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Macmillan-ISD Collaboration Aims  
Macmillan Cancer Support and the Information Services Division of Public Health & 
Intelligence Scotland (PHI-ISD) entered into a partnership in July 2015 to use data to improve 
the understanding of the impact and costs of cancer and its treatment across the whole of the 
cancer journey, and including the wider community and health and social care services in 
Scotland, now and in the future. The partnership aims to deliver insightful analysis of 
Scotland cancer data to support improved design, testing and implementation of better 
models of care, and to identify gaps and opportunities to deliver world class data collection 
and analysis for improved outcomes for people living with and beyond cancer. 

 

The partnership between PHI-ISD and Macmillan will include participation in Macmillan-
NCRAS (formerly NCIN) initiatives and UK-wide cancer registry aims, and will facilitate 
Scotland specific analysis in line with these initiatives and similar partnerships in the other 
nations. In this respect, the overarching objectives of the partnership between PHI-ISD and 
Macmillan are: 

 

Partnership objectives 
 

• To deliver insight into the unique characteristics of cancer data in Scotland, the 
opportunities these provide for analysis, and any gaps in availability between Scotland 
and other UK nations. 

• To understand the needs and outcomes of the cancer population in Scotland, the health 
and social impacts of cancer (including cancer recurrence and metastatic disease) and 
the consequences of its treatment across the cancer journey. 

• Through linking and analysing data on clinical outcomes and patient experience, gaining 
better understanding of the costs of cancer across the health and social care system in 
Scotland. 

• To align Scotland-specific analysis with the aims and objectives of Macmillan’s strategy 
for Scotland, and to add richness and contextual information to UK-wide programmes of 
work such as the Macmillan-NCRAS workplan. 

• To adapt Macmillan’s Routes from Diagnosis approach for Scotland by developing a 
similar but tailored set of analysis to map the patient pathway, focusing on cost of cancer 
journey, patient outcomes and quality of life following survival. 
 

• To influence the commissioning and delivery of cancer services in Scotland by delivering 
relevant, timely and accessible outputs. 
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Introduction 
At the onset of the Macmillan-ISD Scottish Cancer pathways project, it was determined that a 
document to summarise the main sources of relevant data and national publications in 
Scotland would be useful for setting the scene around the collaboration. It would also inform 
work planning around the overall goal of the collaboration which is the development of new 
and innovative research in Scotland which may then contribute to the knowledge about 
cancer care in the UK as a whole.  
 
The primary objectives of the project for the current grant period (July 2018 – June 2020) are 
listed below and are used as the basis for consideration of relevance of data sources.  These 
sources are by no means exclusive and, as the project progresses, other sources may come 
to light or new ones may be initiated. 
 

• Scottish Routes from Diagnosis 
 

• Sub national and Local Cancer Intelligence (LCI) and Scotland 
 

• Health Board Profiles 
 

• Ongoing update to the Landscape document 
 

• Rural/Remote pathways and outcomes 
 
 

In order to meet the above objectives, familiarity with existing publications and knowledge of 
current and upcoming data collection systems as well as gaps in the knowledge base is 
required.  This paper seeks to address this, as well as informing as to the processes required 
for obtaining and accessing linked data. 
 
The publication of this document on the ISD website allows other who may find this 
information useful able to readily access it. 
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Information Available 
This project is primarily concerned with data sources that are held at the individual level. 
Some of these datasets are held nationally and have been for many years and others are 
collected and maintained at local level e.g. by NHS Boards.  Several new data collections are 
in the process of being implemented or are soon to be implemented. Often it will be possible 
to link data sources together to form a richer data source that will give a more valuable 
insight into living with a cancer diagnosis in Scotland.  Other datasets could be sample-based 
and therefore only represent a population with shared characteristics.  Some of the datasets 
will be more complete and relevant than others and the report will give an idea about where 
sources are likely to be of greater or lesser use in meeting our objectives. 

Relevant published reports can also offer a valuable source of information on the cancer 
landscape and these are detailed within this document (and listed in Appendix B).   

Data Collection Systems 
NHS National Services Scotland - Information Services Division (ISD) manages a large 
number of administration, management and clinical systems, and has access (through 
agreement with the appropriate data owners) to a number of other data sources.  These are 
used in the production of National Statistics reports as well as for bespoke analyses or 
linkages by ISD or other institutions (where approval have been sought and granted access). 

The primary data sources considered of most use to this collaboration are summarised in 
table 1 below.  The table summarises the data available and provides links to the sections in 
this document where more detailed information on the data source can be found. A full list of 
administrative sources collected by ISD can be found at: 
http://www.isdscotland.org/About-ISD/About-Our-Statistics/ (direct link currently: 
http://www.isdscotland.org/About-ISD/About-Our-Statistics/_docs/2015-02-ISD-
Statementof-Administrative-Sources-v4-1.pdf ) 

 

Data quality and completeness: 

The Data Quality Assurance (DQA) team in ISD are responsible for evaluation of Scottish 
Morbidity Records and carry out regular audits on these data sources.  Audit results and 
timetables can be found on the DQA website.  The Data Support and Monitoring team at ISD 
are responsible for monitoring the submissions of records to both SMR and other ISD-
managed data marts.  Completeness reports are published on their website and these 
should be referred to prior to using any SMR data. 

For completeness/quality information pertaining to any of the other data sources listed below, 
please refer to the data owners. 

 
Data collection systems likely to be of the most relevance: 
 
Commonly used data collection systems and those that are likely to be of most relevance to 
the collaboration are the Scottish Morbidity Records (SMR) data collection systems.  These 

http://www.isdscotland.org/About-ISD/About-Our-Statistics/
http://www.isdscotland.org/About-ISD/About-Our-Statistics/_docs/2015-02-ISD-Statementof-Administrative-Sources-v4-1.pdf
http://www.isdscotland.org/About-ISD/About-Our-Statistics/_docs/2015-02-ISD-Statementof-Administrative-Sources-v4-1.pdf
http://www.isdscotland.org/Products-and-Services/Data-Quality/
http://www.isdscotland.org/Products-and-Services/Data-Support-and-Monitoring/
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include cancer registrations (SMR06), inpatient/day case admissions (SMR01) and mortality 
(sourced from the National Records of Scotland (NRS)).  These datasets are linked internally 
on a monthly basis by patient identifier but remain accessible only through a rigorous 
information governance process.  Other datasets containing the same patient identifiers 
(such as prescribing, outpatients, mental health) can then be also linked. 
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Table 1: Summary of data sources 

Data Source 
Name 

Brief Description Owner Time period Frequency of 
updates 

Link for further 
information 

SMR06 SMR06 (Socrates) is the main database for The 
Scottish Cancer Registry and has been 
collecting information since 1958. It receives 
notification of cancer from national and hospital 
systems through:- 
• Hospital discharges (SMR01) 
• Radiotherapy 
• Oncology records from specialised cancer 
units 
• Pathology records 
• Community prescribing 
• Deaths 
• Screening 
• Paper records from private hospitals   

ISD Data can be linked to the 
national linked database 
from 1980 to 2013 but data 
can be linked further back 
than 1980.  The cancer 
registration database 
currently holds over 
1,400,000 records going 
back to 1958 

Data is refreshed on 
a monthly basis. 

SMR06 

SMR01 The General/Acute and Inpatient Day Case 
dataset collects episode level data on hospital 
inpatient and day case discharges from 
hospitals in Scotland.  The dataset contains 
patient identifiers such as name, date of birth, 
CHI number, postcode, ethnicity and episode 
management data.  Other variables of interest 
include waiting times, patients’ conditions, 
operations and discharge location. An SMR01 
episode is triggered on discharge. Episodes are 
generated when there is an admission, a 
change in specialty, a change in consultant or a 
change in significant facility. As part of the 
routine linkage, episodes are linked into a cis 
(continuous inpatient stay). 

ISD The current dataset has 
been available since 1997 
with previous version dating 
back to 1960. 

Data is refreshed on 
a monthly basis. 

SMR01 (General 
Inpatient and Day 

cases)) 

NRS 
Mortality 

National Records of Scotland (NRS) classifies 
the underlying cause of death and up to 7 

NRS January 1980 - present Monthly/annually NRS Death 
Registrations 
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Data Source 
Name 

Brief Description Owner Time period Frequency of 
updates 

Link for further 
information 

contributing causes (in terms of the International 
Statistical Classification of Diseases and 
Related Health Problems) on the basis of the 
information collected on the death certificate 
together with any additional information 
provided by official sources, such as the doctor 
who certified the death and pathologists.   

Prescribing 
(PIS) 

The Prescribing Information System (PIS) holds 
details of prescription items dispensed in the 
community, prescription details, dispenser 
details remuneration of drug items and patient 
CHI number.  Analysis of this dataset is not 
straightforward and requires advanced 
analytical skills and experience of prescribing 
data. 

ISD From April 2009. Data is refreshed on 
a monthly basis. 

Community 
prescribing Data 

(PIS) 

SMR00 The Outpatients dataset collects episode level 
data from patients on new appointments at 
outpatient clinics in all specialties (not A&E).  
This dataset includes patient identifiers such as 
name, DOB, CHI, postcode, ethnicity and 
clinical specialty.  However, this data can be 
quite incomplete and will usually not capture 
follow-up outpatient appointments.   Historically, 
new outpatient appointments have been more 
completely recorded than return outpatient 
appointments, although this situation may be 
improving with the adoption of the patient 
management system, Trakcare, by increasing 
numbers of NHS Boards. 

ISD From 1997 onwards. Data is refreshed on 
a monthly basis. 

SMR00 Outpatients 
(Outpatient 

Appointments and 
Attendances) 
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Data Source 
Name 

Brief Description Owner Time period Frequency of 
updates 

Link for further 
information 

Unscheduled 
Care 

Emergency Departments and departments that 
provide Accident and Emergency (A&E) 
services submit data to ISD through the A&E 
datamart. A&E is collected on local systems, 
then extracted and submitted to the datamart 
soon after the end of each month. All sites that 
provide emergency care are required to submit 
data to the A&E datamart. There are two types 
of data submitted to the A&E datamart: episode 
and aggregate level data. All hospitals with 
Emergency Departments submit episode level 
data containing a detailed record for each 
patient attendance. Some smaller sites with 
minor injury units or community hospitals submit 
only aggregate level data as they do not have 
the information systems and support to enable 
collection of detailed patient based information. 
A&E data is routinely linked to other sources of 
unscheduled care data within the Unscheduled 
Care Datamart, which also includes NHS24, 
SAS, deaths, and hospital admissions data.   

ISD From July 2007 onwards Data is refreshed on 
a monthly basis. 

Unscheduled care 
data 

Patient Level 
Information 
Costs 
(PLICs) 

Patient Level Information Costs (PLICs), 
produced to support the strategic planning of 
health and social care integration authorities. 
Data pulled in from Costbook, SMR01, SMR02, 
SMR04, SMR50, A&E, PIS, NRS Deaths. An 
indicator is stored currently that records cost per 
individual episode. However, a decision was 
made not to include cancer costings within this 
project due to the complex nature of the 
disease. This work is still to be done and the 
hope is that this will be achieved through this 
project using by adapting the methodology used 
in PLICs. 

ISD From 2000 onwards Published annually Costs Book/PLICs 
(Patient Level 

Information Costs) 
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Data Source 
Name 

Brief Description Owner Time period Frequency of 
updates 

Link for further 
information 

Cancer 
Lifetables 

The ISD Cancer team have the following life 
tables: 
• National tables for the period 1980-2016, 
• By the three Scottish Cancer Networks for the 
period 1991-2011 (updated lifetables for 1980-
2016 have been requested), 
• National tables by SIMD for the period 2001-
2016. 

ISD (work carried 
out by LSHTM) 

1980-2016 
for SIMD: from 2001 - 2016 

As requested Life tables 

Scottish 
Health 
Survey 

Scottish Health Survey (SHeS) provides a 
detailed picture of the health of the Scottish 
population in private households and is 
designed to make a major contribution to the 
monitoring of health in Scotland.  From 2008-
2011, the survey has run continuously with a 
two stage process - a personal interview for the 
full sample, followed by a nurse visit to one sixth 
of the sample, whereas it was previously offered 
to the whole sample.      The themes in 2014 
included mental health and wellbeing, physical 
activity, lung function, equality and the Glasgow 
effect. 

Scottish 
Government 
(carried out by 
NatCen) 

Surveys were undertaken in 
1995, 1998, 2003 and 2008 
and now run continuously 
on a yearly basis.  

Annual Scottish Health 
Survey 

Scottish 
Inpatient 
Experience 
Survey 

This is a survey with the aim of establishing the 
experience of a sample of adults who had a 
recent overnight hospital stay. 

Scottish 
Government 

Surveys undertaken in 
2010, 2011, 2012, 2014, 
2016, 2018  

Every 2 years since 
2012  

Scottish Inpatient 
Experience Survey 

NRS Census The census collects information about the 
characteristics of people and households in the 
country. It has taken place every 10 years since 
1851 and its aim is to be a full population 
coverage survey of the UK population. 
Information is collected from every household 
based on a particular date in the year. Useful 

NRS Data based on that 
collected in 2011 

Currently every 10 
years 

Census 
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Data Source 
Name 

Brief Description Owner Time period Frequency of 
updates 

Link for further 
information 

data fields were collected as part of the 2011 
census e.g. self-assessed health status, limiting 
illness and long-term conditions, ethnicity, SES. 
These can be linked with health data.  

Scottish 
Longitudinal 
Survey 

SLS members are those who have a birthday 
on one of the 20 SLS birthdates used to create 
the sample. For these people data from the 
1991, 2001 and 2011 censuses are linked 
together. Information is also collected about 
those living in the same household at the time of 
the census, but this is not linked to subsequent 
censuses.  Due to the sensitive nature of the 
data, the SLS is only accessible on non-
networked computers at the safe-setting in 
Edinburgh. 

SLS Linked 1991, 2001 and 
2011 censuses. 

Ties in with 
Censuses 

Scottish Longitudinal 
Survey (SLS) 

SCRIS Following a review of the existing Scottish 
Cancer Registry (SCR), NHS National Services 
Scotland and the Innovative Healthcare Delivery 
Programme are collaborating to modernise the 
SCR and create the Scottish Cancer Registry 
and Intelligence Service (SCRIS), which will 
help move us along the path to establishing the 
wider Scottish Cancer Intelligence Framework. 

ISD/IHDP The SCRIS dashboard was released “live” to NHS 
users in May 2019 following a period of “beta-
testing” and feedback by representatives from all 
three regional cancer networks in Scotland. The 
dashboard presents a wide range of cancer related 
indicators (17 in total) at varying levels of 
granularity.  Secure access is controlled via a formal 
application and approval process to ensure the 
information held within the dashboard data is 
maintained in strict compliance with GDPR and data 
protection legislation 

Scottish Cancer 
Registry and 
Intelligence Service 
(SCRIS) 

SPIRE The SPIRE project is being developed by NHS 
National Services Scotland (NHS NSS) with 
sponsorship from the Scottish Government 
which aims, for the first time, to simplify and 
standardise the process for extracting and 

ISD As at January 2020, the SPIRE software has been 
installed in around 95% of GP practices across 
Scotland, and training in its use has been offered to 
over 90% of practices.    
It is hoped that the data extraction functionality of 

Scottish Primary 
Care Information 

Resource (SPIRE) 

http://www.ed.ac.uk/IHDP
http://www.ed.ac.uk/IHDP
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Data Source 
Name 

Brief Description Owner Time period Frequency of 
updates 

Link for further 
information 

reporting data from General Practice clinical IT 
systems across Scotland 

SPIRE will be scheduled to begin in the summer of 
2020. 

CPES The first Scottish Cancer Patient Experience 
Survey (SCPES) was launched in late 2015. 
SCPES 2018 was again run in partnership by 
Scottish Government, Macmillan and 
Information Services Division with an external 
survey provider. 

Run in partnership 
between SG, ISD, 
Macmillan Cancer 
Support with an 
external survey 
provider 

SCPES2018 fieldwork took 
place between Sept and 
Dec 2018 

Latest results 
published April 2019 

Scottish Cancer 
Patient Experience 

Survey (SCPES) 

SOURCE ISD and the Scottish Government are merging 
the Scottish Government Social Care Survey 
and the Source Social Care data collection into 
one data collection. The Source approach of 
data collection will be the single solution to meet 
both needs in the future. 

ISD/SG Developing dataset. Areas 
were been asked to submit 
data for Q1 and Q2 of 
2018/19 by 1 March 2019 

First report published 
June 2019. Next due 
in 2020. 

SOURCE [previously 
HSCDIIP (Health and 

Social Care Data 
Integration and 

Intelligence Project)] 

Clinical Trials The Scottish Clinical Trials Research Unit 
(SCTRU) works both as an independent Clinical 
Research Unit (CRU) and in partnership with 
the Cancer Research UK Trials Unit as part of 
CaCTUS (Cancer Clinical Trials Unit Scotland). 
Several cancer clinical trials are ongoing at the 
moment, for example, PROSPeCT: Improving 
the prediction of metastatic disease in primary 
colorectal cancer.  
A few years ago, a Breast Cancer clinical trial 
was linked to active follow-up information and 
routine data and provided good results in terms 
of looking at distant metastases but not local 
recurrence. 

SCTRU N/A N/A  
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Data Source 
Name 

Brief Description Owner Time period Frequency of 
updates 

Link for further 
information 

SMR02 A wide range of information is collected on the 
SMR02 for both mother and baby where 
appropriate.  Variables include: mother's age, 
height, smoking history, drug and alcohol abuse 
and previous obstetric history; outcome of 
pregnancy, mode of delivery, induction and 
analgesia; and baby's birthweight, gestation, 
apgar score and gender.  
 
These data, linked to SMR6, are being used 
currently to study reproductive outcomes in 
young women treated previously for cancer. 
  

ISD 1975 onwards Data is refreshed on 
a monthly basis. 

SMR02 (Maternity 
Inpatient and Day 

Case) 

SMR04 An SMR04 is raised at the outset of each 
Inpatient Admission and of each Day Case 
Admission for care in mental health specialties 
in a psychiatric hospital or unit, or facility treating 
people with learning difficulties.   

ISD 1981 - present. From April 
1996 onwards, a record 

was generated on 
admission, previously, it 

was based on discharge. 
 

Data is refreshed on 
a monthly basis. 

SMR04 (Mental 
Health) 

SHELS The Scottish Health and Ethnicity Linkage Study 
(SHELS) began in 2003 and is now in its fourth 
phase.  SHELS aims to examine the 
relationship or link between a person's ethnic 
group and a number of important health issues 
which affect the Scottish population. 

led by the 
University of 
Edinburgh in 

collaboration with 
ISD and NRS and 

has had several 
funders 

 This study is no 
longer active, funding 

ended in 2017 

Scottish Health and 
Ethnicity Linkage 

Study (SHELS) 

Bowel 
Screening 

Bowel screening - All men and women 
registered with a Community Health Index (CHI) 
number and aged 50-74 years are invited to 
participate and be screened every two years.  
Clinical data for individuals who have had a 
positive screening test, linked to Bowel 

Scottish Bowel 
Screening Centre 

Pilot information from 2000 
and then full roll-out from 
2007 

For bowel screening, 
data are collected 
continuously at NHS 
Boards but submitted 
to ISD biannually. 

Screening Data 
(Breast, Bowel and 

Cervical) 
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Data Source 
Name 

Brief Description Owner Time period Frequency of 
updates 

Link for further 
information 

Screening System 
data by CHI.                                                                        
 

Breast 
Screening 

Breast screening - Women aged 50-64 invited 
for routine screen once every 3 yrs until 2003-
04, when age range was extended to 70. 
Expansion was phased throughout Scotland 
over 3 yr round of screening. Women are invited 
for screening until 70 but can self/GP refer 70+.          

ISD/ATOS Full national coverage was 
attained in 1991.  

Analysis is carried out 
6 months after the 
last screening 
appointment for year 
ending 31st March 

Screening Data 
(Breast, Bowel and 

Cervical) 

Cervical 
Screening 

Scottish Cervical Call Recall System (SCCRS) 
Cervical screening can identify cell changes 
which may develop to be pre-cancerous in 
women who otherwise have no symptoms; at 
this stage, any changes can be easily treated, 
and treatment is usually very effective.  From 
Monday 6 June 2016, the age range for cervical 
screening changed from age 20–60 to age 25–
64. The frequency of cervical screening will 
continue to be every three years from age 25–
49, but will change to every five years for 
women from age 50–64. 
 

ISD/ATOS The national cervical 
screening programme was 
introduced in Scotland in 
1988. In May 2007, 
following a review of local 
call recall arrangements  

ISD extracts data 
from SCCRS on 
cervical screening 
tests carried out in 
Scotland on a 
quarterly basis 

Screening Data 
(Breast, Bowel and 

Cervical) 
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Data Source 
Name 

Brief Description Owner Time period Frequency of 
updates 

Link for further 
information 

Quality 
Performance 
Indicators 
(QPIs) 
/Cancer Audit 

The Scottish Cancer Taskforce established the 
National Cancer Quality Steering Group 
(NCQSG) in 2008 which includes responsibility 
for the development of small sets 
(approximately 10-15 indicators) of tumour 
specific national quality performance indicators 
(QPIs). The QPIs have been developed 
collaboratively with the three Regional Cancer 
Networks (NOSCAN, SCAN, WOSCAN), 
Information Services Division (ISD), and 
Healthcare Improvement Scotland.  Information 
from national datasets is used where collected 
to minimise duplication but new information is 
collected in some cases to allow the indicators 
to be measured. Information collected is very 
extensive but includes details of tumours, 
recurrence, radiography, chemotherapy, TNM 
staging. 

Collaboration 
between ISD, 
Health 
Improvement 
Scotland and the 
Regional Cancer 
Networks 

Breast (2012 & 2015-2017), 
Upper GI (2013 & 2013-
2015),  
Lung (2013/14 & Apr 2013-
Dec 2015),  
Colorectal (2013/14 & Apr 
2013-Mar 2016),  
Head and Neck (2014/15 & 
Apr 2015-Mar 2018), 
Melanoma (Jul 2014-Jun 
2015 & Jul 2015-Jun 2018), 
Renal (2012-2014 & 2015-
2017), 
Prostate (Jul 2012-Jun 
2015), 
Lymphoma (Oct 2013-Sep 
2016), 
Ovarian (Oct 2013-Sep 
2016), 
Acute Leukaemia (Jul 
2014-Jun 2017), 
Bladder (Apr 2014-Mar 
2017), 
Testicular (Oct 2014-Sep 
2017), 
Cervix & Endometrial (Oct 
2014-Sep 2017) 

Published every 
three years 

Quality Performance 
Indicators (QPIs) 

Scottish 
Household 
Survey 

The survey is designed to provide accurate, up-
to-date information about the characteristics, 
attitudes and behaviour of Scottish households 
and individuals on a range of issues. Questions 
are asked around the composition, 
characteristics, behaviour and attitudes of 

Scottish 
Government 

Began in February 1999 Annual Scottish Household 
Survey (SHS) 
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Data Source 
Name 

Brief Description Owner Time period Frequency of 
updates 

Link for further 
information 

Scottish households and adults across a 
number of topic areas including local 
government, neighbourhoods and transport.  

Cancer 
Waiting 
Times 

Cancer Waiting Times (CWT) data are collected 
by cancer trackers and administrative staff 
(including medical secretaries) across 
NHSScotland, and are based on locally 
available information drawn from sources such 
as patient administrative systems, laboratory 
systems, and medical records across the 
country; which are then recorded onto the NHS 
Boards’ Tracking systems. Data are submitted 
to ISD on a monthly and quarterly basis, and 
are validated and loaded onto the Cancer 
Waiting Times database to allow data 
interrogation and reporting. 

ISD To remain relevant to the 
changing set of targets (as 
published in Better Cancer 
Care - An Action Plan), the 
cancer waiting times 
statistics published 
previously by ISD were 
replaced with a new series 
of figures. The first set of 
these new figures relating to 
these targets were first 
published in June 2010. 
Performance against these 
targets was achieved by 
March 2011; the timescale 
agreed by the Scottish 
Government. These targets 
are considered as National 
Standards from 1st April 
2012 

Quarterly Cancer Waiting times 

Life after 
Prostate 
Cancer 
Diagnosis 
(LAPCD) 

The Life after Prostate Cancer Diagnosis 
(LAPCD) Patient Reported Outcomes (PROM) 
study is funded by Prostate Cancer UK and the 
Movember Foundation.  It has been run in 
partnership by a collaboration of universities, 
cancer registries and NHS organisations across 
the United Kingdom.   Information Services 
Division was commissioned to support the 
delivery of the survey in Scotland. 

Various One cohort of men in 
Scotland were surveyed, 
first in summer 2016 and 
then again in autumn 2017.  
Follow-up telephone 
interviews were carried out 
with 20 Scottish men and a 
small number of their 
partners in autumn 2016.  

Region specific 
results summaries 
and interactive 
toolkits are now being 
disseminated to 
clinicians across the 
UK.  A number of 
academic papers 
have also been 
accepted by peer 

Life after Prostate 
Cancer Diagnosis 
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Data Source 
Name 

Brief Description Owner Time period Frequency of 
updates 

Link for further 
information 

reviewed journals, 
with more in the 
pipeline.  A public 
facing dashboard is 
planned to be 
released by Prostate 
Cancer UK and the 
Movember 
Foundation. 

NCDA Cancer Research UK, partnered with the Royal 
College of General Practitioners and Macmillan 
Cancer Support co-ordinated a national cancer 
diagnosis audit during 2017 to inform the UK 
early diagnosis agenda, in line with the Scottish 
Cancer Strategy (Beating Cancer: Ambition & 
Action) recommendations.  A second round of 
the audit is planned for 2019 
 

 For the first round, audit 
data collection in Scotland 
took place during 
spring/summer 2017 and 
was based on confirmed 
diagnoses made during 
2014.  
The second round of the 
audit is running from 
summer 2019 to summer 
2020. 

An audit summary for 
Scotland was 
published on the ISD 
website on the 6th 
March 2018: 
http://www.isdscotl
and.org/Health-
Topics/Cancer/Publ
ications/index.asp#
2119.   Academics 
are planning further 
research using the 
English and Scottish 
datasets. 

 
National Cancer 
Diagnosis Audit 

 

  

http://www.isdscotland.org/Health-Topics/Cancer/Publications/index.asp#2119
http://www.isdscotland.org/Health-Topics/Cancer/Publications/index.asp#2119
http://www.isdscotland.org/Health-Topics/Cancer/Publications/index.asp#2119
http://www.isdscotland.org/Health-Topics/Cancer/Publications/index.asp#2119
http://www.isdscotland.org/Health-Topics/Cancer/Publications/index.asp#2119
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SMR06  
The Socrates system is the main database for the Scottish Cancer Registry and has been 
collecting information since 1958.  Socrates receives notification of all new cases of primary 
malignant neoplasms, carcinoma in situ and neoplasms of uncertain behaviour from national 
and hospital systems. Since 2000, information is also collected about benign neoplasms of 
the brain and CNS. As one of the foremost sources of cancer data in Scotland, Appendix B 
details all the variables held on SMR06 that are likely to be of the most use. 

On a quarterly basis, the data are mapped and loaded onto an Oracle table within ISD where 
they are cleaned and linked onto Socrates.  When at least 6 months has passed since the 
date of diagnoses, the cases are verified.  The validated registrations then become the 
SMR06 records.  Registration cannot be completed until at least six months after diagnosis to 
allow treatment information to accrue. As a result of this, the target for UK cancer registries is 
to achieve complete registration for a calendar year within 12 months of the end of that year. 
The majority of cases for a given incidence year should be registered by this point, although it 
is recognised internationally that registrations may come to light many months or even years 
after diagnosis and the cancer registration database is continually being updated. Once 
registrations are essentially complete we allow up to 2 months to work on Quality Assurance 
(QA) of the data then wait for several more months before publishing data to allow for the 
inclusion of late registrations. It is planned that 2018 cancer registrations will be published on 
the website at the end of April 2020. 

 

SMR01 (General Inpatient and Day cases) 
The General/Acute and Inpatient Day Case dataset collects episode level data on hospital 
inpatient and day case discharges from hospitals in Scotland.  The dataset contains patient 
identifiers such as name, date of birth, CHI (Community Health Index) number, postcode, 
ethnicity and episode management data. Other variables of interest include patients’ 
conditions, operations and discharge location.  Information is generally reported at episode, 
continuous inpatient stay or patient level. 

The current dataset has been available since 1997 with previous version dating back to 1960.  
This information is also useful for deriving indicators of co-morbidities e.g. Charlson index or 
numbers of bed days.  

 

NRS Death Registrations 
National Records of Scotland (NRS), formerly General Register Office for Scotland (GROS), 
classifies the underlying cause of death (in terms of the International Statistical Classification 
of Diseases and Related Health Problems) on the basis of the information collected on the 
death certificate together with any additional information provided by official sources, such as 
the doctor who certified the death and pathologists.  Death records will hold one primary 
cause of death and up to ten underlying causes of death.  Note that these underlying causes 
are not co-existing conditions at the point of death but rather factors that contributed to the 
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death.  Registrations in Scotland are more up to date than those registered in England due to 
differences in the time allowed before reporting the death. 

NRS Death Registrations hold a record for each death registered in Scotland since the start 
of 1974.   

SMR01, SMR06, SMR04 (see below) and NRS Death Registrations are routinely linked on a 
monthly basis by ISD. 

 

Community prescribing Data (PIS) 
PIS (Prescribing Information System) contains details of prescription items dispensed in the 
community in Scotland (no hospital-based prescribing data are included).  These data have 
been collected since 1993 but since April 2009, the CHI number has been available which 
allows linkage to patient records.   

PIS holds details of prescription items dispensed in the community, prescription details, 
dispenser details, remuneration of drug items and patient CHI number.  Analysis of this 
dataset is not straightforward and requires advice from pharmacists and prescribing data 
analysts. 

Potential issues with the use of this dataset include:  

• Which dispensed items are included:  the PIS only includes community dispensing so 
will not contain details of secondary care dispensing (this is contained in the HMUD database 
which is available at hospital/site level only, not patient level).  It also doesn’t include those 
drugs dispensed as part of the New Medicines Fund/Cancer Drug Fund.  However it does 
include items dispensed under the Chronic Medication Service (CMS). 

• Completeness of CHI: This can be drug-dependent and dependent on where 
prescribed (e.g. if it is an unusual drug prescribed in hospitals).  There is the potential that an 
amount of investigation would need to be carried out on the robustness of CHI capture for the 
particular drugs we are interested in, should we decide to use this information.  

• How items are recorded in PIS: these are recorded as number of items or defined 
daily doses (DDD’s) – this will not be an accurate description of the dosage prescribed to the 
individual, or the frequency they have been advised to take the drug. 

• Lack of clinical information: no clinical information/indication for prescribing is given 
within the PIS so it may not be certain why a certain drug has been prescribed. 

Should the PIS data system be considered to be of use to the collaboration, clinical and 
pharmacological advice will be required and data investigation may also be required. 

 

SMR00 Outpatients (Outpatient Appointments and Attendances) 
The Outpatients dataset collects episode level data from patients on new and follow-up 
appointments (not mandatory for follow-up) at outpatient clinics in all specialties (not A&E).  
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This dataset includes patient identifiers such as name, DOB, CHI, postcode, ethnicity and 
clinical specialty.  

Data is routinely available from 1997 and NHS Boards supply this data to ISD on a continual 
basis throughout the year and aim to submit within six weeks.  The dataset is usually ready 
for analysis within three months of submission. 

Although there is a field for diagnosis in the SMR00 record, it is not routinely used and 
therefore it is not possible at the moment to link together outpatient appointments that may 
be related to previous cancer-related inpatient stays, other than via specialty codes (e.g., 
medical oncology).  Historically, new outpatient appointments have been more completely 
recorded than return outpatient appointments, although this situation may be improving with 
the adoption of the patient management system, Trakcare, by increasing numbers of NHS 
Boards.  

 

Unscheduled care data 
The unscheduled data mart links data from a range of sources (NHS 24, Scottish Ambulance 
Service, Out of Hours Primary Care (PC OOH), Emergency Department, Acute, Mental 
Health and Deaths) to show a patient journey for patients through the through emergency 
and urgent care services e.g. from first contact by telephone with NHS 24, transport by 
ambulance to an A&E department and then emergency hospital admission. 

All data is at patient level, but the historic availability of patient level linkable data varies 
amongst the individual data sources: 

• A&E attendance: data available from 1st January 2011 

• Scottish Ambulance Service (SAS) incidents: data available from 1st January 2011  

• NHS24 calls: data available from 1st January 2011 

• Primary Care Out of Hours Service (OOH) attendances: data available from 1st April 
2014 

• SMR01 Emergency admissions: see previous section  

• NRS Deaths: see previous section 

 

Costs Book/PLICs (Patient Level Information Costs) 
Patient Level Information Costs (PLICs) have been developed to support the strategic 
planning of health and social care integration.  The costing methodology apportions hospital 
site and specialty specific direct costs to individual patient records on admission, per day, for 
theatre time and specific high cost items e.g. prosthetics.  Data are sourced from Costs Book 
(financial information from each NHS Board for hospital and primary care services), SMR01, 
SMR02, SMR04, SMR50 (Geriatric Long Stay), A&E, PIS and SMR99 (NRS Deaths).  
Cancer journey costs are likely to encompass their own particular issues and complexities 
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and it is one of the long term aims of this collaboration to help lead and direct the 
development of this work. 

In 2002, a report was published (https://www.isdscotland.org/Health-
Topics/Cancer/Cancer-Statistics/Cancercosts10rtf.pdf ) looking into the Cost of Cancer 
Care in Scotland.  This report is relatively out of date now but could serve as basis to amend 
the existing methodology to include cancer costs.   

 

Life tables 
Life tables are derived from mortality data (number of deaths, population, by age and sex) for 
a given calendar period, in a given country or region. They may also be specific for a 
particular group in the population e.g. defined by socio-economic deprivation, race or 
ethnicity.  Life tables are used in the calculation of net survival.  The ISD Cancer team have 
life tables at a national level (1980-2016) and by SIMD (2001-2011) from the London School 
of Hygiene and Tropical Medicine. Life tables at Scottish Cancer Network level (1980-2016) 
have been requested.  

In Scotland, analysis at the NHS Board level can be impractical for some of the smaller NHS 
Boards.  

National life tables for Scotland are also available from the London School of Hygiene and 
Tropical Medicine (LSHTM) (http://csg.lshtm.ac.uk/tools-analysis/).  Additionally, 3-year 
life tables are available from Office of National Statistics (ONS) from 1980 for Scotland.   

 

Scottish Health Survey 
The Scottish Health Survey (SHeS) 
http://www.gov.scot/Topics/Statistics/Browse/Health/scottish-health-
survey/Publications) began in 1995, with subsequent surveys conducted in 1998 and 2003.  
From 2008 onwards, the survey has run annually with the aim being to gain knowledge about 
the health of the population of Scotland. 

The primary aim of the survey is to monitor trends in Scotland’s health, with a particular focus 
on heart disease.  The fieldwork covers the whole of Scotland and includes the Highlands 
and Islands.  The survey includes an extensive range of questions on health-related factors 
(e.g. long-standing illnesses, recent diagnoses, prescribed medicines), along with 
behavioural variables (e.g. smoking, drinking, diet, physical activity), and biological 
measurements (e.g. blood pressure, lung function, body mass index, blood and saliva 
samples).  Various measures of deprivation and life circumstances are also included. 

The SHeS is routinely linked with SMR data and approximately 92% of respondents in the 
SHeS have given their consent for their records to be linked to NHS Scotland’s health 
administrative data.  Several research studies have already made use of these linked 
datasets such as the ‘Cohort Profile: The Scottish Health Surveys Cohort: linkage of study 
participants to routinely collected records for mortality, hospital discharge, cancer and 

https://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/Cancercosts10rtf.pdf
https://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/Cancercosts10rtf.pdf
http://csg.lshtm.ac.uk/tools-analysis/
http://www.gov.scot/Topics/Statistics/Browse/Health/scottish-health-survey/Publications
http://www.gov.scot/Topics/Statistics/Browse/Health/scottish-health-survey/Publications
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offspring birth characteristics in three nationwide studies’ (http://www.adls.ac.uk/wp-
content/uploads/2011/10/Scottish-Health-Survey-Cohort-Profile.pdf) 

Completion of the survey is optional by respondents so may include selection bias.  Indeed 
there has been research which suggests the SHeS respondents are healthier than the 
general Scottish population which should be considered as part of any study involving the 
SHeS  

 

Scottish Inpatient Experience Survey 
The Scottish Inpatient Experience Survey 
(http://www.gov.scot/Topics/Statistics/Browse/Health/InpatientSurvey) is a postal 
survey, first conducted in early 2010, with the aim of establishing the experience of a sample 
of adults who had a recent overnight hospital stay.  The survey was initially conducted 
annually, but from 2012 has been conducted every two years.  The survey covers six specific 
areas of inpatient experience: admission to hospital; the hospital and ward; care and 
treatment; hospital staff; arrangements for leaving hospital; and care and support services 
after leaving hospital.  Results of the most recent survey (2018) can be found at the link 
above. 

Access to the survey dataset is possible from Scottish Government (SG) subject to 
consideration of legal and ethical factors and previous research projects have linked the 
dataset with SMR01 and SMR06. 

 

Census 
The census collects information about the characteristics of people and households in the 
country (http://www.scotlandscensus.gov.uk/census-results).  It has taken place every 10 
years since 1851 and its aim is to be a full population coverage survey of the UK population 
(currently achieves completion rates of around 94%).  Information is collected from every 
household based on a pre-chosen date in the Census year.  For the first time in 2011, web-
based completion of the form was also permitted.  Useful and relevant data fields collected 
as part of the 2011 Census include self-assessed health status, limiting illness and long-term 
conditions, ethnicity, socio-economic status (derived) and urban-rural indicator.  These 
variables have been and can be linked with health data although access to the person-level 
data can be complex. 

Planning for the 2021 Scottish census has begun and will be conducted mainly online where 
possible.  Further information on the planning and design of this census is available at: 
http://www.scotlandscensus.gov.uk/2021.  

 

Scottish Longitudinal Survey (SLS) 
SLS members are those who have a birthday on one of the twenty SLS birthdates used to 
create the sample.  For these people data from the 1991, 2001 and 2011 censuses are linked 
together.  Information is also collected about those living in the same household at the time of 

http://www.adls.ac.uk/wp-content/uploads/2011/10/Scottish-Health-Survey-Cohort-Profile.pdf
http://www.adls.ac.uk/wp-content/uploads/2011/10/Scottish-Health-Survey-Cohort-Profile.pdf
http://www.gov.scot/Topics/Statistics/Browse/Health/InpatientSurvey
http://www.scotlandscensus.gov.uk/2021
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the census, but this is not linked to subsequent censuses.  For many studies SLS sample 
members are of most interest, but other census variables describing household members 
may provide valuable additional information.  Data from vital events and other datasets are 
only linked for SLS members and not for other household members. Further information on 
the SLS is available at https://sls.lscs.ac.uk/. 

Studies of interest linking the SLS data to SMR06 include ‘Association between 
socioeconomic factors and cancer risk: a population cohort study in Scotland (1991-2006)’ 
(http://www.ncbi.nlm.nih.gov/pubmed/24586838). 

  

Newly developing datasets: 

Scottish Cancer Registry and Intelligence Service (SCRIS) 
Following a review of the existing Scottish Cancer Registry (SCR), NHS National Services 
Scotland and the Innovative Healthcare Delivery Programme are collaborating to 
modernise the SCR and create the Scottish Cancer Registry and Intelligence Service 
(SCRIS), which will help move us along the path to establishing the wider Scottish Cancer 
Intelligence Framework. 

Into its third year of funding, the SCRIS project is working towards achieving its 4 main aims: 
1. Providing easier access to timely, linked national cancer data for clinicians and other 

NHS staff (e.g. service planners and analysts) through a secure cancer ‘dashboard’ 
2. Incorporate data not currently available nationally (including chemotherapy and 

radiotherapy) 
3. Enhance the existing SCR by increased efficiency, completeness and timeliness 
4. Introduce a wrap around analytical service to Health Boards and Regional Cancer 

Networks to help make better use of these data to support service planning and 
improvement. 

In terms of achievements to date, and timelines for future delivery; 
1. The SCRIS dashboard was released to “live” to NHS users in May 2019 following a 

period of “beta-testing” and feedback by representatives from all three regional cancer 
networks in Scotland. The dashboard presents a wide range of cancer related 
indicators (17 in total) at varying levels of granularity.  Secure access is controlled via 
a formal application and approval process to ensure the information held within the 
dashboard data is maintained in strict compliance with GDPR and data protection 
legislation. 

2. A SCRIS Cancer Intelligence Platform (CIP) is being developed in phases. The 
objective of the CIP is to provide a single source of cancer data regardless of where 
the data are held by creating views of the source data. This will improve access to 
these data for analysis by NHS staff beyond the indicators available in the dashboard. 
NHS users will be able to access the data using a variety of analytical tools such as 
SPSS or R. 

3. SCRIS has succeeded in accessing Systemic Anti-Cancer Therapy (SACT - which 
includes chemotherapy) data.  SCRIS are currently working with two regional networks 
to validate methodologies developed over the last two years, which classify local 

https://sls.lscs.ac.uk/
http://www.ncbi.nlm.nih.gov/pubmed/24586838
http://www.ed.ac.uk/IHDP
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SACT data to national standards, and to develop the National SACT Reports agreed 
by the National SACT Data Group.  There are still major challenges associated with 
the complexities of the data and the need to reconcile differences in local coding 
before a ‘national’ view of the data is possible.  However, progress is being made 
which will pave the way for further iterations elsewhere. A prototype SACT dashboard 
which will present nationally comparable data is being developed in collaboration with 
the SACT community. 

4. SCRIS has successfully agreed a contract with Public Health England to receive a 
feed of Scottish radiotherapy data which has been validated and standardised by 
PHE’s “ENCORE” system.  The SCRIS team are now scoping and designing this 
additional feed of treatment data for incorporation in to the SCR and CIP. 

5. Additional routine data feeds (cancer waiting times, outpatients and prescribing) to 
assist with the cancer registration process are now well established. These new feeds 
have already led to improvements in Scottish Cancer Registry case ascertainment by; 
increased use of electronic source data, more efficient processing, and reducing 
manual preparation.  In particular, cancer waiting times data have been extremely 
useful for the SCR as they capture patients seen and clinically diagnosed but where 
no treatment has been delivered. 

6. The first meeting of a Clinical and Scientific Advisory Group (CaSAG) is being 
organised. CaSAG, to be chaired by Prof John Frank, will focus on the development, 
analysis and intelligence aspects of SCRIS, providing strategic direction for continuous 
development in line with national clinical and public health priorities. 

For further updates and progress please go to www.isdscotland.org/SCRIS or email 
nss.scris@nhs.net. 

 

 

Scottish Primary Care Information Resource (SPIRE) 
The SPIRE project was developed by NHS National Services Scotland (NHS NSS) with 
sponsorship from the Scottish Government which aims, for the first time, to simplify and 
standardise the process for extracting and reporting data from General Practice clinical IT 
systems across Scotland (http://www.spire.scot).  Although primary care data is currently 
held on various systems at local level, this information is not available nationally so SPIRE 
could offer huge potential for the future.   

In March 2017, a Public Information Campaign was carried out to introduce the public to 
SPIRE and to inform people that they have the option to opt out of their personally identifiable 
data being extracted. Additional local communications were also completed within Board 
areas, in parallel with training and ‘switch on’. 

As at Jan 2020, the SPIRE software has been installed in around 95% of GP practices 
across Scotland, and training in its use has been offered to over 90% of practices.   As part of 
the installation of the software, practices have available to them a suite of local reports which 
include Influenza vaccination to support payment, multimorbidity, and an eFrailty Report 
developed in conjunction with HIS to allow practices to manage and target frail patients for 
support and intervention. More recently, practices have been migrated to v3 of SPIRE 

https://universityofedinburgh.co.uk/2MP1-17ATG-79HYAN-P4MTI-1/c.aspx
mailto:nss.scris@nhs.net
http://www.spire.scot/
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enhancing base functionality in the system as well as improving the stability of the product. A 
further release (v4) of the system is planned for 2020 and currently in testing at NSS prior to 
piloting and deployment later this year. 

It is hoped that the data extraction functionality of SPIRE will be scheduled to begin in the 
summer of 2020. It will be possible for GP Practices and patients to opt out of SPIRE, if they 
wish to do so.  If a patient has opted out but the practice has not, then patient data can still 
be included in aggregate numbers but will not be included at row level or patient identifiable 
level.  All requests for data extraction have to be approved by the SPIRE Strategy and 
Oversight Group. Permission will only be considered where there is a clear health benefit and 
where patient confidentiality can be maintained at all times. Also worth noting is that each 
extract request is retained in the GP Practice until they, as Data Controllers, approve its 
release. SPIRE reports, for practice use only, run when they arrive in SPIRE Local at the 
practice. 

 

Scottish Cancer Patient Experience Survey (SCPES) 
The first Scottish Cancer Patient Experience Survey (SCPES) was launched in late 2015 and 
run in partnership by Scottish Government, Macmillan Cancer Support and Information 
Services Division, with the administration of survey fieldwork contracted to an external survey 
provider.  Adults (aged 16 years and over) were identified with an SMR01 inpatient or day 
case record and a diagnosis (any mention) of cancer (ICD-10 C00-C99 and D05); excluding 
C44 (other malignant neoplasms of the skin) and excluding C84 (some haematology codes) 
and a confirmed cancer diagnosis in the Scottish Cancer Registry during a specified 
timeframe. The survey was sent by post to everyone who was eligible and results were 
published in June 2016.   

SCPES 2018 was again run in partnership by Scottish Government, Macmillan and 
Information Services Division with an external survey provider. The survey received Public 
Benefit and Privacy Panel (PBPP) approval in June 2018 and fieldwork took place between 
September and December 2018.  Results were published in April 2019. 

Linkage to survey responses through the CHI number is possible, subject to the appropriate 
permissions.  

Further information about the Scottish Cancer Patient Experience Survey, including survey 
materials and results, is available on the Scottish Government website: 
http://www.gov.scot/Topics/Statistics/Browse/Health/cancersurvey  

 

SOURCE [previously HSCDIIP (Health and Social Care Data Integration and Intelligence 
Project)] 
This project officially went live on 1st April 2015, developing a routine social care data 
collection which could help to cost social care activity and be linked with routinely collected 
health data (acute, mental health and geriatric long stay hospital admissions, A&E 
attendances, hospital outpatient appointments, community prescribing and community 

http://www.gov.scot/Topics/Statistics/Browse/Health/cancersurvey
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health) and NRS deaths.  This dataset was intended to provide the basis for a wide array of 
analysis of resource consumption and outcomes across health and social care at various 
levels from individual up to national level.   

In November 2017 ISD and the Scottish Government released plans to merge the Scottish 
Government Social Care Survey and the Source Social Care data collection into one data 
collection. The Source approach of data collection will be the single solution to meet both 
needs in the future. A joint team of Scottish Government and ISD staff have consulted with 
users on the content of a provisional dataset. 

Taking into account the feedback from the consultation a dataset has been finalised and 
specifications, data and recording guidelines and a FAQ document have been published.  
These documents are available on the ISD Health and Social Care Integration website along 
with a visual summary of source social care data submission process 
http://isdscotland.org/Health-Topics/Health-and-Social-Community-Care/Health-and-
Social-Care-Integration/Dataset/  

Areas were asked to submit data for the first two quarters of 2018/19 social care data by 1 
March 2019.  Further information on this can be found 
at:http://www.isdscotland.org/Health-Topics/Health-and-Social-Community-
Care/Health-and-Social-Care-Integration/docs/SourceSC-Content-for-2018-19-due-
01Mar-v4.pdf.  A large number of areas submitted data, although complete data is not 
available for this time period.  Work on the data sharing agreement for individual level 
information for Glasgow City are ongoing, currently aggregate data is provided. Availability of 
data/time periods vary by data submitted, details on this are available on the SOURCE 
website. 

The first publication of social care information by ISD was published on 11th June 2019 and is 
available at: https://www.isdscotland.org/Health-Topics/Health-and-Social-Community-
Care/.  

 

Datasets which may be of interest: 

SMR02 (Maternity Inpatient and Day Case) 
A wide range of information is collected on SMR02 relevant to the mother and baby.  
Variables include: mother's age, height, smoking history, drug and alcohol abuse and 
previous obstetric history; outcome of pregnancy, mode of delivery, induction and analgesia; 
and baby's birth weight, gestation, apgar score and gender.  This information has been 
collected since 1975 and coverage is estimated to be around 98%.  

These data, linked to SMR6, are being used currently to study reproductive outcomes in 
young women treated previously for cancer. 

 

http://isdscotland.org/Health-Topics/Health-and-Social-Community-Care/Health-and-Social-Care-Integration/Dataset/
http://isdscotland.org/Health-Topics/Health-and-Social-Community-Care/Health-and-Social-Care-Integration/Dataset/
http://www.isdscotland.org/Health-Topics/Health-and-Social-Community-Care/Health-and-Social-Care-Integration/docs/SourceSC-Content-for-2018-19-due-01Mar-v4.pdf
http://www.isdscotland.org/Health-Topics/Health-and-Social-Community-Care/Health-and-Social-Care-Integration/docs/SourceSC-Content-for-2018-19-due-01Mar-v4.pdf
http://www.isdscotland.org/Health-Topics/Health-and-Social-Community-Care/Health-and-Social-Care-Integration/docs/SourceSC-Content-for-2018-19-due-01Mar-v4.pdf
https://www.isdscotland.org/Health-Topics/Health-and-Social-Community-Care/
https://www.isdscotland.org/Health-Topics/Health-and-Social-Community-Care/
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SMR04 (Mental Health) 
Information collected through the SMR04 returns may be considered relevant for this project 
in relation to looking at co-morbidities and Routes from Diagnosis (RfD).  For example, recent 
evidence  has suggested that major depression is more common in cancer patients than in 
the general population. 

SMR04 records cover admissions and day case attendances r care in mental health 
specialties in a psychiatric hospital or unit, or facility treating people with learning difficulties.  
Data are available from 1981 onwards.  SMR04 records differ from other SMRs in that they 
comprise of two parts.  Part 1 of the record containing admission details is completed and 
submitted on admission; on discharge Part 2 is completed and submitted. 

Each part can have up to six diagnoses coded on discharge although diagnosis may also be 
recorded on the admission part of the patient’s record, it is a more provisional and less robust 
diagnosis. 

Previous studies have linked with SMR04 data.  For example, a study published in 2014 
‘Epidemiology Data from the Scottish Health and Ethnicity Linkage Study (SHELS)’ 
(http://openhealthdata.metajnl.com/articles/10.5334/ohd.an/) linked health data: SMR01, 
SMR06, SMR02, SMR04, NRS deaths, bowel cancer screening data, data from a sample of 
10 GP practices with 2001 census data: ethnicity, country of birth, socioeconomic status, 
SIMD, household factors  amongst others. 

Scottish Health and Ethnicity Linkage Study (SHELS) 
As mentioned in the previous paragraph, the Scottish Health and Ethnicity Linkage Study 
(SHELS) began in 2003 and is now in its fourth phase.  SHELS aims to examine the 
relationship or link between a person's ethnic group and a number of important health issues 
which affect the Scottish population.  A person's ethnic group is often based on 
characteristics shared within the group. SHELS have linked census records to health 
information including hospital admissions and the cancer register and also with death 
records.  This allows the relationship between ethnicity and health issues affecting the 
population of Scotland to be examined (http://www.ed.ac.uk/molecular-clinical-
medicine/usher-institute/scottish-health-ethnicity-linkage). 

 

Screening Data (Breast, Bowel and Cervical) 
Bowel Screening (BoSS): The Scottish Bowel Screening Programme (SBSP) commenced a 
phased roll out in June 2007 and by December 2009 all NHS Boards in Scotland were 
participating.  All men and women registered with a Community Health Index (CHI) number 
and aged 50-74 years are invited to participate and be screened every two years.  Those 
over 74 years may opt in to the programme.  Studies have previously used this data to link 
with other health data, for example, ‘The impact of population based faecal occult blood test 
screening on colorectal cancer mortality: a matched cohort study.’ 
(http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3394992/).  The faecal immunochemical test 
(FIT) replaced the guaiac faecal occult blood test (gFOBt) as the test used in the Scottish 
Bowel Screening Programme in November 2017 

http://openhealthdata.metajnl.com/articles/10.5334/ohd.an/
http://www.ed.ac.uk/molecular-clinical-medicine/usher-institute/scottish-health-ethnicity-linkage
http://www.ed.ac.uk/molecular-clinical-medicine/usher-institute/scottish-health-ethnicity-linkage
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The UK National Health Service Breast Screening Programme (NHSBSP): a UK-wide 
programme of free mammographic screening for breast cancer with full national coverage 
and data available from 1991.  Women aged 50-64 were invited for routine screen once 
every 3 yrs until 2003-04, when age range was extended to 70.  Expansion was phased 
throughout Scotland over 3 year round of screening.  

Scottish Cervical Call Recall System (SCCRS): Cervical screening can identify cell changes 
which may develop to be pre-cancerous in women who otherwise have no symptoms; at this 
stage, any changes can be easily treated, and treatment is usually very effective.  . From 
Monday 6 June 2016, the age range for cervical screening changed from age 20–60 to age 
25–64. The frequency of cervical screening will continue to be every three years from age 
25–49, but will change to every five years for women from age 50–64. 

Patient-level information is collected by ATOS Healthcare for breast cancer, by SBSC for 
colorectal cancer and by SCCRS for cervical cancer. 

 

Quality Performance Indicators (QPIs) 
The Scottish Cancer Taskforce established the National Cancer Quality Steering Group 
(NCQSG) in 2008 which included responsibility for the development of small sets 
(approximately 10-15 indicators) of tumour specific national quality performance indicators 
(QPIs).  The QPIs have been developed collaboratively with the three Regional Cancer 
Networks (NOSCAN, SCAN, WOSCAN), ISD, and Healthcare Improvement Scotland.  
Cancer QPI datasets evolved from local cancer audit data and are held locally by the NHS 
Boards.  Information from national datasets is used (where collected) to minimise duplication 
but additional variables are collected to allow the indicators to be measured.  Data captured 
include details of tumours, radiography, chemotherapy and TNM staging.   

QPIs also provide the staging data for monitoring as part of the Detect Cancer Early (DCE) 
project.  DCE was launched in 2012 with an aim of improving the survival for people with 
cancer in Scotland by increasing the number of cases detected at an early stage for certain 
cancers (DCE only currently concentrates on breast, colorectal and lung cancers).  It is only 
the QPI data that are used for DCE monitoring that are held centrally 
(http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Audit/). 

Therefore, despite the NHS Boards collecting this detailed information at patient level, it is 
only the aggregated submissions that are held centrally other than for the DCE cancer types 
mentioned above. 
(http://www.healthcareimprovementscotland.org/our_work/cancer_care_improvement/
cancer_qpis/quality_performance_indicators.aspx). 

 

Scottish Household Survey (SHS) 
SHS is designed to provide information about the characteristics, attitudes and behaviour of 
Scottish households and individuals on a range of issues.  Questions are asked around the 

http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Audit/
http://www.healthcareimprovementscotland.org/our_work/cancer_care_improvement/cancer_qpis/quality_performance_indicators.aspx
http://www.healthcareimprovementscotland.org/our_work/cancer_care_improvement/cancer_qpis/quality_performance_indicators.aspx
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composition, characteristics, behaviour and attitudes of Scottish households and adults 
across a number of topic areas including local government, neighbourhoods and transport. 

 

Cancer Waiting times 
Since October 2008, the Scottish Government committed to meeting targets in cancer care, 
with this commitment reinforced in February 2016 with Beating Cancer: Ambition and Action. 
Cancer Waiting Times data are collected by cancer trackers and administrative staff 
(including medical secretaries) across NHS Scotland, which are then recorded onto the NHS 
Boards’ cancer tracking systems.  

Each NHS Board submits a monthly file which contains episode-level records for each newly 
diagnosed primary cancer referral, which began treatment in the previous calendar month, for 
which they were the NHS Board of receipt of referral. Each record contains demographic 
information about the patient; key time points in the pathway (date of receipt of referral, date 
of decision to treat and date of first treatment); information on diagnosis and treatment; main 
reason for any adjustments to the waiting time; and, main reason for any breaches of the 
published standards. 

 

Life after Prostate Cancer Diagnosis 
The Life after Prostate Cancer Diagnosis (LAPCD) Patient Reported Outcomes (PROM) 
study was funded by Prostate Cancer UK and the Movember Foundation.  It was run in 
partnership by a collaboration of universities, cancer registries and NHS organisations across 
the United Kingdom.   Information Services Division was commissioned to support the 
delivery of the survey in Scotland. 

Prostate cancer survivors between 18-42 months post-diagnosis were identified in all four UK 
countries through cancer registration and hospital administration systems.  Over 35,000 men 
from across the UK responded to the survey (61% response rate).  

The survey comprised of a postal questionnaire, followed up by in-depth telephone interviews 
with a small subgroup of men and their partners.  The survey used standard measures of 
health-related quality of life (HRQL) plus patient perspectives measures of functional 
outcome. One cohort of men in Scotland were surveyed, first in summer 2016 and then again 
in autumn 2017.  Follow-up telephone interviews were carried out with 20 Scottish men and a 
small number of their partners in autumn 2016.  Additional cohorts were surveyed in England 
(an online only survey) and Northern Ireland (control survey of men who did not have 
prostate cancer).  

The UK report is available here: https://www.lifeafterprostatecancerdiagnosis.com/wp-
content/uploads/sites/50/2019/03/UK-report-for-website.pdf 

Region specific results summaries and interactive toolkits were disseminated to clinicians 
across the UK in late 2018.  A number of academic papers have also been accepted by peer 
reviewed journals, with more in the pipeline.  A public facing dashboard was scheduled to be 

https://www.lifeafterprostatecancerdiagnosis.com/wp-content/uploads/sites/50/2019/03/UK-report-for-website.pdf
https://www.lifeafterprostatecancerdiagnosis.com/wp-content/uploads/sites/50/2019/03/UK-report-for-website.pdf
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released by Prostate Cancer UK and the Movember Foundation in 2019, but does not appear 
to be available yet.   

Linkage to survey responses through the CHI number is possible, subject to the appropriate 
permissions.  

Further information about the study and its dissemination is available from the Prostate 
Cancer UK website: 

https://www.lifeafterprostatecancerdiagnosis.com/news-and-updates/ while the public 
facing dashboard, when published, will be available at: https://www.truenth.org/en-gb/life-
after-prostate-cancer-diagnosis/  

 

National Cancer Diagnosis Audit 
Cancer Research UK, partnered with the Royal College of General Practitioners and 
Macmillan Cancer Support co-ordinated a national cancer diagnosis audit during 2017 to 
inform the UK early diagnosis agenda, in line with the Scottish Cancer Strategy (Beating 
Cancer: Ambition & Action) recommendations.  A second round of the audit is planned for 
2019. 

The audit uses primary and secondary care data relating to patients diagnosed with cancer in 
order to understand patterns of cancer diagnosis for all cancer types, across the UK.  

The audit looks specifically at clinical practice in order to understand: 
1. interval length from patient presentation to diagnosis 
2. use of investigations prior to referral 
3. patients referral pathways  

For the first round, audit data collection in Scotland took place during spring/summer 2017 
and was based on confirmed diagnoses made during 2014.  Data was collected on around 
6% of the total diagnoses made that year.  Tailored feedback was provided to the 73 
participating practices in autumn 2017 and CRUK facilitators worked with practices and 
clusters to support local improvement work.  An audit summary for Scotland was published 
on the ISD website on the 6th March 2018:   http://www.isdscotland.org/Health-
Topics/Cancer/Publications/index.asp#2119.   NCDA English results were reported in the 
British Journal of General Practice: http://bjgp.org/content/68/666/e63. Academics are 
planning further research using the English and Scottish datasets.    

The second round of the audit is running from summer 2019 to summer 2020.  In Scotland it 
will use provisional cancer registration data to flag diagnoses made around six months 
previously for GPs to audit.  Work on the audit began in England in April 2019 and in Wales 
in September.  

The data collected from the first round of NCDA is available for further analysis.  Scottish 
NCDA data can be accessed via eDRIS at NSS.eDRIS@nhs.net   A merged UK dataset and 
the English dataset (without practice identifiers) can be accessed via the Office for Data 
Release at odr@phe.gov.uk 

https://www.lifeafterprostatecancerdiagnosis.com/news-and-updates/
https://www.truenth.org/en-gb/life-after-prostate-cancer-diagnosis/
https://www.truenth.org/en-gb/life-after-prostate-cancer-diagnosis/
http://www.isdscotland.org/Health-Topics/Cancer/Publications/index.asp#2119
http://www.isdscotland.org/Health-Topics/Cancer/Publications/index.asp#2119
http://bjgp.org/content/68/666/e63
mailto:NSS.eDRIS@nhs.net
mailto:odr@phe.gov.uk
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Linkage to other health and social care data on Scottish audit participants is possible through 
the CHI number, subject to the appropriate permissions.  

Information on future work relating to the National Cancer Diagnosis Audit is available from 
the Cancer Research UK website: http://www.cancerresearchuk.org/health-
professional/diagnosis/national-cancer-diagnosis-audit 

 

Published Information/Reports 
Over and above the direct data sources listed, there are many publications which manipulate 
the data collections through analysis and/or presentation which may be useful in exploring 
the information available on cancer in Scotland.  This includes routinely published statistics 
and online profile tools amongst others.   

The main reports/sources of information deemed to be most useful to the current objectives 
are documented here and more detailed information is provided in Appendix C. 

 

ISD Cancer webpages  
The ISD Cancer Team (http://www.isdscotland.org/Health-Topics/Cancer/) publishes a 
variety of cancer analysis on their website related to incidence, prevalence and survival. This 
includes tables of incidence and mortality at Scotland level by site/type of cancer, sex and 
age group from 1993 onwards.  Survival information (observed and relative), prevalence and 
lifetime risk information is also published.  

Other relevant publications from the ISD Cancer Team include information on various 
screening programmes including uptake, number of screening tests processed and results. In 
addition, information on Children and Young People with Cancer in Scotland for 2007-2016 is 
now available. 

The team also publish information on cancer incidence and mortality by deprivation at the 
national Scotland level.  

There is upcoming work on redeveloping the Cancer publications according to ISD’s 
Transforming Publications Programme (see http://www.isdscotland.org/Products-and-
Services/Transforming-Publishing-Programme/ for more details), although a start date for 
this is not yet confirmed. 

 

National Cancer Registration and Analysis Service (NCRAS) eAtlas formerly NCIN) 
The UK cancer e-Atlas (http://www.ncin.org.uk/cancer_information_tools/eatlas/) 
provides a way to view cancer incidence and mortality statistics for the UK, the UK 
constituencies and smaller localities.  It includes basic cancer information for the main types 
of cancer in males, females and persons.   

The eAtlas includes Scottish data and currently, the system is being updated to reflect the 
changes in the English healthcare system but in the meantime, the ‘Cancer e-Atlas by NHS 

http://www.cancerresearchuk.org/health-professional/diagnosis/national-cancer-diagnosis-audit
http://www.cancerresearchuk.org/health-professional/diagnosis/national-cancer-diagnosis-audit
http://www.isdscotland.org/Health-Topics/Cancer/
http://www.isdscotland.org/Products-and-Services/Transforming-Publishing-Programme/
http://www.isdscotland.org/Products-and-Services/Transforming-Publishing-Programme/
http://www.ncin.org.uk/cancer_information_tools/eatlas/
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health boundaries’ has been updated to show cancer incidence and mortality for 2008-2010 
and 2009-2011 respectively.   

 

Cancerstats 
The CancerStats information and reporting portal (CASCADE) is aimed to be the repository 
for all feedback on datasets which are managed or supported by the National Cancer 
Registration and Analysis Service (NCRAS).  It is managed by NCRAS (formerly NCIN) and 
intends to provide UK, individual country, and sub-country analysis. It is hosted on the N3 
network and, as such, is available to relevant ISD employees (e.g. the Macmillan cancer 
analysis team).  The intention is that this will hold incidence, mortality and survival 
information for a number of select cancers at various geographies.  Currently limited data is 
available for Scotland. 

  

ScotPHO Profiles 
The Scottish Public Health Observatory currently produce a number of ‘Health and Wellbeing’ 
profiles https://www.scotpho.org.uk/comparative-health/profiles/online-profiles-tool ) 
which are intended to provide service providers, planners and policy makers with nationally 
comparable information to improve understanding of health issues relating to the people of 
Scotland.  They provide information at Scotland, NHS Board, Local Authority and 
Intermediate Zone level.  The Profiles tool is interactive to allow the user to select the 
information of interest and how it is presented. 

The relevant indicators for cancer are ‘early deaths from cancer (<75)’ and ‘patients 
registered with cancer’ by local authority, intermediate zone and NHS board.  Numbers and 
rates with 3 year aggregates from 2002-2004 to 2015-2017 are shown. 

Lung cancer registration and mortality information is available within the ‘tobacco control’ 
profiles, patients registered with cancer are presented in the ‘older people’s profiles’ 

The feasibility and usefulness of specific ‘Cancer profiles’ has previously been discussed, 
although currently there are no plans for this to be developed. 

 

Scotland and European Health for All (HfA) Database 
Following a demand for Scottish data to be included in the World Health Organization's 
European Health for All (HfA) Database (http://www.scotpho.org.uk/comparative-
health/scotland-and-european-hfa-database), ScotPHO maintains a download of the 
European database with Scottish data added.  This was last updated in 2012 and allows 
comparison of Scottish information to 53 Member States in the WHO European Region (as at 
2012), including the UK, plus averages such as the European Union.  This includes time 
trend information (back to 1979 for mortality) on cancer mortality, incidence, prevalence and 
hospital discharges.  ScotPHO also produces a briefing document summarising trends and 
content (http://www.scotpho.org.uk/downloads/hfadb/HfA_Briefing_note_2012.pdf). 

https://www.scotpho.org.uk/comparative-health/profiles/online-profiles-tool
http://www.scotpho.org.uk/comparative-health/scotland-and-european-hfa-database
http://www.scotpho.org.uk/comparative-health/scotland-and-european-hfa-database
http://www.scotpho.org.uk/downloads/hfadb/HfA_Briefing_note_2012.pdf
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Scottish Government’s Open Data Publishing Platform 
The Open Data Publishing Platform (https://statistics.gov.scot/home) replaces the Scottish 
Neighbourhood Statistics (http://statistics.gov.scot/) as the Scottish Government's (SG) 
ongoing programme to improve the availability, consistency and accessibility of small area 
statistics in Scotland.  This contains annual cancer registration numbers for all cancers, 
prostate, lung, breast, malignant neoplasms and colorectal cancers by sex at Health Board 
and Council area level.    

 

Scottish Burden of Disease 
The ScotPHO Scottish Burden of Disease (SBoD) team publishes information on the Burden 
of Disease in Scotland. This study is based on the specifications of the Global Burden of 
Diseases, Injuries and Risk Factors (GBD) project (available at 
http://www.healthdata.org/gbd). The first results for this study were published in 2016, 
illustrating the conditions affecting the Scottish population the most. This analysis included 
estimates for neoplasms overall and for twenty nine individual cancer types. SBoD 2016 
updated the estimates from the first report and further reported on inequalities across socio-
economic groups. Finally, burden of disease estimates for local areas in Scotland were 
published in May 2019 including estimates for neoplasms overall and for 15 individual cancer 
types. The next update for SBoD will be published in 2021. More information can be found at 
http://www.scotpho.org.uk/comparative-health/burden-of-disease/overview” 

  

 

ICBP (International Cancer Benchmarking Partnership) 
The ICBP is an international initiative, involving 12 jurisdictions in 6 countries including 
Scotland and the rest of the UK.  Previous studies have shown that UK nations often have 
poorer cancer survival outcomes than comparable countries. This work is to understand how 
and why survival rates vary.  Four cancers are included:- lung, breast, ovarian and  
colorectal.  Comparing cancer services, processes and the public’s interaction with these 
across different countries can help to identify possible reasons for the observed differences 
(http://www.cancerresearchuk.org/health-professional/early-diagnosis-
activities/international-cancer-benchmarking-partnership-icbp). In March 2016, the 
Scottish Government published ‘Beating Cancer: Ambition and Action’ 
(http://www.gov.scot/Resource/0049/00496709.pdf)  which outlines a plan to establish a 
‘Scottish Cancer Intelligence Framework’ (SCIF), where relevant cancer data can be 
effectively, efficiently and securely captured, moved, filtered, stored, quality assured, 
analysed and visualised for a range of purposes’. 

https://statistics.gov.scot/home
http://www.healthdata.org/gbd
http://www.scotpho.org.uk/comparative-health/burden-of-disease/overview
http://www.cancerresearchuk.org/health-professional/early-diagnosis-activities/international-cancer-benchmarking-partnership-icbp
http://www.cancerresearchuk.org/health-professional/early-diagnosis-activities/international-cancer-benchmarking-partnership-icbp
http://www.gov.scot/Resource/0049/00496709.pdf
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EUROCARE (European Cancer Registry Based Study on Survival and Care of Cancer 
Patients) 
EUROCARE is the widest collaborative research project on cancer survival in Europe and 
has the participation of a large number of population-based Cancer Registries throughout 
Europe.  The aims of the study are: to provide an updated description of cancer survival time 
trends and differences across European countries, to measure cancer prevalence, and to 
study patterns of care of cancer patients.  Currently, the available data for interrogation is up 
to 2007 (http://www.eurocare.it/). 

 

EuroHOPE (European Healthcare Outcomes, Performance and Efficiency) 
EuroHOPE was an European Commission funded project to evaluate outcomes and 
performance of five key public health diseases  - including breast cancer - across seven 
European countries, including Scotland.  Breast cancer outcomes and costs were evaluated. 
(http://www.eurohope.info/breastcancer.html)  
  

http://www.eurocare.it/
http://www.eurohope.info/breastcancer.html
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Process for requesting linkage for the purposes of research 
All requests for linkage involving NHS originated data must go through the electronic Data 
Research and Innovation Service (eDRIS) which is a part of ISD and which provides a single 
point of contact to assist in the completion of applications to the Public Benefit and Privacy 
Panel for Health and Social Care (PBPP) alongside providing any linkages once approved. 

 

Studies requiring access to data held by NHS Scotland, PHI or National Records Scotland 
(NRS) either at individual level or to link to other datasets are likely to require an application 
to the PPBP and for health data where NHS Scotland is not the data controller, permission is 
also required from the relevant data controller. 

 

Full details of the application form and guidance are available at 
http://www.informationgovernance.scot.nhs.uk/.  To summarise, the form requires 
information on those who will be accessing the data, the data custodian and the clinical 
sponsor alongside detailed information on the request planned including the purpose, aims, 
objectives and envisioned benefits to the public.  It also requires a concise outline of the 
proposal design, inclusion criteria, implications and peer review and requires a full list of all 
datasets and variables within them required.   Once complete and submitted, if the 
application is deemed to not need to be referred to a full committee meeting the review is 
expected to be completed within 30 working days of submission (not including time elapsed 
while awaiting a response).  If requiring review by a full committee meeting, the process will 
take longer to conclude.  Once approval is granted, time must also be allowed for the linkage 
to take place. This will vary depending on a number of factors which can influence the length 
of time taken e.g. the number of datasets required.  If it is only SMR based data then access 
is more likely to be speedier than if requests have to be made to other teams (who will have 
other priorities and may be busy etc.). eDRIS services are provided for a fee, dependent on 
the level of service required. 

 

Process for linkage of SHES data to select SMR records  
There are a couple of data systems for which the process may differ, the Scottish Health 
Survey (SHeS) is one of these.  SHeS data is available linked to limited SMR data fields for 
survey years from 1995 (see table below for the percentage of people consenting for their 
SMR records to be linked who were then matched on the CHI database).  Minimum dataset 
items include deprivation, urban rural indicator, date and primary cause of death, number of 
cancer registrations, date and ICD code for first malignant cancer, number of registrations, 
date of first incidence and ICD code for first incidence of cancer of the ‘trachea, bronchus or 
lung’, ‘large bowel’, ‘prostate’, ‘bladder’, ‘stomach’, ‘breast’ or ‘ovarian’ cancer.  More about 
the design and content of the SHeS survey is available at: 
http://www.gov.scot/Topics/Statistics/Browse/Health/scottish-health-
survey/SurveyDesignContent  

http://www.informationgovernance.scot.nhs.uk/
http://www.gov.scot/Topics/Statistics/Browse/Health/scottish-health-survey/SurveyDesignContent
http://www.gov.scot/Topics/Statistics/Browse/Health/scottish-health-survey/SurveyDesignContent
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Survey Year 
Respondents linked to 

CHI database 
% (of those who consented) 

1995 98.6% 
1998 99.3% 
2003 99.4% 
2008 99.5% 
2009 99.4% 
2010 99.7% 
2011 99.6% 
2012 97.8% 
2013 99.4% 

 

Access to this data is available on completion and approval of a ‘Confidential Data Release 
Form’.  If access to only the minimum SHeS dataset is required then it will just be the length 
of time taken to get approval which should be possible within 6 weeks. This more streamlined 
2 page form requires a specific purpose for which the data is being requested including 
information on the nature of data requested (e.g. a list of the requested variables) and 
emphasises that only data essential to the proposed work should be requested.  All purposes 
for the data is also required to be documented, including publications and the intended 
duration of use/date of destruction is required. 

For SHeS data requiring additional linkage to SMR then approval must be sought from 
Scottish Government for every linkage so again this can delay things.   

If more variables from SMR were required then the PBPP application process detailed above 
would need to be undertaken (which would likely take longer and would incur a cost). 
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Current Gaps in Knowledge 
 

Gaps in/Limitations of Cancer Information:  
The Innovative Healthcare Delivery Programme (IHDP was established in May 2015 through 
the Farr Institute (http://www.farrinstitute.org/partnerships/innovative-healthcare-delivery-
programme)).  Part of this work will be to establish an integrated cancer intelligence 
framework and it is expected that this will address some of the gaps that are highlighted here.  
Related to this work is the Cancer Information System Programme which is a Scottish 
Funding Council collaborative programme between Innovation Centres (Digital Health & Care 
Institute; Data Lab and Stratified Medicine) in partnership with industry and clinical teams.  
The objective of this project is to develop a prototype Cancer Intelligence System (CIS) 
directed towards fulfilling the needs of cancer patients and clinicians in improving care and 
cancer outcomes for patients in Scotland. The SCRIS programme, mentioned earlier is 
intended to address some of the currently identified gaps in national cancer information. 

The following are considered to be the major current gaps in the cancer information ISD 
holds: 

 

Recurrence and Metastatic disease 
Recording recurrence can be difficult whether local or distance metastases.  No ICD-10 
codes exist for recording local recurrence and there are major limitations when it comes to 
identifying distant recurrence.   Relevant information such as site, histology, behaviour, 
histological confirmation is captured on the Cancer registry Socrates System (SMR06 
returns) details of which are included in Appendix B.  For patients diagnosed from 1997 
onwards further information has been collected including tumour stage (for breast, cervical 
and colorectal cancer), tumour grade, more hospital details, and treatment information (dates 
and locations of surgery, chemotherapy, radiotherapy and hormone therapy). Stage is now 
collected for a wider range of tumours, in line with emerging cancer QPI data sets. 

However, it is still complex to accurately decipher the diagnoses of local, regional and 
distance spread even when they are recorded.  Codes for regional and distance recurrence 
exist currently in ICD-10. Despite this, the codes in themselves don’t distinguish between 
known metastases present along with the primary cancer at the time of diagnosis and 
regional and distance recurrence that appears after treatment of the primary cancer.   

Previously, a Breast Cancer Clinical Trial (TACT breast cancer study) was linked with follow-
up information and routine data which proved to give good results in determining distance 
metastases and distance primary recurrence but not necessarily for local recurrence. 

A pilot study was performed at a national level to use the 5th digit of ICD-10 code to record 
local recurrence.  As a result discussion is taking place on how to best define and collect 
recurrence information but this is in the early stages.  Potential cancers for which this 
information may be collected are breast and colorectal cancer.  
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Lack of standardisation nationally for the coding of recurrence data and work around this 
area would also be beneficial.  In 2011 in England the English National Cancer Online 
Registration Environment (ENCORE) was launched in a phased approach and this has 
brought about standardised ways of working across all registration teams. However, this is 
still very much work in progress and is not well defined or collected in all areas.  

As mentioned, recurrence and metastases can be difficult to define and outcomes often have 
to be manually identified by a clinician. 

It’s possible that some recurrence data could be identified from prescribing data for particular 
cancers (e.g. Prostate and Ovarian).  

 

Pathways and Outcomes beyond survival 
Capturing the different phases in a patient pathway can be difficult and can feature a variety 
of data sources including genetic, screening, symptomatic, diagnostic, treatment, side-effects 
of treatment, rehabilitation, remission, recurrence, co-morbidities  and death. Some of this 
has been discussed elsewhere but access to primary care data could fill in some of the many 
existing gaps.  Linking more with prescribing data could also make a big difference in 
determining patient journeys although this is limited to community prescribing only and not 
prescriptions arising from secondary care.    

To better determine a patient’s quality of life (QoL) following a cancer diagnoses, it is 
invaluable to be able to access accurate health and social care data, patient survey data and 
clinical trials data.  Currently QoL data are not collected routinely in Scotland. 

 

Staging 
Currently, staging data that are recorded on SMR06 are considered to be to a detailed 
enough level but it will not always be possible to assign a stage of disease for every cancer 
patient and therefore there will always be a percentage of patients where their stage of 
disease remains unknown.  One of the aims of the Detect Cancer Early programme was to 
gather more detailed information early on to aid better survival and reduce the numbers of 
unknown staging.  A specific indicator of the DCE programme is to increase the percentage 
of people who are diagnosed early in the disease process (with stage 1 disease) by 25% by 
the end of 2015.   

Currently DCE concentrates on breast, colorectal and lung cancers. Data to support the 
Detect Cancer Early (DCE) initiative are collected by Cancer Audit staff across NHS Scotland 
and are part of the cancer QPI data sets which are recorded onto the NHS Boards’ systems.  
Currently, patients can sometimes be recorded as having ‘unknown’ staging due to the 
complexities around recording this accurately within the current system.   

The United Kingdom and Ireland Association of Cancer Registries (UKIACR) report on the 
completeness of staging information (alongside other performance indicators) annually 
(http://www.ukiacr.org/kpis). The most recent report 
(http://www.ukiacr.org/sites/ukiacr/files/file-

http://www.ukiacr.org/kpis
http://www.ukiacr.org/sites/ukiacr/files/file-uploads/miscellaneous/UKIACR%202017%20report%20-%20FINAL.pdf
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uploads/miscellaneous/UKIACR%202017%20report%20-%20FINAL.pdf ) on the 
performance of the UK’s cancer registries in meeting their performance targets comments  
that good progress had been made including improved staging rates within the cancer 
registries. However, the report also stated that the greatest improvement was seen in 
Northern Ireland across all invasive tumours and that all countries within the UK and Ireland 
were achieving more than 60%,, Scotland has a completeness of 60.8%, which is  an 
improvement on previous years, but still below the UKIACR target of 70%, and the UKIACR  
average of 69.4%. Only the republic of Ireland has a lower completion rate (2017 figures).  It 
did go on to say that staging data in Scotland are also collected separately for selected 
cancers through cancer audits, and that the range of cancers for which staging information is 
collected by the cancer registry is increasing over time, following the development of cancer 
Quality Performance Indicator (QPI) data sets in Scotland.  

 

Chemotherapy and radiotherapy information 
In Scotland, although SMR06 collects on first instance of cancer chemotherapy and 
radiotherapy, detailed chemotherapy information is not nationally recorded.  

Part of the aims of the SCRIS programme of work (mentioned previously) is to address the 
issue of national chemotherapy and radiotherapy data. 

  

http://www.ukiacr.org/sites/ukiacr/files/file-uploads/miscellaneous/UKIACR%202017%20report%20-%20FINAL.pdf
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Contact 
Cheryl Denny, Principal Information Analyst  
Consultancy, Knowledge & Research Services 
Phone: 0131 275 6373 
Email: Cheryl.denny@nhs.net   

 

Further Information 
Further Information can be found on the ISD website. 
For more information on the Macmillan-ISD collaboration see the Macmillan-ISD Scottish 
Cancer Pathways section of our website..Additional information on the collaboration, as well 
as further information on the work produced as a result of this partnership, can be found on 
the Macmillan website. 

The next release of this publication will be September 2020. 

 

Rate this publication 
Please provide feedback on this publication to help us improve our services. 

  

mailto:Cheryl.denny@nhs.net
http://www.isdscotland.org/
http://www.isdscotland.org/Health-Topics/Cancer/Macmillan-ISD/
http://www.isdscotland.org/Health-Topics/Cancer/Macmillan-ISD/
https://www.macmillan.org.uk/about-us/what-we-do/evidence/research-funding/our-partnerships/information-services-division-scotland.html
http://www.isdscotland.org/Health-Topics/HEALTHTOPIC/Publications/rate-this-publication.asp?ID=XXXX
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Appendices 
Appendix A – Useful SMR06 Variables 
 
Variable Description 
Personal Identifier  
Date of Birth  
Sex  
CHI Number Community Health Index (unique identifier) 
Date of Death Date that death occurred 
Cause of Death 1-4 Primary cause of death and up to three secondary causes of death 
Cause of Death 5-8 Four more causes of death available from 2013 onwards 
Vital Status Living Status of Patient. 
OOS Death out of Scotland 
Date of Embarkation This is the date of emigration 
Independent Primary Count  
Tumour ID Number Tumour Number 
Address at Diagnosis  
Postcode at Diagnosis  
Date of Registration The date the Registration Officer enters the tumour details on the registry 

computer and has signed it off as complete  
Date of Incidence  
Date of Transformation Data is collected for haematological malignancies that are deemed to have 

transformed 
Side This indicates the side or Laterality (i.e. left or right) In paired organs of the 

body in which the tumour is located 
Tumour Site - ICD-9 Tumour site denotes the anatomical site of origin of the primary tumour.  

Tumour Site - ICD-10  as above 
Tumour Site - ICDO2 International Classification of Diseases for Oncology (2nd revision). Similar 

to ICD-10 site code, but there are differences in the site code ranges. 

Tumour Type - ICDO  Tumour type indicates the morphology (histology) of the tumour  
Tumour Type - ICDO2 ICD(O)2 - International Classification of Diseases for Oncology (2nd 

revision).  
Tumour Type - ICDO3 ICDO(3) - International Classification of Diseases for Oncology (3rd 

revision).  
Transformation - ICD-10 Denotes the classification of the disease of the transformation 

(haematological malignancies that are deemed to have transformed).  

Transformation - ICD03 Indicates the morphology (histology) and behaviour of the transformation  

Grade Classification Indicates the classification system used for grading tumour. 
Grade or cell type/Gleason 
Major 

Grade or cell type indicates the degree of differentiation of malignant 
tumours or the T-cell & B-cell designation for lymphomas and leukaemias. 
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Variable Description 
Gleason Major See above 
Gleason Minor Combined with above to give more accurate Gleason score 
Gleason Tertiary Combined with above to give more accurate Gleason score 
Most Valid Basis of Diagnosis Most Valid Basis of diagnosis indicates the method judged to have provided 

or validated the diagnosis during the course of the illness. 

Histological Verification Histological Verification is microscopic confirmation of the histological or 
cytological diagnosis 

Method of 1st Detection Method of first detection indicates how the tumour was first detected. 

ICD-10 C240 Proximal Flag This flag is used to determine whether ICD-10 C240 (extra hepatic bile duct 
tumour) is proximal, this flag is then used to distinguish which TNM (Tumour) 
classification is assigned to the record. 

Clinical T (Breast, Lung, Renal, 
Prostate, Colorectal, Upper GI, 
HPB) 

T - Clinical stage indicates the extent of spread of the tumour at diagnosis in 
terms of clinical findings 

Clinical N N - Condition of regional lymph nodes/glands based on clinical examination 
imaging 

Clinical M M - Indicates distant metastases.    
Pathological  T (Breast, Lung, 
Renal, Prostate, Colorectal, 
Upper GI, HPB) 

T - Pathological Stage indicates the extent of the spread of the tumour at 
diagnosis in terms of the pathological findings. 

Pathological N N - Condition of regional lymph nodes/glands based on clinical examination 
imaging 

Pathological M M - Indicates distant metastases.    
Dukes’ Stage Colorectal Stage (Colorectal) indicates the extent of spread of the invasive tumour at 

diagnosis in terms of the pathological and/or clinical findings  

FIGO Stage Cervix / Ovary – 
After Surgery (Final) 

FIGO Stage indicates the extent of spread of the invasive primary tumour for 
Cervix and ovary at diagnosis in terms of the pathological and/or clinical 
findings  

FIGO Stage Cervix / Ovary – 
Before Surgery 

FIGO Stage indicates the extent of spread of the invasive primary tumour for 
Cervix and ovary at diagnosis in terms of the pathological and/or clinical 
findings  

Pathological Tumour Size  Pathological tumour size is the maximum diameter in mm of the invasive 
component of the tumour in the fresh or fixed state on the histological 
preparation.   

Nodes Examined Pathological nodal status -Indicates if the regional lymph nodes were 
examined (invasive breast cancer only).  

Number Examined Pathological nodal status -Indicates how many of the regional lymph nodes 
were examined 

Positive Nodes Pathological nodal status -Indicates if any of the regional lymph nodes were 
positive 

Number Positives Pathological nodal status -Indicates how many of the regional lymph nodes 
were positive 

Oestrogen Receptor Status Record status regardless of any qualifying statements (invasive breast 
cancer only) 
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Variable Description 
Herceptin Receptor Status Record status regardless of any qualifying statements (breast cancer only)  

Progesterone Receptor Status Record status regardless of any qualifying statements (breast cancer only)  

Breslow Thickness (mm) This is a measure of the depth of invasion of the melanoma into the skin in 
mm. 

Clark's Level This is a measure of depth of invasion of the melanoma into the skin. 

Microinvasive The term ‘microinvasive’ is used to describe a degree of invasion which is 
not associated with any risk of nodal metastasis and is sufficiently small to 
treat by local or conservative means. 

Treated with Surgery Surgery 
Earliest Date Surgery Date of first surgical treatment 
Hospital/GP Surgery Location code/practice code of Hospital/GP practice where a surgical 

treatment was first carried out  
Referred to radiotherapy 
department 

Referred to radiotherapy department 

Treated with radiotherapy Indicates if patient has been Treated with radiotherapy.  
Radiotherapy treatment to 
Primary site 

Radiotherapy treatment to Primary site. 

Radiotherapy treatment to 
Metastases 

Radiotherapy treatment to Metastases 

Radiotherapy treatment Other Radiotherapy treatment Other such as organ ablation or prophylaxis. 

Date of first Radiotherapy 
treatment 

Date of first Radiotherapy treatment 

Hospital/GP Radiotherapy Location code of Hospital where Radiotherapy was first carried out  
Treated with Chemotherapy Indicates if patient has had Systemic chemotherapy treatment. 
Date of first Chemotherapy Date of first Chemotherapy 
Hospital/GP Chemotherapy Location code of Hospital where Chemotherapy was first carried out  

Treated with Hormone Indicates if patient has had Hormone  treatment. Most likely to apply to 
Breast, Prostate, Endometrial (uterus) and to a lesser extent, 
hypernephroma 

Date of first Hormone Therapy Date of first Hormone Therapy 
Hospital/GP Hormone Therapy Location code/practice code of Hospital/GP practice initiating Hormone 

Therapy  
Treated with Other Other Therapy 
Other Therapy Treatment Indicates the type of other therapy treatment carried out. 
Date of first Other Therapy Date of first Other Therapy 
Hospital/GP Other Therapy Location code/practice code of Hospital/GP practice initiating Other Therapy  

. 

  



Information Services Division 

 
1 

Appendix B – Current cancer publications in Scotland – as at May 2019 
         
          
Publication Title Brief Description Producer Data 

Source 
Access Geograph

y level 
years of 
informati

on 

Frequenc
y 

Last 
upda
ted 

Link 

Cancer Incidence A summary table showing:  
• numbers of cases and 
• age-standardised incidence rates  
for each cancer, sex and year for 
Scotland.   
Also available are detailed numbers and 
rates by age band (5-year), sex and health 
board for around 45 cancer sites and for 
all cancers combined.   

ISD SMR06/ 
NRS 
population
s 

Public Health 
Board, 
Scotland 

1993-
2017 

Annual Apr-
19 

http://www.isds
cotland.org/He
alth-
Topics/Cancer/
Cancer-
Statistics/    

Cancer Incidence 
Projections  

The cancer incidence projections 
presented in the published report are 
based on historical trends in cancer 
incidence and population estimates and 
projections for Scotland. Projections are 
available for all cancers combined, 21 
specific cancer sites and other cancers. 

ISD SMR06/ 
NRS 
population
s 

Public Scotland 2013 - 
2027 

Next 
planned 
for August 
2020 

Aug-
15 

http://www.isds
cotland.org/He
alth-
Topics/Cancer/
Publications/20
15-08-
18/2015-08-
18-Cancer-
Incidence-
Projections-
Summary.pdf?  

Cancer Mortality A summary table is produced similar to the 
incidence table described above alongside 
more detailed numbers and rates again 
similar to above.  Additionally, under 75 
years mortality tables are also published 
from 1995. 

ISD SMR06/ 
NRS 
population
s 

Public Health 
Board, 
Scotland 

1993 - 
2018 

Annual Oct-
19 

http://www.isds
cotland.org/He
alth-
Topics/Cancer/
Cancer-
Statistics/   

http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2015-08-18/2015-08-18-Cancer-Incidence-Projections-Summary.pdf
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2015-08-18/2015-08-18-Cancer-Incidence-Projections-Summary.pdf
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2015-08-18/2015-08-18-Cancer-Incidence-Projections-Summary.pdf
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2015-08-18/2015-08-18-Cancer-Incidence-Projections-Summary.pdf
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2015-08-18/2015-08-18-Cancer-Incidence-Projections-Summary.pdf
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2015-08-18/2015-08-18-Cancer-Incidence-Projections-Summary.pdf
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2015-08-18/2015-08-18-Cancer-Incidence-Projections-Summary.pdf
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2015-08-18/2015-08-18-Cancer-Incidence-Projections-Summary.pdf
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2015-08-18/2015-08-18-Cancer-Incidence-Projections-Summary.pdf
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2015-08-18/2015-08-18-Cancer-Incidence-Projections-Summary.pdf
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2015-08-18/2015-08-18-Cancer-Incidence-Projections-Summary.pdf
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/
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Cancer Survival A summary report is produced alongside 
several tables looking at Information on 
cancer survival for 4-year periods of 
diagnosis combined and shown for ‘all 
cancers’ and individual cancers by age 
and sex at 1, 3, 5 and 10 years after 
diagnosis at Scotland level only. Number 
of cases analysed and observed survival 
(%) and relative survival (%).   

ISD SMR06/ 
NRS 
population
s/NRS 
deaths/ 
SMR01 

Public Scotland 1987 - 
2011 

Annual Mar-
15 
(due 
to be 
upda
ted 
2020
) 

http://www.isds
cotland.org/He
alth-
Topics/Cancer/
Cancer-
Statistics/All-
Types-of-
Cancer/ 
 

Cancer Incidence 
and mortality by 
deprivation  

A summary table presenting age-
standardised incidence and mortality rates 
by SIMD 2016 deprivation quintile. 

ISD SMR06/ 
NRS 
population
s/NRS 
deaths/ 
SMR01 

Public Scotland, 
SIMD 

Includes 
incidence 
2013-
2017 and 
mortality 
2014-
2018 

Annual Sept-
19 

http://www.isds
cotland.org/He
alth-
Topics/Cancer/
Cancer-
Statistics/All-
Types-of-
Cancer/ 
 

Children and young 
people with cancer 

This was a new annual publication in 2019 
that has been developed in collaboration 
with the Managed Service Network for 
Children and Young People with Cancer. 
Information is included on cancer 
incidence, survival, mortality, place of 
death and prevalence  

ISD SMR06/ 
NRS 
population
s/NRS 
deaths 

Public Scotland 2007-
2016 

Annual  2020 https://www.isd
scotland.org/H
ealth-
Topics/Cancer/
Publications/20
19-02-
26/2019-02-
26-CYPC-
Report.pdf 

Cancer Lifetime 
Risk 

Lifetime risk of developing cancer (up to 
the age of 90). 

ISD SMR06/ 
NRS 
population
s/NRS 
deaths/ 
SMR01 

Public Scotland 2013-
2017 

 Mar-
19 
 

http://www.isds
cotland.org/He
alth-
Topics/Cancer/
Cancer-
Statistics/All-
Types-of-
Cancer/ 

http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
https://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Report.pdf
https://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Report.pdf
https://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Report.pdf
https://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Report.pdf
https://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Report.pdf
https://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Report.pdf
https://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Report.pdf
https://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Report.pdf
https://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Report.pdf
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
http://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/All-Types-of-Cancer/
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National Cancer 
Registration and 
Analysis Service 
(NCRAS) eAtlas 

The UK cancer e-Atlas provides a way to 
view cancer incidence and mortality 
statistics for the UK, the UK constituencies 
and smaller localities. It includes basic 
cancer information for the main types of 
cancer. The eAtlas is used more in 
England but Scottish data are included. 
Currently, the system is being updated to 
reflect the changes in the English 
healthcare system but in the meantime, 
the “Cancer e-Atlas by NHS health 
boundaries” has been updated to show 
cancer incidence and mortality for 2008-
2010 and 2009-2011 respectively.  
However, the cancer survival figures that 
were previously available are not currently 
included. 

National 
Cancer 
Registration
 and 
Analysis 
Service 
(NCRAS) 
formerly 
National 
Intelligence 
Cancer 
Network 
(NCIN).  

SMR06/ 
NRS 
population
s/NRS 
deaths/ 
SMR01 

Public Scotland, 
Healthboar
ds and 
cancer 
network 

By NHS 
board: 
Incidence 
2008-
2010 and 
mortality 
2009-
2011 by 
select 
cancer 
sites and 
sex.  
By 
network: 
incidence 
2006-
2008, 
mortality 
2007-
2009 and 
relative 
survival 
2002-
2006 

  http://www.ncin
.org.uk/cancer
_information_t
ools/eatlas 
 

ScotPHO Profiles A collaboration between Health Scotland 
and ISD host the ScotPHO profiles which 
are intended to provide service providers, 
planners and policy makers with nationally 
comparable information to improve 
understanding of health issues relating to 
the people of Scotland.  The relevant 
profiles for cancer are ‘early deaths from 
cancer (<75)’ and ‘patients registered with 
cancer’. 

ScotPHO SMR06/ 
NRS 
Deaths/ 
SMR01 

Public local 
authority, 
intermediat
e zone and 
health 
board 
 

Latest 
number 
and rates 
with 3 
year 
aggregate
s are 
2016-18. 
For ‘early 
deaths 
from 

Under 
health & 
wellbeing 
indicators 

 https://www.s
cotpho.org.uk
/comparative-
health/profile
s/online-
profiles-tool  

http://www.ncin.org.uk/cancer_information_tools/eatlas
http://www.ncin.org.uk/cancer_information_tools/eatlas
http://www.ncin.org.uk/cancer_information_tools/eatlas
http://www.ncin.org.uk/cancer_information_tools/eatlas
https://www.scotpho.org.uk/comparative-health/profiles/online-profiles-tool
https://www.scotpho.org.uk/comparative-health/profiles/online-profiles-tool
https://www.scotpho.org.uk/comparative-health/profiles/online-profiles-tool
https://www.scotpho.org.uk/comparative-health/profiles/online-profiles-tool
https://www.scotpho.org.uk/comparative-health/profiles/online-profiles-tool
https://www.scotpho.org.uk/comparative-health/profiles/online-profiles-tool
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cancer’ – 
latest data 
is 2015-
17. 

Cancer Waiting 
times 

New Scottish Cancer Waiting Times 
System (NEW SCWaTS) collects and 
validates data submitted by Health 
Boards to fulfil measurement against 
Cancer Waiting 
Times targets. 

ISD  Public   These 
reports 
are 
released 
quarterly. 

 http://www.isds
cotland.org/He
alth-
Topics/Waiting
-
Times/Cancer/  

Detect Cancer early 
(DCE) 

DCE collects and validates data submitted 
by Health 
Boards. The information will be used by 
the Scottish 
Government in their discussions with 
individual NHS 
Boards about the Detect Cancer Early 
HEAT target. The latest publication 
presents the numbers and percentages of 
patients diagnosed during 2015 and 2016 
(combined) by stage at diagnosis for NHS 
Board of residence, Cancer Network and 
Scotland for breast, colorectal and lung 
cancers combined and individually. 

ISD Scottish 
National 
Prospecti
ve Cancer 
Audit data 
sets, 
which are 
recorded 
onto the 
NHS 
Boards’ 
prospectiv
e cancer 
audit 
systems 

Public Healthboar
d, Cancer 
network, 
Scotland 

February 
2012 
onwards 

Annually Aug 
2019 

https://www.i
sdscotland.or
g/Health-
Topics/Cance
r/Detect-
Cancer-Early/  

The Cost of Cancer 
Care in Scotland 
2002 

Using centrally held and independently 
collected sets of data that reflect the 
provision of care services in various 
settings and sectors to collectively allow an 
estimate of the cost of providing cancer 
care in Scotland. 

ISD Many 
centrally-
held data 
sets. 

Public Scotland Based on 
data 
available 
in 2002 

Only one 
report 
published 

2002 https://www.i
sdscotland.or
g/Health-
Topics/Cance
r/Cancer-
Statistics/Can
cercosts10rtf.
pdf  

http://www.isdscotland.org/Health-Topics/Waiting-Times/Cancer/Data-Quality/
http://www.isdscotland.org/Health-Topics/Waiting-Times/Cancer/Data-Quality/
http://www.isdscotland.org/Health-Topics/Waiting-Times/Cancer/Data-Quality/
http://www.isdscotland.org/Health-Topics/Waiting-Times/Cancer/Data-Quality/
http://www.isdscotland.org/Health-Topics/Waiting-Times/Cancer/Data-Quality/
http://www.isdscotland.org/Health-Topics/Waiting-Times/Cancer/Data-Quality/
https://www.isdscotland.org/Health-Topics/Cancer/Detect-Cancer-Early/
https://www.isdscotland.org/Health-Topics/Cancer/Detect-Cancer-Early/
https://www.isdscotland.org/Health-Topics/Cancer/Detect-Cancer-Early/
https://www.isdscotland.org/Health-Topics/Cancer/Detect-Cancer-Early/
https://www.isdscotland.org/Health-Topics/Cancer/Detect-Cancer-Early/
https://www.isdscotland.org/Health-Topics/Cancer/Detect-Cancer-Early/
https://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/Cancercosts10rtf.pdf
https://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/Cancercosts10rtf.pdf
https://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/Cancercosts10rtf.pdf
https://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/Cancercosts10rtf.pdf
https://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/Cancercosts10rtf.pdf
https://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/Cancercosts10rtf.pdf
https://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/Cancercosts10rtf.pdf
https://www.isdscotland.org/Health-Topics/Cancer/Cancer-Statistics/Cancercosts10rtf.pdf
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Scotland and 
European Health 
for All (HfA) 
Database 

 Following a demand for Scottish data to 
be included in the World Health 
Organization's European Health for All 
(HfA) Database, ScotPHO maintains a 
download of the European database with 
Scottish data added.  Multiple variables 
including incidence, morbidity, mortality, 
lifestyle, demographics, and environmental 
can be chosen for multiple countries 
(including Scotland) in multiple years going 
back to 1970. This includes time trend 
information (back to 1979 for mortality) on 
cancer mortality, incidence, prevalence 
and hospital discharges.   

ScotPHO Various Public Scotland 1970 
onwards 

 last 
upda
ted in 
2012  

http://www.scot
pho.org.uk/co
mparative-
health/scotland
-and-
european-hfa-
database 

Scottish 
Government’s new 
Open Data 
Publishing Platform 
(formerly Scottish 
Neighbourhood 
Statistics (SNS)) 

Scottish Government’s new Open Data 
Publishing Platform (formerly Scottish 
Neighbourhood Statistics (SNS)) is the 
Scottish Government's on-going 
programme to improve the availability, 
consistency and accessibility of small area 
statistics in Scotland.  This contains annual 
cancer registration numbers for all 
cancers, prostate, lung, breast and 
colorectal cancers for Scotland, NHS 
Board and Council Area. 

Scottish 
Governmen
t 

Various Public Scotland, 
NHS 
Board, 
Council 
Area 

From 
1997 
onwards 

 Canc
er 
data 
up to 
2017 

https://statistics
.gov.scot/hom
e 
 
 
 
 

International 
Cancer 
Benchmarking 
Partnership (ICBP) 

The ICBP is an international initiative, 
involving 12 jurisdictions in 6 countries 
including Scotland and the rest of the UK 
formed in 2009. It covers 4 cancer sites 
and is managed over 5 modules 
concentrating on different factors. ICBP is 
a unique and  innovative global 
partnership of clinicians, academics and 
policymakers. It is  the first of its kind, 
seeking to understand how 

Partnership 
between 
countries 
initiated by 
Department 
of Health in 
England 

Cancer 
registries 
from 
various 
countries 
and some 
survey 
data 

Publishe
d 
papers 

Internationa
l - various 

Based on 
each 
country’s 
registry 
collections 

Several 
reports – 
see 
website 

Canc
er 
data 
up to 
2007 

http://www.can
cerresearchuk.
org/health-
professional/ea
rly-diagnosis-
activities/intern
ational-cancer-
benchmarking-
partnership-
icbp 

http://www.scotpho.org.uk/comparative-health/scotland-and-european-hfa-database
http://www.scotpho.org.uk/comparative-health/scotland-and-european-hfa-database
http://www.scotpho.org.uk/comparative-health/scotland-and-european-hfa-database
http://www.scotpho.org.uk/comparative-health/scotland-and-european-hfa-database
http://www.scotpho.org.uk/comparative-health/scotland-and-european-hfa-database
http://www.scotpho.org.uk/comparative-health/scotland-and-european-hfa-database
http://www.scotpho.org.uk/comparative-health/scotland-and-european-hfa-database
https://statistics.gov.scot/home
https://statistics.gov.scot/home
https://statistics.gov.scot/home
http://www.cancerresearchuk.org/health-professional/early-diagnosis-activities/international-cancer-benchmarking-partnership-icbp
http://www.cancerresearchuk.org/health-professional/early-diagnosis-activities/international-cancer-benchmarking-partnership-icbp
http://www.cancerresearchuk.org/health-professional/early-diagnosis-activities/international-cancer-benchmarking-partnership-icbp
http://www.cancerresearchuk.org/health-professional/early-diagnosis-activities/international-cancer-benchmarking-partnership-icbp
http://www.cancerresearchuk.org/health-professional/early-diagnosis-activities/international-cancer-benchmarking-partnership-icbp
http://www.cancerresearchuk.org/health-professional/early-diagnosis-activities/international-cancer-benchmarking-partnership-icbp
http://www.cancerresearchuk.org/health-professional/early-diagnosis-activities/international-cancer-benchmarking-partnership-icbp
http://www.cancerresearchuk.org/health-professional/early-diagnosis-activities/international-cancer-benchmarking-partnership-icbp
http://www.cancerresearchuk.org/health-professional/early-diagnosis-activities/international-cancer-benchmarking-partnership-icbp
http://www.cancerresearchuk.org/health-professional/early-diagnosis-activities/international-cancer-benchmarking-partnership-icbp
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and why cancer  survival varies between 
countries/jurisdictions.  A defining feature 
of the ICBP is that it is a collaborative 
partnership between policymakers, 
researchers and clinicians 

EUROCARE EUROCARE is the widest collaborative 
research project on cancer survival in 
Europe and has the participation of a large 
number of population-based Cancer 
Registries throughout Europe.  The aims 
of the study are: to provide an updated 
description of cancer survival time trends 
and differences across European 
countries, to measure cancer prevalence, 
and to study patterns of care of cancer 
patients.   

The project 
started in 
1989, with 
the 
participation 
of a large 
number of 
population-
based 
Cancer 
Registries 
throughout 
Europe. 

Various 
cancer 
registries 
in Europe 

Public European 
level 

Based on 
each 
country’s 
registry 
collections 

See 
website 

Canc
er 
data 
up to 
2007 

http://www.eur
ocare.it/ 

 

 

 

  

http://www.eurocare.it/
http://www.eurocare.it/
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Appendix C – SHeS/SMR06 data linkage variable listing 

SHeS minimum dataset 

Variable Name Variable Description 
death Death indicator 
dthdate Date of death 
cause Primary cause of death 
postmort Post-mortem 
psych Number of psychiatric episodes 
psychcis Number of psychiatric continuous inpatient stays 
psydoa1 1st psychiatric episode admission date 
psydod1 1st psychiatric episode discharge date 
diagadm1 Diagnosis on 1st psychiatric admission 
diagdis1 Diagnosis on 1st psychiatric discharge 
cancer Number of cancer registrations 
malig Number of registrations for any malignant cancer 
maliginc Date of first incidence of any malignant cancer 
maligicd ICD-10 code for first incidence of any malignant cancer 
trachea Number of registrations for cancer of the trachea, bronchus or lung 
trachinc Date of first incidence of cancer of the trachea, bronchus or lung 
trachicd ICD-10 code for first incidence of cancer of the trachea, bronchus or lung 
bowel Number of registrations for cancer of the large bowel 
bowelinc Date of first incidence of cancer of the large bowel 
bowelicd ICD-10 code for first incidence of cancer of the large bowel 
prostate Number of registrations for prostate cancer 
prostinc Date of first incidence of prostate cancer 
prosticd ICD-10 code for first incidence of prostate cancer 
bladder Number of registrations for cancer of the bladder 
bladinc Date of first incidence of cancer of the bladder 
bladicd ICD-10 code for first incidence of cancer of the bladder 
stomach Number of registrations for stomach cancer 
stominc Date of first incidence of stomach cancer 
stomicd ICD-10 code for first incidence of stomach cancer 
breast Number of registrations for breast cancer 
brestinc Date of first incidence of breast cancer 
bresticd ICD-10 code for first incidence of breast cancer 
ovarian Number of registrations for ovarian cancer 
ovaryinc Date of first incidence of ovarian cancer 
ovaryicd ICD-10 code for first incidence of ovarian cancer 
ami Number of episodes with a principal diagnosis of AMI 
amicis Number of continuous inpatient stays with a principal diagnosis of AMI 
amidoa1 1st AMI episode admission date 
amidod1 1st AMI episode discharge date 
amicode1 1st AMI episode principal diagnosis code 
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chd Number of episodes with a principal diagnosis of CHD 
chdcis Number of continuous inpatient stays with a principal diagnosis of CHD 
chddoa1 1st CHD episode admission date 
chddod1 1st CHD episode discharge date 
chdcode1 1st CHD episode principal diagnosis code 
cvd Number of episodes with a principal diagnosis of CVD 
cvdcis Number of continuous inpatient stays with a principal diagnosis of CVD 
cvddoa1 1st CVD episode admission date 
cvddod1 1st CVD episode discharge date 
cvdcode1 1st CVD episode principal diagnosis code 
diabetes Number of episodes with a principal diagnosis of Diabetes (all types) 
diabcis Number of continuous inpatient stays with a principal diagnosis of Diabetes (all types) 
diabdoa1 1st Diabetes episode (principal diagnosis) admission date 
diabdod1 1st Diabetes episode (principal diagnosis) discharge date 
diabcode1 1st Diabetes episode principal diagnosis code 
diabetes2 Number of episodes with any other (not principal) diagnosis of Diabetes (all types) 

diab2cis 
Number of continuous inpatient stays with any other (not principal) diagnosis of Diabetes (all 
types) 

diabdoa2 1st Diabetes (non principal diagnosis) episode admission date 
diabdod2 1st Diabetes (non principal diagnosis) episode discharge date 
diabcode2 1st Diabetes (non principal diagnosis) episode principal diagnosis code 
diabdeath Death indicator if Diabetes (all types) is a secondary cause of death (positions 2-11) 
diabdthc Diabetes code listed as a secondary cause of death 
ang Number of angiography procedures 
ang1opd 1st angiography procedure date 
ang1opc 1st angiography procedure code 
ptca Number of angioplasty procedures 
ptca1opd 1st angioplasty procedure date 
ptca1opc 1st angioplasty procedure code 
cabg Number of CABG procedures 
cabg1opd 1st CABG procedure date 
cabg1opc 1st CABG procedure code 
totstay Total number of days spent in hospital 
linked_to_SMR Flag to show if respondent has been linked to hospital/death data 
statnow Latest CHI status recoded to 4 categories 
scsimdquintile SIMD 2012 Scotland level population-weighted quintile (1=most deprived; 5=least deprived) 
scsimddecile SIMD 2012 Scotland level population-weighted decile (1=most deprived; 10=least deprived) 
sccarstairsquintile Carstairs 2001 quintiles for Scotland (1=least deprived; 5=most deprived) 
sccarstairsdecile Carstairs 2001 deciles for Scotland (1=least deprived; 10=most deprived) 
UR6 Urban Rural 6 fold indicator 
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Appendix D – Index of Terms and Abbreviations 
 

ADLS Administrative Data Liaison Service 
ARIA ARIA Oncology Information System 
ATOS ATOS Healthcare Consultations 
BoSS Bowel Screening 
CASCADE CancerStats information and reporting portal 
CEPAS Chemotherapy electronic prescribing and administration system 
CHI Community Health Index 
CIS Cancer Information System 
CIU Chemotherapy Intelligence Unit 
CNS Central Nervous System 
CPES Cancer Patient Experience Survey 
DCE Detect Cancer Early 
DDD Defined Daily Dose 
DoB Date of Birth 
eDRIS electronic Data Research and Innovation Service 
ENCORE English National Cancer Online Registration Environment 
GBD Global Burden of Disease 
GIS Geographical Information System 
GROS General Register Office for Scotland 
HfA Health for All 
HMUD Hospital Medicines Utilisation Database 
HRQL Health Related Quality of Life 
HSCDIIP Health and Social Care Data 
ICBP International Cancer Benchmarking Partnership 
ICD-10 International Classification of Diseases version 10 
IHDP Innovative Healthcare Delivery Programme 
ISD Information Services Division 
LSHTM London School of Health and Tropical Medicine 
NCQSG National Cancer Quality Steering Group 
NCRAS / NCIN National Cancer Registration and Analysis Service/National Cancer Intelligence Network 
NOSCAN / NCA North of Scotland Cancer Network / North Cancer Alliance 
NRS National Records of Scotland 
NSS National Services Scotland 
ONS Office of National Statistics 
PBPP Public Benefit and Privacy Panel for Health and Social Care 
PHE Public Health England 
PHI Public Health Intelligence 
PLICS Patient Level information Costs 
PIS Prescription Information System 
RfD Routes from Diagnosis 
RtD Routes to Diagnosis 
QoL Quality of Life 
QPI Quality Performance Indicator 

http://www.ncin.org.uk/view?rid=2974
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SACT Systemic Anti-Cancer Therapy 
SBSP/NHSSBSP Scottish Bowel Screening Programme 
SCAN South East Scotland Cancer Network 
SCCRS Scottish Cervical Call Recall System 
SCRIS Scottish Cancer Registry and Intelligence Service 
ScotPHO Scottish Public Health Observatory 
SG Scottish Government 
SHELS Scottish Health and Ethnicity Linkage Study 
SHeS Scottish Health Survey 
SHS Scottish Household Survey 
SIMD Scottish Index of Multiple Deprivation 
SLS Scottish Longitudinal Survey 
SNS Scottish Neighbourhood Statistics 
SMR Scottish Morbidity Record 
SMR00 Outpatient Scottish Morbidity Records data 
SMR01 Inpatient Scottish Morbidity Records data 
SMR02 Maternity Scottish Morbidity Records data 
SMR04 Mental Health Scottish Morbidity Records data 
SMR06 Cancer Registration Scottish Morbidity Records data 
SMR50 Geriatric Long Stay Scottish Morbidity Records data record 
SMR99 Scottish Death Records received by ISD from NRS(as referred to within ISD data 

systems)  
SOCRATES SMR06 Cancer Registration Database 
SPIRE Scottish Primary Care Information Resource 
Tableau Visual Analytics Tool (http://www.tableau.com/) 
UKIACR United Kingdom and Ireland Association of Cancer Registries 
WOSCAN West of Scotland Cancer Network 
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Appendix E – ISD and Official Statistics 
 

About ISD 

Scotland has some of the best health service data in the world combining high quality, consistency, 
national coverage and the ability to link data to allow patient based analysis and follow up. 

Information Services Division (ISD) is a business operating unit of NHS National Services 
Scotland and has been in existence for over 40 years. We are an essential support service to 
NHSScotland and the Scottish Government and others, responsive to the needs of 
NHSScotland as the delivery of health and social care evolves. 

Purpose: To deliver effective national and specialist intelligence services to improve the 
health and wellbeing of people in Scotland. 

Mission: Better Information, Better Decisions, Better Health 

Vision: To be a valued partner in improving health and wellbeing in Scotland by providing a 
world class intelligence service. 

 

Official Statistics 

Information Services Division (ISD) is the principal and authoritative source of statistics on 
health and care services in Scotland. ISD is designated by legislation as a producer of 
‘Official Statistics’. Our official statistics publications are produced to a high professional 
standard and comply with the Code of Practice for Official Statistics. The Code of Practice is 
produced and monitored by the UK Statistics Authority which is independent of Government. 
Under the Code of Practice, the format, content and timing of statistics publications are the 
responsibility of professional staff working within ISD.  

ISD’s statistical publications are currently classified as one of the following: 

• National Statistics (ie assessed by the UK Statistics Authority as complying with the Code 
of Practice) 

• National Statistics (ie legacy, still to be assessed by the UK Statistics Authority) 

• Official Statistics (ie still to be assessed by the UK Statistics Authority) 

• other (not Official Statistics) 

Further information on ISD’s statistics, including compliance with the Code of Practice for 
Official Statistics, and on the UK Statistics Authority, is available on the ISD website.  

 

http://www.isdscotland.org/About-ISD/About-Our-Statistics/
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