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Background: Bladder cancer ranks seventh in global cancer prevalence. Radical cystectomy and urinary diversion are standard for 
muscle-invasive bladder cancer. Family caregivers shoulder a substantial care burden, affecting their own quality of life, with 
repercussions extending to patients’ health-related quality of life (HRQOL).
Objective: This narrative review aims to highlight the major concerns perceived by the caregivers and efficacy of nurse-led 
interventions in alleviating their concerns and improving HRQOL.
Methods: A systematic search of the PubMed, CINAHL, and Science Direct databases was carried out to identify studies published in 
the last 5 years (from Jan 2018 to Aug 2023) that have evaluated the concerns and problems of caregivers attending bladder cancer 
patients with urinary diversion. Additionally, studies evaluating the efficacy of nurse-led interventions in alleviating these concerns 
were also searched.
Results: Overall, 6 studies involving 933 BC patients with UD and 1042 caregivers were identified as suitable for inclusion in this 
narrative literature review. Major concerns identified included psychological well-being, medical assistance needs, and peer support. 
Significant psychological impact was evident in the caregivers which operated in a dyadic manner. Nurse-led stoma education 
programs have demonstrated potential in enhancing caregivers’ quality of life, although they remain restricted.
Conclusion: Emphasizing caregivers’ role and program effectiveness is critical. Our review addresses these gaps, focusing on 
caregivers’ concerns and the impact of nursing education for improved patient outcomes.
Implications for Practice: Holistic and collaborative approach could enhance the overall well-being and quality of life of bladder 
cancer patients and their caregivers.
Keywords: caregiver, nursing care, nurse-led training, bladder cancer, urinary diversion, quality of life

Introduction
Bladder cancer ranks globally as the seventh most prevalent cancer.1,2 Optimal management of muscle-invasive bladder 
cancers (MIBC) involves radical cystectomy (RC) combined with urinary diversion (UD), typically via ileal conduit (IC) 
surgery.2,3 Patients undergoing RC and IC face the daily challenge of managing an ostomy, impacting their psychosocial 
well-being.4–6 Inadequate preparation post-ostomy can lead to more clinic visits, stoma-related complications, and 
difficulty coping with negative body image, adversely affecting post-operative quality of life.4–9 RC plus UD achieves 
a significant 5-year cancer-specific survival (CSS) rate of up to 76% for MIBC patients.10,11 Concurrently, years lived 
with disability (YLDs) have increased over the last three decades.1–3 Given these CSS and YLDs statistics, the rising 
number of individuals living with urinary diversion underscores the need to enhance post-ostomy quality of life.

Family caregivers play a pivotal role alongside ostomy patients and their medical/nursing care, forming a crucial part of the 
healthcare triad for bladder cancer patients undergoing RC plus UD, shouldering a significant burden (Figure 1).12,13 These 
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caregivers manage not only cancer-related duties but also provide essential support for ostomy care, including nursing tasks, 
appointment coordination, handling complications, and offering emotional support.13 Financial strains, including medical 
costs and potential work interruptions, further complicate their role.14 Research indicates that family caregivers often 
experience a diminished quality of life, impacting the health-related quality of life of the patients they support.14–16 Thus, 
prioritizing the well-being of family caregivers has the potential to improve the long-term health-related quality of life for 
these patients, a trend observed in other chronic conditions.

Extensive research on stoma education programs led by medical professionals and nurses consistently shows positive 
psychological outcomes, including improvements in quality of life (QOL), self-care skills, and self-efficacy.17–25 These 
initiatives cover essential patient needs such as effective stoma management, appliance care, dietary adjustments, and 
addressing sensitive issues like sexuality. Typically conducted in small group settings involving both patients and 
caregivers, these programs are often facilitated by lay and peer educators.16–24 Despite the widespread availability of 
hospital-based pre/postoperative urostomy self-management guidance, patients frequently struggle to maintain this 
knowledge over time, resulting in ineffective self-care practices.26,27 Caregivers, often focused on the immediate physical 
needs of the patient and managing the cancer diagnosis, may inadvertently neglect the reinforcement of stoma education. 
Furthermore, evaluations of quality of life and program effectiveness typically focus solely on patients, overlooking the 
critical role of caregivers in the process. Therefore, it is crucial to highlight the inherent limitations of current education 
programs and the underrepresentation of caregivers in these efforts. Addressing these gaps is essential for enhancing the 
overall framework of this healthcare triangle comprehensively.

Up to this point, the challenges experienced by these patients have been extensively studied; however, 
a comprehensive overview of the concerns of family caregivers and their caregiving burden in this specific context is 
lacking. In this regard, we have conducted an extensive review to analyze and outline these concerns, alongside a crucial 
evaluation of the role played by nursing education programs and useful recommendations for nursing care.

Methods
Research Strategy
PubMed, CINAHL, and Science Direct databases were employed to locate research studies published in the last 5 years 
(from Jan 2018 to Aug 2023). The study utilized a set of search terms, which were applied either individually or in 
combination across all fields. These search terms encompassed “bladder cancer”, “invasive bladder cancer”, “caregiver”, 
“cancer caregiver”, “urinary diversion”, “urostomy”, “ileal conduit”, “nursing care”, “nurse led training”, “quality of 
life”, “health-related quality of life”, and “factors influencing quality of life”. Additionally, we identified potential studies 
by reviewing the references of pertinent articles. Two reviewers conducted a stepwise procedure involving retrieval, 
organization, and screening to determine which studies met the eligibility criteria. Any disagreements were resolved 
through mutual consultation. In the reporting of this study, we adhered to the PRISMA criteria guidelines for reporting 
items for Systematic Reviews and Meta-Analyses, as outlined in Supplementary Table 1.

Figure 1 A nursing perspective of healthcare framework of advanced bladder cancer patients undergoing urinary diversion.
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Eligibility Criteria
Caregivers providing care to bladder cancer patients who have undergone cystectomy with urinary diversion were 
assessed for their health-related quality of life. The primary focus was on examining how caregiving impacted the well- 
being, emotional coping, healthcare requirements, and other aspects of caregivers. This study excluded case studies, 
conference abstracts, letters to the editor, literature reviews, systematic reviews, and meta-analyses. The inclusion criteria 
also stipulated that studies must be published in the English language.

Data Extraction and Synthesis
The study characteristics and participant details were gathered by extracting information such as the first author’s name, 
publication year, study design, the quantity and demographic composition of participants, and the evaluation tools used. 
Participant attributes encompassed age, gender, and their relationship with the patient. Furthermore, relevant outcome 
measures, including psychological well-being, coping mechanisms, and medical requirements, were also obtained. To 
facilitate organization, the collected data were then structured into a tabular format.

Results
The initial database search, using specific keywords, produced a total of 7359 studies. Following the screening of titles 
and abstracts and the removal of duplicates, 7308 studies were eliminated. A more comprehensive assessment based on 
eligibility criteria resulted in the final selection of 6 studies, which included 933 bladder cancer patients (excluding the 9 
participants with ileostomy/colostomy in the study by Mohamed et al) with urostomies, as well as 1042 
caregivers.16,19,28–31 The research strategy and process of study selection is illustrated in Figure 2. It’s important to 
note that the study conducted by Masiero et al, did not provide the exact number of caregivers attending to the 382 
bladder cancer patients with urostomies.16 Four of the studies examined the impact of caregiving on the Health-Related 
Quality of Life (HRQOL) of caregivers for bladder cancer patients with urostomies.16,19,28,29 While, two studies 
investigated the effects of nurse-led interventions in improving the HRQOL of these caregivers.30,31 For further studies 
and participant characteristics, please refer to Table 1.

Figure 2 Research strategy and study selection.
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Table 1 General Characteristics of the Included Studies and Participants

Study Groups Studies Describing Caregiver Concerns Nurse-Led Intervention Studies

First author 
and year

Masiero, 
M. et al 202116

Renner, S. et al 
202328

Mohamed, N.E. et al 
202129

Iovino, P. et al 
202330

Wulff- 
Burchfield, 
E. M. et al 
202119

Fan, X. et al 202231

Study Design Observational 
study of 
patients and 
caregivers

Infodemiology 
study using social 
media data

Qualitative, descriptive Cross sectional 
questionnaire by 
interview

Qualitative, 
descriptive

Randomized controlled 
trial (RCT)

Country Italy United States of 
America

United States of America Italy United States 
of America

China

Setting European 
Institute of 
Oncology, 
RCCS, Milan, 
Italy

United States 
geolocalized sites

Icahn School of Medicine 
at Mount Sinai

Multicentre University of 
Kansas 
Medical 
Center, 
Kansas City, 
KS, USA

First Affiliated Hospital 
of Wenzhou 
Medical University

Assessment 
tool

EORT QLQ- 
C30 and 
emotion 
thermometer 
(ET)

Manual and 
automatic Methods 
to extract and 
analyze several 
hundreds of social 
media posts for 
caregiver unmet 
needs

Self-designed interview 
encompassing three major 
domains: (1) functional 
and lifestyle changes, (2) 
emotional adjustment, and 
(3) postsurgical 
complications and side 
effects

Caregiver 
Contribution to 
Ostomy Self-Care 
Index; Depression 
was assessed with 
a nine-item Patient 
Health 
Questionnaire

Self-prepared 
questionnaire

Zarit Caregiver Burden 
Interview (ZBI) and the 
Simplified Coping Style 
Questionnaire (SCSQ)

Nurse-led 
interventions

Preoperative 
2-hour 
Stoma Boot 
Camp

Internet Plus Health 
Education (IPHE) versus 
conventional care 
instructions

Intervention 
team

A urology 
nurse 
practitioner, 
an ostomy 
nurse, and 
a project 
coordinator

A urologic surgeon, an 
enterostomal therapist 
(ET), a registered nurse 
(RN), 3 nurse 
practitioners (NPs), and 
a researcher of the 
present study

Patients

Number 382 262 30 252 16

Age 67.29 ± 9.23 66.42 (range: 43–86) 70.05

Male 319 (82.9%) 57 (20.6%) 23 (77%) 69.8%

Female 54 (21.8%) 7 (23%)

Undetermined 151 (57.6%)

Caregivers

Number NA 679 13 252 18 80

Age 58.7 44.57 ± 6.39*

Male 19 (2.8%) 3 (23%) 80.6% 34 (42.5%)

Female 88 (13.0%) 10 (77%)

Undetermined 572 (84.2%)

(Continued)
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Profiling the Concerns of Caregivers
Family caregivers are confronted with an overwhelming situation, starting from the cancer diagnosis through post- 
operative discharge and the sustained responsibility of ostomy-related care at home. Providing care for these patients 
demands a substantial commitment of time and energy. Family caregivers of cancer patients, on average, spend around 
32.9 hours per week engaging in diverse caregiving tasks.12 This encompasses tasks like medication administration, 
arranging clinical appointments, follow-up visits, and routine check-ups, constituting approximately 60% of the medical 
and nursing care responsibilities.12 Upon discharge from the hospital, primary care responsibilities for bladder cancer 
patients are transferred to home caregivers. These responsibilities encompass tasks such as assessing the stoma and the 
surrounding skin, replacing the stoma bag, and detecting potential complications.13 Consequently, this substantial 
caregiving burden has been shown to profoundly impact the caregivers’ own quality of life, a consequence that 
reverberates onto the patients as well.14–16 In the following sections, we elucidate some of these quality of life effects 
on the caregivers.

Psychological Well-Being
Several studies present clinical evidence regarding the altered psychological well-being experienced by both these 
patients and their caregivers. In the research conducted by Masiero et al, they employed an emotional thermometer 
(ET) comprising five visual analogue scales, ranging from 0 (none) to 10 (extreme), to evaluate emotional distress 
encompassing stress, anxiety, depression, anger, and the need for help among bladder cancer patients with UD and their 
caregivers.16 Remarkable differences were observed at all time points (T0 [1 month before surgery], T1 [2 weeks after 
surgery], T2 [6 months after surgery]) in emotional total scoring for both patients (F (1, 596) = 150.307, p < 0.001, η2 = 
0.335) and caregivers (F (2, 492) = 152.341, p < 0.001, η2 = 0.382). Specifically, elevated distress was evident 
immediately after diagnosis for both patients (T0: M = 17.53, SD = 11.25; T1: M = 3.93, SD = 7.96, p < 0.049) and 
caregivers (T0: M = 20.46, SD = 11.62; T2: M = 3.72, SD = 9.026, p < 0.001). In a separate study, the key Discussion 
themes and unmet needs of both patients with advanced bladder cancer (aBC) and their caregivers were assessed through 
a mixed methods analysis of social media posts.28 Through the random selection of 423 caregiver posts from a total of 
1214 posts written by 679 caregivers engaged in conversations about aBC, a total of 36 distinct unmet needs among these 
caregivers came to light. Notably, a leading issue centered on the psychological consequences of aBC, encompassing 
26.0% (46/177) of the cases.28 In another investigation that included 13 caregivers and 30 participating patients, 70% of 
whom had undergone urostomies due to bladder cancer, indicated a substantial emotional impact of watching their loved 
ones struggle with surgery and stoma care (82%).29

Table 1 (Continued). 

Study Groups Studies Describing Caregiver Concerns Nurse-Led Intervention Studies

Relationship

Spouse 63.8% 11 (84%) 48 (60%)

Child 19% 1 (8%) 23 (28.7%)

Parent 1 (8%)

Siblings 1.8%

Family 
members

2.9%

Friends 0.3%

Others 9 (11.3%)

Note: *Estimated mean and standard deviation from median and range or interquartile range. 
Abbreviations: EORT QLQ-C30, European Organization for Research and Treatment of Cancer Quality of Life Questionnaire-Core 30; NA, not available.
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A Patient-Caregiver Dyad: The Impact of Psychological Well-Being of Caregiver on the Patient’s Quality of Life
Psychological well-being of patient and caregiver was shown to be intertwined in a dyadic manner, impacting each other 
reciprocally. In bladder cancer patients with UD, Masiero et al revealed that elevated emotional distress in caregivers correlated 
with poorer HR-QoL and low patient perceptions of QoL and global health, persisting consistently over a 6-month postoperative 
period.16 Specifically, emotional thermometer total scoring in caregivers showed positive correlation with HR-QoL at T0 (r = 
0.359**p < 0.001), T1 (r = 0.502**p < 0.001), and T2 (r = 0.606**p < 0.001). Conversely, emotional thermometer total scoring 
in caregivers was inversely correlated with patient perception of QoL (T0: r = −0.625**p < 0.001; T1: r = −0.416**p < 0.001; T2: 
r = −0.604**p < 0.001) and global health (T0: r = −0.585**p < 0.001; T1: r = −0.463**p < 0.001; T2: r = −0.648**p < 0.001) at 
all time points. In a separate investigation, Iovino et al examined the correlation between patient and caregiver depression and 
patient self-care and caregiver involvement in self-care related to ostomy care.30 They employed the Patient Health 
Questionnaire, Ostomy Self-Care Index, and Caregiver Contribution to Ostomy Self-Care Index for this purpose. Within the 
group of 252 patient-caregiver dyads, the findings demonstrated a positive correlation between patient depression and caregiver 
contribution to self-care maintenance. Conversely, caregiver depression exhibited a negative association with self-care 
management.

Fear of Coping with Care Challenges and Medical Needs
Studies indicate that family caregivers require increased assistance during the patient’s discharge from the hospital. In 
healthcare facilities, patients and their family caregivers typically receive concise training from medical experts, 
including tasks like assessing the stoma and peristomal skin, emptying the ostomy appliance, and changing the ostomy 
appliance. Nevertheless, once they are back at home, caregivers confront difficulties related to ostomy management. This 
includes challenges in retaining education, particularly when it’s provided post-operatively, and they also contend with 
relatively restricted support from healthcare professionals.16,26,27 Considering the single visual analogue scales employed 
in the study conducted by Masiero et al, noteworthy distinctions were identified for the “need help” aspect (F(2, 126) = 
13.281, p < 0.001, η2 = 0.174), which exhibited a reduction from T0 to T2 (p < 0.001) as well as from T1 to T2 (p < 
0.011).16 Similarly, fear and management of patient adverse events (22/177, 12.4%) formed the third most prevalent 
unmet needs among the identified 36 unique unmet needs within caregivers of aBC patients.28 Mohamed et al’s research, 
involving 13 caregivers, also revealed that all caregivers were not adequately prepared for the patient’s ostomy surgery 
and how to assist with stoma care.29 Most caregivers (95%) reported challenges with stoma care. Moreover, 64% of the 
caregivers described postsurgical complications as major challenges for both patients and caregivers.29 Moreover, 
participants (both patients and caregivers) in the research conducted by Elizabeth et al had also expressed concerns 
regarding stoma care and post-ostomy surgery quality of life, motivating them to engage in a nursing training program.19 

These findings underscore the necessity for enhanced post-hospitalization caregiver support and education programs.

The Need for Support Groups and Peer Interaction
Another aspect that emerged within the realm of caregiving was the keenness to become part of support groups and exchange 
their experiences with fellow peers. In the research by Renner et al, the recognition of the necessity for support groups and the 
sharing of experiences among peers (28/177, 15.8%) emerged as the second most prevalent need among the 36 distinct unmet 
needs identified within caregivers of aBC patients.28 Likewise, in the study conducted by Mohamed et al, 45% of the 
participating caregivers advised seeking social support from various outlets, including online cancer support groups.29

Others Factors
While existing studies primarily focused on addressing concerns related to caregivers of patients undergoing cystectomy 
and urinary diversion, it’s noteworthy that some of the apprehensions highlighted for urostomy patients could potentially 
extend to caregivers as well.16,28,29,32–36 As an example, challenges encompassing daily routines, leisure activities, 
employment and financial matters, sleep disturbances, sexual issues, family or spouse conflicts, social interactions, and 
uncertainties regarding the future.16,32–36 In a study by Mohamed et al, it was reported that 95% of caregivers 
experienced an impact on their relationships, including their intimate lives.29 Financial worries were also evident, as 
a study involving 123 caregivers, 17% of whom were attending to bladder cancer patients with urostomy, revealed 
heightened economic concerns. The findings suggested pronounced financial strain among caregivers with young 
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children (34%) and those who were older (mean age=56.10 years; SD=10.56).14 These factors necessitate thorough 
examination in future research endeavors to enhance the overall quality of life for caregivers.

Role of Nursing and Critical Evaluation of Nurse-Led Training
Given the substantial impact that stoma care has on the well-being of both patients and their caregivers, there is 
a pressing need for interventions addressing these concerns for both groups. While a limited number of studies have 
explored the significance of nurse-led training sessions before or after urostomy surgery in bladder cancer patients, the 
outcomes indicate a positive trajectory in psychological well-being, HRQOL, self-care, and self-efficacy.19–25 However, 
the caregivers’ quality of life in these training sessions have remained unexamined. Only two studies have reported on 
the impact of training courses on caregivers’ HRQOL.19,31 An exploratory qualitative study conducted by Elizabeth et al 
(2021) at the University of Kansas Health System (KUHS) Urology Department aimed to enhance self-management and 
post-ostomy life for bladder cancer patients.19 Their Stoma Bootcamp (SBC) education program, devised by 
a specialized team including a urology nurse practitioner, an ostomy nurse, and a project coordinator, integrated 
psychosocial care, pre-operative guidance, and instruction by lay and peer educators. Interviews were conducted with 
a total of 16 patients, 18 caregivers, and 3 program educators, spanning a period from 3 to 18 months post-program. The 
consensus was that both patients and caregivers found the SBC program to be well-received, effective, and appropriately 
timed, resulting in a shift from anxious to confident expectations regarding post-ostomy life. Overall, caregivers 
expressed contentment with the SBC, highlighting their satisfaction in terms of embracing the stoma, developing 
a comprehensive preparedness for surgery and post-operative care, and mastering practical stoma care skills. 
Conducted amid the COVID-19 era, another study examined the influence of “Internet Plus Health Education” on the 
ability of caregivers of urinary stoma patients to cope with care burden and emotional pressure.31 A total of eighty 
caregivers were divided into experimental and control groups using randomization. The experimental group underwent 
digital nursing education (Internet Plus Health Education - IPHE), while the control group followed conventional care. 
After six months, the Zarit Caregiver Burden Interview (ZBI) and Simplified Coping Style Questionnaire (SCSQ) 
assessed care burden and emotional pressure. Following the intervention, the experimental group displayed notably 
increased ZBI scores in comparison to the control group, while the SCSQ scores exhibited the opposite trend (p < 0.01). 
The experimental group also demonstrated a significantly reduced rate of complications (overall incidence: 36.5 vs 7.5, 
p < 0.05), alongside comparatively higher scores on the Family Care Satisfaction Scale (FCSS). This underscores the 
promising potential of education interventions in ameliorating caregivers’ well-being and, consequently, enhancing 
patient outcomes.

Discussion
It is crucial to grasp the profound impact of caregiving responsibilities on the well-being of caregivers, as this under-
standing is fundamental for the development of effective support and intervention strategies. Family caregivers shoulder 
a significant burden, especially when managing ostomies and other care-related tasks. This burden demands attention, as 
it can jeopardize the caregivers’ own quality of life and, subsequently, impact the overall care they provide to patients.

A predominant consequence experienced by patients with bladder cancer and urostomies is the emotional well-being 
of both patients and their caregivers. The confirmation of a cancer diagnosis induces emotional distress in both parties, 
further exacerbated by uncertainties surrounding treatment options, associated expenses, disease outlook, and familial 
care.37,38 Moreover, after discharge, concerns about the patients’ limited knowledge and practical skills that may hinder 
their ability to provide adequate care add to the escalation of distress and anxiety. In fact, the shock of diagnosis, coupled 
with apprehension about stoma surgery, has driven patients and their families to participate in interventions like the 
Stoma Bootcamp, a nursing training session.19

An expanding body of research underscores the intricate relationship between the psychological and emotional well- 
being of caregivers and patients. For instance, studies have shown that cancer patients’ use of acceptance coping 
strategies is associated with a reduction in depression among family caregivers.39 Conversely, relying on emotional 
support coping is connected to increased depression in family caregivers and decreased levels of anxiety.39 Hodges et al 
have also observed a positive correlation between patient and caregiver distress, underlining the significant impact of one 
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family member’s emotional well-being on the other.40 Furthermore, patients’ perception of their cancer symptoms is 
closely tied to the emotional well-being and physical functionality of their caregivers.41 Experts have explained this 
connection by suggesting that caregivers experiencing emotional distress and/or poor physical health might encounter 
difficulties in effectively supporting patients across various aspects of care.41,42 This includes attending clinical 
appointments, administering medical treatments, and assisting patients in understanding medical instructions and making 
care-related decisions. This relationship has the potential to positively influence a patient’s long-term adaptation and 
resilience to cancer.37,43 Just as patients and caregivers experience cancer as a dyad, impacting each other reciprocally, 
their psychological well-being is also intertwined in a similar dyadic manner.44

Studies emphasize that family caregivers face substantial challenges upon a patient’s discharge from the hospital, 
particularly in managing ostomies. This includes the need for continuous education and limited post-operative 
support.16,26–29 Notably, caregivers in these studies reported difficulties in various aspects of stoma care and coping 
with post-surgical complications. It is evident that there is a demand for enhanced post-hospitalization caregiver support 
and educational programs. Caregivers have also expressed a desire to engage in support groups and share their 
experiences with peers, highlighting the importance of social support.28,29,37 Additionally, the studies suggest that 
caregivers contend with a range of concerns, from daily routines and financial worries to intimate relationship challenges, 
all of which warrant further exploration to enhance caregivers’ overall quality of life.14,16,32–36

Implications for Nursing Care
Family caregivers shoulder a significant caregiving burden across the trajectory of bladder cancer, from diagnosis to post- 
operative care. Their involvement is pivotal, yet often overlooked, in the healthcare equation. The psychological well- 
being of both patients and caregivers is profoundly interconnected, impacting each other’s quality of life. The enduring 
challenges encompass uncertainties, anxieties, and practical concerns, underscoring the need for comprehensive support. 
Strategies like stoma education programs have shown promise in improving outcomes, but their effectiveness requires 
ongoing evaluation and caregiver inclusion.

The fear of grappling with post-operative challenges and medical necessities emerges as a significant burden, with 
caregivers encountering hurdles in retaining education and receiving sustained professional support. Their struggles are 
further underscored by the prevalence of postsurgical complications and inadequate preparation for stoma care. 
Moreover, the imperative for support groups and peer interactions is evident, with caregivers yearning for platforms to 
share experiences and glean insights from their peers. The recognition of these concerns mandates a comprehensive 
approach to caregiver well-being, warranting focused interventions, enhanced training programs, and the establishment 
of strong support networks. By addressing the unique challenges faced by family caregivers, we can collectively improve 
the lives of both caregivers and patients, fostering a more inclusive and holistic approach to bladder cancer care.

Nurse-led training programs have shown promise in improving patients’ psychological outcomes, yet caregiver 
quality of life often goes unexamined. Initiatives like the Stoma Bootcamp have been well-received, fostering confidence 
and preparedness. A study on “Internet Plus Health Education” during COVID-19 indicated positive effects on 
caregivers’ coping and satisfaction. However, the current research lacks comprehensive exploration of caregivers’ 
concerns. Future efforts should focus on examining the impact of nursing education on caregivers’ quality of life, 
expanding support systems, and addressing physical and psychosocial challenges.

Conclusions
The caregiving responsibilities for caregivers of bladder cancer patients with urostomies significantly impact their well- 
being, necessitating effective support strategies. Both patients and caregivers experience emotional distress following 
a bladder cancer diagnosis, exacerbated by treatment uncertainties and caregiving responsibilities. The psychological 
well-being of caregivers and patients is intricately linked, with each influencing the other’s emotional health and ability 
to manage cancer-related challenges, underscoring the need for professional support. Post-hospital discharge, caregivers 
face challenges in stoma care management and coping with complications, emphasizing the need for ongoing support and 
education. Enhancing caregiver support through educational programs and peer support groups is essential to address 
diverse challenges such as daily routines, financial concerns, and relationship dynamics. Nurse-led programs like the 
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Stoma Bootcamp and digital health education show promise in alleviating caregiver burden and improving outcomes. In 
conclusion, our review highlights the gaps in caregivers’ perspectives, underscoring the role of nursing education in 
building a more holistic healthcare framework. Ultimately, the collaborative efforts of patients, caregivers, and healthcare 
providers are crucial to enhancing the well-being and quality of life of bladder cancer patients and their caregivers alike.

Disclosure
The authors report no conflicts of interest in this work.

References
1. Sung H, Ferlay J, Siegel RL, et al. Global cancer statistics 2020: GLOBOCAN estimates of incidence and mortality worldwide for 36 cancers in 

185 countries. CA Cancer J Clin. 2021;71(3):209–249. doi:10.3322/caac.21660
2. Saginala K, Barsouk A, Aluru JS, Rawla P, Padala SA, Barsouk A. Epidemiology of Bladder Cancer. Med Sci. 2020;8(1):1.
3. Chang SS, Bochner BH, Chou R, et al. Treatment of Non-Metastatic Muscle-Invasive Bladder Cancer: AUA/ASCO/ASTRO/SUO Guideline. 

J Urol. 2017;198(3):552–559. doi:10.1016/j.juro.2017.04.086
4. Dabirian A, Yaghmaei F, Rassouli M, Tafreshi MZ. Quality of life in ostomy patients: a qualitative study. Patient Prefer Adherence. 2010;5:1–5. 

doi:10.2147/PPA.S14508
5. Jenks JM, Morin KH, Tomaselli N. The influence of ostomy surgery on body image in patients with cancer. Appl Nurs Res. 1997;10(4):174–180. 

doi:10.1016/S0897-1897(97)80548-4
6. Hong KS, Oh BY, Kim EJ, Chung SS, Kim KH, Lee RA. Psychological attitude to self-appraisal of stoma patients: prospective observation of 

stoma duration effect to self-appraisal. Ann Surg Treat Res. 2014;86(3):152–160. doi:10.4174/astr.2014.86.3.152
7. Boaden A. Know how. Coming to terms with stoma surgery. Community Nurse. 1999;5(8):48–49.
8. Ewing G. The nursing preparation of stoma patients for self-care. J Adv Nurs. 1989;14(5):411–420. doi:10.1111/j.1365-2648.1989.tb01549.x
9. O’Connor G. Teaching stoma-management skills: the importance of self-care. Br J Nurs. 2005;14(6):320–324. doi:10.12968/bjon.2005.14.6.17800

10. Lee RK, Abol-Enein H, Artibani W, et al. Urinary diversion after radical cystectomy for bladder cancer: options, patient selection, and outcomes. 
BJU Int. 2014;113(1):11–23. doi:10.1111/bju.12121

11. Almassi N, Cha EK, Vertosick EA, et al. Trends in management and outcomes among patients with urothelial carcinoma undergoing radical 
cystectomy from 1995 to 2015: the Memorial Sloan Kettering Experience. J Urol. 2020;204(4):677–684. doi:10.1097/JU.0000000000001071

12. Trevino KM, Maciejewski PK, Shen MJ, et al. How much time is left? Associations between estimations of patient life expectancy and quality of 
life in patients and caregivers. Support Care Cancer. 2019;27(7):2487–2496. doi:10.1007/s00520-018-4533-2

13. Kirkland-Kyhn H, Martin S, Zaratkiewicz S, Whitmore M, Young HM. Ostomy care at home. Am J Nurs. 2018;118(4):63–68.
14. Palma E, Simonetti V, Franchelli P, Pavone D, Cicolini G. An observational study of family caregivers’ quality of life caring for patients with 

a stoma. Gastroenterol Nurs. 2012;35(2):99–104. doi:10.1097/SGA.0b013e31824c2326
15. Cubukcu M. Evaluation of quality of life in caregivers who are providing home care to cancer patients. Support Care Cancer. 2018;26 

(5):1457–1463. doi:10.1007/s00520-017-3968-1
16. Masiero M, Busacchio D, Guiddi P, et al. Quality of life and psycho-emotional wellbeing in bladder cancer patients and their caregivers: a comparative 

analysis between urostomy versus ileal orthotopic neobladder. Ecancermedicalscience. 2021;15:1163. doi:10.3332/ecancer.2021.1163
17. Quirk H, Rosario DJ, Bourke L. Supportive interventions to improve physiological and psychological health outcomes among patients undergoing 

cystectomy: a systematic review. BMC Urol. 2018;18(1):71. doi:10.1186/s12894-018-0382-z
18. Danielsen AK, Burcharth J, Rosenberg J. Patient education has a positive effect in patients with a stoma: a systematic review. Colorectal Dis. 

2013;15(6):e276–83. doi:10.1111/codi.12197
19. Wulff-Burchfield EM, Potts M, Glavin K, Mirza M. A qualitative evaluation of a nurse-led pre-operative stoma education program for bladder 

cancer patients. Support Care Cancer. 2021;29(10):5711–5719. doi:10.1007/s00520-021-06093-0
20. Ali NS, Khalil HZ. Effect of psychoeducational intervention on anxiety among Egyptian bladder cancer patients. Cancer Nurs. 1989;12 

(4):236–242. doi:10.1097/00002820-198908000-00006
21. Zganjar A, Glavin K, Mann K, et al. Intensive preoperative ostomy education for the radical cystectomy patient. Urol Oncol. 2021. doi:10.1016/j. 

urolonc.2021.04.025
22. Jensen BT, Kiesbye B, Soendergaard I, Jensen JB, Kristensen SA. Efficacy of preoperative uro-stoma education on self-efficacy after radical 

cystectomy; secondary outcome of a prospective randomized controlled trial. Eur J Oncol Nurs. 2017;28:41–46. doi:10.1016/j.ejon.2017.03.001
23. Merandy K, Morgan MA, Lee R, Scherr DS. Improving self-efficacy and self-care in adult patients with a urinary diversion: a pilot study. Oncol 

Nurs Forum. 2017;44(3):E90–E100. doi:10.1188/17.ONF.E90-E100
24. Zhou H, Ye Y, Qu H, Zhou H, Gu S, Wang T. Effect of ostomy care team intervention on patients with ileal conduit. J Wound Ostomy Continence 

Nurs. 2019;46(5):413–417. doi:10.1097/WON.0000000000000574
25. Hao H, Yang X, Zhu H, Wang Z, Zhang H, Huang C. Effect of the whole seamless connection of nursing from WeChat interactive platform on 

stigma and quality of life in patients with urinary system cancer. Digit Health. 2022;8:20552076221102772. doi:10.1177/20552076221102772
26. Mohamed NE, Pisipati S, Lee CT, et al. Unmet informational and supportive care needs of patients following cystectomy for bladder cancer based 

on age, sex, and treatment choices. Urol Oncol. 2016;34(12):531.e7–.e14. doi:10.1016/j.urolonc.2016.06.010
27. Mohamed NE, Chaoprang Herrera P, Hudson S, et al. Muscle invasive bladder cancer: examining survivor burden and unmet needs. J Urol. 

2014;191(1):48–53. doi:10.1016/j.juro.2013.07.062
28. Renner S, Loussikian P, Foulquié P, et al. Perceived unmet needs in patients living with advanced bladder cancer and their caregivers: 

infodemiology study using data from social media in the United States. JMIR Cancer. 2022;8(3):e37518. doi:10.2196/37518
29. Mohamed NE, Shah QN, Kata HE, Sfakianos J, Given B. Dealing with the unthinkable: bladder and colorectal cancer patients’ and informal 

caregivers’ unmet needs and challenges in life after ostomies. Semin Oncol Nurs. 2021;37(1):151111. doi:10.1016/j.soncn.2020.151111

Journal of Multidisciplinary Healthcare 2024:17                                                                                 https://doi.org/10.2147/JMDH.S476029                                                                                                                                                                                                                       

DovePress                                                                                                                       
3833

Dovepress                                                                                                                                                        Zhang and Qi

Powered by TCPDF (www.tcpdf.org)Powered by TCPDF (www.tcpdf.org)

https://doi.org/10.3322/caac.21660
https://doi.org/10.1016/j.juro.2017.04.086
https://doi.org/10.2147/PPA.S14508
https://doi.org/10.1016/S0897-1897(97)80548-4
https://doi.org/10.4174/astr.2014.86.3.152
https://doi.org/10.1111/j.1365-2648.1989.tb01549.x
https://doi.org/10.12968/bjon.2005.14.6.17800
https://doi.org/10.1111/bju.12121
https://doi.org/10.1097/JU.0000000000001071
https://doi.org/10.1007/s00520-018-4533-2
https://doi.org/10.1097/SGA.0b013e31824c2326
https://doi.org/10.1007/s00520-017-3968-1
https://doi.org/10.3332/ecancer.2021.1163
https://doi.org/10.1186/s12894-018-0382-z
https://doi.org/10.1111/codi.12197
https://doi.org/10.1007/s00520-021-06093-0
https://doi.org/10.1097/00002820-198908000-00006
https://doi.org/10.1016/j.urolonc.2021.04.025
https://doi.org/10.1016/j.urolonc.2021.04.025
https://doi.org/10.1016/j.ejon.2017.03.001
https://doi.org/10.1188/17.ONF.E90-E100
https://doi.org/10.1097/WON.0000000000000574
https://doi.org/10.1177/20552076221102772
https://doi.org/10.1016/j.urolonc.2016.06.010
https://doi.org/10.1016/j.juro.2013.07.062
https://doi.org/10.2196/37518
https://doi.org/10.1016/j.soncn.2020.151111
https://www.dovepress.com
https://www.dovepress.com


30. Iovino P, De Maria M, Corvese F, et al. The influence of patient and caregiver depression on patient self-care and caregiver contribution to self-care 
in ostomy: a dyadic analysis. J Clin Nurs. 2023;32(17–18):6441–6449. doi:10.1111/jocn.16676

31. Fan X, Li H, Lai L, Zhou X, Ye X, Xiao H. Impact of internet plus health education on urinary stoma caregivers in coping with care burden and 
stress in the era of COVID-19. Frontiers in Psychology. 2022;2:13.

32. Pazar B, Yava A, Başal Ş. Health-related quality of life in persons living with a urostomy. J Wound Ostomy Continence Nurs. 2015;42(3):264–270. 
doi:10.1097/WON.0000000000000110

33. Frich PS, Kvestad CA, Angelsen A. Outcome and quality of life in patients operated on with radical cystectomy and three different urinary 
diversion techniques. Scand J Urol Nephrol. 2009;43(1):37–41. doi:10.1080/00365590802473198

34. Henningsohn L, Wijkström H, Steven K, et al. Relative importance of sources of symptom-induced distress in urinary bladder cancer survivors. Eur 
Urol. 2003;43(6):651–662. doi:10.1016/S0302-2838(03)00135-0

35. Gemmill R, Sun V, Ferrell B, Krouse RS, Grant M. Going with the flow: quality-of-life outcomes of cancer survivors with urinary diversion. 
J Wound Ostomy Continence Nurs. 2010;37(1):65–72. doi:10.1097/WON.0b013e3181c68e8f

36. Furukawa C, Morioka I. Health-related quality of life and sleep disorders in patients with a urostomy: is there a relationship? J Wound Ostomy 
Continence Nurs. 2017;44(4):358–362. doi:10.1097/WON.0000000000000334

37. Northouse LL, Katapodi MC, Schafenacker AM, Weiss D. The impact of caregiving on the psychological well-being of family caregivers and 
cancer patients. Semin Oncol Nurs. 2012;28(4):236–245. doi:10.1016/j.soncn.2012.09.006

38. Borwell B. Rehabilitation and stoma care: addressing the psychological needs. Br J Nurs. 2009;18(4):S20–2. doi:10.12968/bjon.2009.18.Sup1.39632
39. Nipp RD, El-Jawahri A, Fishbein JN, et al. Factors associated with depression and anxiety symptoms in family caregivers of patients with incurable 

cancer. Ann Oncol. 2016;27(8):1607–1612. doi:10.1093/annonc/mdw205
40. Hodges LJ, Humphris GM, Macfarlane G. A meta-analytic investigation of the relationship between the psychological distress of cancer patients 

and their carers. Soc Sci Med. 2005;60(1):1–12. doi:10.1016/j.socscimed.2004.04.018
41. Litzelman K, Kent EE, Mollica M, Rowland JH. How does caregiver well-being relate to perceived quality of care in patients with cancer? 

Exploring associations and pathways. J Clin Oncol. 2016;34(29):3554–3561. doi:10.1200/JCO.2016.67.3434
42. Sterba KR, Zapka J, Armeson KE, et al. Physical and emotional well-being and support in newly diagnosed head and neck cancer patient-caregiver 

dyads. J Psychosoc Oncol. 2017;35(6):646–665. doi:10.1080/07347332.2017.1323817
43. Kordan Z, Azimi Lolaty H, Mousavinasab SN, Heydari Fard J. Relationship between psychological well-being and social capital and resilience 

among cancer patients. J Nurs & Midwifery Sci. 2019;6(3):131–137. doi:10.4103/JNMS.JNMS_11_19
44. Epstein RM. Whole mind and shared mind in clinical decision-making. Patient Educ Couns. 2013;90(2):200–206. doi:10.1016/j.pec.2012.06.035

Journal of Multidisciplinary Healthcare                                                                                             Dovepress 

Publish your work in this journal 
The Journal of Multidisciplinary Healthcare is an international, peer-reviewed open-access journal that aims to represent and publish research in 
healthcare areas delivered by practitioners of different disciplines. This includes studies and reviews conducted by multidisciplinary teams as well 
as research which evaluates the results or conduct of such teams or healthcare processes in general. The journal covers a very wide range of areas 
and welcomes submissions from practitioners at all levels, from all over the world. The manuscript management system is completely online and 
includes a very quick and fair peer-review system. Visit http://www.dovepress.com/testimonials.php to read real quotes from published authors.  

Submit your manuscript here: https://www.dovepress.com/journal-of-multidisciplinary-healthcare-journal

DovePress                                                                                                      Journal of Multidisciplinary Healthcare 2024:17 3834

Zhang and Qi                                                                                                                                                        Dovepress

Powered by TCPDF (www.tcpdf.org)Powered by TCPDF (www.tcpdf.org)

https://doi.org/10.1111/jocn.16676
https://doi.org/10.1097/WON.0000000000000110
https://doi.org/10.1080/00365590802473198
https://doi.org/10.1016/S0302-2838(03)00135-0
https://doi.org/10.1097/WON.0b013e3181c68e8f
https://doi.org/10.1097/WON.0000000000000334
https://doi.org/10.1016/j.soncn.2012.09.006
https://doi.org/10.12968/bjon.2009.18.Sup1.39632
https://doi.org/10.1093/annonc/mdw205
https://doi.org/10.1016/j.socscimed.2004.04.018
https://doi.org/10.1200/JCO.2016.67.3434
https://doi.org/10.1080/07347332.2017.1323817
https://doi.org/10.4103/JNMS.JNMS_11_19
https://doi.org/10.1016/j.pec.2012.06.035
https://www.dovepress.com
http://www.dovepress.com/testimonials.php
https://www.facebook.com/DoveMedicalPress/
https://twitter.com/dovepress
https://www.linkedin.com/company/dove-medical-press
https://www.youtube.com/user/dovepress
https://www.dovepress.com
https://www.dovepress.com

	Introduction
	Methods
	Research Strategy
	Eligibility Criteria
	Data Extraction and Synthesis

	Results
	Profiling the Concerns of Caregivers
	Psychological Well-Being
	APatient-Caregiver Dyad: The Impact of Psychological Well-Being of Caregiver on the Patient’s Quality of Life
	Fear of Coping with Care Challenges and Medical Needs
	The Need for Support Groups and Peer Interaction
	Others Factors

	Role of Nursing and Critical Evaluation of Nurse-Led Training

	Discussion
	Implications for Nursing Care

	Conclusions
	Disclosure

