6/1/2023

N_Cz Introductions

Nebraska )
Cancer
! Coalition { June 9,2023

Laura Schabloske, MA,

Certified Executive Coach

Cancer SurVivorship:

Interim Executive Director

The Landscape & What'is .
! % : Cancer Caregiver
Missing from the Picture’ : "I Wife - Mom - Daughter - Sister - Friend

NC2 - UNMC Survivorship Keynote

NC2 Introductions | ch Vision

uﬂhﬂska 1 Conquering Cancer Together
Cancer Coalition
Tamara Robinson, MS ‘ ; Mission
Program Director Connecting people and resources to

strengthen cancer prevention,
detection and quality of life in
Nebraska.

NC2 - UNMC Survivorship Keynote NC2 - UNMC Survivorship Keynote

Our Programs ch

N cz Action Areas
Nebraska
Cancer Coalition

@ Outreach
Nebraska

Cancer Coalition Breast & e | — | . | .
Cenvical > > olorecta > > creening
Cancer I Cancer I Cancer I Vaccination I Disparities
Prevention | Skin | Prostate | Pediatric | Blood
Education )I Cancer )I Cancer )I Cancer )I Cancer

NC2 - UNMC Survivorship Keynote NC2 - UNMC Survivorship Keynote




Special Thanks

NNCCS

NATIONAL COALITION
FOR CANCER SURVIVORSHIP

{

NC2 - UNMC Survivorship Keynote

6/1/2023

Deep Dive into
j The Cancer Journey

Satisfaction with Cancer Journey

Majortios of patients repart a high degroe-of satisfaction at each stage of thair cancer jouray,
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Troament dscision making and sslection 6% 23% %

Treatmont and care

Pestireatmant care

NC2 - UNMC Survivorship Keynote

— -

Satisfaction with Cancer Journey: The Disconnect

Yot in qualitativa rosearch, thera is oftn a disconnect batwoen the ratings patients give and the journey they describe
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Understanding the Range of Experiences

This disconnact lead us 10 6o & deepar dive and try fo better rent cancer joumey. For those
wha do NOT have a posilive experience, who are they, what challanges do plo Y rm. ‘and hiow can the syster batler meel their needs?

Methodology: 68%
Segmentation is an analytical tool used to sort »
people into exclusive groups, or clusters with
similar attitudes and experiences. Far this analysis,
we looked at satisfaction across the different
stages of the cancer journey:

Postiive Experience

25% l Mixed Experience

* Screening and risk assessment

« Cancer diagnosis

+ Treatment decision making and selection -

+ Treatment and care

+Coomiation of carg 6% Negative Experience

« Pest-treatment care

— ' ENCCS
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Cancer Journey:
Screening and
Diagnosis
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Audience Experiences: Screening and Diagnosis

Putat e bout ey it stk o Screening -
— What's going on Warren Fick Survivors

{1 very dissatisfied - § very satisfied) at the early stages?

Cancer Survivor Perspective

P 00
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The
‘sympioms for lnger prior o diagnosis (S1% 3
Torihar) v Posies, whart 410 (40%) had ro
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4.86 T "
> “The Negative Exparience group sw subsiantialy
‘more doctors (3.6) before they received a cancer
diagnosis va. the Positive group (1.78 average)
Sandy Johnson
Postia Pasna
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experionca  oxpotionce  axparionce exparience exparionce  exparience

L -
The Negatve Expenence group was more Miely o be. N
misdiagnosed (20%) va. Moxed (14%) or Cancer Survivor

Screening & Risk Assessment Cancer Diagnosis. Posiue (12%) groups
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Sandy Johnson Warren Fick
Lung Cancer Survivor Colorectal Cancer Survivor
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Understanding Diagnosis & Treatment Options Information Sources
Patients top 3 cancor information ourcas are vided by thie G, , and Goagl
ThanGes e
Those in the Positive »
Experience group, Patient sducation matarials given 1o you by
who skew upper Sen) Cotcbon huke wmia 425, Describes : Top 3 cancer doctor, Noseal. o reatmen center Lol
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those who had diagnosis and my ‘and hear about eadrnt oo Support groupsiothar patients. 5%
tic and/ " all of the bad things”™
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—_—
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and POC: they are & Googia orancther Medicaliscientiic oumals "
aiso more ikely 1o %) iy i -
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Cancer Journey:
Treatment and Care
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Treatment Decisions

Onca again, pluraities say thay raled on tiair doctor fo make thoir troatment docisions,
Fewar roport seladvocating vs. last year, though st more than in 2020 when wo frs! asked the question,

Mors Likely (0 be Invalved
wa wn 202 o
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1o dacide on treatment o * 42% Clinical trial
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Person Centered
Care -

Survivors
Perspective

Julia Laursen

Cancer Survivor

T) Brede

Cancer Survivor
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Julia Laursen
Breast Cancer Survivor
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T) Brede
Colorectal Cancer Survivor
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Satisfaction with Treatment and Care

Most cancer patients nationally say they are “very satisfied” with their treatment and care, and they have
@ high degras of trust in their health caro team; but there are disparities in thase oginfon

68% ' 68% ’ '82% ’
thay

Neuiral

somennat
ot

73%

of Patients say W e,
say y

they were VERY TALK 1o their HOPs HCPs LISTENED TOand  ther HC team

SATISFIED with ‘about concams RESPECTED their concomns ~ COMPLETELY

their treatment

and care = 68% Women * 5% Wornen TI% 1838
* 64% Black * 62% Undar 85 72% In Treatmant
% Under 65 « 85% I Troatmont - 7% Biack
S7% I Tresiment 7% Motastatc 6% Motastasc
50% Metasiatc 1% Hspanic 83 Hispanc:
Hsparic s z
67% Very Satisfied. .

24% Somewhat, 8% NeutraliNot

“ » | BNCCS
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Healthcare Providers Visited and Helpfulness

Findings arm very similar to last year — oncologists and sugeons are s6en by the graatast percentaga of patiants and et high ratings,
PGP's got lower scors on helpiuiness.

HCPs Sean and Helpful During Treatment
S8 0 Very Hokas (wmong soen)
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Symptoms Experienced During Treatment
Fomalo, younger, roatmont symptoms:
Symptoms experlenced (top 15 oul of 23 shown) Bisck  Mispanic 1835 Metasiate College
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Treatment Symptoms: During, After, and Still Today
Symptoms experienced (top 15 cut of 23 shown)
- Ban-10 st During Tremement Aftar Treatment Complated® Sl Today”
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Addressing Symptoms

There are aiso large distinctions by audience an how Informed they feit about potential sida effects.
For many of the miast common symploms, lass than haif balieve their HCP was very heiplul in addrossing tiem.

Symptoms experienced

formesK

Feaing overty srea

s %
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Lo o agpatio andior st
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Hoalthcars team very helptul
top 15 out of 23 shown)  (among those wh experienced)

PNCCS

Coordination of Care

Onea again, thara is a discannect on fosiing as if care is wel-coondinatad. yot st needing ta share information acrass providers regutary,

Cancer Stigma

Few fosl a stigma around their cancer diagnosis; hawe

v, younger, famale, Hispanic, and peagle lving with melastatic cancer

92%

say HCPs coordinated
‘care woll

69%

sald their HCPs SHARED
RESULTS VERY WELL

se%

1%y

said they REVIEWED HEALTH
REGORDS before appointments
VERY WELL

s

64%

21%
BUT...

% g
2210 they had to SHARE
o, §) 'NFORMATION from one HGP
54% ) 1o sncther ALUSOME of e
60% 4 Vry well %

Verywsl Somewhst Nolwal  Notsure
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BE "I was told to go and live my life as my metastatic diagnosis was

my death sentence. That was 4+ years ago....Don't tell me to be
BHAVE brave...tell me to keep fighting!"

-D, metastatic breast cancer survivor
(10+ years since initial diagnosis)

"I have stopped asking why and realized this is my life's purpose.
I am still here to show others that I will not let cancer define me.

I am still here for a reason. Life is worth fighting for!" a '

-CG, 5x cancer survivor

ivorship Keynote

Mental Health
Survivors
Perspective

Roger Ludemann

Cancer Survivor

Mickey Roscoe

Cancer Survivor
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Mickey Roscoe
Head & Neck Cancer Survivor

oz

NC2 - UNMC Survivership Keynote

Roger Ludemann
Lymphoma Cancer Survivor
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Cancer Journey:
Post-treatment Care
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Satisfaction with Post-treatment Care

il majoities say ihay are very satsfiod with heir care, fhis s
ond o33 Dhan Wit say Thoie pecwdor dic & vory Qood job halpr them ko the transiton

BUT...
0 Just 45% say HCP DID A VERY GOOD JOB of haiping
453 it vl oty

than care;

MNeuraitios
Dot hnw

BK)
% 1 2% Hot Wei
63%
of Patients say
Feom sttt 1o s oot cancer e
e they are Your quatty of . el
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[ ———— 10 cancer patients
Fuat vwsmant sncrshp cae e s are NOT
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NC2 - UNMC Survivorship Keynote




6/1/2023

Audience Experiences: Post-treatment Care

This s anather arpa where the Negativa Experisnce group has decidedly diffaren! sxperiences. There
y they want o s60 caro t

Topies Gurrenty Discuss vs. Want to Discuss.

e
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The Costs of Cancer
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Top Financial, Physical, and Mental Health Concerns

Over ihe last few yaars, NCCS has Iracked a varialy of concams. Whie the same issuas consistently rise o the top (sew balow),
mors are concemed about amost ai of thess in 2022, particularly financial coNCHms

Physical HealthiAdherence EmotionaliLitestyle Financiallnsurance
s Maintaining heahy @ 0% & (+4) 1 Costot medical care 55% 4 (+9)
5™ Getting anougn exercise 55% 4 (+7) 89 Being there 4 famayitriends $5% A(+7) || Costof prescriptions 54% A (+11)

2 Changes to daly ifefactivities (new) "4, Financial support you need 50% 4 (+8)

IR Having energy for day 52%

@ Manaining proper et sz% ares) (G a8 [} 8% 4 (+14)

4\ Managing side effects 51% & (+4) Emotional support needed 42% A (+5} © Undorstanding insurance 48% A (+3)
8 Mai unaen B [ a()
71 Feaing sclatedionely 39% 4 (+0) "3 costof cara-giving 40% A (+11)

‘Athird or more concemed sbout almost every item out of 30 iems lested

- — | BNCCS
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Financial Impacts

Overall, noarly half have boen impacted financially by cancer. That number goes up ameong young. Black, Hispanic, metastatic and fess
and the Mixed groups that they are moro [ikely (o be a port of

. Ho  Mied  Negave
B wemen ek Metsstaic Cotge Experenss Experencs

Hapamic
Impacted Financially: 47% 50% 76% 63% 69% 74% 51% 62% 65%
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a2 10 ety o kg covr s L I " ™ O
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Ty A e E s Wk ™ wm oum e

e e sihaiote bl S P T S T »

Oncend ki | 4% R R - T T

Ut o covrmn | 3 P S N
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Employment and Education Sacrifices

Over half fool they've mads sacrificas. with the same audiences standing out. This is one ara where the Mixed Experisnce
group than the Negat

T wewsa M3 bua

[re—
Made sacrifices: 55% 60% 78% 63% 79% 77% 56% 68% 58%
it %

- . o ew o mn

[ERSTRN EE o oum M e

Lo sy v o am we wn T o

Tt s ey e we o oW o e ow

[T e—— s e R TR L T T
vty i e e b 1 T e oum o owR owx o uw
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% e wm o we ows e
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"It was frustrating talking to my social worker about my
workplace. I needed help and straight answers. | was
worried that once I talked to human resources, my
cancer could be used against me. Should | take short
term disability or not....no one really was able to answer
my questions with specifics. | felt like I was in no-man's
land....I actually still do."

-Anonymous, Cancer Survivor
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People Costs: Help with Care

Majorities attand thair treatmant appointments with a frind or family membar, particularly under-sarved audiencas.

"I am a 25 year old survivor. My friends don't
understand that | have to save $3,500 a year for my

deductible. Ispend that by March each year just on
By yoursat @ wm mw e om ak oy LeBevimes my scans and bloodwork.
My medication is over $300/month out-of-pocket.
W 2 spomebate o W omw o wx e em
I make $42k a year.
Wt famiy mambar 20 B omw o own am ek A 65% bring I try to save for a rainy day fund too.
someone 1o ; .
s . " . . w n appointmonts The struggle is real and my peers cannot relate.
Ouber | T L3 % 1% "

-Anonymous, 3 year Cancer Survivor

— | BNCCS
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Treatment Goals

Gatting rd of cancer "na matier what” and maintaining qually of e are not multually exclsive, Most patients have both thoughts during their (raatment

My focus isiwas
getting rid of the cancer
no matter what

My focus isiwas on
maintaining my quality of life
as much as possible

DESCRIBES ME DESCRIBES ME
72% ) perremiy @ PERFECTLY

Higher among:

« Posiiive Expert
Older (65+)

vorship Keynote

Mok e H
B Social Media
@NebraskaCancerCoalition @NebCancer
canan cantemven & canBRensaPrORT auNg Wi st rpeeTs
" ‘ - @ @nebcancer @NebraskaCancerCoalition
fessurces about career and employment after Resources about helping yout Laved soes. ‘Resaurces related 16 pam management, laigue. -
[ r—" et ———
o o— | i) (==
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Nebrask
cgn,ﬂii : Contact Us

Coalition
Laura Schabloske
Interim Executive Director
executivedirect

Tamara Robinson
Program Director
programadn

@‘ www.necancer.org -

NC2 - UNMC Survivorship Keynote




