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• Cancer is one of the leading causes of death worldwide, leading to 
significant resources being committed to cancer research1,2

• Using central registries is one possible method for improving the resource 
burden associated with cancer research 3,4

• Investigating the completeness, concordance, and timeliness of data 
collected both on-site and from central registries is necessary to understand 
the feasibility of using these resources 5,6 (Fig 1.1)

• We aimed to compare cancer data obtained on-site during a prospective 
cohort study in England and Wales with data from English and Welsh 
national cancer registries to examine data completeness, concordance, and 
timeliness Figure 2.1. Timeline of the data cuts and data fields available for each dataset.

Completeness Concordance Timeliness
There were 259, 121, 226, 291, 122, and 112 cancers 
recorded in SYMPLIFY-England, SYMPLIFY-Wales, RCRD, 
NCRD, DHCW, and WCISU, respectively, by Sep 2023. 
ICD-10 completion was 100% at the final time point for each 
dataset, while completion for ICD-O-3, clinical stage, and 
TNM stage varied among datasets (Table 3.1).

Dataset ICD-10 ICD-O-3 TNM Clinical 
Stage

SYMPLIFY - England 100 98.5 82.6 100
SYMPLIFY - Wales 100 100 73.6 100
RCRD 100 100 - 72.6
NCRD 100 100 76.3 99.7
DHCW 100 83.6 - 43.4
WCISU 100 100 76.8 100

Table 3.1. Proportion (%) of cancers reported at the final timepoint for each dataset with 
complete data for ICD-10, ICD-O-3, TNM stage, and clinical stage.

By the final data cut for RCRD and NCRD, 76.8% and 91.1% 
of the SYMPLIFY-England cancers were reported in the 
registries, respectively. Similarly, 87.6% and 81.0% of the 
SYMPLIFY-Wales cancers were reported in DHCW and 
WCISU, respectively, by the final time point for each dataset.

There were 55 and 14 cancers registered in NCRD and 
WCISU, respectively, at the final time point that were not 
recorded in the SYMPLIFY dataset. Of these, 54.5% and 
42.9% were diagnosed within the 3-month post-enrolment 
mandatory follow-up period in SYMPLIFY (Table 3.2).

Time Frame Number of cancers 
diagnosed

n (%)

Cumulative 
diagnoses

n (%)
< 3 months post-enrolment 30 (54.5) 30 (54.5)
3-6 months post-enrolment 17 (30.9) 46 (85.5)
6-9 months post-enrolment 8 (14.5) 55 (100)

Time Frame Number of cancers 
diagnosed

n (%)

Cumulative 
diagnoses

n (%)
< 3 months post-enrolment 6 (42.9) 6 (42.9)
3-6 months post-enrolment 5 (35.7) 11 (78.6)
6-9 months post-enrolment 3 (21.4) 14 (100)

a) NCRD

b) WCISU

Table 3.2. Date of diagnosis for cancers found in (a) NCRD (n=55) and (b) WCISU (n=14) at 
the final registry data cut available (Sep 2023 and Jul 2023, respectively) that were not 
reported in the final SYMPLIFY data cut (Jan 2023).

Concordance between SYMPLIFY and the central 
registries was highest for ICD-10 and broad ICD-O-3 
morphology groupings but was lower for ICD-O-3 code, 
clinical stage, and TNM staging (Fig 3.1). 
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Overall TNM stage concordance was low between 
SYMPLIFY and NCRD (51.1%), but there was higher 
concordance for individual T, N, and M stages (Table 3.3). 

Variable Concordance

T stage 73.9
N stage 78.4
M stage 90.9
TNM stage 51.1

Table 3.3. Concordance (%) of T stage, N stage, M stage, and overall TNM stage for each 
cancer recorded in both SYMPLIFY and the NCRD dataset at the final timepoint in Sep 2023.

SYMPLIFY reached completeness of cancer data in Nov 
2022, approximately 12 months after the study recruitment 
ended. NCRD and RCRD both reached completeness of 
cancer registrations compared to the corresponding final 
data cuts at 13 months post-enrolment, while DHCW 
reached completeness of cancer registrations at 15 months 
post-enrolment (Fig 3.2).

a) 

b) 

c) 

d) 

Figure 3.2 Timeliness of completeness of data fields for (a) SYMPLIFY, (b) RCRD, (c) 
NCRD, and (d) DHCW data compared to the final dataset for each data source. Due to a 
data issue at one of the hospital sites, there was a temporary drop in cancers in the RCRD 
and NCRD datasets in May 2023. 

Fig 3.1. Concordance between data fields in SYMPLIFY and (a) RCRD, (b) NCRD, and (c) 
DHCW and WCISU. 

• On-site data were collected during a prospective cohort study in England and Wales (SYMPLIFY) 
• Linked central data were obtained from Digital Health and Care Wales (DHCW), the Welsh Cancer 

Intelligence and Surveillance Unit (WCISU), the English National Cancer Registration Dataset (NCRD), 
and the English Rapid Cancer Registration Dataset (RCRD)

• Data cuts from these datasets were retrieved regularly between Apr 2022 and Sep 2023 (Fig 2.1)
• Four data fields were investigated: ICD-10 code (cancer site), ICD-O-3 code (morphology), overall 

clinical stage, and TNM classification

Figure 4.1. Characteristics known to impact the completion and accuracy of cancer registry data 7-10. 

Summary
• To our knowledge, this is the first study to compare the completeness, concordance, and timeliness of cancer diagnosis data 

collected at study sites in England and Wales with centrally collected registry data
• We demonstrate comparable completeness, accuracy, and timeliness between on-site and central registry cancer data 
• We demonstrate the potential advantages of using registry data in cancer research, which may allow for a more complete and 

thorough follow-up of patients 

Next Steps
• Future studies should evaluate the role of patient and cancer 

characteristics on the completion, concordance, and timeliness of 
cancer data in these datasets (Fig 4.1)

Conclusion
• Our study contributes to ongoing research which supports the use 

of centralised registries in decentralised cancer research 
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