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NICE, Improving Outcomes in Haematological Cancers, 

The Manual, 2003 

 

ÅóThere are no precise and reliable figures for incidence 

and survival rates for the different forms of 

haematological cancers in England and Wales.ô 

 

 

 

ÅóOne of the reasons for the lack of trustworthy statistics is 

that a reliable classification system for haematological 

malignancies has only recently been developed and 

agreed by oncologists and pathologists.ô 

 

 

 

 



Haematological malignancy 

classification  

 2001  - WHO consensus 
classification defined individual 
disease entities in terms of: 

 

üMorphology 

üImmunophenotype 

üMolecular Cytogenetics 

üClinical features 

 

 

Adopted into clinical practice almost 
uniformly around the world 

 



The problem 

ÅHaematological neoplasms are diagnosed using 

multiple parameters including a combination of:- 

 

ÅHistology 

ÅCytology 

ÅImmunophenotyping 

ÅCytogenetics 

ÅImaging 

ÅClinical data  

ü This range of 

data is difficult for 

cancer registries to 

systematically 

abstract  

 

ü Widespread use  

anatomically based  

classifications has 

continued 



Main Objectives 

ÅTo use data from a specialist population-
based register to estimate incidence and 
prevalence of haematological cancers in the 
UK, accurately categorised into clinically 
meaningful diagnostic groups 

 

ÅIn collaboration with UK cancer registries, 
conduct comparisons of predicted and 
observed cancer registrations to evaluate the 
quality of routine cancer registration 

 



HAEMATOLOGICAL MALIGNANCY 

RESEARCH NETWORK 



HMRN - where 

ÅPopulation 3.6 million 

 

ÅSimilar socio-demographic 

structure to the UK 

ÅAge 

ÅSex 

ÅUrban/rural status 

ÅAffluence/deprivation 



Clinical Network 

Å 2 Cancer Networks 

Å 14 Hospitals 

Å 5 Multi Disciplinary Teams 
(MDTs) 

 

 

Epidemiology &  

Genetics  

Unit 

Haematological 

Malignancy 

Diagnostic 

Service 

HMRN - Who  



Haematological Malignancy  

Diagnostic Service 
ÅCentral specialist diagnostic laboratory 

 

Å Providing a fully integrated diagnostic pathway  

Å Including histology, cytology, immunophenotyping & molecular genetics 

 

Å Cancer Reform Strategy 2007: 

ïómodel for the delivery of complex diagnostic servicesô 

 

Å HILIS: 

ïHMDS Integrated Laboratory Information System 

ïIn-house web based specimen tracking and reporting facility 



Presentation & 

Treatment Data 
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Methods Observed Data - 

National Cancer Data Repository  
ÅAverage annual observed counts calculated 

from 2004-2007 registrations for the 
following: 

 
ïAcute Lymphoblastic Leukaemia  

ïAcute Myeloid Leukaemia  

ïChronic Lymphocytic Leukaemia   

ïChronic Myeloid Leukaemia  

ïHodgkin Lymphoma  

ïNon-Hodgkin Lymphoma  

ïMyeloma 

 



Methods Expected Data - HMRN 

ÅIncidence (95% CI) rates estimated using HMRN 
2004-2009 cases 

ï5-year age strata 

ïSex  

 

ÅExpected numbers estimated by diagnostic group 

ïNationally 

ïCancer Network 

 

ÅObserved:Expected & 95% Confidence Intervals 

 

 



National Observed/HMRN 

Expected ALL 

Obs:Exp 

 

 Obs:Exp  106% (95% CI: 97-114%)  

 



National Observed/HMRN 

Expected AML 

Obs:Exp 

 

 Obs:Exp  113% (CI: 108-117) 



National Observed/HMRN 

Expected CML 

Obs:Exp 

 

 Obs:Exp  115% (CI: 106-126%)  

 



National Observed/HMRN 

Expected CLL 

Obs:Exp 

 

 Obs:Exp  72% (CI: 69-75%)  



National Observed/HMRN 

Expected NHL 

Obs:Exp 

 

 Obs:Exp  116 (CI: 113-118)  

 



National Observed/HMRN 

Expected Hodgkin Lymphoma 

Obs:Exp 

 

 Obs:Exp 100% (CI: 95-105%)  



National Observed/HMRN 

Expected Myeloma 

Obs:Exp 

 

 Obs:Exp  104% (CI: 101-108%)  



Conclusions 

ÅOverall, there was good agreement 

between observed and expected numbers 

 

ÅCancer Registries appear to be 

ascertaining all cases, but further 

investigation is needed to explain the 

degree of variation in disease 

classification across the country 

 

 



On-going/Future Work  

ÅResults are now being shared with individual cancer 

registries  

 

ÅA direct comparisons between NYCRIS and HMRN data 

is underway 

 

ÅeAtlas by cancer registry and network level 

 

ÅPredictions of national burden of disease in clinically 

meaningful groups  (WHO classification) 

ïIncidence 

ïPrevalence  

 



End of life care 




