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Evaluation of routine national
cancer registration for
haematological malignancy
using population-based data
from a specialist
haematological malignancy
register



NICE, Improving Outcomes in Haematological Cancers,
The Manual, 2003

A6There are no precise and r
and survival rates for the different forms of
haematol ogi cal cancers I n E

A6One of the reasons for the
that a reliable classification system for haematological
malignancies has only recently been developed and
agreed by oncologists and p



Haematological malignancy
classification

2001 - WHO consensus
classification defined individual

WHO Classification of Tumours of

disease entities in terms of: MR maesor i A
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Adopted into clinical practice almost
uniformly around the world



The problem

A Haematological neoplasms are diagnosed using
multiple parameters including a combination of:-

- U This range of e W
A Histology data is difficult for P~
A Cytology cancer registries to of Diseases and
: systematically TotEe Hoslo
A Immunophenotyping| | apstract o
A Cytogenetics o
_ U Widespread use
A Imaging anatomically based
. classifications has
A Clinical data e




Main Objectives

A To 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

A In collaboration with UK cancer registries,
conduct comparisons of predicted and
observed cancer registrations to evaluate the
guality of routine cancer registration



HAEMATOLOGICAL MALIGNANCY
RESEARCH NETWORK



HMRN - where

A Population 3.6 million

A Similar socio-demographic
structure to the UK

A Age
A Sex
A Urban/rural status .
A Affluence/deprivation
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Haematological Malighancy
Diagnhostic Service

A Central specialist diagnostic laboratory

A Providing a fully integrated diagnostic pathway
A Including histology, cytology, immunophenotyping & molecular genetics

A Cancer Reform Strategy 2007:
i omodel for the delivery of <cor

A HILIS:
I HMDS Integrated Laboratory Information System
I In-house web based specimen tracking and reporting facility
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Case ascertainment and data collection
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Classical Hodgkin

Lymphoma Chronic myelogenous leukaemia

o

Lymphocyte predominant nodular HodFkin lymphoma
T-f?ll '\{m homa

T-cell leukaemia.

Precursor T-lymphoblastic leukaemia_«

Lymphoproliferative disorder NOS _
Burkitt lymphoma

. Myeloproliferative neoplasms

Chronic myelomonocytic leukaemia

Myelodysplastic syndromes

Diffuse large B-cell
lymphoma

Acute myeloid leukaemia

—Precursor B-lymphoblastic

leukaemia

Mantle cell lymphoma

Follicular lymphoma Monoclonal B-cell
Lymphocytosis

Plasmacytoma

Chronic lymphocytic leukaemia

/(Marginal zone lymphoma

Monoclonal gammobéghy of  Hairy cell leukaemia
undetermined significance

Plasma cell myeloma



Methods Observed Data -

National Cancer Data Repository

A Average annual observed counts calculated
from 2004-2007 registrations for the
following:

I Acute Lymphoblastic Leukaemia
I Acute Myeloid Leukaemia

I Chronic Lymphocytic Leukaemia
I Chronic Myeloid Leukaemia

I Hodgkin Lymphoma

I Non-Hodgkin Lymphoma

I Myeloma



Methods Expected Data - HMRN

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

I S-year age strata
I Sex

A Expected numbers estimated by diagnostic group

I Nationally
I Cancer Network

A Observed:Expected & 95% Confidence Intervals
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Conclusions

A Overall, there was good agreement
between observed and expected numbers

A Cancer 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

A Results are now being shared with individual cancer
registries

A A direct comparisons between NYCRIS and HMRN data
IS underway

A eAtlas by cancer registry and network level

A Predictions of national burden of disease in clinically
meaningful groups (WHO classification)
I Incidence
I Prevalence



NCIN

national cancer "\
Where do patients with blood intelligence network

cancers die?
NCIN Data Briefing

Background

When asked, most people say they would prefer not to dieina
hospital - although In fact this is where most people do die.
Individuals with cancer are more likely than others to die in a
hospice and are generally less likely to die in a hospital. However,
this pattern is not seen for all forms of cancer. Indwiduals dying of
haematological malignancies (the blood cancers: leukaemia,
lymphoma, myeloma) have previously been reported to have a very
different pattern of place of death. We examined the most recent
national mortality data to establish the current situation in England
and Wales.

Results

In the nine years from 2001 to 2009 there were 94,962 deaths in England and Wales in which a

ical cancer was identified as the underlying cause of death. Of these, for 64,965 (68%)
Individuals the death occurred in a hospital; 14,316 (15%) deaths happened at home; 8,277 (9%)
deaths were in a hospice; for 7,404 (8%) death occurred in another type of location, chiefly a nursing
or care home. When compared to the 1,128,910 deaths caused by other forms of cancer over the
same period, people with haematological cancer were far more likely to die in hospital.

Place ot Death by age (england and Wales 2001-2009)
All non-heematological cancers
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The proportions of deaths from non-haematological cancers occurring in different locations were: in-
hospital deaths 526,528 (47%), deaths at home 277,619 (25%), deaths in a hospice 194,110 (17%),
other location 130,253 (12%). As shown in the figure, the pattern of fewer deaths from
haematological cancer happening either at home of in a hospice was seen across all age-groups.







