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‘I've often cried because of patients..

to deny myself the tears would be
to deny myself the human that |
already was before and am after
becoming a doctor.”

Quote on grief as an oncology physician

2017, Quora

Abstract 02

As a college student studying Human-Centered Design (HCD),
my goal for the culmination of my education was to have an
impact in an area that was human, complex, and emotion filled.
This project explored the need for healthcare professionals,
specifically physicians and nurses working in neuro-oncology,
to acknowledge their natural human grief in the face of patient
death. In partnership with the UCSF Honor Project, my partner
and | employed Human-Centered Design to establish practices
and spaces for these communities to process their grief.

At the foundation of our work was the deeply dedicated medical
professional who needs relief from the weight of withessing so
many patients pass. Preventing this were barriers of medical
stigma around objectivity and emotion, time crunches, and

a belief that one is either ‘built for the job’ or not. Through

our research and ideation we created an informative video

and implementation materials to convince neuro-oncology
departments outside of UCSF to attempt the Honor Project and
take seriously the benefits of a structured space for shared
grief. Our materials were met with great support and the Honor
Project was tested by several departments across the country.
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Introduction

The purpose of this project was

to explore the people and impact
of oncology navigation and
examine the relationships between
nurse and social work navigators
of various kinds, physicians,
caregivers, and patients. We were
so struck by the impact of the work
of the Brain Tumor Network (BTN)
who we had worked for previously
that we felt compelled to further
explore the topic of oncology
navigation more broadly. Nurse
and social work navigators at BTN
are incredible resources, providing
invaluable, personalized research
on treatment options, clinical trials,
second opinions, transportation
and more all while supporting
patients and caregivers through
the emotional ups and downs of a
brain cancer diagnosis.
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We wanted to see where else this
type of service exists, if at all, and
what the history of navigation is, so
that we could further understand
the navigator role and lend our
efforts to expanding the offering
and quality of this type of care in
the U.S. Our goal was to understand
this landscape as best we could

so that we could design an
intervention that would positively
support and empower caregivers,
navigators, nurses, or physicians.

Through our research we
discovered that while there are
navigation services in some places
across the country, the roles differ
greatly and there is little consensus
as to what a navigator does and
how they can be most helpful.

Midway through our project we
discovered a wonderful program
that attends to neuro-oncology
staff grief. We had been interested
previously in designing for navigators
who are constantly confronted

with emotionally difficult topics

and situations and felt that this
intervention, the Honor Project,

was an excellent solution. With the
blessing of the founder of the Honor
Project, our work then focused

on spreading this program and
solving implementation problems
practically and in regards to

medical grief stigma.

Through our research we discovered a profound need
for space for healthcare professionals to grieve. Their
constant interactions with death were lodged in between
the human need to emote and process, and a frequent
belief that good medical decisions could only be made if
such feelings were pushed aside.
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Human-Centered Design Process

To give a better understanding

of the flow of our project and

how it compares to a traditional
Human-Centered Design Project
I've created these two diagrams.
A traditional HCD project starts
with a topic of inquiry or a general
problem brief and the designer
goes through the stages Empathy,
Define, Ideate, Prototype, Test, &
Iterate. While it is quite normal for
some of those steps to be looped
back through several times, our
project is essentially several full
cycles through this design process
in one.

A prior HCD project with The Brain
Tumor Network heavily informed
the work done for my thesis.

| see the connection between the
two projects as an incredibly real
life manifestation of the design
process, discovering solutions
when we were not expecting to,
researching again later in the
project, etc. The design process
is messy but the strength of HCD
framework is that it is malleable
and can serve you in many
different ways.

Human Centered Design is a
problem finding and solving
discipline which draws upon

and integrates insights from the
fields of anthropology, sociology,
psychology, history, design, and
engineering. At the heart of HCD,
practitioners are called upon to
identify pressing problems, to
iterate and test solutions. Leaders
in HCD immerse themselves in

the point of view and experience
of those they are serving, then
combine the resulting insights with
the analytical, problem solving, and
technical skills needed to translate
them into real world solutions. To
make a contribution via Human
Centered Design it is necessary to
be able to understand how people
function, how problems arise and
how environments affect people in
them. Essential to HCD is the skill
of navigating ambiguity and

being comfortable working in

the unknown.

Human-Centered Design Process Framework

Empathy Define Ideate  Prototype Test lterate

Our Human-Centered Design Process

BTN Project
Define
Literature Empathy
Review &
Define Prototype

|deate

Test

The Brain Tumor Network

[terate
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The Brain Tumor Network

Advanced Human Centered Design Independent Study, Aug-Dec 2020

Riley Knowles

Nathan Chun

Kaitlyn Paulsen

Diana De Rada Ocampo
Anya Zimmerman-Smith

Through the Sontag Center for Nurse and social work navigators at BTN provide

Collaborative Creativity (The Hive), personalized assistance to alleviate or eliminate the
| worked with a team of students _ ) : . :
to redesign an aspect of the nurse barriers that exist to patients accessing timely

navigation service the Brain Tumor . . .
Network (BTN) offers for caregivers services and to fully understanding their

& patients. Much of what we learned treatment related 0,0ﬁOf?S. "
informed the conclusions and

the decisions my partner, Kaitlyn
Paulsen, and | made in this thesis
project. To provide context for the
thesis project the following is a
brief overview of the work my
team and | did for The Brain
Tumor Network.

The Brain Tumor Network 12



Empathy

To begin Human-Centered Design
project we started our with the
Empathy stage and interviewed:

caregivers
patients
nurse navigators
social work navigators
doctors
palliative care nurses

From our interviews we learned that
navigators support patients and
caregivers by doing research on
clinical trials, suggesting doctors
for second opinions, providing
transportation and emotional
support services, discussing
finance and insurance related
issues, and translating medical
jargon, diagnosis, and treatment
information among so many
other things.

We also learned that as an
organization independent of

any hospital or medical system,
navigators have the unique ability
to suggest resources from any
institution that might be most
helpful for the patient and have

a bigger picture view of all the
possible resources in neuro-
oncology than a navigator within a
hospital might have. Additionally,
patients often come to BTN later
in their brain tumor journey which
allows BTN navigators to help
them take a step back and make

a wholesome evaluation of the
options going forward.

‘I just want to find the silver bullet that will solve
everything for her but | know that’s not possible.”

- CA, Caregiver




FINANCIAL &
COORDINATION SUPPORT

MEDICAL CARE

Hospital :
P Oncologist .

System Navigator

treatment translation
emotional support SOCIOEMOTIONAL big picture resources
friendshi an ear to listen to
rI::feiylp SUPPORT hardship
hope

Nurses

physical support

less intimidating
person to talk to

positivity

Primary
Caregiver

love
care coordination
manager of all aspects
notetaker

Patient

Extended

Family
coordination
support
Therapist
Hospital
Admin

2nd
Opinion
Doctor

Stakeholder Value Map

We used our stakeholder value
map as a exercise to gain an
understanding of the roles that
different stakeholders play during
a patient’s brain cancer journey.
Focusing on the value to the
patient and caregiver, we found
that often the caregiver is at the
center of the system as much as
the patient is. This is a result of the
disease as it affects many patients
cognitive capacities and much of
the care coordination and support
is taken on by the caregiver. The
central role of the caregiver led

to the realization that caregivers
need to be taken care of as well in
order to do what they need to do
best. Many caregivers we spoke

to regarded their navigators,
nurses etc. as friends and drew
strength from interaction that
may not have seemed ‘productive’
to care providers but safe and
understanding spaces

for caregivers.



An empathetic,
overwhelmed, and
heroic caregiver

Highly adept,
caring, strong willed
nurse navigator
with a wealth
of knowledge

A caring,
attentive, invested
mother and hard-
working nurse with

incredible recall

Needs to feel
confident in his own
understanding of his
daughter’s condition

and care

Needs a way
to synthesize and
gather information
at the same time or
before a patient
or caregiver

Needs to be able to
put her oxygen mask
on before helping
others

auljeq

Because

he feels like it’s
his responsibility

to discover

what will save
his daughter

Because she
knows she could
change the course of
poorly handled
medical outcomes
if only she had
control/access

Because

she feels that
weathering the
storm is just part
of the job & that the
advice she gives to
caregivers doesn’t

apply to her

Keeping with the HCD process, our
next step was to Define who the
users were with the most pressing
and unique needs that we could
design for to make the

biggest impact.

‘It you keep it all in, in oncology,
you will explode.”

- RS Palliative Care Nurse

The Brain Tumor Network
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Prototype

After extensive ideating based on our
users we reached two breakthrough
concepts. The first was the ‘Navigator
Sidekick’ which placed the navigator
in video calls with the patient,
caregiver, and physician. This solved
the caregivers need for empowerment
when it came to asking questions,

a medically trained ear to take

notes, emotional support and more.
Additionally, having the navigator

in the call diverted the need for the
caregiver to relay all they heard in

the appointment which often led to
confusion, missed points, and use of
precious time. The simplistic impact of
this tool proved true as caregivers and
navigators alike voiced strong support
for it when we gathered feedback.

Navigator Sidekick

Our second breakthrough was the
realization that caregivers often
did not know what assistance
they needed it until it was too late
and that they often came to BTN
looking for one thing, unaware of
the plethora of services available
to them. Our Brain Tumor Network
Journey Map introduces BTN's
services in a way they did not have
in the hopes that they can have
more of an impact on a patient
and caregiver’s journey from the
beginning.

T's s0 NuCE Te MEET You/

We've heard you have been diagnosed with a glicklastoma WHO - grade IV, and you're currently werking with
the oncology department in Seattle, WA. Wa're 3o glad you found us, and we're here to help. Here's a journey map
of what your time with the Brain Tumer Metwork could lock like. Quastions? Just ask!

Second cpinions are crucizl when it
comes to cancer care. Your navigators
will help you find oncologists that can
provide you with & second opinicn to

enszure that you have a choice.

Wmaar Blasreo Bl oricy e
VAT eSS reaViga ooy .

Stephanie (904.393.3220 + 3)
iz & lowing, caring nurse navigator
who will shways bring a doss of
joy and positivity to your day.

Brain tumer disgnoses can feel like
suddenly being immersed in a foreign
language, and our navigators are hers

Your Social Waorker: to help answer your guestions.
Tracy (904.395.5220 +1)
is & dedicated and empathetic
social worker who will be there
to support you every step of
the journey. ‘four navigators can discuss potential
treatment options with you, and help
you to undersatnd what is available. Mavigating clinical trial searches iz
tricky, but wa're hare to halp. We
will research your condition and your
specific diagnosis, and determine
whiat clinical trials you may qualify for.

Sometimes it can feel like
doctors are speaking a foreign
language. Your navigator can
join any of your upcoming virtual
appointments to take notes, help o s ) BTHM can help you to
translate, and serve as an advocate. This is a specialized testing that can locate support groups
determine the specific genatic make-up
and possible mutations of the tumor that
can be very helpful when trying to
locate targeted treatment options.

and therapista aither in

Your area or remaotehy.

If you should need it, BTN can help you
connect therapists in your are to help
with speach, cognition, or physical

silments you

if you should need it, BTH can help
| rinht synarisnce e TR i P
e e YU LigdLeE YUOUTD duvaiieed uirsseLve
and work with your caregivers to
help you plan for and navigate
next steps

For many, paying for cancer trestment
can be, frankly, expensive. Whether or not
you have insurance, we can help you figure

out how to finance your care, and locate
secondary sources of funding.

Somea patients nesd additional
physical support during stages
of their journey. We can help vou
find whatever you may need.

Brain Tumor Network Journey Map




Insights

01

02

03

Navigators are instrumental
translators, incredible information
finders, and compassionate friends
to patients and caregivers enduring
difficult medical situations
involving misunderstandings, bad
timing, stress, and confusion.

Caregivers are superheroes and are
at the center of the BTN care model
navigating complex situations

and overloads of information, and
relentlessly searching for the silver
bullet to save those they are caring
for.

!

Medical information is sorely in
need of redesign and it's language
is almost impenetrable to those
who do not "speak” it.

04

05

After all of our work we came
to the conclusion that these 5
insights were the biggest in the
BTN space and the tools that
we designed aimed to solve
these needs in a variety of
ways.

Caregivers and Patients come to BTN
with a limited understanding of the
wealth of resources the organization
can offer them, and often do not know
the services they need before they
need them.

Restructuring to add different roles
and re-envisioning their current
organizational structure would allow
BTN to grow and feasibly scale.

The Brain Tumor Network 22
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What Next?

Inspired by what we saw in our work with The Brain Tumor
Network, we thought, oncology navigation is such an impactful
tool, does it exist elsewhere? How could we improve or spread
it? This became the focus of the thesis project.

Since we had done a great amount of empathy work in our BTN
project understanding people’s experiences with navigation
our first step of this new HCD project was to do research on
navigation more broadly.

‘It is so helpful to be able to ask, ‘Can you
please explain this to me in English and is
it something that will help my wife?”
-Careqgiver

Understanding the Problem Space
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We conducted a literature review to
gain a deeper understanding of the
topic area and the landscape we had
been exploring with the Brain Tumor
Network. It was important to us to
understand the history of navigation
and the variety of navigation
programs that had been tested

and are currently in practice in the
U.S. The information we uncovered
aligned with much of the empathy
work we had done in our previous
project and served as foundational
knowledge going forward.

From our research we learned that
the first navigation program was
established in Harlem, NY by Harold
Freeman in 1990 based on findings
from the American Cancer Society
National Hearings on Cancer

in the Poor.

Yy 91n1eJall]

MOIND

The aim of the program was to
improve health outcomes in
vulnerable populations by eliminating
barriers to timely diagnosis and
treatment of cancer through the
support of a nurse navigator.
Freeman designed the program so
that in-hospital nurses would help
individual patients overcome:

financial barriers
communication/information barriers
medical system barriers
fear, distrust, and emotional barriers

The program proved effective as
cancer navigation services increased
the five-year survival rate from

39% to 70% amongst breast cancer
patients. These main barriers were
echoed in the related studies and
papers we read on navigation.

Causes of Health Disparities

Poverty/
Low Economic
Status

Social Injustice Culture

Possible Influence oMEERE nvironment Interaction

Early Diazrnosis Fosi Treatment” =sorvival and
; | rentm ent

Frovention ; 3 5 ali . -
Detection Incidence Quality of Life Maortality

ori & Frawerdon, Aol 2003

Patient Navigation Across The
Health Care Continuum

QOutreach

| Rehabilitation

Resoluthon

"History and Principles of Patient Navigation"
Freeman, 2011



Navigation Models

Through our research we found that
oncology navigation does exist
beyond BTN but that there is no
one definition of what a navigator
does. Navigation services in the
studies we read all aim to achieve
similar goals but come in a variety
of forms. Beyond studies on the
efficacy of navigation systems, we
researched which major healthcare
systems have oncology navigation
services and the definitions

of navigation that exist in the
Academy of Oncology Nurse &
Patient Navigators.

In the 30+ studies we read we saw
three main types of naviation. In-
hospital, independent organization,
and lay navigation.

29

Screening /
Early Detection

Survival &

Prevention

Diagnosis

4
=
(O]
£
4+
@
(O]
=
l_

Post Treatment

Mortality

In-Hospital Navigation

- no involvement

- coordinates
screenings

- explains results

- ensures connection with
physician to understand
diagnosis

- provides information
and hospital resources for
next steps

- schedules
appointments

- ensures follow ups
occur and medical
information is received

- follow up check in calls
- connects patient to
guality of life resources

- connects to in-hospital
support groups

Independent Organization

- no involvement

- no involvement

- provides emotional
support, translation to
understand diagnosis

- big picture next steps,
2nd opinion, treatment
options

- advises on financials &
insurance

- reviews all possible
clinical trials

- gives transportation
and socioemotional
resources

- follow up check in calls
- connects patient to
guality of life resources

- provides grief
resources

- check up calls,
emotional support

Lay Navigation

- fosters relationship
between community and
local physicians

- healthcare literacy work

- coordinates screenings
for community members
- explains importance of
healthcare with cultural
sensitivity

- link between patient,
community physician,
and cancer center

- explains medical
information in lay terms

- helps allay fear and
distrust of medical
system

- emotional support

- assists with scheduling

- follow up check in calls
- connects patient to
guality of life resources

- knowledge of cultural
practices around@grief
- provides emotional
support



What is a Navigator?

Subthemes

HMWs

Directions

Data

Insights

Once we saw the variety of
navigator roles that exist we layed
out all we had learned about their
duties to try and define oncology
navigation and find a topic we
could design for, either an aspect
of navigation we could improve

or configuration of navigation we
could try to spread.

Socioemotional Support

‘emotional support

HMW quantify the

impact that navigators

have on socio
emotional support

HMW make empathy

the first part of
treatment for any
condition

stress management

HMW create structure
for the social
relationship between
Navigator and patient or
caregiver?

HMW gain an
understanding of
Navigators feelings
towards being
emotional supports?

Eoonamewseat USSR oy akion
sippor groups rotaus Cocorcse

Publish nformation
on the socialimpact
of navigators.

Loy navigators were a sourc of

Have navigators

Social |

emotional skils to
doctors
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oot ey o
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compassion
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e

herapeute rlationships which
oot improved well boiog

e s L 1 o

Between the navigator ana the
paten #10

decision making
support

HMW help NN's accept
how close they are to
their patients and the

reality of their
relationships

HMW balance
Navigators' desire to
‘get things done' and

patient’s need for
emotional connection?

family dynamic —

HMW allow for patients
and NN's to feel like they
have a real relationship
and not just a
professional one

HMW recognize to the
need of a patient
needing someone to

call and check i

understandable.
communication

HMW influence Navigators
to pay attention to the.
emotiona level of
conversations with patients?

HMW help NN's see the.

benefit in engaging with

their patients on a human
I

professional

g g a
holistic approachto  source of comfortn

an otherwse coid

help vith a varety of
issues perience.

e et o Bt

Socia experience of

coordinate care can

mors efcien and

e offacie tan yng o

s e pertoct rvigator

we arert aught now to

entty ot person yprocuctottne sttt
et pe pisrined e e o

leads o0 much sress
orpatens, o feet

engating withnavigator

between patient and

HMW cut the wasted
time and tortured
waiting out of the

system

HMW make the care
coordination process
more automatic?

Creating quidelines |
suuctre forhow  cye
Navigatos shovid act/

help ncalwih <o

Creating more stucture

P —
o

et g s
frrey

* Alwcp o e
et
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Care Coordination

bridge
communication

HMW make being

remote a benefit that

helps them do their
jobs better?

HMW put the care
back in care
coordination

Dagoste
Prese

st
st

patient advocacy.

I T ———r———

They commented thatthenurse o O N 510 "Respectand

care deliberation

HMW create a system
that notifies bad news to
people in the "right
time® when they are with
“the right people”

HMW improve
timeliness of care:
starting pre-diagnosis

vreatment appointment
second opinion coordination
location between ‘msf“";‘?::"z";‘:m
stakeholders )

HMW make the care
coordination process
more visual?

HMW employ a
navigator for
everyone regardiess
of condition

HMW put the patient
at the center of the
care coordination

HMW allow more
time for treatment

HMW we increase
empathy throughout
the care coordination
process?

HMW utilze the.
communication styles
that work best for

Additionally, since navigator’s duties
spanned a wide range of topics and
expertise, we wondered, is there

one configuration of the navigator
role that is most effective? After
combining research from our
literature review and prior interviews
we saw that Navigator duties mainly
fall into 4 categories:

Education / Health Literacy

HMW childiike education

tools on cancer that will

make it seem less scary
for everyone

HMW we make the
e

heaithcare system
Iieracy / education

HMW increase the

comfort of engaging

with the healthcare
system?

HMW shrink the.

cancer personal

Glagnosis neracy cucaton Hesthcaresoace
HMW educate the
general public about HMW help caregiver
cancer sothatitisnotso feelin control during
research

scary when it happens to
people

HMW we incorporate MW automate some of
@ lucationink

patients and doctors more

ble 3. Benefits of Patient Navigation and Care Coordination Across the Phases of Cancer Caro*
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Care Coordination
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Equity/Access to Care

Equity / Access to Care

broad community
oureach

HMW provide resources
to all patients without
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individual navigators?

HMW identify
communities that are
in most need of care?

working to creating
knowledge of

navigator senices (o

certain populations
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HMW we remove the
financial barriers to
care?

HMW we make the
financial barriers to
care more upfront?

financial/ insurance
b

shifing / augmenting

cultural perceptions.
and fears of
healthcare

HMW we encourage
conversations with
doctors about bias?

HMW bring more
medical attention into
‘communities that
need it most

resources ) awaraness
cucation ofresources

comnecton to

HMW increasing

knowledge of care

increase access to
care

HMW we make the
access to care more
equitable

health lteracy
education

mitigating
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HMW identify the
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care that aren't
there?

HMW use navigators
to facilitate
discussions of access
to care
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HMW shift cultural
perceptions of
doctors

HMW mitigate
socioeconomic
disparity?



System Mapping

To combine the insights we heard
in our interviews with BTN and

the research we did through our
literature review we attempted to
map out aspects of the oncology
navigation system. We knew that
every specific aspect of the system
affected others and that we could
not focus on designing for one
problem without touching others
so we felt it was important to take a
look at the system as a whole.
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BELIEFS

enablers

nurses less intimidating
than doctors

navigation programs save
hospitals money

medical professionals

do better work if they
acknowledge their emotions

supported caregiver gives
better care

emotional health affects
medical outcomes

brain canceris a
terminal illness

STAKE

enablers

doctors

patients
caregivers
children of patient
family of patient
hospital system
hospice staff
navigators

friends

inhibitors
doctors more

valuable than nurses

asking questions
sounds uneducated

no common knowledge
of navigation

mistrust of healthcare

emotional support is
not productive

responsible for
finding a “cure”

BEHAVIORS

enablers

grieving

lack of timely follow
through

structured follow ups
lay medical terminology

navigator facilitating
clinical trial search

non-competitive
relationships

normalizing
guestion asking

SYSTEMS MAP

inhibitors

emotionless doctors
poor communication
emotional decision making

doctors not valuing
navigator or social worker

lack of acceptance of high
mortality rate

inability for navigator to
give subjective advice

navigator not
recognizing
role as friend to
caregiver

POLICIES

enablers

support groups

free navigation
caregiver support
caseload distribution
navigation outreach

guantification of
navigator impact

healthcare literacy
programs

inhibitors

navigator filling
many roles

navigator physician
separation

insurance contracts with
certain hospitals

navigators cannot
suggest actions

high information
demands



With the whole world of oncology
navigation open to us we needed

to narrow our focus to a specific
problem space to ideate and
prototype for. We did this by writing
How Might We questions, creating
2x2 frameworks to understand
types of actors in the system, and
defining emerging themes and
directions that could use attention.

We landed on several topics that we
were interested in pursuing:

e Equity/bringing navigation to
underserved communities

e Helping navigators deal with the
emotional support their jobs
require them to do / the heavy
topics they deal with

e« Amplifying the importance of
navigation in the medical world

Areas of Opportunity

¢
&MW cut the wasted

time and tortured
waiting out of the
system

HMW create a system
that notifies bad news
to people in the "right
time" when they are
with "the right people"

HMW gain an
understanding of
Navigators feelings
towards being
emotional supports?
\\I’I
!HMW make empathy
the first part of
treatment for any
condition

ol

HMW we incorporate
disease education into
the patient's treatment

HMW use navigators
to facilitate
discussions of access
to care

HMW identify the
perceived barriers of
care that aren't there?

HMW bring
recognition and value
to the role?

HMW increase the
sense of urgency
around navigation

HMW make the
cancer process fun?

HMW make cancer
treatment affordable?

HMW rethink the
navigator role to
include multiple

people? ‘ *

HMW make the care
coordination process
more automatic?

HMW we increase
empathy throughout
the care coordination
process?

HMW help NN's see the
benefit in engaging with
their patients on a
human level and not
professional

HMW streamline the
education process for
cancer care

R
'1—|MW use childlike
= education tools on
cancer that will make it
seem less scary for
everyone

HMW we encourage
conversations with
doctors about bias?

HMW we make the
access to care more
equitable

HMW connect
patients to navigation
services sooner?

HMW define the best
navigator one could
have?

HMW utilize the skills
of survivors/
caregivers as lay
navigators?

HMW make cancer
treatment free?

HMW rethink cancer
as an unacceptable
disease?

HMW make being
remote a benefit that
helps them do their
jobs better?

HMW improve
timeliness of care
starting pre-diagnosis

HMW create structure
for the social
relationship between
Navigator and patient
or caregiver?

HMW we rethink
treatment as a learning
opportunity

HMW help caregiver
feel in control during
research

HMW we make the
financial barriers to
care more upfront?

HMW we remove the
financial barriers to
care?

HMW we
demonstrate the
importance of

navigators ‘

HMW create a world
where navigators are
seen as a necessity

HMW encourage
nursing students into
nurse navigator roles

HMW bring more
optimism to cancer
treatment

HMW we bring more
cohesion to the entire
treatment process?

HMW make the care
coordination process
more visual?

HMW put the patient
at the center of the
care coordination

HMW influence Navigators
to pay attention to the
emotional level of
conversations with
patients?

HMW educate the
general public about
cancer so that it is not
so scary when it
happens to people

HMW automate some of
the decisions made
¢ where timeliness is
important

¢
HMW mitigate &

socioeconomic
disparity?

HMW identify
communities that are
in most need of care?

HMW better
understand the role
of navigators?

HMW allow doctors to

spend more time with

the patients that need
them the most

HMW find the right
people to be nurse
navigators?

HMW better connect
stakeholders in the
cancer process?

HMW make cancer
screening an opt out
system?

v

HMW put the care
back in care
coordination

HMW utilize the
communication styles
that work best for
patient/doctor
respectively

HMW recognize to
the need of a patient
needing someone to

call and check in%‘

HMW shrink the
communication gap
between doctor and

caregiver / patient

HMW increase the
comfort of engaging
with the healthcare

system?

HMW increasing
knowledge of care
increase access to

care

HMW we quantify the
impact of nurse
navigators?

HMW create the
optimal navigator
experience?

HMW envision a role
that's between a
friend and a doctor?

HMW simulate the
experience of cancer
before someone has

cancer?

HMW design a care
process that is
customized to a
patient's
communication s'

HMW get medical

professionals to treat
a medical issue like a

design project?

HMW employ a
navigator for
everyone regardless
of condition

HMW help NN's accept
how close they are to
their patients and the

reality of their
relationships

HMW allow for patients
and NN's to feel like
they have a real
relationship and not just
a professional one

HMW intervene in
healthcare literacy
before it matters?

HMW we make the
conversations between
patients and doctors
more approachable

HMW bring more
medical attention into
communities that
need it most

HMW we bridge the
emotional gap
between doctors and
navigators?

HMW create a
network of navigators
to check one another

W

HMW encourage
people to get tested
for cancer?

HMW prioritize the
patients emotional
needs over their
treatment needs

HMW make cancer
treatment more like
choose your own
adventure

HMW help low income
underserved patient
recently diagnosed find
navigation?

HMW allow more time
for treatment
deliberation?

HMW quantify the
impact that navigators
have on socio
emotional support

Q \\I'z
$HMW balance
Navigators' desire to
'get things done' and
patient's need for
emotional connection?

HMW we utilize the skills
of those who have high
health literacy

HMW shift cultural
perceptions of
doctors

HMW provide
resources to all
patients without

providing them all
individual navigators?

HMW amplify the
navigator position in
the medical sphere?b

HMW we utilize non-
nurses as navigators

HMW remove fear
from the cancer
process

HMW create a
decision making
network that patients
can trust

is emotional support
on the list of job tasks
that navigators at
BTN take on

HMW provide an
underserved community
the emotional support
they need while they go
through cancer diagnosis



03 The Honor Project

Needs - Impact - Barriers - Implementation



The Honor Project

01
02
03

04
05

06

Workplace intervention for multidisciplinary team
in medical settings with high mortality rates

Decorative shelf in staff-only area; team members
invited to write the name of the patient on a card
and place on shelf

Addresses grief through once monthly meetings

Each patient’s name said aloud, moment of silence,
& invitation to share memories, reflections

Occasional song, poem, or reading shared

Shared chocolate to "ease the bitterness of death,
and remind us of the sweetness of life"

Surprise Solution

After all of our research and efforts
to narrow our focus we felt that we
needed to interview more individuals
on the topics we were interested in
going into to gain further direction.
Through our interviews we spoke
with Rosemary Rossi, a clinical
social worker in the neuro-oncology
clinic in the UCSF Brain Tumor
Center. We learned about the Honor
Project, a meaning-centered team
intervention to address the loss and
grief staff working in neuro-oncology
experience.

Rosemary, the Honor Project founder,
saw the impact of the program at
UCSF and wanted to spread it to
other hospitals. Since designing for
navigators dealing with the emotional
heaviness of their jobs had been a
previous interest of ours, we were
excited by the existence of this
program. With Rosemary as our co-
designer, we took on the project of
figuring out how to get other neuro-
oncology clinics to see the Honor
Project’s benefit and implement it.

The Honor Project
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IS There a Need?

To tackle the problem of spreading
the Honor Project we needed to do
empathy research in 3 areas:

Need for Grief Support Services in
Neuro-Onc/Oncology beyond UCSF
Impact of the Honor Project at UCSF
Barriers to Implementation

By combining insights from

interviews during our Brain Tumor
Network Project and with UCSF

staff, information from studies, and
oncology team members experiences
posted on Quora we were able to gain
a full understanding of the culture

and sentiments around how medical
providers deal with working in settings
with high mortality rates.

We wanted to see, is there a need for
something like the Honor Project? In
the areas of grief impact personally
on medical providers, on medical
teams, and subsequently on patients
and their families, the answer was a
resounding yes.




"We get to celebrate the lives of
the patients and the privilege

that we've been able to have to
be a part of the patient’s journey
at a very difficult time"

"It's just a lot
healthier to
acknowledge that
clinicians have
emotions too.”

"When it’s an especially tough
month people say "Okay, | don’t
have to think about this now

because | have the Honor Project
coming up, | can allow myself to
really be present with the group at

"l was able to witness people
who | respect greatly, and
doctors who intimidated the
hell out of me being incredibly
human and incredibly feeling
about their motivations and
experiences”

"The Honor
Project makes
me more
compassionate
in my work"

"The Honor Project
has been a primary
resource in feeling
connected to my
colleagues”

that time and focus on work now"

"The Honor Project
absolutely helps me do

my job...I think more
thoroughly about the kinds
of circumstances and
richness of their lives that
patients bring in that | don’t
necessarily know.”

"It's taking the time to
accept that it wasn't
anything you did that led
to their passing, it was the
disease”

Acknowledges
workplace loss &
grief, enhances

coping

INDIVIDUAL

PATIENT

TEAM

Cultivates cross-
discipline empathy,
creating a culture

of support &
acceptance
Decreases
Builds community; BUFmotTE:
fosters mutual compassion
respect & fatigue
compassion
amongst team
members
Healthy

Combats
stigma that
providers have to
emotionless to be
effective

Enhances job
satisfaction,
meaning &
productivity

compartmentalization:

Celebrates life &
connection

in order to get
through the day

put aside emotions
until the Honor Project

Impact

With the knowledge that there was
a need for support when it comes
to dealing with grief for medical
providers we needed to ensure that
the Honor Project addressed and
impacted the same areas of need.

We did this by interviewing a wide
variety of staff members at UCSF who
participate in the Honor Project.

clinical social worker
clinical trial coordinator
social work resource coordinator
clinical nurse specialist
neuro-oncology nurse
neuro-oncologist

neuro-oncology supportive services
coordinator

In order to show other clinics that the
Honor Project could solve the needs
their team members were facing we
gathered data to back our claim up.

The Honor Project
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Empathy Mapping

Throughout the steps of our project we used empathy maps to break down
the information we gathered in interviews into insights that would further
our broad understanding of the problem space. Breaking down information
in this way brought to light assumptions, actions, beliefs, and emotions that
may not have been directly spoken by the individual but were clear through
allusion, inference, body language, or tone.

In this interview for example, we were able to gather that the neuro-oncology
clinical social worker we spoke to feels strongly that grief acknowledgement
among healthcare workers is important and when laying the information

out visually could see the connections between her career history, personal
experience, and that belief.

SAYS

THINKS

Did a training with Zen
hospice caregiving
programming so
ws the importance
addressing grief

ses on making an
tional connection
th caregivers so

know they’re not
e on the journey

DOES

Half working on
the caregiver
program, half direct
interfacing with
patients

Picks up on questions
or topics that
caregiver is not ready
to talk about or wants
to but doesn’t know
it's okay to ask

FEELS




Barriers to Implementation

Once we had found the need for grief
acknowledgement and support and
cemented that as our solution, the
Honor Project, solved the need, it
was necessary to investigate how to
get clinics onboard to adopt it and
barriers they might have to being
amenable to such an idea.

Through our interviews and research
we found 4 main categories

which stood in the way of easy
implementation of the Honor Project.
These were imperative to understand
as we knew we would have to be
sensitive to them when presenting
the Honor Project, it was important to
not turn anyone off by touching these
hotspots.

Logistics & Time Constraints

"Time constraints are

the number one issue to
implementation of something
like this, hard to come up with
time for something that’s not
clinical."”

"l didn’t know how it was going
to fit into my schedule, | was
worried, but we make time for it
and now that it’s in my routine it
works and is very integral."”

‘Built for This’ Ideology

"l think if you are an emotional
person and it gets to you, you
leave oncology, because you
know, you can’t handle it, it's not
a bad thing."”

Sentiment that you either have it
in you to deal with the emotional
toll of oncology or you do not

Emotionless Medical Stigma

"Caring that deeply for a patient
keeps one from being objective
and it really makes it tons harder
to deliver shitty news."”

"We protect ourselves from
overly empathizing, because
if you do that, it would be very
hard.”

Physician Failure Mentality

"Sometimes there is a mentality
that physicians don’t want

to accept that they can’t do
anything more, they don’t want
to admit defeat, this can lead

to an attitude of death meaning
failure, if that’s the case then
how could you possibly get
together and talk about the
patient’s who have died?"

"| feel...like a failure [when | have
to inform them that their loved
one died]..."”

The Honor Project
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Define & Ideate 49

With our goal of getting the Honor Project into more clinics we
needed to define who exactly we would be targeting in our efforts.
While there are a wide variety of individuals who can benefit from
the program, from the physicians and nurses to the administrative
staff and clinical trial researchers, it was important to narrow

our focus on who to design our implementation materials for.

We wanted to have the highest chance of the program being
adopted so we needed to define the various users and see their
relationships in order to understand who might be best to take

on implementation and therefore who we should target in our
dissemination materials and efforts.

After defining our users we ideated ways we could spread the

information about and impact of the Honor Project, made prototypes,
and tested them with individuals we had previously interviewed.

Points of View - Prototype - Testing




Hardworking,
well meaning
neuro-oncology
physician

Dedicated &
worn out oncology
nurse overwhelmed
by suppressed and
unprocessed grief

Invested &
experienced
neuro-oncology social
worker, committed
to efficiency
and impact

Needs
community
acknowledgement
that they have human
emotions like
everyone else

Needs to
feel worthy of the
grieving process

Needs
guidance and
support to accept
brain cancer as a
terminal illness
and still maintain
positivity

Because
otherwise they
will remain closed
off as they believe
the medical culture
assumes thatto be a
good doctor they have
to be emotionless
and stern

Because the
medical culture
pressures her to

suppress the human
need to grieve in order
to maintain good
judgement and be a
""good nurse"”

Because
without this, the
emotional burden

of trying to ‘save’ his
patients will burn
him out

Defining Users

When looking through the users we
created Points of View for we came
to the conclusion that it would be
best to create our materials on the
Honor Project around the neuro-
oncologist physician as they often
set the tone when it comes to the
emotional opennes of a clinic. From
our interviews we learned that it

is imperative to get the chiefs of
the departments to sign off on and
support such programs for the
highest probability of team members
attending so we felt it would be
smartest to design our presentation
of the Honor Project in a manner
that neuro-oncologists could

see themselves reflected in

the experiences we represented.

The Honor Project
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ldeation

Now came the part of the project
when we asked, what could we make
that would get the Honor Project out
into the world?

Idea generation in most Human-
Centered Design projects is focused
on coming up with a brand new,

out of the box concept to serve a
need. While we also were focused

on creative concepts our design
problem was in regards to spreading
an existing solution rather than
coming up with a new solution
altogether.

Reflecting on Human-Centered
Design at this juncture helped me
reaffirm my belief that it is a tool
that can be used in a wide variety
of ways. Atool suchas HCD is a
framework, and frameworks can be
applied as directed step by step or
in a winding, reconfigured pattern.
| found great value in using HCD to
solve the problem of spreading an
existing solution and in this way
our ideate phase was not focused
on generating solutions to help
medical staff healthily process grief
but how to convince team members
it was important and convey the
impact that the Honor Project could
have on them and their colleagues.

Honor Project Card Deck

nemory

Honor Project Video

Honor Project ‘Recipe’

" pCopL

ﬁ 1 1sp reflection

8apinch of laughter
©F acup of love

® bake for 30 min

Honor Project Kits

The Honor Project
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Concept Development

After ideation and checking in with
our co-designer Rosemary, we
landed on a video, with my partner
Kaitlyn’s wonderful visuals, as

the concept that would be most
effective in getting the Honor
Project out into the world and
implemented.

CXPCRICNCED §%f DEDICATED

4
I

Meet Emily. Emily is an experienced and

dedicated neuro-oncologist. Although she

loved her work, she often felt worn out by
the inevitability of death.

™

+he honov pvoje.c\". honor patients

Pl’ﬂCHLE —j l

{tories

memories

reflechons
§ongs
thocolate

The hope behind the video was to
exemplify an emotionally relevant
story which medical staff could
relate to and see then see the
potential that The Honor Project
could have on their lives and
subsequently the experiences of
their team members.

Several iterations of our storyline
and script later, we created a
prototype of the video itself. We
tried to include as many points
about the benefits of The Honor
Project as well as touch on the
barriers to implementation and
buy in.

Over the years, she found herself
desensitized to death, building up a wall
between herself and her patients. This is
what successful physicians do, she told
herself.

this (s how Yyou
Survive

the honov project’

BUILT FOR ONCOLOGY

The Honor Project is a space and a practice

where the entire multidisciplinary team
gathered together each month to honor
the patients who had died and support

one another. Sharing stories, memories,
reflections, songs, and chocolate.

This is how you maintain sound
judgement and remain professional. This
s how you survive.

This isn't for me, Emily thought. She was built

for oncology.

< wood carving

The very next day, she received news that a
long time patient suddenly died. His love of
wood carving and kind demeanor reminded

her of her own father.

Until one day, her chief introduced the
Honor Project.

° death|s a part o fmyjeb

She took a deep breath, and reminded herself
that dealing with death was a part of her job...
continues to THE END.




Testing & Feedback

We showed our video prototype
to the UCSF staff members we
had interviewed as well as a few
other medical providers we knew
from the Brain Tumor Network
and elsewhere. The feedback we
recieved was very valuable as we
wanted to ensure the video would
land well with healthcare staff
and sound accurate medical
language wise.

We knew a short video would be
most effective and because of that
there was no way to fit every point
we wanted to make about The Honor
Project into it. The goal of the video
was to touch people and take them
through the emotional journey of
an individual experiencing grief and
The Honor Project benefits. With
the feedback on addressing costs,
data, and logistics we came to the
conclusion that an accompanying
document would be the best place
for this information.

“"The unique thing about grieving
for me as a physician is that |
usually have to

grieve alone."”

"Needs to be a slow
implementation, people will not
buy into it right away, maybe have
phases, start with the cards for a
while etc, then have the meeting
portion and the neuro-oncologist
slowly warm to the idea."”

Progressive
Implementation

Benefits

"If there is some way to address the
staff benefits against the percieved
"costs” on an administrative basis,

that might be helplful.”

"Perhaps make it more data
focused? Like how medical
providers think, show evidence

of why they should do it for the
patient or the benefit financially.”

" still do think there could be
value addressing how this might
be prioritized or accomplished in a
busy health care world."

"No one has time in this field, so
maybe don’t mention how long
it takes.”

Logistics

Successes

"Wow! Beautiful video and so
captures the goal of The Honor
Project.”

"This is phenomenal! You did

an incredibly clear job distilling
the process of the ritual, the
motivations for involvement, and
the benefits.”

"] think The Honor Project would

be very well received and that
everyone would want to participate
in my department if one of our head
doctors and | showed this video and
brought the program to our team.”



Implementation Guide

To ensure that the message

of our video led to action and
implementation of the Honor
Project at other clinics we created
an Implementation Guide to further
spell out the steps and aspects of
the program.

We made sure to clearly spell out
the benefits of the Honor Project

as well as distinctly show how to
make this program happen. There
had been a worry expressed in

our testing of the video that the
administrative and logistical aspect
should be mentioned in some form
which we addressed through a
guote on cost and time.

”The H O N O I PrOJ eCt is an opportunity for shared grieving, we get to take

the time and space to acknowledge how hard it is, and support each other so we can keep going”

About Make It Happen

The Honor Project is a cost-effective, meaning-centered,
workplace intervention to address the loss and grief that dentify leader & designate time & place
multidisciplinary team members experience in healthcare
settings with high mortality rates.

2 Locate shared space for name cards;

When notified of a death, team members are invited to pause :
gather supplies

and mindfully write the name of the person on a card and

place it on a decorative shelf mounted in a staff-only area. 3
Once a month, at a protected time during the workday, Invite your tearg;tconﬁrm calendar
the entire team gathers to read aloud the names of ales
deceased patients, sharing stories, reflections,
chocolate, and a moment of silence for each person 4 Communicate outine of Brocess to
they came to know. Families are notified that their —— membersp
loved ones have been honored in this special way.
The lmPaCt '\\ 5 Gather. Read each name aloud & invite
' participation
e Acknowledges workplace loss & grief, enhances coping
e Decreases burnout & compassion fatigue 6 Thank team members & let them

e (Celebrates life & connection know their presence was valued
e Strengthens resilience; enhances job satisfaction & productivity

e  (Combats the expectation that one is ‘built’ to deal with loss & L, . . .
grief alone The impact of the Honor Project on our team is so

e Builds community; fosters mutual respect & compassion great that it is worth the small cost and time that is

among team memboers ' needed to make it happen”
e Cultivates cross-discipline empathy, creating a culture of

support & acceptance

[0 learn more or for support with Implementation contact: rosemary.rossi@Qucst.edu

The Honor Project
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Sharing the Materials

After creating our materials and a
website, thehonorproject.org, for
them to live, we gathered the names
and contact information of the
directors of the top neuro-oncology,
brain tumor, and neurosurgery
clinics and centers across the
country.

Dr. Susan Chang, the director of the
UCSF Division of Neuro-Oncology,
kindly sent our materials out as

we agreed that they would have

the most success landing and
garnering responses if they came
from a respected individual in the
community.

Along with our materials we created
a short survey which was included
in the emails. The aim of the survey
was to create a place for questions,
suggestions, feedback, and to ask
if individuals were interested in
implementing The Honor Project
with their healthcare team. We
wanted to make sure we had a

way to track the success of our
materials.

Harvard

Center for
Clinical Neuro-
Erasmus UCLA OchoIogy
University Neuro- Irector
Medical Center Oncology
Cancer Chief Program

Brain
Tumor
Moffitt Network
Cancer
National Center Neuro-
Institute of Oncplogy
Health Neuro- Chairman
Oncology
Chief
Director

of Department

Neurosurgery, ~ The Honor

Johns Hopkins

e ol Project Vide(? &
Center / Implementation
Memorial Guide
Sloan
Kettering Cancer
Center Department
of Neuro-Oncology
Chair
Societ
Duke Academy of Neur)c;-
In Nurse & Patient Executive
o= Navigators Director

Northwestern
University Neuro-Oncology
of Alabama- Department
Birmingham
Division of Neuro-
Oncology

Director

Mayo Clinic
Neurosurgery
Program &
Gastrointestinal
Oncology Clinic

City of
Hope Medical
Center Surgery &
Neuro-Oncology
Departments

-
\ MD

Anderson
Cancer
Center

Chief of
Neuro-Oncology
Columbia Cancer

Center

Stanford
Healthcare
Cardiac
Electrophysiology
Clinic & Brain
Tumor Center



“We could be the guinea pigs at Mayo Clinic, we could
start it and then share two months later how it has
affected us and how it has made a difference in our

day to day life, and get more buy in from the

whole department.”

"My colleague is in cardiology and has lost 30
patients this year due to Covid. The psychological
burden these physicians face is immense and
unaddressed. Passing your video along. Love the

concept and thought of this.”

“This video is super well-done, and | love the concept
of The Honor Project. | would be happy to learn more
about this. | will also include others in our City of
Hope neuro-oncology team who may be interested

as well.”

Responses

While we continue to receive
responses and track the impact of
our materials and efforts we have
heard from several individuals who
are interested in implementing
The Honor Project with their
healthcare team.

So far, the Honor Project has been
implemented at MD Anderson
Cancer Center and is in the process
of being implemented at the
National Institute of Health, Miami
Cancer Institute, Dana-Farber Cancer
Institute, and the Duke Cancer
Institute.

We look forward to seeing the reach
and impact of the program and
continuing to hear how The Honor
Project and grief acknowledgement
and support practices transform
individual and team experiences in
medical spaces.

The Honor Project
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04 Reflection & Acknowledgements




Design In Healthcare

Throughout this process | came

to understand Human-Centered
Design (HCD) even more than | had
before. It is a tool with a unique
ability to reach human experience
and feeling that is rarely expressed
in day to day life and in other design
processes. This was clear to me
through the responses we got on
our video and even simply on the
guotes we gathered throughout our
interviews. There is a raw beauty

in the attentive and acceptive
listening of HCD that allows for
individuals to express themselves
safely and trust that the designer
isinitas an act of service and not
with a goal of production or self-
aggrandizement. Especially when
discussing topics as heavy and
personal as a brain cancer diagnosis
| learned that the interview portion
of the process is one of the most
critical and impactful stages

that requires preparation and
personal reflection. It is imperative
to consider one’s own situated
identity when asking questions
about others and to reflect on the
effect of one’s presence overall.

As for HCD as a tool in medicine, the
most important insight | gathered is
that healthcare is Human-Centered
Design. Diagnosing is empathy

and problem solving, treating is
ideation, and prototyping. Because
of these similarities, HCD can be a
perfect tool to help fill in the gaps to
make healthcare better.

Since medical professionals have
such expertise curing and helping
people, the analytical and technical
aspects of the experience and
environment can be concentrated
on to an extent that misses the
human element of healthcare. This
is where | find Human-Centered
Design to fit perfectly into the
medical space, to bridge the
scientific and the technical with
the emotional. When we think about
going to the doctor so many of us
have fears about asking questions,
sounding uneducated, not wanting
to doubt the expert, these are all
emotional aspects to the experience
of healthcare and physician-
patient relationship that we have
no structure for. While the medical
field clearly does an excellent job
treating people, Human-Centered
Design can help provide tools and
frameworks to make the feeling
aspect of the experience more
comfortable for all involved.

Co-Design

One of the most impactful aspects
of this project with UCSF and the
work | did last semester with the
Brain Tumor Network was the
opportunity | had to co-design
with professionals in the
healthcare field.

What I've gathered most from this
process is that Human-Centered
Design should be empowering,

not extractive. In the end you as a
designer are creating something for
a user. You will move on to your next
project but the user will continue

to engage with your creation. This
fact makes it imperative that users
feel ownership over the tool and
that their thoughts, concerns, and
preferences have been taken into
account. It is possible to take a
user’s feedback into account during
the testing stage but the next level
of excellent design is bringing them
along through the entire design
process, teaching them why you're
doing what you're doing, and how to
employ HCD in their own lives. This
will leave them with the tools and
the confidence to use your creation
and alter and spread it further if
they desire, so that it can live on
and they can thrive after you

have left.

While co-design is an imperative
and fulfilling practice it can
sometimes be difficult, as are all
collaborative efforts. One effect

of doing a design project working
to spread a solution to a need that
someone else made, as we did with
The Honor Project, was a fear that
we were going to do something that
our co-designer disagreed with or
felt encroached on her creation. It
was sometimes difficult to know
when we could make decisions
without passing them by our co-
designer or to figure out where

our roles began and ended.

Despite this it was incredibly
fulfilling to work with our co-design
partners on both The Honor Project
and Brain Tumor Network portions
of our project. We created close,
trusting relationships and felt

that the work we did together

was mutually beneficial.
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