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Purpose: To explore supportive care needs and patient preferences among women with stage III-IV breast cancer across the entire
treatment journey, specifically examining how the urban-rural context shapes these experiences in Tasikmalaya, Indonesia.
Patients and Methods: This qualitative study recruited 10 women with stage III-IV breast cancer receiving routine care
(chemotherapy, hormonal therapy, and/or follow-up) at Jasa Kartini Hospital, Tasikmalaya. Participants were purposively sampled.
Data were collected through semi-structured in-depth interviews (audio-recorded) and field notes. Reflexive thematic analysis was
conducted following Braun and Clarke. Reporting was guided by the COREQ checklist.

Results: Participants experienced treatment delays ranging from 1 to 6 years. Five key findings regarding supportive care needs and
preferences were identified: (1) a critical need for credible education to address chemotherapy fears and health-system confusion; (2)
a strong preference for psychosocial support through family accompaniment and peer-survivor networks; (3) a reliance on spiritual support
(e.g. prayer and dhikr) for hope and acceptance; (4) urgent practical and non-medical financial needs (transport and logistics) that persist despite
national insurance coverage; and (5) a dynamic shift in psychological experiences, moving from early distress toward death preparedness and
acceptance.

Conclusion: Supportive care needs among women with advanced breast cancer are dynamic and significantly moderated by the urban—rural
divide, which creates distinct logistical and non-medical economic hurdles even under universal health coverage. Oncology nursing practice
should transition toward phase-sensitive care models that prioritize patient navigation to address “hidden” financial burdens and integrate
culturally sensitive spiritual support to enhance patient resilience and treatment continuity throughout the complex illness trajectory.
Keywords: treatment adherence, chemotherapy fear, peer support, spiritual coping, financial toxicity, patient navigation

Introduction
Breast cancer remains a major global health problem and contributes substantially to morbidity and mortality among
women."? In Indonesia, the breast cancer burden is high, and a critical challenge is the large proportion of patients
presenting with advanced-stage disease. Late presentation affects treatment options, care complexity, and prognosis.® >
Advanced breast cancer (stage III-1V) often involves extensive locoregional disease and/or metastasis, shifting goals of
care beyond cure toward symptom relief and quality-of-life preservation.®’ At this stage, women experience multidimensional
burdens, including chronic pain, fatigue, sleep disturbance, reduced functional capacity, and metastasis-related
complications.*'® Advanced disease is also frequently associated with cachexia (weight and muscle loss, anorexia, chronic
inflammation, and hypoalbuminemia), increasing weakness and dependency.”"'
Psychological and social impacts are also prominent. Women with breast cancer are at increased risk of anxiety,
reduced self-esteem, and negative self-concept related to bodily changes, prognostic uncertainty, and disrupted roles.'*'?

Treatments such as mastectomy, chemotherapy-related changes (eg., hair loss), and hormonal effects may contribute to
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perceived loss of femininity and body image distress.'*'> In advanced stages, uncertainty and treatment burden often
intensify emotional needs for both patients and families.”'® These challenges underscore the importance of comprehen-
sive, patient-centered care that extends beyond medical treatment to address supportive care needs.

Supportive care encompasses informational, physical, psychological, social, spiritual, and practical needs (eg., transport
and accompaniment) and is central to oncology nursing practice.”'®'” The scope of Patient Preference and Adherence aligns
with how patients’ preferences shape engagement with care and adherence to treatment recommendations.'®'® Practical
constraints distance, non-medical costs, and limited accompaniment may contribute to delays, missed follow-ups, or
discontinuation of care, and treatment delays have been linked to worse outcomes.'*=°

In Indonesia, delays in detection and treatment initiation have been associated with limited knowledge, fear, economic
constraints, access barriers, the use of traditional/alternative treatments, and variability in family support.>' > Tasikmalaya
provides a regional context where the urban—rural divide serves as a core determinant of care engagement rather than a mere
demographic label. In rural areas, the scarcity of advanced medical resources specifically the absence of local radiotherapy
necessitates long-distance travel to higher-level referral centers in cities like Bandung, creating profound transportation
obstacles. Consequently, caregiver accompaniment becomes a mandatory yet burdensome requirement for rural patients, as
families must bear “hidden” non-medical expenses (transportation, meals, and accommodation) and significant income loss
despite BPJS (the Social Health Insurance Agency - Indonesia’s government-provided health insurance) coverage.”®

Furthermore, in Indonesia, although the national health insurance system covers most medical and clinical care costs,
supportive care services are still unevenly distributed across regional oncology facilities. Information support is often limited
to basic clinical instructions and may not adequately address cultural misconceptions or fears of chemotherapy that contribute
to treatment delays.”’ 2 Psychological and spiritual support is commonly provided through family and religious networks
rather than integrated into routine clinical care, while formal patient navigation services are largely absent, particularly in
helping patients manage non-medical financial burdens such as transportation and accommodation costs.?* ! Consequently,
despite insurance coverage, these barriers can negatively affect treatment adherence. Moreover, most local studies have
examined supportive care needs only at specific points in the cancer trajectory. This study addresses that gap by mapping
patients’ needs across the entire treatment journey and providing a dynamic, phase-sensitive framework to guide culturally and
geographically tailored oncology nursing interventions that target both clinical and structural barriers.

Despite growing research on cancer experiences, qualitative evidence mapping supportive care needs and preferences among
Indonesian women with advanced breast cancer remains limited, including how preferences intersect with access barriers in
regional settings.”>>" One of the main limitations of the existing cancer literature is the scarcity of qualitative studies; most
existing studies provide only a static picture of patients’ needs at specific clinical stages.>*>° This study directly fills this gap by
examining the entire treatment journey, providing a foundation for culturally and geographically tailored supportive care
interventions that address both medical and structural barriers in Indonesia. By tracking the patient experience from the initial
recognition of symptoms and the “cognitive barriers” that lead to treatment delays through to the final stages of active treatment
and the end-of-life phase, this study presents a comprehensive framework for stage-specific supportive care that aligns with each
patient’s unique disease course.

Therefore, this study aimed to explore supportive care needs and patient preferences among women with stage 11I-1V
breast cancer across the entire treatment journey, specifically examining how the urban—rural context shapes these
experiences in Tasikmalaya, Indonesia; considering the urban—rural context shaping access and support. The guiding
research question was: How do women with advanced breast cancer (stage III-IV) describe supportive care needs and
support preferences across the treatment journey within an urban—rural context?

Materials and Methods

Study Design

This qualitative study explored supportive care needs and patient preferences among women with stage III-IV breast
cancer. Data were analyzed using reflexive thematic analysis following Braun and Clarke’s six-phase approach with an
inductive orientation.?” Reporting was guided by the COREQ checklist (The results of the COREQ checklist are listed in
Section 1. Supplementary Table COREQ).*®
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Setting

The study was conducted at Jasa Kartini Hospital, Tasikmalaya, Indonesia, through oncology outpatient and chemother-
apy services. Interviews were conducted at participants’ residences (as preferred for privacy and comfort). In this
regional context, access to radiotherapy often required referral to a higher-level referral center, increasing logistical
burden and non-medical costs despite national insurance coverage for medical care.

Participants and Sampling
Participants were 10 adult women with stage III-IV breast cancer receiving routine care (chemotherapy and/or hormonal
therapy and/or follow-up). Purposive sampling aimed to capture variation in urban/rural residence, age, and clinical
status (metastatic/stable disease, recurrence, or remission). Stage I1I-1V status was verified using clinical records/medical
charts (initial and/or current diagnosis). Urban—rural classification was based on recorded residence (village/subdistrict
and district) and used for contextual interpretation rather than quantitative comparison.

We agreed to study 10 participants, a number deemed sufficient for phenomenological research based on Polit &

1,40 who states that

Beck’s theory as cited in Timmins,*® who suggest a range of 3 to 10 participants, as well as Creswel
a homogeneous sample of 3—10 people is sufficient to capture the essence of the phenomenon. Furthermore, limiting the
study to 10 participants was also justified by the fact that data collected from both urban and rural contexts, representing
various clinical conditions and associated challenges, provided a sufficiently rich and comprehensive understanding to
map the evolving needs for supportive care among women with advanced-stage breast cancer.

Inclusion criteria were: adult women; stage III or I'V breast cancer; first hospital presentation occurred at an advanced
stage (III/IV); and ability to communicate in Indonesian and/or Sundanese. Exclusion criteria were: verbal communication

impairment; severe symptoms likely to compromise interview participation; and very poor general condition/fatigue.

Recruitment Procedures

After institutional permission was obtained, eligible patients were identified with support from oncology service staff.
Potential participants were approached during routine visits. The researcher explained study aims, procedures, potential
discomfort, confidentiality, and voluntary participation. Written informed consent was obtained prior to interviews.

Data Collection

Data were collected through in-depth, semi-structured interviews conducted by the first author, Naufal Hafizh Fauzan,
a male researcher and Master’s student in Nursing with a specialization in Medical-Surgical Nursing. The researcher has
a professional background as an oncology nurse with three years of experience at the study site (through 2024), which
provided him with a deep understanding of the clinical and psychological conditions of breast cancer patients. Regarding
methodological competence, the researcher received specialized training in qualitative methodology during his graduate
studies, with intensive guidance from an advisory team comprising experts in qualitative research on cancer cases.

To demonstrate reflexivity and minimize potential bias or power imbalances (where participants might view the
researcher solely as a medical professional), the researcher applied bracketing techniques to set aside personal clinical
assumptions in order to understand the phenomena purely from the participants’ perspective. Additionally, the researcher
used a reflective journal, conducted peer debriefings, and maintained an audit trail to ensure that data interpretation
remained objective and transparent. The researcher also ensured a safe and conducive interview setting to encourage
participant openness without feeling pressured by prior clinical relationships. Interviews were conducted in Indonesian and/
or Sundanese, lasted approximately 30 minutes, and were audio-recorded with participants’ permission and supplemented
by field notes. During the interview process, the researcher formulated key questions related to this topic, namely:

[1] What was your physical condition and the state of the lump in your breast when you first came to the hospital for
treatment?

[2] What was your experience with having advanced-stage breast cancer before seeking treatment at the hospital?

[3] How do you feel now about facing your breast cancer diagnosis?
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[4] How were you able to go through the entire breast cancer treatment process?

[5] What did you do before seeking treatment at the hospital?

[6] What did you know about your condition before seeking treatment at the hospital?

[7] Are there any customs or cultural practices in your community or neighborhood that influenced how your condition
was managed before and after seeking treatment at the hospital?

Data collection period: January 2026 — March 2026

Interview location: participants’ residences

Repeat interviews: not conducted

End-of-interview clarification: key phrases were briefly summarized and confirmed; appreciation was expressed.

The interview guide was developed under the intensive supervision of academic experts in qualitative cancer research
to ensure the questions remained open-ended and non-leading. Key areas of exploration included the initial recognition of
physical symptoms (eg., the state of the lump), life experiences prior to hospital-based care, current emotional responses
to the diagnosis, the progression through various treatment stages, and the influence of community culture or habits on
their treatment choices. To ensure technical effectiveness and logical flow, the researcher conducted interview simula-
tions before the formal data collection process began.

Data Analysis

Audio recordings were transcribed verbatim. Reflexive thematic analysis followed six phases: familiarization, initial
coding, generating candidate themes, reviewing themes, defining and naming themes, and reporting with representative
quotations.”” The analysis used a manual approach. Reflective thematic analysis was conducted manually by the principal
investigator (first author). To ensure the transparency of the analysis and minimize individual bias, the initial codes and
resulting categories were reviewed and validated through in-depth discussion sessions with the co-authors. This process
involved a systematic transformation in which statements of significance were extracted from verbatim transcripts,
organized into descriptive categories (significance statement), and then synthesized into subthemes and five final themes.
Further details on the development of the theme are provided in Section 2 Supplementary Table Theme Analysis.

Rigor/Trustworthiness

Trustworthiness was enhanced through peer debriefing, maintaining an audit trail, and using a reflexive journal. Thick
description supported transferability, and verbatim quotations enhanced transparency. Despite the researcher’s profes-
sional background as an oncology nurse at the study site, no prior clinical or personal contact had occurred with the
participants recruited for this study.

Although the full transcripts were not returned to participants for formal revision due to their severe clinical condition
and the limited accommodations and transportation available for this study, credibility was maintained through direct
verification at the end of each interview. The researcher provided a brief summary of the key phrases and concepts
discussed, allowing participants to immediately confirm or clarify their statements to ensure that the findings authenti-
cally reflected their life experiences.

A number of authors have argued that member checking is not an effective indicator of research rigor due to a lack of
evidence that it improves the quality of research findings. A critical review indicates that this method does not guarantee
validity or trustworthiness, and in fact raises various practical and philosophical issues; therefore, researchers are advised
to shift toward member reflections (reflective dialogue) rather than merely post-interview truth verification.*'** This is
reinforced by the literature, which highlights various dilemmas in its application, such as the limitations of interpretive
legitimacy, power imbalances, and participants’ tendency to merely offer agreement without making a substantive
contribution to data validity.*’

Ethical Considerations
Ethical approval was obtained from the Health Research Ethics Committee of Universitas Padjadjaran (approval number:
71/UN6.KEP/EC/2026), which mandated that the study be conducted in accordance with the Declaration of Helsinki. All
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participants have provided written informed consent; the informed consent form includes consent to participate in the
study and consent for the findings to be published while maintaining the confidentiality of the participants’ identities.
Confidentiality is maintained through anonymization (P1-P10) and secure data storage.

Results
Participant Characteristics

This study included 10 women with stage III-IV breast cancer residing in urban and rural areas of Tasikmalaya. All
participants reported delayed initiation of medical treatment (1-6 years). At the time of interview, clinical status varied
(metastatic stable disease, recurrence, hormonal therapy, and complete remission). Detailed study characteristics are

presented in Table 1, while the complete list of diagnoses is provided in Section 3. Supplementary Table DemoFigureic

and Complete Diagnosis of Participants.

Overview of Themes
Reflexive thematic analysis identified five themes describing supportive care needs and patient preferences across the
treatment journey (Further details are provided in Table 2 and Section 4. Supplementary Table Illustrative Quotes).

Overall, supportive care needs and patient preferences were shaped and evolved across the illness and treatment journey
from early symptom recognition and treatment initiation to repeated treatment and follow-up, post-primary treatment,
and/or recurrence/metastasis, with some participants describing increasing acceptance, including death acceptance. The
systematic development from raw data to final themes is visually illustrated in a coding tree (available in Section 2.
Supplementary Table Theme Analysis). This presentation allows readers to track how participants’ specific statements

regarding their treatment journeys were categorized and interpreted within a broader thematic structure.

Table | Demographic and Clinical Characteristics of Participants (N=10)

ID Age Residence Stage at Years Years Since Clinical Status at Interview | Current Diagnosis Summary (per
(Years) Context Initial Delaying Primary (Brief) Source)
(Urban/ Diagnosis | Treatment Treatment
Rural) Initiation Completion*
Pl 56 Rural \% 6 3 Metastatic, stable disease Femur, submandibular, and
intrapulmonary metastases
P2 45 Urban v 2 NA* Metastatic, on hormone Right breast cancer stage IV + left breast
therapy cancer stage Il (metachronous),
intrapulmonary metastasis
P3 40 Rural v 2 | Metastatic Bone metastases (L3-L5, SI),
submandibular and sebaceous metastases;
suspected contralateral breast cancer
P4 49 Urban v | | Metastatic lung disease, stable Intrapulmonary metastasis; contralateral
disease; metachronous breast cancer stage Il
contralateral; on chemotherapy
P5 62 Urban 1]l 3 | Recurrence — metastatic Recurrent breast cancer — stage 1V;
axillary/lung metastases
Pé 47 Urban 1\ 2 | Suspected recurrence; Suspected recurrent breast cancer;
metastatic lung disease (stable intrapulmonary metastasis
disease)
P7 37 Rural 1] 3 2 Complete remission Complete remission; 6-month follow-up
P8 66 Rural 1] 2 | Stage llI; suspected benign Suspected benign cerebellar lesion;
neurologic lesion/comorbidity hydrocephalus post VP shunt
P9 47 Rural 1] 2 2 Complete remission Complete remission
PIO 58 Rural v 3 | Metastatic liver disease; Intrahepatic metastasis; moderate ascites
symptomatic condition

Notes: “Years since primary treatment completion” reflects the source document column “after primary treatment completion”. “NA” = not applicable (primary treatment

not completed).
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Table 2 Supportive Care Needs and Patient Preferences

Theme (PPA Reframing)

Data-Derived Subthemes
(Brief)

Supportive Care Needs

Patient Preferences

Theme I. Informational and health-
system support needs shaping early
help-seeking

Limited knowledge; lack of
health education;
chemotherapy fear; confusion
about service access/referrals

Credible education on warning signs, urgency,
and treatment options; clarification of
chemotherapy misconceptions; navigation of
available oncology services and referral pathways

Regular, clear, reassuring education
from trusted sources (healthcare

professionals)

Theme 2. Preferences for
psychosocial support: family
involvement and peer/survivor

support

Family support; social support;
peer motivation; motivation
related to children/family

Emotional support and accompaniment; shared
understanding of care plans; peer support to
reduce isolation and normalize experiences

Family involvement (accompaniment
and encouragement); peer/survivor
support as a space for sharing and
strengthening motivation

Theme 3. Preferences for spiritual
support and meaning-oriented
coping

Prayer/dhikr; religious
gatherings/spiritual guidance;
acceptance

Support to manage fear/uncertainty, foster
calmness, hope, and meaning

Spiritual coping aligned with beliefs;
integrated spiritual support through
family/community

Theme 4. Practical and non-medical
financial support needs despite
insurance coverage

Lack of accompaniment;
mobility limitations; non-
medical costs; referral-center
access for radiotherapy

Transport/accompaniment support; referral
navigation (eg, radiotherapy); assistance for non-
medical costs (transport, accommodation,
income loss)

Feasible care arrangements (nearby
services when possible); solutions for
accompaniment and logistics

Theme 5. Evolving needs across the
treatment journey: distress, regret,
coping, and acceptance (including
death acceptance)

Sadness/fear; body image
concerns; regret; hopelessness;
coping (crying/talking);
acceptance/death acceptance

Ongoing distress screening and support; body
image support; safe spaces for emotional
expression; support during recurrence/metastasis
and advanced phases

Preference to share concerns with
trusted persons (family/partner/peers);
spiritual coping to promote calmness
and acceptance

Theme I. Informational and Health-System Support Needs Shaping Early Help-Seeking

In the early phase, participants described information needs as a key determinant of whether they initiated hospital-based care.
Delays occurred because some participants did not recognize breast symptoms as dangerous or requiring urgent care: “Before
seeking treatment, I didn’t know this was dangerous breast cancer; I thought it wasn’t serious.” (P1; translated). Limited
community health education further prolonged uncertainty: “In my area there was no health education... I hope there will be
regular sessions so people won’t be as unaware as [ was.” (P3; translated). Participants also highlighted chemotherapy-related
fears shaped by community narratives, indicating a need for reassuring, evidence-based education: “There were many
comments that after chemo people died... so I was afraid to decide to start chemotherapy.” (P3; translated). Confusion
about service availability and referral pathways also contributed to delays: “I didn’t know chemotherapy was available at this
hospital.” (P3; translated). Overall, participants needed clear education about the disease, treatment options, and referral
pathways, and preferred regular, understandable, reassuring information from trusted healthcare professionals.

Theme 2. Preferences for Psychosocial Support: Family Involvement and Peer/Survivor Support

During treatment, meaningful psychosocial support was commonly described as coming from family and peers. Participants
emphasized needs for accompaniment, emotional strengthening, and practical/financial assistance. Family support was described
as motivating: “My family was always there... accompanying me to appointments... that made me feel motivated.” (P9;
translated). Spousal support was also perceived as important for treatment continuity: “My husband supported me to get
treatment... from the beginning, he wanted me to seek care quickly.” (P7; translated). Peer/survivor support provided distinct
psychological benefits, including reduced isolation, normalization of fear, and strengthened hope: “We were going through it
together... we supported each other.” (P2; translated) and “I met many friends... we supported one another.” (P8; translated).
These findings indicate ongoing emotional needs and strong preferences for family involvement and peer support as motivators
across the treatment journey.

Theme 3. Preferences for Spiritual Support and Meaning-Oriented Coping

Spiritual support emerged as a consistent preference and was perceived to help manage fear, uncertainty, and psychological
fatigue. Participants described coping through faith practices and community-based religious activities: “Getting closer to God
became a strong motivation... I had hoped and surrendered the outcome.” (P2; translated). Spiritual support was viewed as more
effective when facilitated within family/community ecosystems: “Our extended family holds regular religious gatherings... it
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helped my mental state and made me calmer.” (P9; translated). Participants also described a need for spiritual guidance to prevent
self-blame and support acceptance: “There needs to be spiritual guidance; without it, I would blame myself.” (P4; translated).
Overall, participants preferred spiritual coping aligned with their beliefs and integrated within family/community support.

Theme 4. Practical and Non-Medical Financial Support Needs Despite Insurance Coverage

Participants reported practical support needs that directly influenced treatment continuity and follow-up adherence. Lack of
accompaniment led to delayed visits and worsened symptoms: “I was late for follow-up because no one could take me.” (P1;
translated). These needs became more pronounced when referral-center services (eg., radiotherapy) were required, with
accompaniment described as a key barrier: “I should have gone to a referral center, but no family member could accompany
me.” (P1; translated). Non-medical financial needs also emerged, including transport and other operational costs: “My financial
situation wasn’t stable... I saved money first, then started treatment and registered for insurance.” (P7; translated). Collectively,
participants needed logistical and non-medical financial support and preferred feasible solutions through referral navigation and
accompaniment support.

Theme 5. Evolving Needs Across the Treatment Journey: Distress, Regret, Coping, and Acceptance (Including
Death Acceptance)
This theme illustrates the dynamic nature of supportive care needs. In early or intensive treatment phases, participants
described profound distress and associated diagnosis with death: “At first it felt like my world collapsed... like death was
right in front of me.” (P4; translated). Some later expressed regret about delayed treatment or postponing chemotherapy:
“Sometimes I regret why I didn’t agree to chemo earlier.” (P3; translated). Participants described coping strategies such
as talking/venting to relieve emotional burden: “Talking about it makes me feel relieved.” (P3; translated). For some,
spiritual meaning-making contributed to acceptance, including readiness to face death: “I feel calmer now and ready to
face death... I pray for a good ending.” (P5; translated). Overall, participants required ongoing psychological support,
safe spaces for emotional expression, body image support, and spiritual support, and preferred support from trusted
persons (family/partner/peers) and approaches that facilitated calmness and acceptance.

To summarize relationships across themes and phases of care, we developed a patient journey aligned supportive care
needs map (See Figure 1 and Supplementary Figure 1).
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i Urban-rural | seeking decisions repeated follow-ups recurrence / metastasis

! context i

Utbanzrural i Needs Needs Needs Needs « Treatment
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i availability ! : Yy Image supp follow-up and
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3 * Availability of ! clarification to address information about the costs despite insurance « Support for adaptive completion)

| accompaniment : chemotherapy-related treatment plan coverage coping (eg, talking/venting| |, Quality of life
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i costs (transport, ! referral pathways including peer/survivor needs, including p

1 accommodation, i support ol acceptance « For some:
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! andtreatment | | reassuring education (accompaniment and * Peer/survivor support emotions (family/

i completion T Trusted f shared understanding) as a space for sharing partner/peers/healthcare

i L i Trusted sources o « Simple, practical and role modelling professionals)

! ! information (healthcare A « Intearated spiritual s ;

1 i professionals) step-by-step ntegrated spiritua « Spiritual coping to
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\ \ \ J \ J

Figure | Patient journey-aligned map of supportive care needs and patient preferences among women with stage lll-IV breast cancer in Tasikmalaya, Indonesia. The figure
illustrates how informational, psychosocial (family and peer/survivor support), spiritual, and practical/financial needs evolve across phases of care. Urban—rural context is
presented as a moderator shaping access, accompaniment, non-medical costs, and access to referral center services (e.g., radiotherapy), which may influence treatment
engagement and adherence.
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Discussion

This qualitative study mapped supportive care needs and patient preferences among women with stage III-IV breast
cancer across the treatment journey in an urban—rural regional context. Overall, needs and preferences were dynamic,
shifting from early information and reassurance needs to ongoing psychosocial, spiritual, and practical support needs that
influenced treatment engagement and continuity.

Principal Findings

A central finding of this study is that supportive care needs are not static but form a dynamic trajectory that shifts
significantly across the entire treatment journey. While initial needs are dominated by health-system navigation and fears
of medical procedures, these evolve into complex psychosocial and spiritual requirements as patients move through
active treatment toward phases of recurrence or death acceptance.Five key insights emerged. First, informational needs
and health-system navigation were most prominent early and shaped help-seeking decisions. Participants described
limited knowledge of warning signs, minimal community health education, and uncertainty about service availability.
Importantly, chemotherapy-related fear was often reinforced by community narratives, indicating that supportive educa-
tion should include reassurance and empathic risk communication rather than solely factual information.

Second, psychosocial support preferences centered on family involvement and peer/survivor support. Family support
was valued not only emotionally but also for accompaniment and practical problem-solving. Peer/survivor support
provided normalization, hope, and role modeling, suggesting that supportive care models grounded in family and peer
networks may be both preferred and feasible.

Third, participants consistently preferred spiritual support and meaning-oriented coping. Prayer/dhikr and commu-
nity-based religious activities were perceived as sources of calmness and hope and helped participants move toward
acceptance, including death acceptance in some cases.

Fourth, practical and non-medical financial needs strongly shaped continuity of care despite national insurance
coverage for medical costs. Transport, accompaniment, operational expenses, and access to referral-center services
(eg, radiotherapy) were recurrent barriers closely linked to adherence behaviors such as delayed follow-ups.

Fifth, psychological needs evolved across phases of care: early distress could progress to regret about delayed care,
and in some cases to acceptance, including death acceptance. This highlights the need for repeated, phase-sensitive
psychosocial support rather than one-time counseling.

Comparison with Literature

Drivers of delayed treatment in this study limited knowledge, fear of medical treatment, and social narratives align with
evidence from Indonesia and other low- and middle-income settings, where delays are associated with low awareness, access
constraints, economic burden, and the use of traditional/alternative treatments.?' >* The prominence of chemotherapy-related
fear supports the importance of culturally responsive education that addresses misconceptions and anticipatory anxiety.

Family involvement is widely recognized as a key factor in treatment engagement and decision making, particularly
in collectivist contexts. Our findings extend this by showing that family involvement was also essential for practical
adherence-related tasks such as accompaniment. Peer/survivor support has been associated with reduced isolation and
improved coping; in this study it appeared to function as a “real-world credibility anchor” that helped patients reinterpret
chemotherapy as manageable.

Spiritual coping and meaning-making have been reported as central resources in advanced and metastatic cancer. Our
findings align with qualitative evidence that spirituality and psychosocial resources support coping with uncertainty and
fear of death.***® Community-based religious practices in this setting appeared acceptable and calming, suggesting that
spiritual care integration may be feasible through collaboration with existing community resources.

Practical barriers and non-medical expenses reflect global discussions of financial toxicity and access barriers even when
medical costs are covered. These barriers can disrupt follow-up schedules and treatment pathways; treatment delay has been
associated with poorer outcomes.”**”*® Although this qualitative study does not quantify outcomes, participants’ narratives
indicate pathways by which non-medical costs and accompaniment constraints may undermine continuity of care.
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Furthermore, a novel contribution of this research is its exploration of the illness experience as a continuous process
rather than a snapshot in time. Most existing studies in the literature are cross-sectional, providing only a limited view of
patient needs at a specific clinical stage.***> In contrast, our study captures the evolving nature of these needs from the
initial “cognitive and structural barriers” that cause treatment delays to the eventual “spiritual peace and death
preparedness”. By tracking these changes from diagnosis through the various stages of treatment and follow-up, this
study offers a more comprehensive framework for oncology nurses to provide phase-sensitive support that aligns with the
patient’s specific position in their treatment journey.

Implications for Oncology Nursing Practice
These findings suggest several practice directions aligned with patient preferences and the goal of improving engagement
and adherence:

1. Reassuring, patient-centered education to address chemotherapy fears and misinformation. Use clear explanations
of treatment goals in advanced stages, what to expect during chemotherapy, and practical self-management
strategies; apply teach-back for both patients and families.

2. Family-inclusive supportive care. With patient permission, involve family members in education and planning,
including schedules, side-effect management, and red-flag symptoms.

3. Peer support and survivor navigator approaches. Structured peer groups (in-person or messaging-based) may
match patient preferences; nurse facilitation can maintain information accuracy and psychological safety.

4. Culturally sensitive spiritual care integration. Conduct brief spiritual assessment and offer referral options (faith
leaders/community resources). Spiritual support should complement—not replace—medical treatment.

5. Routine distress screening and referral pathways. Because distress and regret emerge across phases, screening
should be repeated, with clear referral pathways for severe anxiety/depression/hopelessness and persistent body
image distress.

6. Patient navigation for transport, accompaniment, and non-medical costs. Collaboration with social workers is
essential to map resources (transport support, community assistance) and reduce practical adherence barriers.

Urban—Rural Context Considerations

Furthermore, the urban—rural context in this study serves as a critical moderator of care accessibility rather than a mere
demographic label. In the regional setting of Tasikmalaya, rural patients face profound transportation obstacles and a total
reliance on family accompaniment due to the absence of essential services like radiotherapy in local facilities. This
geographic divide intensifies what is globally recognized as “financial toxicity,” yet in our Indonesian context, the burden
is distinctly non-medical. Despite medical costs being covered by BPJS, the cumulative “hidden costs” including long-
distance travel to referral centers in cities like Bandung, accommodation, and the loss of household income for caregivers
create a significant structural barrier that directly triggers treatment delays. These findings highlight a gap in the current
supportive care model in Indonesia, which often overlooks the logistical and economic realities of regional patients.

The practice of spiritual support through prayer, dhikr, and community religious activities serves as a significant
coping mechanism for survivors; however, its manifestation is influenced by the participants’ residential context. In
urban settings, spiritual coping tends to be practiced personally and individually as a form of self-regulated emotional
regulation. This is demonstrated by Participant 2 (P2), who comes from an urban area, where they routinely perform
dhikr and pray at night to gain inner strength and peace in facing their illness.

Conversely, in rural contexts, spiritual support is more deeply integrated into the family ecosystem and broader social
networks through collective activities. Participant 9 (P9), from a rural area, revealed that regular family gatherings serve
as the primary pillar of mental support for them. These gatherings involve collective prayers for sick family members,
which directly provide P9 with a sense of calm and mental preparedness as they navigate their treatment journey. This
contrast highlights how the urban context emphasizes internal spiritual coping, while the rural context leverages strong
religious social capital to build survivors’ resilience.
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Strengths and Limitations
Strengths include in-depth exploration across multiple phases of the treatment journey, supported by verbatim quotes and
a practical conceptual map. Limitations include single-center sampling, small sample size, and heterogeneity of clinical
status (remission vs metastatic/recurrence), which may affect the salience of specific needs. The researcher’s oncology
nursing background may have influenced data collection and interpretation; reflexivity and audit trails were used to
mitigate this risk. Urban—rural classification was used for contextual interpretation rather than systematic comparison.
Furthermore, this study is limited by the absence of formal member checking for the final themes and findings, which
may affect the confirmability of the results. However, this was mitigated by maintaining a rigorous audit trail, using
a reflexive journal, and conducting frequent peer debriefing among the research team to ensure the depth and accuracy of
the qualitative interpretation.

Recommendations for Future Research

Future studies should include multi-site sampling, caregiver-focused research, and the development and feasibility testing
of nurse-led supportive care interventions (anti-misinformation education, navigation models, and repeated distress
screening workflows). Research should also evaluate peer support/survivor navigator programs and apply more objective
urban—rural classification to clarify how geographic context shapes access barriers and non-medical financial burden.

Conclusion

Women with stage III-IV breast cancer in Tasikmalaya experience complex, dynamic supportive care needs that evolve
across the entire treatment journey, shifting from early informational gaps and chemotherapy-related fears toward
a profound requirement for spiritual peace and death preparedness in advanced phases. The urban—rural divide
significantly moderates these experiences; while urban patients often utilize individual spiritual coping, rural patients
face intensified accessibility barriers and rely heavily on collective social capital and family-integrated spiritual support
to navigate care. Furthermore, despite BPJS coverage, “financial toxicity” remains a critical barrier driven by non-
medical costs such as long-distance transport, accommodation, and loss of household income. To bridge these gaps,
oncology nursing practice must transition toward phase-sensitive care models that incorporate repeated distress screening
and culturally sensitive spiritual interventions. Specifically, implementing nurse-led patient navigation in formal colla-
boration with social workers is essential to map logistical resources and coordinate accompaniment support, thereby
mitigating non-medical economic burdens and ensuring treatment continuity for patients across diverse regional contexts.
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