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Young Women with Breast Cancer Priority Setting Partnership

Setting the future research agenda for young
women with breast cancer

giving those affected by early onset breast cancer a voice in future research

TAKE SURVEY

About Us

We are a group of Canadian
physicians, researchers, healthcare
professionals, breast cancer survivors,
patient advocacy groups and
caregivers interested in finding out
more about breast cancer in young
women.

ABOUT US & WHY THIS WORK MATTERS

Our Goal

Our goal is to give a voice to anyone
who has unanswered questions about
breast cancer in young women.
Research questions are usually
decided by researchers, physicians
and research funders... but we want to
change that!

How you can help?

If you are a resident in Canada and
have one or more unanswered
questions about breast cancer in
women under 40 we want to hear from
you! Please consider taking our 15-
minute survey by clicking the link
above.
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BREAST CANCER IN YOUNG WOMEN

The burden of breast
cancer

Breast cancer is the most common
cancer affecting women worldwide.
Approximately 5% of new cases of
breast cancer are diagnosed in women
under 40 years of age.

Who can take part?

Anyone can complete the survey. You
could be a young woman diagnosed
with breast cancer, a breast cancer
survivor, a family member, a friend, a
healthcare provider or a researcher.

We are looking for as many
perspectives as possible to best
understand the issues that exist for
young women diagnosed with this
disease.

\Why young women?

Researchers think that breast cancer in
young women is different than in older
women. Young women also have
concerns not faced by older women
including fertility, pregnancy, early
careers and young families.

HOW CAN YOU GET INVOLVED?

What is involved?

We invite you to take our survey using
the link above. The survey is
confidential and does not include any
personally identifying information. The
entire process will take approximately
15 minutes. Responding to this survey
will help us understand uncertainties
that exist and help inform future
research.

What uncertainties exist?

Young women experience many
uncertainties within their disease
experience for which there are often
not clear answers. We want to hear
from those with lived experience about
what questions they have that are not
yet answered.

Next steps

Survey responses will be collected and
checked to see whether research has
answered the question before. The
remaining list of questions will then be
ranked with the help of public voting
which will be done on this website. We
will publish a list of the top 10 research
questions and help influence research
being done moving forward by the
RUBY study.
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Let's change breast cancer for young women!

TAKE SURVEY >

Our Partners

* James
RUBY# £ ® REMNIHL 2 (£ Jin
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pppppp Setting Partnorships

CONTACT US

If you would like further details please contact us!

Name

Email*

Message

SEND

This site is protected by reCAPTCHA and the Google Privacy Policy and Terms of Service apply.
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YWBC Priority Setting Partnership
Calgary Breast Research Group, Department of Surgery, University of Calgary

Email: alysha.keehn@ahs.ca

COPYRIGHT © 2019 YOUNG WOMEN WITH BREAST CANCER PRIORITY SETTING
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Are you a patient, caregiver, family member, healthcare

professional or anyone else with questions about

Breast Cancer in women under the age of 40 years?

Let’s change Breast Cancer for Young Women!

Questions? For more information please contact:
Ds. Alysha Keehn
Email: alysha keehn(@albertahealthservices.ca

"S



#HPB& , -+ ("M - /BI*1507749164192410712>31) " - 34520<R!) 6 ; >7381E 1037 : 6K!
I

YWBC
Priority
Setting

.

Are you a patient, caregiver, family member, healthcare

professional or anyone else with questions regarding
Breast Cancer in women under the age of 40 years?

We are looking for your help setting the research agenda
for Young Women with Breast Cancer

Please consider completing a | 5-minute survey to let us know what
questions you think need answering. Find the survey at:

WWW.YWb reastcancer.com

Let’s change Breast Cancer for Young Women!

(
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Young Women with Breast Cancer Priority Setting Partnership

Giving those affected by early onset breast cancer a voice in future research

October is Breast Cancer Awareness Month!

We need your help!
We are currently seeking volunteers (patients, caregivers, clinicians and others
affected by or involved in the care of young women with breast cancer) to

participate in our final priority setting workshop.

This workshop is designed to bring together and amplify the voices of those
affected by early onset breast cancer. Our goal is to create a list of the

‘Top-10’ Research Priorities based on responses from our recent national survey.

This study has been approved by the Health Research Ethics Board (HREBA.CC-17-0330) at the University of Calgary

Young Women with Breast Cancer Priority Setting Partnership

Giving those affected by early-onset breast cancer a voice in future research

Workshop Details:

Date: Friday, October 02, 2020

Time: 9:00-1:00 pm MST

Location: This workshop will be virtually hosted using the Zoom platform
Format: Interactive small group sessions

Interested in Attending? Please contact Alysha Keehn (email: arkeehn@ucalgary.ca)

For more information please visit our study website at: www.ywbreastcancer.com

This study has been approved by the Health Research Ethics Board (HREBA.CC-17-0330) at the University of Calgary
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Top-30 Research Priorities
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Worksheet #1

OMy Top-3 & Bottom -3 ChoicesO

Please review the list of research uncertainties provided above (the OTop-300
list) and be prepared to talk about your OTop -30 and OBottom30 choices. This
will be used in the first breakout session.
My OTop-3 ChoicesO were:

1.!

2.

3.!

Notes/Talking points:

My OBottom-3 ChoicesO were:
1.!

2.!

3.!

Notes/Talking points:




Worksheet #2
OMy Top-10 PrioritiesO
Please review the list of research uncertainties provided above (the OTop-300
list) and make your OTop100 list. This will be used throughout the workshop for
your reference.
My OTop-100 research priorities

1!

2.

3.!

4.

5.1

6.!

7.

8.!

9.1

10.!

! "SS



Notes/Talking points:
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SECTION I: PREVENTION

1.1Screening

1.! What are the current screening guidelines for breast cancer?

2.! What is the optimal age to initiate breast cancer screening and why do we
currently notscreen women earlier?

3.! Is the incidence of early onset breast cancer increasing, and if so, does this
warrant earlier initiation of breast cancer screening?

4. Is there evidence to support the initiation of screening at a youngear sgject
individuals?

5. What are the consequences of earlier screening?

6. Why are young women not taught to and encouraged to perform regular
breast examinations by their physicians?

7.! Why do family physicians not conduct yearly breast examinations?

8. What is the best screening modél for women under the age of 40 years?

9. Why are young women screened with ultrasound versus mammography?

10!What modalities exist to screen for breast cancer and how effective are they
for women under the age of 40 years?

11!What is thermography and couldgimodality be used to detect subtle changes in
breast tissue before a detectable tumor is present?

12IWhy is mammography less effective as a screening modality in young
women?

13!What age should screening begin in people who have a family history?

14!Who shouldoe screened at a younger age?

151Should women at higher risk of breast cancer be routinely screened with MRI?

16.!Should women be able to request screening no matter their age and risk as part of
a comprehensive preventative health care plan?

17!Why do women fa@ barriers to screening based on age?

18IWhat are the risks involved with screening?

19!What is meant by dense breast tissue and how does this impact screening?

20!When should screening be initiated if a parent was diagnosed with breast
cancer?

21!How can we impree adherence with screening guidelines (example: prompting
family physicians)?

22 How can we identify and keep track of women who qualify for early screening
(example: high risk individual registry) to ensure they are not missed?

23lls there a role for combinaim screening (for instance MRI and ultrasound) for
women with family history or at high risknd, if sowhat combination of
screening modalities would result in the highest sensitivitydogbining?

24 )Are there biologic markers that could be used as arsoge® detect cancer cells
and comparison to current gold standard screening modalities?

1.2IRisk Factors

I ""SA



1.! What are the risk factors for breast cancer in young women without a known
genetic mutation (sporadic cases)?

2. What are the modifiable risk factors that can prevent early onset breast cancer?

3. Are there particular risk factors for early onset diseaseotiwair at critical phases
of development? (for instancexutero, childhood or puberty)

4. Do known risk factors for older female have the same importance for young
patients?

5.1 Are pregnancy or breafteding risk factors for hormone positive breast cancer?

6. Is hormone therapy a risk factor for breast cancer?

7.) What lifestyle risk factors increase the chance of developing breast can@er

8. Do fertility treatments (for example IVF) affect the risk of developing breast
cancer? Are fertility treatments safe in BRCAggc carriers? Is there a dose
effect (for instance number of cycles of IVF) with risk?

9.I Does dairy or soy consumption affect risk of developing breast cancer?

10.What is the risk of developing breast cancer based on family history of breast
cancer?

11!Are depession or chronic stress levels related to risk of developing breast cancer?

12!How many young women are diagnosed with breast cancer that did not have
any known risk factors?

13Is the oral contraception pill a risk for breast cancer?

14!What are the best rigkeduction strategies to prevent breast cancer?

15!How can we best identify young women at increased risk of developing breast
cancer? Are there any tools that can predict risk that are specifically modified for
young women?

16!How can we select young womenhagh risk who would benefit most from early
screening?

171Are mammograms and other forms of radiation risk factors for breast
cancer?

18IWhat possible risk factors have been studied and not found to contribute to
breast cancer (example: cell phones etc.)?

19!Wha risk factors are accounting for the increased incidence of breast cancer in
young women?

20!Does breast density impact the risk of developing breast cancer?

21!Does wearing a bra increase the risk of developing breast cancer?

221f estrogen exposure increaghs risk of developing breast cancer, should women
have their estrogen levels tested?

23!Are their dietary risk factors for developing breast cancer?

241Does recurrent mastitis increase the risk of developing breast cancer?

251Does alcohol consumption increaséné risk of developing breast cancer?

26.!What environmental factors increase the risk of developing breast cancer?

27 What genes increase the risk of breast cancer?

28.!Do inflammatory or autoimmune diseases increase the risk of developing breast
cancer in young women?

29!Are there validated assessment tools or prediction models specific to YWBC to
predict susceptibility to breast cancer given camekated stimuli (similato
GAIL model but validated for YWBC)?
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1.3Genetic Testing

1.! Should routine genetic testing be done to identify women with genetic
predisposition to developing breast cancer?

2.! Should children of women diagnosed with early onset breast cancer be
automatically atered into a registry to ensure they are not missed when it comes
time to initiate screening or if guidelines for genetic testing change?

3. What are the current criteria for genetic testing?

4. Should young people diagnosed with breast cancer undergo rexpiaeded
genetic testing?

5. Aside from BRCA, what other genes cause breast cancer?

6. What genes are tested in routine genetic testing and expanded genetic
testing?

7. What genes are currently being examined for their role in breast cancer?

8. What is the risk of developing breast cancer if BRCA 1 or 2 positive?

9. How many young women with breast cancer have no identifiable gene?

10.11f a woman with a family history does not qualify for genetic testing but
wants to proceed with it what options exist?

11!In the era of gegtic testing being available to consumers (example: 23 and me)
how do physicians manage those with positive results for genes like BRCA?

12!What other genetic abnormalities exist and what are their genetic and biological
basis for causing breast cancer iniypwomen?

13!What is the role of estrogenetabolizing genes in modifying the risk associated
with hormone sensitive tumors?

14!What is the role for breast tumor banking to identify expanded genetic and
pathological differences, especially in less studied etlomicage category subsets
of individuals with breast cancer?

15!What is the pathology and natural history of breast cancer resulting from germ
like mutations in BRCAL and 27?

1.4Management of Genetic Carriers

1.! What are the current recommendations for managing knan genetic
carriers?

2. What is the risk of developing breast cancer based on genes?

3. What is prophylactic surgery and how much does this reduce the risk of
developing breast cancer?

4! What are current wait times for prophylactic surgery and how can these be
reduced?

5. What do known genetic carriers need to know about estrogen exposure?
OCP? Fertility treatments?

6. What is chemoprevention and who qualifies?

7.! How can knowrgenetic carriers reduce their risk of developing breast cancer?

8.! Should known genetic carriers be screened earlier? If so what age and at
what frequency?

9. What are the specific risks for known BRCA carriers?

10!What are the characteristics of BRCA carri@rs do not develop breast or
ovarian cancer?

11!Are there tools for BRCA carriers to predict risk of developing breast cancer?
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1211f | am a genetic carrier what does this mean for my children in terms of risk,
genetic testing and screening?

13!Can gene therapy besed to manage known genetic carriers?

14!In the advent of genetic testing such as 23and me, what do patients and physicians
need to know about the sensitivity and specificity of these tests and do they
require formal genetic testing before considered truetgeoarriers?

15!What is the role of serum biomarkers for screening in known genetic carriers?
Does this improve early diagnosis and, if so, what biomarkers exist for breast
cancer?

16.What is the optimal age and duration of chemoprevention in known genetic
cariers?

1.5Prevention of Sporadic Cases of Breast Cancer

1.! What can be done to reduce sporadic cases of breast cancer?

2. What are the best strategies for preventing breast cancer in young women?

3. Is there evidence for diet, supplements, cannabis, dietary choicgéysical
activity, fasting and the prevention of breast cancer?

4. How can we improve education and awareness on preventing breast cancer?

5. How much do lifestyle factors (specifically diet and exercise) reduce the chance
of developing breast cancer in youngmen?

6. How much does weight reduction reduce the chance of developing breast cancer
in young women?

7.! What primary and secondary prevention strategies exist for sporadic cases of
breast cancer in young women?

1.6/Pregnancy, Breastfeeding & Postpartum

1.! Should tkere be routine screening programs for pregnant and breastfeeding
women?

2.! Do pregnancy, breastfeeding and postpartum periods increase the risk of
developing breast cancer?

3. Why does the risk of breast cancer increase during theppastm period (up to 5
years after giving birth)?

4! What are the triggers for pregnancy and fp@stum breast cancer?

5. Is pregnancy safe if you have been diagnosed with hormone positive breast
cancer? Are subsequent pregnancies after a diagnosis of breast cancer harmful or
benefigal? Does this differ based on tumor type?

6. Is pregnancy possible, or safe, if using chemoprevention?

7.1 Are there concerns for reconstructed breasts with pregnancy?

8. What is the risk of bisphosphonate treatment prior to pregnancy?

9. Is there a higher risk of being diagnosed with advanced disease if diagnosed
during pregnancy, breastfeeding or postpartum?

10!Why are women diagnosed during pregnancy at higher risk of metastatic disease
and death?

11!How is breast cancer treated in women diagnosed during pregnancy?

12 !How much does cessation of hormone therapy for pregnancy impact risk of
recurrence? What is the optimal timing, particularly for women with ER+ disease
who would otherwise undergo extended endocrine therapy, to consider
pregnancy?
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13!How do chemotherapy arbrmonal therapy affect future pregnancies?

14!What are the longerm and late effects on a motherOs health and overall survival
as well as the health of the baby following exposure to cancer therapiesaf?

1.7Epidemiology& Pathophysiology

1.! What is the inddence of breast cancer in young women and is the incidence
increasing?

2. Are there demographic regions where breast cancer is more common?

3. What proportion of young women diagnosed with breast cancer are under
307 Under 20?

4.! What is the role of breast caerdn relation to other chronic or infectious diseases
(example: autoimmune disease)?

5. What are the specific factors in the tumor microenvironment of YWBC that
contribute to a worse prognosis, alter treatment responses, and increase the risk of
local recurence, distant relapse and decreased overall survival?

SECTION II: DIAGNOSIS

2.1 Diagnostic Imaging & Staging

1.! What radiological modalities exist for diagnosing breast cancer and how
accurate are they? How often do false negatives occur (patient told they donOt
have cancer when they do) and how often are cancers upstaged following
surgery?

2.! Is there a role of theragraphy as an adjunct to conventional diagnostic imaging?

3. Why are PET scans not a part of standard radiological staging?

4! How can we improve wait times from screening to diagnosis?

5. What methods can be used to predict lymph node involvement other than
lymph node dissection?

6.! Why are CT scans and extended metastatic workup not part of standard
radiological staging?

7. Is there a difference in outcomes when staging is reperformed after neoadjuvant
chemotherapy?

8. How often is metastatic disease missed becaasdastd imaging does not
include CT or PET?

9. Why are CT scans not routinely reperformed post treatment?

10!When a cancer is diagnosed why is the contralateral breast not imaged?

2.2 Genetic Testing

1.! Who qualifies for genetic testing?

2.! What geneticmutations are tested for on routine and extended genetic
testing?

3. Why is genetic testing not routinely offered to all young women diagnosed
with breast cancer?

4.! Why is genetic testing not always financially covered?

5. Are there private genetic testing serices available if one does not qualify but
still wants to be tested?

6.! How long does genetic testing typically take and why does this process take
so long?
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7.) How does genetic testing potentially affect treatment decisions?

8. What are the known genes implicatd in early onset breast cancer? What are
the current candidate genes being studied?

9.I Should genetic testing be broadened to help target screening programs based on
patient risk?

10.1f you were diagnosed with breast cancer and had negative genetic teshegg is
a way that you could be tested as new genes are implicated? How can someone
keep informed about advancement in genetics?

11!What are the philosophical and ethical considerations surrounding genetic
testing for the children of a parent with breast cance?

2.3 Diagnostic Interval

1.! How can we reduce diagnostic delay because of a physicianOs reluctance to
consider breast cancer in a young person?

2.! The interval period between diagnostic testing and receiving a diagnosis is
particularly stressful. Is there aawto reduce anxiety during this period?

3. What resources exist for young patients waiting for a diagnosis?

4! Why are there such long wait times between every step of the process and how
can we reduce the diagnostic interval?

5.I Can centralized brealsealth clinics expediate the process?

6.! What is the relationship between mental health and diagnosis to treatment
interval?

7.! Should targeted quality improvement strategies prioritize younger women as they
have more aggressive disease?

8. How many young women aupstaged due to the time interval between diagnosis
and treatment?

9. How can we improve the interval from a positive diagnosis to the faljpw
appointment where the diagnosis is disclosed?

10!How can we improve the referral times to specialty services (@i@Qncologist,
Medical Oncologist, Plastic Surgeon etc.)?

11!Given that the time from diagnosis to treatment is so stressful, what services could
be offered to improve mental health and anxiety during this time?

12!Which physician do young women preferéaeive their diagnosis from
(example: Family Physician, Surgeon etc.)?

2.4 Treatment Center

1.! Where are young women with breast cancer currently treated? Are most women
referred to a tertiary center?

2.! Is there a benefit to referral to a tertiary care cagitem the complexity and
nuances of breast cancer treatment for young women?

3. How much practice variation exists for young women treated in the periphery
versus at a tertiary care center?

4! Are there outcome differences between women treated in the pgriygreus at a
tertiary care center?

5. Is there evidence and volume to support the creation of an early onset cancer
clinic to improve care for young women diagnosis with breast cancer?

6. What is the process to seeking a second opinion? (Knowledge Translafion
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7. Is there a way for a young person diagnosed with breast cancer to request a
particular surgeon with more experience treating early onset disease?
2.5 Biopsy
1.! Is there evidence to support a mandatory biopsy for all palpable lesions in
young women given lhat cancer in young women tends to be more
aggressive?
2.! How often is cancer missed on biopsy (false negative rate)?
2.6 Tumor Characteristics
1.! What proportion of women are diagnosed with each type of cancer (example:
hormone receptor positive)?
2. In what ways are tumor characteristics different in young women?

3.I Should further diagnostic workup be done for women displaying more aggressive

tumor biology?

4.! How can we make information on tumor characteristics more available and
understandable to patients?

5. What is oncotype DX, who is it offered to and why is it not routinely testing
not standard of care?

6. What tumor markers are available but not currently used routinely in
Canada?

2.7 Physician Education & Delivery of Information
1.! How can we improve awarenesseairly onset breast cancer for physicians and

reduce the interval between a patient complaint and workup? How can we educate

health professionals on suspicious findings to reduce tthdgnosis/delayed
diagnosis?
2. How can we improve awareness of inflamnmatioreast cancer?

3. How can we improve communication and responsibility of roles between Family

Physicians and Oncologists?

4. How can patients become more informed about the particulars of their diagnosis

without access to their chart?
5.1 Often youngpatients are given information meant for older patients and not

specific to their disease. How can we improve physician education regarding early

onset breast cancer?

6. Is there a role for referral of young patients to family physicians more
knowledgeable ithis area?

2.8 Patient Education

1.! How can we improve patient understanding of their disease?

2. What written resources exist that are current regarding breast cancer in young
women?

3. Is there a checklist or resource available for young women outliningntine e
process so steps are not missed?

4.! How can we improve patient understanding of outcomes specific to their tumor
characteristics and stage?

5. How can young patients gain access to more detailed versions of reports? Is
there a role for a patient portal?

SECTION Il'l: TREATMENT

! "XB



3.1 Neoadjuvant Chemotherapy

1!

2.

What is neoadjuvant chemotherapy and which patients should undergo
neoadjuvant chemotherapy?
Is neoadjuvant chemotherapy more often necessary in younger patients?

3.2 Surgery

1!
2.
3.

4]
5.
6.!

7.
8.

9.

What surgical options are available?

What are the risks and possible complications of surgery?

Why are some women treated with surgery first while others are treated with
chemotherapy first?

How often are margins positive requiring a second surgery?

Does residual scar tissue affect the ability to detect recurrence?

What is a sentinel lymph node biopsy and how does this compare to an
axillary lymph node dissection?

Who requires an axillary lymph node dissection?

Are the outcomes of lumpectomy and mastectomy the same for young women as
older women? In the longerm, which surgical option (mastectomy or
lumpectomy with radiation) provides the best overall survival in gomomen?
Does local recurrence impact survival in young women?

Are young women over treated for their breast cancer?

10.!What is the role of bilateral mastectomy in young women?
11!What is the recovery time from surgery?
12!When can one expect full range of motion in shoulder following axillary

dissection?

13!What is the incidence of lymphedema following SLNB and axillary

dissection?

14!Doessurgeonpreferencer practice variations amongst surgeons result

performing certainprocedures in young women over others?

3.3 Adjuvant Chemotherapy & Endocrine Therapy

1!

2.

3.

4

5.

7.

What chemotherapy and endocrine therapy options currently exist? How do

they work? When does therapy typically commence? How long is therapy

and what are the expected sigteffect profiles?

What is the specific efficacy of SERMs, Aromatase Inhibitors, LHRH agonists
and hormone deprivation therapy in the context of YWBC?

What is the best mode of hormonal therapy/chemotherapy combination in the
adjuvant setting for YWBC?

In what context should young women with breast cancer receive more aggressive
treatment?

What are the optimal chemotherapy and targeted therapy regimes for each tumor
type in young women?

1 When is ovarian suppression (GnRH agonist or oophorectomy) appropriate

in the treatment of YW with ER+ disease? Is inducing menopause in a young
woman a valid treatment approach?

How can we identify young women who may be candidates for endocrine therapy
alone versus combined adjuvant or neoadjuvant chemotherapy withiaedocr
therapy?
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8.I Are there any modifiable ways to prepare your body for chemotherapy treatment
to reduce side effects (example: weight training prior to initiation of
chemotherapy to improve muscle mass)?

9. Why do certain chemotherapy agents cause cognitiveimeat or OchemfngO
and how long does this siddfect typically last?

10!What is the effect of an interruption to hormonal blockade on recurrence?

11!Does caloric restriction affect efficacy of chemotherapy?

12)Are there dietary recommendations that can im@side effects associated with
chemotherapy?

13!What is the impact of Vitamin C on chemotherapy efficacy?

14!What duration of tamoxifen therapy is optimal for young women diagnosed with
breast cancer? 5 or 10 years? What are thetking ramifications of hormone
therapy given the longéifespanof YWBC?

15!What is the optimal type of endocrine therapy in young &

16.ls it safe to stop endocrine therapy for a period of time to have a pregnancy? How
does this impact recurrence? Overall survival? Is there an optimal time for this
interruption?

17!What evidencebased recommendations exist to manage sigéfects of
various chemotherapy agents?

18!What alternatives exist to hormone therapy?

19!Is there a role for exivo testing of tumors to predict response to chemotherapy?

20!What are the longterm side-effects of treatment?

21!How does chemotherapy affect hormonal balancetpestment?

221s there a way to predict infertility prior to initiation of chemotherapy?

23!What are the effects of chemotherapy on heart function?

24 How does hormone therapy affect cardiovascular disease and does long term use
in young women lead to increased incidence of cardiac events?

25!What proportion of YWBC have difficulty managing weight on endocrine therapy
and what recommendations exist to beahage weight while on endocrine
therapy?

26.!ls chemotherapy or endocrine therapy over prescribed in young women?

27 What variation in prescribing practice (chemotherapy and endocrine therapy)
exist based on specialist?

28lls there a role for ovarian suppresseambined with aromatase inhibitors and
adjuvant zoledronic acid (over tamoxifen)high-risk premenopausal women?

29.!What proportion of women develop chemotherapy induced menopause at various
durations of therapy?

30.!Do sideeffects of endocrine therapiespnove with time?

31!How many women experience weight gain on aromatase inhibitors?

32!What recommendations exist surrounding pregnancy and initiation of
chemotherapy?

33!What is the optimal timing for initiation of chemotherapy following surgery?

34How can we adeauely inform patients about the chronic treatment-sifiects
such as fatigue, memory loss, anxiety, body dysmorphia and possibility of not
being able to resume pteeatment life so that they can plan accordingly?
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35!What can longerm or late appearing pbigal side effects such from breast
cancer treatments be reduced or prevented in young women?

36.!Do young patients experience more severe neurocognitive side effects from
chemotherapy? Does this impact their lgagn risk of dementia?

3.4 Radiation

1.! Why is the role of radiation? What doses and duration are used? What is the
side effect profile?

2.! What are the longterm effects of radiation?

3. What is the effect of radiation following breast conserving surgery on ability
to breastfeed?

4! How can we best prevenvmplications of radiation such as lung fibrosis?

5. What is the difference between the radiation one receives post breast
conserving surgery versus other radiation regimes?

6. What is the efficacy of radiation in someone who has already received
radiation in the past?

7. Are there any barrier creams or ways to prevent radiation irritation to skin?

3.5 Reconstruction

1.! What are the reconstruction options?

2.! What proportion of young women choose each option and what are the
satisfaction ratings for each option?

3. What proportion of young women have recurrence following mastectomy with
flap reconstruction?

4! What happens to various reconstruction options during pregnancy?

5.I Given the increased focus on reconstruction, how can we best support patients
who opt not to has reconstruction?

6.! Does immediate reconstruction make it more difficult to identify local recurrence?

7.) What proportion of women require adjuvant radiation who had immediate
reconstruction?

8. What are the risks and possible adverse shoeraind long-term implications of
reconstruction?

9. When advising patients, is immediate or delayed reconstruction preferred?

10!What is the lifespan for various implants? What types of implants are used?
What are the possible common and rare sideffects of implants?

11!How is surveillance impacted by reconstruction option?

12!For women who have undergone breast conserving surgery, do
reconstruction options exist?

13!What is the evidence for nipple sparing reconstruction? Is recurrence
impacted by the decision to use nipple sparing techrnigs?

14!What proportion of young women undergo reconstruction?

15!What factors impact not having a specialist consult for reconstruction prior to
oncologic procedure?

3.6 Fertility

1.! Which breast cancer treatments cause infertility?
2.! How do existing factors sudas age, ovarian reserve at time of diagnosis, BMI
etc. modify the risks of experiencing infertility from cancer treatments?
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3. Are there any therapies or modifiable strategies to lessen the impact of cancer
treatments on fertility?

4! What are the fertility options for YWBC?

5.I Do fertility preservation methods impact risk of upstaging in hormone sensitive
breast cancers?

6.! How do various chemotherapy and endocrine therapies impact fertility?

7.) What proportion of young women are offered a fertility consultatiorong?rAre
there factors that impact or prevent specialist referral (example: being closer to
40, single, existing children, advanced disease etc.)?

8. What is the average cost of fertility preservation and is this covered by
provincial health care?

9. What propetion of women undergoing chemotherapy will experience infertility?
What are the risk factors for infertility?

10.What proportion of women will have return of ovarian function after treatment? Is
there a difference in reversibility of fertility according ge& In those that regain
menstrual cycles, what proportion are able to conceive?

11!How does return of ovarian function affect recurrence?

12lIs ovarian stimulation safe in those with hormone sensitive breast cancer?

13!What is the impact of surgery or radiation onfertility?

14)What is the best method for preserving fertility?

15!Are there ways of predicting return of fertility that could help guide preservation
choices?

16.In those that will experience a return of ovarian function post treatment, what is
theaverage time to return of function?

17!What is the impact of age in return in fertility?

18!Does a breast cancer diagnosis impact ability to adopt?

19!How can financial barriers to fertility preservation and fertility treatments be
reduced for young women with &gt cancer? How many women wanting
fertility preservation are not able to receive it due to financial constraints?

20.If you are diagnosed with cancer during pregnancy, do you have fertility
preservation options?

21!What is the effect on recurrence and monadit opting out of or delaying
chemotherapy to accommodate fertility preservation options?

22 What strategies can physicians employ to ensure patients have had an adequate
chance to consider fertility in the midst of a new diagnosis?

23!How likely are YWBC thahave fertility treatments to have healthy children? Are
there any studies reporting on letegm outcomes?

24)What is the impact of fertility treatments on letggm outcomes in YWBC?

251In what time frame should fertility preservation be done? How often diges th
delay treatment? What proportion of YWBC forgo fertility preservation due to
feelings of Onot having enough timeOQ?

3.7 Clinical Trials

1.! How can we increase awareness [for patients and physicians] and participation in
clinical trials?

2.! How can we increasawareness and participation in clinical trials for patients
treated in peripheral hospitals?
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3. What clinical trials are currently being conducted for young women with
breast cancer?

4! What regimes are currently being studied (in various clinical trial phasds
what is the current evidence for them?

5.I What clinical trials currently exist for surgery?

6.! What clinical trials currently exist for radiation therapy?

3.8 Education on Treatment

1.! What resources currently exist for young women with breast cancer?

2.! Why is there so much treatment variation?

3. Are there centralized and accurate resources for physicians and patients regarding
early onset breast cancer?

4! Why are there so few subspeciapstysicians in Canada who focus on early onset
breast cancer?

5. What is the perceived level of education patients are receiving on their diagnosis
and treatment? How well do patients understand their disease?

3.9 Innovation

1.! What novel techniques abeing tested to detect stray cancer cells or micro
metastases?

2. What novel genetic testing is currently being researched?

3. What novel tumor markers are currently being researched?

4! What is the role of phytoestrogens in hormone sensitive breast cancer?

5. Are there current immunotherapy options for breast cancer in young women
in Canada? If so, in what institutions are they available, how much do they
cost and what is their efficacy?

SECTION IV: FOLLOW -UP & MONITORING

4.1 Surveillance Modality

1.! What is the current recommended surveillance modality?

2. Why are PET scans not conducted in routine surveillance?

3. Are there biological markers that could be used in surveillance to detect cancer
cells and what would be the current comparison to gold standard surveillance
modalities?

4.2 Support Services

1.! What support services exist to improve patient education?

2.! What support services exist to assist with sexual health concerns?

3. What support services exist to help patients navigate the system? [checklists,
connecting to resources, single, ugo-date relevant resource]

4. What support services exist to help YWBC care for young children during
treatments?

5. What support services exist following treatment? [abundance of resources
during therapy but lack of resources after, recovey expectations, coping
with chronic fatigue, anxiety over recurrence]

6. What support services exist to help your partner or spouse deal with a breast
cancer diagnosis? [couples counselling]
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7.! What financial support services exist? [loss of income, short ter and long
term disability, addressing gaps in employment on resume without disclosing
diagnosis, transitioning to alternative job roles]

8. What support services exist to assist in return to work? [both for patient and
employer, disclosing diagnosis to empyer, employee rights, resources and
sensitivity training for employers]

9. What support services exist to address mental health? [counselling,
psychotherapy, cost of therapy, automatic enroliment following diagnosis]

10!What support groups exist specificallyfor YWBC? [online, in-person]

11!What support services exist for physical activity, exercise and nutrition?

12!How can we improve equitable access to support services and ensure that access
is less of a burden to patients?

13!How many facilities have dedicated nurse practitioners or nurse navigators to
assist with accessing support services?

14)What online support services exist for YWBC?

15!What support services exist for dealing with issues of body image?

16.!What support services gist for the child or children of a YWBC?

17 What support services exist for teenagers of YWBC?

18IWhat support services exist for friends of YWBC?

19!What resources exist to help YWBC navigate dating during or after
diagnosis?

20!What is the evidence for a patigortal to help patients navigate resources and
manage appointments and follaya?

21!Why arethere so fevageappropriateesources for YWBC?

22 What 24-hour dedicated service is available to YWBC [if any]?

23!What longterm studies on recurrence exist to egu@png women with
information regarding treatment, reproductive therapy and other life decisions?

241In what ways do YWBC experience psychosocial aspects of their disease
differently than older women?

25IHow can we support YWBC dealing with feelings of guilregret due to the
trauma incurred by partners? How can we reduce strained feelings on sexual and
emotional connections and improve communication between partners during the
cancer process?

26!How can we better support partners and caregivers to deal wati\ear burden?

27 IFor unmarried individuals, how can a diagnosis of breast cancer affect dating and
future relationships?

28!What supports exists to help YWBC cope with the guilt of possibly passing
along deleterious genetics to children?

29!How can we support WBC with the physical disturbances they experience?
(especially hair loss, breast changes)

30.!What resources exist to assist YWBC with disability paperwork, dealing with
unintentional punitive consequences at work and financial consequences?

4.3 Surveillance

1! What is the typical surveillance schedule?

2. What are the recommended surveillance schedules given different stages of
disease?
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3. What is the optimal duration of surveillance following a diagnosis of breast
cancer in a young womaim&the typical 5 year f@dwing remission appropriate
for young women?

4. When should YWBC return to routine screening?

5. Which care provider should be arranging surveillance? What is the optimal
duration for specialist services?

6. What is the role of following tumor markers in breastcsa?

7.1 Is there a way to pay out of pocket or utilize private insurance to have more
frequent imaging?

8. What bloodwork should be monitored?

9. What imaging modality should be used predict or detect recurrence and
metastasis?

10.!Should patients beperforming self-examinations post treatment? How
should this be done and how often?

11!Should there be followap imaging following mastectomy [given chest wall
recurrence, recurrence in TRAM reconstruction etc.]?

12!Are there surveillance schedules or checklistto help patients navigate and
schedule ongoing testing?

13!What is the role of Oncotype testing for assessing risk of recurrence?

141Should surveillance scheduling be tailored to disease biology? [example: should
women with triple negative disease have moeguent surveillance than other
women?]

15!Should earlier screening be done for other cancers given the diagnosis of breast
cancer?

16.Why is there so much physician variation on surveillance [imaging, duration of
follow-up etc.]?

171Are there family physicians thapecifically follow young patients with cancer
diagnoses? [beyond the period of the cancer center]

18!How can we best educate YWBC on signs and symptoms of recurrence?

4.4 Sexual Health

1.! How can we improve physician discussion and patient education orl bezilth
concerns?

2. How can we increase awareness, screening and interventions to improve sexual
health for YWBC?

3.! Are there safe therapies to help with painful intercourse?

4! What is the efficacy of pelvic floor physiotherapy following treatment?

5. What resources exist for young women experiencing sexual health issues or
sexual dysfunction following treatment?

6.! What are the longerm side effects of hormonal therapy and what symptoms and
duration of symptoms can patients expect as it pertains to their seslthl &nd
sexual function?

7.1 Are there any alternative therapies that have evidence base [example: nutritional
modifications] that can improve sexual health?

8. Should YWBC have automatic referral to a gynecologist upon initiation of
therapy?

9. What is the impacof mastectomy on sexual health and body image?
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10!Are there sexual precautions that women undergoing therapy should be
aware of?

4.5 Menopausal Symptoms

1.! How should bone density secondary to eartget menopause be monitored?
Should baseline bone density performed?

2. What are the longerm consequences of menopause on YWBC?

3. For women who experience eadynset menopause secondary to treatment, how
should they decide whether and when to switch from tamoxifen to an aromatase
inhibitor?

4.! What are the symptoms of menopause and when during treatment does this
typically occur?

5.I Are there therapies to decrease menopausal symptoms?

6.] Are there educational resources to help guide young women experiencing
early onset menopause?

7.1 Are there clinical predictorsfevho will experience ovarian suppression and
menopause?

8.! Following treatment, are the menopausal symptoms reversible? What proportion
of women will experience reversal?

4.6 Risk Factors for Recurrence

1.! What are the risk factors for recurrence in YW diaguosith breast cancer?

2.! What are signs/symptoms should YW diagnosed with breast cancer look for
indicating local/regional recurrence as well as metastasis?

3. What portion of YWBC develop a recurrence? What proportion develop a
second primary?

4.! How does pregancy affect recurrence risk?

5. What therapies reduce risk of recurrence and by what percentage?

6. What lifestyle factors reduce risk of recurrence?

7. What is the benefit of prophylactic surgery (bilateral mastectomy as well as
oophorectomy) on reducing recurrence?

8.I Should hormone levels be monitored in those with hormone sensitive breast
cancer to reduce recurrence?

9. Are there clinical prediction tools that exist to predict recurrence based on specific
patient factors?

4.7 Management of Recurrence

1.! How are recurences managed (local/regional and metastatic)?

2. What is the life expectancy in those with recurrence?

3. What proportion of women have recurrence?

4! When is the rate of recurrence highest?

SECTION V: END OF LIFE ISSUES

5.1 Symptom Control
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6.1 Mental Health & Wellbeing
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SECTION VIl : OTHER

7.1 Holistic/Naturopathic/Alternative Therapies
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S#! Are depression or chronic stress levels related to risk of developing breast cancer?
[10+ 7]

3. Are there biologic markers that could be used as a sngeendetect cancer cells
and comparison to current gold standard screening modalities? [5+10+2]

4! Is it safe to stop endocrine therapy for a period of time to have a pregnancy? How
does this impact recurrence? Overall survival? Is there an optimal tirtiesfor
interruption? [6+9+2]

5.I Are the outcomes of lumpectomy and mastectomy the same for young women as
older women? In the longerm, which surgical option (mastectomy or
lumpectomy with radiation) provides the best overall survival in young women?
Does lo@al recurrence impact survival in young women? [44{8
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8. What lifestyle factors reduce risk of recurrence1[3

9. What are the risk factors for recurrence in YWBC? [3+9]

10.w8: 2><!furtherdiagnostic workup be done for women displaying more aggressive
tumor biology{7+ 4]

11!What is the effect of an interruption to hormonal blockade on recurrence? [5+6]
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13!What poportion of young women develop a recurrence following mastectomy
with flap reconstruction? [5+4]

"A#1%: =1526!=11G13417<16470C!C-?6 ;!=:916!24176501231<!073L! : f!'<1E1>: D76 ; 1G01234!
526510t!&01!48101!126C!4 : =>3148241526!D01<7541073L14824120113D1570752>>C! O - <7(71<!()- 0!
C:?6;!=:916t!rcs!

15.1Do fertility treatments (for example IVF) affect the risk of developing breast
cancer? Are fertility treatments safe in BRCA genetic carriers? Is there a dose
effect (for instance number of cycles of IVF) with risk? [9]

16.!Do inflammatoryor autoimmune diseases increase the risk of developing breast
cancer in young women? [9]

17!What is the optimal age to initiate breast cancer screening and why do we
currently not screen women earlier? [9]

18!The interval period between diagnostic testing r@eeiving a diagnosis is
particularly stressful. Is there a way to reduce anxiety during this periof[? [2

19.Is pregnancy safe if you have been diagnosed with hormone positive breast
cancer? Are subsequent pregnancies after a diagnosis of breast canfidrdnarm
beneficial? Does this differ based on tumor type? [8]
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20!How much do lifestyle factors (specifically diet and exercise) reduce the chance
of developing breast cancer in young women? [8]

21!Are there particular risk factors for early onset disease that atcritical phases
of development? (for instancexutero, childhood or puberty) [8]

22In what context should young women with breast cancer receive more aggressive
treatment? [8]

23IShould hormone levels be monitored in those with hormone sensitive breast
cancer to reduce recurrence? [8]
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25lls there a benefit to referral to a tertiary care center given thelexitg@and
nuances of breast cancer treatment for young women? [7]

26!How can we identify young women who may be candidates for endocrine therapy
along versus combined adjuvant or neoadjuvant chemotherapy with endocrine
therapy? [7]

27 What is the best mode obhmonal therapy/chemotherapy combination in the
adjuvant setting for YWBC? [7]

28!What are the longerm and late effects on a motherOs health and overall survival
as well as the health of the baby following exposure to cancer therapies in utero?
[7]
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30.!What are the longerm consequence$ menopause on YWBC? [6]

31!What genes are currently being examined for their role in breast cancer? [6]

32)Are there any modifiable ways to prepare your body for chemotherapy treatment
to reduce side effects? (example: weight training prior to initiation of
chanotherapy to improve muscle mass) [6]
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36.Are young women over treated for their breast cancer? [4]

37)What is the optimal type of endocrine therapy in young women? [4]

38.!Does immediate reconstruction make it more difficult to identify local recurrence?
[2 +1]
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40!What are the specific factors in the tumor microenvironment of YWBC that
contribute to a worse prognosis, alter treatment responses, and increase the risk of
local recurrence, distant relapse and decreased overall survival? [3]

4110ften young patients are given information meant for older patients and not
specific to their dise@s How can we improve physician education regarding early
onset breast cancer? [3]
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42 !What proportion of young women choose each option and what are the
satisfaction ratings for each option? [3]

43!Why do certain chemotherapy agents cause cogmitigairment or OcherfogO
and how long does this siddfect typically last? [3]
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AQ#!What is the impact of mastectomy on sexual healthbadg image? [2]

Ae#!Do young patients experience more severe neurocognitive side effects from
chemotherapy? Does this impact their ldagn risk of dementia? [2]
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48What novel tumor markers are cemtly being researched? [1]

49What is the optimal duration of surveillance following a diagnosis of breast
cancer in a young woman? Is the typical 5 year following remission appropriate
for young women? [1]

50.!Are there biological markers that could be useslirveillance to detect cancer
cells and what would be the current comparison to gold standard surveillance
modalities? [1]

51!Why does the risk of breast cancer increase during theppasim period (up to 5
years after giving birth)? [1]

52 What longterm studes on recurrence exist to equip young women with
information regarding treatment, reproductive therapy and other life decisions?

[1]
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