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providing for the needs of vulnerable and under-served
populations

Vision:

Improving the experience of care, improving the health of
populations, and reducing per capita costs of health care
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Michigan Genetics Plan:
A Vision for the Role of Cancer Genetics In
Public Health, 2003-2008

Sracamanaase Improved health outcomes and an
Improving Health and . .
S enhanced quality of life for the people of

2003

Michigan through appropriate use of genetic
iInformation, technology, and services

First state genetics plans in US to identify
need for cancer genetics in public health!

www.michigan.gov/genomics



http://www.michigan.gov/genomics

Comprehensive Cancer Control
Plan for Michigan 2009-2015 -

Genomics Goal:

Increase availability of cancer-
related genetic information to the
Michigan public and decrease
barriers to risk-appropriate services

First in US to have entire goal for
genomics In state comprehensive
cancer control plan!

http://michigancancer.org/
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Healthy People 2020
(HP 2020)

HealthyPeople.gov mase—

Started in 1979

10-year national objectives for s ]
promoting health and preventin
disease

HP 2020 marks first time for
genomics objectives

Encourage collaborations across ==
sectors, guide individuals toward p———— e —
making informed health o |
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= Mammograms: Questions for the

What about cost? doctor
For women at higher nisk, the new Affordable Care Act (ACA) includes coverage for u Take Chiarge of Your Heallh Car

= BRCA counseling about genetic testing Find if

’ an s Lopae
= Breast cancer chemoprevention counseling

Depending on your nsurance plan, you may be able to gel these seraces al no cosl
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For information ahout other services coverad by the ACA, visit HealthCare gov.




2013 U.S. Preventive Services Task Force
BRCA Recommendation (updated from 2005)

Primary care providers should screen women with a family history of breast,
ovarian, fallopian tube or peritoneal cancer to identify those potentially at
increased risk for a BRCA mutation. Women with a significant family history
receive genetic counseling, and, if indicated, they be offered genetic testing

(Grade B Recommendation)

USPSTF also recommends against routine referral or routine BRCA
testing for women whose family history is not associated with
increased risk

(Grade D Recommendation)

http://www.uspreventiveservicestaskforce.org/uspstf/uspsbrgen.htm



http://www.uspreventiveservicestaskforce.org/uspstf/uspsbrgen.htm

“...no iImportant health problem will be solved
by clinical care alone, or research alone,
or by public health alone- But rather by all

public and private sectors working together”

JS Marks. Managed Care 2005;14:p11
Supplement on “The Future of Public Health”




State Health Partners

MDCH Genomics

MCSP Registry& Vital Records
MDCH Cancer Section
Michigan Cancer Consortiim
Michigan Association of Health
Plans

National Health Partners
CDC DCPC
NCHPEG
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Local Health Partners
Michigan Cancer Genetics
Alliance

BCBS of Michigan
Pnonty Health
Michigan Medicad

Climcal Prachices

16 Chmics providing BRCA
services by board-certified
providers

Wayne State University and
En:u}n Umiversity Genetic
C -:IllJ.'L':»El]l'lU PTDE[ILEEI."

Providers
MCSP Peporting Providers
Prowviders reached through
health plans

Michiean adults at nsk for BRCA
FORCE

\ \ \[[ adultsat  \ | /
risk for ,nl / /
‘\ \ BRCA /,, 4

Impact: A reduction in the young breast cancer death rate and the ovarian cancer death rate

Famuly Members and
Caregivers

Multilevel Partners to Enhance Breast Cancer Genomics Best Practices in the State of Michigan Adapted
from Tapln et al, Multilevel intervention Clinical-Public Health Collaboration (2011)




Public Health Genomics
Implementation to Save Lives: From
National Vision to State Success

https [hwww, youtube com/watch?v= OkaYllebE&feature youtu.be

o 2014 video created
by CDC and Genetic
Alliance

o Highlights Michigan
as model for other
states

o Importance of
Partnerships!

' Elleen Kastura



Importance of Federal Fun
Michigan BRCA Efforts
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FOR CONGRESSIONAL REAUTHORIZATION

WASHINGTON — The Breast Health Education and Awareness Requires Learning Young Act, or the

+ AIDS

+ airport
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CDC Funding Announcement

Enhancing Breast Cancer Genomic Best Practices through
Education, Surveillance and Policy, 2011-2014

3 year cooperative agreement (2011-
2014) awarded to three projects

— Authorized from Affordable Care
Act

— State health departments and L % 3 4
Tribal governments eligible

. Record Cancer Genetic BRCA BRCA
Pu rpose develop or enhance Family and/or - Risk Evaluation - Testing & - related
activities related to breast cancer Personal Histary Darnland Interpretation Sl
genomics of Cancer Counseling of Results services

~ Promote use of BRCA1/2 clinical
practices as recommended by Figure 1: BRCA Counseling, Testing and Clinical Services
USPSTF and NCCN

Must conduct programs in policy plus
surveillance and/or health education

Cannot use funds for research,
clinical practice or lobbying
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CDC Funding Announcement
Enhancing Cancer Genomic Best Practices through
Education, Surveillance and Policy, 2014-2019

o5 year_cooperative agreement
awarded to four projects

— Authorized from Affordable Care

Act
Document Family Hereditary Cancer Hereditary Cancer
AR Risk/Evaluation DNA Testing - State health departme:\n.ts and
History of Cancer Screening *if positive Tribal governments eligible

o Purpose: Enhance state health
department’s capacities to promote
and apply evidence-based breast

Hereditary Cancer

Cascade Screening |  Related Clinical and ovarian cancer genomics
Servioes guidelines in public health practice
o Develop, enhance and evaluate education,
Figure 5: Cancer Genomics Best Practices surveillance and policy/systems change

o Emphasis on partnerships

o Focus on HBOC but may also include
Lynch syndrome

o May identify target populations
disproportionately affected by HBOC and
lack genetic services




MDCH Cancer Genomics OQutcomes,
2014-2019

o Ultimate long term outcome |
o Reduce incidence and mortality related to hereditary
cancers, including breast, ovarian and colorectal cancer

o Short- and intermediate term outcomes (by 2019):

o Increase knowledge among key clinical and policy
stakeholders about cancer genetic best practices; improved
access to and coverage of cancer genomics best practices
[Policy/system change]

o Improve ability to assess the burden of hereditary cancers
and use of cancer genomics best practices; increased
production and dissemination of periodic cancer surveillance
reports. [Surveillance]

o Increase knowledge of hereditary cancers and appropriate
use of cancer genomics best practices among the public
and health care providers. [Education]

o Improve partnerships and coordination among key
stakeholder groups regarding cancer genomics services and
care. [Partnerships]
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Age-Adjusted Mortality Rates (per 100,000)
[ee)

Figure 4. Age-adjusted mortality rates of breast cancer in black and white females
under age 50 in Michigan from 1990-2012.
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Example of Long-Term Outcome:
Michigan Mortality Rates for Breast Cancer in '

Young Women,
Black and White, 1990-2012

o Decrease in breast cancer in
young women incidence and
mortality in Michigan from
1990-2012

o 5.2 per 100,000 in 2010 compared
to 8.7 deaths per 100,000 in 1990

o In Michigan, 2012 marked the
first year since 1990 that there
was not a statistical difference
in black/white mortality

o 5.2 deaths per 100,000 for young
black women vs. 4.6 per 100,000
for young white women




— Improve Access and Coverage for
Cancer Genetic Services

o Growth of cancer genetic counseling
and BRCA testing of individuals with a
personal and/or family history of breast
and/or ovarian cancer

3500

o Reduced barriers for appropriate BRCA Total m Patients
testing with continued decrease in 0 Counseled
percentage of individuals who had 2200 < Tested after
genetic counseling but were not able to ~ **® counseling
pursue BRCA testing due to inadequate % = BRCA Positive
insurance 1000

o Reduced to 8.3% of those not testing in °00
2014 compared to 21.7% in 2008 0

] L. 2008 2009 2010 2011 2012 2013
o Increased written health plan policies for

appropriate BRCA counseling and testing
from 4 to 15 health plans

o Covering over 7.5 million Michigan
members




Commission on Cancer (CoC)
Genetic Counseling Standard

Genetics professionals include people with the following:

STANDARD 2.3
Risk Assessment and
Genetic Counseling

Cancer risk assessment, genetic counseling,
and testing services are provided to
patients either on-site or by referral,

by a qualified genetics professional.

DEFINITION AND REQUIREMENTS

Cancer risk assessment and genetic counseling are the
pracesses to identify and counsel peaple at risk for familial
or heraditary cancer syndromes The purposes of genetic
counseling are to educate patients about their chance of
developing cancers, help them obtain personal meaning
from cancer genetic information, and empower them to
make educated, informed decisions about genetic testing,
cancer screening, and cancer prevention. Identifying
patients at increased risk of developing cancer because of
a family history of cancer or a known hereditary cancer
syndrome can have dramatic effects on early detection and
cancer outcome. For this reason, cancer risk assessment and
genetic counseling are rapidly becoming standards of care
for patients with personal and/or family history of cancer
who are at high risk of having a hereditary syndrome.

The program provides cancer risk assessment and
genetic counseling on-site or by referral to another
facility or community-based organization.

Cancer risk assessment and genetic counseling are
performed by a cancer genatics professional who has
extensive experience and educational background

in genetics, cancer genetics, counseling, and
hereditary cancer syndromes to provide accurate
risk t and empathetic genetic ling
to patients with cancer and their families.

Cancer risk assessment and the potential for referral may be
discussed as part of the multidisciplinary cancer conference.

= An American Board of Genetic Counseling
(ABGC) or American Board of Medical Genetics
(ABMG) board-certifiad ‘board-eligible or (in
some states) a licensed penetic counselor

= An American College of Medical Genetics
physician board certified in medical genetics

.

A Genetics Clinical Nurse (GCN) or an
Advanced Practice Nurse in Genetics (APNG),
credentialed through the Genetics Nursing
Credentialing C izsion (GNCC). Credentiali

15 obtained through successful completion of
a professional partfolio review process.
= Anadvanced practice oncalogy nurse who

is prepared at the graduate level (master or
with specialized ed

tion in cancer

4

genetics and hereditary cancer predisp
syndromes®; certification by the Oncology
Nursing Certification Corporation is preferred.

.

A board-certified phyzician with experience in
cancer genetics (defined as providing cancer
risk sssessment on a regular basis).

*Please note, specialized training in cancer genetics
should be ongoing; educational seminars offered

by commercial laboratories about how to perform
genetic testing are not considered adequate training
for cancer risk assessment and genstic counseling.

The Cancer Committee defines the appropriate
individuals who will provide risk assessment and
counseling for major cancer disease sites (such as
breast and colorectal). In addition, the programs not
having immediate access to formal penetic counseling
services should identify resources for referral.

Cancer risk assessment and genetic counseling
involve pretest and posttest counseling. Ata
minimum, this counseling includes the following:

Pretest Counseling

* Callecting relevant information needed to assess
a patient’s personal and family medical history

A 3-to 4-generation pedigree, including detailed
medical information about the patient’s first-,
second-, and third-degree relatives should be
obtained. Gathering information about paternal
and maternal family history, ancestry/ethnicity,
and consang uinity, as available, is necessary.

* Evaluating the patient’s risk
One aspect of risk assessment is discussing
the absolute risk that the patient will develop a
specific type of cancer or cancers based on the
family history. The second aspect 1s the nsk

that the patient carries a heritable or germline
mutation in a cancer susceptibility gene.

* Performing a psychosocial assessment

* Educating the patient about the suspected
hereditary cancer syndrome, if appropriate
The provider reviews and discusses with the
patient the cancer risks associated with gene
mutations, including basic concepts such as genes
and inheritance patterns and more advanced
concepts of penetrance and variable expressivity
and the possibility of genetic heterogeneity.
* Obtaining informed consent for genetic testing
(if genetic testing is recommended).

Posttest Counseling

* Disclosure of the results and posttest counseling
include a discussion of the results, significance and
impact of the test results, medical management
options, informing other relatives, future contact,
and available resources. The test results and
interpretation will be communicated to the provider.

lines and recommendations for cancer risk

http://www.facs.org/cancer/coc/cocprogramstandards2012.pdf  mentsd st cousselig fo hersitary cancer

ymes are available from the Agency for Healthcare
Research and Oualitv (AHRO) and the NCCN.

SPECIFICATIONS BY CATEGORY

All programs fulfill the standard as written.

DOCUMENTATION
The program completes the SAR.

During the on-site vizit, the surveyor will discuss the
process for providing cancer rigk asseszment and penetic
counseling services either on-site or by referral.

MEASURING COMPLIANCE

Rating
(1) Compliance: The program fulfills
the following criterion:

Cancer risk . genetic counseling, and

g.

testing services are provided to patients either on-site
or by referral, by a qualified genetics professional.

(5) Noncompliance: The program does
not fulfill the following criterion.

Cancer risk . genetic counseling, and

testing services are provided to patients sither on-site

or by referral, by a qualified genetics professional.



Example of Populations in Current

Need of Cancer Genetic Services

BRCA Clinical Network locations

bIncrease in number of cancer
genetic clinics with board-certified
genetic professionals in Michigan
including previously underserved
areas
o 17 clinics in 2014 compared to 8 clinics in 2010
oHighest incidence of age-adjusted
| breast cancer in young women

. . . Age-Adjusted Invasive Cancer Incidence Rates in Michigan
(o] Top flve Countles Iocated N NW Lower 3}’%’!1.%33”""’ Age-Adjusted Ten-Year Incidence Rates for Breast Cancer
. Age-Adjusted to the 2000 U.S. Standard Million Population by CDU:[%:T:HEQSV(\;D%EQ%EO%I;hIQan,
Peninsula Michigan Rate: 1298 & nesragesh

Rlp 100000
- 910

»Highest incidence of age-adjusted § i/ -

ovarian cancer

EE Unstable
o Top seven counties located in NE and SE lower
peninsula and ‘thumb’ area,

Dat sed Jun 10 2014
dt I dN mber 30, 2013
rogram

Based o
Copyright (C’ 2014M h cerS sillance Pr
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Example of Ability to Access
Burden of Hereditary Cancers

The Opinion Pages A Plea to Use Gene Testing

o BRCA mutations found in 29.4% of

: : - A Plea to Use Gene Testin

patients with a history of both breast 5

and ovarian cancer and 14.0% of A s

patlents with ovarian cancer Y To the Editor:

o Data from Mich i_g_an Ca_-n_cer G eneti_cs Clinics FabERoEE I appreciate Theodora Ross’s careful delineation of the promise of and
W|th Board-Certlfled/E|lglb|e Genet|CS W TwiITTER barriers to the use of genetic sequencing in cancer patients (“Cancer and the
Professionals Secrets of Your Genes,” Sunday Review, Aug. 17). Unfortunately, these

. barriers aren’t restricted to the decoding of a person’s entire genetic
Here blueprint.
o O n Iy 3 . 7% Of M IC h I g an Ovarlan Can Ce r Emﬁ:;og Even simple genetic tests that look at a handful of the usual suspects are

p atl e n tS u n d e rwe nt B R C A g e n et | C | czrmeners | dramatically underused in cancer. For example, a study of women with

. rari found that only 7 percent underwent BRCA gene testing,
tes“ n g gzsa;'lli:;:ﬂbcczg recommended by experts. A recent study of Harvard

o D at a fro m M |Ch |g an cancer Ch al’t reV| ews . doctors found.that they are u.n]jkely to order genetic testing, citing their own

. . A lack of education as the culprit.
o Letter to the NY Times editor from Ovarian Thissory s - _ _
C ancer N atl on al AI I iance C|te d d at a Lincluded with Personahzet:] me.dlcme has .great promise for cancer trfaatment, especially for
an NYT women at high risk of ovarian cancer, one of the deadliest cancers for
Opinion women. If we are to fully realize this promise, both physicians and payers
. . . subscription. must embrace genetics for the benefit of patients” health and well-being.
o Room for improvement: reduce barriers e
to established beneficial services '

Washington, Aug. 19, 2014

The writer is director of policy for the Ovarian Cancer National Alliance.

http://www.nytimes.com/2014/08/28/opinion/a-plea-to-
use-gene-testing.html
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Example of increasing knowledge
of hereditary cancers among
public and providers

I
http://kintalk.org/
o Cascade screening! i ?

o Individuals of a relative with ==

M m ARCUT WS GINETES 101 SHARNG YOUR EWORAATION o
a mmmunrsxafur those with Lynch Syndrome & BRCA1

a known deleterious mutation 3 == E = 3
their genetic information with relatives E ml";ro aVEZ : y_\
o 50% risk to inherit known deleterious 5 v eorzmarmeece B g, Sl
. . . syndrome o
mutation for first degree relatives our il Goups

Eimprosarivg Families Throagh Communication and Edcation

i UGSE oy () @KemUG =

o Single site testing is extremely
informative and much less expensive

o Rate Of Slngle Slte teStIng has remalned Michigan Cancer Genetics Alliance Corner
relatively low and steady in Michigan Cascade Genetic Screening: Improving Hereditary

Cancer Risk Identification

(o] Only 12.3% of people who had BRCA By Angela Trepanier, MS, CGC, Michigan Cancer Genetics Alliance
counseling in Michigan cancer genetics e i e e e

goal is in line with the more targeted Healthy People 2020 objective to lncrea.se the proportion of women with a family

1Ni history of breast and/for ovarian cancer who receive genetic counselmg Through a cooperative agreement with the
CI I n I CS We re refe rred becau Se Of kn Own Centers for Disease Control, the Michigan Department of Community Health has been working to increase the
e . number of Michigan residents receiving appropriate genetic counseling, genetic testing, and follow up for hereditary
fam | I |a| mutation breast ovarian cancer syndrome (HBOC). According to data from 2011 and 2012 Michigan Behavioral Risk Factor

http://www.michigancancer.org/PDFs/Publications_Products/M
CCUpdate/MCCUpdate2014/MCCUpdateJuly-Aug2014.pdf




Patient-Powered Network for Hereditary
Breast and Ovarian Cancer (HBOC)

ABOUT

{
.
American BRCA Outcomes &
Utilization of Testing Network

ABOUTnetwork.org

How you can participate in the ABOUT Metwork

e

i

) W wl'r

Participate in network activities and
share your experiences.

Share this page with others. Then, get

Take a Surv materials to help promote the campaign.
It's casy to cnroll and when you caroll in O Tabe a Survey
the ABOUT Network, you help advance 8 see survey Resilts ) share with Family and Friends
R e £ Aok a Question/Provide Feedback © Download and Print Materfals
© Crvoliment bfo 9 Juin Our Facebook Group © Froail this Page ta a Friend

© Participate in Governance

= ABOUT Network first
“patient-powered” research
registry created and
governed by and for people
affected by HBOC

= Goal to enroll 15,000 people
in US affected by HBOC

= Would like
representa_ttlveness among
all populations
= Part of National Patient-Centered
Clinical Research Network

(PCORNet) established in 2014
under the Affordable Care Act

http://www.facingourrisk.org/research-clinical-trials/studies-enrolling-patients/join-the-ABOUT-network.php




For More Information

Nlthlqan Michigan Cancer Gene
(ancer
] Directs of Cancer G
Genetics .
f Ann Artr | Baitle Grook | Dearbom B
Alliance ng g | Gt Promoting Gancer Genomics Best Practices through
Srteatc "I Surveillance, Education and Policy Change in the State of
S Michigan, 2008-2011
T MDCH Gancetics Program, in collaboration with the COC mﬁ%
ARR ArBor s identifying and prometing cancer geadiics best practices for

iz apceopride
transiation of cances penetic tests and pene profiling tests into chinical and public health

Cernscation

amodel for sunveltance of

and use of

1
7) Warafng mossl pradee SSUCHAN PEAmS 10 INTAARE G18 o IERIOPARIR BIARANnG.
tasts

= g
3) Warkdyrg # model health naumecy policy ke BREAT & 2 cancar gunebs lasting

Anseaanen Verkerrng. Methods:

THEES  Thw core MDCH bram includes 8 propeet dewcton, coondnatos, cantwr gensmics sducator and
padirncloguet I addlion, we iy dieribad the pators needed (o 1) delep & sunmlance -
yStam o montar th use of genghic counssling and testng tor BRCATD aed the uss of
genstic tegts for coloractal anzar Lynch Syndmmay 7] mplimant aduratiznal asinatier
and 3) identdy tha nasd for hasth plan pailey changas in relation to tha LS Preventne Sansces

Birth, Death, Marrisge s LS Fiie Ciadsines fir the use of BRCA testng Mutipie difeesct actnanies will address

Drvnree Dezzents. ®ach ol these obectres. For fusher datads. please 569 oUr kg modsl

Firaca e &
Prevention F A >
Rental maartn & | Reduciion in early cancer deaths In Michigan reshiens
Sutrtace Abuse | from approprisw sse of cancer genenic services and tests
alsh Carg Coverage.
Sussnes and Pepoms . _ [ g
Proners | Heatin Pias Shampion : | Surveiliance Frogesm
[Feicscommunmpinnm: | 1 | (MECH)
Putiie Satery &
Emdroemenial Heaith 1‘/‘}&“_

P Ty Canical ™,
Health Syatems & Heath It our \
] e o

el st

WWW.Mmigrc.org www.michigan.gov/genomics
www.michigan.gov/coe

Or call 1-866-852-1247

Some of this presented work was supported by the Cooperative Agreement Number 5U58DP003798-03
from The Centers for Disease Control and Prevention (CDC). Its contents are solely the responsibility of
the presenter and do not necessarily represent the official views of the CDC.
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