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A s cancer treatment 
continues to improve 
and our strategies to 

prevent and detect new cancers 
develop, the number of survi-
vors will continue to grow. As 
statistics show, these patients 
will number over 11 million by 
2020 (National Cancer Institute 
[NCI], 2011). As the population 
of cancer survivors continues 
to grow, awareness of available 
resources is essential. Advanced 
practitioners (APs) are the pri-
mary coordinators of follow-up 
care for these patients. Helping 
patients and their families navi-
gate the available survivorship 
resources is an important com-
ponent of the support APs can 
provide. 

Cancer survivors and their 
families deal with multiple 
long-term symptoms and late 
effects that may affect them 
throughout the rest of their 
lives. The Institute of Medicine 
(IOM) consensus report From 
Cancer Patient to Cancer Survi-
vor—Lost in Transition provides 
a framework of the essential 
elements of survivorship care 
(IOM, 2006). The main compo-
nents for success include coor-
dination and communication, 
prevention, surveillance for 
secondary cancers and recur-
rence, and management of side 
effects related to treatment or 
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the disease. Multiple resources 
are available to provide support 
to cancer survivors and their 
families (Table 1).

Coordination and  
Communication

Resources for coordination 
and communication in can-
cer survivorship care include 
treatment summaries and sur-
vivorship care plans. The Com-
mission on Cancer through the 
American College of Surgeons 
will require a treatment sum-
mary to be provided to all can-
cer patients by 2015 (American 
College of Surgeons & Com-
mission on Cancer, 2012). 

Some advanced practitio-
ners  and physicians are cur-
rently providing these plans 
for patients, but a coordinated 
multidisciplinary group effort 
is needed to achieve wide-
spread implementation. As 
electronic medical records 
become more prevalent, treat-
ment summaries will be much 
easier to complete. Unfortu-
nately, electronic medical re-
cords are not widespread as of 
yet, and although it is essen-
tial, abstracting the treatment 
information from the medical 
record is very time consuming.

There are several websites 
that can assist patients in creat-
ing individualized survivorship 

care plans. These can be com-
pleted by the patient and/or by 
a professional. Journey Forward 
(www.journeyforward.com), 
a program that was developed 
collaboratively with the Na-
tional Coalition for Cancer 
Survivorship, UCLA Cancer 
Survivorship Center, the Oncol-
ogy Nursing Society, WellPoint, 
Inc., and Genentech, is one such 
resource. Journey Forward’s 
survivorship care plan builder, 
which can be accessed through 
the Internet, helps build a care 
plan that includes background 
information, treatment plan and 
summary, and follow-up care 
suggestions based on Ameri-
can Society of Clinical Oncol-
ogy (ASCO) recommendations 
(Journey Forward, 2012). The 
LIVESTRONG Care Plan is an-
other website-based care plan 
builder that has been updated 
using the OncoLink format with 
the University of Pennsylvania. 
Both of these resources offer 
patient educational materials as 
well as care plan follow-up rec-
ommendations.

A recognized key to suc-
cess in care planning is begin-
ning at diagnosis. These tools 
can be started as treatment be-
gins and built upon throughout 
the treatment course. Encour-
age patients to keep a diary of 
treatments, and help your set-



TOOLS & TECHNOLOGY

171AdvancedPractitioner.com Vol 3  No 3  May/Jun 2012

 SURVIVORSHIP WEBSITES AND RESOURCES

SEE PAGE XXX

Ta
b

le
 1

. C
an

ce
r 

Su
rv

iv
o

rs
hi

p
 R

es
o

ur
ce

s

O
rg

an
iz

at
io

n/
In

st
it

ut
e

W
eb

si
te

Fo
cu

s
C

ar
e 

C
o

o
rd

in
at

io
n/

C
o

m
m

un
ic

at
io

n

Jo
ur

ne
y 

F
o

rw
ar

d
w

w
w

.jo
ur

ne
yf

o
rw

ar
d

.o
rg

S
ur

vi
vo

rs
hi

p
 c

ar
e 

p
la

n 
te

m
p

la
te

LI
V

E
ST

R
O

N
G

 C
ar

e 
P

la
n

w
w

w
.li

ve
st

ro
ng

ca
re

p
la

n.
o

rg
S

ur
vi

vo
rs

hi
p

 c
ar

e 
p

la
n 

te
m

p
la

te

S
ur

ve
ill

an
ce

/D
et

ec
ti

o
n

A
m

er
ic

an
 C

an
ce

r 
S

o
ci

et
y

w
w

w
.c

an
ce

r.o
rg

C
an

ce
r 

su
rv

iv
o

r 
ne

tw
o

rk

A
m

er
ic

an
 S

o
ci

et
y 

o
f 

C
lin

ic
al

 O
nc

o
lo

g
y

w
w

w
.c

an
ce

r.n
et

/p
at

ie
nt

/s
ur

vi
vo

rs
hi

p
C

an
ce

r 
su

rv
iv

o
rs

hi
p

 b
o

o
kl

et

N
at

io
na

l C
o

m
p

re
he

ns
iv

e 
C

an
ce

r 
N

et
w

o
rk

 
w

w
w

.n
cc

n.
co

m
P

at
ie

nt
-f

ri
en

d
ly

 v
er

si
o

ns
 o

f 
N

C
C

N
 G

ui
d

el
in

es

Q
ua

lit
y-

o
f-

Li
fe

 In
te

rv
en

ti
o

ns
: P

hy
si

ca
l

A
m

er
ic

an
 C

an
ce

r 
S

o
ci

et
y 

C
an

ce
r 

S
ur

vi
vo

rs
 N

et
w

o
rk

cs
n.

ca
nc

er
.o

rg
N

at
io

na
l c

an
ce

r 
su

rv
iv

o
rs

 r
es

o
ur

ce
 c

en
te

r

C
ar

in
g

 A
m

b
as

sa
d

o
rs

, L
un

g
 C

an
ce

r
w

w
w

.lu
ng

ca
nc

er
ca

p
.o

rg
Lu

ng
 c

an
ce

r 
fo

cu
se

d
 p

hy
si

ca
l a

nd
 s

o
ci

al
 s

up
p

o
rt

C
en

te
rs

 f
o

r 
D

is
ea

se
 C

o
nt

ro
l a

nd
 P

re
ve

nt
io

n
w

w
w

.c
d

c.
g

ov
/c

an
ce

r/
su

rv
iv

o
rs

hi
p

P
ro

fe
ss

io
na

l s
up

p
o

rt
 r

es
o

ur
ce

s

C
it

y 
o

f 
H

o
p

e 
P

ai
n 

&
 P

al
lia

ti
ve

 C
ar

e 
R

es
o

ur
ce

 C
en

te
r

p
rc

.c
o

h.
o

rg
/

P
ro

fe
ss

io
na

l r
es

o
ur

ce
s 

fo
cu

se
d

 o
n 

sp
ec

ifi
c 

p
o

p
ul

at
io

ns

F
er

ti
le

 H
o

p
e 

w
w

w
.fe

rt
ile

ho
p

e.
o

rg
/

he
al

th
ca

re
-p

ro
fe

ss
io

na
ls

/i
nd

ex
.c

fm
P

ro
fe

ss
io

na
l a

nd
 p

at
ie

nt
 r

es
o

ur
ce

s 
fo

r 
fe

rt
ili

ty
 a

nd
 p

ar
en

ti
ng

N
at

io
na

l C
an

ce
r 

In
st

it
ut

e,
 C

an
ce

r 
S

ur
vi

vo
rs

hi
p

 R
es

ea
rc

h
d

cc
p

s.
nc

i.n
ih

.g
ov

/o
cs

P
ro

fe
ss

io
na

l a
nd

 p
at

ie
nt

 e
d

uc
at

io
n 

to
o

ls
, F

ac
in

g
 F

o
rw

ar
d

 s
er

ie
s

Q
ua

lit
y-

o
f-

Li
fe

 In
te

rv
en

ti
o

ns
: P

sy
ch

o
lo

g
ic

al

A
ss

o
ci

at
io

n 
o

f 
C

an
ce

r 
O

nl
in

e 
R

es
o

ur
ce

s
w

w
w

.a
co

r.o
rg

P
at

ie
nt

 f
o

cu
se

d
 

C
am

p
 M

ak
-A

-D
re

am
w

w
w

.c
am

p
d

re
am

.o
rg

C
hi

ld
re

n,
 a

d
o

le
sc

en
ts

, a
nd

 y
o

un
g

 a
d

ul
ts

C
an

ce
r 

C
ar

e
w

w
w

.c
an

ce
rc

ar
e.

o
rg

P
at

ie
nt

 f
o

cu
se

d

C
an

ce
r 

C
o

nt
ro

l P
.L

.A
.N

.E
.T

.
ca

nc
er

co
nt

ro
lp

la
ne

t.
ca

nc
er

.g
ov

/
R

es
ea

rc
h-

te
st

ed
 r

es
o

ur
ce

s 
fo

r 
p

sy
ch

o
lo

g
ic

al
 s

cr
ee

ni
ng

, 
p

ro
fe

ss
io

na
l f

o
cu

se
d

C
an

ce
r.n

et
 s

ur
vi

vo
rs

hi
p

 a
re

a
w

w
w

.c
an

ce
r.n

et
/p

at
ie

nt
/s

ur
vi

vo
rs

hi
p

P
at

ie
nt

 a
nd

 p
ro

fe
ss

io
na

l s
up

p
o

rt
 in

fo
rm

at
io

n

C
an

ce
r 

S
up

p
o

rt
 C

o
m

m
un

it
y 

(f
o

rm
er

ly
 T

he
 W

el
ln

es
s

C
o

m
m

un
it

y 
an

d
 G

ild
a’

s 
C

lu
b

 W
o

rl
d

w
id

e)
w

w
w

.t
he

w
el

ln
es

sc
o

m
m

un
it

y.
o

rg
P

at
ie

nt
 s

up
p

o
rt

 w
o

rk
sh

o
p

s 
an

d
 in

fo
rm

at
io

n

C
it

y 
o

f 
H

o
p

e 
P

ai
n 

&
 P

al
lia

ti
ve

 C
ar

e 
R

es
o

ur
ce

 C
en

te
r

p
rc

.c
o

h.
o

rg
/q

ua
l_

lif
e.

as
p

S
ur

vi
vo

rs
hi

p
-s

p
ec

ifi
c 

m
at

er
ia

ls
  

C
ur

e 
M

ag
az

in
e,

 s
ur

vi
vo

rs
hi

p
 s

ec
ti

o
n

w
w

w
.c

ur
et

o
d

ay
.c

o
m

/i
nd

ex
.c

fm
/

fu
se

ac
ti

o
n/

jo
ur

ne
y.

S
ur

vi
vo

rs
hi

p
/i

d
/5

7
G

en
er

al
 in

fo
rm

at
io

n 
fo

cu
se

d
 o

n 
p

at
ie

nt
s’

 n
ee

d
s

Le
uk

em
ia

 &
 L

ym
p

ho
m

a 
S

o
ci

et
y

w
w

w
.ll

s.
o

rg
P

at
ie

nt
 a

nd
 p

ro
fe

ss
io

na
l s

up
p

o
rt

 r
es

o
ur

ce
s

Ly
m

p
ho

m
a 

R
es

ea
rc

h 
F

o
un

d
at

io
n

w
w

w
.ly

m
p

ho
m

a.
o

rg
P

at
ie

nt
-f

o
cu

se
d

 r
es

o
ur

ce
s

M
em

o
ri

al
 S

lo
an

-K
et

te
ri

ng
 C

an
ce

r 
C

en
te

r
w

w
w

.m
sk

cc
.o

rg
/l

iv
in

g
b

ey
o

nd
ca

nc
er

P
at

ie
nt

 s
up

p
o

rt
 a

nd
 n

ew
sl

et
te

r, 
re

se
ar

ch
 r

es
o

ur
ce

M
em

o
ri

al
 S

lo
an

-K
et

te
ri

ng
 C

an
ce

r 
C

en
te

r, 
iT

un
es

 S
ur

vi
vo

rs
hi

p
P

o
d

ca
st

s
it

un
es

.a
p

p
le

.c
o

m
/u

s/
p

o
d

ca
st

/m
em

o
ri

al
-

sl
o

an
-k

et
te

ri
ng

-c
an

ce
r/

id
4

29
6

74
19

7 
P

at
ie

nt
 s

up
p

o
rt

 a
nd

 e
d

uc
at

io
n 

p
o

d
ca

st
s

N
at

io
na

l C
o

al
it

io
n 

fo
r 

C
an

ce
r 

S
ur

vi
vo

rs
hi

p
w

w
w

.c
an

ce
ra

d
vo

ca
cy

.o
rg

P
at

ie
nt

 a
nd

 p
ro

fe
ss

io
na

l e
d

uc
at

io
n

O
nc

o
N

ur
si

ng
.c

o
m

w
w

w
.o

nc
o

nu
rs

in
g

.c
o

m
P

at
ie

nt
 e

d
uc

at
io

n 
ha

nd
o

ut
s

C
o

nt
in

ue
d

 o
n 

p
ag

e 
17

2



TOOLS & TECHNOLOGY

172J Adv Pract Oncol AdvancedPractitioner.com

ECONOMOU, GRANT, and McCABE

Ta
b

le
 1

. C
an

ce
r 

Su
rv

iv
o

rs
hi

p
 R

es
o

ur
ce

s 
(c

o
nt

.)

O
rg

an
iz

at
io

n/
In

st
it

ut
e

W
eb

si
te

Fo
cu

s
Q

ua
lit

y-
o

f-
Li

fe
 In

te
rv

en
ti

o
ns

: P
sy

ch
o

lo
g

ic
al

O
nc

o
lo

g
y 

N
ur

si
ng

 S
o

ci
et

y
w

w
w

.o
ns

.o
rg

/C
N

E
ce

nt
ra

l/
co

nf
er

en
ce

s/
su

rv
iv

o
rs

hi
p

C
o

nf
er

en
ce

 s
er

ie
s

P
at

ie
nt

 R
es

o
ur

ce
 P

ub
lis

hi
ng

w
w

w
.p

at
ie

nt
re

so
ur

ce
.n

et
P

at
ie

nt
 e

d
uc

at
io

n 
to

o
ls

P
la

ne
t 

C
an

ce
r

w
w

w
.p

la
ne

tc
an

ce
r.o

rg
Yo

un
g

 a
d

ul
t 

re
so

ur
ce

A
C

S
 C

an
ce

r 
S

ur
vi

vo
rs

 N
et

w
o

rk
: S

te
p

s 
fo

r 
Li

vi
ng

cs
n.

ca
nc

er
.o

rg
/n

o
d

e/
16

13
27

S
ur

vi
vo

r-
le

d
 c

o
ns

um
er

 a
d

vo
ca

cy
 g

ro
up

T
he

 S
A

M
F

un
d

 f
o

r 
Yo

un
g

 A
d

ul
t 

S
ur

vi
vo

rs
 o

f 
C

an
ce

r
w

w
w

.t
he

sa
m

fu
nd

.o
rg

Yo
un

g
 a

d
ul

ts

T
he

 U
lm

an
 C

an
ce

r 
F

un
d

 f
o

r 
Yo

un
g

 A
d

ul
ts

w
w

w
.u

lm
an

fu
nd

.o
rg

Yo
un

g
 a

d
ul

ts

Yo
un

g
 A

d
ul

t 
C

an
ce

r 
C

an
ad

a
w

w
w

.y
o

un
g

ad
ul

tc
an

ce
r.c

a
Yo

un
g

 a
d

ul
ts

Yo
un

g
 S

ur
vi

va
l C

o
al

it
io

n
w

w
w

.y
o

un
g

su
rv

iv
al

.o
rg

A
d

o
le

sc
en

t 
an

d
 y

o
un

g
 a

d
ul

t 
re

so
ur

ce
s

Q
ua

lit
y-

o
f-

Li
fe

 In
te

rv
en

ti
o

ns
: S

o
ci

al

A
ss

o
ci

at
io

n 
o

f 
O

nc
o

lo
g

y 
S

o
ci

al
 W

o
rk

w
w

w
.a

o
sw

.o
rg

P
ro

fe
ss

io
na

l s
up

p
o

rt

C
an

ce
r 

an
d

 C
ar

ee
rs

w
w

w
.c

an
ce

ra
nd

ca
re

er
s.

o
rg

A
d

vi
ce

, t
o

o
ls

, a
nd

 e
d

uc
at

io
n 

ev
en

ts
 r

el
at

ed
 t

o
 t

hr
iv

in
g

 in
 t

he
 

w
o

rk
p

la
ce

C
an

ce
r 

Le
g

al
 R

es
o

ur
ce

 C
en

te
r

w
w

w
.d

is
ab

ili
ty

ri
g

ht
sl

eg
al

ce
nt

er
.o

rg
/a

b
o

ut
/

ca
nc

er
le

g
al

re
so

ur
ce

.c
fm

Le
g

al
 s

up
p

o
rt

C
an

ce
rv

iv
e

w
w

w
.c

an
ce

rv
iv

e.
o

rg
P

at
ie

nt
 a

nd
 c

ar
eg

iv
er

 f
o

cu
s

C
it

y 
o

f 
H

o
p

e 
P

ai
n 

&
 P

al
lia

ti
ve

 C
ar

e 
R

es
o

ur
ce

 C
en

te
r

p
rc

.c
o

h.
o

rg
/e

th
ic

al
-l

eg
al

.a
sp

 
E

th
ic

al
 a

nd
 le

g
al

 m
at

er
ia

ls
   

F
ir

st
 D

es
ce

nt
s 

(C
o

lo
ra

d
o)

w
w

w
.fi

rs
td

es
ce

nt
s.

o
rg

A
g

e 
18

-3
9

 o
ut

d
o

o
r 

ad
ve

nt
ur

es

LI
V

E
ST

R
O

N
G

 f
o

r 
H

ea
lt

h 
C

ar
e 

P
ro

fe
ss

io
na

ls
w

w
w

.li
ve

st
ro

ng
.o

rg
M

at
er

ia
ls

, p
ar

tn
er

sh
ip

s,
 a

nd
 t

o
o

ls
 t

o
 h

el
p

 h
ea

lt
h-

ca
re

 
p

ro
fe

ss
io

na
ls

 s
up

p
o

rt
 p

at
ie

nt
s

Le
g

al
 H

ea
lt

h
w

w
w

.le
g

al
he

al
th

.o
rg

S
up

p
o

rt
 f

o
r 

p
at

ie
nt

s 
an

d
 c

ar
eg

iv
er

s

Li
fe

La
b

s 
N

ew
Yo

rk
w

w
w

.li
fe

la
b

sn
ew

yo
rk

.c
o

m
S

o
ci

al
 id

ea
s 

fo
r 

liv
in

g
 w

is
el

y 
an

d
 w

el
l

T
he

 M
in

ni
e 

P
ea

rl
 C

an
ce

r 
F

o
un

d
at

io
n 

w
w

w
.m

in
ni

ep
ea

rl
.o

rg
P

at
ie

nt
 a

nd
 f

am
ily

 s
up

p
o

rt
 r

es
o

ur
ce

s

P
at

ie
nt

 A
d

vo
ca

te
 F

o
un

d
at

io
n

w
w

w
.p

at
ie

nt
ad

vo
ca

te
.o

rg
/r

es
o

ur
ce

s.
p

hp
?p

=
14

 
P

at
ie

nt
 a

d
vo

ca
cy

 in
fo

rm
at

io
n,

 in
su

ra
nc

e 
an

d
 h

ea
lth

-c
ar

e 
ac

ce
ss

S
up

er
S

ib
s

w
w

w
.s

up
er

si
b

s.
o

rg
B

ro
th

er
s 

an
d

 s
is

te
rs

 o
f 

ca
nc

er
 s

ur
vi

vo
rs

Q
ua

lit
y-

o
f-

Li
fe

 In
te

rv
en

ti
o

ns
: S

p
ir

it
ua

l

C
it

y 
o

f 
H

o
p

e 
P

ai
n 

&
 P

al
lia

ti
ve

 C
ar

e 
R

es
o

ur
ce

 C
en

te
r

p
rc

.c
o

h.
o

rg
/s

p
ri

tu
al

it
y.

as
p

   
   

   
S

p
ir

it
ua

lit
y 

m
at

er
ia

ls
   

   
   

   
   

   
   

   
   

   
   

   
   

 

G
eo

rg
e 

W
as

hi
ng

to
n 

In
st

it
ut

e 
fo

r 
S

p
ir

it
ua

lit
y 

&
 H

ea
lt

h
w

w
w

.g
w

um
c.

ed
u/

g
w

is
h/

so
er

ce
E

d
uc

at
io

na
l a

nd
 c

lin
ic

al
 r

es
o

ur
ce

s 
in

 s
p

ir
it

ua
lit

y,
 r

el
ig

io
n,

 a
nd

 
he

al
th

B
lo

g
s

P
ea

rl
m

an
 C

an
ce

r 
C

en
te

r 
S

ur
vi

vo
rs

hi
p

 F
o

ru
m

su
rv

iv
o

rs
hi

p
fo

ru
m

.b
lo

g
sp

o
t.c

o
m

/2
0

0
9/

0
7/

p
ea

rlm
an

-c
an

ce
r-

ce
nt

er
.h

tm
l

D
ev

el
o

p
in

g
 s

ur
vi

vo
rs

hi
p

 p
ro

g
ra

m
s

Li
vi

ng
 H

er
 P

ur
p

o
se

w
w

w
.li

vi
ng

he
rp

ur
p

o
se

.c
o

m
S

o
ci

al
 b

lo
g

 f
o

r 
w

o
m

en
 w

it
h 

ca
nc

er

V
it

al
 O

p
ti

o
ns

 In
te

rn
at

io
na

l, 
In

c.
w

w
w

.v
it

al
o

p
ti

o
ns

.o
rg

G
lo

b
al

 c
an

ce
r 

d
ia

lo
g



TOOLS & TECHNOLOGY

173AdvancedPractitioner.com Vol 3  No 3  May/Jun 2012

 SURVIVORSHIP WEBSITES AND RESOURCES

ting provide proactive treat-
ment summaries to patients as 
they begin treatment. These 
steps will improve health-care 
providers’ ability to coordinate 
follow-up care.

Surveillance, Detection, 
and Risk Reduction

Resources related to sur-
veillance for new cancers and 
detection of recurrence are 
primarily based on the Ameri-
can Cancer Society guidelines 
for cancer screening. Surveil-
lance protocols after a cancer 
diagnosis vary among some 
tumor sites with known recur-
rence risks, such as breast and 
prostate cancers. No standard-
ized guidelines exist at this 
time, so follow-up surveillance 
is based on Amercian Cancer 
Society, ASCO, and National 
Comprehensive Cancer Net-
work (NCCN) recommenda-
tions for detection, prevention, 
and risk reduction. The NCCN 
provides guidelines in these ar-
eas for certain cancers, includ-
ing breast, cervical, colorectal, 
lung, and prostate, as well as for 
genetic/familial high-risk as-
sessment for breast and ovarian 
cancers (NCCN, 2012). Individ-
ual physicians may direct their 
patients’ follow-up surveillance 
as desired.

Interventions
Resources for interven-

tions are organized around the 
quality-of-life model for a can-

cer survivor, which includes 
physical, psychological, social, 
and spiritual domains. The City 
of Hope Pain & Palliative Care 
Resource Center (PRC) pro-
vides many resource publica-
tions, tools, and websites for 
cancer survivorship as well as 
pain, palliative care, and spiri-
tual resources (City of Hope 
PRC, 2012). The NCI website 
http://dccps.nci.nih.gov/ocs/ 
includes research resources as 
well as educational tools. Psy-
chological and social resources 
offer access to professional as 
well as peer support. 

Finally, there are growing 
numbers of blogs and other In-
ternet resources for patient and 
caregiver support. The Pearl-
man Cancer Center blog was 
developed to help connect sur-
vivorship programs and share 
program-building resources and 
ideas. Many cancer survivors are 
very Internet-literate and use 
the Internet to connect to their 
peers. Memorial Sloan-Ketter-
ing Cancer Center’s website in-
cludes a newsletter written by 
its survivors. It is an example of 
how survivors with professional 
experience can use their talents 
to reach out to other survivors. 

Conclusions
The growing survivor popu-

lation will continue to require 
AP support as the general pop-
ulation ages. Cancer survivors 
with multiple comorbidities 
need care and guidance. Inte-

grating survivorship care from 
diagnosis through treatment 
and follow-up can lead to qual-
ity cancer care for patients and 
their families.

   Ms. Economou is Project Director/Senior 
Research Nurse Specialist at City of Hope, 
Duarte, California; Dr. Grant is Director of 
Nursing Research and Education in the De-
partment of Population Sciences at City of 
Hope, Duarte, California; and Ms. McCabe 
is Director of the Cancer Survivorship Pro-
gram at Memorial Sloan-Kettering Cancer 
Center, New York, New York. 
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