Intervention to Increase Access and
Benefit of Survivorship Care Planning
with African Americans

Kimlin Tam Ashing, Ph.D., Scientific Pl
Professor, Beckman Research Institute
Founding Director, CCARE

SBM, 2016




Breast Cancer Statistics

1
Nearly 3 million breast cancer survivors (BCS) in the U.S.
Estimated 234,190 new breast cancer diagnoses in 2015
Lifetime risk: 1 in 8 (12.3%)°

Ethnic minorities comprise 14% of the newly diagnosed population (U.S. Cancer

Statistics Working Group, CDC & NCI, 2011)

1.  Howlader, N,, et al. (eds). SEER Cancer Statistics Review, 1975-2011. Retrieved from http://seer.cancer.gov/csr/1975 2011/browse csr.php?sectionSEL=4&pageSEL=sect 04 table.25.html.

2. American Cancer Society. Cancer Facts & Figures 2015. Retrieved from http://www.cancer.org/acs/groups/content/ @editorial/documents/document/acspc-044552.pdf. 2015.

3. American Cancer Society. Breast Cancer Facts & Figures 2013-2014. Retrieved from http://www.cancer.org/acs/groups/content/@research/documents/document/acspc-040951.pdf. 2013.
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http://www.cancer.org/acs/groups/content/@editorial/documents/document/acspc-044552.pdf
http://www.cancer.org/acs/groups/content/@research/documents/document/acspc-040951.pdf

4.
5.
6.

Breast Cancer Statistics & Disparities

Lifetime prevalence in African Americans: 1 in 9 women#

Overall incidence rate (for women of all ages) lower in African
Americans than in Whites

— Among women under age 45, incidence rate higher in African Americans®

Number of new breast cancer cases among African Americans

Increasing
19,540 new diagnoses in 2009°

27,060 new diagnoses in 2013*

Death rate 41% higher in African American than in White women#

5-year survival = 79% in African American women; 92% in White
women®

American Cancer Society. Cancer Facts & Figures for African Americans 2013—2014. American Cancer Society, Inc., Atlanta, GA, USA (2013). www.cancer.or,

American Cancer Society. Cancer Facts & Figures for African Americans 2009—2010. American Cancer Society, Inc., Atlanta, GA, USA (2009). www.cancer.or
6. U.S. Cancer Statistics Working Group. United States Cancer Statistics: 2003—2007 Incidence and Mortality Web-based Report. Centers for Disease Control and Prevention and National Cancer

/uscs.
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Community Inclusion: Symbiotic Partnership
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Cultural, Linguistic, Socio-ecologic, Community and Patient responsive health research intervention and practice

|

Improving Health Outcomes:
Reducing Health Disparities
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Treatment Summary Survivorship Care Plan

® To facilitate best care practice for survivors, the Institute of Medicine (IOM),
the Centers for Disease Control and Prevention (CDC), the American College
of Surgeons’ Commission on Cancer (COC), and the American Society of
Clinical Oncology (ASCO) advise that cancer survivors be provided with

personalized treatment summaries and Survivorship Care Plan (TSSCP) .

® Despite their increased burden, African American BCS remain understudied.

® TSSCP investigations and practice models are urgentiy needed to improve

fOHOW'UP care and cancer outcomes in thiS Vuinerabie group.
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Purpose of Sister Survivor Project

Scientific Pl Motivation:

e Support the goals of African American peer-based support organizations
e Enhance the role of survivor-advocates
e FExamine the benefits of peer-navigation

e Address the gaps in the literature regarding the role of peer—based

support to improve outcomes for AABCS
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COH/CCARE Survivorship Care Plan Guidelines

Methods of Guideline Developmenti6-22

* The development of the Treatment Summary and Survivorship
Care Plan began as modifications to the American Society of
Cancer Oncology (ASCO) template via a transcreation process
Informed by cancer survivors/advocates, and evaluated by
survivors, advocates, and health professionals.

* The Treatment Summary and Survivorship Care Plan template
development was guided by the Shared Care, Patient
Centered Care and Psycho-oncology Models, and Contextual
Model of Health Related Quality of Life



COH/CCARE Survivorship Care Plan

Guidelines structured to include:

Emphasis on shared-care, patient-centered care

Culturally- and linguistically-responsive Preamble to increase
knowledge and usability

Health history (e.g., chronic conditions, medications)

An integrative care and co-disease management approach

Health Advisories (nutrition, physical activity, stress mgmt.)
Symptom management and self-care

HRQOL (sources of distress, social support, spirituality, resilience)

Resources (Community, National, Ethnic and Linguistic
responsiveness)
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Culturally
Responsive

CCARE - City of Hope

TSSC P Breast Cancer Treatment Summary and Survivorship Care Plan

Did You Know? The American College of Surgeons’ Commission on Cancer mandated the
implementation of the survivorship care plan by 2015. A survivorship care plan may improve
survival and reduce morbidity via coordinated clinical care informed by documenting and following
surveillance care and recommended lests, late effects and symptom management, and healthy

lifestyle promotion.

African-American women have a five
year survivol rate of 78 percent after
d to 90 percent
for white women, Early detection,
appropricte treatment, post-treatment
tests and follow-up core sove lives

diagnosis as com

Kimlin Tam Ashing-Giwa, Ph.D,, director
of City of Hope's Center of Community
Allionce for Research & Education
(CCARE), and the National African
American Cancer Coalition are joining
forces to educate and navigate survivors
to get the best information and resowrces
to improve follow-up care.

After being diagnosed with breast cancer, many
experience some fear and anxiety and may worry about
what to do to gain the best outcomes through the phases
of treatments, after active treatment ends and during the
next stages of life. Most breast cancer survivors recover to
normal well-being and functioning within one to two years.
The survivorship care plan is your roadmap to follow-up
care and well-being.

A survivorship care plan answers three main
questions:

* What treatments are most effective for me
and what are the possible side effects?

* What follow-up care do | need from my oncology
and primary care team?

« What actions and behaviors should | practice
to improve my health and well-being?

What is a Survivorship Care Plan?

A survivorship care plan (SCP) is a blueprint for quality cancer care. The SCP is compleled by you, your
oncology team and may include your primary care team. It is uniquely suited to you and your needs with

information on your:

*» Health history and breast cancer, including type and stage

* Treatments and possible side effects

* Follow-up treatments, medical exams and ongoing care

» Contacts and referrals for cancer and other health-care providers
* Recommendations and resources for healthy lifestyle

CCARE - City of Hope Breast Cancer Treatment Summary and Survivorship Care Plan
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Eng/Span
TSSCP

Cancer Treatment Summary and Survivorship Care Plan

Resumen de Tratamianto de Cdmoery Plan de Cuidady

First mame:
Nombwe:

Last mame:
Apellide

Cancer Treatment Summary and the Survivorship Care Plan
Resumen de Tratamien fo de Cdncer y Plan de Cuidodo de Sobrevivendia

GENER AL INFORM ATION /INFORMA CION G ENERAL

Patientname: Patient 1D:

Mombre del Paciente Homerode Mentfcooie del Pacents:
Patient phone: Patient DOB: __ 7/ Age

Momersde Teldfans del Pocleste: Fecha de Mackmbeata Edad:

Height Weight (pre treatment) Weight (post treatment)
Estatura {Peso (mtes de tratamismin ) [Peso (desoues de tratamismhy)
Support contact name Phone Relationshix
Mombre del Contacts de Apaya: Mamem de Telfono: Redacidn:

This Treatment Summary and Survivoship Care Plan (SCP) i a brief report of your teatment summary, nemmmen dations: for follow-up cae and tests,
canoer cane baam comtact infosnation, a disctory of support services and resousmes, and health prmation nformafon. This s not 3 @mplete patiet
history or comprehensive remed of infended thempies. Thisblank SCP may be mpiad for kxierupdates or @medtions.

Fste Bemumen de Trotamienio de Cdncar y Plan de Guidods de Sobvesven do & un breve archivade su batamienta de cdnoer y los mmmendociones de

sequimisnin. Incluye as parios importanies, cmmo informodidn de conlo chode s eguipo médion, un e
de awidado de ssquimisintg mdmﬂwndemmdewymrwnmdemkdEﬂ:mﬁmﬂhﬁﬂmmﬂﬁeﬂdﬂpﬂcﬂenmm

de kashempias deshinad o Fxhe plan en blanm 5= pusde mpior para actualzar despads o pam onemionss.

el mescamen dock las prushas

(CAN CER RELATED INFORNMATION,/ INFORMACION RELACIONADA COW EL CANCER (complatods por o equips snooligls)

O Nuevo Dlagnasbea: 4/
O Recurrencia 7/ F

Cancer type/location: Age ot diagnosis:
Tipoylacalbadin de Cincer: Edad al Diagmestion:
LEFT BREAST,/SEMNC LAQUASRIN) RKzHT BREAST /SENG DERECH
O Mew Doc __F__F O M Do A
O Recurrence S F O Recurmncs: __

O Nueva Dingnastic: __ /S F_
O Bemmenciac __ F_ /F

Supcalptwedmﬂmbﬂfﬁdmg:

quirdupie ok

D fini tive breast surgery
Clugla defintiva delsens

O Mane,Ninguna

Ol Disgnads anlkyDiagnastico salaments,
dateffecha: __/_ j

O Pallin ves nessciion /Res e dion palifia,
dateffecher S S

O Cumafve nesection/ Bessaion ambiva,
datefacha: __ /5 /5

O Nane/Ninguna

O Disgnesi anky'Diagnostio salamente
dateffacha: __/__

O Pallisbvs resscbon R e don paliativa,
datefecha:__ S S

O Curative meaction Resscdon cunbivg,
datedfacha: __ /S _

Pathalogic stage: Stagng i=ls e acent of the angindl tumar andif
s soemad in the body

Etapapainligiar Lo stope desodbe o edansiin &y omar angve! yal sehe
P e el e

O On_ Om_ Oiv_

Ou_ Own_ Om_ 3n_

THM staging: Desception based on fhe tumar s (T), theextent
af spread do ymgh nodess (N, distdl meteestargs or soresd of fhe
ok

[Etapa THME: Desoriprid besadks anel dmadis i fumar {T), elgrds
depepaganids o hos mddeios Moo (M), metdciesls diael o propegeatin
e e {4

T N._ M O N

T N M O MeA

Hormonal status: Description based on estrogen (ER),
pmgecterans { PR) and HER2 mospinms to indonmwhat
treatment may waork best

Status Hommonalk: Descwpoidn bemado en estrdpenn (ER), de
progestaran (PR) y moepdores HER 2 pove informpr que Hodomibends
[prache fumaomr

D ERe O PR+ O HER 2+
O Er- O PR- O HER 2-
2 Triphe: Negative/ Triphe Negativa

DER+ O PR+ O HER2+
D ErR- O PR O HER2-
2 Triphe Mega v/ Fiphe Negativa




Eng/Span
TSSCP

Cancer Treatment Summary and Survivorship Care Plan

Resumen de Tratamiento de Cdncer y Plan de Cuidado

First mame:
Nombre:

Last name:
Apelliga

GEMER AL INFORM ATION /INFORMA CION G ENERAL

LEFT BREAST /SENCH L2QLERDD

RIGHT BREAST /SENO DERECH

Tumeor type/ Hista ogy,/ Grade Descapton of @nceroslis,
growth rate

Tipo de tumaor/hishologia/gradia: Dezompoidnde hes cflubs
concemss, b i de ceckmiends

Lymph nodes: Part of the immune system. Brexst cancer can
spresd ta lymph node s under the arms. | i o psied to chade
for ancer

Los nddulos linfétios Porte dol skteme bmenaldgn B ofcer
e semn sa perde propager @ bs addeds At bab bs beozos Se
reodbn wvaa biopshs pove dedecior & clncer.

Oncotype DX Recurrence Score (if applicablelX

Lah testaf the Melhood of canaer coming back

Ot jpo DX it e rec ig (s == gplimbie):
Prsebade loborstart de lo probobilded de que o c dncer egrese.

Reconst ruction: Remnstuction @n be a good teatment ta
resinee balance and body image. Consuling with a surgeon and
desmatalo gist wha und estand healing and kelaids can mduce
sicarn g and impeove appearance

Reconstruccitit Lo reconsreccdn peede s en boen hodombenda
pove restoarar o aqeilibaio v ke imogen del cuerpo. Corsabior com o
darmaibgs v oane que entendan o aveadin  bs guebides peede
racr ccadrices i meforer e spariandia.

3 In progres,En progesa
O Panned /Plansada
O NeA

3 In progress’ Enprogresa
O Pannsd /Flansada
O NeA

GEMET IC TESTING,  PRUESA GENETICA

BRCAL

D rostee O Megative DAmbiguous
Dfesitve OlMagotve  Dlimbhes

q Positive 0 Megative DAmbiguous
Dicithe  DOMagotee Damblges

BERCAZ

D Postee O Negative DAmbiguous
Dfesitve OiMagote Dmbles

O Positive 0 Megative DAmbiguous
Dbcithe  DOMagotee  Damblges

in whites and Hispanics.

enhosmaeres coocdeasy b hkpoms.

Mates MNabas:

BRCATZ mulaBon i lnked bo &0% liketim e breast cancer rigk and 75 to 40% e time avarian cancer risk and mare comman

Lo i BRCAT2 ecta relackonads con o Rego de S09% de cducer de samo o wids v o T5-409%: de mengo de o dnoer de ovenos por wlo ¥ 25 s comdin

City of Hope Rasumen de




Cancer Treatment Summary and Survivorship Care Plan First name: Last name:
Resumean de Tratamianto de Cdnoar y Plan de Cuidads Maombra: Apellide

Eng/Span
CHEMOTHERAPY,/QUIMIOTERA PIA (completado por el equipo oncal gico)

TSSCP Trestment on clinic tiak O ¥es O Mo Treatment regi /R dgimen o L

Tratamisato o ensayo clinio: e Mo
Chemotherapy intent:
|I Iniencitn de Chuimio rapia:

Curafive, adjuvant or necadjuvant
Covedhon, achireonde o nacodronde

O Disease or sy mpbom contnal
Caratvod de erfarmedad o shndomes

Echocardiogram or MUGA result pror to chemotherapy (if obtained): EF = k3
Emveard ograma o resiltado MUGA antes de la quimiotergela (sd se ot lane): EF = %
Chemotherapy agents Start date End date Diose Route | #cyde % dose reduction Regimen completed
Agernies de Quimiatarapla Fachadeinirl | Feoha Red Dok Ruba £ de ool B de dols e atal o]
OYes % OMa OYes % OMa
5, % M E____ % ]
OYes % OMa OYes ___ % OMa
5, % M E____ % ]
Oes % OMa OYez % OMao
5. % A 5____ % ]
OYes % OMo OYes % QMo
L1 % L] % b
Honchemotherapy agents Start date End date Do Route Hoyde Purpose/ Goal Regimen completed
Ageries no quimicde oot utos Facha dednkl | Facha Rnd Dask Buba £ de ool Propistin Mda Bégimen camplaads
fag Tamaonflen Marcepdin, ahe )
OYes % OMa
F____ % L
OYes % OMa
E____ % ]
OYezs % QMo
E____ % ]
Major treatment side effects/Efe rinoinakes
O Haor boss O Lovw Blonsd et D Moo & syt omes D S St i Ofexual dys funcon’
Aot ab catotly Corvlan it sevvgre b S da e D ertal o lems / Digurcidn sl
OMases, vmitirg,” O B D O Caediay/ Candars Pk s dort Ao s DO ogritee smpassment,/
Nawzig Varids D FatgueFatigs D inertictybafa it DiSicn probiems,f Dot artore cogritfec
O europa g Mauvpatio Dot seune lisgens an fa bocw Pt s o ds o DOither /o
Reasonfor stopping trestment: QCamplation kms DToxicty [ Progression DOk
Raran g il et upabadal ol anieniis i Frrudri oy Teanicreliad Progrisia OFa

Response to trestment: OComplete QOPartial QNoResporms OPwgresmion OUnknown  O0ther

Retgnets al b abared s Conpdhin R Ny REgand Pogazada Daroraciay Oy

Treatment related hospitalization required: s HMa

5, i i i e o o e . 5 "

Ongoing taxicity at completion of treatment: s (bype Aoade ) dHNa
Tamicidld condfvaig ol leravvy o lerlaavanle S{kpygrada)l Mo

Serious bowi citie s during treatment (st all):
Tk 5 grav e doravle o el avviele (Rl detada




Cancer Treatment Summary and Survivorship Care Plan First mame: Last mame:

En /S an Resumen de Tratamiento de Cdncar y Plan de Culdady Mombra: Apellide
g p RADIATION THERAPY/
TSSCP TERAPIA DE RADIACION (completodo por o equipe oncolégico)
Radiation therapy: < Mot planned iPlanned dAdministesd
Tergpva de Raoiaaisa. My planas g Favaada Adwrbddrada
Startdate End date: Region treated: Radiation dose:
Rl e M Facha ol Regias halade Dy dhe mdEnciave
Disease o atus ot end of treatment (check all that apply) JNa evidenos of disasss
Status de ende dad al el qui o dees bos guie aplicanl: Mo evidercio de emermeded
LPersistently e levated tumor marker U Possi ble recurrence based animaging <) Evidence of persstent/recunent disesse
Mavcarar da demo praEieniarande ol Recorvarcis posibly by an irndgane s Evivancia o v parsdshant o et o
OLLQ P CARE AND SUR AMCI
DADO D 0 ¥ VIGILAN/ completado por & equipo oncolégico
Follow-up care Frequency Provider |Contact info Updates
Cuidado de seguimianto Frequencia Provesdor | Info de Contacto Actualiradones
Physical exam: Years Tto 3 Every 3 months
Examen Fisico: Afosla 3 Ciada 3 meses
Physical exam: Years 4to § Every & manths
Examen Figca: Afosda 5 Cadn & meses
Post-treatment mammagraphy
([ Braast MEl recommeanded for pramanapaues | wamean) Every 612 manths
Marmagrafia después del tratamisnto Coda & 0 T2 meses
(ME del sana recamendado pom mmijénes prameand pd usions )
Pelvic examination Every year
Exanimacion pélvica Cada afo
Oncologist reevaluation Alter | year
Reevaluad an del Oncdlogo Despuds del afio
Cardislogy examination Every 3 pears
Examen cardioligico Cada 3 afias
Bone densibometry: Cheds for steoparasis and
lracture risk Every 3 ymars
Dersitometria deex cmprosha ka densidad dasa para la Cada 3 afies

asleaparasis, y &l desgo de fadums

Genetic couns ing: In premenopausal cases, and a

{amily higtory of breast cancer balore 50 or ovarian
cancer al any age Recommended
Conse jo Ganética: En los casos premean apd usicas, y ung Recomendada

histaria famdliar de cdnear de sena antes de bas 50 afias de edad
o ddncar dal avaria g cuakyuler adad

Reproductive Health Visit Recommended
Cita Para la Solud Reprodudiva Recomendado
Fertility specialisk Consull prior 1o cancer bealmenl. By patient nesd
Especialista de fertilidad: Consulle anbes del tralamianio For necesidad
de cdncar del paciente
Colonoscopy, Ovarianand ot her cancer St reenings By patient nesd
Colonosoopia, examen de los Ovarios y obros exdmenes de P necesidad
detemion para &l cdncer del paciente
Dental exam Every & months

Examen dantal Lincko & meses




Cancer Treatment Summary and Survivorship Care Plan First mame: Last name:

E /S Resuman de Tratamiants de Cdncar y Plan de Cuidady Nombra: Apallide

n g p an CARE TEAM/ EQUIPO DE CUIDA DO

T S S C P Coordination of Care: About 2 year after diagnasis, you may continue to visit your oncologist or transfer your care to a primary
care doctor Women recaiving hommone therapy should talkowith their oncologist about how aften to schedule foll ow-up visits

for re-evaluation of their treatment.

Convdinacidn dal Cuwidada: Alrededor de un affo despuds de su dagndstics, usted puede saguir haciands citas directamennde con s
ancdloga, o puede transferir su cuidado a un dector de cvidade primaria. Mujerss gue reciben ferapia hormanal debarian de hablar con
su ancdloge sobre la frecuencia de las visitas de seguimianto parg wna reval oracidn del tratamianto

Team Provider Institution Contact information
Equipn Provesdor Institucicn Infa de Cantocto

Medical ancologist
Oncologo medico

General/Breast surgeon
Cingana general/de sno

Radiation therapist
Tergpista de Radiacion

Plastic surgeon
Cingana pldstico

Primary care physician
Medico de auidado primario

DE-GYH
Ginecalago

Nurs &/ Nurse practitioner
Enfermera Procticante

Ment al healt h'Social worker
Salud Mental/Trabajador social

Reproductive Health/
Fartility Specialist
Esperialista de Fartilidod
Salud Reproductiva

Geneti cist,/ Genetic Counselor
Genetecivha/Contejero Ganético

Other s pecialists
Otros & spacialistos

Other specialists
Otros & spacialistos




Eng/Span
TSSCP

Cancer Treatment Summary and Survivorship Care Plan First mame: Last mame:
Resumen de Tratamiento de Cdncer y Plan de Culdads Mombra: Apallide

MEDIC AL INFORM ATION, /INFORMA C/ON MEDICA

FAMILY HISTORY,/HISTORLAL FAMILIAR
Family history/Predis posing conditions for cancer: = None SRR ]
Historial familiag‘condiciones guepredisponen aladneer: Mingens Pariende de T° groda
d Znd degres rela s ol W i e e Lartrwesss
Povente da 2 goda Perlarde s moltipdes
List of 15t degree relatives with cancer/Lista de parientes de 1° grado con cdncer:
OTHER CHRONIC CONDITIONS/ OTRAS ENFERME DA DES CROMNICAS (compl etado por su médio de aridado primaria)
Please check the appropriste box for the condifion( =) that apply fo you. I you do not have a parboular condition plesse leave that ine blank. Po foraor
e b oo opvophacs pove e condE Beles) gee = aplice o wsied. S nodiene sne condhoide porthasbr, por forer defe e bk do e,
Before
Cancer MNow  Severe Moderate Controlled Unoombrolled Medications)
Antes d= Adweal Sewro Moderado Controlodo Descondrolado Medicamentofs)
Céinaer
Allergies/ Alargias . | = o . ] d
Aurt b itis SA ritis
Asthma/ Azma N ] N ui N | o | Q
Cancer [olher)f .
Caincer (Ot) ] a 'l | | m]
Diabetes/ Diabetes Q -] u] a | o
Owerweight /Obesity E
N a A a =] =] =]
Sabrepe so,Obesidod
Reproductive Concems,” .
. | A a N N a
Preocupaciones Reproductivos
Sexual Dy shnction ’
Trastomas Sexuales 4 - - - - -
WVision/Eye Concemns,’ r
Probl esmas con ba Visionlos Ojos = . - H - -
Digestive Disorders)’
Desordenes digestivas - 4 H - - -
Headaches, migraines,
Dialares e cabera, migraias - - H - - -
Heart disease,”
Enfermedad mdisca - - - - - -
High blood pressure
Alla i | . ui | o | Q
Lymiphedema,/ Linfe doma ] A | ]l ju ]
Osteoporosis,Osteapenia | a 2 | a m]
Thyraid {over or undemative )’ .
Tirmidbes (hiper- o hip-octives) 4 4 - - -
Peychological diagnoses / . E . .
a . J | | =]
Diagnaticos Pecoligicos
Cigarette/ Tobaceo use, |
- A d J =] d
Uiso de cigarrillos, Tabam
Problems withaleohal / ’
Problemas con &l alcohal - - - “ H -
Other (specily)y .
N ] A d d o ]
Diro [,Ewi,fl'cp-:k




Eng/Span
TSSCP

Survivorship Care Plan/Plan de Cuidado de Sobrevivencia

HEALTH ADVISORIES/ADVERTENCIAS DE SALUD

These are general health advisories and may not represent the complete list of advisories recommended for your individual
health needs. Please consult with your heath provider(s} concerning additional or other health advisories.

Estas son adverfencies genensles de solid y puede no representar bz lista complete de los avisos recomendados peng sus necesdades
individuales de salvd. Por frvor consulfe con sy proveedor de salud sobre esfios adverfencies de solud v ofnes adverfencies.

Risks of recurrence
Riesgo de recurrenda

Fallow-up with your physician because the risk of breast cancer returning continues for more than
15 years after remission. i you are a younger woman, or if you have not had bilsteral mastecomies,
yaou are at higher risk to develop a new, unrelated breast cancer 2 some time in the future.

Elseguimiento con su médico es importante porque el riesgo de que regrese el cancerde seno
sigue por mas de 15 afios después de |a remisidn. 5i usted eswna mujer joven, o siustedno

ha tenido mastectomias bilaterales, usted cormre un mayaor riesgo de desarmollar en el futuroun
nuevo cancer del seno, no reladonado con cancer inicial

Symptoms
of recurrence

Sintomas de recurrenda

Repart these symptoms to your doctor: new lumps, bone pain, chest pain, shortness of breath
ar difficulty breathing, abdominal painor persistent headaches.

Repaorte estos sinfomas @ su médico: nuevos bulfos, doloren los huesos, dolor en el pecho, falta de aire
o dificulad pang respinar, dolor abdominal o dolores de coberg permistentes.

Lymphedema
Linfedema

Damage orremova of lymph nodes may cause kymphatic fluid blodeage and swelling in the arm
of the breast surgery caled lymphedema. Lymphedema can ooour within a few days of surgery or
years later and can be mild orsavers. It isimportant to atend to any changes in the arm to seek
timely medical attention to reduce the physical symptoms and pain associated with lymphedema.
Lymphedema can be treated via physical therapy, compression devices, exerdse and surgery.

El doifio o extirpacicn de los nddwlos linfdticos prede cousarobstnucridn del liquido linfdtico e hinchazdn
en &l braro de lo cinugi del seno lo cwal e llama linfedema. El linfedema puede ocumir g los pocos dios
de lo cirugia o afios mas fonde y puede serleve o ssven. Es importonte prestar abencidn o cualquisr
cambio en el brazo parg buscar atencidn médica opartung pang redecir los sinfomas fisicos y dolores
asocigdos oon el ifedema B linfedema puede ser frofiodo o tnovesde by fengpio fisios, dispositives de
compresidn, el garcicio y lo cingia.

Preventive care
recommendations

Recomendaciones para
el cuidado preventivo

Obtain appropriate medical care for bone health, cholesteral monitoring/management,
nutrition, exercise, mentalfcognitive health, weight management, physical therapy, immune
function, sexual health, fertility, skin care, pain and fatigue, and dental and eye care.

Ot enga af encidn médics adecuada pang su solud deea, lo vigilancio y maneio del colesterol, ko
nutricicn, el ejercicia salwd mental/bognitiva, control de peso, fenapia fisics, la funcidn inmune, la
solud sexual o fertilidad, cwidado de la pigl, dolor y fatiga, y & cuidado dental y ocwlar

Vaccinations
Vaocunas

The following vaocinations are recommended by the CDC for adults age 20-60: flu (annually),
chicken pox (2 doses), HPV (3 doses), Measles, Mumps & Rubella (1 or 2 doses ), Meningitis

(1 or more doses), Tdap: Tetanus Diphtheria & Whooping Cough {once, then a booster every 10
years), Hepatitis A (2 doses) and Hepatitis B (3 doses). Please consult with your doctor
regarding your vacdnation needs or if you plan to travel sbrosd.

Lassiguizntes woouwnas son recomendadas por el COC (&l Centro pang el Contral y ko Prevencidn de
Enfermedades) parg adutosde 20 o 60¢ influenza (anwal), varicela (2 dosis), VPH (3 dosis), sarampiidn,
papens & rubdols (1o mds dosis), Tdge: Téfanos, Diftenis, y Tos Ferng (ung vez, luego wun dos's de
refuerzo coda 10 afos), la hepatitic A (2 dosis), y ko hepatitiz B (3 dosis ). Por favor consule con s doctor
tocante a las vocuna que wshed necesita, o si fiene planes de vigiar infermacionalmante.
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Medications Take doses as recommended by your health-care provider. Discuss all your medications
induding vitamins with each healt h-care provider including doctors, pharmacists and dentists.

Medicamentos
Tame la dosis sequn lo recomendacidn de sw médico. Discuta fodos sus medicamentos, induyendo
vifamings con coda provesdor de salid, incluyendo médicos, formacduticos y dentisfas.
Mutrition Healthy dietsinclude nine serving s of fruits and vegetables, and three to five servings of plant
(healthy eating) prateins (peas, beans, nuts} and whole grains each day. During treatment, you may need
. extra protein and calories to cope with the effects of treatments, and eating more fish is
Nutridén (comer helpful. Red meats shouild be limited toless thanthree times/week and cured meats should
saludable) be avoided. Consultinga distician who is knowledzezble shout culture and ethric foads may
be useful
Lima diefs seludable incluye nieve porciones pordia de frutas y vegetales, y tres g dinco porciones de
profeings de plantas (guisentes, frijoles, nueces) y cersales infegrales. Durante el trof amiento, usted
puede necesifor mas proteings y calorias paro enfrentar los efectos del frofamiznta. y comer mas
pescado es Gtil Debelimitar los comes rojes 0 menos de fres veces por samanag y debe evitar comes
curadas. Consulte con un diefisfo que conozor comidas culfunales y éfnices que fol vez sean dfiles.
Maintain healthy Being ovenweight and weight gain are associated with increased risk for cancer recurrence
weight and increased comorbidity and poor health. Exercise three times a week for at least 3010 45
minutes far improved health and to maintain a healthy weight. If weight loss is desired, exercise
Mantener un peso tor at least 30 to 45 minutes four tofive times 2 week. Disouss your exercise plans with your
saludable doctor before beginning. Mew research shows that exercise can improve survival and provide

relief from the symptoms associated with treatments, as well as depression, anxiety and stress.

El zobrepeso y el subir de peso se azocian con un mayor fesgo de recwmencis del cdnoer, g
comarbilidad oumentada y la mala salud. Ejercicio fres veces a la semana dunante ol menos 30 0 45
minutos para mejorar la saled y manfener un peso saludable. 5i deseq perder peso, haga ejercicio
por o menos 30 a 45 minvtos custro o cinco veces g by semana. Discuta sus planes de gjancicio

oon su médico antes de comenzar. Ung nueva investigacidn muestra que el glercicio puede mejorar
Iz sobrevivencio y proporciong alivio de los sinfomas asocisdos con los frafamientos, asfcomao la
depresidn, ko ansisdad y el estirés.

Stress management | Leaming to manage the increased stress that the experience of cancer and its treatments may

and well-being bring is quite impartant in the recovery process. Amaong other problems, too much stresscan

: lead to fatigue, sleep problems and feslings of anxiety and depression. Exercise, meditation and
Manejar el estrés y guided relaxation are known stress relievers. For optimal well-being, 2 minimum of six hours of
el bienestar sleep per night is needed. Many cancer survivors reveal they are comforted and strengthen and

find increased meaning and purpose in their lives throug h their spintual faith and through their
advocacy orvoluntesr work in cancer-related, health or community programs.

Aprendera manejar el estrés relocionado con ko experisncig del cdnoar y sus frafamientos es muy
imporfante en el proceso de recupenacidn. Entre ofros problemas, el exceso de estrés puede conducir
a ko frtiga, problemas de suefio y sentimientos de ansiedad y depresidn. El ejercicia, ko meditacidn

y ko relajocidn guinda son conocidos parg alivier &f estrés. Pang el bienestar apfimg es necesanio un
minimao de seis hones de seefio por noche Muchos sobrevivientes de cdnoer revelan que se consuelan
y forfalecen yencuwentron un sentido mayor ¥ propdsto en sus vides o froves de sw fie espin fual y

a frowves de sus actividades de abogacis o trabajo voluntaris en los programas relecdonados con el
cdincer; kr salud o ke comunidad.
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Hydration (water Crink at least eight glasses of water a day for optimal health. Water helps the body rid itself

consumption) af waste that comes from cellular or bodily function, medications, environmental and food
; ) sources. Lack of water contributes to headaches, constipation, digestive, skinand sleep
Hidratacién problems and mood imbalance. Additional sources of water indude fruits and vegetables.

(consumo de agua)
Beba por lo menas acho vasos de agua al dio pana wna salwd dpfima. El agua aywda al cuerpo a
deshacerse de los residuos que provienen dela funcdn celwlar o del cverpo, los medicamentos, y de
s fuentes ambiantales o de alimenfos. La falia de agua contribuye a dolores de cobeza, problemas
de estrefimiento, digestivos, de lo pidl y &l swefio y &l dessquilibrip del estodo de dnimo. Otras
fuenfes de agua son las frutes y los vegefales.

Alcohol, Tobaceco Itis recommended that youdo not smoke or use tobacco products and avoid second hand
and Controlled smoke. Also, women dizgnosed with breast cancer should awoid alcohol, or limit toadrink a
day. In time of stress, like 2 cancer diagnosis, people may consider using these substances to
cope. However, the dangers are serious and increase your health problems. Please reach out
Alcohol, Tabaco y las to your health care team or counselor for help and support.

Sustancias Controlodas

Substances

Se recomiends que wsfed no fume ni use productos de fobaco y evite el humo de segunda mano.
Ademds, mujeres diagnosticadas con cdnoer el seno deberion de evitar &l aloohol, o imitasea
wng bebida al dia. En tiempos de estrés, personas pueden considenar & uso de esfies swstancias pana
enfrentar ko sitwacidn. Sin embange, los peligros son groves y gumentan sus problemas de saled.
Por favor, hable con su equipo de cuidado médico o su consejern pang aywda y apoyo.

Reproductive Young survivars are faced with reproductive health concems. These issues include pregnancy,
Health fertility, menopause, and body image. Request a referral to a fertility or reproductive health
specizlist in order to address your concems

Salud Bepraductiva Las sobrevivientes jdvenes enfrenton preocupaciones con lg salud reproducfiva. Estos temas
inclyyen el embarazg ferfilidad, menopausis, y el imegen corporal. Pida una referencia para un
especidista en lo ferfilidad o lo selwd reproduwctiva pang frofer con Sus preocupaci ones.

Health provider Many women may feel it is not their place to talk with their doctors. Writing your questions

communication and sharing your concems are necessary for receiving appropriate care. Tell your doctors
about all your medications and use of complimentary and herbal supplements. Share your

Comunicocidn de

physical and emotional concems to get the best care. At times you may needthe services of a
proveedor de salud health-care advocate or navigator to help you obtain the best care. Many health-care settings
hawve navigatars or sodal workers to assist youw. Taking 2 family member or support person to
medical appaintments can facilit ate better communication and quality care from providers.

Muchas mujeres pueden sanfir que no puedan hablar con sus médicos. Esoribir sus praguntas
|I ¥ compartir SUE preor UDaCinmes 50N necesarios pand redbir lo atencidn adecwada. Digale g sus
miédlicos sobre fodos sus medicomentos yel uso de suplementos g base de hisrbas. Comparta sus
prescupaciones fisices y emociongles parg conseguir lo mejor atencidn. A vecss es posible que
necesite los servicios de wn defensor de cuidados de lo salud o wn novegador que le ayudaron g
obfener Iz mejor atencidgn. Muchos de los centros de salud tienen navegadores o frobajadores
socizles para ayudare. Lisvar un familiar o persona de gooyo a los cifas médicas puede facilitar
LA I O CONTUNICaC g y wng afencidn de colidad de sus provesdaones.
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Bone Health Breast cancer treatment and menopause can decrease bone strength and bone density. Your
doctor can measure your bone density with a DX A scan to determine if you have suffered any
bone loss. You can also keep yourbones strong through healthy living. Eating a healthy diet
richincaldum and vitamin [ and exercising regularly, in particular weight bearing exercise,
can help reduce bone lass. Wamen should consume about 1200mg of caldum daily, or
1500mg if they are post menopausal.

Salud Gsea

La menopausia y & trofemizsnto pang el cdnoer del seno pueden disminwir Lo fuerzg y densidod deeg.
Su doctor puede medlir sy densided dseq con ung escdnea de DXA (absorciometria de nayos-x de
enengla dual) pane deferminar sf wsfed ha podecido de péndids deea. Tambidn puede mantfener sus
huesos soludables g frovés de wn estilo de vida saludable. Comer unag diste ros en cddio y vit aminag D
¥ hacer sieicio regularmente, especislment e gjericios de canga natural, pueden ayudar a redudir lo
pérdida deea. Las mujeres deberizn de consumir alrededor de 1200mg de cdcio al dia, o 1500mg

=i 0N posmenopdusicas

Dental Health Cancertreatment cancause oral problems induding painful mowth and gums, dry mouth,

cavities, tooth decay, and changes intaste. Taking care of your mouth and teeth is crucialto
Salud Dental your overall well-being. Discuss any dental concerns with your onoologist and dentist. Also,
please make sure tovisit a dentist twice a year.

Lo trotamientos pang el cincer puaden cousar problemas onales, que incluyen doloresen o boca y s
endillys, boog seog, agnies, decodencia yoombios en gustacidn Cwidar de su boog y dienfas es esencia
parg su bienestar fofal. Hable con su oncdlogo o dentista sobre cualquisr preccupacidn dental que
fiane. Adamds, por fovor visite v denfista dos veces porafio.

Heart Health Heart healthisan important concemn for cancer survivars, espedally among young survivors,
patients who received radiation to the chest area, orwho received certain anti-cancer drugs
Salud del Corazén [ie.taxanes, anthracyclines, Herceptin. A heart-healthy lifestyiz includes a dist low in
sodium, saturated fat, meat and animal products, and high in fruits, vegetables and fiber; at
least 40 minutes of physical activity per day; and six to eight hours of sleep per night. Your
care team should inform you about all your treatment s and the possible side effects.
Symptoms of heart problems may include: shortness of breath (especially when lying flat),
leg swelling, palpitations,heart fluttering, intolerance to exerdse. Make sure to ask your
doctor about what specific heart tests are needed before, during and after treatment.

Lo salud del corazdn es algo muy importante para los sobrevivientes del cdnoer, especidmente los
sobrevivient es jovenes, pacientes que recibieron radiacidn al pecho, o que recibieron ciertas drogas
anti-cancersas (p. ef, foxenes, anthrocyclines, Hercepfin). Un esfilo de vido saludable pang &l
congzgn incluye uno dieto bajo en sodio, grosa safurada, came, y producios de arimal; y =iz g
ocho honas de swefio cada noche Su equipo de cuidado médico le deberiz de informar sobre sus
fratamientos y los posibles efectos soundarios Sinfomas de problemas candizoos podrdn incluir:
falta de gire (especidmente cuando estd acostoda en sw espalda), hinchazdn en sus piemas,
palpif aciones, infolensncia ol ejericio. Preglinfele o su docfor sobre los prusbas conliooss
espedcifices que senecesitan hocer antes, durante, y después del fratamienta

Other Medical These tests may be considered during routine breast cancer follow-up: breast MRI, FOG-PET

Tests scans, complete blood cell counts, automated chemistry studies, chest x-rays, bone scans, liver
ultrasound and tumaor markers (CA15-3, 27,29 CEA). Talk to your doctor about testing.

Otras Pruebas Médicas

Esfas pruebas se pueden considensr dunante el cwidado de seguimignto ruting pang el cdncer RM
del zeno, escdneas de fomagnafia (FDNG-PET ), confeos completos del sangre estudios quimicos
aumatizndos, rapos-x del pecho, escdneas del hueso, uinssonide del higeda, y marcadores de fumor
(CA 153, 27 29, CEA). Hable con su doctor sobre [ prushas.

CCARE - City of Hope Ras
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Otres fuantes de infommacitn sobre planes de sobreviviencia y otros recursos para sobrevivientes (Solo disponible en inglesk

= American Sodety of Clinical Onoolomy: www.cancarnat spatient SSurvivorship 888-651-3038

= American Cancer Society: www.cancenong,/Treatment /Survivorship DuringandAfterTreatment BEB-227-2345

Bright Pink: www bebrightpink org 312-787-4412

CancerCare: wwwieancercareorg 800-813-HOPE (4673)

Cancer Legal Resource Center: www.d isabil ityrights legal center org i an cer- e |- resowr ce-center
866-999-DRLC (3752)

Centars for Disease Control: wwwod cpovdcancerSsurvivorship 800-232-4636

Fertile Action: www fertileactionong info@fertileact ionorg

Fertile Hope www fertilehopeory BL5-220-7777

FORCE Facing Our Risk of Cancer Empowered: www. facinmowrrisk org B66-2 B8-RISK (7475)
Haope for Tweo: The Pregnant with Cancer Metwaork: prepnan twithc ancerong 800-343-4471
Joumey Forward: www joumeyforward.ong  707-636-5900

KnowBRCA: www mowhrnca ong

LIVESTROMG Care Plan (dispanible an espafiel): www livestrong org BL5-220-F777

Living Beyond Breast Cancer: www.lbboorg B55-807-6386

My Oncofer tility: www.myoncofertilityvorg Bes-708-FERT(3378)

Mational Cancer Institute httee Mnocopoc ances mony NOCC P-ASCO-Breast-C an car-Survivors hip- Care-Plan pdf
B00-422-6237

Mational Cancer Institute Office of Cancer Sunvivor shipe httpfdocpsnconihygoviors 300-402-2964
Mational Coalition for Cancer Survivorship: wwworancer advocacyorg 301-650-9127

Mational Comprehensive Cancer Network: www.noonongdpatients 215-690-0300

Simims Mann- UC LA Center for Integrative Onoologry: www sinmms mannoenteruclaedy 310-794-6644
Sisters Metwaork Inc. Young Survivors Initiztive: www sistersnetworkincorg B66-781-1808

Susan G Komen for the Cure weww komenorg 877-465-6636

Young Survival Coalition: www.youngsurvival org 877-97 21011

CityofHope. wie.en
Druzrie, CA SO0 -3 000
RESEARCH - TREATMENT - CURES Phane 626256 4673
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Survivorship Care Plans: Making a difference

How do we anticipate that the guidelines will
make a difference for survivors?

Educate and activate ethnically diverse patients
Into their medical care and self care, as well as help
navigate through the cancer survivorship experience.
Patients will be informed regarding their treatment and
potential side effects, surveillance, referrals for follow-
up care, other chronic illnesses, symptom
management, self care, health advisories, quality of life
and resources.




Health Inequity

Disparate health and disease outcomes,

and access and quality of care

Source: Institute of Medicine (2002)

Health inequities are reflected in differences in length of life; quality of
life; rates of disease, disability, and death; severity of disease; and access

to treatment

Source: http: //www.cdc. gov/ chronicdisease/ healthequity/

o Cityof
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Intervention Study Addressing Inequities in
Survivorship Care in African Americans BCS

AABCS recruited from State Cancer Registry and support groups

Randomization

Peer navigation + clinically— and culturally—informed breast cancer materials, or

Clinically- and culturally-informed BC materials only

To increase cultural grounding and community relevance and acceptability:

AABCS (N=29) from advocacy groups trained as peer navigators

ASCO (American Society of Clinical Oncology) SCP template adapted to increase clinical relevance and
patient-centeredness for AABCS

®  Personalized guide for appropriate foilow—up care based on diagnosis and treatments received

Rooted in community based-participatory research (CBPR)

o Cityof
Hope




Intervention Study Addressing Inequities in
Survivorship Care in African Americans BCS

All participants received the resource booklet “Embracing Hope”
— Included a blank form of the Treatment Summary and Survivorship Care Plan (TSSCP)
— The peer navigation consisted of:

e Four weekly, 40-minute navigation sessions delivered in-person or via telephone by a peer

navigator

e A 5th booster session 6 months after beginning the study

Mailed, self-report assessments (baseline, 6- and 12-mo follow-up)

All the information pooled and entered into the computer for analyses

— Specific personal information not identifiable

H Cityof
il Hope



Recruitment Outcomes

246 Potential
Participants

7/246 (11%) Ineligible

67/246 (27%) Not
Reachable

152/256 (59%)

Potential Available
Population

139/152 (92%) 13/152 (8%)
Verbally Agreed to

Participate Refused to Participate

112 /152 (74%)
Completed Baseline
and Signed Consent

27/152 (18%) Passive
Refusals

61/112 (54%)

Assigned to
Intervention

51/112 (46%)

Assigned to Control

42/61 (69%) 32/51 (63%)
Completed 6-mon Completed 6-mon
Follow-up Follow-up

44/61 (72%) 34/51 (67%)

Completed 12-mon Completed 12-mon
Follow-up Follow-up

Cityof
Hope




Demographic & Clinical Characteristics

* Nearly half (48.2%) were between 50 and 64 years of
age.

« 44.4% were college educated

« 35.5% had annual family incomes of less than $25,000

* 61.6% were unemployed or retired

« 45.9% were in a committed relationship

« 55.4% were diagnosed with stage I/l breast cancer

« 23.2% at stage 0, and 21.4 % at stage lll breast cancer

H Cityof
il Hope



Peer Navigation Outcomes

e Navigators showed that they can increase AABCS’ confidence in their
knowledge of cancer, treatment, and survivorship information as early as 6
months after starting the study.

e This is clinically meaningful, as women who are 6-18 months post diagnosis are
often very worried and want to understand how cancer and treatment will affect

their life, and how they can live the best life possible

H Cityof
il Hope



Study Outcomes

At beginning of study, no one had a comprehensive TSSCP

e At 6 months, 45% of study participants received a personalized TSSCP from their

oncology team; 64% received one at 12 months

}ﬂ': Cityof
il Hope



Study Outcomes

® Statistically significant improvements in adherence to NCCN
recommendations from baseline to 6- and 12-month follow-up
(respectively)
® Physical exam: 42.0%, 59.8%**, 70.5%***
® Pelvic exam: 36.6%, 47.3%%, 44.6%
® Breast self-exam: 56.1%, 67.3%, 79.6%***

® Breast imaging: 56.1%, 72.4%***, 72.4%**

*p<0.05; **p<0.01; ***p<0.001

o Cityof
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Study Outcomes

e After participating in the study:

e 67% of AABCS were aware of the importance of participating in

clinical studies

e 73% would recommend the study to other survivors

H Cityof
il Hope



Conclusions/Lessons Learned

Currently, there is a lack of community inclusion in implementation of research

interventions.

We successfully trained peer navigators to educate and implement a SCP intervention
with AABCS, a population that is historically medically underserved — enhanced
community capacity

Importantly, peer support helped to improve survivors’ confidence in their knowledge

of cancer, treatment, and survivorship information = better Prepared for life after

cancer

]’l{" Cityof

il Hope



Conclusions/Lessons Learned

To optimize the effectiveness of peers to provide resources and services, we can devote
more time to peer training

— Full day dedicated to each domain in the TSSCP template

In the future, the scientific and community partners plan to independently continue

community—focused projects to improve the well—being of cancer survivors.

]’l{" Cityof
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