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SUMMARY
The availability of non-invasive tests for the detection of
Helicobactor pylori infection in primary care is increasing.
However, the World Health Organization (WHO) has recently
labelled H. pylori as a Class 1 carcinogen. We describe how
frequently general practitioners (GPs) inform patients of this
association prior to offering an H. pylori serology test, and dis-
cuss the possible consequences of withholding this informa-
tion.
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Introduction

Emerging knowledge of the association between H. pylori
infection and gastric pathology is changing the perception and

management of dyspepsia. Serology testing is being advocated as
a selection tool for referral for endoscopy and, more controver-
sially, as a means of identifying patients to treat with eradication
therapy who, while they have a positive H. pylori serology test,
do not have a proven peptic ulcer. However, the labelling of H.
pylori as a Class 1 carcinogen by the International Agency for
Research in Cancer (IARC) and WHO,1 has introduced a poten-
tial dilemma into the use of these tests in primary care: should
patients be fully informed of the suspected role of H. pylori
infection in the aetiology of gastric cancer prior to determination
of their serostatus?

Method
A question outlining issues for inclusion in discussions with
patients prior to testing for H. pylori was incorporated into a
postal questionnaire originally devised to assess self-reported
practice among GPs in the management of dyspepsia. A total of
177 GPs were identified for participation in the study by system-
atically sampling one in 20 practitioners from the 1995 Family
Health Services Authority lists in the North West region. Non-
responders were sent a repeat questionnaire four weeks later, and
if no response had been received by eight weeks they were fol-
lowed up by telephone.

Results
One hundred and forty (79%) of the GPs responded. The major-
ity of GPs (132; 95%) routinely discussed how future manage-
ment would be guided by the test result, with nearly two-thirds
(83; 60%) discussing the likelihood of peptic ulceration. A smaller
proportion (17; 12%) discussed the potential association with
gastric cancer.

Discussion
The results from this survey confirm that, while an explanation
of the association of H. pylori with benign gastric pathology and
the implications for treatment usually forms an integral part of
consent procedures, few patients in primary care are told of the
potentially more sinister long-term sequelae of H. pylori infec-
tion. This may be justified because, although the relative risk of
an individual infected with H. pylori developing gastric cancer
may be increased,2,3 their absolute risk may induce dispropor-
tionate anxiety. Furthermore, it has been argued that the precise
aetiological role of H. pylori in the development of gastric cancer
has not yet been clearly established.

Patient knowledge about cancer risk may substantially influ-
ence psychological and clinical outcomes. The process of screen-
ing or disease labelling following a positive result may have psy-
chosocial costs, including subsequent changes in health-seeking
behaviour.4 Furthermore, dyspeptic symptoms have a mixed aeti-
ological basis, and in some patients this includes a significant
psychosocial component. Patients who are concerned that their
dyspepsia may be related to cancer are more likely to consult
their GP.5 Given that up to 50% of the population may have anti-
bodies to H. pylori by the age of 60 years, widespread use of H.
pylori testing could result in the premature labelling of a substan-
tial number of dyspeptic (but otherwise healthy) people as being
‘at risk’ of developing gastric cancer.

Unfortunately, doctors may not be able to minimize these
effects by simply choosing not to inform patients of the associa-
tion between H. pylori infection and malignancy. Patients also
receive information about health risks from lay sources, and
there has already been much speculation in the media on the
association between H. pylori and gastric cancer. Discussions
with local GPs suggest that some patients who have had a posi-
tive health result are reconsulting with concerns about their own
and their families’ future health risks. Reassurance may require
the establishment of a definitive diagnosis, and may place sub-
stantial demands on already scarce health service resources.

Uncertainties regarding the need for informed consent are not
limited to routine clinical practice. Local research ethics commit-
tees vary substantially in what they require for inclusion in the
consent procedure when individuals are recruited to primary care
trials involving H. pylori testing (Members of the UK Trials
Group for H. pylori and Dyspepsia Research in Primary Care,
personal communication). However, from the arguments dis-
cussed previously, it follows that clinical trials that examine the
cost-effectiveness of different management options may produce
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discordant results if trial subjects are informed to differing
degrees of the potential health implications of H. pylori
infection.

A large cohort of H. pylori-positive individuals is being
assembled as a result of screening in routine health checks, the
testing of dyspeptic patients in general practice, and the recruit-
ment of subjects to clinical trials. It is imperative that urgent con-
sideration is given to the ethical and resource implications of
withholding or providing patients with information about their
future potential health risks.
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