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Appendix A: Project Brief

IDE MaSter G rad uation PrOjECt Personal Project Brief — IDE Master Graduation Project

Project team, procedural checks and Personal Project Brief

In this document the agreements made between student and supervisory team about the student’s IDE Master Graduation Project
are set out. This document may also include involvement of an external client, however does not cover any legal matters student and Name student Ankita Arora Student number _
client (might) agree upon. Next to that, this document facilitates the required procedural checks:

- Student defines the team, what the student is going to do/deliver and how that will come about

- Chair of the supervisory team signs, to formally approve the project’s setup / Project brief

- SSC E&SA (Shared Service Centre, Education & Student Affairs) report on the student’s registration and study progress PROJECT TITLE, INTRODUCTION, PROBLEM DEFINITION and ASSIGNMENT

- IDE’s Board of Examiners confirms the proposed supervisory team on their eligibility, and whether the student is allowed to Complete all fields, keep information clear, specific and concise

start the Graduation Project

STUDENT DATA & MASTER PROGRAMME

Complete all fields and indicate which master(s) you are in Addressing Information Overload in People with Cancer through a Personalized Al-driven Patient-Centred
Project title
Family name Arora IDE master(s) IPD Dfl v SPD Please state the title of your graduation project (above). Keep the title compact and simple. Do not use abbreviations. The
. remainder of this document allows you to define and clarify your graduation project.
Initials A 2"¢ non-IDE master
Given name Ankita Individual programme

(date of approval)

Student number _ Medisign

HPM

Introduction

SUPERVISORY TEAM Describe the context of your project here; What is the domain in which your project takes place? Who are the main stakeholders
Fillin he required information of supervisory team members. If applicable, company mentor is added as 2" mentor and what interests are at stake? Describe the opportunities (and limitations) in this domain to better serve the stakeholder
interests. (max 250 words)

Chair Judith Rietjens dept./section DOS/MOD . . . = r . . :
The project centers on supporting people with cancer within the healthcare domain, with a particular emphasis on
mentor Jacky Bourgeois dept./section SDE/IoT the overwhelming volume of information they encounter post-diagnosis. Upon receiving a diagnosis, people with
cancer struggle with numerous tasks, like understanding dietary guidelines, navigating various healthcare
2™ mentor Jasper Brands options, adhering to medical regimens, and deciphering complex medical terminology. This complexity often

exacts a toll on their mental well-being and can impede effective decision-making throughout their treatment

client: Panton journey. (5)(6)

city: Deventer country: RIS While healthcare providers strive to communicate information effectively, their time constraints and workload
Sasitadi frequently restrict the depth of support they can offer. Conversely, individuals (people with cancer) gather
Cor:mems information from diverse sources, such as informational letters, online platforms, family, and friends. This

decentralized approach is unavoidable and offers diverse views resulting in complexity, information overload,
ambiguity, and confusion, further complicating the decision-making process regarding treatment options. Medical
terminology exacerbates this complexity, as people with cancer may struggle to comprehend all the information
provided by healthcare providers.

APPROVAL OF CHAIR on PROJECT PROPOSAL / PROJECT BRIEF -> to be filled in by the Chair of the supervisory team

The project aims to address these challenges by supporting people with cancer in understanding the complexities
of their cancer diagnosis and treatment options based on their preferred level of involvement, ultimately enabling
patients to make informed decisions in their care journey. This approach benefits all stakeholders involved,
including cancer patients, healthcare providers, and family members. By simplifying complex information, the
intervention equips patients and their families with the support tools to navigate and understand the healthcare
journey. Additionally, it alleviates the burden on healthcare providers and fosters improved communication
between providers and patients.

Sign for approval (Chair)

Name Judith Rietjens pate Match 14, 2024 Signature




Personal Project Brief — IDE Master Graduation Project

Problem Definition

What problem do you want to solve in the context described in the introduction, and within the available time frame of 100
working days? (= Master Graduation Project of 30 EC). What opportunities do you see to create added value for the described
stakeholders? Substantiate your choice.

(max 200 words)

The problem addressed is the overwhelming complexity of medical information encountered by people with
cancer throughout their diagnosis & treatment journey. This inundation of information often leads to confusion,
anxiety, & difficulty in making well-informed decisions regarding treatment options. The opportunity lies in the
development of a design intervention aimed at assisting people in comprehending the ongoing treatment of the
disease & fostering a stronger doctor-patient relationship. In addressing this issue, added value is generated for
all stakeholders involved: For people with cancer, the intervention may allow them to participate in their care
journey according to their specific information needs and preferences, whether adopting a passive role, an active
role, or a co-pilot role(7).Healthcare Providers may benefit from more streamlined consultations and enhanced
patient-provider communication, ultimately resulting in the delivery of higher-quality care. Additionally, family
members & caregivers may be able to offer valuable assistance and emotional support to their loved ones
throughout the cancer journey by helping to unravel the complexities of the information received.The project aims
to address these challenges and opportunities by focusing on several key research questions, including but not
limited to: What are the existing ways of delivering healthcare information to people with cancer post-diagnosis?
What are the most common sources from which people with cancer obtain information about their diagnosis and
treatment options apart from Healthcare Providers? How do these sources vary in terms of reliability, accessibility,

Assignment

This is the most important part of the project brief because it will give a clear direction of what you are heading for.
Formulate an assignment to yourself regarding what you expect to deliver as result at the end of your project. (1 sentence)
As you graduate as an industrial design engineer, your assignment will start with a verb (Design/Investigate/Validate/Create),
and you may use the green text format:

Design a personalized Al-driven patient-centred intervention that simplifies complex medical information for
cancer patients, enabling them to make informed decisions.

Then explain your project approach to carrying out your graduation project and what research and design methods you plan to

use to generate your design solution (max 150 words)

Research Methods: 1. Literature Research including studying and mapping existing Patient Journey in Cancer
Care

2. Interviews and Thematic Analysis: Patient Representatives (PR), Healthcare Designers at Panton.nl,
Healthcare Providers (Clinicians & Specialized Nurses), People with Cancer, Family/Caretakers/Friends of people
with cancer

Design Methods: To develop a patient-centred intervention, data on preferences, behaviours, & informational
needs of individuals will be utilised from the research & interviews. Then, a desired patient journey from diagnosis
to treatment will be developed by identifying pivotal touchpoints and opportunities for information dissemination. |
will then engage in self-exploration of ideas & generate diverse design directions. This will be followed by a
creative facilitation session with healthcare designers to incorporate varied perspectives & address the
multifaceted needs of individuals with cancer. Finally, a concept will be chosen that represents best interests of
patients. For the prototype, interview data will be utilised to systematically organize the abundance of information,
tailoring it to the individual needs & preferences.
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Appendix B: Insights from Healthcare Providers B.2 Interview Findings

This section presents the findings, including analysis and quotes, from interviews with healthcare providers.
Selected quotes are featured in the main report toillustrate the findings, while the remaining data is analysed

B.1Interview Questions and detailed here. A representation of the thematic analysis and clustering of findings is provided below.

These questions were presented to healthcare providers during the interview sessions.

Patient Engagement in their Healthcare Journey

1.  What amount of time do you allocate to individuals during a consultation session (on average)?

2. How do patients engage in their healthcare journey? Do you notice variations in engagement levels among
different individuals?

3. In your experience, how does patient engagement, whether active or passive, impact their healthcare
outcomes and overall experience?

4. Can you describe common patterns in how patients communicate with healthcare professionals about their
treatment preferences and decision-making? What factors influence their engagement in these discussions?

Challenges
Initial Reactions to lliness Lenguage borrier

Struggles of the illness Complex interactions

Comparison with

other cases

Information Provided to the Patients
1.  When patients receive information about their diagnosis and treatment options, what initial reactions do you

—
observe? What are the common questions or concerns they express? = -- -
2. From your perspective, what are the key challenges healthcare providers face in delivering information to T
patients about cancer post-diagnosis? = Poniartes

Schedules

3. Inyour opinion, what are the crucial pieces of information that patients should be provided with following a
cancer diagnosis to aid in their understanding of the iliness?

4, Could you outline the types of information patients receive both verbally and in written form throughout their
cancer journey? Relyog ondoctrs S

5. Have you encountered instances where patients expressed difficulty in understanding the information o e
provided? (If yes then - What challenges do patients commonly face in comprehending medical information,
and how do you address them?)

6. How would you describe the level of patient engagement in seeking information about their care? Is
information predominantly provided to them by the hospital as part of standard procedures or in response
to specific requests from patients?

Difference in preferences,
understanding and processing

Ways to provide information

Difference in perceiving
information about diagnosis
Helping patients Providing more info if needed

Directing to other sources
providing source of

Information by Nurse =
Practifioners/Case manager

Patient Organisation

Difference in intelligence levels

Understanding your patient
Ways fo cope

Information Avoiders

Being honest
with patients

Sources of Information

1.  What sources of information do cancer patients commonly rely on when seeking information about their
illness and treatment options?

2. From your perspective, what are the advantages and limitations associated with different sources of

information patients access during their cancer journey? peekig hiornation Companion
3. Doyouadvise patientson specific sources of informationto ensure they obtain accurate and reliable guidance? cing ther sources _ Sacing Clorfication e ettt
4. Have you observed cases where patients’ information-seeking behaviours have significantly impacted their sovgarions
treatment decisions or preferences? If so, can you provide examples? =
— Need fo know the outcome
Patient Information-Seeking Behaviors e v ImpOrtonce . eadf componin

Increasing awareness

1. What are some common information-seeking behaviours you've observed in patients following a cancer B Foricoon2- it Onciogt Hedse
. D Participant 3 - Surgeon and Medical Researcher connecting with
dICIgnOSIS . - Participant 4 - Surgical Oncologist [SounisE
2. Are there specific types of information that patients tend to prioritise in their search?
3. Are there particular stages in the treatment process where patients tend to seek out more information?

Role of Companions/Family Members

Figure B.2: Thematic Analysis of the interviews with Healthcare Providers

The details of the healthcare providers interviewed for the purpose of the

1. Ccr_1 you descrlbg the various ways in which companions participate in supporting cancer patients throughout project are provided in the Chapter 3, Methodology Section
their treatment journey?

2. Do you notice specific inquiries or areas of concern that caregivers frequently bring up during discussions
about the patient’s cancer diagnosis and treatment? If so, what are these questions and how do you address
them?

3. Can you identify the primary difficulties or barriers that companions encounter while caring for a loved one

with cancer, and what strategies or resources are available to help them address these challenges?

Support and Strategies

1.

What kind of support and strategies do you employ to help patients comprehend and navigate through
medical information effectively?



Reactions to Diagnosis by the Individuals

Healthcare providers shares a spectrum of reactions from individuals upon receiving a breast cancer diagnosis. While
some experience immediate shock, many anticipate the negative news due to the extensive series of diagnostic tests and
focus on understanding the next steps for treatment. They also emphasize that individuals reactions vary significantly;
some are entirely unprepared for the diagnosis and express profound surprise and disbelief.

“In the beginning theyre very nervous and they it’s like everything when something is new you you don’t know. “Do I have to do this first? Do I
have to speak to the doctor first? Do I have to go to the lab first? Where is the laboratory? Where is the they treatment centre? How long does it
take? Do I have to call a taxi? At what time, etcetera?” So very practical things, and either that so creates a lot of unrest in the beginning because
they have a Iot of things they don’t know and that’s that makes a lot of patients feel anxious. So they for example call and more often in the
beginning because that they experienced new things, they are uncertain where they have to be. And you've seen that that slows down after one
or two treatments.” - HP1

“Well, they are afraid.The most part of them are afraid and don’t want to hear it or it’s not about me.
They say — “If I had a choice, I run away, for instance.” - HP2

“Yeah, I think most patients already know what they are going to hear or what they might hear. So of course, the patients are
shocked and crying, but I think like there’s always a kind of shocked reaction. And I think the real reaction is coming later, like
there’s no what you see as a medical doctor in the first 15 minutes after hearing the diagnosis. So also a lot of patients are reacting
quite cool and I think afterwards they are realizing that both what'’s really happening.” - HP3

Following the diagnosis, individuals’ lives become extraordinarily busy as they navigate numerous appointments and
decisions while also having survival thoughts, leaving little room to fully absorb.

“They have so much going on. Uh, just, you know, a family that wants, a lot of people are asking things for, you know, life usually
gets very busy when you have the diagnosis. I think lot of people call and wanna know how it goes and you have to tell and then
you have to show how you know, “how it’s gonna affect my life. I'm going to die?” And then there’s not much brain capacity left to
listen and to make room for the whole talk about breast cancer and decision-making. So, I think it’s that stress thing that I know is
in the way I have to to find the time and make sure that they don’t think it goes too slowly to yeah, have room enough to get.” - HP4

Ways of Providing Information

During consultation sessions, healthcare providers assess individuals’ comprehension of the information provided
and adjusts the way to provide information. The emotional trauma associated with a cancer diagnosis often hinders
individuals’ ability to fully absorb details during the consultation session.

“It’s only a few patients where you when you talk to them, you immediately get the sense that they don’t understand what you're
saying, so they're trying to keep it really, really simple. And but for other patients, sometimes you find out later when they ask you
questions and you think you didn’t understand what I explained to you. So that by the time of questions they ask, and sometimes
that this because of maybe they didn’t hear what I said or maybe they didn’t understand it or I didn’t explain it properly.” - HP1

They mention that when they hear repeated inquiries from individuals, it typically indicate a lack of understanding,
prompting healthcare providers to help in various ways, such as scheduling follow-up sessions, offer additional resources
or providing detailed explanations. When an individual appears overwhelmed, healthcare providers may schedule
another session with them to explain them again and give them some time to absorb and provide comprehensive
information binders about their condition later.

“I see that the patients are really confused. Umm, I also sometimes make another appointment or if it depends on how big the
confusion is and where it is it, what it is about. So something small and I say, ‘Okay, think about it. Let it rest here. You have some
information and I call you next week’. If it’s a really big decision then I make a real-life appointment. But I also called a lot of people
if I thought or if they were confused or they are in doubt over choice because that’s also sometimes because they think, ‘Okay, I
wanna have a breast reconstruction but I don’t know yet if  want uh uh with own tissue or with implants and then I say okay go
home and think about it. Go talk about it. And I call you next week.” then you can also call and ask the patients, ‘Do you know what
already you need a new appointment or where? what are your needs?”” - HP3

One of the healthcare providers also mentioned that she shares additional information if she feels that the individual can
comprehend.

“Not all patients received the website from me. For example. Umm, you also feel that this patient really wants to know a lot, and
then you also provide them with more information. And sometimes you already feel that this patient is not really getting it so you're
not going to say or you can see this website and this website and this website. Then you also try to compromise to just a folder
depending on how they respond.” “I think on which type of doctor you have and also it depends on the patients. So some patients
are, yeah, only receive a folder and find our way self and other patients who have like more really specific questions or [ wrote down
some website.” - HP3

To facilitate effective information provision, healthcare providers aim to deliver information gradually and incrementally,
simplifying it to enhance understanding for the individuals. They note that this approach often proves beneficial for
some of the individuals.

“I try not to use the medical language and I try to talk slowly and put information in parts otherwise it will be too much.” - HP2

“I need to translate my knowledge in a in a very formal language to plain language - what it means in everyday language for them. So I cannot
use medical terminology because patients don’t understand it. Most of them even and even highly educated people.” - HP1

“So I put the whole process in little parts.” - HP2
“My goal is to inform everybody enough, but they have, they know nothing about breast cancer because they are not a doctor.” - HP2

“I think if it's really complex, you still have to make sure to make it uncomplex and the way you explain it.” - HP4

Regardless of how difficult the information might be, healthcare providers mention that they should be transparent
and open and convey all the aspects. This helps the individuals better understand their situation and make informed
decisions. Engaging in open conversations also helps the providers learn about individuals thoughts and concerns to
guide them in the right direction.

“I just had a patient who wanted her other breast removed and I was not relevant at all and she had never heard that. And now
she’s like, ohh, so it doesn’t matter if you know if it metastasizes if I remove the other breasts and like you know, she was. She was
thinking irrelevant but once you explain, it’s fine. You just have to make sure to catch their thoughts about why they think they
should decide a way that you think is not well, you know; it’s like after you have to listen to them. Not only send the information,
but also listen how they pick it up and what they think about it. And because sometimes it’s it’s it’s not correct.” - HP4

“You must not hold back information because that’s not okay because the patient have to take the decision. Of course I tell them
and advice and 9/10 say, “Okay, I'm going to do that”, but they have the opportunity to choose and how we can send them on a
certain way, but it’s not forbidden if they choose another one and for instance, and if [ said, “well, it’s going to be treated with the
breast pairing operation and they want an amputation, I don’t say, well, T'm not going to do that because of so and so reason.”
[talking to the patient] So you have to have a good conversation and tell them to all the pros and cons and almost 99% will say —
“That’s a good advice I will follow you” and that you can only reach that to be open and to be honest and to also tell the things you
don'’t know.” - HP2

Sometimes providing them general tips with the information for example, writing the questions to have a conversation
in the next consult can also be beneficial for them to understand.

“I tell them, “please write down your questions at home, so you can organize your thoughts and we can talk about it and that
sometimes.” - Participant 2

Due to demanding schedules of the oncologists and surgeons, the consultation sessions are not enough for the individuals
to get all the information. Individuals are referred to nurse practitioners and other credible resources for more detailed
explanations in writing and to understand about other aspects of life.

“They get information again from a nurse and they also give them everything in writing.” -HP1

“Yeah, it’s (link to kanker.nl) provided by the nurses, the nurses that they talked to afterwards.
Yeah, they get all these website links that they can look at the BVN link and etcetera.” -HP4

“I noticed that it’s very well a good job what they (nurse practitioners) do because sometimes there are questions for the nurse to
have the final touch.” - Participant 2

“We give a lot of information, of course the nurse will also give some information to read.” - HP2

“They will meet the patients after the diagnosis, for example, that we've given. And then they talked with them. And I also explain
a lot and they are actually the ones that give all the extra information. They give some information like a handout on paper where
which is like a letter in not a like a medical language with but in a normal language what the patient has, and also all these links
forvideos in the DVD’s thing you might have heard of it. Explanation about the breast cancer or the therapies or how to do an MRI
or etcetera.” - HP4

Challenges

A common concern that all healthcare providers expressed was regarding individuals’ concerns regarding variations in
treatment compared to friends or family members. They often need to explain that treatment plans are individualized
and their case is not the same as their friend’s or family member’s.



“It's because it's so many people have it. They always think it will go like their neighbour or their sister or their niece and then you have to kind
of tell that every breast cancer is different, that there are little groups that the radiologist talks about, radiology, part the oncologist, about the
medicine, the surgeon, only about the surgeon and the startup. And yeah, I think that's the most difficult to explain, that they’ll that is not me
deciding what to do, but it’s a team and that it takes time.” - HP4

“WhatI also really found very hard is it also a lot of patients say, ‘Ohh yeah my neighbour or Ohh yeah my mother’ They compare themselves
with patients in their surroundings or people in the surroundings breast cancer is of course a disease that a lot of people have but that’s 1,2, 3 or
4. People. It says something about outpatient is like starting their career path because they have that in mind or that experience from somebody
else in mind. However, it does not say anything about how the patient will experience their trajectory.”

“They always think it will go like their neighbour or their sister or their niece and then you have to kind of tell that every breast cancer is different.”
-HP3

“For example, a lot of people ask me the they say, oh, “I want to be treated with immunotherapy” and but immunotherapy is not the effective in
many cancer types. So yeah, there’s no approval to treat people with immunotherapy if it's not proven, effective. And so the understanding that
you have a type of treatment that that it can only be used for certain types of cancer, that is, that is not general knowledge.” - Participant 1

“And if I notice, well, they, they are going everywhere because of this and that and I try to categorise it more and say, “but that’s not that important,
because that’s not for you. And you read that. But that’s not your situation. We are here now, so we have to focus on that, but it is still” - HP 2

They also encounter difficulties in explaining the roles of different healthcare professionals involved in the individuals’
care as initially individuals struggle to understand which healthcare professional to consult for specific concerns, they ask
all their doubts and worries to their surgeons. One of the reasons could be that they are unaware of who to approachin
this unfamiliar environment.

“There are little groups that the radiologist talks about, radiology, part the oncologist, about the medicine, the surgeon, only about
the surgeon and the startup. And yeah, I think that’s the most difficult to explain, that they’ll that is not me deciding what to do,
but it’s a team and that it takes time.” - HP 4

“And so I have to translate my knowledge into simple language and that is difficult. I have a limited amount of time so I have to
also schedule how I deliver my message and what I tell them, whether things are relevant or not.” - HP 1

Understanding the medical information takes time for individuals’, who are navigating an unfamiliar world and must
process extensive information and make informed decisions. Some patients prefer that doctors make decisions for them
due to fear of making incorrect choices, although this is not always feasible.

“They sometimes they think you know, you just tell me what the plan and then theyre kind of struck by the fact that they have to
make like 10 decisions before there is a plan. And it’s it’s not per se, the amount of information they can find on the Internet that
they just get kind of, they’re 86 and I just want you to decide. It’s too much. It’s the thinking about it is it's too much, yeah.

It’s because I think it’s easier if someone else decides what’s best. It’s easier if - they’re not nice choices. It's easier someone else
makes the ugly choices.” - HP 4

While some healthcare providers convey that the information individuals receive can be complex and difficult to process,
some also acknowledge that the primary issue is often the sheer volume of information. Although the language itself
may not always be very challenging for all the patients, the overwhelming amount of information significantly adds to
the burden of the illness and it’s easy to get lost in it.

“Sometimes some information is too hard to understand. And that’s not easy.” - HP 2

“Uh patients are usually they lose track of what I say if I only speak in medical terms, even I have some patients who are medical
doctors themselves. Even if I speak in medical terms and they start, uh getting lost because they are not familiar with the a lot of
the oncologic terminology.” - HP 1

“It’s only a few patients where you when you talk to them, you immediately get the sense that they don’t understand what you're
saying, so they’re trying to keep it really, really simple. And but for other patients, sometimes you find out later when they ask
you questions and you think they didn’t understand what I explained to them. So that by the time of questions they ask, and
sometimes that this because of maybe they didn’t hear what I said or maybe they didn’t understand it or I didn't explain it properly.”
- Participant 1

“I think most because I think it’s either it’s a lot of information, but it’s not difficult.” - HP 4
“They get loaded with information, so I'm mostly sending.

It’s not a lot of receiving because I have to explain a lot. And the most important - because I treat patients with breast cancer, so
quite frequently on women with family.” - HP 1

Differences in Preferences, Understanding, and Processing

Individuals exhibit significant variability in their ability to process and understand information about their illness. Some
individuals take an active role, seeking to comprehend their condition thoroughly, while others struggle and engage less,
often due to lower educational levels, unfamiliarity with medical terminology. Healthcare providers can typically identify
these differences through initial interactions. One of them also mentioned that it's hard to understand if they don’t speak
both Dutch and English.

“But I think mostly in the conversation I feel that they don’t get it.” - HP 3

“There’s some patients, they want to know every little detail and some patients, they don’t really want to know anything. They just say, “Okay, I
have it just treat me and then that’s it.” - HP 1

Mostly in the conversation, if they ask something backwards, they say something and I think umm, so that’s how I feel that they don’t understand.
They don't understand it. What I always found really hard if people didn’t speak any Dutch or English. - HP 3

They mention that educated individuals generally have an easier time understanding and managing their illness and are
also suspicious sometimes, whereas less educated individuals may not even know what questions to ask so they generally
follow the steps shared by the healthcare providers. These differences in comprehension and engagement influence the
complexity of information delivery, with less educated individuals facing greater challenges.

“The people that are highly educated, they are smart enough. They say - ‘what are the priorities? What is the? What is now the
main problem? Where do I need to focus now?” OK, no, not always, but it’s I think if you are highly educated, it might be easier to
separate important things from less important things to get a clear overview of healthcare and like visualize for yourself, ‘What
do I have to choose now? What'’s more important, because you're used to doing that also in daily life. But I think definitely for the
people that are not that highly educated, it’s harder”. - HP 3

“I have sometimes the idea that people with a university background are more, uh, suspicious. They are always like - “oh is that
true?”, “Ohh okay, but maybe I have to go to (refers to a hospital) or I have to go to (refers to another hospital).” I have the idea
the more graduated they are, they are getting more information from everything. And the people who are are not well educated,
uh, well, they say, - “Okay, you're the doctor, you tell me what it is.” But it’s a feeling, I can cannot not measure, measure it with
anything.” - HP 2

Seeking Information

Individuals frequently resort to the internet to gather information about their iliness. While this trend reflects increasing
awareness on learning about their iliness but it also presents challenges, as individuals sometimes bring irrelevant or
inaccurate information to their consultations, necessitating further clarification by healthcare providers. The internet
remains a important resource for many individuals seeking to understand their condition and the next steps which also
brings conflicting information, anxiety, etc. Some individuals are particularly interested in knowing the outcomes and
future steps of their iliness, driven by the desire for control and reassurance.

“Yeah, a lot of them say as well, yeah, “I've started Googling but I stopped because I was really awful or something like that”. So
they do tell me one day or when they talk about a lot of things. I'm like you've probably looked it up and, you know, asked them,
“What did you see?” And you know, so that I'm sure that I didn’t look up the wrong things. Yeah, I think most people go on the
Internet once they have a lump in the breast in their breast or sense through after mammography.” - HP 4

“I think patients believe a lot of what they see on the Internet.” - HP 3
“Sometimes they look at other the online information things and then they ask questions about that.” - HP 2

“People search themselves on the internet, so they find all kinds of things and what [ hear from the news have - so whenever there’s
a new news article about some success with the cancer treatment, my patients asked me about that or they asked me, they want
to participate in drug trials because they think that then they get the latest and type of drugs that are in there. Perception always
better than what is already available.” - HP 1

Role of Companions

The impact of a breast cancer diagnosis extends beyond the individual to their family members and companions, who
often play critical supportive roles. Companions provide emotional support and assist individuals in navigating their
treatment journey. However, companions themselves can be overwhelmed, sometimes diverting the conversation to
their own fears.

“His life also changing because you know, you're the chance that you are wife or girlfriend is dying in five years is reasonable. So
then you also see that has a lot of impact on the partner.” - HP 3



The presence of a companion is generally beneficial, offering additional support and improving the individual’s ability
to cope with the diagnosis and treatment.

“I think the surrounding the social environment is very important in that group, yeabh, if there is social environment says “Okay, come on, we're
going for a walk or we're going for this or what’s happening tell me...” And these people, I think are doing better than people who are alone or
don’t can express their emotions to the other ones.” - HP 2

“Companions also ask questions umm, and sometimes it’s also good because patients also can have like a kind of freeze or blackout idea. If
you're at the appointment. So yeah, most times the companies are also asking questions.” - HP 3

“And that’s why I think it's very important to, well, not come alone. Some people are alone or don’t want to involve others with their process,
and but that can cause that information will be lost. - Participant 2

There’s a lot of different.  mean some partners, I never see them. So, they I guess they do stuff at home, but I never see them in the in the
hospital and for other patients, they always come together and they even the partners have asked me good questions or even do most of the
talking when the patient is too tired or yeah. And then you have patients and yeah, we will sometimes come with their partner, mostly you for
important meetings like a new scan to discuss the results of the chemo treatment and other patients and they randomly bring their spouses or
family based on, I guess whether they were available or not. So it’s very there’s a large variation that in that.” - HP 1

Healthcare providers noted that having a companion usually aids in the individual’s support system, although it is
challenging to fully understand the dynamics between them.

“It depends, it’s a little bit different. Sometimes you see that the partner of the people who companion the patients, but they are
sitting there. Sometimes the partner is very and ask lots and the patient is quite so it’s sometimes very interesting to see what's
happening on the other side of the table.” - HP 2

Sometimes the partner starts telling about his own strategies so well, you have to say, well, ‘that’s very not nice for you. But

now it’s we're talking about you wife.” So we have to concentrate on that [talRing to the companion]. So it’s every time it’s very
different, but it’s well, it’s you have to have a conversation with everybody. - HP 2

1

B.3 Classification of Essential Information

This section was not used in the final report as this section needs further investigation and didn’t support the concept
exploration. However, this has potential for further research. The findings are presented on the following page.

Diagnosis & Prognosis

Treatment Options

Treatment Plans and Stages

Treatment Consequences & Side Effects
Experiment treatment (if provided)

Psychological Effect of Cancer
Physical Exercise
Diet

Impact on Family and Friends
Impact on Work Life

Figure B.3: Classification of Essential Information (based on the interviews
with three healthcare providers)
Individual mapping shared on the next page

NOILY Wy 04N

Figure B.4: Offline session with the healthcare provider 3
left: essential information that individuals should know, right: information that individuals ask
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The classification of essential information, established through sessions with healthcare providers, categorizes essential
information that patients should understand about their iliness into three levels. The first tier comprises fundamental
information that is crucial for understanding the iliness, treatment options, potential consequences, and side effects on
the body. The second tier includes information that patients should be aware of focusing on aspects related to quality
of life, such as the psychological impacts of treatment, the role of physical exercise, and dietary considerations during
treatment. Lastly, the third tier pertains to additional information about broader aspects of life, which patients are not
obligated to know but may find beneficial to be informed, such as the impact on family and friends, considerations re-
garding work life.

To generate the map of Classification of Essential Information, three sessions were conducted with healthcare provid-
ers, including two surgical oncologists and one oncologist, to understand their perspectives on the essential information
for patients.

All providers expressed that the first tier of information should include the diagnosis, treatment options, and their con-
sequences. Individuals need to be aware of their cancer stage, available treatments, and the implications of each treat-
ment.

The oncologist suggested that, in addition to diagnosis, prognosis should also be included in the first tier. Although prog-
nosis information can be difficult to hear, it is crucial for patients to understand the nature of their treatment and wheth-
er it aims for a cure or palliation.

“Yeah, I think maybe diagnosis should not only be diagnosis but also prognosis, so people need to know what state theyre in and
what that means for the future. So, uh, but it’s quite a different - treating with curative intent, or whether it’s palliative and and
patient seems to be aware of it. So I'm usually very clear about it. If I give palliative treatment that I start my conversation with,
“I can treat it, but I cannot get rid of the cancer anymore. So you will not be, you will not get better anymore. From now on, this is
only to prevent progression and so to keep you alive as long as possible. But the cancer will not go anywhere.” And if we treat with
curative intent, we explain that the treatment is focused on getting rid of the cancer entirely.” - HP1

He also highlighted the need for patients to understand their treatment plans due to the complexity of breast cancer
treatment, which ofteninvolves multiple modalities and healthcare providers. Patients should be aware of the procedures,
and potential side effects to manage their daily lives and communicate with individuals around them, such as family
members and their workplace.

they have the patients need to have surgery, chemotherapy, radiation therapy, maybe even hormonal therapy. So, maybe some
knowledge about their treatment plan so that they understand that there’s different doctors involved, that there are different stages
in their treatment where they will experience different side effects, their life is impacted in a different manner.

For example, in radiotherapy, you have to come to those floor every day. The treatment itself is not very long compared to the
chemotherapy, but you still have to come every day. So that is quite impact on your daily life. You need to know about these things
so you can act their hand and inform your employer. And not talk to a friend. Maybe you need somebody to help you out with a
travelling to the hospital every day. So these things are important to know, and so the primary things are a lot of practical things
that patients need to know.” - HP1

He also suggests that psychological effect of having cancer, physcial exercise, diet and quality of life should be in the
second tier as the more fit and healthy they are and if they know about it, they can recover faster. It's important for them
to know. For lifestyle, impact on family and friends, and impact on work life, he says that it’'s not that important so it can
be placed in the third tier.

“People need to the more they fit in more healthier they are when they are starting and during treatment then the better they
recover from my chemo and operations etcetera. So it’s that’s still important, yeah.”

“People usually stop working once they start treatment and because, yeah, if you if you're on chemotherapy, you are usually very
tired. So most people will try, but that’s what I hear from a lot of people that actually stopped working.” - HP1

The surgical oncologist echoed similar points but had some variations for the second and third tiers. She emphasised
the importance of explaining the “why” behind treatment choices, which helps patients understand and choose the most
suitable options.

“The diagnosis itself, not only the treatment options, because yeah, you tell them about the different types of breast cancer and
why these need different treatment. So, as long as you don'’t say anything about the diagnosis and they and you give for example
immunotherapy, then they never would know why they get immunotherapy and their neighbor doesn’t get that.” - HP2

It was also stated that the impact on family, jobs, and children should be in the second tier, as these aspects significantly
influence patients’ lives. Furthermore, she included diet, physical exercise, and the psychological effects of having cancer
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in the second tier.

“Yeah, I think an important part is to think where they stand in their life and the impact of family, health and on their job. I think
it’s a big role for the impact on their the rest of their life. Yeah, family, job, kids.” - HP2

For the third tier, she suggested information about where to go for specific questions and knowing the healthcare team.
This knowledge helps reduce confusion and ensures patients seek the right support.

“We also have to know we also have to make sure that they know where to, who to go with? What sort of questions? So, if they have
a the coming year, if they have any questions that they know who to look, who to, who to. See for that like it went to go to the nurse,
went to go to the surgeon, went to go to the oncologist. So they kind of know the team.” - HP2

The surgical oncologist also reiterated that understanding treatment options and consequences is crucial. However, she
placed a higher emphasis on quality of life, considering it the most important aspect. She noted that information about
physical exercise, psychological effects, and the impact on family and friends are interconnected.

“The treatment options and treatment consequences are connected to me.”

“But I think it’s for me the main thing is your quality of life. I think for me it’s the most important thing in life. Yeah. And I think
these are also really connecting and, to be honest, physical exercise, psychological effects, the impact of family and friends are
connected.”

Summary

Based on the sessions conducted, it is crucial for individuals diagnosed with breast cancer to acquire knowledge about
their diagnosis, treatment options, and the potential outcomes of treatment. This understanding enables them to make
informed decisions in the treatment journey. While many individuals tend to avoid prognosis data as it is distressing, it is
nonetheless important for them to understand the type of treatment they are receiving—whether curative or palliative.
With this, being aware of treatment side effects is also essential as it prepares individuals for the physical changes that
may occur.

Healthcare providers stress that beyond understanding diagnosis and treatment specifics, bringing perspectives from
quality of life such as physical exercises and a healthy diet would help in positively impacting their ability to cope with the
illness. Once individuals are well-informed about their health status, they can then address other life aspects, such as the
impact on their family, friends, and work life.

Despite the overwhelming nature of navigating through unfamiliar territory like cancer, where individuals get lost easily
in all types of information, this map aims to guide individuals in understanding what healthcare providers deem crucial
for them to know, facilitating a structured approach to comprehending information.

The Classification of Essential Information is currently under discussion and requires additional inputs from various

healthcare providers to finalize which information is essential. This map aims to provide an objective framework and
structure for the types of information.
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Healthcare Provider 1

Healthcare Provider 3

Healthcare Provider 4

Diagnosis & Prognosis

Treatment Options

Treatment Plans and Stages

Treatment Consequences & Side Effects
Experiment treatment (if provided)

Psychological Effect of Cancer
Quality of life

Physical Exercise

Diet

Impact on Family and Friends
Impact on work life
Lifestyle

Quadlity of life
Diagnosis
Treatment Options and Consequences

Psychological Effect of Cancer
Impact on Family and Friends

Physical Exercise
Impact on work life
Lifestyle

Diet

Diagnosis, Treatment
Options and
Consequences

Psychological Effect of Cancer
Impact on family, jobs and kids
Physical Exercise

Diet

Importance of healthy lifestyle

Whom to contact, where to go, and
when to visit in case you have a question

Appendix C: Insights from Other Key Stakeholders

C.lInterview Questions

These questions were presented to other key stakeholders during the interview sessions.

LR

o

10.

1.

12.

13.
14.

15.
16.
17.
18.

19.

20.

21.

At what stage do patients usually come to you? Is it post-diagnosis and pre-treatment or
before or after this phase?

Do you receive information from the healthcare providers/hospitals for the patients or do
you have your own set of information and provide them that?

Based on your interactions with patients, what are the frequently asked questions or areas
of uncertainty patients express following a cancer diagnosis? How often do patients and
caregivers/family members seek information from you?

How often do patients and companions/family members seek information from you?

Do patients face problems in understanding the iliness? Are there any patterns you find in
people with understanding?

How do you support the patients with the information they receive post-diagnosis?

Can you discuss the common challenges patients face in understanding and processing
information about their cancer diagnosis and treatment, and how your organisation supports
patients in navigating through this information?

Do patients commonly seek guidance or clarification from your organisation about the
information letters and brochures they receive from healthcare providers? If yes, what are
the common themes or topics they seek clarification on?

Can you describe the support services or resources your organisation offers to help patients
following a cancer diagnosis?

Do you also provide counselling/psychological services to the patients?

How do patients deal with the disease? What are the different coping mechanisms that you
have observed?

Do you notice various personality types in the patients that come to you for support? If so,
could you elaborate on the different types of personalities?

How do patients connect with and support each other throughout their cancer journey?
What are your views on how patients receive information? What are the challenges that they
face?

What are your roles and responsibilities as the umbrella of patient organisation?

Do you provide the hospital recommendations for treatment to the patients?

Can you tell me a bit more about the discussion polls on the NFI website? Do the patients
access that?

What are the main touchpoints? Do you also interact with the patients? What according to
you are the main challenges they face apart from the burden of the illness?

Could you talk a bit about the complexity of medical terminology in cancer?

How do you see patients coping with their illness?

Based on your experience, what strategies can be adopted for patients to help them deal
with the complexity and emotional factors of the illness?

16



C.2Interview Findings

This section presents the findings, including analysis and quotes, from interviews with other key stakeholders.
Selected quotes are featured in the main report to illustrate the findings, while the remaining datais analysed

When asked about the experiences of individuals with breast cancer post-diagnosis to the patient organisations, the
representative from BVN mentioned that it's a shock for them. The overwhelming nature of the diagnosis makes it very
hard for individuals to comprehend everything surrounding them. She quotes a patient who mentioned this as a new job
due to the extensive amount of information they need to understand and process.

She noted that most people begin seeking information during their tests, not waiting until the diagnostic stage, because
the series of testsindicate the individuals that something is wrong. At this point, they have not yet received any documents
about the diagnosis from the hospital, so they start searching online to understand the diagnosis.

“It’s of course a shock. So it’s very hard to get the information correctly in your head and it’s too much because one of our patients,
she said, you know, “now I have a new job because it’s the job is now breast cancer” -RP2

“You need to figure it out. Which subtype do I have? Why do my does my neighbor woman gets this time type of treatment and I
don’t, why does she have to take her anti hormone pills for 10 years and I don’t have to do it. So, this is why it’s very complicated to
have all the correct information and not to do it too much. Not too low.” -RP2

“Most people start looking really, really fast, especially when they have certain tests. So they try to find out what test is it? What is
the results mean from the pathologist?” -RP2

“The search for information is from the very first start.” - RP2

“Diagnosis, it’s getting like a like an explosion and your whole life changed because it’s the most important thing you have. And
of course, you first wanna know and I'm going to die? And if so, when? and of course what does it mean for my daughter? Because
does is it a familiar type in the genes?” -RP2

The representative from NFK highlighted that consultation sessions are very brief, and the sheer volume of information
provided during the diagnosis can lead to information overload.

“Usually the medical profession only has like 10 to 15 minutes to inform you about diagnosis so that’s very difficult. And like I said,
it’s so much information - it’s an overload.” -RP1

They both mention that time constraints during consultation sessions are a significant barrier because patients, upon
receiving the news, are often in shock and unable to absorb all necessary information within the typical 15-minute session.
Therefore, many immediately schedule follow-up appointments to better understand their situation. They also highlight
“mijn dossier” as a potential issue for some, where individuals receive notifications about their pathology results before
consulting with their healthcare provider, prompting them to search for information about cancer prematurely, adding
to their fear and anxiety.

I don’t know how it works worldwide, but in Holland you usually have like 10 to 15 minutes. With the consult with the doctor, how
can? Especially specific types of cancer need more explanation. Also, what the possible treatment could be? We are very advocating
a shared decision making like she [representative from BVN] said like like Umm. What possible treatments? How do they affect
my life? What do I choose? What do I don't It is very, very difficult to comprehend that in 10 minutes when you also have the news
- 'you got cancer’. So that’s that’s well from my background on personal title, that’s almost impossible to comprehend. Sometimes,
and I do think the hospitals in the Netherlands vary in how they organize those kind of things, some EG breast cancer have like
OK, the doctor gives the diagnosis and some extra info and then there’s a whole conversation with a physician or a nurse and
expert of this that explains that to them. But that differs a lot between cancer types. To my opinion, it’s nearly impossible to within
the 10-15 minutes you have with the doctor to hear the news of cancer like, T'm gonna die’ and then all information, whatever they
say toyou is it’s lost. Maybe they remember 20%. - RP1

“Most of the most of the time they will have a second appointment immediately. And what I heard recently was was interesting for
us is we did a little fight in the past years to have to get people in their specific hospital account that all the results of test will be
put in the in their account as soon as possible and I just had a conversation that there’s also a bad side of this because this nurse
she said yeah - “well I have patient and they get a note being there is a new information in your and they said, ‘ah, no, not again.
I don’t wanna read. I don’t wanna know, so It’s not only positive.” And as she [representative from NFK] and I found out in this
questionnaire, especially for breast cancer, we found out that some people, they know, they’re diagnosed only because they read it
in the results from the pathologist and then they start, of course discussing it with the doctors. I don’t know. So it did we it’s big trip
and we don’t want to turn it back, but we have to be careful with how it works because not everybody likes it.” - RP2
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When asked about the complexity of the medical information, the representative shared that the reactions of individuals
vary. Some of them engage actively by reading and discussing the details, while others choose to avoid the information,
preferring to concentrate on their treatment.

“It’s what you can expect. It’s like, they are going to read and talk a lot about it or they just want to ignore the situation and no, as
less as possible because they want to continue.” - RP2

She also shared insights from a previous research conducted with NFK, revealing that highly educated patients were
less satisfied with the information they received compared to less educated individuals. While the difference was not
significant, it highlighted a variation in how these groups perceive and process information.

[talking about some research with NFK] “We asked how did you get the information about your tumors? So it was very it was
not about the emotions, but it was about did you get the proper information? And The funny thing is that the people with less
education, they were they give a higher rate to the information they get they were they were more happy with the information than
and the high educated person to say, ‘ohh yeah I they told me but I didn't tell me this and this and this and this and this.’ So there
wasn't. It was not a big difference, but there was a difference between these groups. So it all depends. Well, I think you know already
this, but in real life it is the same, yeah.” - RP2

The representative from NFK emphasises the need for additional conversations beyond consultation sessions to
thoroughly address other important matters. She highlights that the current allocated time with healthcare providers is
often insufficient for the individuals to fully comprehend all aspects of their diagnosis and treatment. It is important to
recognise that every patient is unique, they advocate for varying amounts of time attuned to individual needs, reflecting
the diverse range of requirements among patients.

“We think in general that more conversations apart from the diagnosis conversation need to take place. And it does not necessarily
have to be the medical specialist or a doctor. It could be a trained nurse because we have lots of trained nurses in oncology to go
over the diagnosis. And what does it mean for you? What do you want? What for us? We do. We think it’s better if you have the
diagnosis and then another conversation about treatment possibilities. Usually people are so shocked and cannot hear anything
anymore that comes into their mind. Or they’re just so scared and shocked that there needs to be at least one other conversation
to talk about options. What’s important in your life? A. Let’s say if we do treatment A, B or C, what consequences would they have
so as to talk more elaborately, aloud about it? And right now, the way the system is designed, it’s not always possible because the
doctor only has 10 to 15 minutes and how do you say the news and also give options and also decide about that in one single short
conversation? That’s, I think our main concern because we noticed that the consequences would survivors are sometimes very
difficult and we hear sometimes from patients, ‘if I had known this in advance and also the limited amount,” and maybe that’s
where your mechanism comes in, the limited amount of of of what I may get extra, let’s say 5% extra survival or 10%. less chance
of it turning back. Sometimes people say, ‘ohh, OK if the treatment means I will not be even able to exercise or name whatever [
wouldn’t have chose to do that.” And of course that differs a lot with the cancer type in breast cancer is the most, umm. I think it
has the best survival of all cancers, so maybe they make a different decision. - RP1

My best advice, [ am not an expert. I used to work for BVN. But in my current function, I shouldn’t be saying this because I am
a researcher but what I do know is most of our members say - “have multiple contact moments before a decision is made, what,
when and how? We agreed that the 10-15 minutes of giving a diagnosis, which is in most cases traumatising, is not enough if
you're also gonna say ohh. And by the way, you start to exercise more and ohh by the way, there’s a lot of things that are important
and we think it would be beneficial for the patient to have several conversations and it doesn’t always have to be with the medical
specialist like the doctor can also be trained nurses who provides you with more information cause it’s a lot, and we do notice, like
she [refers to the representative from BVN] pinpointed, that there are several types of people. How do they respond? Some people
want to know everything and want to decide on their own and other people are like you're the doctor - “You say what I have to do
so there’s a whole range in, in people’s needs, I guess.” - RP1

A simple yet crucial step that healthcare providers can also take is to ask the individuals if they have understood
everything, as they may hesitate to ask for clarification due to fear or uncertainty.

“There are of course differences and there are difficulties they experience, yes, it is extremely important that the doctor asks the
person, Did you understand but ask tell me what I just said?”” - RP2

When asked about the time when individuals join the patient organisation, the representative mentioned that most do
not join post-diagnosis as it is overwhelming for them. At that stage, they have a lot to manage and prefer to focus on
their physical recovery.

“They don’t become a member of BVN because it’s too much. It’s too much and they if you get it diagnose, you will, you will turn
into survival mode and the whole first year you will be in survival mode and you just focus on getting better and making it okay for
my Rids, making it okay for my husband and just trying to figure it out with work and getting better.” - RP2

They were also asked about the type of support individuals seek. She outlined some of the support services they provide,
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noting that most individuals join later during or after treatment. They offer a “buddy contact” program where fellow
sufferers, matched with the patient’s profile, offer in-person information, respond to queries, and share other concerns.
They have observed that individuals benefit from talking to someone with similar experiences, as it allows for mutual
understanding. They also conduct offline patient information sessions in groups of 6-8, sometimes with the inclusion of
psychologists who provide support and guidance.

Yeah, they do. They get them. They get an answer. And we do. We do organize buddy, so it’s one to one contact because the breast
cancer patient, they are very different because they can be 25 or they can be 64. They can have a wish to have children or they
can and they can have hormone positive or they can have triple negative breast cancer. So we but we experience these people
as [ want somebody who has the same as I have and then we really look and we match them together. So we match one to one.
most of the time it’s for for the first year, but sometimes there it stays. They stay friends forever or Yep, so. So we are not, we don’t
provide a psychology help but we do we do have, it’s called fellow sufferers contact and we have a lot of them especially when in the
metastatic situation we have and it’s also led by volunteers. They have a group of around 5 or 8 patients and they come together
once a month. Once in two, we we work together with the, let’s call it IPSO huizen. it’s not in the hospital, but it’s a place for cancer
patients where they can meet each other and they you can go there just for coffee, but they have a lot of information sessions and
they have sessions just to talk together and tell them. And sometimes, psychologists will give their lecture or talk with them.” - RP2

The representatives from kanker.nl echoed similar responses to those from patient organizations. They noted that
individuals facing a cancer diagnosis often receive overwhelming amounts of information, which can be challenging to
grasp the information amidst the emotional turmoil of diagnosis. The former nurse, now an information line operator
at kanker.nl, shared from her experience that patients struggle with understanding the medical terminology and
explanations provided. She interacts with individuals almost daily on calls, listening to their stories and answering their
questions. Sometimes, they seek guidance in decision-making, understand their potential consequences, and also relying
on her expertise to navigate treatment choices as it is difficult for them to make the choice due to fear. She mentions that
each individual’s values and priorities is crucial and as the providers in the care pathway, it's important to understand
those values and priorities to better help them.

First, they get too much information. And then there are quite emotional, and especially in the beginning, it’s a very emotional
journey you. So it’s difficult to understand information and to comprehend and yeah, all the information and it's new for them.
And then in a very stressful situation. So it’s very difficult to take a role in the process and they’re very dependent on their doctors
and it’s a new world they get into that and that'’s very difficult with lots of difficult..And the information they get is not always very
understandable. - RP5

I think that’s one of the big biggest problems that the information is not given in spoken language, how the talk, what kind of words
they use. - RP6

I think there’s a tendency of you have to make your own decision. Umm, not everybody can make their own decision. Uh, they need
support, and sometimes you get your information or in booklets or in look at the website. And in a week later, you have to make
a decision without talking to a physician or somebody who can help you understand what kind of decision you have to make and
what consequences are from your decision. - RP6

“The questions they uh, have umm, they don’t always say uh, I don’t understand the information, but by the way, they have the
questions, you know;, they don’t understand what’s has been told.” - RP6

“Sometimes they only want to tell their story. And then we only listen and sometimes they want to know. They try to let you
make the decision and or do we don’t make the decision you have to make the decision. I can provide you with the information
to make it easier for you to decide what you wanna do. And help them in making a decision which is good for them. I cannot
make the decision. Physician cannot make the decision. You have to make the decision, but you have to be informed about all the
consequences of your decision. And that’s that’s lacking. Sometimes they. Yeah, they have an option, but they don’t know what
the options. Have as a consequences and also in later on in life. Well, that’s what we're trying to do on the phone, to make them
understand and to guide them a little bit and help them with questions and clarify something.” - RP6

“Everybody who might have cancer and has to go to the hospital, they have a lot of emotion and confusion. Umm, the most
important is to help them in their emotions and help them in understanding what'’s going on and helping them in choosing some
kind of treatment if they want to. And look what’s important in their lives and look what kind of treatment is the best. it’s important
to look a little bit further than I'll need a medical sites. What kind of person is sitting there and what? Uh is important in life, and
what do they need? Which treatment is the best option?” - RP6

The patient advocates interviewed for this project are all former breast cancer patients themselves. One was diagnosed
in 1997, another in 2012, and a third with a different cancer in 2021. Following their recovery, they became patient
advocates, assisting other patients in understanding information, advocating for their rights, and participating in
research. These advocates regularly engage with patients and stress that a uniform approach to information provision
does not cater to everyone’s needs. They note significant variability in information preferences among individuals; while
some seek detailed information, others prefer less. These preferences can also evolve over time. Drawing from their
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personal experiences as former patients and now as advocates, they also acknowledge, similar to other stakeholders,
that receiving a cancer diagnosis is overwhelming, leaving less mental space to learn about all aspects of cancer.

I think it differs from patient to patient. Some patients want a lot of information, some patients don’t want information said, - “Oh,
no. The doctor says this. It's okay for me.” And other patients want to know everything. “I want to know everything.” But there are a
lot of patients, they take her to the doctor and the healthcare provider and it’s okay. So that’s one. And that’s one and all in between.
Yeah, I think so. Yeah, So what do you need in your situation? - RP2

It can change over time, it (refers to preference of information) changes over time. It does.
-RP3

It’s very difficult to see a situation because you are overwhelmed when you get a diagnosis. And then you have to you have to
undergo all the treatments. And it says you are busy with yourself. So, ‘how can I survive this this period? But then that then you do
this treatment about yours and thesis after the diagnosis?’ I think maybe in this period, when you have the diagnosis you have to
wait for the treatment. Maybe it could be that there also will be, when the patient wants information, then you have time to think
about it. - RP3
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Appendix D: Insights from Individuals with Breast Cancer

D.1 Interview Questions

The questions asked to individuals with breast cancer are listed below. These were semi-structured, with
additional follow-up questions added as needed.

Personal Experiences
1. Canyou share a bit about your personal experience with cancer diagnosis and treatment?

Dealing with Information

1. Receiving Information: What types of documents (digitally and physically) were provided to you by
the hospital? Did you find the information satisfactory? To what extent did you find the information
understandable and clear?

2. Didyou participate in a clinical trial? If so, how did you navigate through the process?

3. Did you face any difficulties in dealing with the information provided by healthcare providers? Were
there any specific challenges you encountered in communicating with healthcare providers?

4. In dealing with the information post-diagnosis, what resources or methods did you find most helpful
in understanding your condition and treatment options?

5. How did you navigate the complexity of medical terminology and treatment regimens?

6. Collecting Information: What were the sources of information you relied on apart from healthcare
providers? How did you determine the credibility of these sources?

7. How would you have ideally wanted the information? (in terms of format, delivery, etc) How much
information would you have wanted?

Involvement in the care journey

1. Can you describe your preferred level of involvement in decision-making regarding your treatment
journey? Did you feel adequately supported in making informed decisions?

2. Couldyou provide some insight into the role of your companion or family member? How are/did they
support you during your experience?

Reflecting on their care journey

1. Reflecting on your experience, what do you believe are the most critical aspects of patient support
and communication during cancer diagnosis and treatment?

2. Looking back, is there anything you wish you had known or been better prepared for when first
diagnosed with cancer?

Psychological Help, Impact on Other Life

1. Have you explored avenues beyond medical treatment for emotional support, such as counselling
services? Aside from professional help, what other sources have you found supportive during your
emotional journey?

2. How has this iliness affected other aspects of your life?

Recommendations

Based on your journey, what recommendations or insights would you offer to Healthcare Providers
or Patient Organisations to support cancer patients in understanding their diagnosis and treatment
options?

21

D.2 Interview Insights

This section presents the findings, including analysis and quotes, from interviews with individuals with breast
cancer. Selected quotes are featured in the main report to illustrate the findings, while the remaining data is
analysed and detailed here. A representation of the thematic analysis and clustering of findings is provided
on the next page.

Information Provided by the Healthcare Providers
Participants found the information shared by the healthcare providers to be trustworthy, enough and easy to understand
in the current context.

Many participants highlighted the role of the healthcare providers, especially nurse practitioners in some cases were
really helpful as they could level with them and provided comprehensible information. Some participants mentioned the
introduction of a case manager, which was beneficial in offering detailed explanations.

“They always took all the time needed for me. So even though the time slots for a conversation were maybe scheduled for 20
minutes if I need 30 or 40 minutes. The time was there. I was always allowed to record the conversation. I was always uh, they
always took my clarification question seriously.” - P2

“Appointments with both the oncologist and with the, how do you call it, the surgeon and with the speciality Nurse from oncology.
So she’s really taking you through all the steps. They really talk you through and then they provide the information.” - P1

I'was really, I was very relieved, like so. I felt a lot of things at once, really intense time. I felt very relieved that I was at the (refers
to hospital 2). I really felt like they took time with me. - P6

Individuals placed a lot of trust on the healthcare providers and mentioned that the care was very well organised and
appreciated the thorough explanations. One patient, for instance, chose not to seek information online because she felt
well cared for and did not see the need to look elsewhere for information.

“I trust them to provide the proper information and that it is of good quality that it’s applicable to my case, so that that’s I think the
most crucial and that they don't forget to tell you things.” - P1

“And as a consequence, I didn’t want to look up information online because you don’t know if you can trust it and it may get you
scared. And I felt in good hands.” - P1

When asked about the documents they received during the diagnosis, participants noted that the information was clear
and provided a basic understanding. They found the documents easy to follow and appreciated that they could be read
at their own pace if they chose to do so.

“It (hospital documents) was easy. It was not difficult, so yes, it was very easy. they are very clear. They are easy to read and to
follow.” “It was very good and I understood.” - Py

“All the information was was really clear.” “That you can read if you want to. You don’t have to, but everything is explained - all
the procedures, what they’re gonna do? So everything basically is explained there and you get it at your first appointment. So you
know, if you wanna read, you can read and at the end they also give you the exact form, the exact notes where is your tumour, how
big it is, what kind of tumour, and it’s all in there. And so everything is written in there.” - Py

“I think the texts and the information is super clear.” - P1

“I think the information I've got that it is for a that it is enough. To have a basic understanding of what’s going to what's going
on.”-P3

Difficulties in dealing with information

Although mdjority of the participants found the information easy to follow and trustworthy, some participants also
reported that the information was complex and they faced difficulties sometimes to understand the ‘medical jargon’
or the ‘doctor’s language’. On the other hand, Participant 5 and Participant 7 shared their bad experiences with the
healthcare providers and services, which led to a loss of trust and dissatisfaction with both the information they received
and the manner in which it was conveyed. Participant 6 and 7 also reported that it was an overwhelming experience for
them to go through everything that was presented to them.
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The thematic analysis of interviews with seven participants was organised along positive and negative axes
to highlight their experiences. Findings were clustered to identify similarities and related experiences were
grouped. This initial mapping was used to select quotes, which were relevant to the research question. These
were then included in the main report.
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4 Range of Negative Emotions

Diagnostic stage for all participants were a
mix of confusion, scared, anxiety, worry,



“I'm not educated as a physician. So I think some of the abbreviations were new to me. Uh, I have one abbreviation that was used,
like- Is it DCIS or not? Uh, which is the specific and type related to the origin of the breast cancer. And I think and another thing
that I learned quickly was how the tumour type, how the abbreviation of a tumour type, how that is. Umm yeah. Identified so in
terms of what stage is it? Yeah. What size? What grade has so and other other terms like in? In my case, B-rod scores like how
serious is the tumour? Uh, so I think it’s a lot of professional language that you are suddenly confronted with.” - P2 (background
in oncology software company)

“After I had my surgery and my chemo, they it was like one day I went and they dumped all this information on me again. Like, ‘ohh

you need this treatment. You're gonna need these other two longer term treatments. Ohh you wanna know your prognosis?” Ohh
yeah, you just have the fell into this worst category. Not the worst, but the worst category for a prognosis. And I was like, T’'m on
the edge.” ‘No, but you're in this category, you know, they couldn'’t explain. I really was like, you're telling me so much on one day?’
Surely you have some journey that you know like after 20 weeks of chemo and surgery, people are like kind of scared and fragile.
Surely you know this is not the time to like tell them they have 3 treatments and. So I want to be involved and I like the idea that
you can see you don’t know. Nobody knows what'’s coming, right?” - Py

“So a woman who is taking care of you, it was that was very good and she gave me. So some information, some brochures about the
what kind of cancer there are there in the past and then, yes, I think in that that so that what kind of cancer and what is like your
therapy what? Well, that they were planning to do the surgery. How does it work? So yes, I was very interested in food. Food was
always in my life. | was always paying attention to what I ate and I wanted it. I want to eat a healthy and I was asking a lot about
that. But umm yeah, it was difficult because they gave me some advice, but not much. And if you look then in, if you do a little bit
of research and they are very contradictory statements about what you should do, it was very confusing, what I should do if it was
very it was. I was very nervous also because I am, I wanted to get the good to be healthy and I wanted to try everything and I was,
I'was looking for help.” - P6

Participant 1 also reported that information is fragmented, leaving individuals uncertain about where to find specific
types of information. She draws her experience with her mother’s iliness, she recognised the presence of different
departments.

“I already knew this because my mom had cancer, but and because of that I knew OK, with doctor X, you only get information on
topic X and Doctor Y gives you the information on topic Y, et cetera. So it’s all very fragmented.”

“And luckily I knew this because of the experience I had with my mother that we were visiting a doctor and thinking we would hear
the whole story, and you would only get part. So I knew this in advance, which was is, you know, good to know because she...and
you think you get the whole story right when you go to your normal doctor, you know they know everything. But here you really
have the different disciplines and you need to know that they only know their part.” - P1

Information Seeking Behaviours

Nearly all participants exhibited a tendency to seek information, although their methods and preferred sources varied.
Some participants utilized search engines like Google, while others relied on advice from friends and family who had
previous experience with cancer. Certain individuals sought information from books, research papers and hospital
applications, and a few combined online searches with discussions with friends and companions while others selectively
used trusted websites such as kanker.nl, IKNL, or patient organizations when browsing online. These diverse behaviors
highlight individuals’ efforts to gather additional information to alleviate uncertainty during their cancer journey. One
of the participants also mentioned that her curiosity to search information made her confused because she didn't know
the next step.

“I'm more of a scientific person. So I absorb all the information. So the minute I got home, I turned on the computer and looked up
everything and I bought some books and read about them and talked to them.” - Py

“I started with BVN. But back then I thought it was the information was not quite good enough. So I just Googled. And I had this
book, I don’t know if you know that book in Holland. It’s a large pink book, you know - that is the Bible of breast cancer.” - Py

“I didn’t Google that much. I just googled the results from the biopsy. I googled and I tried to try to understand what was there and
actually I also sent everything to my friend and I sent her, ‘this and this is what I got. I googled what is written here but can you
Google too and can you explain what you are reading? Let’s see if we read the same.” So [ was asking her to see if what I was reading
was correct, because otherwise you go crazy. And for the rest I always try to let the doctors explain to me. - P4”

“I really went just to Google and was searching like triple negative and uh, looking at a hospitals, I really well known hospitals in
the US. Like what? Because they put things on their site. Information about triple negative and that mattered a lot to me because [
thought, huh. I think now I'm like my hospital really let me down and doesn’t have. Uh doesn’t have information on their website,
but I was like, they really let me down.” - P7

“So I also did a lot of research on my type - triple negative. ‘What? What does help? What research is there already? What research
is there in other hospitals?’ Yeah, because that’s who I am. I'm curious, so [ want to know a lot about what’s going on. Uh. And that
also gives sometimes a bit of confusion because then you know ohh what should I do in the so and so.” - P2
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Avoiding Information

There were a few mentions of avoiding information and majorly on the type of information. For example, Participant
7 mentioned avoiding information that consistently presented worse prognosis whenever she sought it out, which led
her to avoid seeking similar information in the future. Some participants trusted information coming from healthcare
providers more and didn't find the need to search for more info. Participant 1articulated avoiding discussions with friends
and family due to the uncertainty it added, recognizing the uniqueness of each case and aiming to prevent information
overload. She intentionally limited her information intake to the extent that she did not feel the need to know the specific
type of tumor she had. Similarly, Participant 4 recounted avoiding outdated information from a family member, noting
that information from 15 years ago did not align with current medical knowledge and did not benefit her.

“So I didn'’t search information because this was enough and you get very nice. So apart from this information of course you get
appointments both with the oncologist and with the surgeon and with the speciality nurse from oncology. So she’s really taking you
through all the steps? They really talk you through and then they provide the information.” - P1

“And as as a consequence, I didn’t want to look up information online because you don’t know if you can trust it and it may get you
scared. And I felt in good hands.” - P1

To so, for instance, a friend said, yeah, I have a book of someone that went through what you're going through. Would you like to
read it? I said, “Oh my God, no. So that’s weird, because then we have two cases, and and then I can read about all the horrors that
I'will have to face.” - P1

“I wanted to read more about TNBC, but I was also finding it quite scary because every single search I do it pops up like worst
prognosis, you know? And so. Every time I read about it, it was like ohh I have to put this on the side and remind myself like you
know like ohh OK read past that, you know.” - Py

“I think I looked at some things, but then I started to get overwhelmed because. Partially the same thing. Like everything starts like
ohh TNBC remains the cancer with breast cancer with the worst prognosis. So I was like ohh, great. And there are so many things
they measure in breast can’t in TNBC that I didn'’t at that time didn’t understand. And I didn’t know about it, so I will clearly say
like at that time it was overwhelming like you can measure all these things.” - Ps

“She had somebody that had breast cancer. I don’t know 15 years ago and she was giving me all wrong information, so I skipped
that a little bit. So I kept that a little bit further away because that was really not helping me.” - P4

I'm not interested to read stories of others. And I yeah, I really limited my information. Over to prevent information overload at
some point I got information.” - P1

Quality of Life

Participants discussed aspects of their lives beyond their medical condition, emphasizing their identity as individuals
rather than solely as patients. Some of them expressed a desire for healthcare interactions to move beyond transactional
exchanges. Despite the life-altering impact of cancer, participants expressed a strong desire to maintain a sense of
normalcy and continuity in their lives, emphasizing that their core identity as individuals should remain unchanged. To
achieve this, some of the participants engaged in work or physical activities such as sports was highlighted as crucial
for maintaining positivity, breaking free from negative thought patterns associated with cancer, and coping in with
the challenges they faced. One of the participants had to discontinue working as a volunteer ambulance worker as she
couldn’t be sick while taking care of others.

“I always brought a lot of perspectives in from the quality of life. So in terms, I like to continue working as as much as possible
because I didn’t want to be full time patient. I didn’t want to lose my professional identity, so for me I discussed to what extent can
we combine, Of course, my health comes #1 how can I combine the treatment plan with also being a professional? If I will have
chemotherapy, I really enjoy swimming, can I continue swimming if I have chemotherapy? So I brought a lot of. Yeah, yeah. Things
to the table that were important for me from a holistic perspective, but were not automatically.”

“I somehow I didn't feel extremely tired, so my brain was still functioning and I was also able to focus on my work and then focus
on my health.” - P2

“I want to be you know have breakfast with my daughter when she’s going to school. Or I want to be able to tell the teachers to
take over my course, give them tips, talk them through the course materials you know, do like normal stuff because it also mentally
helps you to feel a little bit normal rather than only I'll because you're, you know, you're still that person.” - P1

“I'worked a little for a I have some super nice.  work for myself. 'm an entrepreneur. And I have some very sweet clients who say,
OK, uh, you can do it in your time. We don’t have a we are not in a hurry and so that was very sweet and that also. It’s nice to, uh,
when you don’t have to work, but that it’s possible that you can, because then you also feel like a normal human being, you know,
with not the pressure on it, but that you can just set your mind around something else. But I've worked. I think for two months on
a very low level because it wasn’t doable with my head and and [ was very tired.” - P3
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Range of Negative Emotions

During the interviews, nearly every participant conveyed a range of negative emotions, including worry, anxiety,
stress, and fear when they were diagnosed. Some described the lack of information as a source of stress, while others
were completely shocked and unprepared to hear the diagnosis. They describe this experience as a ‘roller-coaster’,
‘running train’ or ‘falling in a hole’, emphasising the overwhelming nature of the diagnosis. Participant 3 highlights the
disparity in the speed of emotional processing versus the rapid influx of information, noting that while emotions and
interpretation proceed slowly, the information is delivered very quickly, escalating the emotional distress.

I'was super stressed out when you know, waiting for a meeting. You get these reminders via SMS and then I got reminders for
meetings. | wasn't informed about. So then I was like, “Oh my God, it’s spread. You know?” - P1

“The key question I received back from my GP was what type of hospital I would like to be referred to and I couldn’t answer that
question because [ was actually not prepared for bad news.” - P2

“I think within two weeks [ was in treatment and at the time I was really scared because all the meetings were planned so
quickly.”

“So it was really super fast and lots of meetings. So that was like a roller coaster.” - P1
“I think the world, this hole opened up and I just fell like several levels through the floor.” - Py
“So it’s really like a running train. You get up and then woof, you go off you go.” - P3

“The radiologist said, “okay, it doesn’t look so good.” My husband was there too and before that we could have moved it out of our
heads and we started to get anxious and so we heard.”

“I'was really in complete shock. Ohm I really could not believe it. It was very scary. Also, because I mean, I lost my sister to
cancer five years ago. So that was four years ago and you don’t expect uh that after that happened that you also get it yourself. [
mean how is it possible in one family, two sisters that short apart and and I was mainly of course I was very scared, very sad, but
I'was also very scared to tell my father. That I found it very, very difficult and just very scared because you - you lose control of
your body. It’s like I tried to live healthy. Yeah, it’s. I don’t smoke. I always did a lot of support. It was. I didn’t understand. I don’t
understand why that’s the most strange part.” - Py

“The speed of interpretation or the speed of the emotional things goes slow and the transactional and all the information they
give goes fast.” - P3

“Why isn't this proper in the thing and [ was like, what are they doing? They’re messing with me, you know? So that that gave
stress. So it was more lack a lack of information then. Where they just didn’t describe it carefully enough. And they and they
sorted it out. So. But yeah, that that was annoying. So I noticed that I very much like to take control or have the feeling that I
have control. By knowing by knowing what will happen.” - P1

“For me it was so unreal to be confronted with such a huge message because the thing is, I didn’t feel myself ill. OK, I had an
itchy feeling in my breasts. So, but what do you normally do? If you have an itchy feeling, you just ignore it. It will step over or
there is some medication it will go over, but if you then suddenly confronted with such bad news and you don't feel sick.” -P2

“And in the beginning was just impossible, and as soon as you you have to explain somebody. You start crying because it’s just
a now. Now it’s just it’s there. It’s part of you. It’s part of life and to just hope for the best that it’s, uh, it’s good that you hope it’s
gone and it stays gone. It never comes back. That’s what you hope, of course. So it’s part of life now.” -P4

“And it was a shock. I really have a big shock for me. My children were all at home and my oldest was making the the end exams
for the school and and I don’t know what to do.” - P6

Coping Mechanism

When asked about their coping mechanisms, participants described a variety of strategies they employed. Some
sought advice from friends who had previously experienced breast cancer and connected with fellow sufferers through
hospital programs. Moreover, several participants took proactive steps to find personal ways to cope with the illness,
demonstrating resilience and a desire to manage their condition actively.

“Okay, I'll take it step by step because one step is heavy. It’s really heavy to cope with and then never mind what comes next.” -P1

I chose deliberately to continue working as much as possible as a way of distraction, as a way of to and. And yeabh, still remain
also a professional as an identity. - P2
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I chose to join Pilates and breathing exercises just to come back and listen to my body again and because I yeah, yeah you will
forever lose the trust and the fact that you are healthy yet that is something for granted. Yeah, you will lose that trust forever.
But I didn’t want to panic for each and every little pain. But I did want to start listening to my body, so that’s why I choose
deliberately Pilates and breathing exercises just to come back and land in my body again, and then also knowing up front that. -
P2

I didn't tell a Iot of people in September or even in October because [ was very upset and I found that people didn’t know much
either about breast cancer or definitely not what I had. So I didn’t wanna talk to people who better. Maybe I'm more introvert,
but I didn’t. Normally for my job, I talk to everybody about everything, but this time [ was really like, no, I wanna understand it
for myself better. - Py

What the hospital offered was actually a kind of uh sports program. To be as fit as possible during the chemotherapy was an
optional program but I really believe that exercising helps your body to go through such a heavy treatment phase. So that’s why
I immediately said yes to this option. And what I learned in hindsight is [ was put in a small group of five and all those other
four ladies had breast cancer in different stages. So  was automatically connected to people to other patients with the same
diagnosis. But of course, yeah, different characteristics, but same diagnosis who value exercise as an important way of dealing
with what you're what have the constraints on your body and with one of them I became my friend because we yeah, we. Yeah,
we supported each other so I think was also a very important step. - P2

I told her and I asked her advice like, this is what I've been confronted with two days ago. What would you do and and her key
advice was, she said. I know what type of person you are in a world you like to know things. Don’t Google yourself to death on the
Internet because on the Internet you will hear you will hear. You will see finds always the bad news the most. And so, she said,

be careful what you Google for. Do it wisely. And secondly, she also recommended me to think if there would be any medical
professional in my environment that I could trust and maybe also have dialogues like this and this. -P2

I looked for somebody in my network that I trusted with a medical background, but more for informal sounding boards. -P2

I've had a lot of coaching and that kind of stuff because I like it too. I go to when I have a blockage or something that I yeah, I can
work on that. So if I have it, then I'll do that again, yeah. -P3

Yeah, I'm also religious. So a ot of it doesn'’t say that it is secure or something, but to me, it’s very helpful. So to see this life as
that, it doesn’t end when I die. So this is also a very helpful to me, you know and I have a lot of people in my surroundings. I can
talk with and them.” - P3

The role of companions was emphasized significantly. The majority of participants found solace in their companions,
who provided various forms of support, for example accompanying them to appointments, reading information
together, serving as extra ears during consultation sessions, and discussing the details post-consultation. Participants
mentioned that having companions was crucial, as they provided a necessary support system during a challenging
time.

“I'was the director, and he was a couple of extra ears. We (refers to companion) always prepared the consults together. And we
had a note with, with some with some questions on it.” -Py

“I think the most important thing he did is every day when he came back from work, we went out for a walk and again from the
perspective, this is such, yeah, the treatments are such a heavy burden on your body. That’s even if I didn't feel like it, he said.
Even if we only walk one or two miles, we go outside.” -P2

“And in the beginning, I always took my husband with me and he has a PhD. in science, and he’s specifically strong in all
kinds of data and statistics. And of course, he acts as a second pair of ears. So, uh, yeah, if there were any things that I didn’t
understand, then there was always room to explore.” -P2

“My husband, he also searched. But we did it together and we talked about that, so that that was also a helpful.” -P4

“For me it is very nice to have a companion and I also go to some appointments alone because yeah, he doesn’t have to go

there because when everything’s going right and they give the results of my measurements, then he doesn’t have to go with me.
But when we have an important meeting with lab results, for example, then or I record the OR he goes with me and then it’s
always nice because yeah, you can relate with each other. You can. You can also ask questions because sometimes he asked me
questions and then I said I don’t know, but. Uh. Yeah. And it’s it’s very nice to have support and to because yeah, two people here,

more than one.” - P3
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D.3 Summary of the Preferred Sources and the Level of Trust

A summary of preferred sources and levels of trust was compiled to understand the findings. However, it

was not included in the main report to avoid redundancy.

Summary

Based on the analysis of preferred sources and the levels of trust participants placed in diverse information sources,
several insights emerged regarding their preferences and trust dynamics:

Primary Sources of Information

Participants overwhelmingly preferred and trusted healthcare providers as their primary source of information. This
trust in healthcare professionals highlights their pivotal role in patient education and support during the diagnosis and
treatment process.

Secondary Sources of Information

Hospital-provided websites and applications were trusted by participants who were aware of them. Some participants,
however, were not initially aware of these resources post-diagnosis but found them reliable once discovered.

The preference for these digital resources varied based on individuals’ motivations to seek relevant information.
Participants mentioned that while they preferred directly consulting healthcare providers for ease, these websites and
applications served as valuable conversation starters or as a basis for asking informed questions during consultations.

Patient organizations were less preferred during the diagnosis stage but were trusted by those who engaged with
them, such as Participant 7, who rated her trust level at 4. The lower preference for patient organizations during
diagnosis was attributed to the overwhelming nature of the diagnosis period, which left little mental bandwidth for
joining additional support networks. Participants suggested that patient organizations might be more beneficial post-
treatment, as they offer significant support but may not be immediately relevant during the initial diagnosis phase.

Tertiary Sources of Information

There was a mixed reception in the support and understanding provided by the fellow sufferers. While some found it
beneficial, others viewed such interactions as potentially anxiety-inducing, referring to them as “horror stories” due to
the variability and severity of individual cases. This divergence highlights the need for personalized approaches in peer
support networks.

Family and friends played a supportive role, primarily providing emotional support. However, the information support
from these sources were not always helpful. In some cases, the information was outdated or not specific to the
participants’ situations, leading to increased anxiety and worry. Participant 4 specifically mentioned having to cut ties
with a family member due to the provision of irrelevant, 15-year-old information.

The participants exhibited varying levels of trust in other sources. Some resorted to Googling for additional
information, though they remained cautious about the reliability of these sources. Participant 5, diagnosed in 2012,
relied heavily on a book about breast cancer, referring to it as her “bible of breast cancer,” due to the less accessible
nature of information at the time compared to current digital resources.

In conclusion, healthcare providers remain the most trusted and preferred source of information for participants,
followed by verified hospital websites and applications, which serve as supplementary resources. Patient organizations,
while trusted, are more suitable for post-treatment support. Peer support from fellow sufferers and information from
family and friends can be double-edged, providing emotional support but also potential anxiety. Other sources, like
books and internet searches, were utilized in some cases.
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Preferred Sources of Information

Healthcare Providers

Surgeons
Oncologists
Nurse Practitioners

Verified Websites & Apps

kanker.
Mobile Applications
provided by the hospital

Patient Organisations

Support Groups and
Fellow Sufferers

Family and Friends

Others

Books, Magazines,
Newspapers

The internet (Websites, Blogs)

Other Applications
Social Media
Co-workers

Summary of Preferred Sources with the Level of Trust

Individuals prefer healthcare providers as their main source of
information, given that they are provide them treatment

Individuals also trusted sources recommended by their healthcare
providers. Some were unaware of or did not prefer using verified
websites and apps, opting instead to speak directly with healthcare
providers o ask questions.
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Not all individuals joined patient organizations immediately after diagnosis.
The reasons for this varied: some preferred to join later during freatment or
recovery due to feeling overwhelmed, while others had different
experiences with patient organization websites. Some found the
information helpful, but others either got lost navigating the sites or felt the
information was not specific fo their situation.

Some individuals had the opportunity fo connect with support groups or
fellow sufferers through hospitals, friends, or family members who had
similar experiences. After reviewing the open discussion forum on kanker.nl,
it was discovered that some individuals found support by talking to fellow
sufferers online. However, some individuals, particularly those from the
interviews, preferred not o engage with others and hear their stories, often
referred to as "horror stories," as their cases might differ significantly.

Friends and family were a good emotional support for some, for some also
ainformational support but not for all. Some individuals avoided having
conversations with friends and family. Some individuals wanted fo get
support.

One patient who was diagnosed in 2012 particularly emphasised that
reading the book about breast cancer was very helpful during her time
and for her case. However, many advancements have been done post
that and now (the recent cases) people prefer online sources or the
ones provided by the doctor.

This summary is based on interviews with seven individuals with breast cancer and experiences shared in the online community on kanker.nl.

Figure D.3: Summary of the Preferred Sources and the Level of Trust
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D.4 Preference on the Type of Information Needs

The preference on the type of information needs is presented in the
main report in Chapter 5. This section presents the map in detail
with the participants’ quotes. It can also be downloaded via the QR
code provided in the main report.

ol J

Amount and the Depth of Information on the scale of 0-5

“llooked up everything equally,
I absorbed, absorbed.”

“Because the first they said, “oh it’s
looks very bad”, and then they said,
“oh, it's not that bad” and then they
said, “oh it’s very bad. So | couldn't trust
the diagnosis. So | looked it up. | had to
do, what if itis A and then what itis B? |
had to look it up for myself, because |
couldn’t frust the - later on | asked the
nurse, “why was it so difficult in the
beginning?” he said, because we
couldn't get a clearer picture in the

~ beginning, it was for us also very
difficult to understand.”

“I wanted to know exactly what kind of
cancer is | it it was. Or it is because
there's so many different ones and the
i g s

g gives y!
survival. So, | really wanted to know
what my chances were and what kind

“Yeahbecause | didn't fitinany - a
litle bit overweight, maybe but that's
not much. But back then | was even
small because | gained alot of weight
because of but that
wasthe only thing | can think of. | had

“I looked up scientific papers apart
from the information provided by the
hospital. | really wanted to know.”

“They made me very insecure because
it wasn't discovered in time so | looked
up everything.”

“Ihave read alot on the app on what |
Id expect. But | didn’t 4h e =

“l looked up everything equally, |
absorbed, absorbed.”

“Iwas looking a lot about that.” _

“Idid alot of research, but about the
illiness, | just kept myself to the websites
that they've told me in the hospital to
read about it, and what | also did is
read about a lot of ongoing research
that is going on on this type of cancer.”

“Iwas looking a lot about that.” -

“I'talked to a lot of people around

Pl' of treatment was all available for that. e e T & peopl their and it helped in coping up.”
So, Ireally went deep int." breastfeeding | didn't smoke, | didn't disease. | didn'tlook that up once because
ing isease. P
drink so | was ike why, why, why? I don't want to know all the horror stories “Maybe | was sometimes looking for like
“llooked up alot on the type of cancer sy zovach, of other people” prognosis data because like | said, | was T pekn 1o o anel Ty A ot
and what it does, how it functions.” | P7 really fixated on. I'm like I'min two al was T TauTe R e I et i
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the hospital as well, but | think | have the T 'yes OK. avoid” Ifit'sin lymph node.” P7 lot and | wanted to do that and | wanted
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So, | searched” signs and symptoms or is it a cyst?” really looked up everything actually.” ey v G e [ e o and uh, visiting and things like that”
for a better prognosis. | looked more up
to it just fo hope to prove for myself that
“l was searching radiotherapy and side the diagnosis would be better than what
effects.” the doctor said. But unfortunately, of
course it's not. And then | had to just
accept it. And | let it go at a certain point,
because otherwise you drive, you drive
yourself crazy.”
“Iwas looking and they gave me
information and | was asking my \
_____________ oncologistas well. But I didn'tget [~ ~ ~ ~ -~ -~ -~~~ —-—-—-=—-=°(--" =777~~~ ~""7"7 """~ 7"~~~ 777~~~ 7~~~ =777 “Not much” ---r----=""="="7="="="==-
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Justbeing lived by doctors by

G hospital visits. Uhm, so it's just you, “I really had to understand it for myself
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jcome frommy family -.'.' Bt maybe that's maybe that's the person
e that designed for. But inside | was like
help, help, help. But | felt like | could not go
to people and just kind of be a mess and
not know anything.
Like with targeted people like close, like
the close friends and family who have
been through cancer meant a lof to me.
e But falking fo wider groups of friends?
that really you know, then | knew No, | kept that very quiet. | dld’r'fﬂell
sowell how to examine your anybody at work what | have.”
breast and what it you know what
it looked like. When | noticed the
lumps, | knew | had to make an
appointment with the doctor.” “Yeah, | read about it, especially
during the diagnosis. But now I'm not — L .
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P 4 happens, so there is nothing | could
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didn't gointo that, it was not “I didn't go to the doctor because |
explained. | did try fo read allittle bit have a pain or something. | was
what the if, but it was very clear that feeling good when | went to the
] doctor and | didn't have any other
! symptoms so | didn’t look for it.”
gle:?ﬁ:\:'ersshdioh\cwrfﬂwus P4 | did nothing with that’ “Didntlook info if much”
Etiology Diagnosis Clinical Treatment & Prognosis Daily Life Social
Manifestations Side Effects Assistance

Types of Information Adapted for the Project
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D.5 Research Phase Overview The overview of the research phase is presented below by drawing the relationships between all the
stakleholders involved. The figure below represents all the findings and was created on Figma.
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Appendix E: Design Explorations ARalyslsiet.Ssssion Ohie

E.1: Creative Facilitation Sessions

The results from the creative facilitation sessions are shown below in images. These were analysed for the
self-exploration phase of the concept.

THEMET1

Session One with Fellow Students

THEME 2

Analysis of Both Sessions

The sessions were analysed digitally using FigJam board and interpretations to it were added on the side.

Session One with Healthcare Designers at Panton
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Summary of the Analysis

Participants in the creative facilitation sessions expressed a strong desire for
simplifying complex information in various formats, emphasizing the need for
personalized and relevant content. They suggested that Al could learn their
preferences through continuous interaction and then adapting over time. This
approach would help break down information into manageable parts, making it
lighter and clearer, thereby reducing the anxiety associated with uncertainty in the
healthcare journey of individuals with breast cancer.

Moreover, participants wanted Al to highlight the most crucial information,
effectively filtering essential knowledge when they are unsure what to prioritize.
Using visual aids, such as videos and images, were highly preferred for
understanding complicated information, as they provide clearer and more
digestible explanations. However, there was a consensus against Al providing new
information or medical judgments; instead, participants preferred using Al to
understand existing information about their cases, with a particular emphasis on
receiving personalized explanations with respect to their specific needs.

Participants also highlighted the importance of Al continuously updating
information and serving as a responsible ool for exploring different treatment

plans and their potential outcomes, allowing them to look a few steps ahead. They

envisioned Al acting as a coach, assisting with queries, providing advice on
digesting new information, and challenging them to retain what they had learned.
Al should suggest relevant information to create a clear direction, much like a real-
life coach. Furthermore, personalization was emphasized, with participants
suggesting that Al should gauge the ability of the individual to comprehend and
gradually intfroduce more information.

Another aspect was the need for Al to facilitate connections with other women
experiencing similar cancers, offering a sense of community and motivation.
Participants felt that knowing they are not alone in their fight against illness would
be incredibly supportive. They also valued receiving supportive messages and
reminders to contact support groups or friends when feeling anxious. While some
participants saw Al as a coach, others preferred a companion role, where Al would
take a more passive approach, acting as a listener during consultations, providing
recaps, allowing users to vent without judgment and be a buddy in discussing
information to understand better.

Participants suggested that Al could also offer distractions or different perspectives
to aid understanding, helping them process information and manage emotions.
They envisioned Al documenting their healthcare journey, visualizing their
progress, and providing moments of reflection. This included marking read
information, documenting physical and mental health, and offering a clear guide of
their journey, including current standing and next steps.

Additionally, participants wanted Al to filter out unnecessary information and
connect them with healthcare providers or support services when needed.
Transparency in the sources of information was crucial for building trust; knowing
where the information came from would help them rely on it more confidently.
They also suggested that Al could alleviate other life burdens by completing tasks
that add to their stress, allowing them to focus more on their health.

Finally, participants expressed a need for clear next steps to alleviate the
uncertainty associated with their illness. They wanted Al as an assistant to
understand their needs, suggest checklists, simplify tasks, and provide tips and
guidance on how to communicate effectively with healthcare providers and others,
helping them articulate their needs and concerns better.
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E.2: ‘How To’ Questions for Design Principles

This section represents the five design principles and it’s exploration with the ‘How To’ questions. These were
used to explore ways in which these principles can be achieved.
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E.3: Self-Exploration - Ideations E.4: Concept Selection: Harris Profile

The ideas mentioned in the section E.3 were analysed with Harris Profile to select the one that offers to
address the needs of individuals in the best way possible.

This section represents the six ideas generated during the self-exlporations phase.

My Cancer Companion (Website) My Cancer Companion (Application)
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E.5: Conceptuadlisation - My Cancer Companion Initial Sketches (Unused Material)

This section represents the brainstorming section of the final concept, ‘My Cancer Companion’. The design semeunused material for inilial design explorations

characteristics were derived from this brainstorming session.
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Appendix F: Design Development

F.1: Introduction of Bremo in Consultation Sessions

The script was co-created with Chat GPT. This is the base of how the conversation can be build in introducing this conept
to individual with breast cancer.

Dr.Visser: Emma, [ know that being diagnosed with breast cancer is incredibly overwhelming. It's perfectlynormal to feel frightened
and uncertain about what to do next. We're here to support you every step of the way.

Emma: Thank you, Dr. Visser. I just don't know where to start. I don’'t know how it happened, and I'm so scared.

Dr.Visser: That's completely understandable, Emma. This is very difficult news to process. We recommend taking some time to talk
toyour family about it. We'll begin the treatments in our next consultation, but before that, we suggest having [specific treatment 1]
and [specific treatment 2]. We recommend reading through the details, and we'll discuss your options more thoroughly in our next
session. It's important to understand the kind of treatment you'll be receiving. You can always call the hospital or talk to our nurse
practitioners if you have any questions. However, cancer is like entering a new territory, and everything changes. Since you spend
alot of time alone, it’s easy to feel overwhelmed. To help you through this, we have an informational support tool called Bremo. It's
an Al assistant designed to provide both information and emotional support whenever you need it.

Emma: How does it work?

Dr. Visser: Bremo can be accessed on your phone via a voice or chat feature. It's available 24/7 to answer questions about your
diagnosis, explain treatment options, and offer practical advice on what to expect next. It uses credible sources like kanker.nl and
the patient organization BVN. We will input all your details and provide you with a QR code to download the app. It's like having
a knowledgeable and caring companion with you all the time.

Emma: Will it understand what I'm going through? I don't trust technology much.

Dr. Visser: I understand, Emma. While it doesn't replace human interaction, Bremo is designed to be empathetic and responsive to
your emotional needs. It can help you process your feelings, suggest ways to manage anxiety, and provide information about your
cancer. It also offers tips on how to communicate with your loved ones about your feelings.

Situation One: Individual accepts Bremo

Emma: How do I start using it? Can I test it to see if it helps?

Dr. Visser: It's very easy to set up. The nurse practitioner will give you a detailed guide and help you download the app before you
leave today. Once it's ready, you can set a time for Bremo to check in with you daily. You can also start a conversation with it by
saying or typing, "Hi Bremo...". It will check in with you daily to see how you're feeling and offer support.

Emma: Okay. Maybe I can give it a try.

Dr. Visser: I'm glad to hear that, Emma. Remember, Bremo is here to support you, and so are we. You can always reach out to us
with any concerns or questions. You're not alone in this. You can use Bremo on your own or with your companion, who can also
get a copy and follow along with you.

Emma: Thanks Dr. Visser.

Situation Two: Individual denies Bremo

Emma: I appreciate that, Dr. Visser. I'm just not sure about using this right now.

Dr. Visser: That's completely okay, Emma. It's important to use the resources that feel most comfortable for you. We will provide
some physical documents and some verified websites for you to read. It will help guide you, and we'll be here to discuss any
concerns or questions you have at your pace. If you want, you can have alook at the tool when you meet the nurse practitioner next.

Emma: Thank you, Dr. Visser. I feel better having these documents with me.

Dr. Visser: You're welcome, Emma. Take your time with the information. We'll continue to support you every step of the way.
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F.2: Explorations with Chat GPT

This section represents the explorations with Chat GPT that was performed to achieve the desired results
for concept representation in Chapter 7 of the main report.

Imagine you are Bremo, an Al assistant designed to help individuals Imagine you are Bremo, an Al assistant designed to help individuals

dealing with breast cancer. Your role is to support and provide dealing with breast cancer. Your role is to support and provide
information in a way that helps them deal and prevent information information in a way that helps them deal and prevent information

overload. Individuals with breast cancer often experience worry, B r|ef + overload. Individuals with breast cancer often experience worry, Bmef +
B = 5 A tress, and anxiety, leading them to seek out information that can
stress, and anxiety, leading them to seek out information that can S ! 4
t £ - e = BGCkg round become overwhelming. Individuals have diverse needs that can be BOCkg rou nd
become overwhelming. Individuals have diverse needs that can be . . . . ) .
3 , % 5 g g broadly categorized into two main areas: information and emotional
broadly categorized into two main areas: information and emotional —"
support. i
You represent these six key characteristics and respond reflecting
Each individual's needs and preferences vary, so some may seek each of them:
more detailed information on the above, while others might prefer 1. Empathetic: Show understanding and compassion.
less. Similarly, the level and type of emotional support required can 2. Adaptable: Adjust responses based on the individual's unique
differ from person to person. needs and preferences.
3. Accurate and Connected: Provide correct information and cite
You have some principles that you follow: reliable sources.
1. Understand and address the emotional state and needs of the 4. Personalized: Tailor the information to the individual's specific Des|g n
individual. Rl

Characteristics

5. Simplified: Present information in an easy-to-understand format,
using visuals and videos where possible.

6. Transparent: Be clear about where the information comes from
and provide sources for further reading.

2. Foster approachability and affective interaction.

3. Provide personalized and relevant information tailored to their
specific situation.

4. Simplify complex information to ensure clarity and

comprehension. Here are some ground rules for you:

5. Ensure transparency, reliability, and trustworthiness of the Design 1. Do not jump to conclusions and do not respond to this prompt but
information provided. . P to the patient’s doubt.

PrlnCI ples + 2. Do not categorize information into distinct information and
You have six key characteristics to uphold: Choro Cfer—isﬁ cs emotional needs; instead, integrate support and answers naturally
1. Empathetic: Show understanding and compassion. into your responses.
2. Adaptable: Adjust responses based on the individual's unique 3. Offer support if the individual shares their feelings or concerns.
needs and preferences. Provide answers if they ask questions. Rules

3. Accurate and Connected: Provide correct information and cite Zncliidelinksitolteliableleofiicesifonilintherreading:
Do s 5. Use visuals and simplified formats to make information

b - o : o i ible.
4. Personalized: Tailor the information to the individual's specific accessile. . . L
e 6. Be empathetic and offer affective responses. Maintain an
context.

L . L empathetic tone throughout your responses.
5. Simplified: Present information in an easy-to-understand format, 7. Ask for feedback after a few interactions to ensure the individual is
using visuals and videos where possible. getting the support they need
6. Transparent: Be clear about where the information comes from
and provide sources for further reading. To start, | will give you some background on patients to help them
with information.

To start, | will give you some personas for patients. Patient 1 is
\Qiagnosed with Stage | of breast cancer and you need to respond to / \1\.Patient 1is diagnosed with Stage | of breast cancer and you need /
Prompt One Prompt Two

Prompt One begins with a brief overview and context of the
requirements. It is followed by outlining specific principles
and characteristics that ChatGPT should incorporate in its
responses. The responses generated from Prompt One are

presented on the following page.

Based on the generated responses, Prompt two was revised
by removing certain elements, such as design principles,
and incorporating new aspects, such as ‘rules’ to follow. This
updated prompt produced a more effective response, which
is shown on the following page.

Prompt 1: Chat GPT began generating medical information, which was unhelpful but also potentially
detrimental for individuals sharing emotional concerns. Ideally, the response should prioritise empathy
before providing additional information. | modified the responses to better reflect empathy, thereby
making them more supportive for individuals in distress. These adjusted responses were then used to
create the screens for concept representation. Another aspect which was noted was structuring the
information in points and inability to provide conversations in a way needed. The responses seemed more
mechanical instead of supportive.

Prompt 2: The prompt was readjusted and the results were better in responding to emotional needs.
However, as the conversation continued, the responses were again headed towards a mechanical tone.

Sharing Concerns: T am really scared and worried. I don’t know what to do. I just got diagnosed. How is it possible
that I have cancer’

Asking Sensitive Information: ‘My healthcare provider told me about the prognosis. Will I die?’
Emotional: ‘How do people cope with this?’

The responses generated from Chat GPT and the adapted chat for the purpose of the concept
representation can be found in the following page.
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Response based on Prompt One Response based on Prompt Two Adapted to represent

the concept

Appendix G: Design Evaluation

1:am really scared and worried. | don't know what to do. | just got
diagnosed. How is it possible that I have cancer

1am really scared and worried. | don't know what to do. | just got
diagnosed. How is it possible that | have cancer

Hi Emma,

L]
How are you feeling today? | am here G.1 SWO I Ana Iys IS
@  I'mso sorry to hear that you're going through this. It's completely understandable to feel scared for you. How can | help you?

and overwhelmed right now. Being diagnosed with breast cancer can feel like the ground has been

®  I'mreally sorry you're going through this. It's completely normal to feel scared and overwhelmed
pulled out from under you. | want you to know that it's okay to feel this way, and you're not alone.

right now. Let's break things down together.

SWOT analysis of the concept was performed before the concept was evaluated with the participants,
healthcare designers and Al experts.

Breast cancer is a complex disease, and sometimes it can develop even without clear risk factors

Understanding Your Diagnosis: It happens when cells in the breast begin to grow uncontrollably, forming a tumor. In the early I'm really scared. | just got diagnosed.

1. What s Stage | Breast Cancer? stages, like Stage |, the cancer is usually small and hasn't spread much, which s a good sign A\,

because it means treatment can be very effective.
« Stage | is an early stage of breast cancer. At this stage, the cancer is typically small and

localized, meaning it hasn't spread beyond the breast o to nearby lymph nodes. You might be asking yourself, “Why me?” or “How did this happen?” These are very common
feelings. The truth is, breast cancer can affect anyone, and sometimes there isn't a clear reason I'm so sorry to hear about your
diagnosis. It's completely normal to
feel scared - these feelings are all
valid. | am here fo help you with any
information you need about your
cancer. Is there something specific you
would like to ask?

2. How Does It Happen?
why it happens. What's important now is focusing on what comes next and taking things one step

« Breast cancer starts when cells in the breast begin to grow uncontrollably. These cells ata time.
can form a lump or mass, and in Stage |, it's usually confined to the breast tissue itself.

Right now, it's really important to take care of yourself, both physically and emotionally. Do you

have someone close to you that you can talk to about how you're feeling? Sometimes, just sharing

Factors contributing to breast cancer can include genetics, hormonal influences, and

lifestyle factors, but it's often not due to anything you did or didn't do.
your thoughts and fears with a loved one can help lighten the load,

Stopéto Take: 1f you have any questions about what happens next, or if there's anything specific you'd like to
1. Treatment Plan: understand more about, I'm here for you. We can take it one step at a time together.
«  Your healthcare team will work with you to create a personalized treatment plan. This DO P j:wnm are the surgery options for me? :w
might include surgery, radiation therapy, and possibly hormone therapy. The goal at — N
Stage | is often to remove the cancer and prevent it from spreading. (i iny dubohtendefHico? J 4
ChatGPT began to disclose additional, Prompt two nearly achieved the empathetic The purpose was to first address
potentially excessive details to Breast Cancer response and certain pieces of texts were picked emotional state and then ask

Stage | when the information provided was
highly emotional

up for concept representation question

+ Provides personalized information based on the + Individuals who are not comfortable with
individual’s case, making it relevant for them. technology or smartphones may resist using
How do peope cope with hs? + Offers empathetic responses and facilitates Bremo.
Howto peopls cope wth this? : How do people cope with this? conversation, breaking the one-dimensional nature + Effectiveness of Bremo is contingent on having
Coping with a breast cancer diagnosis, especially at Stage I, can be incredibly challenging. It's oy . . . . . . . .
rormottofota e of emotiom. o et o ettt i e s o cops, o — of traditional information dissemination. reliable internet access, which may not be
Coping with a breast cancer diagnosis, especially at Stage |, can be challenging. Everyone handles it's important to find what works best for you. Here are some strategies that many people find . . - . . N . . . .
it diferently, but here are some common srategies that people find helfut el i * Integrates existing reliable sources of information, available to all the individuals in all scenarios.
Copi ithab t . . o
1. Emotional Support: 1. Seek Emotional Support ik Dol such as hospitals, kanker.nl, and patient + Bremo cannot fully replicate the human
« Talk About It: . Talk:onLov:d On‘es: ISharmg ;/our feelings with family and friends can provide emotional challenging. "'S impor‘funf to ﬁnd Orgqnizqfions. empdfhy Gnd Undersfcnding for hoving effedive
. e RO what works best for you. Everyone G 5 4 o a q
S ot e L 0 a3 counlrcn e et 12 - SupportGroups: Connectingwith thers who ae oing though smia xperiences can be copes differently, s oka'yyh + Available on smartphones, making it easily communication.
. Suppotcroups: vt A ek ErarEl ke e e 5190 accessible to individuals. + Technical issues such as server downtime or
araftime. . . . . . .
+ Connecting withothers who have experienced breast cancer can offe comfort and 2; stay Inforived; Bk Manags inforination + Offers both chat and voice functionality, allowing cybersecurity attacks could undermine Bremo's
prdbel o ey ool s sy i i st Yo T e sty s 1t et T o Zﬂsz;:‘yj;s ;;:Z:T;?:s'm;: users fo interact according to their comfort level. reliability and trustworthiness.
elpful can help you feel . However, avoi urself with too mucl . . . .
AR information at ance. group. Talking about what you are + Enables quick access to necessary information. + The maintenance, development and updates of
- FTactical Steps: + Reliable Resources: Use trusted sources like the American Cancer Society or going through with people in the o & £ : Oy 3 =i
+ Educate Yourself: BreasiCancerorg for accurate nformation. S boat o you o offer support. | Simplifies complex information into understandable the Too! can be c.os’rly, pofe.n’rlqlly maklng it
+ Understanding your diagnosis and treatment options can make you feel more n conral B ——— — content. expensive for widespread implementation.
Ask your heafthcare team for information or reliable resources. + Physical Health: Eating wel, staying active (as much as you can), and getting enough rest + Provides visual aids like videos and images to
* Follow Your Treatment Plan: can help your body handle treatment and maintain your strength. Th h the Dutch B 1C h h o
« Adnerng toyour treatment scheck an folwing you doctor's s can help manage P S S——— i e enhance comprehension.
manage stress. Patient Organisation, . 4 f
the cancer affetivaly oot connect and join these programs to * Acts as a centralized source of information.
2. Solf Lire: 4. Explore Professional Help cope with the cancer. They also
y ) ) + Counseling: A therapist or counselor can provide support for managing anxiety, depression, offer a buddy system that can be
* Healthy Lifestyle: or other emotional challenges. helpful for you! Do you want to |
« Eating a balanced diet, getting regular exercise, and getting enough sleep can help your « Financial and Practical Advice: Financial advisors or social workers can help with managing know more about it?
body cope with treatment and stress. the costs of treatment and navigating any logistical challenges.
) ) v borstkanker
* Relaxation Techniques: 5. Set Small Goals vereniging
@ Message ChatGPT °® + Daily Goals: Focus on smal, manageable tasks to help maintain a sense of normalcy and « Advancements in Al could further enhance « Raises concerns like privacy, trust, biases and

Bremo's ability to personalise information and security concerns that needs to be managed and
provide deeper insights and support. effectively communicated.

Expanding Bremo's use to cover the treatment + The emergence of separate hospital applications
journey of the individual. could bring a conflict in the use of Bremo and
Proposing the use of Bremo for other types of potentially impact the entire healthcare system.

How does chemotherapy work? How does chemotherapy work? How does chemotherapy work?

@  Chemotherapy is a common treatment for cancer that involves using drugs to target and destroy Chemotherapy can be an important part of treating breast cancer, even at Stage |, depending on

cancer cells. Here's an overview of how it works, especially in the context of breast cancer. your specific situation. I'l explain how it works in a way that's easy to understand.

1. How Chemotherapy Works:
« Targeting Fast-Growing Cells:

«  Chemotherapy drugs are designed to target and kil cells that grow and divide rapidly.
Cancer cells tend to grow faster than most normal cells, making them a prime target for
chemotherapy.

«  Systemic Treatment:

= Unlike surgery or radiation, which target specific areas, chemotherapy is a systemic
treatment. This means the drugs travel through your bloodstream, reaching cancer cells
that may have spread beyond the breast to other parts of the body.

2. When Chemotherapy Is Used:
+ Before Surgery (Neoadjuvant Therapy):

« Sometimes chemotherapy is given before surgery to shrink the tumor, making it easier to
remove and possibly allowing for a less extensive surgery.

« After Surgery (Adjuvant Therapy):

*  Chemotherapy is often used after surgery to kill any remaining cancer cells that might be
left in the body, reducing the risk of recurrence.

« For Advanced or Metastatic Cancer:
= If cancer has spread beyond the breast and nearby lymph nodes, chemotherapy might be
used to help control the disease and relieve symptoms.
3. How Chemotherapy Is Administered:
« Intravenous (IV) Infusion:

« The most common method involves administering the drugs directly into a vein through
an IV. This is usually done in a hospital or clinic.

+ Oral Chemotherapy:

What is Chemotherapy?

Chemotherapy, often referred to as "chemo," involves using powerful drugs to target and kill
cancer cells. These drugs circulate through your bloodstream, reaching cancer cells wherever

they might be in your body.

How Does Chemotherapy Work?

Targeting Fast-Growing Cells: Cancer cells tend to grow and divide more quickly than normal
cells. Chemotherapy drugs are designed to target these fast-growing cells, damaging their

DNA or interfering with their ability to divide, which eventually leads to their death.

Systemic Treatment: Because travels through the  it's
considered a "systemic” treatment. This means it can affect cancer cells throughout your
body, not just in the breast

When is Chemotherapy Used for Stage | Breast Cancer?

After Surgery (Adjuvant In some cases, might be

recommended after surgery to reduce the risk of cancer coming back. This is more common if
the tumor has certain characteristics, like being hormone receptor-negative or HER2-positive,
or if there's a higher risk of recurrence based on other factors

Before Surgery (Neoadjuvant Chemotherapy): Less common in Stage |, but sometimes used
to shrink a tumor before surgery.

What to Expect During Chemotherapy

Treatment Cycles: Chemotherapy is usually given in cycles, which means you'll have
treatment sessions followed by rest periods. This allows your body to recover between
sessions.

Delivery Methods: The drugs can be administered through an IV (intravenous) drip, pills, or
injections.

The response generated here was
too direct and didn’t fulfill any
characteristics

ChatGPT structured the information in a point-
by-point format, ranging from the ‘definition’
to ‘what to expect’. This somewhat aligned with
the anticipated result.
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I found some information from kanker.nl on
this:

“Chemotherapy is a treatment with cytostatics.
These are drugs that kill cancer cells or inhibit their
cell division. These medicines spread through the
blood through your body. They can reach and kill
the cancer cells in almost all places.”

Explanation:

Think of your body as a house and cancer as
unwanted guests. Chemotherapy is like a
special cleaner that goes through every room. It
travels in your blood, reaching nearly every part
of your body. When it finds cancer cells, it either
removes them or stops them from spreading.
This process can be fough on your body, ke a
deep clean can be hard on  house. Butit's a
powerful way to fight cancer throughout your
entire system.

There's also a video from kanker.nl on
chemotherapy, what is it and how do you get
chemotherapy:

Kankercellen

5, <

.

&

ijn medicijnen die kankercellen doden of de groel van
e lichaam remmen.

View more information on kanker.nl

The purpose was to receive
information in a simplified format

from various sources.

cancers, broadening the application of Al in + The rise of similar tools could increase the number

healthcare and increasing its impact.
Developing a Bremo companion for the
companions of the individuals.

Reduces the load of the healthcare providers
and helps in improving cancer care.

of information sources, contributing to information
overload.
Individuals with cancer and healthcare providers
may resist adopting new technology due to
skepticism, lack of awareness, or a preference for
traditional methods.

There is a risk of individuals relying on Bremo,
potentially neglecting essential consultation
sessions with Healthcare Providers.

Figure G.1: SWOT analysis of the concept Bremo



Appendix H: Design Recommendations and Proposed
Evaluations

H.1 Additional Features for Design Refinement

Rough notes taken during the concept evaluation. These points can be considered for the design phase.

Additional Features for Design Refinement

Concept discussion with healthcare designers at Panton

+  Along with offering a summary of conversations, Bremo could provide the option for individuals to re-read the
information, take notes and highlight the most important details.

+  Bremo could be designed to recognise trigger keywords, such as “scared” or “anxious” enabling it to respond
appropriately and address the emotional state.

“Ifyou really listen to the recordings, maybe if you see a word you don’t understand, uh. So you see, for example, omega-3 fatty acids,
maybe you could click on that and maybe you could provide like a small bit of information on what it is.” - Healthcare Designer 2

*  Practical information can also contribute to information overload, and insights from former patients who have
navigated similar challenges could be invaluable in addressing this issue. Tips and recommendations from these
individuals can provide practical solutions for managing the overload. This approach is supported by research
referenced by Ingeborg (Founder of Panton, (1971-2022), which highlights the importance of leveraging experiences
from those who have already dealt with such situations.

“I think that would be very helpful - connecting with fellow patient. it should also be very nice when all the things that people
already found out having cancer. In practical, you know the practical tips that they they don’t have to be constantly found out by
new people who have those who have cancer. next to this buddy system, it will be nice if there is. Yeah, there is also gathering of
practical tips, but maybe you can do that.” - Healthcare Designer 1

“It's a complete lifestyle change for most people. And then yeah, | can imagine that your not only looking for medical
information and also information about even how to deal with such a big change.” - Healthcare Designer 3

Bremo can help you prepare the conversation with the healthcare provider

“It's the meeting moments that you have with your doctor so that it (the tool) can give you a notification of like, ‘hey, these are some
questions that are in your question bank. You have a meeting coming up. Do you want to go over your meeting with me or shall we
prepare together?’.....“Maybe you can even make it like the questions that you can ask.” - Healthcare Designer 3

It is important to ask individuals about their preferred communication method—whether they prefer text or spoken
words. Additionally, it is crucial to inquire about what they find valuable and what aspects are most important to them.
This feedback will help tailor Bremo to better meet their needs and preferences when setting up the tool with the nurse
practitioner.

Concept discussion with Al Expert

“Having that option in the first screen when they open to the tool - you need to do it very early in the interaction because assuming
that people are going to find it and turn it off that’s not going to happen. People don’t open settings and turn it off. You really need
to make sure that it is early in the interaction with the tool.” - Al expert
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H.2 Statement Cards

A set of 20 statement cards were produced to conduct user tests with fellow students or individuals with
breast cancer. To be used in the next stage of the project..

A sample of how to use it is provided on the following page.

Bremo is providing
information step by step

| feel Bremo provides
the information | need
in a clear and
understandable way

Bremo makes it easier
for me to communicate
with my healthcare
providers

Bremo is able to
understand and
adapt tomy
emotional state

| feel supported and
understood

| feel Bremo is
responding the
way | want it to

| am more likely to
use Bremo for my
information needs

| would recommend
Bremo to others who are
managing similar
healthcare conditions

| feel less anxious
after | use Bremo

Bremo helps me to
cope withillness

Bremo is helping me
better understand
my cancer

Bremo is reducing

the need to seek

information from
other sources

| find it easy to navigate
and use Bremo on my
smartphone

Bremo is helpful
in maintaining
quality of life

Bremo is helpful in
reducing the uncertainty
and worry

Bremo's check-in feature
helps me engage more
with the information

Bremo's ability to
record and recap
conversations with
my healthcare
providers is useful

I frust the information
Bremo provides due to
its integration with
reputable sources

Bremo gives me
space to express
my emotions

Bremo gives me
confidence that my
personal and medical
information is secure

Figure H.2: Statement Cards - Agree and Disagree
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BREMO

Figure H.2: Statement Cards - Agree and Disagree
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Bremo gives me
confidence that my
personal and
medicalinformation
is secure

Bremo's check-in
feature helps me
engage more with
the information

H.3 Long-term Effects Measurement

For the long-term effect measurement, a sample of how to use the wheel is presented below.

Helpsin
processing

Reduces
Confusion
Helps in 4 . Helpsin
retaining the 4 PN E N N making
information =7 = . informed
A P o = - < decision
4 Y - - N N
/ v4 ~ - - S5 v \
4 / > = >N < N\ \
/ 4 % Exalei > k A
A / ) 4 e S N b A\ \
/ / / Y v \ \ \
/ / / / = 1T S5 N \ \ \
I / / / 4 p* \ \ \ \
I I | I / \ \ \ | | Provides
I | \ | I | | \ relevant
| | | \ \ o / | | | 5; information
\ \ \ \ K D / / | |
\ \ \ \ s / / / /
\ \ \ o e / / /
\ W\ A\ ¢ ~ _ - \ /A 7 /
\ \ N p / /
\ N ~ 7 7% /
\ N = i / /
N e 7
\, < P /
N\ - = = “ /
Reduce§ = _ 4 Helpsin
Eevshological g N o understanding
Distress - v
. i
Facilitates

communication

Figure H.3: Sample of Using Long-term Effects Measurement Scale
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