to be very difficult to record in any detail.
5. Height and weight—it was noted that weight at the time of diagnosis would not be useful as it would be determined by how unwell the patient was.
6. Religion and culture—the definition and usefulness of these was questioned by most groups
7. Treatment costs—most groups felt these would be difficult to collect and interpret.
8. Multi-disciplinary team meetings: the date of the meeting was thought to be essential; the other items were desirable
A number of items were mentioned by one or two groups as being “desirable” rather than essential, but most groups felt they should be included:

1. Living alone and access to support services

2. Tissue storage

3. Screening history
4. Length of residence at current address

5. The full range of GP referral dates

6. Quality of life

While it was agreed that these items were desirable, some groups questioned if this data was important enough to justify the effort of collecting it. Its reliability was also questioned.
Session 3
Next steps—recommendations for further action. What further actions are needed to:

· refine and develop the dataset proposed today?

· get general agreement on the dataset?

· promote it (or make it mandatory)?

· make the data accessible to all who need it?

· keep the dataset up to date and relevant?

In the final session, each group was asked to recommend the next steps to be taken. Although the groups made over eighty separate recommendations, these overlapped considerably and there was a definite consensus on the basic principles.
1. Management and governance

a. The purpose of the minimum data set should be clearly defined—is it for audit, population health or both?

b. The role and responsibilities of the National Cancer Registry with regard to national data collection should be clear.
c. The current  National Cancer Registry data system should be supported and improved.
d. The profile of the National Cancer Registry should be raised.
2. Development of the dataset

a. A steering/expert group should be set up with responsibility for developing the dataset. This group should 

i. Refine, develop and define the dataset as agreed on at the workshop.
ii. Consider models in other countries.
iii. Consult with stakeholders on a draft dataset.
iv. Promote and disseminate the dataset.
v. Meet on a regular basis to review and update the dataset, using feedback from data collectors and other stakeholders.

b. Subgroups should be set up to develop site-specific and other (e.g. paediatric) datasets.
c. The dataset should allow for easy expansion to accommodate local and subspecialty needs.
3. Data acquisition
a. Should be once only for each data item, if at all possible.
b. Where possible, data should be acquired by interfacing and compatibility with existing systems rather than by additional data entry.
c. Data should be collected In “real time” whenever possible

d. The aim should be to input and access data through a live web-based system.

e. A move to a full electronic patient record, which would be compatible with the minimum dataset, should be encouraged.

f. The person responsible for generating the data should be responsible for ensuring it is recorded.
g. The system should work in cooperation with existing datasets and data managers and avoiding duplication.
h. The IT implications of linking and integrating with existing datasets should be worked out in the context of an agreed HSE ICT policy.

i. Pilot and feasibility studies may be needed.
j. Links to external data should be set up  e.g. screening data, HIPE.
k. There should be automatic annual patient follow-up.
4. Promotion of data collection and of dataset
a. A project manager should be appointed to disseminate and promote the national dataset.
b. A project plan for this process should be drawn up.
c. Each institution must formally commit to the process: this should be the responsibility of the hospital CEO.
d. Hospital cancer funding should be partly dependent on compliance with the dataset and adherence to national standards.
e. The private sector should be involved on the same basis as the public.
f. Adequate resources should be provided to collect the minimum dataset at all sites; this should not be inhibited by HSE staffing ceilings.
g. The NCRI should be “gatekeeper” but responsibility for entering data should rest on those who generate it.
h. Medical and nursing training should include teaching of data and its uses.
5. Data quality 

a. There must be nationally agreed coding standards (a reference committee should advise on national and international standards).

b. Data should be audited regularly both locally and nationally.
c. Hospital accreditation should depend on data standards.
d. One person at each site should be responsible for overseeing data completeness and quality. This person should be specifically trained and experienced in data issues.
6. Legal and ethical considerations

a. A unique patient identifier is essential.
b. Reporting of cancer to the National Cancer Registry or national dataset should be legally mandatory; this should also apply to the private sector.
c. Legal issues with regard to data sharing, data ownership, data protection and freedom of information must be clarified.
d. Ethical issues with regard to confidentiality, anonymity and access must be clarified.
e. Data ownership must be agreed.
f. Hospitals should have ready access to their own data; rights of access within hospital and between hospitals must be agreed.
g. Each hospital should be given, or have access to, standardised reports.
Appendix 1. Workshop programme

9:30-10:00. Registration.
10:00-10:10. Welcome and introduction to structure and aims of workshop. 
Dr Harry Comber, National Cancer Registry. 

10:10-11:15. Setting the scene:  a range of perspectives on cancer information.
10:10-10:20. Governance: Mr John O’Brien, National Hospitals Office.
10:20-10:30. Audit: Dr Anna Gavin, Northern Ireland Cancer Registry.
10:30-10:40. Clinical care: Professor John Reynolds, St James’s Hospital.
10:40-10:50. Nursing: Ms Marie Lavin, Irish Association of Nurses in Oncology.
10:50-11:00. Patients:  Dr Sheila Rochford
11:00-11:10. Population health: Dr Davida De La Harpe, HSE-Population Health
11:15-11:30. Tea/coffee break.
11:30-12:00. Small group discussion. 

What data is important for cancer control and should be in a national minimum dataset? 
An open, “brainstorming” session.
12:00-13:00. Plenary session.

Groups report back, followed by general discussion.

13:00-14:00. Lunch break.


14:00-14:30. Small group discussion.

Prioritisation of data items: what data items 

· Are essential?

· Are desirable?

· Should be collected for all patients?

· Should be collected for some subgroups of patients?

14:30-15:15. Plenary session.

Groups report back, followed by general discussion.

15:15-15:45. Small group discussion.

Next steps—recommendations for further action. What further actions are needed to:
· refine and develop the dataset proposed today?

· get general agreement on the dataset?

· promote it (or make it mandatory)?

· make the data accessible to all who need it?

· keep the dataset up to date and relevant?

15:45-16:45. Plenary session.
Groups report back, followed by general discussion.

16:45-17:00. Concluding remarks. Mr Tony O’Brien, National Cancer Screening Service.

Appendix 2. Workshop attendance
	Name
	
	Organisation

	Camilla
	Bennett
	Waterford Regional Hospital

	Maciej
	Bladek
	Roche Products (Ireland) Ltd.

	Oscar
	Breathnach
	Beaumont Hospital

	Serena
	Brophy
	National Cancer Registry

	Margaret
	Burgess
	National Cancer Registry

	Catherine
	Carhue
	

	Sarah
	Callanan
	Women's Health Council

	Catherine
	Carew
	The Mater Misericordiae University Hospital

	Deirdre
	Carey
	HSE Population Health

	Mairead
	Casey
	National Cancer Registry

	Nick
	Chadwick
	St. James's Hospital

	Mary
	Chambers
	National Cancer Registry

	Frieda
	Clinton
	Our Lady's Hospital, Crumlin

	Cillin
	Condon
	AMNCH, Tallaght

	Anne
	Cooney
	The Mater Misericordiae University Hospital

	Paul
	Crotty
	AMNCH, Tallaght

	Marie
	Dalton
	Health and Safety Authority

	Davida
	de la Harpe
	HSE Population Health

	Valerie
	de Souza
	HSE Population Health

	Sandra
	Deady
	National Cancer Registry

	Mary
	Devlin
	St. James's Hospital

	Tara
	Droog
	Irish Cancer Society

	Anne
	Drummond
	UCD

	Norah
	Fagan
	Midland Regional Hospital, Tullamore

	Una
	Fallon
	HSE Population Health

	Eugene
	Farrell
	National Plan for Radiation Oncology

	Grainne
	Flannelly
	St Vincent's University Hospital.

	Patricia
	Fox
	UCD

	Anna
	Gavin
	Northern Ireland Cancer Registry

	Mary
	Geoghegan
	National Cancer Registry

	Robert
	Geraghty
	St Vincent's Hospital

	Sharon
	Glynne
	National Cancer Registry

	Wen Lyn
	Ho
	Beaumont Hospital

	Kerrie
	Hogan
	The Mater Misericordiae University Hospital

	Kate
	Holmes
	AMNCH, Tallaght

	Eve
	Horan
	National Cancer Registry

	Miriam
	Hunter
	Beaumont Hospital

	Mary
	Hynes
	HSE National Hospitals Office

	Abeer
	Ibrahim
	TCD

	Jane
	Joyce
	St. James's Hospital

	Antoinette
	Kanagasuntherie
	South Infirmary Victoria Hospital

	Mary
	Keane
	The Mater Misericordiae University Hospital

	Derval
	Kehily
	Beaumont Hospital

	Tracy
	Kelleher
	National Cancer Registry

	Maria
	Kelly
	National Cancer Registry

	Pat
	Kelly
	AMNCH, Tallaght

	Hilary
	Kerrigan
	Our Lady's Hospital, Crumlin

	Andrea
	Lau
	Beaumont Hospital

	Marie
	Lavin
	UCD

	Rory
	Lee
	Roche Products (Ireland) Ltd.

	Kay
	Leonard
	St Luke's Hospital

	Andrea
	Lowe
	Beaumont Hospital

	Ann
	Lynch-Pope
	Beaumont Hospital

	Michael
	Maher
	The Mater Misericordiae Private Hospital

	Bernadette
	Mallon
	Cavan/Monaghan Hospital Group

	Francis
	McArdle
	Our Lady of Lourdes Hospital

	Martina
	McCarthy
	National Cancer Registry

	Aisling
	McDonald
	Letterkenny General Hospital

	Niamh
	McEvoy
	AMNCH, Tallaght

	Joanie
	McGrath
	Waterford Regional Hospital

	Pauline
	McGrath
	Beaumont Hospital

	Rosemary
	McMahon
	Beaumont Hospital

	Debbie
	McNamara
	Beaumont Hospital

	Therese
	Mooney
	National Cancer Screening Service

	Deirdre
	Murray
	HSE Population Health

	Niamh
	Murray
	AMNCH, Tallaght

	Maeve
	O’Leary
	HSE Population Health

	Sallyann
	O'Brien
	Health Research Board

	Tony
	O'Brien
	National Cancer Screening Service

	Eddie
	O'Connor
	AMNCH, Tallaght

	Mary
	O'Connor
	National Cancer Screening Service

	Bernadette
	O'Keefe
	HSE Population Health

	Bernie
	O'Loughlin
	The Mater Misericordiae University Hospital

	Freda
	O'Neill
	HSE Population Health

	Maura
	O'Shea
	HSE Population Health

	Finola
	O'Sullivan
	Our Lady's Hospital, Navan

	Aileen
	Pekoz
	South Infirmary Victoria Hospital

	Lorraine
	Quinn
	St. James's Hospital

	John
	Reynolds
	St. James's Hospital

	Sheila
	Rochford
	General Practitioner

	Suzanne
	Rowley
	St. James's Hospital

	Cathleen
	Ryan
	Midwestern Regional Hospital

	Winifred
	Ryan
	HSE National Hospitals Office

	Kieran
	Sheahan
	St Vincent's University Hospital.

	Kieran
	Sludds
	Health and Safety Authority

	Maurice
	Stokes
	The Mater Misericordiae University Hospital

	Sally
	Stroughair
	The Mater Misericordiae University Hospital

	Margaret
	Sweeney
	National Cancer Screening Service

	Stewart
	Thompson
	St. Vincent's University Hospital

	Maura
	Thornhill
	National Cancer Screening Service

	Marian
	Ward
	St Vincent's University Hospital.

	Albert
	Winston
	National Cancer Screening Service

	Bernie
	Woulfe
	Midwestern Regional Hospital

	Sarah
	Young
	St. James's Hospital


Appendix 3. Current National Cancer Registry dataset

Patient data

registration number
first name 
second name
surname 
maiden name
date of birth
year of birth
sex
GMS number
personal public service number.
occupation
occupation status
person whose occupation is described
marital status of patient 
smoker
house number 
house name
full address 
district electoral division code. 
general practitioner code.
practice identifier of the GP.
date of GP request for appointment. 
Tumour data

site of primary tumour; ICD-o 2/ICD 10 code.
histological type of tumour; ICD-o-2/SNOMED code
date of diagnosis. 
age at incidence 
histological grade 
most valid basis of diagnosis 
(e.g. histology, cytology, radiology, clinical etc)
method of presentation (symptomatic, screening etc).
side of tumour site (paired organs)
pathology laboratory
pathologist code
histology lab number.
date of histology.
Stage

clinical T stage. 
clinical N stage. 
clinical M stage. 
pathological T stage..
pathological N stage.
pathological M stage. 
clinical measurement of the size of the tumour.
pathological measurement of the size of the tumour.
most reliable basis for T stage. 
most reliable basis for N stage. 
most reliable basis for M stage. 
absence or presence of residual tumour after treatment.
marker/receptor type  (progesterone receptor, oestrogen receptor, HER2 [c-erbB-2] over-expression, amplification)
receptor status/value; depends on marker

the date of test
Treatment

ICD-9-CM/ICD-10-AM treatment code.
date of treatment
treatment site. 
hospital where treatment was given.
medical record number for that hospital.
treating consultant
admission type (day/elective/outpatient/emergency/unknown).
purpose of the treatment (primary treatment, recurrence, metastasis, palliative, unknown/other, diagnostic)
Follow-up
date of first recurrence (if any).
sequence number of metastasis 
site of metastasis.
date of metastasis.
alive or dead
date of death
year of death
cause of death (ICD-9) from death certificate.






� The current Registry dataset is described in Appendix 3
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