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Submission Date: 2/8/2019 ALABAMA

Name (first, last): Gisiger Camata, Silvia (Director); Taylor, Richard (PI)

Position Title: Director

Contact Email: sgcamata@uab.edu

Lead Organization: University of Alabama at Birmingham School of Nursing

Activity Title: SurviveAL - Gulf States Young Breast Cancer Survivors Network

Activity Location (if applicable): Online

Activity County:

Activity Date: 2018

Organization Website: www.surviveal.org

Major Collaborating Partners (if applicable): LSU School of Public Health (SurviveDAT), University of Mississippi Medical

Center (Survive MISS)

Activity Description: We are SurviveAL at surviveal.org, an online resource for young Alabama breast cancer survivors. We

are part of the larger Gulf States Young Breast Cancer Survivor Network, with partners SurviveDAT in
Louisiana and SurviveMISS in Mississippi. This area of the country, with its large African American
population who are more susceptible to young breast cancer, and a lack of local, in-person support
groups for young women, needs online help. SurviveAL with its continually updated website, Facebook
page and Twitter feed, provides that help, so young breast cancer survivors can get advice, connect
and, most of all, know they are not alone. Program is supported by a grant from the Centers for Disease
Control and Prevention.

Please attach any supporting material files (links, articles, images, etc.):

(You can also attach supporting materials including images, flyers, legislation, articles, etc. to the email) Click to Attach Files




You’re Young.
You Have Breast Cancer.

What Now?

Ask Us.

GULF STATES YOUNG BREAST
CANCER SURVIVOR NETWORK

SURVIVE SURVIVE SURVIVE
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i » hen a young women gets a breast cancer

diagnosis, she is faced with unique issues that
older women with the disease don’t have to
confront, such as:

e Fertility and premature menopause

e Genetic testing and implications for
other family members

e Body image, sexual intimacy, dating
e Dealing with children
e Economic and career implications

e Often more serious strains of the disease

That's why we're here. We're the Gulf States
Young Breast Cancer Survivor Network, an
online partnership of programs in three states:
SurviveDAT in Louisiana, SurviveAL in Alabama
and SurviveMISS in Mississippi. We have
answers, ranging from the big questions of what
you should do if you want to have children one
day, down to who in your area is experienced in
drawing back eyebrows lost to chemotherapy.
Most importantly, we want you to know you are
not alone.

GULF STATES YOUNG BREAST
CANCER SURVIVOR NETWORK

SURVIVE SURVIVE SURVIVE
o ¢

Al A ' aMISS:





Form user
File attachment on: 2019/02/11 08:37:29


PREVENTION TYPE

Which type of cancer prevention does your activity address? [] Primary Prevention (education and policy/behavior change)

[ Secondary Prevention (early detection and screenings) (] Tertiary Prevention (treatment and survivorship)

[JGOAL1  Reduce cancer risk by maintaining a healthy weight, eating a healthy diet, and being physically active
JGOAL2 Increase vaccination rate for vaccines shown to reduce the risk of cancer

[JGOAL3  Reduce the incidence and mortality related to lung cancer

[JGOAL4  Reduce the risk of skin cancer by reducing exposure to ultraviolet light

[0 GOALS5-8 Reduce the incidence of late stage breast, cervical, colorectal, and prostate cancer

0GOALY Increase participation in cancer clinical trials

M GOAL 10  Improve quality of life for cancer survivors and their families
OBJECTIVES

[ Increase awareness of the link between being overweight/obese and an increased risk of cancers
] Promote moderate to vigorous activity in addition to limiting sedentary behavior

[ Promote a healthy diet which emphasizes vegetables, whole grains, fruits, and nuts, while limiting processed foods, red meat, food
with high fat and sugar content

[ Promote limiting alcohol intake

[ Increase percentage of adolescents who have initiated and completed the Human Papillomavirus (HPV) vaccine series for
prevention of cervical cancer and possibly oral cancer and anal cancer

[ Promote Hepatitis B (HBV) vaccine for all children as well as at-risk adults to reduce the risk of hepatitis and liver cancer
[ Decrease the percentage of adults/youth who smoked cigarettes or spit tobacco in the last year

[J Reduce exposure to secondhand smoke

[ Increase the knowledge of radon in high-risk counties as a risk factor for lung cancer

[ Increase awareness of cancer risk related to UV exposure by sunlight or indoor tanning

[ Increase utilization of sun safety behaviors related to UV exposure

[J Reduce exposure to indoor tanning by adolescents

(W] Increase appropriate screening and early detection of breast, cervical, and colorectal cancer

[ Promote education about prostate cancer screening options

[ Promote awareness and/or access of clinical trials in the state

[ Increase enrollment of minority populations in clinical trials
STRATEGIC ACTIONS

[ Coaching or counseling in community settings

[J Promote worksite programs

[ Promote social support interventions in community settings

[J Promote community-scale and street-scale urban design and land use policies

[ Support enhanced school-based physical education

[ Promote point-of-decision prompts to encourage use of physical alternatives (i.e. taking the stairs)

[ implement evidence-based school campus and community programs that increase youth healthy behavior adoption

[ tmprove health professional knowledge, practice behaviors, and system support related to provision of or referral for
immunizations, tobacco cessation services and cancer screening services

[ Encourage provider and community program referrals

[ Address disparities among different and minority populations




STRATEGIC ACTIONS (continued)

[J Address disparities among different and minority populations

W] Conduct awareness and/or mass media education campaigns, including in high-risk counties

[J Advocation of local and state level policy, including stronger policy restrictions

O Restricting minors’ access

[J Community mobilization

[ Provide cessation education and available resources

[ Promote evidence-based tobacco treatment to tobacco users

[ Increase public awareness in public institutions, public housing and campus communities

[J 1dentifying and decreasing disparities in care

[ Promote and provide sun safety and skin cancer prevention support to Alabama schools

[ Increase utilization of patient navigation programs

[ Promote strategies that support patients to establish a medical home

[ Provide group and one-on-one education regarding risk factors, screening guidelines, and the importance of early detection
[ Focus efforts to identify and provide mammograms to never or rarely screened “hard to reach” women

[J Promote and support partner organizations that focus efforts on minority populations

[ Promoting discussion between primary care providers and their patients about the benefits and risks associated with screening
[J Address barriers to participation such as low literary, cost, lack of awareness and invitation, language differences an mistrust
[ Promote provision of resources to help individuals make informed decisions about clinical trials

[ Increase awareness about the importance of diversity in clinical research to ensure that the discoveries, treatment, interventions, and
prevention strategies are relevant to those populations

W] Specifically target African Americans as a minority population

[ Promote new and emerging treatment alternatives

REFLECTION/SUMMATION

Describe the expectations and results of the activity:

Strategic Action: Promote evidence based online resources and support to young breast cancer survivors, addressing
specific quality of life issues of this young population.

Expectation: improved age-specific support to young breast cancer survivors.

Are you actively looking for partnerships for the activity? @ Yes DNo

If so, please provide any information and requirements necessary for participation below:

Dissemination of surviveAL program.

By submitting this form, I agree to give my permission to the ACCCC to publish the information I have provided. @Yes OnNo

Click to Submit Form Address email to jasmine.abner @adph.state.al.us





You've Just Had To
Tell A Young Woman
She Has Breast Cancer.

Now Tell Her About Us.

GULF STATES YOUNG BREAST
CANGER SURVIVOR NETWORK
SURVIVE ~ SURWE  SURVIVE






What Young Breast Cancer Patients Face
When a young woman receives a breast cancer diagnosis, she is
faced with unique issues that older women with the disease don’t
necessarily have to confront, such as:

* Fertility and premature menopause

Genetic testing and implications for other family
members

Body image, sexual intimacy, dating
Dealing with children
Economic and career implications

More serious strains of the disease

The earlier a young woman is provided the information regarding
these topics, the better she is able to make a decision. However,
there’s a lack of places to which a young woman can turn. Support
groups for older breast cancer patients don’t deal with the issues
specific to young breast cancer patients and down in the South,
many young women facing breast cancer are of low-income and/or
live in rural areas that lack easy access to the necessary resources,
people, and facilities that can help.

What We Do

What young women do have are cell phones and the internet. That's
where we come in. We're the Gulf States Young Breast Cancer
Survivor Network, an online resource and partnership of programs
in three states: SurviveDAT in Louisiana, SurviveAL in Alabama

and SurviveMISS in Mississippi. We have a lot of the answers these
young women are looking for, ranging from the big questions of
what to do if they want to have
children one day, down to

who near them can draw back
eyebrows lost to chemotherapy.
Our websites are continually
updated with new resources
and information on a national,
regional, state and local

scale, while our social media
platforms provide day-to-day
news and interaction.

So please explore our websites,
like us on Facebook, follow us
on Twitter and tell your young
breast cancer patients about
us. You are the first person to
whom she is turning — we'd like
to be the next.






FREQUENTLY ASKED QUESTIONS

Q - How can | use this to help my patients?

Familiarize yourself with your state website content. Hand the patient
a card or flyer with the website information so they can look at it
later, when they have processed what you have said. You could

also insert a flyer in a packet they receive from your office at time of
diagnosis. Please let us know if you need more cards or flyers and
we will have them delivered to your office.

Q - At what point should my patients be given this

information?

She should be given the website information as soon after her
diagnosis as possible. She should have the information before she
begins treatment, especially for fertility preservation. Because our
website is an online resource list, she can begin using it immediately.

Q - How often is the website updated?
Whenever we receive new and relevant resources or information, it

is added to the website, Facebook page, and/or Twitter if deemed
appropriate.

Q - | usually refer my patients to a certain agency for

help, but | do not see them listed. Why?

Could be several reasons — most likely, we do not know about

it yet. Our website has a “Contact” tab which allows visitors to
notify us of resources we may not have listed on our website. Every
resource listed is personally screened by someone in our office, so
we research the suggested resource and add it to our list if deemed
appropriate.

Q - | have some ideas regarding the needs of YBCS. Can

you help?

Contact us via the “Contact ” tab on the website and let us know
what you think. We'll do what we can do to address any issues.

GULF STATES YOUNG BREAST CANCER SURVIVOR NETWORK
~SURVIVEDAT: ©SURVIVEALZ #SURVIVEMISS:





Breast Cancer Incidence, Tumor Markers & Mortality

Alabama, Louisiana, and Mississippi share several traits relating to breast
cancer among women less than 45 years old.

From 2011-2015, young white women in each state experienced lower
breast cancer incidence than their counterparts in the overall United
States; however young black women were more likely to be diagnosed
with breast cancer, with this difference being statistically significantly higher
in Louisiana. (All U.S. incidence rates are based on data compiled by the
NCI Surveillance, Epidemiology, and End Results (SEER) Program.

Table 1 shows the average annual incidence rates and number of new cases for each state.

Table 1. Average annual incidence rates per 100,000 (case counts), breast

cancer among women aged <45, 2011-2015

White Women Black women
Alabama 25.1 v(221) 31.3(119)
Louisiana 25.5 ¢(193) 31.7 2 (129)
Mississippi 25.0 V(113) 30.9 (99)
U.S. (SEER) 27.3 29.0

W /: State rate is significantly different than the U.S. rate (p < 0.05)
Counts are not provided for the U.S., as the SEER sample covers only about one fourth of the population.

One factor that indicates worse prognosis for breast cancer patients is

the combination of negative estrogen receptors, negative progesterone
receptors and negative HER-2 receptors. For these women, the common
chemotherapies now available will not halt their disease. Throughout the
country, black women are more likely to be “triple negative” than are
white women. In the 0-44 age group, approximately 23% of black women
with breast cancer are friple negative, versus about 15% of white women.
This pattern is true in each of the three states.

Table 2 summarizes the counts and percentages of women diagnosed with this characteristic each year.

Table 2. Average annual incidence counts (percentages) for triple-negative

breast cancer among women aged <45, 2011-2015

White Women Black women
Alabama 32 (14.5%) 24 (19.9%)
Louisiana 32 (16.6%) 37 (28.7%)
Mississippi 20 (17.6%) 30 (30.3%)
U.S. (SEER) (15.0%) (23.1%)

Mortality rates for black women are higher in Alabama and Louisiana
than in the United States as a whole, although these differences do not
reach statistical significance. Mortality among white women is lower in
Louisiana, but slightly higher in Alabama and Mississippi when compared
to the U.S. rate, though the differences are not statistically significant. (See
Table 3 for the average annual mortality rates and counts.)

Table 3. Average annual mortality rates® per 100,000 (death counts), breast

cancer among women aged <45, 2011-2015

White Women Black women
Alabama 2.6 (23) 5.0 (19)
Louisiana 2.2 (17) 5.8 (23)
Mississippi 2.7 (12) 4.6 (15)
U.S. (SEER) 2.5 (1,596) 4.8 (594)

*Underlying mortality data provided by NCHS (www.cdc.gov/nchs).

Please be aware of the risks young women, especially black women, face
when it comes fo breast cancer.
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