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5 SYDNEY RATIONALE/ BACKGROUND

= DCIS is a pre-invasive
malignancy of the breast

= = 20% of screen detected
Dreast cancers

= Progression rate to invasive
oreast cancer is highly variable
(14-53%)

= Almost always treated as
Invasive breast cancer

Cancer Australia
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m Breast-conserving surgery and
radiation therapy: 48%

m Mastectomy: 27%

m Breast-conserving surgery

alone: 16%

= Mastectomy and preventative
removal of healthy breast: 6%

Nonsurgical treatment: 3%

Most women are treated with lumpectomy + radiation therapy or mastectomy

with an increasing rate of mastectomy and bi-lateral mastectomy
(Tuttle, 2009; Gomez, 2010; Kummerow, 2014; Rutter, 2015)
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PATIENTS MISUNDERSTAND DCIS

= Women with DCIS confused about whether or not they had
a cancer that could result in death (pemorgan, 2002)

= Use of different terms confusing (pemorgan, 2011)

= 87% of women diagnosed with DCIS do not understand that
DCIS cannot spread to other parts of the body avey, 2011)
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The majority of clinicians “always” or “almost always”
describe DCIS as cancer (partridge, 2008)

Diverse perceptions of DCIS and the terminology used
varies considerably (kennedy, 2009)

Little consensus exists on how best to explain DCIS to
patients (rallowfield, 2014)




THE CANCER TERM

“The word ‘cancer’ is used to describe an ever
broader spectrum of behaviour; but the word
retains its fearsome quality, sometimes
corrupting thought and action...Healthy people
are quickly converted to cancer patients, and

toxic interventions are offered and accepted”
(Dunn, 2013)
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RESEARCH QUESTION

How does different

-
| terminology to describe
‘ ’ DCIS affect women’s
psychological responses
& and management

preferences?

——
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= Qualitative study using semi-structured telephone
Interviews

= Community sample of 26 Australian women aged 25-80
years varying by education and cancer screening
experience

= Participants responded to a hypothetical scenario using
terminology with and without the cancer term to describe
DCIS

= We explored women’s concern and treatment preference
(acceptability of watchful waiting vs immediate treatment)

= Thematic analysis was used to analyse the data




Description of DCIS and management options

Breast screening (mammograms) detects changes of the cells in the
breast as well as finding breast cancers. In some women these
[abnormal cells/pre-invasive breast cancer cells] can progress to
invasive cancer and in others they do not. It’s estimated that if left
untreated about one-third may progress to breast cancer over 10 years or
more. This means that for about two-thirds of women, these [abnormal
cells/pre-invasive breast cancer cells] may not become cancer.

[Abnormal breast cells/pre-invasive breast cancer cells] are usually
treated by surgery, radiation or drugs as in the case of breast cancer.
Another approach is called watchful waiting, where doctors closely
monitor the [abnormal breast cells/pre-invasive breast cancer cells]
with regular mammograms and only treat if cells become more abnormal.




RESULTS

Reactions to Cancer vs. Non-cancer terminolog

= High concern about a DCIS diagnosis regardless of the
terminology used

“I'd be extremely concerned because | wouldn’t know which third | fell in."
(ID6, age 58, HE)

= Stronger reactions to the cancer terminology

"I'd probably be more concerned. It has the word cancer.“(ID3, age 57, LE)

= Preferred the diagnosis to be given as a description of
abnormal cells

“I'd be comfortable having it discussed as a description of abnormal cells.”
(ID5, age 62, HE)




T RESULTS

Attitudes about watchful waiting

= Many women interested in watchful waiting to
manage their DCIS

‘I don’t think I'd want to have any treatment. Unless it was actually
necessary." (ID8, age 58, LE)

= Feeling informed and involved in decision making
gave women additional confidence in choosing
watchful waiting

= However, a higher frequency of monitoring was
preferred by women

“At six months I'd want it retested and checked to make sure that nothing
has progressed.” (ID15, age 47, HE)
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= National community survey with 282 women

= Hypothetical scenario switching the terminology used for
DCIS

= Results:
= High level of overall initial concern
= Level of concern decreased with use a non-cancer term

= Qverall (64%) women were interested in managing their
hypothetical DCIS with watchful waiting

= Acceptability of watchful waliting increased when a non-
cancer term was used to describe DCIS




&) SYDNEY LIMITATIONS

= Hypothetical scenario — what would happen in clinical
practice is still unknown

= Estimated population average for the risk of progression
from DCIS to invasive cancer

- In practice, risk of progression vary by age, family history of
breast cancer and tumour grade

- Individually tailored information would be given to patients

= Watchful waiting Is not currently a management option
supported by all clinicians




IMPLICATIONS FOR ADDRESSING

OVERTREATMENT

Descriptions that do not include the
cancer term may

= help decrease women’s concern and
anxiety

= increase willingness to consider
watchful waiting

Together this may help support informed
decision making for management of
DCIS and in turn reduce unnecessary
aggressive treatments
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