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Key Features

samples from women with breast cancer.

* The population cohort Lifepool was established in 2010 and continues to recruit women from the Australian community. The cohort
collects baseline health and lifestyle data at recruitment and follow-up is achieved through data linkage and individual survey. Lifepool
can facilitate research into breast cancer screening, risk, and treatment as well as other important women's health issues. Resources
are available to national and international researchers—send enquiries to lifepool@petermac.org.

¢ Lifepool recruitment targets women aged >40 years who are participating in a population-based mammographic screening programme
(BreastScreen Australia). Younger women (>18 years) are eligible to join and are referred by family and friends.

¢ Lifepool collects health and lifestyle data by questionnaire and obtains participant consent to allow the collection of data and use of data
in future, as-yet unspecified, research. Multiple screening rounds of mammogram images are available for most participants.

* Consent permits access to clinical data and remnant tumour tissue. Over 17 000 DNA samples in total are available, including ~1200

* Follow-up is facilitated by participants who are under the age of 74 years being invited by BreastScreen Australia for their recommended
2-yearly mammograms. Verification of cancer diagnoses is made by regular linkage to population-based cancer registries.

Why was the cohort set up?

The Lifepool cohort was established as a resource for research
into important women’s health issues that focuses on improving
the screening, prevention, and management of breast cancer,
and enables investigation into more personalized mammo-
graphic screening using lifestyle factors, genetic markers, and
mammographic breast density. It is a prospective study of
women that measures outcomes with respect to breast cancer
diagnoses against baseline risk factors at enrolment. The recruit-
ment criteria were expanded from women who were unaffected
by breast cancer to recruiting prevalent breast cancer diagnoses
and women younger than 40 years who had had, or intended to

have, a screening mammogram. This expansion in criteria was
designed to facilitate and accelerate research into genetic and
morphologic differences between screen-detected and interval
breast cancers as well as mammographic density and its associa-
tion with breast cancer risk.

Recruitment commenced in mid-2010 in collaboration
with the Victorian BreastScreen service, BreastScreen Victoria
(BSV). Operational management and laboratory activities are
based at the Peter MacCallum Cancer Centre. Lifepool data
are managed by The Ark—an open-source, web-based soft-
ware system that is designed to manage medical research

data [1].
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The resource operates under the leadership of the Chief
Investigators, with the support of the Lifepool Access
Committee, members of which bring expertise in genomics,
genetics, clinical care, population breast cancer screening,
epidemiology, qualitative and behavioural research, and
consumer advocacy.

Who is in the cohort?

As at July 2024, >55 500 Australian women, recruited princi-
pally through the national mammographic screening pro-
gramme, BreastScreen Australia, were participating in Lifepool.
Initial recruitment was based in the state of Victoria (2010-14)
and subsequently expanded nationally (2015 onward).
Protocols for data linkage with mammographic screening serv-
ices and key state registries across Australia are established.
Most women were recruited through BSV who operate the
BreastScreen Australia Program for the state of Victoria. BSV
provides free biennial screening mammograms to Victorian
women. Screening is available to women from the age of
40 years. Women aged between 50 and 74 years are actively
invited to participate, whereas women aged between 40 and
49 years and >74 years are eligible to screen at their request
[2]. Invitation to join Lifepool was sent to all women who
were screening at Round 2 or greater and no selection was
applied other than an ability to read English, as all project
documentation was only available in English. Cohort partici-
pants predominantly declared  Australian ethnicity.
Compared with the general Victorian community [3], there is
an under-representation of women who were born in
Southeast Asia, Southern and Central Asia, Northeast Asia,
and Southern and East Africa. The Lifepool cohort is over-
representative compared with the general Victorian popula-
tion of women born in Australia, New Zealand, South and
South-Eastern Europe, and North and Central America
(Table 1). To maintain privacy for BSV clients, Lifepool was
unable to collect data about women who chose not to join
the cohort but speculate that speaking a language other than
English is a significant factor in the under-representation of
Asian and African ethnicities. Women with a personal history

Table 1. Cohort participants’ region of birth compared with the
Victorian population

Region of birth Percentage of Percentage in
Lifepool cohort Victorian population

Australia 76.56 70.20
New Zealand 9.17 1.56
UK/Ireland 2.41 3.54
South-Eastern Europe 2.06 1.92
Southern Europe 1.57 1.36
North America 1.33 0.53
Eastern Europe 0.93 0.58
Central America 0.70 0.08
Northeast Asia 0.75 3.58
Northern Europe 0.72 0.09
Southern and Central Asia 0.63 6.37
South America 0.59 0.53
North Africa and Middle East 0.50 2.13
Central and West Africa 0.29 0.10
Other 0.17 0.39
Southern and East Africa 0.11 1.14
Southeast Asia 0.08 4.98
Caribbean Islands 0.05 0.01
Data not available 1.08
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of breast cancer are eligible to participate in the BSV pro-
gramme when it has been >3 years since their most recent di-
agnosis. Irrespective of the recruitment mechanism, the vast
majority of participants (94%) in Lifepool are clients of BSV.
Lifepool recruitment targeted women who were attending for
second or subsequent round screening to ensure that women
who were screening for the first time were not dissuaded
from participation by the receipt of additional research-based
documents. The average age of participants at recruitment
was 60.04 (19.21 to 97.06) years. The current age of partici-
pants in the cohort is shown in Figure 1. Figure 1 provides a
count of women in the cohort, distributed across 5-year age
brackets as a percentage of the total cohort. The majority of
women are aged within the target screening population of
50-74 years.

Data are collected through participant questionnaires,
mammograms (from which breast density is calculated), and
biological specimens (archival tumour tissue and blood or sa-
liva for DNA extraction). For cohort members who reside in
the state of Victoria, annual linkage with the Victorian
Cancer Registry [4] identifies cancers that are diagnosed
within and outside the screening programme.

At recruitment, all participants complete an extensive health
and lifestyle questionnaire and provide consent for linkage with
cancer registries and the national death index as well as access
to screening mammograms and screening programme service
data. Participants also permit access to clinical data and archival
pathology laboratory tumour samples in the event of a cancer
diagnosis. Consent allowing access to data that detail claims un-
der the national health service funder Medicare and medications
provided under the Pharmaceutical Benefits Scheme (PBS) is op-
tional. Participants are asked to donate DNA for genetic re-
search under a second-stage consent process and consenting
participants provide either blood or saliva. Consent allows the
use of all data and biospecimens in future, unspecified research
as approved by the Lifepool Access Committee and with appro-
priate ethical oversight.

This profile report focuses on the data collected in the state
of Victoria, where the majority of recruitment occurs and in
which all linkage protocols are active.

Important features of the Lifepool resource include:

* linkage with cancer registry data to identify new diagno-

ses of cancer, including incident breast cancer diagnoses;

registry data record breast cancers at the tumour level and
so information about multiple tumours that occur over
time in an individual woman is captured;

availability of DNA from women with verified cancer his-

tory, updated annually;

availability of DNA from women with no cancer at time

of sample donation, matched for age with cases;

* broad participant consent for use of data in future re-
search into breast cancer and other health issues by
researchers, including commercial research groups;

* potential to recontact participants for additional research
participation.

Lifepool recruitment remains active across Australia.

In order to recruit interested ‘first-time screeners’ and
younger women, we initiated publicity drives and encouraged
existing participants to invite eligible friends and family
members to consider joining the Lifepool cohort.
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Figure 1. Cohort age range at the end of 2023.

Recruitment protocol

A number of recruitment protocols have been used over the
life of the cohort, including two distinct paper-based methods
and, more recently, an electronic invitation and recruit-
ment protocol.

Initially, a hard-copy Participant Information and Consent
Form and the Baseline Health and Lifestyle Questionnaire were
posted to women along with a “Reply Paid” envelope for return
of completed documents. The documents were also available for
download on the Lifepool website. Document packs were posted
to BSV clients on the same day as the mammogram appointment
letter. The annual cost for printing and postage for this recruit-
ment protocol was $467 500 AUD ($23 per participant).

BSV performed 365 741 screening mammograms for
returning clients in the 24-month period from July 2012 to
June 2014 [5]. During this period, 178 168 women (48.7%)
were invited to consider participating in Lifepool and 32 963
(18.5% of those invited) agreed to join the cohort.

In order to maintain ongoing recruitment within tight
funding constraints, a second method was introduced, which
involved only the letter of invitation being posted with the
mammogram appointment letter to BSV clients. Women
were invited to contact Lifepool by telephone or e-mail to re-
quest a document pack. Although the response to the invita-
tion letter was only 12%, ~71% of the responders became
participants. This modified protocol represented a consider-
able saving in print—post expenditure ($190 000AUD per an-
num). Notably, the uptake in absolute numbers was lower
and the cost per participant was the same ($23 per partici-
pant) but, overall, keeping recruitment open, allowing partic-
ipants to ‘self-recruit’ friends and family, combined with the
development of electronic recruitment capacity (described be-
low) supported this operational change.

National expansion

Beginning in early 2015 in collaboration with Register4 [6],
Lifepool commenced recruiting women nationally. Register4,
established by the National Breast Cancer Foundation, was a
national online database for women and men who were inter-
ested in opportunities to participate in cancer research.
Register4 is no longer active.

Linkage and data acquisition protocols have been devel-
oped with jurisdictions across Australia. The data detailed in
Table 2 were available for all Victorian participants as at
June 2024.

How often have they been followed up?

Participant follow-up is predominantly passive through link-
age with relevant databases. Linkage with the Victorian
Cancer Registry is conducted annually, identifying all cancers
diagnosed over the calendar year prior to linkage. For all par-
ticipants who have screened with BSV over the 12 months
prior to linkage, a copy of digital mammogram images is
obtained along with the screening outcome data.

A newsletter is distributed annually to all participants who
have an active e-mail address. In addition, specific subsets of
participants who are not contactable by e-mail are selected to
receive a hard-copy newsletter by post. These groups may be
selected based on age or the length of time since last contact.
The newsletter invites women to self-report changes in health
and cancer diagnoses are later verified.

Health and lifestyle information

All participants complete a Baseline Health and Lifestyle
Questionnaire at enrolment. The questionnaire is provided in
the Supplementary File.


https://academic.oup.com/ije/article-lookup/doi/10.1093/ije/dyaf044#supplementary-data

Table 2. Lifepool cohort data available (data elements for which consent is ‘opt-in" are highlighted in grey)
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Cohort data element Time points

Data held by other data
custodians, accessible by Lifepool

Details

At enrolment (baseline)

At enrolment, access to
retrospective and prospective
screening data

Epidemiological questionnaire
Mammogram screening data

Follow-up by BreastScreen
bi-annually

Health information Annual update

Annual update

As required, research-specific
requests

As required, research-specific
requests

After breast cancer diagnosis

Biospecimen collection After breast cancer diagnosis

After breast cancer diagnosis

Women with no diagnosis of
cancer at donation

BreastScreen Victoria

BreastScreen Victoria

Victorian Cancer Registry

National Death Index

Federal data on medical services
and prescribed medication use

Victorian Health Department

Medical record and pathology
report

Digital mammogram images

Associated screening data,
including screening history and
cancer outcome data

Digital mammogram images

Associated screening data,
including screening history and
cancer outcome data

All cancers reported

Mortality data collected

Date and cause of death

Medicare billable events and
prescribed drugs under PBS

Records of emergency hospital
admissions and community
health interactions

Tumour morphology, stage,
and grade

Archival tumour blocks retrieved
DNA extracted from blood

or saliva
DNA extracted from blood

or saliva

Mammogram data

All participants give permission for access to mammograms
and associated results from BreastScreen or other providers.
Beginning in February 2006, BSV transitioned from film
mammography services to a mix of digital and computed ra-
diography (DR and CR) services, with the transition project
completed in June 2013. Analogue mammograms were ini-
tially retrieved on a project-specific basis by using the estab-
lished protocols of the Australian Mammographic Density
Research Facility at the University of Melbourne [7].

In 2016, a complete library of all available digital mammo-
grams was provided to Lifepool by BSV. This library is
updated annually, with ~1100000 images from >51000
women held as at June 2024.

Remnant tumour

Incident breast cancer diagnoses are identified through an-
nual linkage with the Victorian Cancer Registry as well as ad
hoc direct updates to Lifepool operations staff from affected
participants. Registry data enable that collection of histopa-
thology reports and Lifepool collects tumour tissue beyond
that required for diagnostic purposes from pathology
archives. The formalin-fixed, paraffin-embedded blocks are
retrieved and, where possible, quadruplicate 1-mm cores are
taken to construct Tissue Microarray blocks together with
normal tissue for comparison. DNA from tumours is also
extracted after the microdissection of thick sections. These
resources are available for use in approved research projects.

DNA from peripheral blood and saliva

A subset of Lifepool participants are asked to donate DNA
for genetic research. This Stage 2 consent is opt-in. We ap-
proach every participant who has been diagnosed with breast
cancer and a subgroup of the cohort with no self-reported or
registry-verified cancer diagnosis.

What has been measured?

Linkage data, accurate to the end of 2022, reveal 3017 breast
cancers identified in 2764 Lifepool participants recruited in
Victoria (2516 invasive and 501 in situ cancers, which are
83.4% and 16.6% of the total breast cancers occurring
within the cohort, respectively). This distribution (percentage
invasive versus ductal carcinoma in situ (DCIS)) of breast
cancers diagnosed within Lifepool is consistent with the dis-
tribution of DCIS and invasive breast cancers detected within
the BSV programme annually since 2012 [5]. There were 10
727 participants with at least one record of cancer diagnosed
as at the end of 2022 and a total of 13 196
tumours identified.

The majority of breast cancer cases in Lifepool participants
are in women aged between 51 and 74 years, as would be
expected in a cohort that was ascertained through a popula-
tion breast cancer screening programme. Table 3 provides a
breakdown of these cancers by age group diagnosed in
women before or after recruitment to Lifepool. Multiple can-
cers in an individual woman are not included.

Mammographic density measurements made by using
AutoDensity [8] are available for 48 011 participants.

The distribution of density for age is shown in Fig. 2, which
provides a graphical representation of the reduction in percent
mammographic density as age increases. Mammographic den-
sity has been measured by using the left cranial caudal view.

What has it found?

Genomic DNA donated by Lifepool participants has supported
analysis of the clinical benefit and acceptability of population
testing for high-risk breast and ovarian cancer genes in the
Australian community [15] and enabled a richer understanding
of the role of putative breast cancer predisposition genes for risk
[9-13, 22, 25, 26]. The extensive library of digital mammogram
images coupled with breast cancer screening data and clinical
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Table 3. Age of Lifepool participants when diagnosed with breast cancer (incident and prevalent invasive and in situ breast cancers)

Age at diagnosis Incident invasive breast cancers Prevalent invasive breast cancers Incident in situ breast cancers Prevalent in situ breast cancers

(years)
<40 1 62 0 6
41-50 48 136 14 27
51-60 446 120 98 31
61-70 1013 52 212 9
71-74 360 9 55 1
>75 176 3 18 0
Total diagnoses 2044 382 397 76
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Figure 2. Mammographic density across age groups.

follow-up is supporting analysis of the relationship between
mammographic density, breast cancer risk, and more sensitive
cancer detection tools [8, 19, 20, 32]. Publications arising from
the 36 Lifepool-supported research projects to date have pro-
vided insights into the fundamental aspects of the biology of
breast cancers and pathologically relevant gene mutations, psy-
chosocial insights into breast cancer risk perception and individ-
ual return of mutation results, and the health economics of
breast cancer detection and treatment [9-32].

What are the main strengths and weaknesses?

Lifepool presents an important resource for breast cancer
researchers as well as other research projects with a particular
focus on women’s health. The combination of health and life-
style data, mammographic density data, biospecimens, and
clinical information from <60 000 women (when recruitment
ceases) enables powerful research. Population-control DNA

bl |

61-70 71-74 75 or above

samples in substantial numbers are a key tool for genetic re-
search studies that are seeking to validate new disease-
specific mutations.

Follow-up has been passive via linkage with the Victorian
Cancer Registry and BSV for cancer outcome updates. Loss
to follow-up has been extremely low; up to the end of 2023,
153 women (0.28%) had requested no further contact but
agreed to have their data remain available for use and 90
women (0.16%) had withdrawn from the cohort completely.
A significant strength of the resource lies in the consent to
recontact, which enables follow-up on an individual basis
and participants to support additional related research.

Women who do not speak English as a first language may
be underrepresented because the questionnaire and consent
documents are only available in English. Slightly <20% (45
798) of women screened by BSV in the period from 1 July
2013 to 30 June 2014 reported that they spoke a language
other than English at home [5]. This time period represents



the most intense period for Lifepool recruitment. It is not pos-
sible to ascertain whether language alone was a barrier be-
cause Phase 1 recruitment did not capture information about
why women declined to participate.

A potential source of bias is the possibility that a more
health-motivated group presented for recruitment, as the ma-
jority of women who were recruited in Phase 1 (99%) were
clients of the BSV programme. In the context of a cohort
study, this is only a problem if the relationships of interest
(e.g. breast density and breast cancer) are different for
respondents and non-respondents. The Lifepool resource pro-
vides valuable data and samples for a wide range of potential
research projects and is currently enabling studies that incor-
porate between-group comparisons as well as studies of bio-
logical determinants.

Can | get hold of the data? Where can I find
out more?

The Lifepool resource is open to application from researchers
nationally and internationally. Summary metrics on numbers
of participants and biospecimens that are held within the re-
source are available from the Lifepool Manager, as are the
Access Policy and Application Form, via e-mail to lifepool@
petermac.org. We encourage researchers to approach
Lifepool for access to data and/or samples that support re-
search related to breast cancer screening and prevention, or
other significant women’s health issues.

Ethics approval

The study has been approved by Peter MacCallum Cancer
Centre Human Research Ethics Committee under approval
09-66.

Acknowledgements

We are grateful to the women who have agreed to participate
in Lifepool. The Health Information staff, Program
Managers, and Screening Service staff of BreastScreen
Victoria have provided valuable input and energy to assist
participant recruitment through Phase 1. We gratefully ac-
knowledge the support of the following people in assisting in
the design, operation, and recruitment to the cohort since its
inception: Vicki Pridmore, Grant Lee, Adrian Bickerstaffe,
Genevieve Webb, Kelly Aujard, Cameron Wellard, Jaymes
Charlesworth, Rhonda Nguyen, Anne Kavanagh, Gillian
Mitchell, Warwick Lee, Gita Mishra, Gelareh Farshid, and
Jennifer Stone. We acknowledge the significant contribution
of Professor John Hopper to the design of the Lifepool cohort
and in guiding the development of the Health and Lifestyle
Questionnaire. John’s passion for research utilizing prospec-
tive cohorts has inspired many.

Supplementary data

Supplementary data are available at IJE online.

Author contributions

I.G.C,, J.H., P.J., G.M.B., and S.F. applied for original fund-
ing, planned the establishment of the cohort, and contribute
to the ongoing development of the cohort. C.N. contributes

Devereux et al.

to the ongoing development of the cohort and has oversight
of mammographic density measurement. D.A. performed the
data management and analyses. L.L.G. contributed to data
acquisition and P.P. performed specialist data analysis. V.W.,
L.C., S.D., and L.N. provide governance oversight. L.D. has
operational oversight of the cohort and drafted the manu-
script. All authors were involved in the development of this
manuscript, including revision and final approval.

Use of artificial intelligence

No Al tools were used.

Conflict of interest: None declared.

Funding

This work was initially supported by National Breast Cancer
Foundation through a Collaborative Cancer Research Grant
and a subsequent Infrastructure Grant [CG_08_02,
IF-15-004]. It is currently supported by cost-recovery fees
and discretionary funding through Peter MacCallum Cancer
Centre research division.

Data availability
See ‘Can I get hold of the data?’ above.

References

1. Bickerstaffe A, Ranaweera T, Endersby T ez al. The Ark: a custom-
izable web-based data management tool for health and medical re-
search. Bioinformatics 2017;33:624-6.

2. BreastScreen Victoria. http://www.breastscreen.org.au (20 June
2024, date last accessed).

3. id Community Demographic Resources. https://profile.id.com.au/
australia/birthplace (20 December 2024, date last accessed).

4. Victorian Cancer Registry. http://www.cancervic.org.au/about-
our-research/registry-statistics/vcr (20/6/2024, date last accessed).

5. BreastScreen Victoria Annual Reports. https://www.breastscreen.
org.au/about-us/publications/annual-reports/ (20 June 2024, date
last accessed).

6. Hopper ], Apicella C, Butt A. Register4: an Australian web-
enabled resource created by the National Breast Cancer
Foundation to facilitate and accelerate cancer research. MJA 2014;
200:460. https://doi.org/10.5694/mja14.00164

7. Australian Mammographic Density Research Facility. https:/
mspgh.unimelb.edu.au/research-groups/centre-for-epidemiology-and-
biostatistics-research/breast-cancer/australian-mammographic-density-
research-facility (19 June 2024, date last accessed).

8. Nickson C, Arzhaeva Y, Aitken Z, et al. AutoDensity: an auto-
mated method to measure mammographic breast density that pre-
dicts breast cancer risk and screening outcomes Breast Cancer Res
2013;15:R80

9. Thompson ER, Gorringe K, Rowley SM et al.; LifePool Investigators.
Prevalence of PALB2 mutations in Australian familial breast cancer
cases and controls. Breast Cancer Res 2015;17:111.

10. Thompson ER, Gorringe K, Rowley SM et al; Lifepool
Investigators. Re-evaluation of the BRCA2 truncating allele
c.9976A > T (p.Lys3326Ter) in a familial breast cancer context.
Sci Rep 2015;5:14800.

11. Thompson ER, Rowley SM, Li N et al. Panel testing for familial
breast cancer: calibrating the tension between research and clinical
care. | Clin Oncol 2016;34:1-5.

12. Easton DF, Lesueur F, Decker B et al.; NBCS Investigators. No evi-
dence that protein truncating variants in BRIP1 are associated


mailto:lifepool@petermac.org
mailto:lifepool@petermac.org
https://academic.oup.com/ije/article-lookup/doi/10.1093/ije/dyaf044#supplementary-data
http://www.breastscreen.org.au
https://profile.id.com.au/australia/birthplace
https://profile.id.com.au/australia/birthplace
http://www.cancervic.org.au/about-our-research/registry-statistics/vcr
http://www.cancervic.org.au/about-our-research/registry-statistics/vcr
https://www.breastscreen.org.au/about-us/publications/annual-reports/
https://www.breastscreen.org.au/about-us/publications/annual-reports/
https://doi.org/10.5694/mja14.00164
https://mspgh.unimelb.edu.au/research-groups/centre-for-epidemiology-and-biostatistics-research/breast-cancer/australian-mammographic-density-research-facility
https://mspgh.unimelb.edu.au/research-groups/centre-for-epidemiology-and-biostatistics-research/breast-cancer/australian-mammographic-density-research-facility
https://mspgh.unimelb.edu.au/research-groups/centre-for-epidemiology-and-biostatistics-research/breast-cancer/australian-mammographic-density-research-facility
https://mspgh.unimelb.edu.au/research-groups/centre-for-epidemiology-and-biostatistics-research/breast-cancer/australian-mammographic-density-research-facility

Cohort Profile: Lifepool

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

with breast cancer risk: implications for gene panel testing. | Med
Genet 2016;53:298-309.

Li N, Thompson ER, Rowley SM et al. Re-evaluation of RINT1 as a
breast cancer predisposition gene. Breast Cancer Res Treat 2016;
159:385-92.

Forrest LE, Young MA. Clinically significant germline mutations
in cancer-causing genes identified through research studies should
be offered to research participants by genetic counsellors. | Clin
Oncol 2016;34:898-901.

Rowley SM, Mascarenhas L, Devereux L et al. Population-based
genetic testing of asymptomatic women for breast and ovarian
cancer susceptibility. Genet Med 2019;21:913-22.

Nickson C, Procopio P, Velentzis LS et al. Prospective validation
of the NCI Breast Cancer Risk Assessment Tool (Gail Model) on
40,000 Australian women. Breast Cancer Res 2018;20:155.
Lippey J, Keogh LA, Mann GB, Campbell IG, Forrest LE. “A
Natural Progression”: Australian women's attitudes about an indi-
vidualized breast screening model. Cancer Prev Res 2019;12:1-90.
Cheasley D, Li N, Rowley SM et al. Molecular comparison of interval
and screen-detected breast cancers. | Pathol 2019;248:243-52.

Li T, Li J, Ren J et al. Comparison of mammographic breast den-
sity of women from China with women from Australia using per-
centage density: a comparative study. Lancet 2019;394:560.
Dench E, Bond-Smith D, Darcey E, et al. The Measurement
Challenge—Comparing mammographic measures that predict
breast cancer risk. BMJ Open 2019;9:e031041.

Bromley HL, Mann GB, Petrie D, Nickson C, Rea D, Roberts TE.
Valuing preferences for treating screen detected ductal carcinoma
in situ. Eur | Cancer 2019;123:130-7.

Li N, Mclnerny S, Zethoven M et al. Combined tumor sequencing
and case/control analyses of RAD51C in breast cancer. | Natl
Cancer Inst 2019;111:1332-8.

Saxby K, Nickson C, Mann GB et al. The financial impact of a
breast cancer diagnosis: Lessons from the Australian Lifepool co-
hort. Aust NZ ] Pub Health 2020;44:219-26.

24.

25.

26.

27.

28.

29.

30.

31.

32.

Cheasley D, Devereux L, Hughes S et al. The TP53 muta-
tion rate differs in breast cancers that arise in women with
high or low mammographic density. NPJ Breast Cancer
2020;6:34.

Li N, Zethoven M, Mclnerny S et al. Evaluation of the association
of heterozygous germline variants in NTHL1 with breast cancer
predisposition: an international multi-center study of 47,180 sub-
jects. NPJ Breast Cancer 2021;7:52.

Li N, Lim BXM, Thompson ER et al. Investigation of the mono-
genic causes of familial breast cancer: data from the BEACCON
case-control study. NPJ Breast Cancer 2021;7:76.

Sierra MA, Wheeler JCW, Devereux L, Trainer AH, Keogh L.
Exploring implementation of personal breast cancer risk assess-
ments. | Pers Med 2021;11:992.

Forbes Shephard R, Forrest LE, Tutty E et al. Unselected women’s
experiences of receiving genetic research results for hereditary
breast and ovarian cancer: a qualitative study. Gen Testing Mol
Biomarkers 2021;25:741-8.

Hatton A, Heriot N, Zalcberg J et al. Factors involved in treatment
decision making for women diagnosed with Ductal Carcinoma in
situ: a qualitative study. Breast 2021;60:123-30.

Forrest LE, Forbes Shepherd R, Tutty E et al. The clinical and psy-
chosocial outcomes for women who received unexpected clinically
actionable germline information identified through research: an
exploratory sequential mixed-methods comparative study. J Pers
Med 2022;12:1112.

Grigg J, Manning V, Cheetham A et al. Risky alcohol consumption
among a representative sample of breast screening service consum-
ers in Australia according to new national alcohol guidelines.
Addiction 2023;118:1493-506.

Jian Z, Gandomkar Z, Trieu PD et al. Evaluating Recalibrating Al
models for breast cancer diagnosis in a new context: insights from
transfer learning, image enhancement and high-Quality training
data integration. Cancers (Basel) 2024;16:322.

© The Author(s) 2025. Published by Oxford University Press on behalf of the International Epidemiological Association.

This is an Open Access article distributed under the terms of the Creative Commons Attribution-NonCommercial-NoDerivs licence (https://creativecommons.org/
licenses/by-nc-nd/4.0/), which permits non-commercial reproduction and distribution of the work, in any medium, provided the original work is not altered or
transformed in any way, and that the work is properly cited. For commercial re-use, please contact reprints@oup.com for reprints and translation rights for reprints. All
other permissions can be obtained through our RightsLink service via the Permissions link on the article page on our site—for further information please contact
journals.permissions@oup.com.

International Journal of Epidemiology, 2025, 54, 1-7
https://doi.org/10.1093/ije/dyaf044

Cohort Profile



	Active Content List
	Why was the cohort set up?
	Who is in the cohort?
	How often have they been followed up?
	What has been measured?
	What has it found?
	What are the main strengths and weaknesses?
	Can I get hold of the data? Where can I find out more?
	Ethics approval
	Acknowledgements
	Supplementary data
	Author contributions
	Use of artificial intelligence
	Funding
	Data availability
	References


