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Purpose: The purpose of this study was to assess the information needs of women with
breast cancer attending care at a major hospital in Ethiopia. It also aimed at describing the
association of information needs with sociodemographic and clinical variables, preferred
sources of information, and time to have it.

Patients and Methods: A hospital-based cross-sectional study was conducted on 375
women with breast cancer at Tikur Anbessa Specialized Hospital. Data were collected by
interview and Toronto information needs questionnaire for breast cancer which contains
52 items categorized under five domains was pretested, adopted, and used to address the
information needs of patients. One way ANOVA was done to get an association of socio-
demographic and clinical variables with information needs. All statistical analysis was
performed using STATA (Version 14), and statistical significance was set at P < 0.05.
Results: The total mean score for overall information needs among breast cancer patients
was 238.7 (22.5) with a range scale of 156-260. Among the five subscales information on
disease and information on treatment were the most highly needed areas with a mean
percentage of 94.8 and 93.7, respectively; and 254 (67%) of them preferred the information
to come from health professionals. Diagnosing as stage IV (p=0.0005) and urban residence
(0.02) was associated with less and high information needs, respectively.

Conclusion: The information needs of breast cancer patients were high. Determining what
the patient’s needs are an important aspect of providing health care especially in cancer care.
The healthcare system should include a way of information provision system for breast
cancer patients based on their needs.

Keywords: breast cancer, information needs, Ethiopia

Introduction

Breast cancer is the most common cancer case among females in the world
accounting for 1 in 4 cancer cases and is the most frequently diagnosed as well
as the leading cause of death in many countries including the least developed
countries.'*

First data from a population-based cancer registry in Ethiopia showed that
cancers of the breast are the first cancer cases in women, accounting for 31.5%.’
Most cancer is usually diagnosed in advanced stages at presentation and most of the
patients were young with poor treatment outcomes.*>

Having breast cancer is a traumatic experience for both patients and their
families and is accompanied by a series of dramatic changes in life including
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disease-related physical pain or fatigue, and psychosocial
problems. In addition, women with breast cancer experi-
ence specific emotional problems such as issues of fertility
and child bearing; changes in body image related to treat-
ments like losing hair and removed breast.®” This complex
nature of the illness and its psychosocial impact along with
the adverse effects of the treatment make them demand to
develop a genuine relationship with health professionals
and requires them to decide tough decision regarding their
their
mechanism.®® Consequently, they will encounter informa-

treatment, learn about disease and coping
tion needs during their disease and its management
trajectory.®

Researches done in different countries of the world
showed that patients with cancer have high information
needs on a wide range of factors for many reasons.'® "
For its positive impact on their feelings and emotion, to
control and understand their situation, to take an active part
in their care, and to cope with their condition and fears were
among the reasons for needing information as reported by
patients.'* Moreover, ambiguities, uncertainties, fears, and
anxiety came from lack of awareness or having insufficient
information about the nature of disease, treatment, and
prognosis could be the reason to have high information
need.'>'® The commonest types of information needs of
(breast) cancer patients comprised the disease aspect, treat-
ment option, treatment side effects, physical pain and its
management. It also contains information on sexuality,
daily life
others.'>'3!>!7-1% 1n general, Prognosis, diagnosis, and

and activities, emotional support, and
treatment options were the top three cancer patients’ prio-
rities of information according to a systematic review done

by Tariman et al.'®

Patients need for information persists
throughout their journey from diagnosis to follow-up
regardless of having undergone or finished active
therapy.'''*!'? In spite of their high needs, cancer patients
continuously reported high unmet needs of information and
dissatisfaction with the availability or provision of
information.”® A previous systematic review, for example,
showed that there was a wide range of unmet needs existed
among cancer patients including information needs on ben-
efit and adverse effects of treatment modalities®' and lim-
ited health literacy, type of treatment, age, and language
difference might be among factors associated with high
unmet needs of information.*"**

Cancer patients mentioned different sources of informa-
tion that they need such as leaflet, internet, and other non-

medical personnel. But, the preferred sources for most of

the patients were health professionals,'>** and these find-
ings emphasize the key role that healthcare providers could
play in meeting the information needs of patients.'***
A study done by Alananzeh et al, for instance, showed
that patients wanted to have detailed information based on
their situation about the state of the disease, treatment
process, and the recovery journey preferably from their
doctor. They also reported that they had less trust for the
information that originates from the internet, and given
written information about their disease from health provi-
ders was too scientific for them to understand.*’

Different patients are likely to have different priorities
in information needs according to their socio-demographic
factors and clinical background. A study that was done on
Chinese breast cancer patients, for example, indicated that
patient’s religious beliefs, whether living alone or not,
educational level, and time since diagnosis influenced
their preferences for information needs.”® A systematic
review by Tariman et al also showed that information
connected to sexuality was the focus of younger patients,
while older adults wanted information connected to self-

care.m

Moreover, time since diagnosis, occupation, and
physical condition were factors associated with informa-
tion seeking and needs according to an original study done
by Sainio et al."* Additionally, a meta-analysis by Ankem
also showed that age was significantly associated with
information that younger cancer patients wanted more
information compared with older patients.”’
Understanding and meeting the information needs of
breast cancer patients are critical in improving the quality
of life of patients. It also lowers their levels of depression

and anxiety,?*~*

improves an individual’s coping and self-
care mechanisms®® by making them active participants in
the process of their healthcare management.”>*’ It is also
important to consider it as one of their rights that they
deserve receiving appropriate information on their own
illness and its subsequent treatment.'®~°

Despite a gradual recognition as one of the public health
concerns, cancer in Ethiopia continued to get low public
health attention because of other health problems like com-
municable diseases.’ Studies reported that cancer in gen-
eral and breast cancer in particular should be a public health
concern for its high prevalence and most commonly diag-
nosed in young patients at late stage of the disease which
was due to multiple factors related to an individual aware-
ness and misconception about the disease and its treatment
as well as factors related healthcare system such as inacces-

sible and poor quality health care®’. The government
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drafted a five-year national cancer control plan for the
period of 2016-2020 to reduce the burden of cancer through
prevention, curing, or prolonging the life of cancer patients
and ensuring the best possible quality of life for cancer
survivors.>3 However, researches showed that cancer
patients in Ethiopia were continuously reporting a low
level of quality of life, a high level of symptoms, and
a large number of unmet needs like emotional support,
respected care, financial support, and pain relief. The major-
ity of the patients also reported that they were not satisfied
with the current availability and provision of cancer-related

information,>*>>

and one in four breast cancer patients were
depressed. Poor social support, severe pain, and type of
treatment were among the factors that were associated
with depression.”® Furthermore, previous researches
revealed that the relation of breast cancer with body image
is one of the reasons for patients to experience a worsening
problem and to have a poor quality of life.®’

Because treatment of breast cancer is complex and pro-
longed, it needs active involvement of patients themselves. It
is known that treatment for breast cancer is prolonged and
complex, it needs the active involvement of the patients
themselves. Studies also indicated that patients with cancer
need information to decide on their treatment, to prepare for
the future, and to help them cope with their disease. Well
informed and satisfied cancer patients are able to adhere to
their treatment, cope with the illness, and have a better
quality of life. Thus, the appropriate information should be
given to them based on their needs and is one of the methods
for quality care delivery in cancer care services. Hence,
knowing the position of women towards receiving this
information is necessary to give them tailored information.
In Ethiopia, research regarding the information needs of
breast cancer patients is limited. Hence, this study was
intended to fill this gap.

Patients and Methods
Study Setting and Design

A hospital-based cross-sectional study was used from
March to May 2017 at the oncology department of Tikur
Anbessa Specialized Hospital (TASH). TASH is located in
the capital city of Ethiopia, Addis Ababa. It is the largest
and maybe the only referral hospital serving people who
come from all parts of the country. It has one CT and one
MRI scanner. Treatments offered at its cancer center
include anticancer drugs, surgery, and it is the only hospi-
tal to give radiotherapy in the country.

Sample Size Determination and Sampling

Technique
The sample size was calculated using the formula for
a single population proportion (z2p (l-p)/d2) taking
proportion (p) of patients on chemotherapy who want
information on chemotherapy and their management
(63%)* and 95% level of confidence. After adding
a 10% none respondent rate, the final sample size
becomes 394. The eligibility criteria were all pathologi-
cally confirmed breast cancer patients from inpatient and
outpatient departments, who are above 18 years of age
and who are on treatment in the study hospital during
data collection time.

Patients who were not able to communicate due to
severe physical fatigue or/and language barrier were
excluded from the study.

Variables
Dependent variables
Information needs among female breast cancer patients

and preferred source of information.

Independent Variables

Socio-demographic (Age, marital status, educational sta-
tus, religion, occupation, residence), clinical factors (time
since diagnosis, stage of the diseases, and type of therapy)

Data Collection Procedures

A structured questionnaire from literature was used for the
assessment of socio-demographic data of the patients and
clinical information. For the assessment of information
needs, a pretested Toronto informational needs question-
naire for breast cancer (TINQ-BC) was used to measure
the information needs of breast cancer patients.

Three skilled nurses for data collection and one
supervisor were selected with previous experience in
data collection and training was given on the data
administration and collection techniques. The trained
nurses administered the questionnaire via an interview
for patients who gave their informed consent to partici-
pate in the study. Clinical variables were collected from
their medical records and oncologist was consulted to
clarify some medical terms in collecting data like the
stage. Data from the patients themselves and from their
medical card were collected after patients gave their

informed consent.
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The Toronto Informational Needs

Questionnaire of Breast Cancer
(TINQ-BC)

TINQ-BC was developed to assess specific informational
needs of breast cancer populations, such as patients being

surgery,

therapy.’’ " It was widely used in the world including
41,42

treated by chemotherapy, or radiation

African countries like Zambia*® and Egypt and it has
the potential to assess the information needs of women
with breast cancer on an international basis.*?

The development and initial testing of the instrument
was outlined by Galloway et al (1997) “To elicit women’s
perception of their information needs related to their
experience of breast cancer despite the ceiling effect of
the instrument”.*® It was even applied effectively to other
cancer patients such as prostate cancer.**

TINQ-BC contains 52 item scales, measuring the fol-
lowing five subscales of information needs, namely, dis-
eases, treatment, physical, investigative tests, and
of 52

a maximum of 260, the mean score to represent higher

psychosocial with a minimum score and

information needs is 200 and above.>’

The Five Subscales of TINQ-BC

Treatment (16 Items)

Assess information needs about various treatments, how
they work, performed, sensations that may be experienced,
and possible side effects. Disease (9 items): assess infor-
mation needs about nature, process, and prognosis of the
disease.

Investigative Tests (8 Items)

Assess information needs about procedures used to assess
the extent of disease, how, why they are done, and sensa-
tions that may be expected.

Physical (I Items)

Assess information needs about the preventive, restorative,
and maintenance care that may be needed as a result of the
disease and treatments.

Psychosocial (8 Items)
Assess information needs about how to handle the

patients’ or their families’ feelings.

Data Management and Analysis
To maintain data quality, the tool (TINQ-BC) was translated
into Amharic and the Ambharic version was again translated

back to English by different individuals including language
expert to check for consistency and equivalence of mean-
ing. The translated Amharic version of the questionnaire
was pre-tested on 20 patients prior to the actual data and
simplicity, accuracy of responses, language clarity, and
appropriateness of the tool was checked. Based on the
finding of the pretest, the necessary corrections regarding
language clarity and ease of administration were incorpo-
rated into the study tool. The investigators and language
experts then found the tool to be applicable for the study
population via interview. Hence, the tool was adopted to use
it in this study for measuring the information needs of
women with breast cancer after minor modification.

The data collection instruments were coded and data
were checked and entered using EpiData version 3.1 and
all statistical analysis was performed using STATA
(Version 14), descriptive statistics were used to compute
mean, frequency and percentage whereas one way
ANOVA was used to examine if there was a mean differ-
ence between dependent and independent variables among
the groups. Statistical significance was set at P < 0.05.

Ethical Consideration

For maximum protection of the rights of patients, this study
was conducted in agreement with the Declaration of Helsinki
and National research ethics guidelines. Permission to under-
take the study was obtained from the Ethical Review
Committee of Addis Ababa University College of Health
Sciences, School of public health. All participants were
informed about the purpose of the study, the possible time
the study could take, the confidentiality of the information,
and the right not to participate or withdraw at any time.
Informed consent was obtained from all patients included
in the study prior to the beginning of data collection. Data
were treated in strict confidentiality and there was no patient
name in any form to protect patient privacy.

Results
Socio-Demographic Characteristics of
the Participants

The final sample size for obtaining data for this study was
394 and 375 of them were willing to participate making
the response rate to be 95.17%. The majority (80.53%) of
participants in the study were between the age of 20 and
51 with the median age of 40. Those who follow Orthodox
Christianity were (70.70%). Urban dwellers were 303
(80.80%), and Addis Ababa is the living place for 167
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(44.50%) of them. High school was the most frequently
reported (29.90%) level of education. A large portion 280
(74.70%) of the women indicated that they are married and
over half of them, ie, 212 (56.50) were housewives.

Clinical Characteristics of the Participants
The majority of the patients 160 (42.90%) were diagnosed
as stage I1I and only below 5% of them were diagnosed as
early as stage I. As high as 70% of the women had
diagnosed within a period of 2 years. Most of the partici-
pants 244 (65.10%) who were on chemotherapy were also
underwent surgery or took radiation treatments, 22.40%
were on hormonal therapy. Table 1 shows the clinical
characteristics of patients.

Descriptive Statistics of Information

Needs Among Breast Cancer Patients
The TINQ-BC was used to assess the information needs of
breast cancer patients using 52 items and 5 subscales.
Mean score 200 and above for overall, 4 and above for
subscale and single item rated as high information needs.
Mean score above 4.75 was rated as extremely important
for a single item.*”

In this study, the total mean score for overall informa-
tion needs among breast cancer patients was 238.7 (22.50)
with a range scale of 156-260.

Table | Clinical Characteristics of Breast Cancer Patients
Attending Care at TASH, Addis Ababa Ethiopia, March—May 2017
(n=375)

Characteristics Frequency (n) Percent (100)
Time since diagnosis
3months—Ilyr 150 40.00%
lyr—2yr 139 37.07%
2yr-3yr 43 11.47%
3yr—4yr 29 7.73%
4yr—5yr 14 3.73%
Stage at diagnosis
Stage | 17 4.52%
Stage Il 115 30.67%
Stage Il 161 42.94%
Stage IV 82 21.87%
Type of treatment
Chemotherapy 87 23.20%
Hormonal 84 22.40%
Chemo & surgery 139 37.07%
Other combinations 65 17.33%

About 9 items scored mean above 4.75 (Table 2) includ-
ing “If there is cancer anywhere else in my body” (M=4.81
with a scale of 2-5); “If the breast cancer will come back”
(M=4.80 with a scale of 2-5); and “If there are ways to
prevent treatment side effects” (M=4.79 with scale of 1-5).

The minimum mean score, when compared to others,
was “What to do if I become concerned about dying”
(M=4.05 with scale 1-5) and “Where I can get help if
I have problems feeling as attractive as I did before”
(M=4.1 with a scale of 1-5).

There are five subscales that were scored from the
Toronto information needs questionnaire of breast cancer.
Because of unequal numbers of items in each subscale
standardized mean score or percentage was used to iden-
tify the areas of highest information need between
subscales.

Information Needs on Treatment

This subscale has 16 items to assess information needs
about various cancer treatments, how they work, per-
formed, sensations that may be experienced, and possible
side effects.>® The overall mean of this subscale was
(M=75 on a scale from 48 to 80) with standardized mean
of 4.68 which rated between “very important to extremely
important” with a mean percentage of 93.70%.

Information Needs on Disease

The disease subscale has 9 items to assess information need
about the nature, process, and prognosis of the disease.> In

Table 2 Information Needs Among Breast Cancer Patients

Attending Care at TASH, Addis Ababa Ethiopia, March—
May 2017. Items with Highest Score (>4.75)
Items n=375 Mean Range
(SD)

How to deal with their side effects of 4.76 (0.53) | 2-5
treatment

The possible side effects of their treatment 4.76 (0.53) | 2-5
4.78 (0.51) | 1-5

476 (0.52) | 3-5

If there are methods to prevent side-effects

Side effects that they should report to the health
professional

What if breast cancer came back 4.80 (0.52) | 2-5
481 (0.48) | 2-5

476 (0.52) | 2-5

If there is cancer in other parts of my body
How would the iliness influence my life over the
next few months

If their illness is hereditary 4.80 (0.51) | 2-5
How their illness would affect their life in the 4.79 (0.49) | 3-5

future

Abbreviation: SD, standard deviation.
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this study, it was rated between “very important and extre-
mely important” with a standardized mean of 4.73 (M=42.6
on a scale of 23—45) and a mean percentage of 94.80%.

Information Needs on Investigative Test
This is an 8 item subscale to assess information needs
about procedures used to assess the extent of disease,
how, why they are done, and feelings that may be
experienced.”® Information needs on investigative tests
for this study were rated between “very important to
extremely important” with mean of 4.50 (M=36 on
a scale from 21 to 40) and percentage of 90.

Information Needs on Physical

The physical information needs subscale contains needs
about the preventive, restorative, and maintenance care
that may be needed as a result of the disease and treat-
ments. It has 11 items.>® For the physical subscale, the
standardized mean and its percentage were 4.59 and 90.80
(M=50.5 on a scale from 33 to 55), respectively. It was
rated between “very important to extremely important”.

Information Needs on Psychosocial
Information needs about how to handle the patients’ or
their families’ feelings assessed by an 8 item subscale for
psychosocial information needs.*

It was itemized as “very important” (M=34.5 on a scale
of 16 to 40) with a mean percentage of 88 and the stan-
dardized mean of this subscale was 4.3.

Relationship of Information Needs with

Sociodemographic and Clinical Variables
One-way analysis of variance (ANOVA) was conducted
between the mean score of information needs and demo-
graphic and clinical variables to detect if there significant
differences in mean score of information needs among groups
as a whole, and ratio mean square values (F) along with
degrees of freedom and p value were used to report as the
following.

Thus, the only differences between means revealed by
ANOVA were living locations and stage at diagnosis.
According to ANOVA, there was a significant mean differ-
ence of information needs among different living locations
at the value of p<0.05 for urban, semi-urban and rural area
[(F=2, 372) = 3.55, p= 0.02] and among disease stage [(F=3,
371)= 6.03, p=0.0005]. Pairwise comparison of means was
performed using Tukey HSD test to determine which group

is significantly different from others. It showed that mean
score for urban residents was significantly different or higher
(M=240.21, S.D.=21.61) than rural. But, the mean of semi-
urban (M=232.75, S.D.=26.6) was not significantly different
from urban and rural. Similarly, the mean score for informa-
tion among stage IV patients (M=230.12, S.D.=23.1) was
significantly different (lower) than stage II and III. But, the
mean score (M=235.35, S.D.=26.6) of stage I was not sig-
nificantly different from other.

Preferable Source and Time to Have

Information

Regarding the preferable source of information, 254 (67%)
of participants want health professionals, ie, Doctors and
nurses to be their primary source of information, whereas,
97 (25.87%) of them want to have it by any means as
shown in Table 3. Similarly, 284 (75.73%) of the partici-
pants mentioned that the appropriate time to have informa-
tion is before starting the treatment and 75 (20%) of them
mentioned having information at any time is the right time.

Discussion

It is common for breast cancer patients to experience
physical, social, sexual, and psychological (including anxi-
ety and depression) problems.®”®”** Studies showed that
having timely and appropriate information helps breast
cancer patients to involve in an informed decision of
their treatment process, learn about the disease, and con-
trol their life and coping mechanism. It also improves their
quality of life and lowers their anxiety and depression.

Table 3 Preferable Source and Time of Information Among
Breast Cancer Patients Attending Care at TASH Addis Ababa
Ethiopia, March—May 2017 (n=375)

Item Frequency | Percentage
(n) (100)
Preferable source of information
Health professionals 254 67.73%
Media 9 2.40%
Leaflet [ 0.27%
Health education 14 3.73%
By any way/means 97 25.87%
Preferable time to have the
information
Before starting the treatment 284 75.73%
After starting the treatment I 2.93%
After finishing the treatment 5 1.33%
Any time is possible 75 20%
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Thus, understanding and meeting the information needs of
breast cancer patients are critical in patient-centered and
quality cancer care.”>**"*° Despite a report of poor
quality of life, high depression state, and unmet informa-

tion needs,34*36

there is limited evidence in Ethiopia that
showed the information needs of breast cancer patients.
But it is known that identification of the level of informa-
tion needs in breast cancer patients receiving care help to
give tailored cancer quality care. This study assessed the
information needs of breast cancer patients using TINQ-
BC. Additionally, associated factors, preferred sources,
and time were also assessed.

The information needs of breast cancer patients in this
study was high which is consistent with many previous
studies.'®'?"'%2® The total mean for overall information
needs was 238.7 (22.50) with a mean score of 4.59 which
was rated as high need. This is higher than the finding of
Yi et al*® which brought a mean total score of 203 (mean
score= 3.91); Graydon et al** which reported a mean total
score of 214 (mean score=4.11) and Harrison et al found
a mean total score of 207 (mean score=3.98).>” The dif-
ference might be due to the low health literacy level of
patients and limited access to information. It could also be
for the fact that health institutions are the only sources of
health information for most patients in Ethiopia.

Breast cancer patients want different types of informa-
tion including disease features, treatment option and side
effects, sexuality, psychosocial, and prognosis.'>!?-!>717-26

In this study, information on disease was the highest
needed area followed by treatment which is consistent
that used the

tool.'>1737-3943 Similarly, the only study in our country

with many previous findings same
on the information needs among all types of cancer
patients by Mekuria et al also came up with the finding
that the majority of patients need information on disease
followed by treatment.*> However, Mamushi et al,** Sayed
et al,*> and Mohamed et al*' found that the most needed
area was information on investigative tests, treatment, and
physical, respectively. “If there is cancer anywhere else in
my body”, “if the breast cancer will come back” and “if
my illness is hereditary” were the top 3 items with the
highest mean score from disease-related questions. The
finding of the first two items is congruent with previous

13.37.39.40 and this could show that breast cancer

studies,
patients are more concerned and worried about the future
(metastasize and recurrence of disease). In addition, breast
cancer patients had high information if the illness is her-

editary and this could indicate those patients may worry

about the future of their family especially offspring. This
impression could be supported by research done on the
Psychosocial impact of breast cancer in Omani female
patients by Al-Azri et al that the majority of patients
were concerned about the possibility of their daughters
inheriting the disease.*® In the treatment domain, the pos-
sible side effects, how to deal with, how to report, and
ways of prevention were areas of highest information
need. This finding is expected which highlights the impor-
tance of determining concerns on treatment effects.
Compared with other domains, information need on psy-
chosocial was the lowest needed area which is similar with
other previous studies.'*>”***" But the value was still
higher that may not mean do not need it, rather their
priority may be shifted to other areas due to the possibility
of high unmet needs on topics that they perceived as
urgent.

Some sociodemographic factors like age, living loca-
tion, education, and clinical factors like the stage and time
since diagnosis may influence the level of information
needs among breast cancer patients. This study failed to
detect significant differences unlike other studies that
found a significant difference in information needs

among age group, %11:27:3941

educational level, and treat-
ment type.''**! The difference in this study may be due to
the high proportion of young age and similar educational
level that the majority of the participants were below the
age of 50 and at high school and elementary level.

There was a significant (p<0.05) difference in informa-
tion needs based on their living location and disease stage.
Breast cancer patients living in the urban areas had more
information needs compared with those who live in a rural
area. This is similar to the previous study by Mohamed

et al.Y!

The reason for this could be due to that patients
living in urban area are exposed to a certain access like
technologies or other sources compared with rural area so
that they could understand having information is necessary
and would help them. Association between disease stage
and information needs is inconsistent in different
researches. For instance, a study done by Yi et al and Seah
et al found a significant difference in information needs
among patients in different disease stages.***’ On the
other hand, Ankem et al found that there was no association
between information needs and cancer stage.>’ In this study,
we found that patients with an advanced stage of cancer
(stage IV) showed less information needs compared with
other stages. This is different from a previous study done by

Seah et al that reported patients with advanced breast cancer
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had high information needs.*’ These significant differences
of information between these groups could be explained by
the fact that breast cancer patients with an advanced stage of
cancer are at high risk for depression®’ that they experience
depressive emotional feelings like loss of interest, empti-
ness, and hopelessness. Another explanation could be that
wanting less or avoiding any information related to their
situation could be one way of their coping style. Avoidance
of various factors including social and behavioral disen-
gagement is one of the coping strategies that breast cancer
patients use.*®*°

Participants of this study also chose their preferred
sources of information and most (67.7%) of them would
like to have information that comes through health profes-
sionals. This is similar to the study of Mekuria et al that
doctors and nurses were the preferred sources of cancer
patients® and other studies also showed that the preferred
source of information for breast cancer patients was health
professionals.'*** This finding is expected in a country
like Ethiopia where other options such as the internet and
other media are limited even if they try to look for another
source. As high as 25.7% of patients also mentioned that
they are ready to get information by any means that may
highlight all they want is information.

The appropriate time to have information cited by most
(75.73%) was before starting the treatment and any time
was cited by 20% of them and this finding is similar to
a review done by Li et al that found most patients want
information before treatment to get time to think and make
an informed decision.'”

The practical implication of the findings of this study is
highlighting the necessity of understanding and integrating
the expressed needs of breast cancer patients in the delivery
of cancer care in order to improve the quality of care. To
deliver integrated and comprehensive care, cancer care
professionals should acknowledge that cancer patients
could suffer from various types of problems and could be
in need of information during their illness trajectory.*~* In
this study, we found that extremely high information needs
existed among breast cancer patients, especially concerning
about the possibility of cancer spreading to other parts of the
body, heritability, recurrence, and treatment side effect pre-
ferably before treatment.

Thus, the cancer treatment center should take these
concerns into consideration to satisfy the needs of patients
by informing them about the state and behavior of their
illness, and about the process of its management before the
starting of the treatment. Appreciating giving information

based on patients’ needs could help patients in improving
their quality of life, adhering to their treatment, coping
mechanism and anxiety and depression is important.

In addition, the preferred sources of information for
most patients were health professionals. Health profes-
sionals should understand this and should play an impor-
tant role in providing women with the necessary time and
resources to assist them in making informed and satisfying
decisions. However, according to a research, satisfaction
with the information given depends on the quality of the
relationship between professionals who give the informa-
tion and patients. Therefore, establishments of profes-
should be
consideration during practice for useful, understandable,

sional-patient  relationships taken into
quick, efficient, and continuous information exchange.’”
Coping strategy or attitude is one of the factors which
determine patients’ preferences for information. At some
point in their illness path, some patients may prefer to
avoid disease-related information.>® In the current study,
stage IV showed less information needs compared with
others. This could be a sign of psychological morbidity
and poor quality of life because studies showed that
women with advanced breast cancer are prone to psycho-
logical distress and poor quality of life.*> The level of
distress and poor quality of life are associated with avoi-
dant coping strategy.”' Hence, great attention should be
given to this group of patients that screening, understand-
ing, and addressing the possible factors that are associated
with their low information needs during their treatment

period is needed.

Limitations of This Study

This study contains limitations in that it was a cross-
sectional study preventing a clear separation among people
in different illness periods. Thus, it may hinder the possi-
bility of detecting changes in information needs of breast
cancer patients throughout the disease progression from
the first detection of the case to the final outcome due to
the fact that it is not a longitudinal study.

It was also a single-institution study and may, there-
fore, not represent the reality of patients of other institu-
tions or those who stayed at home. So, generalization is
difficult.

Conclusion

Patients attending care at TASH presented higher overall
information needs. They reported high needs for information
on each domain and on disease recurrence, heritability, and
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treatment side effect. Breast cancer patients should get infor-
mation about their illness along with the full range of treatment
options and side effects if possible by health professionals.
There should be enough discussion and conversation time
with the patient to accommodate the patient’s feelings, desires,
and needs to provide tailored information and care.

Patients diagnosed as stage IV has less information
needs when compared to others. Patients living in urban
areas have more needs for information than patients living
in a rural area. Thus, evaluating and addressing the possi-
ble reasons for having less information needs is necessary.
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