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This is an Official Statistics Publication 
 

The Official Statistics (Scotland) Order 2008 authorises NHS National Services Scotland (the 

legal name being the Common Services Agency for the Scottish Health Service)  to produce 

official statistics.  

All official statistics should comply with the UK Statistics Authority’s Code of Practice which 

promotes the production and dissemination of official statistics that inform decision making. 

They can be formally assessed by the UK Statistics Authority’s regulatory arm for National 

Statistics status.  

 

Find out more about the Code of Practice at:  

https://www.statisticsauthority.gov.uk/osr/code-of-practice/ 

 

Find out more about official statistics at:  

https://www.statisticsauthority.gov.uk/national-statistician/producers-of-official-statistics/  

http://www.legislation.gov.uk/ssi/2008/131/contents/made
https://www.statisticsauthority.gov.uk/osr/code-of-practice/
https://www.statisticsauthority.gov.uk/national-statistician/producers-of-official-statistics/
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Introduction 

This publication by the Information Services Division provides information on cancer in 

children (ages 0-14) and young people (ages 15-24) in Scotland.  

The occurrence and outcomes of cancer in children and young people in Scotland deserves 

particular attention.  While our existing publications on cancer incidence and cancer 

mortality include children and young people, the classification of cancer types included in 

those publications is based on anatomical site and is more suited to cancers diagnosed in 

adults.  Many adult cancers are caused by modifiable lifestyle factors or are associated with 

increasing age but the determinants of cancers in children and young people are very 

different and as children and young people usually live many decades after a diagnosis of 

cancer, the implications for their future health, including fertility, are different to those of 

adults diagnosed in later life. 

This is a new annual publication 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 covering the years 2007-

2016.  

 

Cancer registration in Scotland  
The Scottish Cancer Registry is the source of the Children and Young People with Cancer 

data provided in this publication. More information on the registry can be found on the 

Information Services Division website. 

 
Acknowledgement  
This publication uses data shared by patients and collected by the NHS as part of their care 

and support. 

 

  

https://www.isdscotland.org/Health-Topics/Cancer/Publications/2018-04-24/2018-04-24-Cancer-Incidence-Report.pdf
https://www.isdscotland.org/Health-Topics/Cancer/Publications/2018-10-30/2018-10-30-Cancer-Mortality-Report.pdf
https://www.isdscotland.org/Health-Topics/Cancer/Publications/2018-10-30/2018-10-30-Cancer-Mortality-Report.pdf
http://www.isdscotland.org/Health-Topics/Cancer/Scottish-Cancer-Registry/
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Main Points 

• In the ten year period 2007-2016, 1,275 children (ages 0-14) were diagnosed with some 

form of cancer. Of these, 53% were boys.   

• 2,032 young people (ages 15-24) were diagnosed with some form of cancer, 52% of 

which were female. 

• Generally, the numbers of new cancers in children have increased since 2010. There 

are no clear patterns in incidence over time in young people. 

• Nearly a third (31%) of the cancers in children were leukaemias and other blood cell 

cancers and just over a quarter (27%) were cancers of the brain and central nervous 

system (CNS).   

• The most common diagnoses in young people were carcinomas (21% of all cancers in 

this age group); lymphomas (18%); and melanomas and skin cancers (16%).   

• For children diagnosed in the period 2007-2011, one-year survival was 92.0%. By 2012-

2016, the figure appeared to be marginally higher, at 93.3%, but this change may have 

been due to chance. 

• For young people diagnosed in the period 2007-2011, one-year survival was 94.2%. This 

appeared to be higher by 2012-2016, at 96.6%, but this change may also have been due 

to chance.   

• Generally, there has been no change in mortality from cancer for children or young people 

over time. 
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Methods 

The Scottish Cancer Registry regularly publishes data on cancer at all ages, but the 

classification used (the 10th edition of the International Classification of Diseases or ICD-10) 

is more suited to adult cancers. These cancers are classified primarily by the part of the body 

where the cancer is located, whereas cancers in children and young people are more 

appropriately classified by the type of tumour (i.e. which cell types are involved). 

Thus, the new analyses of cancer incidence, survival and prevalence included in this 

publication initially select cases based on ICD-10 and then use the more appropriate 

classifications of the disease to group by disease. For children (ages 0-14), cancers are 

described using the third edition of the International Classification of Childhood Cancer 

(ICCC-3). For young people (ages 15-24), cancers are described using the Birch-Alston 

classification. It should be noted that these classifications include some types of disease 

that would not be described as being malignant using ICD-10; however, these still greatly 

affect the lives and fatality of the children and young people, which is why they are included 

in these classifications.  Therefore, in addition to the ICD-10 codes (C00-C96) which are 

normally used in the general publications, this publication also includes the non-malignant 

ICD-10 codes (D32-D33, D42-D43, D352-D354, and D433-D455). For this reason, there may 

be small differences in the numbers of cases, deaths and survival estimates included in this 

publication when compared to the statistics for all ages.  

The new analyses of cancer mortality included in this publication select cases based on ICD-

10 disease classification (C00-C97). Therefore, the diagnosis groupings in the mortality 

analyses will not be directly comparable to the diagnosis groupings in the cancer incidence, 

survival and prevalence analyses. 

Furthermore, while the general cancer publications include relative or net survival, which 

takes into account other causes of death which may affect survival, for children this is less 

appropriate. We therefore present 1 and 5 years observed survival rates.  

Survival analysis has been presented for both 1 and 5 years comparing the periods 2007-11 

and 2012-16. Survival is censored at 31 December 2017.  

 

 

 

 

 

 

 

 

 

http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/ICCC-Third-Edition-classification.doc
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/ICCC-Third-Edition-classification.doc
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/Birch-Alston-classification.doc
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/Birch-Alston-classification.doc
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Results and Commentary 

1 Cancer Incidence (2007-2016) 

1.1 Cancer Incidence in Children (ages 0-14) 

In the ten year period 2007-2016, 1,275 children were diagnosed with some form of cancer in 

Scotland. Slightly more of these were boys (53%). Cancers in children represented less than 

1% of all cancers diagnosed in 2016. 

The proportion of microscopically verified tumours has been 90% or above for most of the 

last ten years [Childhood Chart 1]. This proportion will not reach 100%, for some diagnosis 

groupings not all cases would have samples to verify. 

The numbers of new cancers in children have risen for most years from 2010 onwards. The 

world age-adjusted rate – or risk – of cancer increased by a similar amount.  This suggests 

an increase in the likelihood of being diagnosed with cancer rather than a change in the size 

of the population at risk.    

The most common cancer diagnoses in children were leukaemias and other blood cell 

cancers (of which the majority were lymphoid leukemias); and cancers of the brain and 

central nervous system (CNS).  These comprised 31% and 27% of all childhood cancers, 

respectively  [Childhood Table 2a].  The number, and risk, of childhood cancers was about 

twice as great among children under 5 years of age as those aged 5-9 or 10-14.  Diagnoses 

varied by age, with a peak in leukemias at age 3 [Childhood Chart 2].   

  

http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Incidence.xlsx
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Incidence.xlsx
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Incidence.xlsx
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Figure 1 and 2. Children aged 0-14: Mean Number of Cancer Diagnoses1 per Year by 
Age and Diagnostic Grouping, Scotland, 2007-2016  

 

 

Source: Scottish Cancer Registry 

 

1. The diagnosis groupings are explained further in the glossary. 
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European and World age-standardised rates for childhood cancer were 146.7 and 153.0 per 

million person-years, respectively.  Overall, the world age-standardised incidence rate was 

higher in boys compared with girls.  Incidence rates in boys were higher for soft tissue and 

other extraosseous sarcomas and for lymphomas. Whereas, Germ cell tumours, 

trophoblastic tumours and neoplasms of gonads and risks of other malignant epithelial 

neoplasms and malignant melanomas were higher in girls.  

Table 1. World age-standardised incidence rate (WASR) in children (ages 0-14) by sex 
and ICCC-3 category1,2, 2007-2016.  

 WASR 

Diagnosis category Females Males Both 

Leukaemias, myeloproliferative diseases, and 

myelodysplastic diseases (leukaemias and other blood cell 

cancers) 44.7 52.9 48.8 

 - Lymphoid leukaemias 34.9 43.8 39.3 

 - Other leukaemias 9.8 9.1 9.4 

Lymphomas and reticuloendothelial neoplasms 

(Lymphomas) 9.6 15.7 12.6 

CNS and miscellaneous intracranial and intraspinal 

neoplasms (cancers of the brain and central nervous 

system (CNS)) 42.6 39.6 41.1 

Neuroblastoma and other peripheral nervous cell tumours 10.3 10.8 10.6 

Retinoblastoma 5.2 7.5 6.4 

Renal tumours 7.9 7.1 7.5 

Hepatic tumours 2.2 1.8 2.0 

Malignant bone tumours 5.6 6.0 5.8 

Soft tissue and other extraosseous sarcomas 7.7 12.2 10.0 

Germ cell tumours, trophoblastic tumours and neoplasms 

of gonads 4.5 2.8 3.6 

Other malignant epithelial neoplasms and malignant 

melanomas 5.5 3.8 4.6 

Other and unspecified malignant tumours - - - 

All diagnoses 145.8 160.2 153.0 

Source: Scottish Cancer Registry 
''-' = zero value. 
 
1. Cancers in Children are classified according to ICCC diagnostic groupings as based on the    

Steliarova-Foucher methodology (ICCC Third Edition).  
2. The diagnosis groupings are explained further in the glossary. 

https://seer.cancer.gov/iccc/
https://seer.cancer.gov/iccc/
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1.2 Cancer Incidence in Young People (ages 15-24) 

In the ten year period 2007-2016, 2,032 young people were diagnosed with some form of 

cancer as defined by the Birch-Alston classification. Of these, 1,063 (52%) were female. As 

with children, cancers in this age group represented less than 1% of cancers diagnosed in 

2016. 

The proportion of microscopically verified cancers has been about 95% for most of the last 

decade with a small increase to 98% in 2016. [Young People Chart 3] 

There is no convincing overall trend in incidence over time between 2007 and 2016.  

(Incidence rates in England for 13-24 year olds have increased from 233.1 per million in 2001 

to 299.7 per million between 2001 and  2015)2. However, carcinomas in females have risen 

throughout the period reaching a peak in 2015. Compared with 2007, world age-standardised 

rates in 2015 were over 80% higher for females.   

European and World age-standardised rates were 298.0 and 291.1 per million person-years, 

respectively, for all cancers in young people between 2007 and 2016. 

The most common diagnoses in young people were carcinomas (21% of all cancers in this 

age group); lymphomas (18%); and melanomas and skin cancers (16%).  Numbers and risks 

were almost twice as high in 20-24 year olds compared to 15-19 year olds.  Overall – and in 

contrast to patterns in children – females had higher world age-standardised incidence rates 

of cancers compared with males.  Females had over three times the rate of carcinomas 

compared with males; and over 70% higher rates of melanomas and skins cancers.  

Carcinomas in females aged 20-24 were notably high at 140.5 per million person-years 

[Young People Table 4a].  Rates of carcinomas rose continuously in females from age 18 

upwards [Young People Chart 5].  Males had five and a half times the rate of germ cell 

tumours as females; and over twice the rates of miscellaneous specified neoplasms not 

elsewhere classified. 

 

 

 

 

 

 

 

 

 

 

 

2. Public Health England and the Teenage Cancer Trust. 13-24 year olds with cancer in England. 
Incidence, mortality and survival. 2018. 

http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Incidence.xlsx
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Incidence.xlsx
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Incidence.xlsx
https://www.teenagecancertrust.org/sites/default/files/Teenage%20Cancer%20Trust%20PHE%20Report%202019%20-%20Summary.pdf
https://www.teenagecancertrust.org/sites/default/files/Teenage%20Cancer%20Trust%20PHE%20Report%202019%20-%20Summary.pdf
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Table 2. World age-standardised incidence rate in Young People (ages 15-24) by sex 
and Birch-Alston category1,2, 2007-2016. 

 World age-standardised incidence rate 

Diagnosis category Females Males Both 

Leukaemias 17.7 28.4 23.1 

 - Acute lymphoid leukaemia (ALL) 8.3 17.3 12.8 

 - Other leukaemias 9.3 11.1 10.2 

Lymphomas 52.5 54.9 53.7 

CNS tumours 46.2 35.5 40.9 

Bone tumours 10.3 16.4 13.4 

Soft tissue sarcomas 15.5 14.4 15.0 

Germ cell tumours 11.0 60.2 35.6 

Melanoma and skin cancer 56.3 31.8 44.0 

Carcinomas 91.1 28.6 59.8 

Misc specified neoplasms NEC 3.3 7.3 5.3 

Unspec malignant neoplasms NEC 0.3 0.3 0.3 

All diagnoses 304.3 277.9 291.1 

 

Source: Scottish Cancer Registry 

 

1. Cancers in Young People are classified according to Birch-Alston diagnostic groupings.  
2. The diagnosis groupings are explained further in the glossary. 
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2 Cancer Survival (2007-2016) 
 

2.1 Cancer Survival in Children (ages 0-14) 

For children diagnosed in the period 2007-2011, one-year survival was 92.0%. By 2012-

2016, the figure appeared to be marginally higher, at 93.3%, but this change may have been 

due to chance.  Similarly, the five-year survival figures for the two periods were 83.8% and 

84.2%, respectively. 

Figure 3 shows the annual one-year survival figures over the ten year period. It is apparent 

there is no consistent trend over the decade. 

Figure 3. One-year observed survival in children diagnosed by individual years by 
ICCC-3 category, with 95% confidence intervals and linear trend line. 

 

Source: Scottish Cancer Registry 

 

 

Survival varies by cancer type (Table 3 and [Childhood_Table5a]). Generally, children 
diagnosed with a haematological tumour (the leukaemias and other blood cell cancers and 
the lymphomas) do better than the children diagnosed with brain and CNS tumours, and 
those with neuroblastomas. This is true at one year after diagnosis, and became more 
obvious after five years.  

-

10.0

20.0

30.0

40.0

50.0

60.0

70.0

80.0

90.0

100.0

2007 2008 2009 2010 2011 2012 2013 2014 2015 2016

http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Survival.xlsx
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Table 3. One-year observed survival in children diagnosed in 2012-2016 by ICCC-3 
category1, with 95% confidence intervals.  

 
Source: Scottish Cancer Registry 

''x' = not applicable. 

 

1. The diagnosis groupings are explained further in the glossary. 

 

Given the small numbers in many of the categories, caution is needed when interpreting any 
changes over time.  For most categories, there appeared to be some small improvements 
over time, for example, 1-year survival was 94.5% in 2007-11 and 96.2% in 2012-16 for 
leukaemias and other blood cell cancers, and 85.0% and 88.5% for cancers of the brain and 
CNS, but these could just be random fluctuations in the data due to the small numbers 
[Childhood_Table5a]. 

 One-year survival 

Diagnosis category Number % Lower CI Upper CI 

Leukaemias, myeloproliferative diseases, and 

myelodysplastic diseases (leukaemias and 

other blood cell cancers) 213 96.2 92.6 98.1 

 - Lymphoid leukaemias 180 97.8 94.2 99.2 

 - Other leukaemias 33 87.9 70.9 95.3 

Lymphomas and reticuloendothelial 

neoplasms (Lymphomas) 65 96.9 88.3 99.2 

CNS and miscellaneous intracranial and 

intraspinal neoplasms (cancers of the brain 

and central nervous system (CNS)) 174 88.5 82.8 92.4 

Neuroblastoma and other peripheral nervous 

cell tumours 37 86.5 70.5 94.1 

Retinoblastoma 21 100.0 x x 

Renal tumours 33 93.9 77.9 98.4 

Hepatic tumours 8 x x x 

Malignant bone tumours 27 92.6 73.5 98.1 

Soft tissue and other extraosseous sarcomas 46 89.1 75.8 95.3 

Germ cell tumours, trophoblastic tumours and 

neoplasms of gonads 11 90.9 50.8 98.7 

Other malignant epithelial neoplasms and 

malignant melanomas 26 100.0 x x 

All diagnoses 657 93.3 91.1 95.0 

http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Survival.xlsx
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2.2 Cancer Survival in Young People (ages 15-24) 

For young people diagnosed in the period 2007-2011, one-year survival was 94.2%. By 

2012-2016, the figure appeared to be higher, at 96.6%, but this change may have been due 

to chance.  Similarly, the five-year survival figures for the two periods were 86.5% and 

90.0%, respectively. 

Figure 4 shows the annual one-year survival figures over the ten year period. It is apparent 

there is no consistent trend over the decade. 

 

Figure 4. One-year observed survival in Young People diagnosed by individual year by 
Birch-Alston category, with 95% confidence intervals with linear trend line. 

 

Source: Scottish Cancer Registry 

 

 

Survival varies by cancer type (Table 4), although there was less variation than seen for 
tumours diagnosed in children. The notable exception for one-year survival is for those young 
people diagnosed with bone tumours. There was more variation between five year survival 
for the different cancer types [Young_People_Table6a]. 
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Table 4. One-year observed survival in Young People diagnosed in 2012-2016 by 
Birch-Alston category1, with 95% confidence intervals.  

 One-year survival 

Diagnosis category Number  % Lower CI Upper CI 

Leukaemias 72 94.4 85.9 97.9 

 - Acute lymphoid leukaemia (ALL) 40 92.5 78.5 97.5 

 - Other leukaemias 32 96.9 79.8 99.6 

Lymphomas 179 98.9 95.6 99.7 

CNS tumours 134 97.8 93.2 99.3 

Bone tumours 42 81.0 65.5 90.0 

Soft tissue sarcomas 47 95.7 84.0 98.9 

Germ cell tumours 119 98.3 93.4 99.6 

Melanoma and skin cancer 125 99.2 94.5 99.9 

Carcinomas 244 95.5 92.0 97.5 

All diagnoses 967 96.6 95.2 97.6 

 

Source: Scottish Cancer Registry 

 

1. The diagnosis groupings are explained further in the glossary. 

 

Given the small numbers in many of the categories, caution is needed when interpreting any 
changes over time.  For most categories, there appeared to be some small improvements 
over time, but these could just be random fluctuations in the data [Young_People_Table6a]. 

 

 

 

 

 

http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Survival.xlsx
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3 Cancer Mortality (2007-2016) 

3.1 Cancer Mortality in Children (ages 0-14) 

In the ten year period 2007-2016, 191 children died of cancer in Scotland: 79 females and 

112 males. Deaths are described by the year in which the death was registered rather than 

occurred.  The most common causes of death from cancer in children were cancers of the 

brain and central nervous system, leukaemia and cancer of the adrenal gland. These three 

types of cancer were the causes of death in around 80% of deaths from cancer in children in 

2007-2016. Table 5 shows all causes of death from cancer in Scotland in this age group in 

2007-2016.  The average number of cancer deaths in children was 19 per year.  There was 

no clear trend over time. 

Table 5. Number of deaths from cancer in children (ages 0-14) by sex and diagnostic 
category1, 2007-2016. 

 Number of deaths 

Diagnosis category Females Males Both 

Leukaemia 16 21 37 

Hodgkin lymphoma - - - 

Non-Hodgkin lymphoma - 3 3 

Brain, CNS 30 58 88 

Adrenal gland 10 18 28 

Eye 1 - 1 

Kidney 4 1 5 

Liver 2 1 3 

Bone 4 3 7 

Connective and soft tissue 10 4 14 

Ovary - x x 

Testis x - x 

Skin (melanoma and NMSC) - 1 1 

Thyroid  - - - 

Other cancers 2 2 4 

All cancers 79 112 191 

 

Source: National Records for Scotland 
''-' = zero value. 
''x'=not applicable. 
 

1.  The diagnosis category for mortality is based on ICD-10 disease classification (C00-C97). 
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3.2 Cancer Mortality in Young People (ages 15-24) 

In the ten year period 2007-2016, 248 young people died of cancer in Scotland: 119 females 

and 129 males. Note these young people may have been diagnosed as children. The most 

common causes of death from cancer in this age group were cancers of the brain and central 

nervous system, bone cancer and leukaemias. Table 6 shows all causes of death from 

cancer in Scotland in this age group in 2007-2016.  The average number of cancer deaths in 

young people was 25 per year and there was no clear trend over time. 

Table 6. Number of deaths from cancer in Young People (ages 15-24) by sex and 
diagnostic category1, 2007-2016. 

 Number of deaths 

Diagnosis category Females Males Both 

Leukaemia 13 25 38 

Hodgkin lymphoma 7 3 10 

Non-Hodgkin lymphoma 8 11 19 

Brain, CNS 26 24 50 

Adrenal gland 1 1 2 

Eye 1 - 1 

Kidney 2 1 3 

Liver 1 1 2 

Bone 18 25 43 

Connective and soft tissue 12 14 26 

Ovary 5 x x 

Testis x 3 x 

Skin (melanoma and NMSC) 5 4 9 

Thyroid  - - - 

Other cancers 20 17 37 

All cancers 119 129 248 

 

Source: National Records for Scotland 
''-' = zero value. 
''x'=not applicable. 

 

1.  The diagnosis category for mortality is based on ICD-10 disease classification (C00-C97). 
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3.3 Place of Death 

Information on place of death was available for all of the 439 deaths that occurred in children 

and young people (aged 0-24 years) between 2007 and 2016.  Similar proportions died in 

hospital and at home or a private address – 44% and 42%, respectively.  One in seven (14%) 

died in a hospice and none were recorded as having died in care home or other institution 

[Place_Death_Table11]. 

 

4 Cancer Prevalence as at 31 December 2016 

4.1 Cancer Prevalence in Children (ages 0-14) 

Cancer prevalence describes the number of people living with the disease at a point in time.  

We calculated the numbers of people who were alive on 31st December 2016 after a 

diagnosis of cancer when they were up to 14 years old, going back up to 20 years.  This 

approach will include a range of people – from children who have just been diagnosed in 

2016 to adults aged 34 who were diagnosed 20 years ago as children and may not consider 

themselves still to have cancer. 

As at 31st December 2016, 887 children (aged 0-14) and 1,126 people aged 15 and older 

were alive after a cancer diagnosis [Childhood_Table13].  Long term follow up services 

need to develop to meet standards in SIGN guidelines, international harmonisation 

guidelines, etc.  This has a major resource implication for medics, nurses, Allied Health 

Professionals and impacts upon other departments such as radiology, fertility and cardiology. 

4.2 Cancer Prevalence in Young People (ages 15-24) 

We calculated the numbers of people who were alive on 31st December 2016 after a 

diagnosis of cancer when they were between 15 and 24 years old, going back up to 20 years.  

This approach will include a range of people – from young people who have just been 

diagnosed in 2016 to adults aged 44 who were diagnosed 20 years ago who may not 

consider themselves still to have cancer. 

As at 31st December 2016, 733 15-24 year olds were alive after a diagnosis of cancer when 

they were between 15 and 24 years old.  A further 1,240 adults aged 25 and older were alive 

after a cancer diagnosis when they were aged 15-24.  There are similar implications for 

follow-up services as for survivors of childhood cancers but there are less established follow-

up models already in place [Young_People_Table15]. 

 

 

 

These statistics and statistics for all ages on cancer incidence, cancer mortality, lifetime risk, 

prevalence and survival can be found on the Information Services Division website cancer 

topic area and in the Cancer in Scotland summary report.  

 

http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Mortality.xlsx
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Prevalence.xlsx
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Prevalence.xlsx
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/2019-02-26/Cancer_in_Scotland_summary_m.pdf
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Glossary 

Age-adjusted rate See European Age Standardised Rate (EASR) below. 
 

Birch-Alston category For young people (ages 15-24), cancers are described using the Birch-Alston 
classification. It groups cancers by their cell types rather than by the anatomical 
site of the cancer (which is used to group most adult cancers).   
 

Cancer registry The Scottish Cancer Registry is responsible for the collection of information on 
all new cases of cancer arising in residents of Scotland. More detailed 
information is available on the ISD website here. 
 

Carcinoma A tumour which arises in the epithelial tissue (i.e. the skin or the lining that 
covers all the body’s organs) is called a carcinoma. Most cancers are 
carcinomas. 
 

CNS and miscellaneous 
intracranial and intraspinal 
neoplasms 
 

Tumours which arise from different types of cells in the brain and the spinal 
cord. These are classified according to the cell type and area of the CNS in 
which they began.  
 

Confidence interval The interval or range of values that is likely to contain the true value of a 
parameter.  
 

European Age 
Standardised Rate (EASR) 

The rate that would have been found if the population in Scotland had the same 
age-composition as the hypothetical standard European population. The 2013 
European Standard Population (ESP2013) has been used to calculate EASRs 
within this publication.  It is used to help make comparisons between different 
countries or when the age-structure of a population has changed over time. 
 

Germ cell tumours, 
trophoblastic tumours and 
neoplasms of gonads 

Germ cell tumours (GCT) is a diverse group of tumours that arise from cells that 
develop into sperm in males or eggs in females.  Most  develop within the 
ovaries or testes; these are called gonadal germ cell tumours. However, germ 

cell tumours can also occur in other parts of the body.  

 
Hepatic tumours Liver tumours. 

 
ICCC-3 category For children (ages 0-14), cancers are described using the third edition of the 

International Classification of Childhood Cancer (ICCC-3).  It groups cancers 
with more emphasis on the cell type rather than the anatomical site (which is 
used to group most adult cancers). 
 

ICD-10 The 10th revision of the International Statistical Classification of Diseases and 
Related Health Problems produced by the World Health Organisation (WHO). It 
assigns codes to particular diseases and conditions, not only for cancer but for 
all diseases. 
 

Incidence Incidence refers to the number of new cases of a condition in a defined 
population during a defined period and is typically expressed as the number of 
new cases per million person-years at risk (or other suitable units). 
 

Leukaemias, 
myeloproliferative diseases, 
and myelodysplastic 
diseases 
 

Tumours which arise in bone marrow and cover diseases of blood cells and 
plasm a cells. 

Lymphomas and 
reticuloendothelial 
neoplasms 
 

Tumours which arise in the immune system and affect the cells in the lymph 
nodes and tissues around the kidney, spleen and bone marrow.. 

Microscopically verified Microscopic verification improves the accuracy of the diagnosis and helps to 

http://www.isdscotland.org/Health-Topics/Cancer/Scottish-Cancer-Registry/
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tumours guide treatment. Microscopic verification (MV) includes histologically confirmed 
cases, cases diagnosed on the basis of exfoliative cytology specimens, and 
cases of leukaemia diagnosed on the basis of haematological examination 
(without examination of bone marrow). The main use of MV proportion is as an 
indicator of data capture and recording quality.   
 

Neuroblastoma and other 
peripheral nervous cell 
tumours 
 

Tumours which arise in immature cells of non-central nervous systems. For 
example, tumours forming in the adrenal glands, and other nerves in the 
abdomen. Neuroblastomas are almost exclusively found in young children.  

Other malignant epithelial 
neoplasms and malignant 
melanomas 
 

Melanomas are tumours of the pigment-producing cells called melanocytes  
usually in the skin but also found in the eye and other parts of the body.  There 
are a few types of tumours which form in the epithelial tissues (making them 
carcinomas) but which are not in the skin – for example, thyroid carcinomas. 
 

Observed survival The percentage of people still alive for a given period of time after diagnosis. 
 

Prevalence The number of people with a diagnosis of a particular condition who are alive at 
a given point in time. 
 

Retinoblastoma A rare form of cancer that rapidly develops from the immature cells of a retina, 
the light-detecting tissue of the eye. It is the most common primary malignant 
intraocular cancer in children, and it is almost exclusively found in young 
children. 
 

Soft tissue and other 
extraosseous sarcomas 

Tumours arising in connective and supporting structures are called sarcomas. 
This group covers all of the sarcomas which are not found in the bone (osseous 
sarcomas). These structures include muscles, fat and cartilage, for example. 
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List of Tables 

File name File and size 

Cancer Incidence Excel 200 Kb 

Cancer Survival Excel 160 Kb 

Cancer Mortality Excel 100 Kb 

Cancer Prevalence Excel 100 Kb 

Cancer in Scotland Summary PDF 720 Kb 

 

 

http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Incidence.xlsx
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Survival.xlsx
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Mortality.xlsx
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/2019-02-26-CYPC-Prevalence.xlsx
http://www.isdscotland.org/Health-Topics/Cancer/Publications/2019-02-26/Cancer_in_Scotland_summary_m.pdf
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Contact 

Amy McKeon  

Principal Information Analyst 

Phone: 0131 275 6559 

Email: amy.mckeon@nhs.net 

Mor Kandlik Eltanani 

Senior Information Analyst 

Phone: 0131 275 6644 

Email:  mor.kandlikeltanani@nhs.net 

Lesley Bhatti 

Senior Information Analyst 

Email: lesley.bhatti@nhs.net 

David Morrison 

Consultant in Public Health Medicine 

Phone: 0131 275 6087 

Email: david.morrison@nhs.net 

 

Further Information 

Further Information can be found on the ISD website. 

ISD publish a wide range of cancer statistics. You can find all our cancer information on our 

website . 

The next release of this publication will be 25 February 2020. 

 

Rate this publication 

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

 

mailto:amy.mckeon@nhs.net
mailto:lesley.bhatti@nhs.net
mailto:lesley.bhatti@nhs.net
mailto:david.morrison@nhs.net
http://www.isdscotland.org/
http://www.isdscotland.org/Health-Topics/Cancer
http://www.isdscotland.org/Health-Topics/Cancer
http://www.isdscotland.org/Health-Topics/Cancer/Publications/rate-this-publication.asp?ID=2355
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Appendices 

Appendix 1 – Background information 

Source of data 

The Scottish Cancer Registry is the source of the Children and Young People with Cancer 

data provided in this publication. More information on the registry can be found on the 

Information Services Division website. 

The Scottish Cancer Registry has been collecting information on cancer since 1958. Data 

collected by the Registry are published by ISD. This information is used for a wide variety of 

purposes including: public health surveillance; health needs assessment, planning and 

commissioning of cancer services; evaluation of the impact of interventions on incidence and 

survival; clinical audit and health services research; epidemiological studies; and providing 

information to support genetic counselling and health promotion. New developments in the 

Scottish Cancer Registration and Intelligence Service will make cancer data more readily 

available and will add new data on diagnosis and treatment to the Registry. 

Note that cancer registrations differ from recorded hospital admissions for cancer, the 

statistics for which can be found on the Hospital Care pages on the ISD Website. An 

individual diagnosed with a new primary cancer would have a single registration for that 

cancer, whereas he/she might have multiple admissions to hospital for the cancer. Moreover, 

the diagnosis and treatment of cancer does not inevitably lead to hospital admission in every 

case. 

Data completeness 

Cancer registrations are believed to be essentially complete for the year 2016, but it is 

important to note that the cancer registration database is dynamic. In common with other 

cancer registries, cancer incidence rates in Scotland can take up to five years after the end of 

a given calendar year to stabilise due to the continuing accrual of late registrations coming to 

light, for example through death certification.  

Comparisons – UK and international 

Children and Young People with Cancer publications for the rest of the UK can be found at 

the links below: 

 

England – Children 

England – Young people (ages 13-24) 

 

Wales and Northern Ireland currently only publish information on Children and Young people 

with Cancer based on the classification (the 10th edition of the International Classification of 

Diseases or ICD-10). This is not directly comparable to the data in this publication. 

 

Comparison of Scottish and UK cancer data to that of other countries is a complex process 

because of the wide variation amongst data collection and coding practices, as well as 

variation in the quality and completeness of data. The International Agency for Research on 

http://www.isdscotland.org/Health-Topics/Cancer/Scottish-Cancer-Registry/
http://www.isdscotland.scot.nhs.uk/Health-Topics/Hospital-Care/
http://www.isdscotland.org/
http://www.ncin.org.uk/view?rid=3715
https://www.teenagecancertrust.org/sites/default/files/Teenage%20Cancer%20Trust%20PHE%20Report%202019%20-%20Summary.pdf
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Cancer maintain an online database, Global Cancer Observatory, that is searchable for 

comparative data. 

Age-adjusted incidence rates 

Based on the number of cancer registrations in each of the calendar years, the following 

rates were calculated for this publication: 

Crude Rate 

The crude rate is the total number of people with an illness (or who die) in a 

country or region, divided by the total population of that country or region, 

and is normally expressed 'per 1,000’, ‘per 10,000’ or ‘per 100,000’. Crude 

rate is calculated per million person-years at risk in this publication due to 

small numbers. 

 

Making comparisons on the crude rate can be misleading if the age structures of the 

populations of the countries or regions are quite different. Areas with larger percentages of 

younger people are unlikely to have as high levels of incidence as areas with larger 

percentages of older people – and therefore if we don’t adjust for these differences we may 

draw the wrong conclusion about the health of an area simply because of the age-structure of 

the population. European Age-Sex Standardised Rates (EASRs) allow us to make 

comparisons between different geographical areas as they allow the effects of having 

different age structures in either the same population over time or different geographies to be 

removed. 

 

European Age-Sex Standardised Rate (EASR) using European Standard Population 

(ESP2013) 

For each 5 year age group, the crude rate is calculated and then the 

weighted average of all age groups is taken based on the weightings of the 

ESP2013, to give the overall EASR. 

 
World Age-Sex Standardised Rate (WASR) using World Standard Population 

For each 5 year age group, the crude rate is calculated and then the 

weighted average of all age groups is taken based on the weightings of the 

World Standard Population, to give the overall WASR. 

http://gco.iarc.fr/
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Appendix 2 – Publication Metadata 
 

Metadata Indicator Description 

Publication title Children and Young People with Cancer in Scotland (2007-2016) 

Description Information is included on cancer incidence, survival, mortality, place 

of death and prevalence covering the years 2007-2016 at Scotland 

level. 

Theme Health and Social Care 

Topic Conditions and Diseases 

Format Excel workbooks 

Data source(s) Scottish Cancer Registry (SMR06) 

Date that data are 

acquired 

05 March 2018.  

Release date 26 February 2019 

Frequency Annual 

Timeframe of data and 

timeliness 

Data up to 31 December 2016. This is a new publication that required 

development.  

Continuity of data Reports include data from 2007 to 2016 with prevalence analysis 

using diagnosis information going back 20 years. Coding of cancer 

registrations moved from ICD-9 to ICD-10 and from ICD-O to ICD-O2 

in incidence year 1997, then to ICD-O3 in incidence year 2006. ICD 

codes have been back-mapped to 1989 for continuity of reporting.  

Revisions statement As with other population-based cancer registries, the Scottish Cancer 

Registry is dynamic, with ongoing updating of records. Future release 

will include a refresh of the previous years, and as new registrations 

from previous years come to light, or changes in the coding are taken 

into account, the numbers may change.  

Revisions relevant to this 

publication 

This is a new publication. 

Concepts and definitions See the Cancer Information FAQs 

Relevance and key uses 

of the statistics 

Help inform and improve care for children and young people with 

cancer. 

Accuracy Registry data are subject to validation at data entry and quality 

assurance procedures. See the Cancer Information FAQs. 

Reported data are compared to previous years' figures and to 

http://www.isdscotland.scot.nhs.uk/Health-Topics/Cancer/FAQ/
http://www.isdscotland.scot.nhs.uk/Health-Topics/Cancer/FAQ/
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expected trends. 

Completeness At time of extraction, data for the most recent year was almost 100% 

complete. 

Comparability Children and Young People with Cancer publications for the rest of 

the UK can be found at the links below: 

England – Children 

England – Young people (ages 13-24). This age group differs to 

Scotland. 

Wales and Northern Ireland currently only publish information on 

Children and Young people with Cancer based on the classification 

(the 10th edition of the International Classification of Diseases or ICD-

10). This is not directly comparable to the data in this publication. 

Accessibility It is the policy of ISD Scotland to make its web sites and products 

accessible according to published guidelines.  

Coherence and clarity All tables are accessible via the Cancer pages on the ISD website 

within Excel spreadsheets. 

Value type and unit of 

measurement 

Incidence and Mortality - Number of cases of cancer as count (newly 

diagnosed cases, deaths); rates of cancer/deaths as crude, European 

age standardised, World Age standardised, and as Standardised 

incidence/mortality rates. 

Survival probabilities (%) 

Prevalence - Number and rate of cancer survivors. 

Disclosure The ISD protocol on Statistical Disclosure Protocol is followed. 

Official Statistics 

designation 

Official Statistics 

UK Statistics Authority 

Assessment 

Not assessed 

Last published  

Next published 25 February 2020 

Date of first publication 26 February 2019 

Help email nss.isdcancerstats@nhs.net 

Date form completed 12 February 2019 

http://www.ncin.org.uk/view?rid=3715
https://www.teenagecancertrust.org/sites/default/files/Teenage%20Cancer%20Trust%20PHE%20Report%202019%20-%20Summary.pdf
http://www.isdscotland.org/About-ISD/Accessibility/
http://www.isdscotland.org/Health-Topics/Cancer
http://www.isdscotland.org/About-ISD/Confidentiality/
mailto:nss.isdcancerstats@nhs.net
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Appendix 3 – Early access details 
 

Pre-Release Access 

Under terms of the "Pre-Release Access to Official Statistics (Scotland) Order 2008", ISD is 

obliged to publish information on those receiving Pre-Release Access ("Pre-Release Access" 

refers to statistics in their final form prior to publication). The standard maximum Pre-Release 

Access is five working days. Shown below are details of those receiving standard Pre-

Release Access. 

 

Standard Pre-Release Access: 

Scottish Government Health Department 

NHS Board Chief Executives 

NHS Board Communication leads 

 

Early Access for Quality Assurance 

These statistics will also have been made available to those who needed access to help 

quality assure the publication: 

Managed Service Network for Children and Young People with Cancer - Clinical Governance 

and Quality Assurance Group 
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Appendix 4 – 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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