The future of cancer registries
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Purchasers need to recognise how important they are for monitoring services

The shalition of eegional health authorities Tarses questions
abour the future of the 12 regional cancer regisiries in
England and Wales. Their survival will now depend on
their ability to persuade distriet health audhorities that they
are essential for purchasing. This in urn will depend on
how quickly they can acquaint purchasers with their role
and funcrion.

Cancer registration was introdoced by clinicians in the
1970 o ovalgare new treatments such as radium therapy.
It has come w be identificd with narrowly epidemiclogical
airns, yet most registries hold a wealth of data that are vital
for evaluating health care—for example, on treatment,
tumour stage, place of treatment, consultant, and place of
death.  Although notification is voluntary, the regisrries
achieve over 90% ascertainment for most cancers.' They
corunbute population duta to the national cancer regis-
tration svstemn at the Office of Population Censuses and
Survevs, which in turn publishes anpual statistics on inci-
dence and motality and, all too infrequenty, survival.”

Maost district purchasers nse reglstry data only to moni-
tor trends in incidence and mortality and o ensure that
these accord with targets set out in the Health of the Nation.
This is because many are ignorant about what registies
can do; they know that many chinicians doubt the accuracy
o registry data, and they may perceive that a regisery dupli-
caces data that they already collect, Since 1993 NHS acute
hospital providers have had to make a retumm oo each
patient with cancer as part of the common dataser for
cancar registration {RNHS EL(92)95),

As part of their )ob of monitoring services purchasers
also have available the minjmum contmact dataset which
NHS hospital providers are obliged to colleet. But, vnlike
the common dataset for retums To cancer registrics, the
Iminimuam dutaser is linked o consuliant episades of care
and not individual patents, so patients’ progeess through
different spells of treatment und care over time cannot be
monitored. Outcome measures cannot be derived from the
minimum dataset. The dara that purchasers need most-
relating the care of individual patients o 2 population in
order 1o monitor rends in incidence (need) and care
acrnss populations—ean be provided only by cancer
rezistries. If purchasers arc to evaluate health services and
compare their residents” expenence of health care with the
experience of residents of ather districts, survival statistics
are necessary. Such statistics depend on having an accurars
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date of diagnosis and dare of death. A suict chronological
sequence of clinical events must be used to define the diag-
nosis, and the staff of cancer registries are trained 2 apply
such g hierarchy ngorously.

The Office of Population Censuses and Surveys aute-
matcally forwards all deach certificates that mention can-
cer to the relevant cancer registry, which either initiates
and traces a registratdon or updates an exisung  regis-
tration. The deach certificate is an imtegral part of case
ascertainment and ensuring completeness of data on inci-
dence, The advantage of the registry handling death cerdifi-
cate refurns is thae through its links with borh NHS and
non-INHS providers and general practitioners ig clerks can
rerrospectively retrieve data on cases missed acrogs large
gengraphical areas with relative ease. This is cleacly im-
portant for ascertatument and completeness of data.
Diistrict purchasers currently do not have the shill 10
update case reconds from death certificate returns; indeed.
this is a major problem for the rehiabilicy of lacal registers
for diseases other than cancer.

The main advantage of cancer registrics analysing sur-
vival is that problems of patient selection can be elim-
inatsed. Despite artempts by many clinicians and health
services researchers to prove the need for specialization
and for cenres that treat large numbers of patients with
cancer, the case for these is still ar best based on clinical
consensus and incenclusive research evidence. Attempts tu
compare treatment centres or clinicians’ performance are
always open to complaints of bias in case mix in dhe
selection of parients. Data from cancer registries can be
used to overcome this problem by providing statistics on
survival for district of residence. Problem: of patient
selection atso disappear if purchasers repeat these analyses
for cheir residents by creatment centee. For the man
cancers, sich as those of the breast and colon, some B0%
of a purchaser's patients teceive reatment in their local
rreatment centre, By analysis of stage and survival on the
basis of the B0% of purchasers’ residents attending, sav,
treatment centre X biases in patient selection can be
eliminated and trearment centres comparced by purchaser’s
population. Furthermaore, the numbers will be big encugh
to allow districes to book at trends in reatment and staging
pattecns for cach reatment centre.

Ironicaily, one major theeat o registries is fraom chin-
icians, especially those who have audited their caseloads




sgainst whar the reglstry says they have done. They dismiss
many regisuy data as inaccurate. But the guality of the
data held by the cepistry mirrors the quality of data held in
the clinical notes. Twa Jarge case note studies of breast and
colorectal cancer sampled from the Thames cancer regmstry
showed char dara on staging were missing for 51% aof
parients with breast cancer and 46% of these with colo-
rectal cancer.” The London Implementation Group's
review of caprer services was hampered by lack of high
quality information on where patients recerted Treatment
and rhe volume of weaument given.

The ciinical response 1w these problems has best to
use clinicat audin to set up alternative and duplicate dara
sysrems, Many of these stand alone systems are not
capable of comparisons between clinicians let alone across
districts or providers, although more recently there have
been signs of more sophisticated developments.’ Typically,
these clinical audit systems do not guarantes the quality of
their dara and do nar link with cancer registries or ather
routine data systems; their data are not standardised; they
are owned and used by clinicians rather than purchasers;
and they have no population focus®; they also cannot cap-
[ure patients not receiving care within the NHS acurs
sector. Population based comparsons of reagnent are as
important as comparisons of survival Without these dara
surchasers will not know how many of their residents
clinicians might expeact to treat, 2t what stage they will
present, and what treatments they might expect to receive.
The purchaser cannot evaluare whether care is reaching all
groups within their population or plan for services.

Clinicians should be encouraged o pursue clinical audil,
bt their awdis of care should be capable of compliement+
ing 2 populatdon focus and of integratng with cancet
registmes and routine hospital data systems.

The Expert Advizory Group on Canger has recendy
published a policy framework for the commissioning af
cancer services.” It cxpects that most diswict hospitals will
Become cancer anits and that tertiary care will be providedd
by cancer centras, Its message is clearly chat there will
be a move towards subspecialisation and more inegrated
cancer care, Bur the document fails 1o quantify the popu-
lations 1o be served and the volume and cange of services
and support required, Again, cancer registries could help
answer these questions. Buk for them to do 80 purchasers
will need to ensure that registries are properly resourced to
develop the population perspective thag purchasers nesd to
support them in their task,
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