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Abstract

Background: Breast cancer is the leading cancer among women in Ethiopia worldwide.
Cancer patients are always eager to have information about every topic related to their
illness and having the information is helpful for them to cope and for a better quality of
life. But little is known about the information needs of breast cancer patients. So this study

will address that gap.

Objective: Assessing the information needs of breast cancer patients attending care at

Tikur Anbessa Specialized Hospital, Addis Ababa Ethiopia, 2017

Methods: Hospital based cross sectional study and qualitative methods was used. Toronto
informational needs questionnaire was used to address the information needs and data on
sociodemographic factors was assessed using structured questionnaire from literatures.
Semi-structured interviews were conducted with patients and their care givers to support
the quantitative part. Likert scales to determine whether patients need to know more about
52 items of information categorized under five domains namely treatment, disease, and
investigative tests, physical and psychosocial was used. High mean score show higher
information needs. One way ANOVA and regression was done to see association of
sociodemographic and clinical variables with information needs. All statistical analysis was
performed using STATA (Version 14), and statistical significance was set at P < 0.05.

Result: The total mean score for overall information need among breast cancer patients is
238.7(22.5) which means 4.59 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 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=0.02) &Urban
residence is associated with less and high information needs respectively when compared

to other categories.

Conclusion and recommendation: The information needs of breast cancer patients were
high. Determining what the patient’s needs is an important aspect of providing health care
especially in cancer care. The health care system should include a way of information

provision for breast cancer patients based on their needs.
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CHAPTER ONE

INTRODUCTION

1.1 Background
Breast cancer starts when cells in the breast begin to grow out of control and its impact is

substantial with different experience from women to women [1, 2]

In Sub Saharan Africa, breast cancer is the most common cancer in women with poor
survival rates [3] and in Ethiopia cancer has been gradually recognized as a critical public
health problem but it continues to get low public health priority including on research
activities in many area [4] and breast cancer is one of the leading cancer types which is

capable of taking away the life of our poor women [5].

Information need is information that persons may need to enhance physical and psychological
health [2] and patients with cancer are always eager to have information about different topics

since diagnosing with cancer is stressful experience [6]

Information provision to the patient is one of the most important supportive cancer cares. It
helps them to prepare for the treatment, increase their strength to deal with their illness and it
helps them to adhere to their therapy [7, 8]. It also has a positive impact on feelings and
attitudes, which allow the patient to prepare for the future [9].

A breast cancer patient's ability can be improved by giving them relevant information, in
order to cope with the disease and overcome the adverse effects of the treatment process. With
the provision of such information, patients may be prepared for the forthcoming trials of
treatment and rehabilitation, reducing their possible anxiety, and mood disturbances through
these phases. In addition, providing relevant information to breast cancer patients according to

their actual needs can also help to improve communication with others [10-12].



1.2 Statement of the problem

In Ethiopia breast cancer is one of the leading cause of cancer related morbidity and
mortality in women[13] Analysis of a 16 years breast cancer trend shows a non-declining
pattern and most of the patient diagnosed with late stage [14].Breast cancer patients may
experience depression or anxiety at any stage of their illness from pre diagnosis to the final
stage, and the association of the body part of the cancer with the gender may even worsen the
result [15,16] They also suffers from problems like pain and fatigue; psychological problems,
as well as psychosocial problems such as family worries and sexual problems. Hence there is

a need to provide education, information and support over time [17].

In Ethiopia cancer patients are not satisfied with the potentials of acquiring information [18].
Health professionals often lack time to discuss the questions that women might have and there
is no formal form of information provision system for cancer patients. Not only that there is

no patient information leaflet or it is not on circulation.

But it is known that treatment for breast cancer is prolonged and complex and it need the
active involvement of the patients themselves so information about the general situation of
their illness and health is necessary for patients, to make the information to be relevant and
useful, knowing the position of women towards receiving this information is necessary.

So this study addressed this gap.



1.3 Significance of the study

The finding from this study will give information to critically evaluate the existing
information needs of breast cancer patients. Generally the finding from this study can give
insight for researchers, health care providers and policy makers to plan a better information
provision system for breast cancer patients attending care so that it makes their life easier
adhere to their treatment and they become advocator when they communicate with other

women with or without breast cancer.



CHAPTER TWO

2. LITERATURE REVIEW

2.1 Epidemiology of breast cancer

In 2013, breast cancer caused 1.8 million incident cases and 464 thousand deaths worldwide.

It caused 13.1 million DALY, 63% of breast cancer occurs in developing countries [19].

Breast cancer incidence is also characterized by a marked age-specific variation worldwide.
In western countries, the rate increases rapidly before the menopause, and increases gradually
afterward. But in low incidence countries the increase after the menopause is low or even
negative [20]. Belgium, Denmark and France are the top countries with ASIR of breast cancer

and Fiji, Bahamas and Nigeria has the highest ASMR from breast cancer [21].

Due to population growth and aging, the incidence in breast cancer rates is rapidly increasing
in Africa. In Uganda, for example, breast cancer incidence rate has doubled from 11 per
100,000 in 1961 to 22 per 100,000 in 1995 and increased from 18 per 100,000 to 31 per
100,000 in the period between 1991 and 2006 [22]. Cancer survival data are extremely scarce
for developing countries, but the few data available are in line with the observed

incidence/mortality differences [22]

The 5-year survival rates for breast cancer are much worse for low- and low-middle income
countries such as Gambia (12%), Algeria (38.8%), India (52%) and Brazil (58.4%) in
comparison to HICs such as the United States of America (83.9%), Sweden (82.0%), Japan
(81.6%) and Australia (80.7%) [23, 24].Ethiopia is the top 9™ country worldwide by death rate
with age standardized mortality rate of 23 per 10° [26].



2.2 Information needs of breast cancer patients

Nowadays considering communication and information as important entity in helping people
to cope with cancer is increasing. Research has indicated that the vast majority of cancer
patients want to be informed about their illness. But it is also recognized that patients vary in

how much information they want and that this may change during their illness [25].

Due to advancements in modern medicine survival from cancer is increasing and cancer is
considering a curable disease. Patients are actively involving in making decisions about their

care which result in improved quality of life [26].

Patients’ knowledge influences their ability to actively participate in decision-making about
their medical care and treatment choices as well as their ability to manage their condition and
which improve their own medical outcome [27]. Patients should have accurate knowledge of
their own disease state to make educated treatment decisions and be actively engaged in

decision-making processes [27].

Many previous studies have shown consistently that there is a high need for information
among breast cancer patients about illness and most importantly regarding their general

condition and their treatment options [28].

Breast cancer patients need information, not only to help them to understand the disease and
its treatment, but also to allow them to interpret the aversive events and action taken, so that

the threat from the diagnosis becomes lesson by inherent [29].

On study of South Africa revealed that even though patients expressed as they want
information, there is also unexpressed and dormant information needs in them. They also

expressed different fluctuating level of information need [30].

The need for accurate information on cancer and treatment options, the role of food in cancer

and the need for nutritional information, and the role of Chinese medicine in cancer treatment
5



is the most information needed by cancer patients according to the study done in USA on

immigrant Chinese women with cancer [31].

The study done in USA at Chicago metropolitan area to dig out patients’ recommendation to
improve access shows many women’s wanted health providers to give them information about
their health condition relaying information about their diagnosis and prognosis more honestly

[32].

In Canada women with cancer suggest that they want detailed information from their doctor
or in a written material [33].

A study done in England asked women if they had received enough information regarding
their illness and its treatment, and a high proportion would have liked to have had more
information on the after-effects of the operation, including physical, sexual and emotional
aspects [34].

Many of the younger women would have liked their partner to have been included in the
discussions and 25% of the partners who responded to the questionnaire would have liked

more information on the illness and its treatment [35].

Nowadays health Information needs and seeking behavior is widely viewed as the ways by

which individuals obtain information about health, illness and any health related issues [36].

In a study done in USA on cancer patients to assess their information seeking style both
before and after treatment and in the pretreatment, 17% reported an active information-

seeking style, 69% were moderately active, and 14% were passive [37].

An information seeking behaviour survey of 968 in Korean cancer women comes with the
finding that 404 (41.7%) had sought cancer information. When patients felt a need for
information, their information-seeking behaviour increased [28].

In Ethiopia cancer patients have high need of information on specific type of cancer like the
name and the stage, side effect of chemotherapy and their management, survival or prognosis

[18].



2.3 Source and factors associated with information needs of breast cancer
patients

Research findings suggest that most patients prefer to have and use information which comes
from their clinician and preferred information from this source but about half of them checked
internet before nearsighted their physician [38,39]

In Hawaii doctors, family members, nurses, friends, the Internet, other medical personnel,
and other patients are the most important information sources respectively. Individuals,
however, were most satisfied with family and friends as sources of information, followed by
nurses, other patients, and doctors [40].

Books, brochures, and pamphlets (98%); doctor or other health professionals (97%); and
spouse or partner, family members, friends, or all of these (62%) are the top health

information sited by women with cancer in California according to a study [41].

In a study done in USA on minority groups of Hispanic groups revealed that respondents
preferred receiving health care and cancer care information from the television, the radio,
billboards, the Internet, and print media. More specifically, Hispanic participants stated that
they preferred to have cancer care information which is cultural sensitive and preferably their

own language using lay terms rather than medical jargons [42].

In a study of UK the finding suggest that age and women’s main source of information are
significant predictors of perceived informational shortage and this shortage brings
dissatisfaction with the health care program. Always wanting information is predictable from
subject characteristics [43]. Patient-provider language difference may block the

communication between them and it creates a problem for proper information exchange [44].

Information and knowledge is an important issue in cancer control but there is a gap in cancer
seeking between cancers patients with high and low socioeconomic status. Also, when
information was sought from mass media, education had a greater association with treatment
information seeking [45].

Most of cancer patients want information from doctors in Ethiopia, whereas others want from

nurses [18].
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CHAPTER THREE

3. OBJECTIVES

3.1 General Objective: Assessing the magnitude of information needs and factors
associated with the information needs of women with breast cancer attending TASH, 2017,
Addis Ababa, Ethiopia.

3.2 Specific Objectives:
v Describing the information needs on treatment, disease, tests, physical and

psychosocial information needs of breast cancer patients attending TASH.

v Assessing socio demographic and some clinical factors which are associated
with needs of information

v" Describing the preferred sources and time of breast cancer patients to need

information.



CHAPTER FOUR
4. METHODS

4.1 Study area

This study was conducted in Tikur Anbessa Specialized Hospital (TASH), Addis Ababa
Ethiopia.

Tikur Anbessa Hospital is serving people who comes from all parts of the country through
referral and offers diagnosis and treatment for approximately 370,000- 400,000 patients per
year. The hospital has 600 beds, of which only 18 are allocated for cancer treatment. Of the
201 physicians at the hospital, only two are hematologists, four are medical oncologists, four
are radiotherapists, two are surgical oncologists, and one is a pediatric oncologist. Three
palliative pain specialists also work at the hospital. Only 26 of the Black Lion’s 627 nurses are
dedicated oncology nurses. The hospital has one CT scanner and one MRI scanner.
Treatments offered at the Black Lion Hospital cancer center include anticancer drugs, surgery,

and radiotherapy [46].

4.2 Study design: Hospital based Cross sectional study which supported by qualitative.

4.3 Source population: Breast cancer patients who visit the oncology department of

Tikur Anbessa Hospital.

4.4 Study population: Patients with clinically diagnosed and histological confirmed

cancer of breast will be enrolled in to the study.

4.4.1 Inclusion and exclusion criteria
Inclusion criteria

e Adult women with confirmed cancer of the breast

e Who are on care in Tikur Anbessa Hospital

10



Exclusion Criteria:
e Patients with neurological disorders, causing cognitive impairment and hence

preventing the comprehension of study purposes and questionnaires.

4.5 Sample size determination
Sample size:

Sample size is calculated using a formula for single population proportion and taking 63% of
patients on chemotherapy want information on chemotherapy and their management [19] at
95% confidence level the sample size become 358 when calculated and after adding 10% none

respondent rate it adjusted to be 394.

So the equation is as the following

n=z’p (1-p)/d?

=(1.96)*(0.63x0.37)/(0.05)*

=358.18

= (358.16+10% non-response rate)

=(358.18+35.8)

=393.98 ~ 394

Where

n= number of the study subjects (sample size)

Z= is standardized normal distribution curve for the 95% confidence level
p= 63% of population proportion who want information about chemotherapy and its
management [18].

d= the margin of error taken 5% = 0.05

So the study will be conducted on 394 breast cancer patients.

11



4.6 Sampling procedures

Tikur Anbessa Specialized Hospital was selected because it is currently the only referral
hospital which provides different types of therapy including radiation therapy for cancer
patients in Ethiopia.

Since there is no sampling frame individual participant with breast cancer were selected

sequentially or consecutively within the time of data collection.

4.7 Data collection procedures

4.7.1 Quantitative

Structured questionnaire from literatures was used for the assessment of socio demographic
data of the patients and clinical information. For the assessment of informational needs
Toronto informational needs questionnaire for breast cancer (TINQ-BC) [47] was used trying
to adopt after pretesting on 20 patients. This tool is not used in Ethiopia before but used in
many countries other including Egypt [48] and it is a widely used instrument and has the
potential to assess the informational needs of women with breast cancer on an international

basis [49].

The tool was translated in to Amharic and then it was back translated to English by different
individuals to check consistency and conceptual equivalence. After pretesting of the
questionnaire for simplicity and ease of administration it used for its primary purpose. Three
oncology nurses for data collection and one supervisor were selected with previous experience

of data collection and training was given on data collection technique.

The Toronto Informational Needs Questionnaire of Breast Cancer (TINQ-BC)

The TINQ-BC was developed to assess specific informational needs of breast cancer
populations, such as patients being treated by surgery, chemotherapy or radiation therapy

[47, 50, 51].

12



The development and initial testing of the instrument were outlined by Galloway et al (1997)
To elicit women's perception of their informational needs related to their experience of breast
cancer and despite the ceiling effect of the instrument [47], it was applied effectively to other
cancer patients such as those with prostate cancer [52].

TINQ-BC contains 52 item scales, measuring the following five subscales of informational
need: Disease, Treatment, Investigative Tests, Physical and Psychosocial needs(Annex 1)
Total score with minimum of 52 and maximum of 260, the mean score to represent higher

information needs is 200 and above.

The five subscales of TINQ-BC

v Treatment (16 items): assess information need about various treatments, how they
work, performed, sensations that may be experienced and possible side effects.

v' Disease (9 items): assess information need about the nature, process and prognosis
of the disease.

v" Investigative tests (8 items): assess information need about procedures used to assess
the extent of disease, how, why they are done and sensations that may be experienced.

v Physical (11 items): assess information need about the preventive, restorative and

maintenance care that may be needed as a result of the disease and treatments.
v" Psychosocial (8 items): assess information need about how to handle the patients' or

their families' feelings.

So this instrument selected to use in this study because it is a widely used tool in many

countries to measure the information needs of breast cancer patients.

4.7.2 Qualitative

Purposive sampling method was employed and depending on theoretical saturation or when
the data collection is not bringing the desirable information on the objective any more was the
sample size determination. In-depth interview with patients and their caregivers was
conducted. The discussions was carried out by principal investigator and interviews was audio

recorded and transcribed then translate into English for data analysis.

13



4.7.3 Study variables

Dependent variables

e Information needs

Independent variables

Sociodemographic factors Clinical factors
Age Stage at diagnosis
Region Time since diagnosis
Religion Type of therapy
Residence

Marital status
Educational status
Occupation

4.7.4 Operational definitions

Information needs: - recognition that breast cancer patient’s knowledge is inadequate to

satisfy a goal in relation to health/disease issue [45].
High information needs: - patients who score above mean value which is 200[47].

Preferred Source of information: - source through which breast cancer patients want

information to come [53].

4.7.5 Data quality management

Each data collector was checked the questionnaires for completeness before leaving the
study participant and supervisor was visit in between randomly to cross-check the proper
filling of questionnaire. One in three questionnaires was cross-checked by principal

investigator to increase data quality.
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All filled questionnaires were reviewed at the end of the day by the supervisor and
investigator before preparing for the entry and analysis. The tools for information need was
pretested on 20 patients prior to the actual data collection to check for the reliability, accuracy
of responses, language clarity, and appropriateness of the tools since no one uses it in Ethiopia

before. And the necessary changes on wording were done based on the findings of the pretest.

4.7.6 Data analysis

Statistical analysis: - Quantitative

The data collection instruments were coded and data was checked and entered using
EpiData version 3.1 software a must enter command were activated for every single item to
minimize missing during data entry and checked repeatedly for the eligibility before it
exported. It was exported to STATA version 14 and it was checked for missing values before
analysis by commanding to tabulate and list the missing value for each variable list then it
checked from questionnaire to fill. For the study population descriptive statistics i.e. mean,
frequency and percentage was computed. One way ANOVA analysis was used to examine
mean differences in dependent and independent variables among the groups. The independent
effect of socio demographic and clinical factor on information need was determined using
multiple regressions. Variables which have significant association with the outcome were
entered into multivariable models. All statistical analysis was performed using STATA

(Version 14), and statistical significance was set at P <0.05.

Qualitative

Iterative content analysis of the verbatim transcripts of the audio recorded interviews with
patients and caregivers was carried out to identify the importance, area, enabler or barrier
factors on information need as stated by them. The investigator was identify and highlighted
every codable unit of text in the transcripts that represent a singular idea. A list of themes was

then created from each transcript.

15



4.8 Ethical consideration

First permission to undertake the study was obtained from Ethical Review Committee of
Addis Ababa University College of Health Science School of public health. All participants
were get information about the purpose of the study, confidentiality of the information, and
the right not to be participated or withdraw at any time. Participants were informed that
participating in the study will not harm anyone rather the evidence obtained from their
participation will bring an improvement on the implementation for the health of general

population.

4.9 Dissemination of results

The results of the study were presented in Addis Ababa University School of Public Health
as partial fulfillment of master degree in public health after completing the research. In
addition the final result document will be presented to responsible bodies working in the area.
Beside to this, the findings of the study will be published through peer reviewed journals as

scientific outputs which will be additional asset of the health research.
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5. RESULTS

CHAPTER FIVE

5.1 Socio-demographic characteristics of the participants

The final sample size for obtaining data for this study was 375 with response rate of 95.2%.
The majority (80.53%) of participants in the study was between the age of 20 and 51and the
median age was 40. Those who follow Orthodox Christianity were (70.7%) and urban
dwellers were 303 (80.8%), Addis Ababa is the living place for 167(44.5%) of them. High
school was the most frequently reported (29.9%) level of education. A large portion 280
(74.7%) of the women indicated that they are married and over half of them 212(56.5) were of

housewives (Table 1).

Table 1: Socio-demographic characteristic of breast cancer patients TASH, Addis Ababa

Ethiopia, March-May 2017 (n=375)

Characteristics Frequency Percent
(in number)
Participants age (years)
20-35 years 113 30.13%
36-51years 189 50.40%
52-67 years 62 16.53%
>67 11 2.93%
Current Marital Status
Married 280 74.67%
Single 39 10.40%
Widowed 35 9.33%
Separated 21 5.60%
Religion
Orthodox 265 70.67%
Muslim 62 16.53%
Protestant 36 9.60%
Others 12 3.2%
Region
Addis Ababa 167 44.53%
Oromia 127 17 33.87%
Ambhara 37 9.87%
SNNPR 24 6.40%




Other 20 5.33%
Participants education
No formal education 80 21.33%
Read & write 55 14.7%
Elementary 71 18.93%
High school 112 29.87%
Above high school 57 15.2%
Participants living environment
Urban 303 80.8%
Semi-Urban 29 7.73%
Rural 43 11.47%
participants occupation status
Housewife 212 56.53%
Employed 85 22.67%
Unemployed 27 7.2%
Farmer 25 6.67%
Merchant 14 3.73%
Other®¢* 12 3.2%
Rel Catholic, Jehovah Witness, Wake feta. OCC private work

Reg Tigray,Diredawa, Somali, Hareri, Benishangul, Gambella

5.2 Clinical characteristics of the participants

The majority of the patients 160(42.9%) are diagnosed as stage III and only below 5% of
them were diagnosed as early as stage 1. 70% of the women had diagnosed within a period
two years. Majority of the participants 244 (65.1%) who are placed on chemotherapy were

also took surgery or radiation treatments, 22.4% were on hormonal therapy.

Table 2: Clinical characteristics of breast cancer patients attending care at TASH, Addis
Ababa Ethiopia, March-May 2017  (n=375)

Characteristics Frequency Percent
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Time since diagnosis
3months-lyr | 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 4.535
Stage 11 115 30.67%
Stage I1I 161 42.93%
Stage IV 82 21.87%
Type of treatment
Chemotherapy 87 23.2%
Radiotherapy 19 5.07%
Surgery 21 5.6%
Hormonal 84 22.4%
Chemo &surgery 139 37.07%
Chemo & radio 18 4.8%
Radio &surgery | 7 1.87%

5.3 Descriptive statistics of information needs among breast cancer patients

The Toronto Information Needs Questionnaire (TINQ-BC) was used to assess the
information need of breast cancer patients on 52 items with 5 subscale namely treatment,

disease, diagnostic tests, physical and psychosocial needs.

It used a likert scale with five subscale starting from not important (ratedl) to extremely
important(rated 5).per item very important(rated 4) and above is rated as high information

need.

Mean score above 4.75 was rated as extremely important for single item (47) in this study
every item scored above 4 mean score showing high needs of information. The minimum
mean score when compared to others are “what to do if I become concerned about dying”

(M=4.05 with scale 1-5) and “Where I can get help if [ have problems feeling as attractive as |
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did before” (M=4.1 with scale of 1-5) but it still rated as very important which is high

information need11.

Whereas about 8 items scored mean above 4.75 including “If there is cancer anywhere else in
my body”’(M=4.81 with scale of 2-5) , “If the breast cancer will come back”(M=4.80 with
scale of 2-5) and “If my illness is hereditary” (M=4.80 with scale of 2-5). All are shown on
Table 3.

The total mean score for overall information need among breast cancer patients is
238.7(22.5) with a range scale of 156-260 so the proportion of participants with score above

mean value were 92.7%.

Table 3: Information need among breast cancer patients attending care at TASH, Addis
Ababa Ethiopia, March-May 2017

Items(question1-52)
n=375 Mean (S. D.) | Range

What types of treatment are available
4.52(.88) 1-5

Who to talk with if I hear about treatments other than the
available 4.44(.97) 1-5

How to prepare for my Treatment
4.74(.58) 2-5

If I have side effects, how to deal with them
4.76*(.53) 2-5

How I will feel after my Treatment
4.71(.56) 2-5

Who I should call if I have questions while I am still
getting treatment 4.68(.60) 3-5

How my treatment is done

4.66(.65) 1-5
How long I will be receiving Treatment 2-5
4.74(.55)
Why the doctor suggest this treatment for me 2-5
4.67(.63)

The possible side effects of my treatment
4.76%(.53) 2-5

If there are ways to prevent treatment side effects
4.78%(.51) 1-5

What side effects I should report to the doctor/nurse

4.76%(.52) | 3-5
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Who should I call if I have questions after all the

treatments are over 4.70(.61) 2-5
If the treatment will alter the way I look

4.68(.61) 2-5
If I am prone to infection to because of my treatment

4.75(.53) 3-5
How the treatment works against cancer

4.63(.69) 1-5
If it 1s known what causes breast cancer

4.72(.60) 1-5
If the breast cancer will come back

4.80%(.52) 2-5
If there is cancer anywhere else in my body

4.81%(.48) 2-5
How the illness may affect my life over the next few months 4.76(.52) 2-5
How breast cancer acts in the body 4.71( .54) 2-5
If my illness is hereditary 4.80*%(.51) 2-5
How the illness may affect my life in the future 4.79%(.49) 3-5
The medical name for my type of breast cancer 4.54(.78) 1-5
How to know if the cancer has come back 4.65(.72) 1-5
How I will feel during the test 4.64 (.65) 1-5
How the tests( e.g. x-ray, bone scans) are done 4.43(.86) 1-5
The meaning of the result of the test 4.47(.81) 1-5
Why the doctor suggest this test and if there are other ways of | 4.51(.73) 2-5
tests
Why they need to test by blood 4.46(.78) 2-5
How I will feel after the tests 4.47(.76) 2-5
What is the result of blood test mean 4.44(.83) 1-5
When to have a mammogram 4.60(.68) 2-5
If there are any physical things I should not do 4.55(.71) 2-5

21




How long my wound/incision will take to heal 4.61(.67) 2-5
If I can wear brassiere or if there is change in my wearing style | 4.48(.83) 1-5
Which foods I can or cannot Eat 4.71(.68) 1-5
How to care for my wound or incision 4.71(.58) 2-5
If I can continue my usual hobbies and sports 4.53(.68) 2-5
If I'm going to need help taking care of myself 4.40(.86) 1-5
Where to examine my breasts 4.64(.65) 2-5
If I can take a bath or a shower 4.53(.72) 1-5
How to tell if the cancer has come back 4.73(.53) 3-5
If there is special exercise I have to do 4.63(.62) 2-5
If there are groups where I can talk with other people with | 4.36(.89) 1-5
cancer

Where can I get help if I have problems feeling as attractive as I | 4.11(1.03) 1-5
did before

What to do if I feel uncomfortable in social situations 4.33(.89) 1-5
If I can continue my usual social activities 4.38(.89) 1-5
If there will be changes in the usual things I can do with and for | 4.37(.88) 1-5
my family

Where I can get help to deal with my feelings about my 4.39(.89) 1-5
Illness

What to do if I become concerned about dying 4.05(1.26) | 1-5
Where my family can go if they need help dealing with my | 4.49(.82) 1-5

illness

*items with mean score of above 3.75
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An in-depth interview was also conducted to supplement the finding of the quantitative data
and the majority of the participants were care givers. Most of the in depth interview

respondents also stressed about the importance of information.

43 years old who come from Bale Robe underlined the importance of information for breast

cancer as the unquestionable necessity.

“...I want information so much. I want to know about every single entity which is related to
my current health condition... I want to thank you that you really start to think for us if you
ask us about our need... Provide us with important information soon... we really want to

know....”

Patients want the truth about everything. A 51 years old breast cancer patient who comes from

Addis said...

“...I want information ...I want the truth. It is better to know the truth than living in a fear

and suspicious state. Doctors shouldn’t hesitate to tell everything for a patient...”

A 20 year daughter was a care giver for her mother. She was really serious about information

provision for breast cancer patients.

“...having appropriate information is the right of patients. They should be provided with

information along with treatment... It is the right of them...”

A 29 years old lady from Addis was giving care for her breast cancer patient mom.

According to her...

“.....information is very important the fear or threat of dying highly echoed not only among
patients but also among people around her..... the women wanted to be told that the
diagnosis was not a death sentence. They wanted to be supplied with necessary information

and we also want to get it because we treat her at home.....”

Cancer patients have many queries about different concerned their illness and illness related
issues and being informed is advantageous not only for them but also for others. This is also

stressed by a 32 years lady who is giving care for her sister with breast cancer.
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“...breast cancer patients have many questions running in their mind. They have cancer it is
not a simple condition to accept easily. Their life changed since they first listen that they have
cancer so information related to treatment, disease and anything related to health is
important for them more than ever... let alone for them it is necessary for their care giver,

family as a whole and even to the society...”

There were five subscales that were scored from the Toronto information needs questionnaire
of breast cancer, because of the number of items in each subscale is not the same, mean

percentage were used to identify the areas of highest information need between subscales.

5.4 Information needs on Treatment

This subscale has 16 items to assess information need about various cancer treatments, how
they work, performed, sensations that may be experienced and possible side effects [47] .The
descriptive statistics along with the reliabilities generated from the five TINQ subscales are

shown in Table 4.

The standardized mean of this subscale was 4.68 and it was rated between “very important to

extremely important” (M=75 on a scale from 48 to 80) with mean percentage of 93.7%
A 21 years old daughter said the following when she asked about information need

“...There should be information provision for both patients and care givers. For example
when my mom takes chemotherapy at the first time she just lost her hair she we shocked... We
were arguing that was that happening because of the disease itself or the side effect of the

treatment...”
This 27 years old guy from Addis was helping her mother. According to him..

“...Information about everything related to health issue is important. Cancer patients should
believe in their therapy before they start it otherwise it is unworkable. They should also be
given information about side effects. If they know it prior to starting they will not be harmed
since they are ready. The degree of suffering is lower in those who know than those who don’t

know...”
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Are all patients are coming on their day of appointment for a therapy? A 38 years old lady
who lost her older sister because of breast cancer was caring for her younger sister with breast

cancer, the second breast cancer in the siblings.

“.... My older sister lost her life because of breast cancer. At that time we heard rumor that
surgery would facilitate the metastasize of breast cancer then we absented on a day of
appointment and we went to traditional healer but the herb worsen the wound and burst her
breast you see this all happened because of lack of enough information at hospital about

modern treatment....”
5.5 Information needs on Disease

Disease subscale has 9 items to assess information need about the nature, process and
prognosis of disease [47]. It was also rated between “very important and extremely important”

with standardized mean of 4.73 (M=42.6 on a scale of 23-45) with mean percentage of 94.8%.

The participants of the in-depth interview also claimed on the importance of the information

needs on diseases.

53 years old patients who come from Arsi, Oromia pronounced on the essential of having

information on disease for her saying

“....d want to know about the behavior of the disease...what it hates and what it loves I will

act accordingly if I know it...”

A 35 years old male was a care giver husband of lactating mother. He is from Addis Ababa.
Information all area is necessary specially...

“...if breast cancer is transmissible from mother to child and foods, activities anything else
that prevent wound and that makes it the cancer recur...” and another husband say

“...for me knowing the cause of breast cancer is very important more than anything else..”
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5.6 Information needs on Investigative test

This is an 8 item subscale to assess information need about procedures used to assess the

extent of disease, how, why they are done and sensations that may be experienced [47]

The women rated knowledge that they needed to know about investigative tests were “very
important to extremely important” (M=36 on a scale from 21 to 40).With 90 mean percentage

and standardized mean of 4.5.
5.7 Information needs on physical

Physical information needs subscale assess information need about the preventive, restorative
and maintenance care that may be needed as a result of the disease and treatments. It has 11

items [47]

The standardized mean for physical subscale was 4.59 and 90.8 mean percentage. It was

between “very important to extremely important” (M=50.5 on a scale from 33 to 55).

Participants state many areas of information needs. A 44 years old male from Addis Ababa
was giving care for his wife. According to him...
“...information on physical needs such as sleep, activity levels, pain control, and nutritional

way are the most important aspects of information for a patient with breast cancer...”

5.8 Information needs on Psychosocial

Information need about how to handle the patients' or their families' feelings assessed by an 8

item subscale for psychosocial information needs [47]

It itemized as “very important” (M=34.5 on a scale of 16 to 40) with mean percentage of 88

and standardized mean of this subscale is 4.3.

The area of information need mostly cited by in-depth interview participants was
psychosocial. Most of them were stressing how cancer is fearful and dangerous which change

the feeling state of the women completely.

35 years old was telling how the behavior of his wife changed since she diagnosed with

cancer.
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“...the behavior of my wife changed completely since she knows that she has breast
cancer...she become bad tempered ...I want information how to treat her during this time...”

and 24 years old female also said

“...I don’t know whether it is because of the disease or the treatment the behavior of my sister
was changed...her mood is disturbed...there would be so helpful if there is working body to

deal with such like condition ...”

A 34 years participant from Adama said....

“...breast cancer patients should get information since it may help them to be hopeful, for

good communication styles, and preferred shared decision-making process...”

In Ethiopia there are no associations of breast cancer in. A 48 years old husband said...

“...there should be an association or a group of survived breast cancer patients to share

information and experiences, expresses feelings... it would be helpful for reassurance...”

Descriptive and reliability Statistics of the TINQ Subscales

Table 4 : Treatment, disease, tests, physical and psychosocial information needs of breast
cancer patients attending care at TASH, Addis Ababa Ethiopia, 2017.

Subscale Mean(S.D) | Mean | Range No Cronbach’s
% items
Alpha
Information on treatment(Q1-16) 75(7.46) 93.7 48-80 16 0.94
Information on disease(Q17-25) 42.69(3.82) | 94.8 23-45 9 0.88
Information on investigative test(Q26-33) | 36(5.07) 90 21-40 8 0.93
Physical information need(Q34-44) 50.5(5.35) 91.8 33-55 11 0.89
Psychosocial information need(Q45-52) | 34.5(5.7) 86.2 16-40 8 0.89
Overall information need(Q1-52) 238.7(22.5) |92 156-260 | 52 0.96
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5.9 Preferable source and time to have information

The participants have been questioned what their preferred time and source to have
information was using one item for each question which is designed after literature review.
254(67%) of them want health professionals i.e. Doctors and nurses to be their source of
information whereas 97(25.87%) of them want the information by any means.284 (75.73%) of
the participants said that the appropriate time to have the information is before starting the

treatment and any time was cited by 75(20%) of them.

The finding of an in-depth interview was also similar with the quantitative. Most of the
participants narrate health professionals particularly Doctor should be the source of

information for breast cancer patients.
For example a 34 years old patient said...

“...my doctor should be my principal information source he knows me more than any one...I

can say am on his hand next to God...”

Table 5: Preferable source and time of information among breast cancer patients attending

care at TASH Addis Ababa Ethiopia, March-May 2017 (n=375)

Item Frequency Percent
Preferable source of information
Health professionals 254 67.73%
Media 9 2.4%
Leaflet 1 0.27%
Health education in health institution 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 11 2.93%
After finishing the treatment 5 1.33%
Any time is possible 75 20%
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Preferred source of information of breast cancer patients

Figure 2: preferred sources of information needs of breast cancer patients attending care at

TASH Addis Ababa Ethiopia, 2017

Appropriate time mentioned by participants to have informatipn
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Fig 3: Preferred time to have information mentioned by breast cancer patients attending care
at TASH Addis Ababa Ethiopia, 2017

Association of information needs with sociodemographic and clinical
variables

To eliminate categorical variables from the regression procedures that did not show any
significant relationships with the dependent variable, informational needs (TINQ), one-way
analysis of variance (ANOVA) was conducted with the demographic variables age, marital
status, religion, region, education, occupation, living location, time of diagnosis, stage at
diagnosis, first degree relative with breast and type of therapy cancer, and tumor stage at time

of diagnosis prior to the generation of the multiple regression analysis,

The only differences revealed by ANOVA were living locations and stage at diagnosis.
Urban group (M=240.2) was significantly different (F(,372=3.55, p=0.02) from the other
groups semi —urban(M=232.7) and rural(M=232.1) and being diagnosed as stage [V(M=230)
was significantly different(F(3,371)=6.03, p=.0005) from the other group stage I (M=235.4) ,
stage [I(M=243) and stage 11I(M=240).Table 6 show the one way ANOVA result.
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Table6: Association of sociodemographic and clinical variables with information needs of
breast cancer patients attending care at TASH, Addis Ababa Ethiopia, 2017

Characteristics Mean(S.D) Frequency | Df F Pr>F
(in no)
Participants age
(years)
20-35 years | 239.08(24.19) 113
36-51years | 239.65(22,47) 189 3,371 0.7 0.5
52-67 years | 236.27(19.55) 62
>67 | 231.81(22.8) 11
Current Marital Status
Married | 238.5(23.45) 280
Single | 241.5(17.36) 39 3,371 0.3 0.7
Widowed | 239.5(23.2) 35
Separated | 236.11(20.1) 21
Religion
Orthodox | 238.89(22.5) 265
Muslim | 237.7(21.23) 62 2,372 0.08 0.924
Others | 238.11(25.6) 48
Region
Addis Ababa | 240.3(21.65) 167
Oromia | 236.(22.7) 127 3,371 2.05 0.1
Ambhara | 244.64(20.6) 37
Other | 235.47(26.4) 44
Participants education
Illiterate | 233.68(24.28) 80
Read & write | 237.54(18.8) 55 4,370 1.81 0.13
Elementary | 238.5(24.3) 71
High school | 240.72(23.4) 112
Above high school | 243.08(18.7) 57
Participants living
environment
Urban | 240.2(21.6) 303 2,372 3.55 0.02%*
Semi-Urban | 232.7(26.6) 29
Rural | 232.16(24.7) 43
participants
occupation status
Housewife | 237.2(22.6) 212 4,370 1.73 0.1
Employed | 242.8(22) 85
Unemployed | 242.3(18.8) 27
231.88(27.84) 25
Farmer
Others | 239.6(21.4) 114




Characteristics Frequency | Df F ratio Prob>F
Time since
diagnosis
238.7(23.1) 150
3months-1yr
237.9(23.9) 139 4. 370 0.49 07
lyr-2yr
240.5(18.7) 43
2yr-3yr
236.2(23) 29
3yr-4yr
245.1(18.3) 14
4yr-Syr
Stage at diagnosis
235.35(26.6) 17
Stage |
243.07(20.55) 115
Stage 11 3,371 6.03 0.0005**
240.26(22.15) 161
Stage 111
230.12(23.1) 82
Stage IV
Type of treatment
Chemotherapy w 238.7(25.27) 87
surgery
236.57(21.5) 19
Chemotherapy 4,370 0.33 0.86
239.09(21.02) 21
Hormonal
241.57(28.8) 84
Surgery
Radio with surgery 240.47(20.6) 139
or chemo

** Significant association
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Tests for the assumptions for multiple regression analysis interpretation normality, linearity

and non-multicollinerarity of the data were conducted and results of the analysis indicated that

the assumptions for multiple regressions had been met.

Both urban and stage IV were significant as we see from the finding of the coefficient. Urban

(B= 6.7 ,t=2.32 with p=0.02) and stage IV (B=-10.3 ,t=-3.7 with p=0.000).See table 7

R R-squared Df F Sig
Model 0.05 0.04 2,372 10.66 0.0000
Regression coefficient
Coeff. Std.err. T P>|t| [95% Conf. Interval]
Urban 6.7 2.89 2.32 0.021 1.015 1241
Stage -10.31 2.76 -3.74 0.000 -15.74 -4.88
Cons 235.5 2.72 86.43 0.000 230.16 240.88

Pearson correlation was calculated to determine the correlation between urban locations and

stage IV and urban is positively correlated with Toronto information needs total score (r=

0.14) whereas stage IV correlate negatively (r=-0.2)
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6. DISCUSSION

To start from sociodemographic part the majority (80.53%) of participants in this study was

between the age of 20 and 51 which shows breast cancer is affecting women at early age in
contrast to developed countries which was more than two-thirds of breast cancer cases are
diagnosed in women aged 50 years and older (54).Again 80.53% of the participants were
living in urban area which is similar with the study of India, the finding stated that large
number of breast cancer patients was living in urban areas[55]. This might be due to the
presence of high risk factors in urban area or women with breast cancer are not coming to
health facilities.

These days considering communication and information as important entity in helping
people to cope with cancer is increasing and patients are actively involving in making
decisions about their care for improvement of their quality of life. It is obvious that they will
decide when they know well about their medical care and treatment options. Breast cancer
patients have high need for information not only to help them to understand the disease and its
treatment, but also to allow them to interpret the aversive events and action taken, so that the

threat from the diagnosis becomes lesson by inherent [25-29].

This study will add some knowledge about the information needs of breast cancer patients
who attend care in hospital. In terms of specific information, the participants need information
extremely about some items in treatment and disease including if there is cancer anywhere
else in their body and how to know if breast cancer has comeback which were congruent with
different previous studies [47, 49, 50].

The overall information need is high with mean total score of 238.7(S.D 22.5, ; range, 156—
260) out of 260 which was higher than the study of Korea which brought mean total score of
203.61 (standard deviation, 34.43; range, 109-255) and study of Graydon et al [47,49] .This
can be because cancer patients in Ethiopia rely only on hospital environment and have no any

alternative to get information since they are not educated and have no access.

Participants revealed that gaining information about the disease process (94.8%) as well as
why and how treatments were performed (93.7%) were main areas of concern this is

consistent with many studies that there is a high need for information among breast cancer
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patients about illness and most importantly regarding their general condition and their
treatment options [28]. But different from a study done in Egypt on breast cancer patients on
surgical therapy majority (88%) of them expressed high and moderate importance for
physical informational needs compared to other subscales[48] and this difference can be
because of the type of treatment they were on which is cutting parts of the physical. But it is
similar on psychosocial information needs which is among the least in both studies when

compared to other subscales even though still high in current study.

When we relate with the only study regarding information needs of cancer patients in
Ethiopia it is congruent in terms of type and higher in terms of amount which was 67.3% of
the participants need information about the stage and type of cancer and 63.29% need about
side effects of chemotherapy and their management[18]. The research conducted on specific
type of cancer i.e. Breast cancer may makes to detect high information need since breast

cancer patients are at their young age as well as the place of the cancer is sensitive to gender.

Even though it is still highly needed in this study information needs on psychosocial ranked

the least in terms of score when compared to other subscales like many other studies [47-49].

The use of qualitative and quantitative approaches provides greater understanding of

patients’ information needs reported by patients [28].

This study also tried to gather data through in-depth interview to support the findings of the
quantitative part and most participant expressed that diagnosing with breast cancer have

traumatic effect on a general wellbeing of a woman.

Women need to be aware of the procedure and the side effects of the treatment, the behavior
and the condition of the disease and the feelings and social concerns that may arise as a result
of the disease. Information on how to receive help or referral to support groups can be
beneficial in assisting women to deal with feelings and concerns after a breast cancer
diagnosis. This is true since study shows information can ease uncertainty, fear, and loss that

is created by the diagnosis of cancer [26]
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Knowing the sources to which breast cancer patients turn for information would be helpful to
a better information provision technique. Fisher et al also suggested that programs that use
culturally acceptable information sources or that address key barriers to information seeking
are more likely to be effective [56].

Participants of this study also asked to choose their preferred sources of information and
most (67.7%) of them expressed that they want to have information which comes through
health professionals of them want health professionals i.e. Doctors and nurses to be their
source of information this is similar with the study of Mekuria et al which were Doctors and
nurses were the preferred sources of cancer patients [18] and other many studies also suggest
that the preferred source of information for breast cancer patients [8, 39]

Participants also asked the appropriate time that they prefer to have information and
most(75.73%) of the participants suggested that the appropriate time to have the information

was before starting the treatment and any time was cited by 20% of them.

In this study the only association found between sociodemographic and clinical variables
were being stage IV at diagnosis and living in urban area. Living in urban area is associated
with high information needs (p=0.02) compared to living in semi-urban or rural area which is
similar with the finding of information needs of breast cancer in which there was association
between residence and high information needs [48] whereas diagnosing as stage IV is
associated with low information need (p=0.000) compared to diagnosing as other stage. This
finding was different from Galloway et al. which was the only factor associated with
information needs was age i.e. young age was associated with high information needs [47] the
low information needs of patients with stage IV compared to other stage might be due to
hopelessness. Unlike other studies [47-48, 58] Age and education is not associated with
information needs in this study, this might be due to the high proportion of young age i.e.>50 t
and similar educational status i.e. majority are high school and elementary which hide the

mere difference among other statuses.
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6.1 Limitation of this study

This study presented limitations, in that it was cross-sectional and included cancer patients
exclusively in ambulatory treatment. The sample contained both early and advanced breast
cancer patients, preventing a clear separation among people in different disease stages and
such, together with the fact that a longitudinal approach was not carried out, hinders the
possibility of an assessment of the information need of breast cancer patients throughout the

disease process from diagnosis to cure or end of life.

It was also a single-institution study and may therefore not represent the reality of day
Hospital patients’ of other institutions and also other regions even though patients come from

all parts of Ethiopia. So generalization is difficult.

The instrument used to assess patients’ information needs, the TINQ-BC, is not validated in

Ethiopia even though it was used in almost similar countries like Egypt.

37



7. CONCLUSION

Patients attending care at TASH present a higher overall information need. They reported
high needs of information on each domain but especially on disease and treatment. The open
questions also revealed these patients would like to receive more information about treatment
side effects and be given detailed results of the tests they pass. They would also appreciate

more information on long-term outcome, nutrition and recurrence symptoms.

Unlike other studies, the education level was not found to be associated with the level of
information received because this sample was composed of similar educational attainments
i.e. elementary and high school and because of that and such known effect was lost. Patients
diagnosed as stage IV has less information need when compared to others. Patients living in
urban area have more needs for information than patients living in semi-urban and rural area,

so the information given requires tailoring.

Generally this study has aided knowledge by determining what areas are important in
assisting women to be informed .It has contributed to research in the area of overall
information need of breast cancer patients specifically in the area of treatment, disease and
diagnostic tests, physical and psychosocial as reported by patients. The in-depth interview
with patients and caregivers have supplied with valuable information about the specific needs
and components necessary to assist women in treatment considerations, psychosocial
wellbeing and decision making by learning about the impact of the fear of death, need for
hope, importance of emotional feelings, and good communication between and with health

care providers as well as with their surrounding as a whole.
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8. RECOMMENDATION

» Breast cancer patients should get information about their illness along with the
full range of treatment options and side effects.

» They should be a body who listens breast cancer patients’ thoughts,
preferences, and personal feelings to include these concepts into the
presentation of information, scope of options, and recommended treatments
and plan of care.

» There should be enough discussion time and conversation time with the patient
should not be rushed realizing Patient’s feelings, desires, and needs is an
important aspect of providing care and information.

» Associations of breast cancer patients should be formed in an effort to provide
support for and among breast cancer survivors. These sites also may provide a
beneficial connection for women with newly diagnosed breast cancer, who are

on treatment and have completed breast cancer treatments.

Future Research

>

This study needs replication in a variety of settings using a nationally validated tool to
include a greater diversity of cultures, educational levels, and geographical location.
Communication patterns and partnerships with health care providers also needs
further study in women diagnosed with breast cancer

A qualitative approach solely to get more in-depth insights or possibly to elicit new
or different findings about the information behavior of breast cancer patients

A longitudinal approach is necessary to detect change on information needs of breast
cancer patients throughout the disease process from diagnosis to cure or end of life.

A longitudinal approach to detect the effect of having information on quality of life
and survival

Examining the availability of information provision system in Ethiopia and
developing culturally and socially sound information provision system.

Validating TINQ-BC in Ethiopia for a cross-cultural adoption.
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ANNEXS

Annex I

Information sheet

Greeting: Good morning/afternoon!

Hello. My name is . I am data collector for master of public health student project in
Addis Ababa University. I am conducting a study with the aim of assessing the information
needs of breast and cancer patients in Tikur Anbessa hospital. The information I collect will
help to you and the government at large to plan a better information provision system for
patients in general and for breast cancer patients in particular. Now you are randomly selected
for the survey. The questions usually take about 20 to 25 minutes.

Objective of the study: Assessing the information needs of breast cancer patients in Tikur

Anbessa Specialized hospital.

Benefit of the study: The participants will have long and short term benefits. The long term
benefit would be, the result of the study will be useful to expand and implement a good
information provision system on breast cancer which could be very beneficiary for the
participants and

also for the overall community.

Risk of the study: Participating in this study will not have any risk or harm.

Rights of Participants: You have full right either to participate or refuse as well as to quit at
the middle or at any time you want after you start the participation in this study. You may
respond to all the questions or you may not answer to questions you don’t want to answer.
You can ask any question which is not clear for you.

Confidentiality: Any information forwarded will be kept confidential and names will not be

written or specified.
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Annex II

Informed consent

As to the information given on the above, Participating in this study has no any harm or risk.
Your name will not be written on this form and the information you give will never be shared
to anyone. It is possible not to answer any questions that you don't want to answer and you
may end this interview at any time you want .You are selected by chance to participate in this
study and your sincere response to the interview will be very valuable for the achievement of
the study.

At the same time we would like to appreciate your voluntarily participation in the study after a

thorough understanding of the information given to you.

I have read this form or it has been read to me in the language I comprehend and understand

all conditions stated above.

Then are you willing to participate in this study?

1- No (say thank you) 2- Yes (continue interviewing)
Name of principal investigator: Birhan Legese

Cell phone No — 0910796908

E-mail: birhan4j@gmail.com.

Name of interviewer signature

Date of interview (Ethiopian calendar) / /

Result of interview:

1- Completed.................. 2- Refused ................

3- Respondent not available.............. 4- Partially completed ..........

Checked by supervisor;

Name ....oooovvviiiiiiiiiie, Signature ..................... Date ..................
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Annex IIT

Questionnaire

Information regarding socio-demographic factors

No | Question Answer Skip
101 | How old are you (in | .cccovvvvnriinreinieennnnne
years)?
102 | Sex 1
1\ N 2
103 | What is your Orthodox............ 1
Religion? Muslim................ 2
Protestant............ 3
Catholic.............. 4
Other.................. 5
104 | Where is your living Oromia........... 1
Region? Addis Ababa....2
Ambhara.......... 3
SNNPR.......... 4
Other............ 5
105 | What type of living [ 61 1
environment are you Countryside......... 2
from Periurban............ 3
106 | What is your marital
status? single... ....cccceeeueee
Married............... 2
Divorce.......ccceu... 3
Widowed............. 4
separated............ 5
What is your
107 | educational status? | jlliterate............. 1
primary............. 2
secondary........... 3




college......ceeevunnes 4
Other............. 5
108 | What is your House wife......ccccovvneeennne 1
Occupation? Private employee............ 2
Farmer 3
Government employee... 4
Daily laborer................ 5
Merchant...........coueee. 6
Student..........cccceerueennee 7
Others (specify)........... 8
To be filled from patient card
109 | Type of cancer? Breast cancer............. 1
Other.....cccevvevieininnnn 2
110 | Stage of cancer? Stage L.....ccoovvnneennens 1
Stag Il.....ccoevnvnnnnnnn. 2
Stage IIL.......cccevnvnneen 3
Stage IV...ccoviviininnenn 4
111 | Date of diagnosis? | ......... [oeeens [eveiiiiiineiannnns
112 | Type of treatment? Chemotherapy................ 1
Radiotherapy.................. 2
Surgery...ccceceeeiiieeiinnene. 3
Hormonal..................... 4
Other......ccevevinvininnnnnnen. 5
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II.  Questionnaire for information needs

Questionnaire

I am interested in learning about the types of information women with breast cancer need.

How important it is/was for you to have this information?

1. Information need on treatment

Not Slightly Moderately | Very Extremely
important | important | important important | important

1 | What types of treatment | 1 2 3 4 5
are available

2 | Who to talk with if I hear | 1 2 3 4 5
about treatments other
than the available

3 | How to prepare for my 1 2 3 4 5
Treatment

4 | If I have side effects, how | 1 2 3 4 5
to deal with them

5 | How I will feel after my 1 2 3 4 5
Treatment

6 | Who I should call if I have |1 2 3 4 5
questions while I am still
getting treatment

7 | How my treatment is done | 1 2 3 4 5

8 |How long I will be
receiving Treatment

9 | Why the doctor suggest |1 2 3 4 5
this treatment for me

10 | The possible side effects of | 1 2 3 4 5
my treatment

11 | If there are ways to |1 2 3 4 5
prevent treatment side
effects

12 | What side effects I should |1 2 3 4 5
report to the doctor/nurse

13 | Who should I call if I have |1 2 3 4 5
questions after all the
treatments are over

14 | If the treatment will alter | 1 2 3 4 5
the way I look

15 | If I am prone to infection | 1 2 3 4 5
to because of my treatment

16 | How the treatment works | 1 2 3 4 5

against cancer
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2. Information need on the disease

Not Slightly Moderately | Very Extremely
important | important | important important | important
17 | If it is known what causes
breast cancer 1 3 4 5
18 | If the breast cancer will 1 3 4 5
come back
19 | If there is cancer anywhere | 1 2 3 4 5
else in my body
20 | How the illness may affect | 1 2 3 4 5
my life over the next few
months
21 | How breast cancer acts in | 1 2 3 4 5
the body
22 | If my illness is hereditary 1 2 3 4 5
23 | How the illness may affect | 1 2 3 4 5
my life in the future
24 | The medical name for my | 1 2 3 4 5
type of breast cancer
25 | How to know if the cancer | 1 2 3 4 5
has come back
3. Information about Investigative test
Not Slightly Moderately | Very Extremely
important | important | important important | important
26 | How I will feel during the | 1 2 3 4 5
test
27 | How the tests( e.g. x-ray, | 1 2 3 4 5
bone scans) are done
28 | The meaning of the result | 1 2 3 4 5
of the test
29 | Why the doctor suggest |1 2 3 4 5
this test and if there are
other ways of testing.
30 | Why they need to test by | 1 2 3 4 5
blood
31 | How I will feel after the |1 2 3 4 5

tests
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32 | What is the result of blood | 1 2 3 4 5
test mean
33 | When to have all 2 3 4 5
mammogram
4. Information needs on Physical
Not Slightly Moderately | Very Extremely
important | important | important important | important
34 | If there are any
physical things 1|1 2 3 4 5
should not do
35 | How long my |1 2 3 4 5
wound/incision will
take to heal
36 |If I <can wear |1 2 3 4 5
brassiere or if there
is change in my
wearing style
37 | Which foods I canor | 1 2 3 4 5
cannot Eat
38 | How to care for my | 1 2 3 4 5
wound or incision
39 |If I can continue my | 1 2 3 4 5
usual hobbies and
sports
40 |If I'm going to need | 1 2 3 4 5
help taking care of
myself
41 | Where to examine |1 2 3 4 5
my breasts
42 | If I can take a bath | 1 2 3 4 5
or a shower
43 | How to tell if the |1 2 3 4 5
cancer has come
back
44 | If there is special |1 2 3 4 5
exercise I have to do
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5. Psychosocial information need

Not
important

Slightly
important

Moderately
important

Very
important

Extremely
important

45

If there are groups
where I can talk with
other people with
cancer

1

2

3

4

5

46

Where can I get help if
I have problems
feeling as attractive as
I did before

47

What to do if I feel
uncomfortable in
social

situations

48

If I can continue my
usual social activities

49

If there will be changes
in the usual things I
can do with and for
my family.

50

Where I can get help
to deal with my
feelings about my
Illness

51

What to do if I become
concerned about dying

52

Where my family can
go if they need help
dealing with my illness
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53. What is your preferable source to get information?

1. Doctor 5. Health education in health institution
2. Nurse 6. By any way/means

3. Radio/television 7.0ther specify

4. Leaflet

54. When is your preferable time to get information?
1. Before starting the treatment

2. After I start the treatment

3. After the treatment is over

4. Any time is possible
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Questions for qualitative data

Hello Dear!

I am doing a research with the aim of assessing information needs of breast cancer patients.
So I want to carry out an in-depth interview with you because it is important for the study.
And an idea that gathered from you is very useful to plan a better information provision for
breast cancer patients. During this interview, I will raise some question regarding the needs of
information among breast cancer patients for the purpose of grasping the main idea and
analysis I will record your voice but I will remove it completely after I take the idea from it .

Thank you for your time and help.

Discussion points

Regarding Information needs

1 First what is your opinion regarding the importance of
information? Have you a desire for information?

2 What type of information do you think most importantly
required by breast cancer patients?

3 When is the information required?

4 What do you think the possible reasons for needing

information are?

Regarding Information sources

5 What do you think that the most Preferable information
sources are? Why

6 Do you think patients are Willing to ask any question
related to their health?

7 Do you think other people should be informed other than

patient too?

Regarding Influencing factors

8 What do you think the possible factors that affect
information flow?
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9 What sort of things should be improved for smooth and
strong provision of information for breast cancer patients?

PonlB ao()sm),

PTG CoN:- NTRC AMNA PATHN 099 TiT7 vt NG LAV AP
AAT7 aolB eV FATI T aomeP/ TIPS T

MG SATAT ANAAD-:: A% Hé ALY CTTU-T NASO ANN
RLNCAA PUNLTON MG 1214 PPTTF@7 NCY7 A0 Neednd AP7 NTERC
AMNA POT A DAL N Tmeam Coh AL TS T ALLLTT AT TGHI® 70 TCh
8.4 ATITIE POLLNTAT 1@ (TG E AL AeATE hoov@N TP N+ PTG
ANl I PGE AL oo HeDP 90T TEI° AG & ATES.U9° L79° hAChP
CLMNP®7 Vs ATLTLhTAD A1NONFND-::

aN%7:- NPRC AN POTHA P2ULTTHH7 et 030G PACT @7 O FT aolE
CITT T GArTO7 TITG T

PL9°  Ahtdi- PO @LPET hdldove NIA PEPPES AN PATF@-7
TLLOT ool M NAN® LMEEFA I°ANLI ®lbk AL LOGELN aomP4I° (.01
n20-25 Lt LMOGA::

AtmfE@D PTLAMD TP Amfe® 1 ANT Vev9T7 AR TTUNLAN
HARTT CA@ TPI° LIFA LVI° PTGE @Ml NVao-?T7 @A AR ¢Ptav(lt
TANAE PP Povl8 APCOTS HCHIZT AINL09° AL MaT P7L.LS (U7
2V em-t WINC LANVT @7 ALTI° P ANT 0N AmPAL PMS U1 Tod ASG
amaned 245 H7e P7LeNTA 1m-::

e ehhtA@ +%1:- LY TST AL aoa 1§ P99.e0hTAD- 9°79° hASY T 15T
P?Ag°

etmee@ ao}-f1 - AaoA+9° PT ANovA+G.  gop aoI't Al aomPdy
CI°L@m- havU PO189°9° PY PALNTTT TP+ PAgvaoAh av-f- aol't Al

NATELPYF:- U-A9° avlB TLATEPYE e OLWP7 POCH O9° NaomfPd AL
hALNECI® P Imbov@ POLOAT &TC 10
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1. hRLAUI®  (hao0ISAU-) 2. A% (AP TA)
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OAn &TC:- 4251910796908

n-71.240:- birhan4j@gmail.com

CTMEEM NI GCT e
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