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Cancer Support Community

OUR MISSION:

To ensure
that all people
impacted by
cancer are
empowered

by knowledge,
strengthened
by action, and
sustained by
community.
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Frankly Speaking About Cancer®

« High quality, evidence-based educational
programming for cancer patients, survivors,
caregivers, and health care professionals.

« Frankly Speaking About Cancer (FSAC)

— Provide easy to understand in-depth
coverage of topics relevant to those atfected
by cancer.

— To educate and to empower cancer patients,
survivors, caregivers, and health care
professionals.

— Topics are tumor type-specific (e.g.
melanoma, lung, metastatic breast, liver,
colorectal, multiple myeloma) or cross-
tumors (e.g. immunotherapy, clinical trials,
treatments and side effects).

— Provide up-to-date content and reflect new

advances in knowledge.
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FSAC Bone Health Program

SPEAKING Bone Health

for Cancer Survivors

* |n 2018, CSC launched its FSAC Bone
Health program.

* Feedback from community research s

preventing
one falls, and taking bone-building drugs (if
who has been treated for cancer. You may  you need them) can help keep your bones
have had treatments that can make your  strong and improve how you feel.

assisted in the development of two —
booklets about bone health:
v FSAC Bone Health for Cancer =

Spreads to the Bone

Survivors, and
v' FSAC When Cancer Spreads to the
Bone
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FSAC Bone Health for Cancer Survivors

This booklet is for cancer
survivors whose active
treatment has ended.

Topics include:

e Bone health after cancer
treatment.

 What to do to keep
healthy bones.

e Bone health tests.

e (Questions to ask the
health care team.

CancerSupportCommunity.org

ABOUT CANCER

Bone Health
for Cancer Survivo

Eati isi i

aboutbone
health. Iis especially important for anyone
who has been treated for cancer. You may
have had treatments that can make your
bones thinner and more likely  break or
fracture if you fll or get injured.
“This booklet s for cancer survivors whose
active treatment has ended. It explains why
it is important for them to keep an eye on
their bone health.

falls, and taking bone-building drugs (if
you need them) can help keep your bones
strong and improve how you feel
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EATING FOR HEALTHY BONES

Tey to gee o

DAILY RECOMMENDATIONS | GALCIUM VITAMIN D
Wemen ages 10 1o 50 1,000 moday 600 day
Men sges 19t 70 1,000 moyday 600 day
Wermen ages 51 1o 70 1,200 moiday 00 Liday
Wermen and Men 70+ 1,200 moiday 500 Litday

W Bemcesl, acoms quash, butermar squask,
and ol

B Camned i bose:

W Figs, dried S, amd aimonds (Good 3z

smacks o in hot cexeal)

L] Ty sopheaza smd

cplaz in
canned simos)

Tk to povas health case provider abous

(Qeampe juice, sy milk. slmond k.
some cepeals, bueads, and tofi e ofien
fortified vt ealeinm snd vimmia D)

D supplemens:

e g for you

I only had to meke a fow
changes to be sure | was
getting the calcium and vitarmin
Dl neod every day. | drink

mik every moming and try to
sat broccoll or another high-

calcium veggie wit

&

B Ostzociasts (OS-teeeb-hlar), which beesk
dowa the boe
B Ostzobiasts (OS-eeb-blar, which form
e boae
B Osteocytes (OS-erab-six), the cell imside
the bome (dhese cell stact out
osteobiasts)
Your body's hocmones contral how fast the
osteoclasts and the osteoblasts work. Up
il age 20, the osteoblasts wock fastes than
the osteoctasts. Ducing this pact of ouc 5fe,
‘your body builds moze bz tisue than it
bresks dowm. The more bone tssue ou
bave, the larger and hexvies your boaes aze
A% you moe through your 20: and into rour
307, the osteosiasts start working fister than
the osteobissts This is when yous body
bresks dow: bone faster than it builds i,
2nd yous boaes begin getting thinnec

SEVERE
OSTEOPOROSIS OSTEOPOROSIS

Cancer and ifs tzextments cam also affect the
bone-building peocess, causing yous bones to
thin moce quicky

What are Osteopenia
and Osteoporosis?

s you get older, the tissue inside your bone
changes These changes make it exsies for
you banes to break if you fall oc get iured.

The medical teczns for taese change: e

B Osteopenia (O5ce-sb PEE-wee-sbj—bone
tissue is thinner than nocmal

B Osteoporosis (O5-sesbpubROH-sif}—
boae tissue bas become very thin and cxn.
beeak more ety

Osteopenia and osteoporotis ace very

PROSTATE CANCER &
OSTEOPOROSIS

Ancrogen Geprivetion herspy (a0 known
53 hormane oranaogen
Suppreesion harapy) Is used to freat
prostate canoer. 1t reduces the testosterons
that nelps the cancer grom. Bt 0.

ocours during the frst 12 months of

treatment. I you recshed e restments,

youstous:

B Hava bons dsnsty DEXA scan very
twoyear.

B Teks caloum and wiami D
supplemaris.

B Tk to your doctor abottaking &
bore bulking anug it your DEXA scan
score B baw 25,

= B trested, whan recessary, win
‘denosumab (Prolis), zoarorets

st Zormeta®), of akndonats

(Fossmax®

QUESTIONS TO ASK YOUR HEALTH CARE TEAM

[} now, when?
(] parosis? Wiy or Wiy not?
L]

ey stay
= Ty or Wy




Community Research

e (CSC facilitated 4 virtual focus groups to test new materials

17 breast and 6 prostate cancer patients and their caregivers
o Highest risk of osteoporosis as survivors of non-
metastatic disease
o These cancer types often spread to the bone

* Non-metastatic breast and prostate cancer patients reviewed
the FSAC: Bone Health for Cancer Survivors.

 Metastatic breast and prostate cancer survivors and
caregivers reviewed the FSAC: When Cancer Spreads to the
Bone.
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Methods

Participants in each focus group reviewed each booklet
and gave feedback about:

1. Ease of understanding

2. Reactions to specific sections and content in the
books

3. Suggestions for improvement
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Main Findings: FSAC Bone Health for
Cancer Survivors

* Most participants have not previously |
seen a booklet that is dedicated to SPEAKING Bone Healt

for Cancer Survivors

bone health and found the content to
be new information.

* Highlighted that this booklet raises

awareness about bone health for S Mm
those out of active treatment. e e

This booklet is for cancer survivors whose

active treatment has ended. Irexplains why W

it is important for them to keep an eye on CANCER SUTPPORT
their bone health. COMMUNITY.

7
HC. B
§

* Influenced some participants to ask
about bone health and bone density
testing.
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Main Findings cont.

BONE ANATOMY You probably don't spend much time thinking

* Participants liked pictures of actual, ST
diverse survivors

* Participants want actionable content
o Who, specifically, is most at risk based
on what treatment?
o How often to get bone checks? resomms s

Cancer can start i the bone or the b
that started in the bones. You can leaf
marrow on the CSC website at www. EXERCISE FOR BONE HEALTH Here are some tips that can help you get

o Be as specific as possible on dietary - EEEEEC R
recommendations — foods & how much

What is Bone?

is living, growing

made up of proteins and minerals

Yout bones have two layers. The outer layer,

called cortical bone, is very thick. The inn

layer—the trabecular (frud-BEH -y

GETTING STARTED

® Low Fitness: Walk for 10 minutes in
your neighborhood or a mal. Set a pace
whers you can talk easily whie waking

® Medium Fitness: Wak at a brisk pace,
increasing time by 5 minutes every day
or two, Use music with a good beat 1o
increase spoed and tme.

B High Fitness: Add resistance workouts,
power-walk, jog, bike, o swim. Work on
increasing distance, time, and speed.

each day

DOt bOND Metastases in our bookiel
the CSC website at www.CancerSupy

™ Find things that feel good and safe to

PROSTATE CANCER &
OSTEOPOROSIS

Androgen doprivation thorapy (also known
‘as hormone therapy or androgen
suppression therapy) is used to treat
prostate cancer. It reduces the testosterone
that helps the cancer grow. But it also
siows bone production. Surgery to remove
both testicies (orchiectomy) has the same
effect. The most rapid bone Ioss often
occurs during the first 12 months of or
treatment. If you received these treatments,
you should:

B Have bone tests every two years,

 Take caicium and vitamin D
supplements.

 Tak to your doctor about taking a
bone buiding drug if your T-score is
below -2.5.

B Be treated, when necessary, with
denosumab (Prolia), zoledronate
(Reclast, Zometa), or alendronate
(Fosamax).

* Unaware of risk to male survivors

* Exercise component

* List of preventative steps

* Visuals helped increase awareness
and knowledge e

B What are some things | can do on my own to take care of my bones to make sure
they stay healthy?

as much

you feel comfortable

tly, slowly

 Are you recommending bone-buiding drugs? Why or why not?

CancerSupportCommunity.org




Main Findings: FSAC When Cancer
Spreads to the Bone

e Participants emphasized the
need of educational
resources aimed at patients
with metastatic bone cancer.

* Participants view this tool as
a way to empower patients
to become active partners in
their care.

CancerSupportCommunity.org

When Cancer
Spreads to the Bone
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Main Findings cont.

¢ Orthopedic fixation. Using metal Managing Bone Pain

. . . .
. plates, serews, and nails to stabilize bones N
I l I I W I I V ) Bone metastases can be very painful. Your
) that have become weak or are at risk of :

breaking, treatment may ):w;lp_m reduce your pain, but
it may not get rid of it completely. You may
4 + Bone cement o stabilize bones. The also nced other medicine or treatments for
e l I a n CO I I I re e I I S I Ve cement is injected lnto a bone that is the pain itself. If you have bone pain, tell
Vi broken or has been damaged by the bone your health care team. You can ask about:
metastases. This procedure can also help
W Getting a referral to a pain specialist or

teduce pain. 8 !
a palliative (PA-ke-ub-fin) care specialist.

e, . .
* Additional testing was requested to
g q plates, screws, and nails. treat pain o other symptoms caused by
« Joint replacement to repair a broken cancer and its treatments. Palliative care is
bone or to reduce hone/joint pain ot the same thing as bospice care, which is

be added to section of Bone TREATHENT WTHNACLNGALTRI 5 T

palliative care specialist at any point during your
Clinical trials are research studies with
- canicer ireatment.
patients. Their goal is to find better wavs to

m treat cancers. Often, the most pron
e a S a S e S treatments are only available throug

Many people with bone metastasis

AMANDA B,

participate in a clinical trial.

* Clinical trials section aligned with
patient knowledge

KEY THINGS TO KNOV

People who receive their treatn

® No one receives a placebo or *
B People who join clinical trials ot
W There are laws to protect the s
. . . B Some clinical trials may require Fer ben
* Managing pain was important and Tl
Not all costs may be covered i

insurance coverage.

Be sure to ask your doctor about:

was expanded to include palliative e
care

PROSTATE CANCER IS ONE OF THE
MOST COMMON CANCERS TO
SPREAD TO THE BONE.

* Health tips & prevention sections
were helpful, with some additions
recommended to the list.

el 1 ned 5 yeers,

et by men wth
0t bore oo

* Stories were relatable and gave hope.
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Conclusions

 Following feedback, we revised the booklets to reflect
participants’ input, which focused on clear and actionable
steps patients can take to maintain bone health.

 Cancer survivors and caregivers were very receptive to the
use of CSC’s FSAC Bone Health booklets for purposes of
patient education.

 OQOur results supported the utility of seeking patient feedback
on bone health educational materials. Booklets are available
through CSC and Gilda’s Club affiliates, program partners, and
CancerSupportCommunity.org.
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THANK YOU!

For More Information, contact Alex Swales at
aswales@cancersupportcommunity.org

_\\'\\\\\\I//////
CANCER SUPPORT | ¢
COMMUNITY. 5.
734 15t Street, NW Suite 300
Washington, DC 20005
Phone: 202-659-9709
www.CancerSupportCommunity.org
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