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VICC Catchment Area Reduce burden of cancer

in catchment area

Reduce cancer disparities
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Aims

Conduct a multi-level needs assessment in rural counties in the VICC catchment area

Establish network of rural health care providers and pilot—test telehealth initiatives

Treatment Survivorship

End of Life Care

Prevention Early Detection Care Delivery
Follow-up
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Community organizations and patient
advocates across TN, KY, AL

Facilitates building collaborations with partners
In new areas

MVT Cancer Partnership CAB

Community members, survivors and
organizations from Nashville area

Advice on culturally-appropriate research and
community engagement strategies




Rural Counties Engagement Rural-Urban Continuum Codes (RUCC) Classification

|n th e CO mmun |ty RUCC Classification 1, 2 and 3
- RUCC Classification 4, 5 and 6

Indiana J - RUCC Classification 7, 8 and 9
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Advisory, Focus Groups & Key Informant Interviews

Top Needs:

1. Access to educational information

 Nutrition & behavioral changes to decrease cancer risk (prevention)
& enhance health after cancer care

2. Barriers to care
» Fear of detecting cancer, lack of education
» Distance to facilities, inadequate transportation
 |nsurance concerns

3. Better support for patients and caregivers
« Support groups and patient navigators

Recommended strategies:

« Access Barriers: Telehealth services and local on-site patient navigators
* Improved coordination between oncology and primary care




Community
Hospital Surveys

State and
Federal Sources

Stakeholder
Telehealth
Surveys

Primary
and

Secondary
Data Collection
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Health Care, Health Behavior and Prevention

United States: Catchment Area:
l Overall Bl Overall " White M Black [ Hispanic
r)
76%
Have a Regular
Healthcare Provider 60%

Healthy People 2020 goal: 84%

Could Not See A
Health Care Provider 25%

Because of Cost No Healthy People 2020 goal established



Health Care, Health Behavior and Prevention

United States: Catchment Area:
Il Overall Bl Overall ¥ White [ Black [ Hispanic
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Health Care, Health Behavior and Prevention

United States: Catchment Area:
Hl Overall Bl Overall ¥ White [ Black M Hispanic

Adult Obesity

Healthy People 2020 goal: 31%

L)

Youth Obesity

Healthy People 2020 goal: 16% 0



Health Care, Health Behavior and Prevention

United States:
Il Overall
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Activity
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Adult Physical
Activity
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Health Care, Health Behavior and Prevention

United States: Catchment Area:

Il Overall Bl Overall @ White M Black M Hispanic
O
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Self-Rated Health
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Health Care, Health Behavior and Prevention

United States: Catchment Area:
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Community Health Needs Assessments

Priorities Selected:
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Telehealth Services Interest Survey Participant
Occupation by Rural Classification
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Telehealth Interest Survey: High/Very High Interest in Services
by Rural Classification
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Telehealth Interest Survey: High/Very High Interest in Services
by Healthcare vs Non-Healthcare Occupation
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- @ Inherited Cancer Registry (ICARE)

« Launched in 2010 to create a registry of individuals with inherited cancer predisposition

« Most individuals with inherited cancer tested and treated in community hospitals/practices

« Created mechanism to Promote Community-Academic Partnerships

ICARE

INHERITED
CANCER REGISTRY

Mission Statement:
“To end the cycle of inherited cancer through research, education, and engagement.”

Common Goal:
“To improve the lives of patients and families at risk for inherited cancer.”



Access at:
Inheritedcancer.net

ICARE /"

Inherited Cancer Registry i
Home Our Team ~ Parfioipants & Providerc Newslatters «~ Cace Conference ~ Our Recearch Conteot Seeyrds beer q
R DM 10 e T oy “To end the cycle of inherited cancer through research, education,
et o e

Seeze selez Ctner
Inherites Cancer Registry (ICARE) = =8
sommentz

Cick harm 0 5arTh ICARE nowsisfier arficina & posts

Phona: (615) B75-2484

1500 21st Ave. So., Sule 2810 Fax: (615) 3433343

Nashvile, TN 37212

Emall: ICARE@inhartscCancer.nat
Privacy Policy




ICARE Provider Partners: >200
providers who recruit to our registry
and/or attend our case conferences

85% 2010
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f];? Inherited Cancer Registry (ICARE)

ICARE Participants: Amongst the
largest inherited cancer registries in
the US with over 3400 participants




Developed based on study feedback to enhance family sharing

of genetic test results:

GeneSHARE Toolkit:
www.geneshare.net

GeneSHARE

A toolkit to help share positive genetic test results across family
members

Hama Taols fo Shore Genedc Tast Besults | Collecing Your Family Histony

Frofessicnal Mear Yaou

Please view the below video to understand the impertance of
knowing about positive genetic test results in the family

Resize font:
E:)=

Please use Chrome, Firefox, Safarl, or Microsoft Edge to view the balow

Select the "Sulbmit® button below afier viewing the video. You will then ba
asked to provide your feedback and let us know if we can provide you with
additional information.

Email: ICARE@inheritedcancer.ret | Phone: IIS'IS:I 8752444 | Contoct
Form: inheritedconcernet/ contacty

GClick here to leam maore
about inhertad cancers

ICARE

INHERITED L
CANCER REGISTRY

Follow us to atay informead!

flvlQlin

Tools to Share Genetic Test
Rasults

Caollacting Your Family History

Find a Genatics Health

Professional

Tools te Share Genetic Test Results

Omce someone knows they have inherited cancer because of a cancer risk gene, it is
impartant lar thesm 1o share this information with ther Tamily members,

here iv generoie o personalized better to help share posii

tic fest resulis
with tamily mibesirs

Additional resources are induded below to assist individuals in sharing genetic
inlarmation with famiky mesmbére:

¥ Fomily Sharing Letters

¥ Fomily Sharing Worksh et

¥ Fomily Sharimg Brochure

¥ Video te Highlight the Importance of TesSing in the Fomily

Collecting Your Family History

It i really important to discuss waur Family health higtory with yowr healthcare providers
and your family members, because it can contribute bo keeping you healthy! Please uss
the wok below to collect yaur family health history information and shane it with your
redatives and healthcare providerss.

@ Centers for Disease Contral and Prevention [CDC] - My Family Health Partrait

o Genetic Allianee - Do |8 Bun in the Familky'? Tool

Find a Genetics Health Professional Mear You

To find & genetics health prolessional in your area, please use the following webdites:

Mational Saciety of Genetic Caunselars (MSGE) Find a Genetse Counselar
Mational Cancer |netitute [MCI) Cancer Genelici Services Directory
Arnerican College of Medical Genetics and Genamics [ACKMG) Find & Genetic Service

o

o



http://www.geneshare.net/

. CARE &
|
‘ Inherited Cancer Registry

A free online toolkit for
participants to help share
positive test results with
family members

Family Sharing Letter

Pleass [l in the below Felds in order 10 pogulate a family sharing letter to assist you in sharing yous positive genetic 1ot results vith
your famiky. Flease use first names anky.

Taday's Dane Please enter today's da
Your First Name: Please enter waur First name ‘

Family Mambar's Please enter the first name of the family member vou wish to share your result
First Mame:

By campleting this form, you consent to having this website stare yaur suhmitted infarmaticn in arder to generate a family sharing
letter for wou.

Submit!

Presented by: ICARE .-! )

Wit Carsor Raglsiry ]

Dear R

| hope you are doing well. | recently had genetic testing for inherited cancers and learned some

information that may help you. | have a gene mutation (pathogenic variant) in the

gene.

Because we are blood relatives, you may also have this gene mutation. People with a gene
mutation in this gene have higher risks for cancer. Knowing this information can often help

them lower their risks or find cancer early (when it is easier to treat).

Experts recommend that you share this information with your healthcare provider and
schedule an appeintment with a genetics expert. They can explain what my test result might
mean for you and your family. They can also help you decide if genetic testing is right for you.
Genetic counseling and testing may help you and your healthcare providers manage your

cancer risk

If you would like to find a certified genetics healthcare provider near you, please visit the
National Society of Genetic Counselors (www.nsgc.org) or the American College of Medical
Genetics (www acme net) website. To view a 5-minute video that explains how genetic testing
can help family members, please visit www . geneshare.net. More information about inherited

cancers can be found at www.inheritedcancer.net.

With best wishes for good health,

ICARE @InheritedCancer.net | www.InheritedCancer.net | Follow us on: n g l@l m




._3: ICARE: Genetics Case

' Conferences

Now offering CME/CEU credits!

As part of our educational engagement efforts, |CARE hosts an hour-
long monthly web-based Genetics Case Conference. Healthcare

prﬂvld‘ il (] 1 L o 1R R
regula Thursday, March 5t Colorectal Cancer & Polyposis Syndromes e
expert 11:30am - 12:30pm In recognition of Colorectal Cancer Awareness Month
7 .1 gth
Thursday, April 9 Presenter Choice .
11:30am - 12:30pm cowitz, MD, PHD
[ ] TO nice
Thursday, May 141 Variant Classification s Synromes
11:30am - 12:30pm Guest Expert: Rebecca Smith, PhD L
Contact ICARE for more information: ICARE@inheritedcancer.net o
* Inherited blood cancers o o Presenter Chocs
e Total conferences held: 83 1:ﬁ3u[;assnaf'1J;;I;oim Guest Expert: Mohamf;,f;del-Rahman: MD, PhD
Thursday, August 13" T
e #unique sites: 132 BT | hp_t dBtI :Z
® #Unique individuals: 400 Thu1r1si:d3%;;r?e_p§ezr:r13t{>;rr;0 Guest Expert: Sarah Bannen, MS, CGC
. Thursday, October L . N i Elrea?t Cancer . o
e Cumulative totals for all conferences: R e o e
hd #SiteS: 1372 11:3[Ja:m—12:30pm =D
. . Thursday, December 10% !
* #individuals: 2800 o o Presenter Choice

*Focus may change due fo unforeseen circumstances. If there is a change in the focus, ICARE partners will be
notified.


mailto:ICARE@inheritedcancer.net

Access at:
Inheritedcancer.net/newsletters

|ICARE Newsletters

ICARE NEWSLETTER

The ICARE bi-annual newsletters are a means to disseminate updated information to
healthcare professionals and ICARE participants. Each newsletter briefly outlines
recent clinical and research updates pertaining to risk assessment, testing options,
and management of those with inherited cancer predisposition, among other topics.

Please use the following drop-down menus to access each newsletter edition:

English Newsletters Spanish Newsletters

Click here to search ICARE newsletter articles & posts




71; CAPS Updates

ICARE NEWSLETTER
WINTER 2020

Updated Pancreatic Cancer Screening Guidelines
through CAPS Consortium

The International Cancer of the Pancreas Screening (CAPS)
Consortium recently published updated recommendations about
pancreatic cancer screening through MRI/magnetic retrograde
cholangiopancreatography (MRCP) and/or an endoscopic ultrasound
(EUS).! Specifically, these guidelines now recommend that individuals
with a CDKN2A or STK11 mutation begin screening at age 40.
Screening for individuals with a BRCA1/2, ATM, PALB2, MLHI1, or
MSH2 mutation is only recommended if they have at least one first-
degree relative with pancreatic cancer, beginning at age 45-50 or 10
years younger than the youngest relative diagnosed with pancreatic
cancer. These guidelines were developed through expert consensus
based on existing research; however, there remains a need for more
information to understand the benefits and risks of pancreatic cancer
screening. Both patients and their treating providers should be aware
that these guidelines have some differences from the recently
published NCCN genetic/familial breast, ovarian, and pancreatic
guidelines, as outlined in the table below.?

Age to Begin Pancreatic Cancer Screening per NCCN & CAPS

Gene NCCN (V.1.2020) CAPS (2019)
STK11 Begin at 30-35 Begin at 40
CDKN2A Begin at 40 Begin at 40

BRCA1/2, PALB2, ATM,

MLH1, MSH2, MSH6

EPCAM, TP53 Begin at 50 Not included
iGoggins, et al. Gut. 2020 Jan. PMID: 31672839; 2NCCN Practice Guidelines. V.1.2020. 2019

Dec. Available at: NCCN.org
Social media post: https.//tinyurl.com/ICARE202026

Begin at 50 Begin at 45-50

ICARE?‘

Inherited Cancer Registry

Updated Pancreatic Cancer Screening
Guidelines through CAPS Consortium
Recently, the CAPS guidelines for pancreatic

cancer screening were updated to recommend
screening for the following groups:

« Starting at age 40 for all carriers of mutations
in:
and
« Starting at age 45 to 50 only if have at least

one close relative with pancreatic cancer for
carriers of mutations in:

ICARE?;

Inherited Cancer Registry

WHOA!

DID YOU KNOW?

NCCN and CAPS differ for pancreatic cancer

screening recommendations.

NCCN CAPS
(V.12020) (201Q)

Begin at 30-35 Begin at 40

Begin at 40 Begin at 40

Begin at 50 Begin at 45-50

Begin at 50 Not included
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? More Featured Items in Winter 2020 Newsletter

Updates to National Comprehensive Cancer Network (NCCN) Genetic/Familial High-Risk Assessment:
Breast, Ovarian, and Pancreatic (Version 1.2020, posted December 4, 2019)

There were significant updates and restructuring of the guidelines, with some highlights included below:

» Substantial reorganization of the guidelines as follows:
- Now organized hy organ site, rather than primarily by
certain high penetrance genes
- Focused efforts to simplify genetic testing criteria

» PALB2: Recognized as a high penetrance gene, for which
discussion of risk-reducing mastectomy is appropriate

» BRCA1/2: Prostate cancer screening to be initiated at age 40

» Pancreatic screening guidance included:

Ask the Expert

Through each newsletter, we give our participants an opportunity to have their questions answered by
experts. If you have a question you would like addressed, please email the study team at
ICARE@InheritedCancer.net for consideration in future newsletters. The following question was addressed
by Ben Ho Park, MD, PhD, who is the Donna S. Hall Chair in Breast Cancer, Co-Leader of the Breast Cancer
Research Program, Associate Director for Translational Ressarch, and Director of Precision Oncology at
Vanderbilt-Ingram Cancer Center. Dr. Park is also a Professor of Medicine and Associate Director for Basic
and Translational Research in the Department of Medicine’s Division of Hematology and Oncology.

Q. How is DNA testing done on someone’s tumar different from testing done on someone’s

- Only one flow diagram included, to outline the ‘genetic - STK11 starting at age 30-35
testing process’ - CDKNZ2A starting at age 40
» Following scenarios now outlined: - BRCA2, MLH1, MSH2, EPCAM, PALB2, or TP53: Only if

- Situations in which genetic testing may have low yield

- Situations where referral to a genetics expert is
recommended

there is a close family member with pancreatic cancer

For the complete updated versions of the NCCN guidelines, please visit NCCN.org
Follow this link to view our social media post: https://tinyurl.com/ICARE2019124
Full press release available at: https://www.nccn.org/about/news/newsinfo.aspx?News|D=1790

\

\

normal DNA from their blood or saliva sample?

ICARE &

Inherited Cancer Registry i

Genetic/Familial Breast, Ovarian, and
Pancreatic Guidelines

« Recognized as a high penetrance gene
« Discussion of risk-reducing
mastectomy appropriate

@ « Prostate cancer screening at age 40

Other:
« Scenarios in which genetic testing may
ﬁ have a low yield (and may not be
needed) have been outlined

ICARE &

Inherited Cancer Registry i

tic/Familial Breast, Ovarian, and
Pancreatic Guidelines

Pancreatic cancer screening guidance for:

. (Peutz-Jeghers): age 30-35
. :age 40
i ,or :only if have a
close family member with pancreatic
cancer

Community Spotlight

I was diagnosed with breast cancer in December 2018 and was found to be PALB2+. The PALB2 gene had not been tested for
when my older sister was diagnosed with breast cancer and had genetic testing done four years earlier. This was new! My cancer
was very similar to my sister's, but being PALB2+ changed my treatment plan and informed me of my possible higher cancer risks
for recurrence and other cancers. Like my sister, 1 had one small tumor in one breast. | could have just had a lumpectomy with
radiation and chemo (depending on OMNCA result) followed by oral medication, and then just live with a risk of recurrence. The
other treatment option was a skin saving, nipple sparing bilateral mastectomy with FLAP
reconstruction followed by 5-10 years of oral medication. This would have reduced my risk of
recurrence to below 10%. It was a no brainer for me - | chose the latter. After my breast surgery,
| was then told PALB2 was linked to ovarian cancer, so | started seeing a high-risk gynecologist.
After months of discussions with my gynecologist and oncologist, | decided to hawe an
oophorectomy. This was prompted by my PALB2 risk and my adverse reaction to Tamoxifen. The
only way to get off the Tamoxifen was to put me into menopause by removing my ovaries, which
at the same time, would lower my ovarian cancer risks. Again, this was a no brainer. It's two years {2
after my diagnosis, and I'm in a really good place. My cancer is nearly behind me, as | don't think e
about it on a daily basis. I'm feeling great and look even better ;) My energy levels are back to
nermal, I'm playing competitive tennis, and I'm spending time with my family traveling and

I @INHERITEDCANCER 1

DID YOU KNOW? TREATMENT ADVANCES CANCER RISKS NEW GENES
ICARE 733 CICARES ICARE:

NEW GENE ALERT:
Pon cel

ADVANGES IN TREATMENT:

Treatment with . "
immunotherapy i Avelumab) .
may benefrt those with Lynch b x it
Syndromerelatedt 7 @
el e st O Do
ohest eves of exercise:

All social media posts and newsletter articles can be searched on our ICARE website:
https://inheritedcancer.net/category/newsletter-articles/

GUIDELINE UPDATES




ICARE On the Web

ADVANCES IN TREATMENT:

OVARUAN
CANCER

PANCREATIC PROSTATE
CANCER CANCER

ICARE /-

Inherited Cancer Registry ]

BREAST CANCER RISKS

Recent studies suggest BRCA1/2 carriers benefit
from treatment with PARP inhibitors

was not |\ Home OurTeam ~ Participants & Providers Case ( v Our ContactUs Q
associated \\ .

higher risk

InheritedCancer.net
Fy) e
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CANCER THROUGH RESEARCH,
EDUCATION, AND ENGAGEMENT
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c form
Men and women who
- Are age 18 of older Guestionnaire

Have a personal

Have a famil y Pariodic follow-up questionnaires 1o:

- update pecsonal health history
~Participation is voluntan ‘update family helth history

Biological sample coliection

ICARE ICARE

INHERITED INHERITED .
CANCER REGISTRY CANCER REGISTRY

linkedin.com/company/inherited-cancer-registry/ —



Global Molecular Tumor Board: Our Cancer Genomes

* Led by Dr. Ben Ho Park (VICC)
« Monthly 1 hour virtual case conference

* Discussion of complex cases including interpretation
of tumor sequencing results

« Access to multi-disciplinary expertise for complex
cases




Metrics/Details on how to access if interested

@ Scan me

Participating sites (Domestic): VICC, Johns Hopkins, UNC, Mayo,
UWash/Fred Hutch, Allegheny Health, UPMC, UTHSC, OHSU,
St. Lukes (Idaho), UWisconsin/Madison, UT Austin, VCU

Participating sites (International): Singapore, Romania, Germany,
Portugal, Ireland

Meets virtually 4" Monday of every month at 9AM Central using
HIPAA compliant Zoom web based meeting

Upload redacted cases to secure REDCap database:

(Our Cancer Genomes) (must be CLIA grade report or for
International labs comply with ISO 15189 Medical laboratories
standards)

Contact Ben Park if you'd like to join at ben.h.park@vumc.org


https://is.gd/vicc_hope_mtb

Future Directions

yanderbilt-Ingram Cancer Cente,
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Expanding Rural Health Cancer Control Capacity:
Focus on Survivorship

To improve long-term health outcomes for underserved rural cancer
survivors by building capacity to deliver risk-adapted
guideline-based care focused on the unique needs of cancer
survivors

Pilot test the implementation of guideline-based survivorship care
planning in a rural setting using patient navigation plus telehealth

|dentify the facilitators & barriers to future larger scale implementation
of guideline-based survivorship care planning in rural settings

P30CA068485-24S3



Enhancing Cancer Care of Rural Dwellers
Through Telehealth and Engagement

AIms
w Test a multi-level telehealth-based intervention for rural hospitals
Provider level: Patient level:

Molecular tumor board Supportlve care intervention

Cancer: Thr/wng and Surviving

» Study facilitators & barriers to large-scale dissemination & implementation

R0O1CA240093
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Telehealth Services Interest Survey

Give feedback on cancer related services needed in your area

Telehealth
offers a way to
provide services
remotely

Complete 5 minute survey:

@ Online: http://j.mp/2Rvxudf or scan QR code

@ Or fill out paper survey

For more information:

Claudia Barajas
claudia.p.barajas@vumc.org
615-875-7560

VANDERBILT-INGRAM CANCER CENTER




Thank You!

Suggestions?

Questions?




