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project brief

We want to decrease the overall level of anxiety patients may
have before, during, and after radiation treatment through an
improved explanation of the process.
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The original timeline
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Adjusting for IRB approval
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agenda

current state
external beam radiation treatment (EBRT) experience
discussion guide

next steps
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current state




how it's done
today

Patients are given resources at initial
consultation and/or can look online.
Resource materials are:

e  Mostly text
11th-12th grade reading level

Physician and nurse supplement
resources with verbal review of
treatment strategy.

What to Expect Alw

» A\

Radiation Therapy and You, National Cancer Institute
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visual narrative

Fast changing medium, tackling very
serious topics:

Abortion

Mental health

Death

Cancer survivorship
Urban planning education

I have to do something
physical Sor 20 to 30 minutes,
Sour to Sive days 8 week

—

That's not too bad.
We can go on walks
around the neighborhood.

Yeah, that
sounds good.

|

https://thenib.com/your-work-is-killing-you?t=default

edsier to keep working and

How many people have j
gotten sick Srom ignoring
the obvious? Because it's

ignore the problem than
change a bad habit.

You don’t look
good. Take
a break.

Sinish
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Anatomy of the
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Anatomy of the
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driving principles
content

Patient-centered

Help anticipate possible needs to reduce surprises

Visualize what’s coming next in journey to help decrease anxiety
Empower patient to be an active participant in conversation
Allow patients to reference information throughout their journey

e Promote positive relationship between physician and patient to improve care delivery

e Relatable across multiple organizations and geographies (for use outside of U of C)
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driving principles
form

e Printing and assembly requires standard equipment and minimal time
e |llustrations are relatable to patients

e Textatafifth grade reading level
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EBRT experience




SeCOnda ry resea rCh Principles of healthcare communication

Comics 101
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principles of healthcare communication

e Reduce noise

e Describe what should be done, not what should
be avoided

e Tell stories to engage audiences

e Use visuals and texts to support each other

e Choose the right abstraction level

e Consider who may also access and use the tool

e Takeinto account where it will be used
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principles of healthcare communication

Concrete

H Pict Videas
e Reduce noise S
e Describe what should be done, not what should Infographics
be avoided
. . Sketch Animation
e Tell stories to engage audiences — ‘ T
e Use visuals and texts to support each other e
e Choose the right abstraction level
e Consider who may also access and use the tool
Diagrams

e Takeinto account where it will be used

Abstract
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principles of healthcare communication

e Reduce noise

e Describe what should be done, not what should
be avoided

e Tellstories to engage audiences B

e Use visuals and texts to support each other

e Choose the right abstraction level

e Consider who may also access and use the tool

e Takeinto account where it will be used

Concrete

Pictures | Videos
Infog\l:aphics
Sketch Animation
Continuous
Comics
Diagrams

Abstract
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Comics are
different

Attributes of comic narratives:

e Clarity
e Intensity
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primary researCh multi-level requirements framework
clinic visit

interviews

insight structuring
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multi-level
requirements
framework

Core/content level
Best-practice guidelines
(lear messages, language
Action steps

Visual hierarchy + structure

2

User needs level Contextual level

Role + responsibilities Supports key interactions
Knowledge needs Fits workflows

Relevance + value Prompts key conversation +

reduces practice variation

Wl
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multi-level

requirements

framework

Core/content level
Best-practice guidelines
(lear messages, language
Action steps

Visual hierarchy + structure

2

Formal process

Medical, procedural
information about
radiation therapy

User needs level
Role + responsibilities
Knowledge needs
Relevance + value

Experiential information

Patient and family
member experience

Care team perspective

Contextual level

Supports key interactions
Fits workflows

Prompts key conversation +
reduces practice variation

»
m
Broader context
How and when tool will
be used during treatment

journey and in a clinic
setting
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who we talked to

10

medical staff
patient facing

radiation oncologists,

radiation therapists,
nurses

8

patients

currently undergoing

radiation treatment

2

medical staff
non-patient facing

physicists, dosimetrists

4

family members

supporting a patient

3

non-medical staff
patient support

social workers,
patient service reps,
practice admins
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protocols
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protocols

patients family members

Patient journey from diagnosis to treatment

Communication and support
Needs

medical staff medical staff non-medical staff
patient facing non-patient facing patient support

Perspective on patient journey Perspective on patient journey ) Perspective on patient journey

Resources and information Clinic context, contribution Resources and information
Clinic context to journey e  Clinic context
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protocols

Understanding patient
journey and resources
along the way

Rafarral to

radiation

This is you

Least Suppo



protocols

Early tests for visual style

Thumrs e yna T \eaday e e ) YRS . L
up:“—-q-_—un--qm_u—_h
ot
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raw data processed data

distilling data to
make it useful Interviews

\’ Debriefs

Interviews are open ended for wider
contextual understanding; need to
distill what we heard to meet our

design objectives Audio
Chall :

anenges \ Transcripts Visual narrative Higher level
Compressed timeframe P filter insights
Need for outcome specific approach .
and methods Insight

extraction

Methods from design research practice
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Wita 4 o above, | iy 1o make an appointment with the patient And whan | Iy 1o
maica tha Bppoinbmeant wiEth the patient, | try s connect il b eflhar & rediation

or ghama or Q I8 that. 'va Daen & socal
warkar @ karg tme and thera |3 a sligma, going %0 8 social worker. Just ag thea
15 o8 counselor or & therapist. So | iy o make it as easy as | can for he
patents so thay dont have io make a specal irip. 08251 FIIMEPKM
Sometimes it be a5 nformel 88 going inlo the dressing room when MeyTe
dreased and waling for te, Just to kind of meat them wheve they're st They CE2ET I IMEPKM
don't have 1o go ine an aflce or that type of thing.
Thi Aurses ask al Bie filfying 4 dusing ther The
docters have & mare glabal view of things. And fhe rurses gel infa Eie mare nitty
grity. DERS1TOIMEPKM
Typécally, hay 560 A nurss ones & weak, Them's a thing called an "on featment
wisit.” D, Gaktan has tham on Thurscays and Or. MeCall has them on Mondays:
And so bafora the dogior goes into sae tha patiant on ireatment, the nurse will go
n, DAZS1TOZMSPRM
1 e b2 call # & journay. | ask "how is your jourmay going” and “what is e
hamdast thing for you, what Is the eassest. what Is your support system lke® |
don't uea Fosa clinical terms like *suppart systam.* 7 say "wel, who naips you"
That type of thing, Just 10 iry to gauge of whers thay ane at emationaly, 051254 TOZMESPKM

D251 TOEMEPKM
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§ [T RO O e

= B o keep lhe aposinkmend o e, everylhing is briefly
Intreduced 1o patiends

=& nurses usurily can cover evenything thay nead 1o cover

= 10 gide alfects may be introduced when They ancountar fem

Ly sttt d o iy i i ke B s e 2w et o B st e s i

‘Wila v frying b ksap it hall & hour io 45 Minubes lime siol ke for e MA and
fhare bators 118 dOcCtors coma i 5, Evarything (s briaf.

Tha dostor will axplain mors, kind of cut off and pat oul of thare. Not ba In ore &
Bulin the moat of the part, pou can cover averyhing you need.

Evary weok they are going to meet me and the doctos, just 10 8ee everything goe
e treatmant, and yau can touch mora on thair frst appaintment, ar that waaek th
ebarting abaul side sacts and stufl, bucause you dorl axperience side eflects in
That's @ buid up sinca yau gat radiatizn

= 1t patiorts usually get used Io cancer reatmant whan thay cema For the masl par, h Bt it S0-50. Whan they come o md

tn radiation thersay

#  Insight

= # Patents can leel gty for not reading the Information.

= 16 Life has an axpiration date when one has cancor,

il a new disgnesis of cancar. Sa iy are costumed bo hearing cancers st lie
stop treatmant type of thing.

Quote

But 1herg could be @ Iitle Mara contaxt In that Infarmation Packst Dacsusa whar | lof
fke | could have filed up @ whale, or to be honest, o small version of an Encyclopedi
Brtannica. And fm talling my wife, "Hey, did they say samathing dout radiatian anc
there wee=" | dan't know.® | don't know if you mesd o brrg your whele farmsly with
Ko wal 1 SNAwer 8. | dorT do whed g Bdios do, but | can onty 1) you how ||
thafs an me because | didrit read the information, but you can bet that | did sfter | f
wial, hey, durmmy

[What ha b | howe many 1wes going fa
actuealy, bt then, you know, & few days go by ard you walk sround in 8 fog. Soeb
YU you'va pot cancer and God forbi they Bl you you've: got 3 b pupastancy. Or ¢
el your life Bve years. No matier how you sice i they sill put an expiration dals

= 6 Cesusl Dedwen paliants
foarm can impact hew e patient peroaives the
situation

= AT qguil, guit guil

= 1B Emotanal suaport from siaff ia's in cantast at o clinia,
o from family.

” 15 Bellaves that mental mindsed effects physical outcome.

* 20 Woudappreciate heving peychiatric halp in Me dinig;
averyane & facling dawn about thelr stualion, Having &
credible, suthorilative professonal would help.

Insight

cvarall nursa roe throughout featment (high fevel)

Every palient's treatment is different, 80 we cant represent all of
what will happen 1o tham in & narative but we can say thal nurse is
mmein paint of contact for quastions araund those dfferences.

M and doctar sea patient weakly throughout treatment

Pasttreatmard folow ups are abaut 1) sunailance for cancar
reaceurtig and 2) late side efiect managaman

A4l patisnts heve falknwup one month aer treatment ends, then &
wariers what past treatrnent is like

Basides weekly OTVs, pafients can see dociors or nurses &%
needid Broughout ireatment, This "as needéd” coud be for
myipham management, confusion with meds, ele.

You can sways speak up to ne nurse of dector, even If you're not
suna If fey're the right person to tak to

Patiegnts shioukd feal comdorad By tha Fact that thay'l ba in tha clinic

A Feag I happen aheut mantal haalh, yau krow whal | masn? Becaus
dark pince o be. Maybe they'd be locking me Lp in & nuaber raorn 1 | was having th
CONvIBALoN with & peychisirial. | don know, but I'm just telling you where |'m camis
ard peaple Fve talked o in the chenging room, which might saund blzamre. You know
wour cay goirg? | Eoweght | 1al bad when | gof here. A guy toid ma, 1 didn'l know him
want &2 be ininasve. Said, “Ah, almast a mant |'va been doing this crap,” Sakl, "l kn
you teel.* He says, *| don't know how much honger | can tsk thie.” ' (i, "You can
lang as you keap putting ena foat in front of the other™ i's hard 1o come: hera.

And then | think, about man, sm | enStied o feel tis way because ook at the litle ki
thaught about those Iitte kids st 5t Jude, you know, I'miike, Tm 56 years olbd, F've o
prablems. These iids ae twa years ofd, for Chrisl's sake, they got mane hoses in an
them han @ pumber's gos.

|Cara cich peapie wha heips with amotional siress] Or, Goidan and his staff, D, Go
Kathiaen, the gif in the radiclogy that give you your scheculs o updated schedula
The: bttom fing on that 5 you can do al| the radiation But (F your ming Sn't in e rigr
pau're not gong to have a good outcome. i st going i happen. Than If you're in ¢
wau'ra thinking wall, what am | daing this for becausa I'm s8ll n this mindsat hattway
my reatment

And then I'm ke, well, (1= not on tham So say hemm, B_____ told the youry iadies he
payshialrst 50 better got cna, IS up fo me o say somathing, It mally (5. But # fhey &
ey, if e having sy problecns with degreasion and anxisty, sormebody 1otk fo.
Persaraly. | con't want i go io B Cancer Cerar n Makana and talk i somebady
¢ resspiecliiby, 0 yaars ald. Sil Bere s rod yeur hesd.

Quols

doing @ Iftle bit of education in that initial Bme with Sem, that first 30-40 minubes
golder somes in, then foloing up with any prosessing or andering befors we sk
radiatian. and e once lhey're on radistion, syrmalan mansgemenl with dr. gak
for Tolarwap, ordaning imeging. eQain symplom manegement

| b el patiants thal | keep Se purzs peces fagather. So | gather them up b
migtoey, puttive together 8 story |ing, and Men 58 we'ra gaing though we'Te conti
an o that story. 56 Making sure thers & coominason, that If Mey eave questions
Iot of times fere’s & lot of special Bes inwolvad| then I'm always in tha loop in ten
athar physicians are ardering in camiaination wih what we do. And then trying |
tha it's all in fine.

‘Whan going fhrough freaiment wa see them anca a waek or as neadad. We soe
ana month after restment is done, snd besides that it depands haw often (pos

nla

We sae all of cur patiants aflar hey'ne dona with traatmant ana menth afar thay
heer it dEmANds on wau know are we gaing 10 sae tham in thres months, sk mor
e and neck patients hine dfculty swallowing o theyl be paing through tres
rnighil have seen them an a Thursday how's your swallow its five, ne arobiems &
e waekard sl of a sudden thers sre s3ues 50 Fey'll slop &1 the nurses station
1o 08 Kafleen about having some addEonal pain

In e eaam FOOMS we NEve 8 Sign hal says speak up ard Itis a way for palients
I thay sea anything..we always say have a questioning atlitude e at ®e time o
them - B1e bast way that | can help them Is I ey tesl comfortatle, come to me |
any questions or cancams

nia
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Insights that inform content

Consult

Simulation

Planning

Treatment

Post

Overall process

Treatment activities
What can we show visually?

What patients

need to know
What information needs to
accompany visuals?

Resources
What suggestions and tools
can we offer to patients?

Customization
What clinic and physician
differences do we need to
consider?




discussion guide




from insights Content Form o
to real creation giving refinement

Simultaneous exploration in

text
e Text: language simplicity prototypes Today ~
¢ Images: level of abstraction, style
i form
¢ Form factors: easy to use Images factor weekly

and produce reviews
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prototyping form

content
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Patient education materials get stacked and ‘never looked at again’
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Education materials get stacked and ‘never looked at again’

Guide needs to look and feel unique

T —— S T e .

H f

— = oy e TS o= -

= BE—

Tomoko Ichikawa | Faculty Research | Fall 2017



Detailed images are hard to relate to,
while abstract images seem childish and unrefined
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Detailed images are hard to relate to, while abstract images seem childish and unrefined

Images must meet the '‘Goldilocks principle’

i

Hoew are you
deing Jane?
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Visual narratives have their own pacing and language,
making them a strong medium for helping patients envision
what’s to come
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Visual narratives have their own pacing and language

Reduce surprises by providing substantial
visual narrative

- Wreer....click-click-click - click - click - click - click - CLICKI

Jane does not feel the radiation while it is happening. Jane is safe to be
around anyone as soon as she finishes each treatment. She is not radioactive.
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Current material is written at a 12th grade reading level

What are my treatment options?

*» Treatment options overview

= |5 radiation therapy necessary if the margins of the removed tissue are clear?

s How can | make a decision between m. ctomy and breast conservation therapy?
* What are the cosmetic results of breast conservation therapy?

= What is the prognosis after recurrence?

Treatment options overview

Treatment options Include mastectomy or breast conservation therapy (BCT). Mastectamy is an operation to remove the entire breast, and
usually the entire nipple. Often an axillary sampling is also dane which removes the glands under the arm called axillary nodes. The
surgeon may evaluate just one or two nodes (sentinel node/s) or may perfarm a more extensive axillary dissection to check for disease
spread. Mastectomy sometimes requires a hospital stay. A drainage tube is sometimes temporarily left in the surgical cavity after a
mastectorny to help prevent fluid accumulation, Women who undergo a mastectomy have the option of breast reconstruction.

Breast conservation surgery removes the breast tumor and a margin of surrounding normal tissues. It is also known by other names:
lumpectomy, partial mastectomy, segmental mastectomy or guadrantectomy. Radiation therapy usually follows lumpectomy to eliminate
any microscopic cancer cells in the remaining breast tissue, The purpose of breast conservation therapy is to give women the same cure
rate they would have If they were treated with a mastectomy but to leave the breast intact, with an appearance and texture as close as
possible to what they had before treatment, The surgeon may remove some lymph nodes by performing a sentinel lymph node procedure
ar axillary dissection at the same time as the lumpectomy procedure or later, |t is estimated that 75 percent to 80 percent of patients can
be treated with breast conservation therapy rather than mastectormy with excellent results. Years of clinical study have proven that breast
conservation therapy offers the same cure rate as mastectomy.

Your radiation therapy procedure might include:

* External Beam Therapy - see the External Beam Therapy page

L | ity-Modulated Radiation Therapy - see the intensity-Modulated Radiation Therapy page

» Brachytherapy (interstitial, single catheter or balloon-based) - the temporary placement of radioactive materials within the breast to
treat partial breast only or employed to give an extra dose of radiation to the area of the excision site (called a "boost”) - see the
Brachytherapy page.

Patients may also have chemotherapy or hormonal therapy if there is a risk that the cancer may have spread outside of the breast to other
oy Aarosne

Do you have a personal story about radiology?

Related Articles and Media

External Beam Therapy (EBT)

Mammography

#-ray (Radlography) - Chest

General Ultrasound

Computed Tomography (CT] - Chest
Intensity-Modulated Radiation Therapy (IMRT)
Brachytherapy

Introduction to Cancer Therapy (Radiation Oncology)
Breast Cancer Screening

Breast Cancer

Skeletal Scintigraphy (Bone Scan)

Clinical Trials and Screening: What You Need to Know

Images related to Breast Cancer Treatment
Sponsored by

ACR RXSNA

Avwmcum GOS0 O Rgitagical Sockety

RADIDLOGY

www.radiologyinfo.org
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Text should score near fifth grade

reading comprehension

Averages
Sentences per Paragraph
Words per Sentence

Characters per Word

Readability
Flesch Reading Ease
Flesch-Kincaid Grade Level

Passive Sentences

1.5
9.1
4.6

721
54
0%
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Text should score near fifth grade

reading comprehension

Averages
Sentences per Paragraph
Words per Sentence

Characters per Word

Readability
Flesch Reading Ease
Flesch-Kincaid Grade Level

Passive Sentences

1.5
9.1
4.6

721
54
0%
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Everyone's cancer journey is different
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There are differences across RT clinics
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There are differences across RT clinics

Guide should accommodate differences in
environment and care team

Your care team is here
to support you.

Ready fer youl

DOCTOR MURSE RADIATION DOSIMETRIST/

THERAPIST PHYSICIST

Jane arrives at the clinic,
checks in, and changes into a
gown. Her team of radiation
therapists call her into the
room for her CT scan.
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Patients do not retain information given during consult
because of stress and sheer quantity of new content

Congyy
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Patients do not retain information given during consult

Divide experience and information into
phases for timely references

DISCUSSION GUIDE

Your radiation 1. Consult Discussing radiation treatment
treatment pathway

Every patient's experience is different
Today, we will discuss what you con expect

Consult § Simulation scan ; Planning B3
B Treatment After treatment

h'hati;md‘lm;: uurr.mem?

& treatment that kills cancer in a specific

Sl o 3. Planning Creating your custom plan
Your custom radiation plan will carefully

target the cancer and reduce impact on
healthy tissue,

How will radiation treatment affect me?
Radiation will hit some healthy tissue, o oy o . .
causin s efec. This hesihy s wil 4. Treatment Visiting your clinic for radiation
repair 2nd rebuild itself after radiation, whils
the cancer will not. Splitting your radiation
inta small dases will help your healthy tissue

heal in between treatments.

Some of l_hrs: side effects, like [Hl'lgl.lt, will .

e e o o e 5. After Treatment Assessing the effects of treatment
manths or years to show up,

Tomoko Ichikawa | Faculty Research | Fall 2017

2. Simulation Scan Determining the best position




Patients want to start treatment immediately, and do not
understand why they have to wait

Do you talk to the patients about the
physicists and their role?

“Idon't. Um, sometimes, if they’re in the
room, then | introduce them and let them
know why they’re there. Sometimes when
we're talking about the treatment plan |
say “there’s a whole team working on your
plan”. But | generally don’t talk about
them...
maybe | should. 72
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Patients want to start treatment immediately, and do not understand why they have to wait

Be transparent regarding treatment planning

What you can do while you wait

- Coordinate
How will you get to the clinic? will
% anyone need to come with you?
=
, Organize
| g Do you have guestions about
These radiation beams will target insurance or billing?
Jane’s tumor while limiting effects on

i : @ Seek support
% her normal tissue. g g Who can you go to for emational
1

1
Y support?

3 Planning

Creating your custom
radiation plan

If you will need to miss work, is
there anyone you need to tell?

Your custom plan includes a specific
arrangement of radiation beams. These
target the cancer while limiting the effect
on healthy tissue. In order to get this right,
planning your treatment typically takes
about 3-7 weekdays.

o Il I 0 3
Jane’s care team will use your CT simulation
scan to prepare her custom radiation plan,
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Patients do not understand the long-term implications
of radiation on healthy tissue

i There was a swallowing specialist, we
went and had swallowing tests, and my
husband thought that was a complete and
utter joke.

| didn't think it was a joke, and really it's
come back to haunt us because he still
can't swallow and she wanted him to do
swallowing exercises and he thought it
was a complete joke and he would never
do any of them. But in retrospect he
should have, because he has all these
problems now. ”»
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Patients do not understand the long-term implications of radiation on healthy tissue

Highlight after-treatment care as an
important part of the journey

5 After treatment
Assessing the effe f

treatment on the cancer
and your body

Jane is done with
her treatment,

At her next follow-up wis
the success of her treatime,

or checks

Menitaring
side effacts

Ca

tinue to monitor side effeces as they

g away,

nger 1o
may be parmanent,

Sorme

Assessing May be too early to assess your The full effect of
freatment treatment until weeks or mor
I'L'!;JU”SH

o Wiongiem

Ul in 3 year

lane's care tearn will keep in touch

to monitar her response to radiation
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next steps

Tomoko Ichikawa | Faculty Research | Fall 2017



next steps

Pilot of clinical implementation

Evaluation of patient perceptions of
communication tool

e Does tool improve knowledge of
the radiation treatment course?

e Doestool alleviate anxiety associated
with radiation treatment?

Evaluation of physician/care team
perceptions of communication tool

e Does tool facilitate communication
between care team and patient?
e What works? What doesn’t?

1/2

Dissemination of the tool

Presentation at international meetings
(ASTRO, American Association of Cancer
Education, Graphic Medicine, etc)

Publication in peer review journals

Dissemination via Radiation Oncology
Education Collaborative Study Group
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next steps 2/2

Refining tool based on feedback Extending the visual narrative concept

Form factor changes Consider developing graphic narrative into

o . . animation/video
Specific variations for common disease

sites (breast cancer, lung cancer, prostate
cancer, etc.)

Specific variations for other radiation
therapy types: stereotactic body radiation
therapy (SBRT), stereotactic radiosurgery
(SRS), and brachytherapy
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discussion

Tomoko Ichikawa | Faculty Research | Fall 2017



