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Purpose: Despite the importance of acknowledging patient preferences in treatment decision-making, little is known about the
treatment preferences and the factors underlying those preferences of breast cancer patients. This study aims explore patient experience
and perspective regarding treatment preferences and identify the important determinants that shape these preferences in the context of
New Zealand.

Patients and Methods: Semi-structured online interviews comprised of six focus group discussions and five individual interviews
were performed with 26 breast cancer patients. The interviews were recorded, transcribed, and analyzed using the reflexive thematic
analysis approach.

Results: Four main themes were derived: (1) positive treatment outcomes; (2) the negative impact of treatment-related side effects on
quality of life; (3) treatment accessibility, availability, and timeliness; (4) cost of treatment. Patients revealed a strong preference
towards treatments that yield longer survival, achieve remission, and prevent cancer recurrence. Additionally, patients favored
treatments with minimal side effects that had minimal impact on their quality of life. There was a notable preference for treatments
that were easily accessible and available in a timely manner. However, patients faced challenging decisions in balancing the costs of
treatments with their benefits, leading to a consistent preference for treatments supported by government funding or medical insurance
to alleviate financial burdens.

Conclusion: Our study reveals that breast cancer patients in New Zealand have different perceptions and preferences regarding cancer
treatment. Patients frequently find themselves making trade-offs among various attributes of a treatment, aligning these decisions with their
personal values and beliefs. By considering these preferences and trade-offs in future studies that measure patient preferences, healthcare
professionals can enhance their support for patients in making informed choices that align with their values and priorities. Additionally,
healthcare policymakers can develop patient-centered policies that cater to the unique needs and preferences of breast cancer patients.

Plain Language Summary: Breast cancer is a significant health concern in New Zealand, affecting both the well-being of patients
and their families. Despite advancements in treatment, patient preferences regarding treatment risks and benefits are often neglected.
This study aims to bridge this knowledge gap by qualitatively exploring the unique experiences and preferences of breast cancer
patients in New Zealand, shedding light on the factors influencing their treatment decisions. The study involved a series of interviews
with a group of 26 women living with breast cancer. The interview revealed four main themes that shape patients’ preferences for
breast cancer treatment:

1. Positive outcomes: Patients revealed a strong preference towards treatments that yield longer survival, achieve remission, and

prevent cancer recurrence.
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2. Quality of life: Treatment-related side effects negatively impacted patients’ quality of life, affecting them physically, mentally,
emotionally, spiritually, and psychosocially. Patients preferred a treatment that entailed few side effects with minimal impact on
their quality of life.

3. Treatment accessibility and timeliness: Patients expressed concerns about administrative complexities, long distances to
healthcare facilities, timely treatment, and restricted access to treatment options in the country. There was a notable preference
for treatments that were easily accessible and available in a timely manner.

4. Cost of treatment: Balancing the cost of treatments with their benefits posed challenging decisions for patients, who consistently
voiced a preference for treatments supported by government funding or medical insurance.

The study highlights diverse perspectives and preferences among breast cancer patients in New Zealand about treatment preference. Patients
frequently find themselves making trade-offs concerning various attributes of a treatment that align with their individual values and beliefs.
Integrating these preferences and trade-offs into future studies and healthcare policies can help healthcare professionals and policymakers
better support patients in making informed choices aligned with their values, fostering a more patient-centered healthcare system.

Keywords: qualitative research, patient preference, breast cancer, reflexive thematic analysis, treatment preference, treatment

decision-making

Introduction

Breast cancer (BC) is the third most common cancer in New Zealand (NZ) with high morbidity and mortality rates.’
Living with both the cancer diagnosis and the accompanying treatment-related side effects exerts tremendous physical
and psychological impacts on the lives of patients. Numerous studies have consistently demonstrated that women
diagnosed with BC often experience a diminished quality of life (QoL), changes in body image and sexuality, and
emotional distress.”* Moreover, BC creates a significant emotional burden not only on the patients themselves but also
on their families, compounded by the fear of the potential loss of their loved ones.>*®

Advancements in BC treatment have positively impacted patient outcomes. Nevertheless, the decision-making process
for BC treatment is largely steered by physicians, and there is limited understanding of patients’ preferences regarding the risks
and benefits associated with various treatment options. The preference for specific features among different treatment choices is
a subjective matter influenced by a multitude of cultural and personal factors. It is well-established that both patients and
healthcare providers exhibit varying preferences when it comes to the treatment of different diseases, including cancer.” In recent
years, there has been increasing recognition of the significance of patient preference in both individual treatment decision-making
and the development of public health policies. Patient preferences, which encompass their risk perceptions and overall comfort
levels with different treatment approaches, are considered paramount in guiding the selection of treatments.®”

To the best of our knowledge, there is a lack of qualitative research conducted that explores the unique experiences towards
treatment preferences of BC patients, especially in the context of NZ. Existing studies have predominantly focused on aspects
such as patients’ experiences with the disease and coping strategies, patient-reported outcome measures, preferences for non-
pharmacological treatment, or treatment preferences from the perspective of healthcare providers.'®'* Consequently, there is
a significant gap in understanding how concerns about the potential benefits and risks of BC treatment may influence treatment
preferences among patients. Addressing this knowledge gap would provide invaluable insights into the decision-making
processes of BC patients, ultimately enhancing the delivery of patient-centered care in NZ. Incorporating patient-centered care
into the treatment and management of BC not only enhances the effectiveness and adherence to treatment but also enables
healthcare providers to make well-informed decisions regarding the most appropriate therapies for individual patients, considering
their unique preferences.'> Therefore, this study aims to examine the unique experiences of BC patients regarding their cancer
treatment, with a focus on the attributes that contribute to the treatment preferences or decision-making from BC patients’
perspectives.

Materials and Methods

This study utilized a qualitative research approach to gain insight into the treatment experiences and preferences from BC
patients’ perspectives. This study adhered to the Consolidated Criteria for Reporting Qualitative Studies (COREQ,
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Supplementary Table 1).'° The study was approved by the Southern Health and Disability Ethics Committees (Approval
number 21/STH/41).

Participants

A purposive sampling strategy was employed to recruit participants from both Auckland Oncology (private clinic)
and BC clinics at Middlemore Hospital (public hospital) to include a diverse spectrum of socio-cultural backgrounds and
different stages of BC to minimize selection bias. To be eligible for inclusion, individuals had to be diagnosed with
a primary BC, 18 years or older, proficient in reading and speaking English, and resided in NZ. Prospective participants
who met the inclusion criteria were approached by LB, who served as both an oncology nurse and a research assistant.
Those who expressed interest in participating received an email invitation that included an information sheet outlining
the study’s objectives, followed by a comprehensive explanation of the nature of participation and the potential risks and
benefits involved. Participants were assured that their information would be managed anonymously and treated with strict
confidentiality. Initial explanations were conducted over the phone by HY'Y to establish a relationship, and arrangements
were made for a preferred date and time for the interviews. All participants provided informed written consent through
email correspondence prior to the commencement of the interviews.

Focus Group Discussion (FGD) and in-Depth Interview (IDI)
To enhance the depth, breadth, and validity of the qualitative research, a combination of two independent data collection
methods (FGD and IDI) was employed. Each FGD was moderated by one of three female facilitators: HYY (PhD
candidate), AL (senior lecturer), or AR (research assistant). All the IDIs were moderated by HYY. In each FGD or IDI,
one of the three facilitators functioned as a co-moderator to facilitate the interview and make field notes regarding
nonverbal cues and observed dynamics. Before the data collection, all facilitators participated in a 1-day training session
led by HYY. The purpose of this training session was to provide an in-depth understanding of the study’s objectives and
familiarize the facilitators with the interview questions. Due to the Covid-19 pandemic restrictions, all the interviews
were conducted online over videoconferencing (Zoom Video Communications Inc., 2016), ensuring safety and adherence
to health guidelines.

In both FGD and IDI sessions, a semi-structured interview guide, which included pre-planned open questions,
prompts, and responsive follow-up questions, was employed (Supplementary Table 2) to facilitate a patient-led discus-

sion whilst ensuring all key areas were covered. The interview guide was developed from a review of the literature and
discussion among the experts in oncology and patient preference.'” Throughout the interview process, the guide was
modified iteratively based on insights gained from earlier participants to ensure that the additional relevant attributes
were adequately addressed in subsequent interviews. A total of six FGDs and five IDIs were conducted. The average
durations of FGDs and IDIs were 84 min (range 75—-190 minutes) and 56 minutes (range 49—62 minutes), respectively.
All interviews were audio-recorded and transcribed verbatim without any identifying information. All transcripts were
reviewed for accuracy by the research team. In addition, to ensure accuracy and validity in transcription and interpreta-
tion, the transcripts were further subjected to a member check method. This involved providing the interviewees with
a transcript of their respective interviews and inviting them to review the content. During this process, the interviewees
had the opportunity to verify the accuracy of the transcribed words and expressions, as well as provide feedback on the
team’s interpretation of their statements. This member-check method played a crucial role in enhancing the overall
validity and reliability of the study’s findings.'® The recruitment and interview were discontinued when sufficient

information power was achieved, and no new categories, themes, or explanations appeared in the latter interviews.'**°

Data Analysis

Data were analyzed in NVivo software (v12.6, QRS International) employing reflexive thematic analysis (RTA).'>?!
RTA was chosen as this method was not bound by specific theoretical and epistemology boundaries, and it recognizes and
acknowledges the influence of the researchers’ subjective interpretation in shaping the final thematic structure. Rigor was
upheld through triangulating multiple sources of data, detailed conduct according to the study methodology, immersion in

data, reflexive analysis, and application of peer debriefing, review, and feedback between team members.** The analysis
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of the data was approached from a realist perspective by assuming participants’ response reflects their communicated
experience and intended meaning to determine themes relating to their perspective on BC.*® The analysis process began
with repeated listening to the audio files and reading of the transcripts by HYY and HYW, independently, to gain
familiarity with the data. Subsequently, HY'Y generated an initial coding framework based on the key concepts and ideas
within the data, which were then reviewed by HYW. This initial coding framework was further developed and grouped
into themes and sub-themes using an inductive approach without a pre-existing coding framework. To ensure the
accuracy and validity of the final thematic structure deemed representative of the participant’s preference for BC
treatment, an iterative process of ongoing discussions and feedback was implemented. In addition to the discussions
between HYY and HYW, other members of the research team (SJC, CM, MA, AL, and CH) also provided valuable
feedback and input, contributing to the confirmation of the final thematic structure.*

Following the data analysis, the lead researcher HY'Y proposed that the theme related to the “unmet needs and support
mechanism” be analyzed separately due to the immense information power gathered. After extensive discussion, the
research team collectively decided to present this theme as a separate study. Therefore, this paper focuses solely on
reporting the preference for BC treatment, while the findings pertaining to the unmet needs and support mechanisms
experienced by BC patients will be reported in a subsequent article. This approach allows for a more comprehensive and
focused analysis of each aspect, providing greater clarity and depth to the findings.

Results

A total of 46 women with BC were invited to participate, of whom 20 declined to participate or did not respond. Among
the reasons to decline participation were no access to virtual interviews or work commitments. The study eventually
included a total of 26 women, where 21 women who participated in FGDs and 5 women were involved in IDIs. The
characteristics of the 26 participants are presented in Table 1. Their mean age was 58 (range 37-76). The participants
were a diverse group, consisting of 14 individuals of NZ European descent, 7 of Asian descent, 3 of Maori descent, and 2
of Pacific Islander descent. The predominant diagnosis among the participants was early BC, accounting for 65.4% of the

cases.

Thematic Analysis

A total of four distinct but related themes were conceptualized from the RTA, revealing the specific attributes that played
a pivotal role in shaping treatment preferences for BC: (1) Positive treatment outcomes, (2) The negative impact of
treatment-related side effects on QoL, (3) Accessibility, availability, and timeliness of treatment, and (4) Cost of
treatment. The presentation of our results is structured according to these four themes and characterized by fourteen sub-

themes.
Table | Characteristics of the FGD and IDI Participants, N=26
Demographic n (%)
Age (years) — mean (SD) 58.0 (SD 10.9)
Ethnicity
New Zealand European 14 (53.8%)
Maori 3 (11.5%)
Pacific 2 (7.7%)
Asian 7 (26.9%)
Disease duration in months — mean (SD) 51.3 (SD 46.9)
Treatment duration in months — mean (SD) 48.3 (SD 47.5)
Cancer Stage
Early Breast Cancer 17 (65.4%)
Advanced Breast Cancer 9 (34.6%)
Abbreviation: SD, standard deviation.
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Theme |: Positive Treatment Outcomes

The desire for positive treatment outcomes in terms of extended survival, a state of cancer-free, or the prevention of
cancer recurrence is a critical aspect of cancer care. While most patients were aware of the potential consequences of BC
treatments and expressed a general willingness to endure treatment-related adverse events for the sake of positive
treatment outcomes, it is important to note that some patients were not willing to make trade-offs when it came to the

potential reduction in QoL associated with the treatment-related side effects.

Survival

Women with BC revealed their varied perspectives on the survival benefits of anticancer treatment. While some patients
expressed a willingness to undergo harsh treatments to ensure survival, others focused on their desire to extend their lives
as much as possible through treatment.

I don’t mind going through a hard treatment, ... it’s more important for me to survive. (Participant K5)

Participant F9 acknowledged the fact that her cancer was incurable but remained optimistic about the treatment benefits.
However, participant F12 highlighted the significance of considering the impact on QoL when making treatment
decisions, questioning the value of an extended lifespan if it compromises overall well-being.

When I saw the oncologist, she said that this is not curable, but it’s treatable. ... so why not? I’ll get the treatment. It doesn’t
matter whether it’s for a day or for a year. (Participant F9)

I was given the pills ... but the life they were making me lead was not a life. It was anxiousness and depressive and not being
able to get out of bed and not feeding myself. Now, if that’s a medication to take to give me an extra year (of life), is it worth it?
No! (Participant F12)

Cancer-Free or a State of Remission
Patients with BC expressed the desire to achieve a state of cancer-free or cancer remission. Participant K5 articulated her

wish for a magic treatment that guarantees complete healing and prevention of cancer recurrence.

If there’s a magic medicine or treatment, that I go through this treatment and guarantee that my cancer won’t come back, and it’s
completely healed, that would be wonderful. (Participant K5)

Disease-free survival is highly valued by patients, and radical interventions such as mastectomy are considered justifiable
if they ensure the elimination of all signs of cancer.

... having a mastectomy, to me that was radical treatment, but ... took it all out and ... there’s no sign of any cancer afterward.
(Participant F1)

That was quite an easy decision for me to make, to have the mastectomy. ... because that gave me the best chance of surviving
without cancer. (Participant F4)

Prevent Cancer Recurrence

BC patients expressed a significant fear of cancer recurrence and highlighted the crucial role of treatment effectiveness in
preventing such recurrence. The presentation of the reduced risk of cancer recurrence associated with chemotherapy by
oncologists in treatment decision-making played a decisive role in the patient’s choice to proceed with chemotherapy.
Some patients emphasized the persistent anxiety related to the possibility of cancer recurrence, which was described as
the most challenging aspect of their experience, reflecting the emotional burden and ongoing concern associated with the

disease.

I was told (chemotherapy) was an extra 5% of the cancer not returning, then that’s probably why we decided to go with the
chemo. (Participant K4)
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The anxiety that keeps coming back to me is the fact that you’re going to have the recurrence, especially if you’re high
candidate of having a recurrence. That’s the most challenging part for me. (Participant F14)

Theme 2: The Negative Impact of Treatment-Related Side Effects on QoL

At some point in their cancer treatment, patients encountered challenges about recovering from surgery or dealing with
side effects from treatments. These difficulties had a profound impact on their overall QoL, affecting their physical,
mental, emotional, spiritual, and psychosocial well-being. Women consistently expressed a preference for treatments
characterized by minimal side effects, emphasizing the importance of preserving their current QoL.

Physical Wellbeing

Participants expressed that the impact of BC and cancer treatment have affected their daily living activities such as the
ability to self-care, ability to work leading to a loss of sense of dignity and self-worth. Women expressed their fear of
experiencing physical disability because of BC and its treatment.

The only thing that affected my life is I’m not able to work. I used to work in a printing place, and I’'m not allowed to work
because it’ll affect my back and arm. (Participant F10)

My husband for a long time was having to take me and shower me and I felt terrible. And he’d take me out of the shower, and I’d
have to lie on the floor, and he would say, Get off the floor, it’s dirty. And I just didn’t care. I couldn’t stand. (Participant F12)

The fear of losing mobility and the ability to pursue activities that bring them joy and maintain their physical well-being
is evident.

My biggest fear is if | had physical disability. I like to do exercises and so if I can’t do those things, I think my quality of life
will be very low. (Participant K2)

Mental and Emotional Wellbeing

The younger patients discussed the emotional impact of losing their eyebrows or hair, or weight gain as the result of
treatment-related side effects. They experienced a sense of unattractiveness due to the change in appearance, resulting in
a profound impact on their self-esteem and overall emotional well-being. Participant F5 expressed how this distress
inflicted upon them that they experienced suicidal ideation.

As soon as you lose your eyebrows, you just look like a ghost... I found them not good for me mentally. (Participant F4)

I feel like I’ve put on weight with the medication and stuff... I’ve never been this big, even when I was pregnant. But my weight
is very important to me. (Participant K4)

. it was too awful to continue with. Because I actually felt suicidal. I actually felt like topping myself, it was that bad.
(Participant F5)

On the other hand, participant F9 expressed her gratitude for the present treatment, considering it an improvement over
previous therapy. She expressed appreciation for the positive experiences and has found joy in various aspects of their
lives while maintaining a hopeful mindset.

Maybe the treatment is not as harsh as before ... and I’m very thankful that I can eat, sleep pee, and poo normally, which is so
good. I can’t complain. And every morning I wake up, I’'m very thankful that life is quite long, despite still going on the
chemotherapy. (Participant F9)

Spiritual Wellbeing

Maori patients consistently emphasized the importance of spiritual and mental well-being as significant aspects of their
overall health. They underscored the necessity for healthcare providers to address their holistic well-being, recognizing
that it encompasses more than just physical health.
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I have always felt like my people looking after me have cared about me as a whole person, but I’ve never really been asked directly
about my wairua (spirit) and hinengaro (mental wellbeing) and stuff, which as a Maori person is important. (Participant K1)

Participant F10 further highlighted the profound impact of spirituality and religious practices in providing emotional

support and alleviating pain and anger during challenging times.

I was always angry at being in pain. ... when I was able to go to church on Sunday that was my me time. I’d go to the service
because I love singing. And I love listening to the choir and singing along and the preachers and it just kind of calmed me down.
(Participant F10)

Psychosocial Wellbeing

Participants F11 and F14 expressed the difficulties they face in maintaining family bonds and fulfilling personal
responsibility due to cancer and the accompanying treatments. The physical separation from their loved ones has
posed a considerable challenge and has resulted in feelings of distress.

That’s the only thing that’s affected having cancer and traveling to visit my children. ... and I’m banning most of my family too.
So, there’s no physical communication with the family, which I used to have. (Participant F11)

(my children) deserve to have a mother, I want to be there while they are growing. ... be able to cook meals for my family is

already substantial and I feel like I’'m already serving my purpose as a mother, as a wife. (Participant F14)

For those in marital relationships, the cancer treatment has led to substantial changes in the realms of sexuality and social
interactions, leading to a profound sense of diminished intimacy.

My libido dropped dramatically. And I craved it, social touch. So that’s been incredibly difficult. It’s a little bit like sexual

intimacy. I actually love the social context. (Participant F4)

Theme 3: Accessibility, Availability, and Timeliness of Treatment

Timely and equitable access to BC treatment plays a crucial role in achieving favorable treatment outcomes. Within this
context, participants have discussed their diverse experiences and preferences concerning receiving treatment from both
public and private healthcare facilities in NZ.

Treatment Accessibility
Participant F4 expressed her frustration with the bureaucratic obstacles and administrative complexities trying to transfer

between treatment centers and these have hindered her access to healthcare services.

(transfer between treatment centers) they said it was way too much paperwork and a district nurse couldn’t do it down there
because the amount of paperwork wasn’t worth it. And I just found that frustrating. (Participant F4)

Among the challenges encountered by participants during their treatment, the significant distance between their homes
and the treatment centers emerged as a prominent issue. This issue was particularly burdensome for patients residing in
remote areas of NZ. The participants expressed their desire for a more accessible healthcare system, where shorter and

more convenient travel distances to treatment centers should be made available.

The 3-weekly infusions. They limit you too... If I travel down to South Island, I'm going to have to fly back to have the
infusions done. They won’t do them anywhere else. So, a little bit limiting. (Participant F19)

Because we’re so far away from treatment centers, 3 hours each way, especially if you’re not feeling particularly well... Being
able to stay somewhere safe without having to travel all the time was such an amazing experience of feeling cared for.
(Participant F3)
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Treatment Availability
Most patients expressed gratitude for the government-funded or insurance-covered treatments they received, considering
themselves fortunate in this regard. Nonetheless, limitations persisted for individuals with advanced BC, as well as

restricted access to or shortage of certain drugs or treatment options within NZ.

Having triple-negative breast cancer... less options that are available to me, all I can use is surgery, radiation, or chemo. There
are no tablets that can help me that I can take for 5, 10 years, or whatever to stay off anything. (Participant F15)

The tricky thing is that we don’t know about half the drugs because they’re not here (in NZ). ...I just basically note down every
drug that they (BC forum in the US) discuss and look it up to see if we have it here in NZ and half of them, we don’t.
(Participant F7)

Timeliness of Treatment
In general, patients were grateful to receive prompt treatment following their diagnosis with minimal delays.

It was a good thing because I didn’t have time to wait around and worry and think, Oh, what’s happening? Is it getting worse? It

was really fast and quick and efficient. (Participant F18)

However, it is worth noting that not all patients expressed satisfaction with the timeliness of the treatment provided.
Participant F5 highlighted a specific concern regarding inadequate recovery time for the body before initiating the next

cycle of treatment.

Because it had gone to the lymph nodes, they wanted to start me on chemo quite quickly. So, I felt I had literally not recovered.
And all of a sudden, I was just whammed with these drugs, which I had a lot of side effects to. ... and I was sent back in hospital
for two weeks. (Participant F5)

Patients who received treatment from public health facilities expressed their concern about the long waiting time between
appointments. The prolonged duration between scheduled visits has given rise to anxiety among these individuals, as

they create concerns about the potential recurrence of cancer.

Mine is public. I get to see the doctor once a year. For me it’s quite long just to get to see them. You can’t avoid ... keep on
thinking of possibility that there’s recurrence. (Participant F14)

Theme 4: Cost of Treatment

BC treatment incurs significant direct and indirect costs that can place a substantial financial burden on patients.
Participants in this study shared their experience about the financial implications of their BC treatment, focusing on
cost and funding.

Public Healthcare System and Funding
Most participants agreed on how the government-funded BC treatment plays a crucial role in alleviating their financial
burden. However, there remains a disparity in public medication funding, which can potentially limit individual access to

necessary medications due to healthcare budget constraints.

Funding is very critical because how many of us can really afford like the drugs is like $5000 a dose. So, we’re really fortunate
it’s funded because otherwise it’s like, oh, you either have to go beg, borrow, and steal or you just have to give up and not have
any treatment at all. (Participant F9)

Obviously some medication that they think would be best for you may not be funded. I just can’t believe that us in NZ have got
that problem. And I’m just lucky that everything that I had was funded. (Participant F12)
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Private Medical Insurance

The availability and coverage of private medical insurance plays a crucial role in managing the cost of BC treatment.
Participant F4 shared how she dipped in and out of the public and private healthcare systems to access treatment that was
unfunded by the public healthcare system.

I’ve dipped in and out of the private and public sector for my own benefit... I went private so that we could claim back from my
insurance the chemo before it was funded. (Participant F4)

One of my treatments is not funded publicly, and I’'m just super lucky that I can access that through my insurance. (Participant K1)

However, the extent of coverage and limitations of private medical insurance can vary based on the individual’s
insurance plan and policy terms. Participant F15 shared her concerns about reaching the maximum limit of her insurance
claimable for chemotherapy expenses.

Chemo now is costing me $5500 a cycle. ... my insurance claimable is running out. (Participant F15)

Making Trade-off
Participants highlighted the tough decisions they face when it comes to balancing the cost of treatment and its potential
benefits. Patients were forced to make trade-offs between their financial well-being and accessing necessary treatments.

If you had any assets and if you could sell them, then you would start making value judgments about, was it worth it to get five
more years of extra life compared to maybe selling your house and then your family not having a house? (Participant K1)

It depends on how serious my condition would be. I guess if my life is at risk, I will probably pay as much as I can. (Participant K5)

Out-of-Pocket Cost
Participant F4 shared her emotional response to the financial burden of drugs that are not funded and subsidized by the
government or other assistance programs.

I cried the day I was diagnosed when I was offered the unfunded drug, IBRANCE ...was $5850 a month! I expected gold-plated
pills when I got them. (Participant F4)

Even with private medical insurance, the monetary impact goes beyond direct medical expenses. Patients often face
additional indirect costs, such as administration fees, transportation to and from medical appointments, accommodation
during treatment, and the loss of income due to reduced work hours or the inability to work altogether.

Being in the private sector and that everything costs money, even just doing a letter is like $300. (Participant F21)

Discussion
This study is among the first to evaluate the unique experiences and preferences of BC patients regarding BC treatment in
the NZ context. Despite the complexity and uniqueness of the experiences and preferences among the study participants,
four distinct themes emerged from the interviews. The most prominent aspects of BC treatment, as evidenced by the
participants during the interviews, revolve around positive clinical outcomes. A strong desire for extended survival and
reduced recurrence rates was frequently expressed by the participants during the interviews. These findings are consistent
with that of previous qualitative research in NZ, where individuals undergoing cancer treatment consistently prioritized
clinical outcomes as their primary concern.”” In addition, similar observations about the willingness to undergo harsh
treatment to gain longer survival were reported in previous qualitative studies.”*” Nevertheless, the doubts regarding the
value of treatment that solely prolongs lifespan while potentially jeopardizing overall well-being and QoL was
emphasized. Research has indicated the importance of open discussions between healthcare professionals and patients
to establish a treatment plan that is congruent with the individual’s treatment goals and values.?**°

On the other hand, the inevitability of treatment-related toxicity and side effects in cancer treatment was acknowl-
edged. Consistent with earlier studies, participants in this study emphasized the impact of these side effects on various
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aspects of their QoL. Not only did they affect their physical well-being, but they also had a profound impact on their
mental, emotional, spiritual, and psychosocial well-being.>**? An important finding in this study was how living
with BC impacted a woman’s self-esteem, body image, sexuality, and personal responsibility as a wife, mother, and
employee. Furthermore, similar patterns of suicidal ideation have been observed in other qualitative studies examining
the experiences of women with BC.**** These findings highlight the significance of integrating comprehensive QoL
assessments as one of the crucial components of clinical outcomes in BC treatment. Provision of holistic and culturally
competent BC care that considers the mental, emotional, spiritual, and psychosocial well-being, particularly from the
perspective of a multicultural country like NZ, is crucial to better capture the potential value of a cancer treatment beyond
clinical outcomes.

The participants in this study provided insights into their experiences of receiving treatment in both public and private
healthcare facilities in NZ. Similar to many other developed countries, NZ has implemented a universal healthcare
coverage system that is publicly funded, which is regionally administered, and supplemented by private facility
services.”> From the interview, although participants expressed favorable experiences with both public and private
facilities, the public facility is often criticized for its bureaucratic obstacles, administrative complexities, and longer
waiting time to access treatment or to be seen by physicians. Notwithstanding the above, distance from healthcare
facilities has hindered patients’ ability to access the necessary healthcare services. Similar criticism is observed in
previous studies, where limited geographical accessibility to treatment and oncologists, instances of misdiagnosis, and
prolonged waiting times at health facilities, significantly hindered diagnosis and treatment for BC.?*° The anticipation
and uncertainty surrounding these issues have intensified the feelings of anxiety and stress in coping with the diagnosis
and treatment. These findings serve as a crucial wake-up call for healthcare policymakers, urging them to address these
issues and work towards establishing a healthcare system that is efficient and effective in meeting the needs of patients.
This includes initiatives such as enhancing training for the health workforce, reducing bureaucratic complexities, and
expanding the availability of healthcare facilities.

Financial toxicity resulting from cancer treatment can lead to catastrophic healthcare expenditures for patients and
their families.”” In addition to the direct medical costs, our study emphasized the impact of indirect medical expenses,
such as administration fees, transportation and accommodation during treatment, childcare arrangements, as well as the
loss of productivity. For cancer patients, the burden of travel from home to healthcare facilities can be inconvenient and
exhausting as this entails additional costs for transportation and accommodation. The unforeseen financial distress
resulting from these circumstances may influence patients’ decisions to delay or avoid necessary care, ultimately leading
to increased morbidity and mortality rates.*®*° While having adequate medical insurance can alleviate a portion of the
financial burden, patients often face challenges in identifying insurance plans that provide coverage for expensive cancer
treatments and post-cancer follow-up care.*® Effective communication regarding the cost of cancer treatment between
patients and healthcare providers plays a crucial role in optimizing decision-making and reducing the risk of financial
toxicities. Therefore, the findings of this study underscore the imperative for a healthcare system that is both compre-
hensive and accessible, placing a high priority on patient-centered care, affordability, and ensuring equitable access for
all patients.

In addition, patients often encounter the need to make nuanced decisions, carefully navigating trade-offs associated
with the diverse attributes of a treatment. This decision-making process involves a thoughtful consideration of each
treatment aspect, aligning choices with their personal values and beliefs. The complexity of these decisions highlights the
importance of tailoring treatment plans to not only address medical considerations but also resonate with the individual
patient’s unique perspective, preferences, and ethical considerations.

The strengths of this study reside in the novelty of the research question, specifically tailored to the NZ context. The
study effectively identified gaps in the important determinants that BC patients in NZ consider crucial in their cancer
treatment. The robust methodology, coupled with the rigorous thematic analysis, enhances the likelihood that the
participants have provided a comprehensive picture of the attributes that influenced their treatment preferences and
decision-making. We recognize the limitations inherent in this study, primarily stemming from sample selection bias.
First is the small sample size of 26 participants with a majority of patients with early BC, hence the results may not be
generalizable to the broader BC patient population. Nevertheless, established guidelines suggest that the sample size is
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considered sufficient to ensure a necessary diversity of opinions and experiences, as well as to validate collective
views.*! Second, our sample consists of fewer Maori and Pacific participants than we anticipated. We acknowledge that it
may not capture the heterogeneity of the Maori and Pacific populations as a whole. Future studies would benefit from the
inclusion of more perspectives from Maori and Pacific participants. Last, due to the COVID-19 pandemic restrictions, all
the FGDs and IDIs were conducted via Zoom videoconferencing, which we initially thought might compromise the depth
and breadth of the findings. However, to our pleasant surprise, most study participants expressed a positive sentiment
towards engaging in online discussions in the comfort of their own homes. Compared to face-to-face FGD or IDI, they
felt a sense of ease and safety while being able to “hide” behind the veil of the computer screen. Consequently, this
anonymity encouraged them to be more open and freely express their thoughts, including sensitive issues regarding
their BC treatment. This is consistent with an existing study where Zoom is a viable tool for qualitative data collection
within a health research context due to its ease of use, data-management properties, cost-effectiveness, and security

42
features.

Conclusion

Our findings indicate that, from the patient’s perspective, pivotal determinants of BC treatment revolve around several
key attributes. These include strong preference towards treatments that yield positive outcomes (such as prolonged
survival, achieving remission, and preventing recurrence), entail fewer side effects with minimal impact on their quality
of life. Additionally, there is a notable preference for treatments that are easily accessible, available in a timely manner,
and preferably funded by the government or medical insurance to reduce their financial burden. Nevertheless, patients
frequently find themselves making trade-offs when considering various attributes of a treatment, aligning their decisions
with their personal values and beliefs. The diverse viewpoints highlighted by our study participants underscore the need
for individualized and patient-centered care in the context of BC treatment. These findings provide valuable opportunities
for healthcare providers to accommodate these preferences from patients’ perspectives when making treatment decisions.
By understanding and integrating patients’ perspectives, healthcare professionals can effectively support patients in

making informed choices that are congruent with their values and priorities.
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