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Purpose. The aim of this umbrella review was to identify the main information needs of breast cancer survivors. Since several
reviews have already been done on this topic, conducting an umbrella review not only combines their results but also gives
a comprehensive picture and informative summary of breast cancer survivors’ needs. Method. The search was performed in
PubMed, Embase, Scopus, Web of Science, ProQuest, Cochrane, and Google Scholar from inception to the end of March 2024.
This review was conducted according to the JBI methodology for umbrella reviews, and the report was based on Rutten’s category
for information needs of patients with cancer. After removing duplicate and irrelevant articles, 14 systematic reviews were
included in the analysis. The JBI checklist was used for evaluating the quality of eligible articles. Results. The information needs
were classified into 11 main categories and 86 subcategories. As a result of this umbrella review, one category was added to
Rutten’s 10 categories. Also, treatment information needs were introduced as the main identified category. Information on
supportive care needs ranked second, and body image/sexuality information needs ranked third with a slight difference.
Conclusion. The information needs outlined in the present study can serve as a general model to help clinical decision makers and
policymakers in order to better understand the needs of the group and meet the information needs of the population. Implications
for Cancer Survivors. These recommendations can promote and develop targeted interventions to reduce the psychosocial

consequences of breast cancer survivors and increase their quality of life.

1. Introduction

Information needs have been a topic of discussion in the 21st
century, largely due to the impact of globalization trends and
the growth of the information society [1]. The information
needs imply the inadequacy of one’s knowledge to achieve
certain goals [2]. In the healthcare setting, health information
needs refer to the lack or inadequacy of information about
a patient’s lifetime [3]. As for a life-threatening disease such as
cancer, and due to its complex treatment, patients experience
long-term suffering from clinical, emotional, and social as-
pects and, consequently, require a wide range of information
to meet relevant needs [4, 5].

Cancer is a noncommunicable disease and one of the
most common causes of death in the world [6]. It is also
considered one of the significant challenges for modern

healthcare systems [7]. According to the latest estimation of
the International Agency for Research on Cancer (IARC),
women’s breast cancer is the most common cancer diagnosis
worldwide, having surpassed lung cancer for the first time in
2020. By 2040, the incidence of breast cancer is expected to
rise to 3 million new cases per year [8].

In recent years, parallel to the rising prevalence of breast
cancer worldwide, the patient’s survival rate has increased
thanks to advanced medical technology and biology (20),
organized screening plans [9], progress in early diagnosis
[10], and the rise of combination therapies such as che-
motherapy, hormone therapy, and radiotherapy [11]. Breast
cancer survivors constitute the largest group of cancer
survivors with particular needs [12, 13]. Because the term
breast cancer survivors includes different definitions, in the
present study, following the American Cancer Society
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definitions, the term “breast cancer survivor” was used to
refer to any individual with a definite diagnosis of breast
cancer, irrespective of the disease stage [14]. Also, this review
focuses on the sexual, psychological, and supportive care
needs of breast cancer survivors. Supportive care is an in-
dividualized approach to providing services to people af-
fected by cancer so as to fulfill their informational,
emotional, spiritual, social, and physical needs during di-
agnosis, treatment, and follow-up stages [15].

Cancer does not solely affect the patient’s personal life
[14]; rather, it imposes a heavy burden on the healthcare
system, patient’s family, and whole society [16]. Conse-
quently, the patient, the family, healthcare providers, as well
as the entire society encounter clinical, emotional, and social
challenges [5, 17]. Thus, recognizing patients’ experiences
and identifying health information needs of this group not
only facilitate understanding risk circumstances and critical
periods but also help stakeholders take appropriate measures
to respond to challenges (30), enhance chances of survival,
and empower women to actively deal with cancer [18].

In their systematic review, Rutten et al. classified the
information needs of patients with cancer into 10 categories:
cancer-specific information, treatment-related information,
prognosis information, rehabilitation information, surveil-
lance and health information, coping information, in-
terpersonal/social information, financial/legal information,
medical system information, and body image/sexuality in-
formation [19]. Although other systematic reviews have
proposed various dimensions of information needs in breast
cancer survivors, including supportive care [20], persistent
pain after treatment [21], psychosocial considerations [22],
mindfulness interventions [23], and chemotherapy experi-
ences [24], no comprehensive study has attempted to
summarize and synthesize relevant findings. Even an um-
brella review and a meta-review published in 2023 and 2024,
respectively, addressed the unmet supportive care needs in
several cancers and the psychological needs of women with
breast cancer [25, 26].

Therefore, conducting the present research seemed es-
sential from two perspectives. First, breast cancer has turned
from a fatal disease into a chronic disease thanks to the rising
population of cancer survivors and advances in cancer
therapies. Second, female survivors of breast cancer, as
a distinct group of society, undergo psychological disorders
such as depression, anxiety, embarrassment, feelings of
unattractiveness, and sexual dysfunction due to changes in
their appearance and body image.

The chronic nature of breast cancer and the sensitivity of
the target population have caused various challenges for
breast cancer survivors compared to the survivors of other
types of cancer; therefore, the information needs of this
group seems to differ from the majority of other cancer
survivors. Therefore, the present study was conducted using
the umbrella review method, which is a novel approach to
summarizing and synthesizing current scientific findings
[27]. In addition to providing a detailed report of systematic
reviews about the health information needs of breast cancer
survivors, the present umbrella review attempted to identify
the specific needs of this population and provide evidence to
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clinical decision makers for promoting and developing
targeted interventions to reduce the psychosocial conse-
quences of breast cancer survivors and increase their quality
of life. It is our hope that the findings help to shape
a comprehensive road map for researchers, clinical decision-
makers, and policymakers.

2. Methods

2.1. Objectives and Research Questions. This umbrella review
was conducted according to the JBI (Joanna Briggs Institute)
guidelines. As a relatively novel methodology, an umbrella
review intends to systematically search, evaluate, and organize
multiple systematic reviews (with or without meta-analysis)
about identified outcomes associated with a certain exposure
[28]. The main purpose of these studies is to summarize and
synthesize a comprehensive picture of concepts and existing
evidence, by visualization in the form of charts and tables
[29]. Umbrella reviews also provide a combination of the
following two levels of evidence: systematic reviews and their
own original investigations [28]. In fact, systematic reviews
are units of analysis in umbrella reviews. From this per-
spective, umbrella reviews can be regarded as the secondary
study of secondary studies or a review of systematic reviews,
featuring the highest levels of summarizing evidence and
synthesizing biomedical literature [29].

This umbrella review sought to answer the following
question: “what are the health information needs of women
surviving breast cancer?”

2.2. Search Strategy. Systematic reviews in PubMed, Embase,
Scopus, Web of Science, ProQuest, and Cochrane database
were the focus of our searches. To retrieve the grey and
nonindexed literature in the mentioned databases, Google
Scholar was searched as an academic search engine. The
keywords “information need,” “breast cancer,” and “women”
shaped the key components of our searches. In order to cover
both controlled and free keywords, we looked up related and
synonymous keywords in Medical Subject Headings (MeSH),
consulted subject experts, and extracted keywords from re-
lated and highly cited articles. The search strategy was
implemented in the selected databases without time re-
striction, by applying the limiter of the “type of article”
(review, systematic review, and meta-analysis) if it ever
existed in a given database. To increase the recall percentage
in the retrieval process, we only applied the limiter of “review
articles,” and identified systematic reviews during the
screening process. Also, to ensure the maximum retrieval of
potentially relevant studies, we performed backward
searching (chain searching) within the references of included
studies. Web of Science, Scopus, and Google Scholar were
used for forward citation searching to find the related results
as far as possible. The strategies used in mentioned databases
and search engines are given in Table 1 in supplements.

2.3. Inclusion and Exclusion Criteria. 'The most important
inclusion and exclusion criteria of the articles were as follows
(see Table 2).
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TaBLE 1: The search strategy of included databases and search engine.

Database/Date

Search strategy

# Results

PubMed/March 2024

(“Breast neoplasms”[MeSH terms] OR “breast cancer”[Title/Abstract] OR “breast
neoplasm™*”[Title/Abstract] OR “breast tumor*”[Title/Abstract] OR “malignant
tumor of Breast”[Title/ Abstract] OR “breast malignant tumor*”[Title/ Abstract] OR
“cancer of the Breast”[Title/Abstract] OR “cancer of Breast”[Title/Abstract] OR
“malignant neoplasm of Breast”[Title/Abstract] OR “mammary cancer*”[Title/
Abstract] OR “human mammary Carcinomas”[Title/Abstract] OR “human
mammary neoplasm*”[Title/ Abstract] OR “breast Carcinoma”[Title/ Abstract] OR
“breast Carcinomas”[Title/Abstract]) AND (“health services needs and
Demand”[MeSH terms] OR “informational need*”[Title/Abstract] OR
“information need*”[Title/Abstract] OR “unmet need*”[Title/ Abstract] OR
“supportive care need*”[Title/Abstract] OR “health system need*”[Title/Abstract]
OR “psychological need*”[Title/Abstract] OR “sexuality need*”[Title/Abstract] OR
“physical need*”[Title/Abstract] OR “daily need*”[Title/Abstract] OR “living
need*”[Title/Abstract] OR “patient care need*”[Title/Abstract] OR “support
need*”[Title/Abstract] OR “health services need*”[Title/Abstract]) AND
(“women”[MeSH terms] OR “female”[Title/Abstract] OR “woman”[Title/
Abstract]) AND (meta-analysis[Filter] OR review[Filter] OR systematic review
[Filter])

34

Embase/March 2024

((“Breast cancer”: ti, ab, kw OR “breast neoplasm*”: ti, ab, kw OR “breast tumor*”:
ti, ab, kw OR “malignant tumor of breast”: ti, ab, kw OR “breast malignant tumor*”:
ti, ab, kw OR “cancer of the breast”: ti, ab, kw OR “cancer of breast”: ti, ab, kw OR
“malignant neoplasm of breast”: ti, ab, kw OR “mammary cancer*”: ti, ab, kw OR
“human mammary carcinomas”: ti, ab, kw OR “human mammary neoplasm*”: ti,
ab, kw OR “breast carcinoma”: ti, ab, kw OR “breast carcinomas”: ti, ab, kw OR
“patients with breast cancer”: ti, ab, kw OR “breast cancer patients”: ti, ab, kw) AND
(“health services needs”: ti, ab, kw AND demand: ti, ab, kw OR “informational
need*”: ti, ab, kw OR “information need*”: ti, ab, kw OR “unmet need*”: ti, ab, kw
OR “supportive care need*”: ti, ab, kw OR “health system need*”: ti, ab, kw OR
“psychological need*”: ti, ab, kw OR “sexuality need*”: ti, ab, kw OR “physical
need*”: ti, ab, kw OR “daily need*”: ti, ab, kw OR “living need*”: ti, ab, kw OR
“patient care need*”: ti, ab, kw OR “support need*”: ti, ab, kw OR “health services
need*”: ti, ab, kw) AND (women: ti, ab, kw OR woman: ti, ab, kw OR female: ti, ab,
kw)) AND “review”/it

81

Web of Science/March 2024

TS=((“breast cancer” OR “breast Neoplasm*”OR “breast Tumor*” OR “malignant
tumor of breast” OR “breast malignant Tumor*” OR “cancer of the breast” OR
“cancer of breast” OR “malignant neoplasm of breast” OR “mammary Cancer*” OR
“human mammary carcinomas” OR “human mammary Neoplasm*” OR “breast
carcinoma” OR “breast carcinomas” OR “patients with breast cancer” OR “breast
cancer patients”) AND (“health services needs and demand” OR “informational
need*” OR “information need*” OR “unmet need*” OR “supportive care need*” OR
“health system need*” OR “psychological need*” OR “sexuality need*” OR
“physical need*” OR “daily need*” OR “living need*” OR “patient care Need*” OR
“support need*” OR “health services Need*”) AND (wom?n OR female)) and
review article (document types)

e

187

Scopus/March 2024

(TITLE-ABS-KEY (“breast cancer” OR “breast Neoplasm*” OR “breast Tumor*”
OR “malignant tumor of breast” OR “breast malignant Tumor*” OR “cancer of the
breast” OR “cancer of breast” OR “malignant neoplasm of breast” OR “mammary
Cancer*” OR “human mammary carcinomas” OR “human mammary Neoplasm*”
OR “breast carcinoma” OR “breast carcinomas” OR “patients with breast cancer”
OR “breast cancer patients”) AND TITLE-ABS-KEY (“health services needs and
demand” OR “neglected need” OR “informational need*” OR “information need*”
OR “unmet need*” OR “supportive care need”” OR “health system need*” OR
“psychological need*” OR “sexuality need*” OR “physical need*” OR “daily need*”
OR “living need*” OR “patient care Need*” OR “support need*” OR “health services
Need*”) AND TITLE-ABS-KEY (wom?n OR female)) AND (LIMIT-TO
(DOCTYPE, “re))

254
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TaBLE 1: Continued.

Database/Date

Search strategy

# Results

ProQuest/March 2024

Title (“breast cancer” OR “breast neoplasm” OR “breast tumor” OR “malignant
tumor of breast” OR “breast malignant tumor”) AND abstract (“unmet information
need” OR “informational need” OR “information need” OR “unmet need” OR
“supportive care need” OR “health system need” OR “psychological need” OR
“sexuality need” OR “physical need” OR “daily need*” OR “living need” OR “patient
care need” OR “support need” OR “health information need” OR “health services
need”) AND abstract (woman OR women OR female) limits applied
Databases:

Publicly available content Database
Narrowed by: Source type: Scholarly Journals

23

Cochrane Library/March 2024

#1 MeSH descriptor: [Women] explode all trees 1473
#2 female 959424
#3 #1 OR #2 959434

#4 (“health services needs and demand” OR (informational NEXT need*) OR
(information NEXT need*) OR (unmet NEXT need*) OR (supportive care NEXT

need*) OR (health system NEXT need*) OR (psychological NEXT need*) OR
(sexuality NEXT need”) OR (physical NEXT need*) OR (daily NEXT need*) OR
(living NEXT need*) OR (patient care NEXT Need*) OR (support NEXT need*) OR
(health services NEXT Need*)): ti, ab, kw (word variations have been searched)

6344
#5 MeSH descriptor: [Breast neoplasms] explode all trees 20048

#6 #3 AND #4 AND #5 107
Only select the cochran review: 2

Star is a truncation in strategy formulation, it is applied to enhance recall percentage in the retrieval process and searching for a word that could have multiple

endings.

2.4. Study Screening and Selection. The search was performed
between 20 and 29 March 2024 within the mentioned da-
tabases. Totally, 749 documents were retrieved. All results
were exported to Endnote X10. After removing the duplicate
documents (n=322), 427 documents were obtained, and
their titles and abstracts were screened independently by two
contributors. Also, 369 out of 427 articles were eliminated
due to irrelevance or incompatibility of their objectives with
the present study; finally, 58 articles remained to be thor-
oughly reviewed. After reviewing the articles” full text, we
excluded 45 other articles for other reasons listed in Figure 1.
In addition, the references of the retrieved studies were
manually searched for additional publications and one
further relevant study was also identified, resulting in a final
total of 14 included articles. All included studies that met the
objectives of the present study were ensured to undergo in-
depth analysis, categorization, and summarization of the
evidence. The bibliographic and thematic data of these ar-
ticles were collected using the checklist recommended by the
JBI guidelines for systematic reviews.

Data extraction was independently conducted by 2
contributors (N.G and M.R). In case of disagreement over
extracting the details of the eligible studies, we sought the
opinion of a third contributor. In the next step, each article
was analyzed as an independent unit. In order to summarize
the concepts and to categorize the articles, we used
MAXQDA (2020) as a qualitative data analysis tool.

2.5. Quality Assessment. The Critical Appraisal Checklist for
Systematic Reviews and Research Syntheses was used in
order to ensure the quality of included studies and reduce
bias [28]. The review process was done independently by 2

contributors (N.G and M.R) from the team of authors. Any
disagreements were resolved by discussion with a (second)
author. According to the decision of the researchers, 6 out of
11 were considered as the cutoff point; any of the evaluated
studies scoring less than 6 were excluded from the present
study. But the qualitative assessment showed that none of
the articles received a score less than 6; therefore, all 14
articles were found eligible for further analysis. The results of
quality assessment are detailed in Table 3.

2.6. Data Extraction. The key data of the studies that met the
inclusion criteria were independently extracted by two re-
searchers of the present study (N.G and M.R) (displayed in
Table 4 in supplements). Following the JBI checklist, we
extracted the data of each qualified systematic review within
the study details (authors, year of publication, objectives,
and participants), search details (database sources, range of
included studies, number of studies included, types of
studies, and their country of origin), and analysis (main
findings/results).

Overall, 13 systematic reviews without meta-analysis and
1 systematic review with meta-analysis were included. Due
to the insufficient data of the systematic review with meta-
analysis in providing a detailed quantitative report, we
merely assessed the descriptive information of that meta-
analysis and did not provide a separate quantitative report.

3. Results

Two components, namely, systematic reviews and their
primary studies, play a crucial role in the results of an
umbrella review. Therefore, a descriptive summary of
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Records identified from:
. PubMed (n= 34)
2 Embase (n= 81)
I3 : —
g.% ‘s/\cf(e)t;::sf (Sr?:erzlgi)(rF 187) ——— | Duplicate records removed (n =322)
_°§ Proquest (n=23)
= Cochran Library (n=2)
Google Scholar (n=168)
v
Records screened Records excluded
(n = 427) > (n=369)
v
Full text articles assessed for Full text articles ex_clude (n=45)
o ligibility (n = 58) — »| Reasons for exclusion:
k= Conference paper = 2
§ Full text not find= 1
E In languages other than English= 1
Not relevant= 21
Backwards and forwards Nonsystematic review/Meta-analysis= 7
search (n=1) Research focuses on multi cancers= 7
Research focuses on other groups
(caregivers...) = 4
v
2 Studies included in review (n =14)
'_g 13 SR without Meta-analysis
E 1 SR with Meta-analysis
FIGURE 1: Study selection process using the PRISMA flow diagram.
TaBLE 3: Assessment of methodological quality using JBI critical appraisal checklist for systematic reviews and research syntheses.
Questions
Studies i
QA @ Q@ @ Q@ Q6 Q@ Q8 Q Qo qQu Quality
rating
Khajoei et al. [30] Y Y Y Y Y Y Y NA Y Y Y 10/11
Zou et al. [31] Y Y Y Y Y U U NA Y Y Y 8/11
Nguyen [20] Y Y Y N Y Y Y NA N Y Y 8/11
Liu et al. [24] Y Y Y Y Y Y Y Y Y Y Y 11/11
Sheikhtaheri et al. [32] Y Y Y Y N N Y NA Y Y Y 8/11
Armoogum et al. [21] Y Y Y Y Y Y Y Y Y Y Y 11/11
Wabula et al. [33] Y Y Y Y U U U NA Y Y Y 7/11
Lu et al. [34] Y Y Y Y Y U Y NA Y Y Y 9/11
Karibayeva et al. [35] Y Y Y Y U U Y Y Y Y Y 9/11
Masjoudi et al. [36] Y Y Y Y Y Y Y NA Y U Y 9/11
Angarita et al. [37] Y Y Y N Y Y Y NA NA Y U 7/11
Recio-Saucedo et al. [38] Y Y Y Y Y Y Y NA Y Y Y 10/11
Lo-Fo-Wong et al. [39] Y Y U Y U N U NA Y Y Y 6/11
Fiszer et al. [40] Y Y Y Y Y Y Y NA Y Y Y 10/11

Y: yes; N: no; U: unclear; NA: not applicable; (Y) =1.

primary studies is presented in the first part of Figure 2. Also,
to facilitate visualization of key evidence, the 14 included
systematic reviews and the summarised categories of health
information needs of breast cancer survivors have been il-
lustrated in the second and third sections.

The data of section one show that 48,349 people
participated as samples in 237 original articles between
1994 and 2021. Geographically, these studies were

conducted (The setting of original papers was not avail-
able in some studies) in Asia (n=78), Europe (n=>54),
North America (n=63), Australia (n=26), Africa (n=1),
and South America (n=1). The distribution diagram
showing the publication years of the original articles
indicates that most of the articles addressing the in-
formation needs of women with breast cancer were
published between 2000 and 2017.
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FIGURE 2: Visual representation of the present umbrella review health information needs of breast cancer survivors.

The second section of the illustrated synopsis deals with
the 14 systematic studies included in the current research,
which were conducted between 2014 and 2023 in China
(n=3), England (n=2), Iran (n=3), Canada (n=1), Viet-
nam (n=1), France (n=1), Indonesia (n=1), Kazakhstan
(n=1), and the Netherlands (n=1). These systematic re-
views were observed as the output of systematic review
process at the first level, as well as the principal input of the
umbrella review at the second level. The third section of the
illustrated synopsis concerns’ results of the present umbrella
review and shows the 11 main categories of health in-
formation needs of breast cancer survivors, which is the
main finding of the present study.

Table 5 summarizes the findings of the current study in
11 main categories and 86 subcategories of information
needs. According to the combined evidence and to answer
the main question of the review, one further category
(supportive care needs) was added to the 10 main categories
previously reported by Rutten et al. Also, 50 new sub-
categories were added, and 11 subcategories were proposed
to be either merged (while keeping the previous title), ex-
panded, replaced, or renamed. It is important to note that
a total of 64 subcategories have been introduced by Rutten
et al., whereas in this umbrella review, only those sub-
categories were used that were mentioned as needs in 14
included systematic reviews.

The present umbrella review identified different in-
formation needs at different stages of participants” experiences
of cancer. Figure 3 displays the frequency of subcategories of
information needs in each major category.

In the following sections, we will introduce the main
categories as well as some of the more frequent subcategories.

3.1. Treatment-Related Information Needs. In the present
review, information needs related to the treatment category
were found (in 25 subcategories) to be more frequent than
other information needs. Also, treatment-related in-
formation needs were reported across 10 out of 14 included
systematic reviews. Similarly, Sheikhtaheri et al. reported
that information needs on both treatment and diagnosis
jointly constituted a top priority among the information
needs of breast cancer survivors [34].

Based on our findings, the subcategory of “available
treatments/treatment options” had the highest frequency
among the subcategories of treatment-related information
needs. The results further showed that it was one of the
common information needs of breast cancer survivors, es-
pecially among older women with non-metastasized breast
cancer as well as younger women undergoing treatment with
mastectomy or breast-conserving therapy [23, 34, 38].
However, the findings reported by Amiri et al. were slightly
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different from ours, suggesting that despite patients’ need for
information about future treatment options, they were al-
ready familiar with therapeutic options introduced by
physicians, and this need had been met over time [6]. In
addition, the summarized evidence showed that patients had
a strong need for information about “side effects of treat-
ment/risks and benefits of treatment/management of side
effects” [34]; this need becomes even more conspicuous in
young women surviving breast cancer [38]. In this regard,
Papadakos et al. reported that the most important in-
formation needs of patients with cancer were related to
prevention, treatment, and side-effects’ management, as well
as information on possible complications caused by treat-
ment methods [41]. Riccetti et al. reported information
needs related to the side effects of treatment methods among
Chinese migrant cancer patients, as well as Native American,
Native Alaskan, and Native Hawaiian cancer survivors [42].

3.2. Supportive Care Needs (Information Needs and Features of
Information, Spiritual Needs, Social Needs, Physical Needs,
and Emotional Needs). The results of this review further
revealed that supportive care was a basic requirement of
breast cancer survivors. Accordingly, these needs were
identified in 19 subcategories, with the highest frequency in
“information needs and the features of information,”
“physical needs,” and “social needs” [21, 24, 32, 38, 40].
Besides, Riccetti et al. observed in their umbrella review that
Native American, Native Hawaiian, and Alaskan cancer
survivors frequently expressed the need for the participation
of their family members and community in supportive care
programs. Moreover, the need to incorporate spiritual ac-
tivities and take educational measures to remove the cancer
stigma was emphasized in the support groups [42].

In an umbrella review of supportive care needs of various
cancer survivors, Paterson et al. found that the most unmet
supportive care needs were as follows in the descending
order: psychological/emotional, health system/information,
interpersonal/intimacy, social, physical, family, practical,
daily living, spiritual, patient-clinician communication, and
cognitive [26].

3.3. Body Image/Sexuality Information Needs. According to
the findings of this review, the information needs related to
body image and sexuality were reported by breast cancer
survivors in 14 subcategories. An eligible study reviewed in
the present umbrella review reported that this sort of in-
formation about cancer patients’ acceptance of disease and
body image and sexual health ranked third and fifth among
information needs, respectively [32]. Riccetti et al. also
confirmed that information needs about body image and
sexuality were frequently reported among Latino/Hispanic
breast cancer survivors and African-American cancer pa-
tients and survivors. In particular, Latino/Hispanic Amer-
ican breast cancer survivors frequently expressed
information needs about reconstruction options, prosthet-
ics, and clothing. On the other hand, Chinese cancer patients
or survivors did not often discuss their information needs on
body image and sexuality [42].

3.3.1. Sexuality Information Needs. The evidence from the
present study showed that sexual information needs were the
most commonly reported subcategory within this category.
The findings suggest that many breast cancer survivors
experience problems such as sexual dysfunction, orgasm
disorders, dyspareunia, sexual anxiety, and loss of libido
[32, 34, 36, 38, 40].
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3.4. Rehabilitation Information Needs. The combined evi-
dence showed that rehabilitation information needs of breast
cancer survivors existed in 8 subcategories, with the highest
frequency being related to “self-care issues or home care
during recovery/self-care practices” [21, 24]. Meanwhile,
Riccetti et al. reported that rehabilitation information needs
were concerned with nutrition to a great extent; they ob-
served that this need was highly common among Chinese,
Native American, Alaskan, and Middle Eastern patients with
cancer or cancer survivors [42].

3.5. Prognosis Information Needs. The findings of the present
review demonstrated that information needs regarding
prognosis could be attributed to the following six sub-
categories: chances of cure, life span or survival rate, re-
currence of cancer, risk of complications, survival statistics of
treatment regimen, and awareness about possible prognosis.

Current evidence supports that the need for information
on chances of cure is an important subcategory in this
category [32]. Also, information needs about prognosis
during diagnosis and treatment stages include overall sur-
vival rate and risk of recurrence [34]. In line with the present
study, Riccetti et al. stated in their umbrella review that
information needs about prognosis of cancer recurrence
were often expressed by Chinese and Middle Eastern pa-
tients with cancer [42].

3.6. Cancer-Specific Information Needs. Based on this um-
brella review, the information needs related to this category
were identified in the following 5 subcategories with com-
parable frequency: etiology, diagnosis, clinical manifesta-
tions and symptom management, information about the
nature of the disease, and information resources about di-
agnosis [31, 34, 40]. The findings also substantiated that the
need for information on the etiology of breast cancer was
one of the most important needs and that the main concern
of breast cancer survivors about clinical manifestations was
related to symptoms and fear of tumor recurrence [34].
Under similar circumstances, in a study on various types of
cancer, Riccetti et al. confirmed that cancer-specific in-
formation needs were the most common needs reported
during the stages of cancer diagnosis and treatment among
most ethnic groups [42]. Furthermore, the participants’
unmet information needs in the studies by Amiri et al. and
Husson et al. emphasized information about the nature of
the disease [6, 43].

3.6.1. Where to Get Information about Specific Cancer Di-
agnosis or Treatment. According to the results of this review,
due to the close relationship between diagnosis and treat-
ment stages, the researchers integrated the information
needs regarding the access to information resources in these
2 phases. Accordingly, this subcategory, which was included
within the main categories of cancer specific and treatment
by Rutten et al., was separately taken into account and
included as another subcategory within the cancer-specific
information needs category. The findings of the present
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review further confirmed that breast cancer survivors
expressed a strong desire to receive health information even
after diagnosis [34]. Information-seeking behaviors during
diagnosis and treatment can emerge in the form of asking
questions from healthcare providers, listening to stories and
experiences of other people with cancer, searching for re-
lated resources, and even volunteering in research projects.
According to the present findings, some resources were
found as the most popular resources used by breast cancer
survivors for information during diagnosis and treatment
stages. These sources included medical records, libraries,
audio/video resources, cancer organizations, other people’s
experiences (family, friends, coworkers, and peers/support
teams), traditional media (e.g., radio & TV), attending ed-
ucational programs, specialized applications, printed pam-
phlets, trustworthy websites on the web, and healthcare
professionals (i.e., oncologists, nurses, physicians, and
healthcare providers) [31, 34]. The findings reported by
Riccetti et al. were in line with the present study in that both
confirmed that Asian-European and Middle Eastern patients
with cancer had a strong need for knowing “where to get
information about treatment” [42].

3.7. Surveillance and Health Information Needs. The findings
of the present review showed that information needs relating
to surveillance and health could be placed in three sub-
categories, with the highest frequency being “maintaining
psychological health.” In this regard, it was found that
psychological health was one of the most common areas
about which patients need information, which particularly
applies to the fear of recurrence or cancer progression [40].

3.8. Medical System Information Needs. According to results,
the information needs related to the medical system were
expressed in three subcategories with the highest frequency
being related to the following items.

3.8.1. Interaction with Healthcare Providers. Evidence from
the present review suggests that patients develop a basic need
to obtain information from care providers [33, 38]. Simi-
larly, in the study by Riccetti et al., information needs in-
volving were common among patients with cancer from all
ethnic backgrounds, except for Lati “healthcare system” no/
Hispanic American patients [42]. Considering breast cancer
survivors’ attempts to obtain information from healthcare
providers, the latter must feel committed and fully aware of
updated clinical guidelines on cancer. In this regard, Nifio de
Guzmadn et al. surprisingly observed that a large number of
patients with breast cancer had not received information on
the care recommended by clinical guidelines [44].

3.8.2. Healthcare Systems/Quality of Medical Equipment and
Supplies. The results of this umbrella review showed that the
need for information about the healthcare system was
among the most critical needs. For example, information
regarding a better medical center, name of an oncologist,
roles of different hospital staff in the department,
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information about logistic units or support departments
within a medical facility, and even awareness about the
quality of medical care-provision and high-tech equipment
were highly necessary for breast cancer survivors [32, 39, 40].
Furthermore, factors such as old age, history of mastectomy,
and comorbidities, as well as experiencing progressive stages
of cancer directly influenced and accentuated this in-
formation need [39].

3.9. Coping Information Needs. The findings of this umbrella
review reflect the information needs for coping with breast
cancer in line with their emotional reactions as described in
the following.

3.9.1. Emotional Reaction or Emotional Support for Coping
with Cancer. Based on our findings, the need for effective
coping strategies is among the information needs of breast
cancer survivors for dealing with stressful complications
during their experience of the disease.

3.10. Interpersonal/Social Information Needs. The results of
the present review revealed that information needs concerning
interpersonal and social relationships were common in the
effects on family, friends, and caregivers, subcategories
[20, 24, 31, 34, 38]. Riccetti et al. confirmed the prevalence of
information needs regarding the effects on family, friends, or
caregivers, among Latin American/Hispanic cancer survivors
as well as African American cancer patients and survivors [42].

3.11. Financial/Legal Information Needs. According to the
findings of this review, some of the information needs of
breast cancer survivors concerned in financial/legal in-
formation needs category were related to the costs of
treatment, insurance coverage, and financial problems.

3.11.1. Costs of Treatment, Insurance Coverage, or Other
Financial Issues. Patients generally seek information about
insurance coverage during diagnosis and treatment stages,
as well as information about further financial support (e.g.,
unemployment and sources of financial assistance) during
cancer survivorship [34, 40]. Riccetti et al., for instance,
reported that Latino, Hispanic, and African American
women with cancer often expressed information needs
regarding financial difficulties, inability to support family
expenditure, and their feelings of being humiliated due to
financial needs. Indian-American and African-European
patients with cancer also reported that they urgently
needed information about insurance, financial support,
and out-of-pocket payments, whereas Chinese patients
with cancer rarely mentioned financial and legal in-
formation needs [42]. Notably, financial toxicity remains
a major problem for breast cancer care recipients [45]. For
instance, Thai breast cancer survivors became anxious
when they found that insurance only covered certain costs
of medical care and treatment. Patients not only in Thai-
land but also in many other countries expressed their need
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for wigs, transportation facilities, and life-sustaining needs;
consequently, they were urged to request a wider range of
insurance coverage [46]. It should be emphasized that
patients who reported cancer-related financial problems or
high treatment costs might eventually either halt or
postpone prescribed medication and medical care as a re-
sult of increased financial obligations and accumulated
debt [45].

4. Discussion

This umbrella review investigated 14 systematic reviews and
classified the information needs in 11 main categories and 86
subcategories. The geographic distribution of needs in these
studies reflects these information needs at a global level
(Figure 2). The higher frequency of published articles in
Asian countries could be attributed to the following two
factors: the cultural diversity on this continent and the
contextual nature of those needs. The increase in the number
and changes in the main categories and subcategories of
information needs in the present umbrella review relative to
the study of Rutten et al. could be discussed in light of the
time interval between the two studies and the fact that the
present study focuses on the needs of women as a distinct
social group.

The information needs identified in this review were as
follows in the descending order of frequency: treatment
related, supportive care, body image/sexuality, re-
habilitation, prognosis, cancer specific, surveillance and
health, medical system, interpersonal/social, coping, and
financial/legal. In the following, some important results will
be discussed and compared with other studies.

4.1. Treatment-Related Information Needs. With regards to
treatment-related information needs, the long list of iden-
tified subcategories confirms the diversity of information
needs regarding treatment issues among breast cancer
survivors. Another significant finding of this umbrella re-
view was that obtaining information about treatment plan
and decisions is one of the fundamental needs among
women undergoing chemotherapy and older women when
they have to accept or reject treatment or make a choice of
specific treatment methods [24, 38]. This challenge is ap-
parently due to the presence of a heterogeneous spectrum of
people in the population of older women who survive breast
cancer. While some older patients continue to live an in-
dependent and otherwise healthy life, many of them often
have comorbidities and cognitive and sensory impairments
[34]. Therefore, the risk of mortality from causes other than
breast cancer increases with age, and the adoption of dif-
ferent treatment approaches is associated with complica-
tions. In addition, older women have different priorities
compared with younger women; the former may be less
willing to prefer quality of life over prolonged survival.
Meanwhile, our findings indicated that older adults might
opt to either of the following three therapeutic decision-
making styles: physician-based, patient-based, and shared
decision-making [34].
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In this umbrella review, we found that obtaining in-
formation about different diagnostic tests as well as the
waiting time for results was another basic need of breast
cancer survivors [34, 38]. The authorities in charge should be
aware that responding to this need was among key per-
formance indicators of the health system [47]. Indeed, the
World Health Organization advises countries to make
a diagnosis of the breast cancer within 60 days after the first
visit and start treatment within 3 months after it [48]. Young
women undergoing mastectomy or breast-conserving
therapy have also expressed the need to know about the
effects of clinical treatment on menopause, fertility, con-
traception, pregnancy during or after treatment, and
breastfeeding [34, 38]. Although these patients may not have
even considered having children before the diagnosis of
cancer, the idea of possible infertility or menopause after
treatment can be a stressful experience [49]. In this regard,
Peate et al. highlighted multiple information needs among
breast cancer survivors in relation to menstrual changes,
possible infertility attitudes, as well as actual decisions about
breastfeeding and contraception [50].

4.2. Supportive Care Needs. What has been identified
through this umbrella review is that in the supportive care
category, physical, social, spiritual, and features of in-
formation needs in breast cancer survivors appear to be the
notable and challenging items. However, another umbrella
review which was conducted on various cancers’ unmet
supportive care needs reported that psychological needs
were at the center of attention, and this need has been re-
ported as a common factor affecting different domains of
supportive care needs. Therefore, cancer treatment must
have a comprehensive approach and examine all aspects of
a person’s life [26].

4.3. Physical Needs. Elderly women with cancer encountered
challenges such as lack of a personal transportation vehicle,
long hours of waiting time in medical centers, multiple
hospital visits and multicentral treatment, inability to do
activities of daily living they used to do, lethargy, and feeling
of frustration [21, 32, 33, 37, 40]. These treatment-related
factors, which may not seem crucial, play a decisive role
when patients are supposed to decide about their treatment.
For example, radiotherapy and chemotherapy, which re-
quire going to multiple departments, can cause difficulty for
patients lacking personal transportation vehicles. In addi-
tion, tolerating the waiting time in therapy sessions can be
overwhelming for older women [37]. On the other hand,
since old age is associated with loneliness, the onset of
depression symptoms and reduced physical strength in
patients with breast cancer [51], the impact of treatment on
body functions, and independence can gain more impor-
tance than survival outcomes [52]. In this regard, Amiri et al.
reported that breast cancer survivors who received che-
motherapy or radiotherapy or both commonly needed in-
formation about managing physical symptoms such as pain,
lymphedema, reduced ability to do daily activities, dys-
pepsia, and hair loss [6].
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4.4. Social Needs. The findings of this review revealed that
fulfilling the need for social support, especially by family
members and health care providers, can reinforce the effect of
self-care, assisting patients in accepting their condition and
improving the distress associated with treatment [24, 32, 38].
In this regard, Ursavas and Karayurt pointed out that since
providing medical treatment procedures (such as surgery,
chemotherapy, radiotherapy, and hormone therapy) for
women with breast cancer was not adequate to overcome the
disease, one should develop and implement interventions
based on support groups so that these survivors could feel that
there are other women with breast cancer under similar
conditions and that they were not alone. Such supportive
interventions help cancer survivors find the right resources
for information while enjoying the benefits of peer support
[53]. Likewise, Jablotschkin et al. reported that participation
in peer-led self-help groups could be fruitful for patients with
cancer, having advantages such as information support,
shared experience and learning, helping others, and culti-
vating humor as a coping strategy [54].

4.5. Spiritual Support. Another significant finding in the
context of supportive care needs was related to mental and
spiritual needs. The need for mental energy may be con-
sidered as part of a support system. Friends’ encouragement,
shared experiences with other patients, and spiritual serenity
derived from religious and soothing beliefs can help breast
cancer survivors overcome their morbid condition with
feelings of tranquillity, security, and complacency (36) in
order to courageously face the uncertainty of the present and
future situations [31]. Other studies have confirmed that
spirituality is a significant resource when making decisions
about diagnosis and treatment [55]. It is also a major coping
strategy under stressful situations experienced by women
with breast cancer, which is useful for coping with the
disease and its treatment complications [56].

While spirituality creates positive effects, it should be
noted that patients’ religious and spiritual values may denote
different concepts and occasionally induce emotional dis-
tress [57]. Therefore, healthcare providers and psychosocial
consultants should explore emerging situations and take
timely interventional steps to help women with breast cancer
deal with negative aspects as well because these may affect
their adjustment mechanisms during the first year after
diagnosis [58]. In this umbrella review, we found that young
women surviving breast cancer needed even more in-
formation about sexuality and body image, family, and
treatment and that they had greater concerns about physical
appearance and gender issues [38]. While certain changes
such as hair loss may be of a temporary and short-term
nature, they may exert a profound effect on how a woman
can feel about herself [59]. In this regard, Thakur found that
body image was one of the essential components of women’s
health and that healthcare providers should attempt both to
prevent patients’ mental and physical problems and stick to
their treatment regimen [60]. Vegunta et al. observed that
while sexuality issues constituted a common concern among
breast cancer survivors, they were often overlooked in both
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clinical and research settings [61]. Therefore, the care of
breast cancer survivors should include serious interventions
to cater for sexuality disorders [62].

4.6. Information Needs and the Features of Information.
According to the findings of our review, breast cancer sur-
vivors need to understand the features of information and
methods of receiving information throughout different stages
of treatment [31, 33, 34, 40]. In general, the supportive care
needs are dependent on cultural context [33]. Because pa-
tients” information needs are likely to be affected by various
factors such as gender, age, educational level, occupation, and
cultural diversity, care providers must consider all these
factors in providing information to cancer patients. For ex-
ample, traditionally, healthcare workers directly provide
health information to breast cancer survivors either through
face-to-face conversation or through giving them handouts.
Despite the validity of traditional routes of transferring in-
formation, they are often less effective during the early stages
of cancer diagnosis because women may experience a rather
perplexed state of mind at the beginning. In addition to the
methods of information provision, characteristics of pieces of
information are critical too. Appropriate and timely in-
formation provision can improve the level of coping with
cancer through the reinforcement of the spirit of fighting
against cancer and overcoming hopelessness. Meanwhile,
inconsistent or inadequate information may contribute to the
confusion of patients about disease prognosis. While over-
whelming information in turn contributes to patients’ anx-
iety, insufficient information or lack of trustworthy
information can cause undue uncertainty about the treatment
process. It should be expounded, however, that although
many patients would like to receive information directly,
gradually, and positively, others prefer alternative approaches
and even not to receive explicit information [31].

4.7. Self-Care Issues or Home Care during Recovery/Self-Care
Practices. The findings of the current review indicated that
the most frequent information needs about rehabilitation in
women undergoing chemotherapy concerned their empow-
erment in self-care practices at home during the recovery
period [34]. Patients also prioritize receiving self-care in-
structions [32]. Nguyen observed that self-care strategies after
discharge grew in popularity among breast cancer survivors
and their family members as a means to help maintain quality
of life and to reduce psychological distress [20]. It is worth
noting that although self-care is among the most important
principles of life and a successful treatment for patients with
cancer, the first step and the most effective measure for self-
care is the expansion of their health literacy [63]. Therefore,
Deveci et al. recommended that healthcare professionals
should educate patients with breast cancer about facts on self-
care practices after breast cancer surgery [64].

4.8. Prognosis Information Needs. According to the results of
the present study, although it is necessary for breast cancer
survivors to know the risk of recurrence during the
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diagnosis, treatment, and survival stages, they also need
information about the risks of complications and recurrence
as well as the survival rates of different therapies to make
treatment decisions [34]. In this regard, Kim et al. found that
many breast cancer survivors barely knew about ductal
carcinoma in situ and were likely to misunderstand the
associated risks and prognosis; consequently, their anxiety
level after treatment slightly differed from that of women
with invasive breast cancer [65].

4.9. Surveillance and Health Information Needs. Our findings
indicated that a third of patients with metastatic and re-
current breast cancer were at risk of experiencing varying
degrees of depression. Higher rates of depression in this
group show that cancer patients need effective psychological
support not only at the time of diagnosis but also during the
entire treatment period [35]. In this regard, Dinapoli et al.
confirmed that breast cancer was the prelude to a stressful
process for a patient who has to grapple with unknown
challenges and difficult choices. Accepting the diagnosis,
following the treatments, understanding the prognosis, and
managing possible side effects and possible recurrence, as
well as facing an uncertain future are major stressful steps
that can result in mental instability, depression, or other
mood disorders [66].

4.10. Coping Information Needs. Coping strategies often
differ from individual to individual and are highly de-
pendent on a patient’s coping style, their experience of
symptoms, need to control symptoms, and approach to
challenges, as well as knowledge and beliefs, in addition to
how chemotherapy affects their life. According to the
combined evidence, three coping styles were identified in
women with breast cancer undergoing chemotherapy as
follows:

(1) Emotion-focused coping strategies,
(2) Problem-focused coping strategies,

(3) Behavioral coping strategies.

Our findings support the stance that emotion-focused,
problem-focused, and behavioral-coping strategies are ef-
fective tools for mitigating symptom-related distress and
enabling patients to exert control over their lives. The
purpose of coping strategies is to analyze and discover the
causes of stressful events, seek relevant information and
social support, eliminate or resolve problems, set goals, and
modify personal expectations. Emotion-focused coping
strategies are not intended to directly resolve problems;
rather, they aim to modify one’s responses such as crying,
denial, acceptance, hopeful thinking, sense of humor, dis-
traction, and avoidance. Behavioral coping strategies such as
remaining hopeful, understanding and following self-care
instructions, constant self-appraisal to ensure one’s health,
and attempting to maintain one’s active role in life can
improve the patient’s quality of life and facilitate coping with
adverse symptoms [24]. Riccetti et al. concluded that among
Asian American and African American survivors of cancer,
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the most essential information needs were about “coping
information,” especially “emotional reactions, emotional
support, coping with cancer” (anxiety and depression) [42].

4.11. Effects on Family, Friends, and Caregivers. Based on the
findings of this umbrella review, breast cancer survivors are
in need of information on how to communicate about
cancer with their family [31, 38], young children, and ad-
olescents [34]. The results of a related systematic review
indicated that mothers diagnosed with breast cancer en-
countered challenges in revealing their condition and related
matters to their children. However, it was ultimately dis-
covered that these mothers did disclose their illness and
associated concerns to their offspring. This outcome might
be attributed to the fact that it is challenging for mothers to
maintain complete secrecy from their children who live with
them [67].

Other studies have suggested that teenage girls experi-
ence more emotional distress compared to male counter-
parts due to heredity issues as well as fertility risks they
might encounter at different periods of life like their
mothers. After being diagnosed with breast cancer, teenage
girls’ mothers constantly feel distressed with the disease.
Also, the treatment negatively affects teenage girls’ mental
health, learning, and daily life. Their mothers even developed
worries about the impact of the disease on their daughters’
marriage opportunities and economic prospects [68].

5. Conclusions

Evidence indicates that women diagnosed with breast cancer
experience a multifaceted condition affecting a specific body
organ that is of paramount importance to their femininity.
Indeed, the diagnosis and treatment of breast cancer are
likely to have a significant impact on their physical health
and their psychological and social lives.

In the present umbrella review, the researchers identified
key information needs of breast cancer survivors, including
treatment information, supportive care, and body image/
sexuality information needs that require immediate atten-
tion. Although the highest frequency of information needs
was related to the three aforementioned items, it is evident
that all identified areas require interventions to meet pa-
tients’ information needs. Furthermore, from the geo-
graphical distribution of information needs around the
world, it can be argued that breast cancer has become
a global priority. This is due to a number of factors, including
the transformation of breast cancer into a chronic disease,
concerns over challenges related to information overload
and the quality of available information, and the importance
of the breast as the most important external identification of
femininity.

This umbrella review of existing studies on identifying
and documenting the information needs of breast cancer
survivors reveals a substantial body of research in this field.
It appears that researchers in this field have reached a point
where they can transition from the exploratory stage to the
operational stage with greater seriousness. Survivors are
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currently awaiting actions to address these needs from
policymakers and healthcare providers. It is evident that
countries that assume a pioneering role in this transition and
operational stage and focus on breast cancer survivors’ needs
in providing health services become healthier, more dy-
namic, and most importantly, more productive societies.
The advantages and positive consequences of this concen-
tration will be experienced by the present generation and
those to come.

6. Implications for Research

It is suggested that another umbrella review be conducted on
the impact of interventions implemented so far in order to
meet the information needs of breast cancer survivors and
help identify the best practices in this field so that un-
necessary parallel work is avoided, and practical measures
are promptly adopted for similar patients in other regions.

7. Limitations

Umbrella reviews involve limitations as well. This type of
study relies on information from articles that are covered in
systematic reviews. As a result, an umbrella review cannot
identify a phenomenon that has not been addressed in
systematic reviews. The present research is not an exception.
Therefore, our results should be interpreted with due at-
tention to this limitation.
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