Proposed national cancer clinical dataset

The National Cancer Registry, following discussions with Professor Tom Keane, has undertaken the task of developing a national cancer clinical dataset and now wishes to conduct a consultation within the cancer care community on the content of a proposed dataset, which is attached as Appendix 2.
1. Purposes of the dataset

The proposed dataset will

1. provide a nationally agreed and consistently defined set of items which would be recorded consistently by all centres providing cancer care for all cancer cases, throughout the patient care pathway;

2. replace and greatly expand on the current cancer registration dataset;

3. contain mainly items concerned with the clinical management of the patient. Information on staffing and structures, on patient satisfaction, on contacts with non-clinical staff and similar matters has not been included in this version. This does not rule out the possibility that they may be included once the initial dataset has come into routine use;

4. not preclude the development and use of more detailed databases for specialist use, for local audit or other purposes. However, such additional datasets should be compatible with the national dataset and international definitions; as far as possible they should use variables from the national dataset and should not use alternative definitions or classification systems;

5. be subject to continuous review and amendment; it is not intended to be fixed and final.
2.Background

An Expert Working Group (Appendix 1) was convened early this year, with representation from all clinical specialities involved in cancer care, from nursing, public health, HIQA and HSE management. This expert group has proposed a minimum dataset (Appendix 2) on which it now wishes to conduct a wide consultation. We recognise that a wider spectrum of expert opinion is required than could be provided by the Expert Group, and are asking individuals and organisations to let us have their comment on the content of the dataset. As stated above, we regard the dataset as “work in progress” which will be subject to regular review and modification once in use. 

This is a minimum dataset and is not intended to contain every item which could be of clinical or administrative interest. In choosing data items, we have been guided by the following principles:
1. Data items have been included only 
a. If they are likely to have some impact on action, either in clinical practice or in service evaluation and planning.
b. If there is a reasonable expectation that they will be available for most patients in most centres. Significantly incomplete data, no matter how desirable, will be biased and unusable.

c. If they allow for precise and relatively simple definition. For instance, country of birth has been chosen over ethnicity, which is difficult to define unambiguously.

2. The data is centred on the patient and the care pathway, rather than on the service provider. Structural—buildings, equipment, services provided, staff numbers, training etc—and financial data must be ascertained through different routes.
3. It is important to note that the data structure is to be hierarchical, allowing for an essentially unlimited number of episodes of imaging, biopsy, surgery, follow-up etc. to be recorded individually throughout the care process, without the need to generate large tables.
We recognise that the data captured represents only one aspect of the information needed about cancer care. Data on the details of the patient experience are essential but will need to be gathered through qualitative and quantitative interviews and surveys of patients. 
For each data item a brief description has been added, but no attempt has been made, at this stage, to provide a detailed definition. Recognising that in some cases the utility of a data item will depend on its precise definition, we would welcome comments on item definitions as well as on their appropriateness.

The grouping of data items is given in the proposed dataset for convenience; the inclusion of an item in one category rather than another will not affect the structure of the data.
3. Consultation

The Expert Group requests you, or your organisation, to let us have your views on:

1. The overall structure and grouping of the data items; should there be provision, for instance, for TNM stage to be recorded more than once in different centres, or should there be a single “definitive” stage? 

2. Items in the proposed dataset which you feel should be removed or modified.
3. Additional data items which you feel should be included. Items should only be suggested if there is a very strong case for this; in this, initial, phase of development our aim is to reach consensus on a minimum dataset which can be applied to all cancers in all settings, and to avoid site-specific data items.
4. For individual data items which particularly pertain to your specialty/special interests, some guidance on the optimum form of the responses (i.e. fixed choice or open answers) and on existing systems of classification would be welcome.

5. Any other matters which you consider to be relevant to the design and implementation of this dataset.
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Appendix 2. Proposed minimum dataset
	Demography
	

	Frequency
: once only per cancer diagnosis; may be updated

	Hospital/clinic/other: name or code
	Name of hospital, clinic etc where this information is being recorded

	First name
	Provision can be made for alternatives e.g. Jim, James, Seamus

	Surname
	Provision can be made for multiple surnames

	Surname at birth
	If different from previous

	Sex
	At the time of diagnosis

	Date of birth
	

	Country of birth
	More reliable than “ethnicity”

	PPS number
	

	Medical record /patient number
	For this institution; HIPE format

	Current GMS status
	

	GMS number
	If current GMS patient

	Address at time of diagnosis
	

	Patient usual address (if different from preceding)
	

	ED code of residence
	Unlikely to be available; may be added by data linkage

	Main life time occupation
	Not most recent

	Occupational status (employed/unemployed/retired etc)
	

	Marital status
	At diagnosis

	Living alone
	Yes/no

	Source of information
	Patient/spouse/friend etc


	Initial referral
	

	Frequency: once only per cancer diagnosis

	Hospital/clinic/other: name or code
	Name of hospital, clinic etc where patient was initially seen (prior to cancer diagnosis)

	Source of referral
	GP/hospital/screening service etc

	Referring organization/GP
	Name or code of GP, hospital etc

	Name of GP
	On referring letter

	Name of GP practice
	On referring letter

	Symptoms at time of referral
	Will be site-specific

	GPs assessment of urgency
	Routine/urgent/emergency etc; as in referral letter

	Cancer referral priority type
	Hospital assignment of urgency

	Date appointment was requested
	Date GP/patient first wrote/telephoned for appointment

	Date appointment offered
	Date on which appointment date was sent out

	Date of appointment
	

	Date of attendance (first seen)
	May be different from date of appointment (e.g. casualty attendance, DNA)

	Place first seen (OPD, A&E etc)
	

	Name of consultant/service
	To whom referral was made

	Date on which GP was informed of outcome
	Date letter/phone call made to GP

	Date on which patient was informed of outcome
	


	Imaging
	

	Frequency: each imaging investigation

	Hospital/clinic/other: name or code
	Name of hospital, clinic etc in which imaging was carried out

	Name of consultant/service
	

	Anatomical site
	On which imaging was carried out 

	Type of imaging
	CT/isotope scan/chest Xray etc

	Date carried out
	

	Lesion size
	If applicable

	Date of report
	


	Biopsy
	

	Frequency: each biopsy performed

	Hospital/clinic/other: name or code
	Name of hospital, clinic etc in which imaging was carried out

	Name of consultant/service
	To whom referral was made

	Date
	

	Anatomical site
	Of biopsy

	Type
	FNA/core

	Open/closed
	Biopsy type

	Image-guidance used
	Yes/no

	Number of samples taken
	

	Date of biopsy report
	


	Diagnosis
	

	Frequency: once for each cancer; may be updated

	Hospital/clinic/other: name or code
	Name of hospital, clinic etc in which biopsy took place

	Name of consultant/service
	

	Date of diagnosis
	Based on IARC/ENCR rules for date of definitive diagnosis

	Most reliable basis of diagnosis
	Microscopic/imaging/clinical etc


	Multi-disciplinary team meeting
	

	Frequency: complete for each MDT at which the cancer was discussed

	Hospital/clinic/other: name or code
	Name of hospital, clinic etc in which MDT took place

	Multidisciplinary team discussion date 
	

	Performance status (adult)
	State scale used

	Clinical trial participation
	

	Offered
	

	Taking part
	

	Date of communication of MDT decisions to GP
	

	
	


	TNM staging
	

	Frequency: once for each cancer; may be updated

	Hospital/clinic/other: name or code
	Name of hospital, clinic etc assigning stage

	cT category (final pretreatment)   
	Pre-treatment clinical stage

	cN category (final pretreatment)   
	

	cM category (final pretreatment)   
	

	yTNM (neo-adjuvant treatment before staging) 
	

	Certainty factor for T
	Most reliable basis of staging

	Certainty factor for N
	

	Certainty factor for M
	

	Site specific staging classification   
	FIGO etc

	Tumour size (clinical) or depth
	


	Surgery
	

	Frequency: each operation

	Hospital/clinic/other: name or code
	Name of hospital, clinic etc where surgery carried out

	Name of surgeon/service
	

	Date of admission
	Specifically for surgery

	Cancer treatment intent   
	Curative/palliative

	Date of surgery
	

	Treatment options discussed with patient
	Yes/no

	Cancer primary site
	ICD10/ICD11

	Tumour laterality
	Left/right/bilateral/not applicable

	Primary procedure (ICD10 AM)
	

	Other procedures
	e.g. lymph node dissection

	Discharge date
	Following surgery; from this institution

	Discharge destination
	Home/other hospital/nursing home/died etc


	Pathology report (separate entry for biopsy)

	Frequency: each pathology report

	Hospital/clinic/other: name or code
	Name of hospital, clinic etc where histopathological/haematological diagnosis carried out

	Sample receipt date   
	

	Date of report
	

	Name of pathologist
	

	Laboratory reference number
	

	Primary site of cancer 
	ICD10/ICD11

	Tumour laterality
	Left/right/bilateral/not applicable

	Synchronous tumour indicator   
	

	Pathology investigation type  
	Histopathology/cytology/bone marrow etc

	Histological type
	SNOMED/ICDO3 morphology

	Grade of differentiation (at diagnosis)
	

	Tumour size
	Pathological; fixed

	Invasive lesion size   
	Pathological; fixed

	Whole tumour size
	Pathological; fixed

	Lymphovascular invasion
	Yes/no

	Microinvasion
	Yes/no

	Excision margin status  
	Macroscopically involved/microscopically involved/clear

	Nodes examined number   
	

	Nodes positive number   
	

	T category (pathological)   
	

	N category (pathological)   
	

	M category (pathological)   
	MX unless metastases are examined


	Radiation oncology

	Frequency: once per cancer

	Hospital/clinic/other: name or code
	Name of hospital, clinic etc where radiation therapy was given

	Radiation therapy
	

	Offered
	Yes/no

	Contra-indicated
	Yes/no

	Name of radiation oncologist
	

	

	Frequency: each radiotherapy course

	Start date (teletherapy treatment course)  
	

	Radiotherapy anatomical treatment site   
	

	Primary tumour
	Site (ICD10)

	Regional nodes
	State region

	Metastatic
	Yes/no; site(s)

	Teletherapy or brachytherapy
	

	Cancer treatment intent   
	Curative/palliative

	Radiotherapy prescribed dose  
	

	Radiotherapy actual dose   
	

	Teletherapy prescribed fractions   
	

	Teletherapy actual fractions   
	

	Radiotherapy prescribed duration  
	

	Teletherapy beam type   
	

	Teletherapy beam energy   
	

	Teletherapy fields   
	

	Teletherapy complexity group   
	

	Radiotherapy anaesthetic   
	

	Teletherapy multiple planning   
	

	Duration of teletherapy treatment course   
	

	End date (teletherapy treatment course)   
	

	Treatment course status   
	Complete/incomplete/not begun

	
	


	Medical oncology 

	Frequency: once for each cancer

	Hospital/clinic/other: name or code
	Name of hospital, clinic etc where medical oncology treatment was planned and initiated

	Chemotherapy
	

	Considered
	Yes/no

	Offered
	Yes/no

	Contra-indicated
	Yes/no

	Medical oncologist
	Name

	

	Frequency: each course of chemotherapy

	Hospital/clinic/other: name or code
	Name of hospital, clinic etc where medical oncology treatment was administered

	Start date (anti-cancer drug regimen)   
	

	Drug name
	Multiple entries possible

	Dosage
	

	Drug therapy type   
	Chemotherapy/hormone/targeted therapy etc

	Drug treatment intent   
	Curative/palliative

	Route
	Oral/IV/other

	Duration of anti-cancer drug cycle  
	

	Completed as planned
	

	Reason for termination
	If early


	Follow-up: 
	

	Frequency: each follow-up visit
	

	Hospital/clinic/other: name or code
	Name of hospital, clinic etc where patient was seen

	Setting (OPD, day ward, GP etc)
	

	Date
	

	Patient follow-up status (cancer)   
	In remission/local recurrence/metastases

	Primary tumour status
	Present/absent

	Functional status
	ECOG or similar


	Palliative care

	Frequency: once for each cancer

	Hospital/clinic/other: name or code
	Name of hospital, clinic etc where referral was made to palliative care

	Date referred to palliative care
	

	Date seen by palliative care team
	


	Death
	

	Frequency: once
	

	Date of death
	As recorded on death certificate

	Place of death
	Full address

	Underlying cause of death
	As recorded on death certificate

	Other significant disease
	As recorded on death certificate


� Frequency: how often this data should be recorded for each cancer.
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