CCSS Objectives

To disseminate study findings to participants

To educate study participants about
— Cancer-related health risks

— Health surveillance recommendations
— Survivor advocacy/resources

To promote survivor resiliency/self-advocacy
To facilitate ongoing participation in research



LSS Communication Content

« Study operations/progress

« Study results

 New research opportunities

« Educational content relevant to survivor health
« Survivor vignettes/notes

e Survivorship resources

Distribution 3 to 4 times per year






In 1975, not much was known about the lonz-term s1de effects of reatments for
childhood cancer.
And. of course, the
first pnionty at the
fime was to save
Mark's life. Re-
searchers have zince
discovered that both
daunorubicin and
chestradiationcan
cause damage tothe |
heart. Both chestra-
diotherapy and

BCNU can damage
the lungs.

Study participant Mark Miller: "Don 't giveup!”
when facing possible long-tevm gffects of reamient.
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Long-Term Follow-Up Study
From the editor

It's always mice to see summer come back again (especially here m
Minnesota.) We can put away the big coats and look forward to more
time outdoors. It 15 a great time to look at our own health and take
stock of our habits and expenences that could impact our health m the
secondary cancers in LTFU Study participants. The details follow, but
we all should be remunded of the need for proper diet, exercise, regular
check-ups, and the avoidance of excess sun as part of our health care
plan. Summer is a good time to begin these healthy habats (1f vou're not
doing them already.) Preventive medicine begins with each of us.

Update on Coordinating Center transition. In the last edition of

the newsletter we reported that the LTFU Smdy Coordinating Center will
. . . be moving to St. Jude Children's Research Hospatal in Memphis where

Seatfle Children’s Hospitfal & Medical

o TR RS : Dr. Les Robison, the Study’s principal investigator, is now located. The

Toronto Hospital for Sick Children move process 1s proceedmg about as expected. It 1s scheduled to be

St. Jude Children’s

www.cancer.umn.edu/ltfu
Universify of Minnesofa
The Denver Children’'s Hospital
Children's Hospital of Pifisburgh
Children’s Hospilal af S{anford
Dana-Farber Cancer Instifufe
Emory University
Children’s Nafional Medical Center
U T M D Anderson Cancer Cenfer
Memaorial Sloan-Keffering Cancer Cenfer
Texas Children’s Hospifal
Uriiversify of California af San Frandcsco

C?ﬁﬁre;j;:iﬂ;ﬂﬂ "The medical siaff in long-term follow-up clinics are 13-
Mawo Clinic : mitliar with potential Iate complications of treafment such

as treaimeni-relafed malignancies and cardiovascular
disease, which would not normally occur in individuals as
youmng as many of our survivors are." —IOv. Daniel Green




ave Michael inspires others to keep moving in his role as
‘their personal tramner. It's a good job for someone who has
never liked to stand still for very long.

As a kad Dave excelled in baseball and basketball He
enjoved all types of rough-and-tumble sports. including football
and snow-sking None of that stopped when doctors found
that he had osteosarcoma. a bone tumor. When chemotherapy
didn’t shrink the tumor. Dave, then 12, opted for amputation
rather than risk the cancer comung back in some other part of

a4 - 1 1

Notes from Survivors

Dave’'s experiences have
given him an unexpected edge
with other clients. “T take away
their excuses,” he says. When a
client lags behind 1n his program,
Dave tells him: “If I can do an
exercise with just one leg., you
should be able to do 1t with four
good limbs!™

e 1 ™

Childhood Leukemia Survivor Manages Life, Family, Health

Virginia, celebrated her 37th year as a survivor of childhood

leukemia by running in her first marathon and helping to raise
$5 million dollars for leukemia research.

Keenly aware of the potential for adult health issues result-
mg from childhood treatment, Blair understood the importance
of a regular health and fitness routine. To help achieve her fit-
ness goals, she had already been working with a personal coach
when she decided to train for the marathon Her commitment to
help raise money by running in marathons is just one way she
“gives back™ to those whose work saved her life more than 30
years ago.

Blair was just 3 years old when doctors diagnosed her disease
as ALL (acute lymphoblastic lenkemia). After a year of in-patient
treatment. Blair received radiation therapy and chemotherapy as
an out-patient until the fourth grade. Since then, she has never
experienced a relapse (disease recurrence).

I n January of this year, Blair Huddleston Collins of Richmond.

o~

Before treatment began. doctors told Blair's mother that she  Encouraged by success with Tyler, Blair and Jef adopted Kaitlyn in 2005.

would be infertile. Unlike some girls who received radiation

and chemotherapy at early ages. Blair began having menstrual of becoming pregnant again, Blair and Jeff began considering
periods at about the normal age, and without taking hormones.  Other options for starting a family.

Notes from Survivors




A BRIEF UPDATE

From the Long-Term Follow-Up Study

January 2011

http://ltfu.stjude.org

Topic: DENTAL HEALTH

T“irh}? did we study participants’ dental health?

Treatments including radiation and chemotherapy in
children can result in problems with oral health.

Who participated in this study?

11,353 Long-Term Follow-Up Study participants (8522
Survivors and 2831 Siblings)

» 50 percent females and 50 percent males
» 87 percent white non-Hispanic
» Between 15 and 34 years old

SmallfAbnormal Shaped Teeth
Bi=sing Teeth
Abnormal Roots

Abnicrmial Enamel
M| zsing B+ Texth

Zum Discass

Diry Mouth
Dental Bridge I Survivors
M &blings
Dentures
o 5% 10% 15%

Percent of Survivors and Siblings with Dental Problems

What we studied:




A BRIEF UPDATE

From the Long-Term Follow-Up Study January 2012
http://Itfu.stjude.org

LTFU Stud? Expansion -We're Growing! [ The combined cohort will include more than 37,750
eligible survivors with detailed treatment information

Thanks to LTFU Study participants, we have learned a great available for study. Of these, we expect that a total of

deal about the effects of treatment among childhood 26,000 to 27,000 active survivor participants will

cancer survivors. And, we are exploring ways to improve contribute information about their health and well-

health outcomes for these individuals. Now, the study is being by completing the periodic Study surveys.

expanding to include people diagnosed in the more recent

treatment era. What do we study?

The LTFU Study has published more than 150

Why is the LTFU Stud ding?
Y isthe uey expanding research papers since 2001 on a wide range of topics

New Study of Women's Health

he EMPOWER Study i1s an exciting new LTFU study focused
on women’s health. If you are a woman between the ages of 25

and 49 who was treated with
chest radiation for a childhood cancer. E W OWER
you may be contacted for this study.

If you'd like additional information about the EMPOWER study, please
call the LTFU Study toll-free telephone line: 1-800-775-2167.



What is a Gene, Anyway?

DMNA, genes, and genetics are common topics in the news and in many everyday conversations. Many of us, how-
ever, might not have a clear understanding of what these terms mean. Following are brief definitions of some of
the most important genetic terms.

HEREDITY. Heredity is the passing of physical and mental traits from parents to children. We pass on our
traits by means of an amazing molecule called DNA.

DMA. DNA is a chemical that is found in all the cells of the body. The DMNA molecule is in the shape of a twisted

ladder. Each rung of the ladder is made of a pair of chemical building blocks called bases, or nucleotides. Thera

are only 4 bases in the DNA molecule. They are symbolized by the letters G, A, T, and C. The order of the base
pairs is a code the body uses to make proteins .

chromosome

GENES. Genes are segments of the DNA code that contain the
instructions to make a particular protein. Genes are the basic units
of heredity. We inherit our genes from our parents and pass them
on to our children.

PROTEINS. Proteins are large biological molecules that are used
in the body in many ways. Our muscles, bones, blood, and organs
all contain proteins that our bodies make by using the instructions

GINA: The Genetic Information Non-Discrimination Act
GINA was passed by the U5 Congress in 2008 to prohibit discrimination in insurance or employment based on genetc informa-
tion. GINA put the following safeguards in place:

= Health insurance companies and group health plans may not request your “research only” gene test results.

= Health insurance companies and group health plans may not use your genetic information from your medical recerd when
making decisions about your eligibility or premiums.

* Employers with 15 or more employees may not use your gene test results to decide to hire, promote, or fire you or when set-
ting the terms of your employment.

Additicnal infermation about GINA is available at:

www.ginahelp.org
www.ginahelp.org/GINA_you.pdf




LI

Long-Term Follow-Up Study

Stay linked to the LTFU Study:

email: tfu@stjude.org
phone: 1.800.775.2167

Update your contact information at:

http:/itfu.stjude.org

Fall 2014

= he LTFU Study 15 20 vears old! It 15 the world's longest-nmming study of
survivors of senous chaldhood illnesszes hke cancer. Thank vou suravors,
A siblmgs, and farmhes_ for your confmung support. We appreciate vour part-
nership m this hestone research effort.
The study has collected mformation from over 24, 000 suravors and over 5,000 of
theiwr siblings to find out about the long-term effects of treatments for senous chald-
hood 1llnesses. In addiron. 1t has helped sunrrors understand the health challenges
they mav face and has informed them about ways to stay on top of thewr health.
Many parbicipants have been m the study smee the very begmmng, and we are shll
enrolling new participants 50 we can leam about late effects of newer treatmsents.

MNew leadership. After leading the study
since 1ts beginming, Dr. Leshie Robison 15
handing off the leadership to Dr. Gregory
Ammstrong. They have worked closely together
since 2006, when the study headquarters moved
to 5t Jude Children’s Research Hospital D
Armstrong has been m charge of the study's
daly operations while Dr. Robison has been
responsible for overall planming and direchon.

Dr. Fobison notes that after ) yvears 1t's a good tume for new leadership at the
top. And he savs, “Greg 15 the nght person for the job.” They'll confinue to work
closely together and both expect that the leadership change will be seamless. Dr.
Fobison will continue to take an actrve role m the LTFU Study. The study staff
join m thanking hom for his great leadership over the past two decades! He and
Dr. Armstrong discuss the leadership change and share some upcoming plans for

Dir. Robrzon (igf) and Dy Armsmonz



Study Updates

Healthy Habits Are Especially Important for Survivors

he mportance of healthry habats for surivors has been

underlined by findmgs from two recent studies done

by LTFU Study researchers. The studies looked at
modifiable nsk factors that can merease the chances of senous
heart disease or stroke for childhood cancer suravors.

What are modifiable rigsk factors? A risk factor 15
somethmg that 1z15es your chance of developmg a disease.
Risk factors can be personal traats hke ape or sex. Certamn
treatments vou received mayv also be nsk factors for disease.

Forexample radizhon therapy and anthracycline chemotherapy

Arazs lika dsmeenheman s Arreanbacan ama msbe fasteos frre haart

Conditions that Are Modifiable Risk Factors

+* ¥ ¥ ¥

for Serious Heart Disease or Stroke

High blood pressure
Diabetes
Obesity

High lewvels of cholesterol and other fats in the
blood

of the veszels. Coronary artery dizease is a mgjor cause of
heart affacks.

Heart failure: Damage to the heart muscle that makes the heart
rmable to pump adegquately.

Heart valve disease: Damage to the valves in the heart that
causeas them fo leak or to become ztjiff and narrow so that blood
back: up in the heavt.

RISK FOR COROMNARY ARTERY DISEASE

Becepeed frestment

sy 5 times higher®
Deweloped high - -
3 times hagher®

i D * =

"Compaored to those who did nof receive corcer therapy towic to the beart ond
oid not deveiop kigh bicod pressure
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THE LONG-TEHM FOLLOW-UP STUDY
LTFU.STJUDE.ORG

LOOKING FORWARD

(Don't Look Back. You're Not Golng That Way!)

INTRODUCING A NEW LTFU STUDY NEWSLETTER

Unstoppable
Billy Rivard

he recalls. In 2012, Billy found

out thal he would need a kidney
tranzplant, oo, "My uncle donated
8 kKidney for me. Mo ons in my
immediate family was & match for
the traneplant because my blood
type had changed from A to O as
a result of the BMTE"

Billy's mom Linda is a mrse who
i aleo & cancer sunvivior, She
manages 8 sunvivarship clinic

at Adwocats Heslth Care in the
Chicago area. Ehe zays thal
despite having eo many issues
Billy tak=s great ownership of his
follow-up care: “He has been a
gre=i teachar for me in how to
handle life after cancer.”

or ressarcher and figure cul @ way
that nobody ever again will have o
oo through what | did.

Billy's favorite hobby is fishing.
“And because of that | hawve a huge
paesion for the environment. | aleo
think that bemg sick has made me
redlize how important a healthy en-
virommend i3 for everyone’s health

To pursue both interests, Billy i=
imvabred with an organization called
the Coastal Marine Education
Hesaarch Academy (CMERA), in
Clearwster, Florida.

“We go out and tag sharks and
eting rays 83 well as studying other
maring life swch 8z gea turles.”



For mare nforrmation,

Community Partners:

Julia Stepenske &

SurvivorVision®

Julia Stepenske is a childhood cancer
survivor whose experience helped
decide her career path. She was diag-
noeed with non-Hodgkin lymphoma in
1680 at age 15. She was trested on a
clinical trial at Children's Memorial Hos-
pital in Chicago and her cancer weant
into remission.

SurvivorVision pariners with
participating hospitals to
provide gift packs fo bone
marrow fransplant patients to
acknowledge their 100th day
after transplant. The 100th day
is 8 major milestone for BMT
recipients. The packs include gifts
guch as a t-shirt, a waterbottle,
a notepad for journaling, and

a commemorative bead from
the children's charity *Beads of

Emall: LTFU®st)de.org

please contact us at:
1-800-775-2167
On the web: LTFU. stude St. Jude Children’s
sudeorg  PeJUCES

MEAT « Bamsy Thamas Taander

things for the kids on that day,” Julia
saye. *Also, | was blessad to have

a textbook echolarship in college
and figured why not start one, =0
we did.”

While pregnant with her second
child Grace, Julias cancer
unexpeciedly returned 19 years
gfter t want nto remission.
Fortunately, she was diagnosed and
treated quickly thanks to advances
in cancer treatment and to being
cared for at a childhood cancer
program that helped her navigate
life after cancer. *Being connected
to a specialized survivorship



O el of o an'Be shudy Eam, Thank
youl fior your dedicarton 4o the Long-Tenm
oL Siud y (LTI L You ame 2 wital

pariner i the sesandh

The LTFU Stud y s $heword s longest-
mnnn g study of suisrars of childhood
@ncer Together wene helnng o dmonove
e heaith of surereors evenrahene and for
P arxbons to aEme

Our goad s to loeep you engaged and
miormed. That's winy we'm laun ceng 2
mdesgned newsietier that we thini is 25
arciting and fuure -ceieted xc the LTRU
Study itsei Inaddion to the astichs: youtre
epoyed in e past, youll reed about wihaf's
e happening, what's upomming. and hos
your parhopatnns makeng addfesnces

The Mational Canoer instiuie (HCD
el menewed s sup port dor fiesiady
frough 2002 In mnouncing the swad,
M desoribeed #he Lon g Tarm: Foliow-Up
Study = “Oneof themost powerful RO
supported resea ndh e ffor ts for traddng
the needs and health of survivors.™

HCi's ongoing support affens fie

mportarke of the advanes we T
mmaicnz, than ks i your dedication. e
ane prudio haree thew support and
Fieful toowur 24, 363 poarticinos.

We z aiwarys giad tobhesr from you
We weboome wou rs g Bons and
feadbod and rrvvie youto ol
s inl-free 2t SO0-TT5-2167

oremad TP stjud eong.

Withthanis, y -

Gegory Armstrong, M0
Pencipal smrestigaion
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Shorter survey coming

We are inthe process of finalizing our next survey,
Follow-Up 2017, New questions in this survey will
help us learn more about the important financial

issnes thar survivors may ficeasa
resuk oftheir childhood ilness.

Much showrten! Follow - Up 2o17
will heshore Thelas surey was
¥ e, and some of you repormed
tharitwas a challenge wo find the
dme to complete it W value your
time and recog mne thar yoo have
husylives, sowe designed amnd
shorter survey this ime

When to expect T7'We phn
o smr sading o Fallow-Lip
2cay this summer. [ mkes several
mmths w0 achmlly procss and
send mone than 20,000 STveEys

For this regson, some partcjunts
will recetee ther surveys i 2oy,
orthers will recaiverhem m 2o,

W will send you an
amouncemes & few wesks in
advance so0 youcan be on the
lockout for your survey in themail

We Reed yOur response! W hen
FOUIT SrvEy ar rivey, pleass mke o
fem minumes o fill i ooz We need
CVETFONE'S TS0 &35 [0 SIsne
the aornmey of our resals. As
alwaws, weweloome yoor fedhack
O qUESTions on any aspery ofthe
TNEW FUTVEY.

Thank you for participating!

Thank you oo everypne who complened the smdy's most recent ollow ap
survey. A major ity of pertcien s complered it,and their commiomenr is
helping to improve tresmenss for chilldren newly dagnossd with cancer, and
o identify woys of prosoting people’s health for years heyond their cancer

The dar s curmentdy being
prepared for anatysis and will
allow reseanchers o smudy the
impacrofchildhood cancer i
new ways, mdonding:

u Whar survio s experience
a5 they gex alder

® Howihe effecs of mear
merr might influenos the
ag Mg pTocess

24,363 PEOPLE CURBEMTLY
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The LTFU Study

commumt}'
Study size

Trexmenes for childhood cancer have changed
aver time, in part because of what has heen
learned from the Lang Term Follow Up Stady.
When the study began in 1994, we enrolled
partidpants who were dizgnased berween n70
and 1986, Mare recently, we have added 2 new
“generation” of participens diagnosed berween
1987and 1999.

Three decades of data

Now the study indudes particd pares who were
diagnosed and trexed over the span of 3
wars! This allows researchers to showhow
advances in

NUMBER OF PARTIOPANTS BY treatment
TREATMENT DECADE have improved
the Ives of

SITVIVOrS.
They canalso
Mentify areas
where mare
progress is
needed to
help kads
diagnosed
with mncer
in the fizure.

Tokd shady da 2363

Gender balance

Becmise men and women may experience same
di ffierere imsues wlated 1o their childhood ancer,
&t s mportane to have gnod represemation of
both males and females.

Mok

particp s

Fervake

putkpars
| E—|
Total dady e 24363

Founder receives
ACS medal of honor

Dz Leshe L. Robison, who Hunded the LTFU Stady
in 1994, was recemtlyawarded the Amencan Cancer
Sodety (ACS) Medal of Honar Award “in recognigon of
his Bferime comribarions and ded imtion to research on
the long term ouromes of pedizric ancer survivors®

Dz Robison (far right) was one of three mdividals
recetving the ACS award (he’s photographed here
with the two ather reapieres, Jaan Brugge, PhD, left,
and Charles Sawyers, MD, middle). Past recipients
ofthe Sodery’s Medal of Honor inchude farmer US
Presdenz George HW. Bush and former First Lady
Barbara Bush, and former US Surgeon Genenal
Evererr Koop, MD.

Good Morning America
gives “Surprise Salute”

Dr. Gregary Armstrang, the LTFU Smudy’s
principal imvestigor, gt a T
“surprise mhwe™ from Good @ .

Moming America’s hasts

an Sepeember 9, 2cx6. You
can watch thevideo here:
http://aben ws/2iQBES

2016 achievements

You can be prond of what you hdped achieveinthe
pastyear

22 puhlications in scertific journals

15 presemmanions at major conferences

9 apen ancillary studies

Funding suppors renewed through 2022 by the
Naxional Cancer Institute



EMPOWERed by research

We conducted the EMPOWER study to increase breast cancer
screening rates among women who were treated with chest
radiation. Guidelines recommend an anmial mammogram

and hreasr MET smming at age 25,01 sight years relisved vo ger the good news.
after mdizton, for these survdvors. “Soesning i “Parrcietng in the soady
importam hecaose women who develop treatment showed me the Impoarmance
related hress cancer do very wel ff i°s deecned ofhaving these esre™ she
early™ said Dr. Hevin Oeffnger, who lad the sady. says “T hadr't heen sure that
R=herah Hughes 2 paricipane in the LTFU fior me=, persomally, theywere
stody, nook part in the EMPOW ER sody. Rehdicah importamn haans f [ dd
was diagwsed with 2 fisr growing sarmmain dewlon hresr cancer [ didn'
15775, whil= visiting familyin England. Daomors rhimk [ wonld he ahle mogo “Thadide ol ats ol tmatmand hive

Thanks for asking...

| used to be in the study but | haven't

completed the kst few surveys. Am |
still in the study?

Y I woo wrene ever part of the study inthe
pasr, yoo will aomtimee o bea smdy parmtcpant
Even ifyon skipped some of the snreeys, =
need and vahoe vouo! Please get In nonch snwre
2N meoonnect W ith yoo.

W hope yoo will comacr vs {21l oor roll
free mumber at Boo-7rgandy or emaidl nsar
LTRUisfude org) oo male sure we have yomr
O TecT omniact mibmmarion and find oot
when oo might sxpet 10 Teri v YT N
sarvey. You can also mpdate yoor comEactinda

omline: hfustjude ong

b . [ i Bl i g i oy e i g,
oompared oo athers whodid not, h theywere no  md A i W

mere Hisly pohave 2 bregss ME LA follow - up sody, OF F————
EMPOWER 11,15 being planned mo 'i:'l:l'e.':ep!:r!.m_-i:m":bd e Rl bt Mgy,
awrareness of the imporanoee of recommend mg M ET the B f, {TEL Sty
screeming, for women meaed with dhes rdiznon. ¥

zall
wltand imaswe™
_Helpuskeepintouch
Stay mnnecied waith the long -Term Follow-Up

[T g [ . e ——
Studyl H you faree moved, changed youremad
addmss, ar bz 2 new phone memben i sy
i update your contad srormatoet

B Cafus folt ezt BOO-TTE-296T

B Zend us an emad 2 LTRUEstudeong

Vst [fusjude ong. Jickon “Updade Your
infia” Yo can allen choose torecawe the
LTIRL roeashatder by el bncieond o e prnd
weEmDn Dy seechng Twetaphon



Future Communications

* Newsletters in collaboration with Harvard
Health Communications

« ? Looking Forward insert

* Multimedia distribution of content
— Website
— Phone app
* Enhanced dissemination through linkages

with other survivor advocacy or
professional oncology websites
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cCSs The Education Committee needs new/young
iInvestigators to bring fresh perspective!




* Survivors to feature
* Newsletter topics?



