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Women’s responses to information about 
overdiagnosis in a national breast cancer 
screening programme

The benefits and risks associated with breast 
screening are currently a topic of great aca-
demic and public interest. Despite this, rela-
tively little is known about the impact of infor-

mation on the risks associated with breast screening, 
particularly information on overdiagnosis. 

Are women aware of the issue of overdiagnosis? How 
can we best communicate overdiagnosis information? And, 
importantly, what impact might this have on women’s deci-
sions about whether or not to attend breast cancer screening? 
This article provides an overview of our research, in which 
we used qualitative methods to explore women’s responses 
to information on overdiagnosis in breast cancer screening. 

CONTROVERSY OVER BREAST SCREENING 

The efficacy of mammography screening for breast cancer 
has been fiercely debated in academic journals and the popu-
lar press, with headlines such as “Breast screening should be 
scrapped” and “Breast screening harming thousands” [1-4]. 
The question of ‘overdiagnosis’ has become a key area of sci-
entific disagreement, referring to the extent to which breast 
screening leads to the diagnosis of cancers that would not 
have caused harm in a woman’s lifetime. An independent 
UK Panel on Breast Screening [5] was recently convened 
to assess the benefits and harms of the NHS breast cancer 
screening programme, concluding that the rate of overdiag-
nosis is between 9.7-24.4%. 

Given the lack of scientific consensus on overdiagnosis, a 
critical issue is how to inform women about the issue in a way 
that allows them to make an informed choice about screening 
participation. Public understanding of overdiagnosis remains 
largely unexplored, with only one study to date examining Aus-
tralian women’s responses to detailed overdiagnosis informa-
tion [6]. We were concerned with giving a ‘voice’ to the users of 
the UK breast cancer screening programme, given the promi-
nent criticism of information provided to women in the UK [7]. 

AN OVERVIEW OF OUR UK-BASED STUDY 

The primary objective of our research was to explore the 
influence of overdiagnosis information on women’s decisions 
about mammography [7]. 

Between March and April 2012, six focus groups were 
conducted in London, UK, with women in the mam-
mography screening age range (50-71 years). A total of 
40 screening-eligible women, varying in socioeconomic 
background and screening experience, were recruited 
using a research agency and snow-balling methods. The 
women were given information about overdiagnosis (see 
Box 1) and were asked to discuss their responses to this 
information. The information was derived from consulta-
tion with experts and broadly corresponded to the range 
of estimates published in the literature, and proposed by 
the independent review (i.e. a range of 1-3 overdiagnoses 
for every 8 cancers detected is consistent with overdiag-
nosis rates of 12.5-37.5%).

PRINCIPAL FINDINGS 

Interviews were transcribed verbatim and analysed themati-
cally (see Box 2). Two central themes emerged: women’s 
ability to make sense of the concept of overdiagnosis; and 
implications of overdiagnosis information. 

•  Women’s ability to make sense of the concept of 
overdiagnosis 

During the early stages of the discussions about 
breast cancer screening, most women were unfamiliar 
with both the concept of overdiagnosis and the numeri-
cal information associated with it. Confusion over the 
numerical information was implicitly apparent in some 
of the discussions, but was also expressed explicitly by 
some women. Emotional responses were also common, 
including shock, anger and dismay at the prospect of 
women receiving surgery that may not have been needed 
in order to save their lives.
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Box 1 — Description of over-diagnosis (read 
aloud to participants during group discussion) 

It’s been suggested that some of the breast cancers that get diagnosed 
through breast screening are so slow-growing that they would not 
have caused any problems. But because we can’t yet tell which kind 
of cancer is the slow-growing kind, the woman receives the usual 
treatment for breast cancer (e.g. surgery). Of all women who go for 
breast screening, about 8 in 1000 are diagnosed with cancer. It’s very 
hard to know what proportion of cancers diagnosed in the screening 
programme are of the slow-growing type and the experts disagree at 
the moment. Th e estimates have varied from 1 in 8 of women who 
are diagnosed to 3 in 8.
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“That puts you off going at all, doesn’t it?...I find that very wor-
rying, to have to have an operation when you didn’t need to.” 

Many women questioned the basis of the estimates they had 
been presented with, expressing scepticism over the way statistics 
are used to present risk information. 

“Well, I’m very sceptical about statistics generally because I’ve seen 
them manipulated to prove what the person using them wishes to prove.” 

Despite occasional cynicism, most women expressed high 
levels of trust in health care professionals and stated that they felt 
confident in their decisions. 

“…I just have a trust that the NHS wouldn’t haul us all out if sta-
tistically there wasn’t some evidence that, by and large, some people 
get saved, you know, and that not many people get disadvantaged.”

Among some women, there was concern that screening pro-
vision could be threatened as a result of these statistics. These 
women were worried that overdiagnosis statistics might be used 
as a justification for restricting or removing the NHS Breast Can-
cer Screening Programme. 

“I would hate to see funding for screening of breast cancer being 
removed because, even though I might not go for it, it’s a choice and 
it’s good to have the choice.” 

•  Implications of overdiagnosis information 
Although most women felt that overdiagnosis infor-

mation would influence the decisions they made about 
treatment options, there was little evidence that providing 
overdiagnosis information would influence screening deci-
sions. Generally speaking, women tended to feel that it was 
important for them to be provided with the information 
and revealed a strong preference for overdiagnosis rather 
than underdiagnosis. 

“You can’t deny people who want to know just because others 
don’t.” 

“…it’s life or death, really, so there is no question that I would 
want to go for screening and have treatment as appropriate, because 
there are unknowns.” 

At the end of the discussion, the majority of women retained 
their original attitudes to screening, but for a small minority the 
information made them re-think their future attendance, 

 “I’m wondering whether I do want to go again actually.”

WHAT DOES THIS MEAN AND WHY IS IT IMPORTANT? 

We found widespread lack of awareness about overdiagnosis in 
breast screening, consistent with a recent Australian study [6]. 
Emotional responses included shock and surprise, with some 
women questioning the basis of the information. Information 

about overdiagnosis was regarded as important to screening-eligi-
ble women, and most women remained positive towards screen-
ing, preferring the risk of overdiagnosis than underdiagnosis. This 
is the first UK study to assess women’s reactions to overdiagnosis 
information and highlights some of the challenges of communi-
cating information derived from population-level modelling. It is 
critical that overdiagnosis information is expressed in a meaning-
ful way, such that individuals are able to comprehend and interpret 
its significance, and apply it to their own decision-making.

LOOKING TO THE FUTURE 

Future work should further explore women’s reactions to over-
diagnosis information, to provide a better understanding of the 
impact this can have on decision-making. There is a need to 
develop better ways of communicating overdiagnosis informa-
tion, especially in light of the recent moves towards promoting 
‘informed choice’ when making screening decisions [8]. The 
differential impact of using different terminology to describe 
overdiagnosis (e.g. ‘overtreatment’; ‘overdetection’; ‘slow-growing 
cancers’) is one area that has yet to be explored. 

Future work should also look to see whether the findings of 
this research can be generalised to the population in general. In 
particular, it will be important to explore whether there are socio-
economic differences in the way people respond to information 
on overdiagnosis, to ensure that any changes to screening com-
munication do not widen health inequalities.
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Box 2 – Thematic structure
1) Making sense of the concept of overdiagnosis 
- Confusion 
- How do they know? 
- Cynicism 
- Referring to experts 
- 
2) Implications of overdiagnosis information 
- Erring on the side of caution 
- Right to know 
- Overdiagnosis as a treatment issue 
- Impact on screening decisions 
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