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ABSTRACT

Background: In medical scenarios like cancer parents level of participation in treatment
decision for their child to enhance a better outcome is significant. Though in Ethiopia little is
known about the decisional role of parents. Due to that this study aimed to clarify the extent to
which parents involve in treatment decision making for their child and also explores different
factors that determine the treatment decisional role.

Objective: To assess parental role and associated factors in pediatric cancer treatment decision
making at Tikur Anbessa Specialized Hospital, Addis Ababa, Ethiopia 2020 GC.

Methods. A total of 167 parents were enrolled in the cross sectional study using a census
method and additional 11 parents were purposively selected for the qualitative phenomenological
study. The study was employed from April to May 2020 G.C. at Tikur Anbessa Specialized
Hospital Pediatric Oncology department. Quantitative data was entered to EpiData version 4.6
and exported to SPSS version 25 for analysis. Descriptive frequencies and percents were used
and binary logistic regression assessed statistical association. After the qualitative in-depth
interview the data was transcribed and translated to Amharic then analyzed using thematic

analysis method. ATLAS .ti 7 software was employed to aid coding process.

Result: The actual role of parents in treatment decision making was 129(77.2%) for passive,
37(22.2%) for collaborative and 1(0.6%) for active. Also 138 (82.6%) of the participants
reported having their preferred role. Interpersonal trust and parental informational preference
were statistically significant factors. Three broad themes were identified for factors affecting
parental role in treatment decisiona role in the qualitative study which are parent health care

provider relationship factor, parental factors and clinical factors.

Conclusion and recommendation : Parental role in treatment decision making was found to be
passive and multitude of factors were identified affecting their roles so there needs to be

improvements in enhancing more roles for parents.

Key words. Actua role, preferred role, treatment decision, interpersonal trust, communication.
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1. INTRODUCTION

1.1. Back ground

Even though Cancer is thought of as a disease of adults, especialy the elderly, child hood cancer
is becoming the leading cause of death for children worldwide, according to the international
incidence of childhood cancer study approximately 300,000 children aged 0-19 years old are
diagnosed with cancer each year (1). Usually not appreciated is the fact that the highest rate of
childhood cancer occurs during the first year of life when the infants developmental processes

are advancing rapidly and the parents are often in the early stages of their family life cycle (2).

Coming to Ethiopia an estimated 6000 new cases of pediatric cancer are diagnosed each year
according to clinical record finding in Tikur Anbessa specialize Hospital and most children

presented are late, with advanced disease, and in pain (3).

Parents of ill children’s on the due process after diagnosis often accompany patients into the
consultation, supply emotional, informational, or practical support, and participate in medical
decision-making .They may change the dynamics of the consultation, influence the relationship
among patient's with the physician, and increase the complexity of the encounter, they regularly
attend consultations and can contribute information and participate in medical decision-making.
Studies indicated that a magjority of cancer patients (49-84%) and family members (54-59%)

prefer family participation in decision-making to some extent (4-6).

Parental involvement in children’s health care is generally associated with positive outcomes for
both parents and children. Parents have reported less stress and better emotiona wellbeing when

they rated care as family involved (7).

According to the shared decision-making model (SDM) in which health professionals and
patients share the responsibility in making decision, the involvement of the family during all
stages of the process is recognized, with both the health provider and patients participate in
decision making which creates an agreeable atmosphere (8,9). Although models of health care
delivery, such as family-centered care, endorse the inclusion of parentsin medical care (10).



1.2. Statement of the problem

Each year, the parents of approximately 15,300 kids will hear the words “your child has cancer.”
Across al ages, ethnic groups and socio-economic, but the role they played in due process of
seeking medical help and the outrageous benefits they provide in managing of the disease

outcome is undermined (2,11,12).

Although multiple study outcomes indicated the involvement of parents in clinical decision
making (including diagnosis and treatment) of an ill child is preferred either by the child himself
or by the health provider under the assent of ‘helpful’(11,13,14). The prevalence and extent of
involvement is very limited. A study made by the university of Bath specifically prevails that the
involvement of parents on decision making for their child’s treatment alternative is found to be
two times less compared to the health providers(62.47% for Doctors and 29.42% for parents)
(15).

Due to high interconnection and interdependence existed among children and their parents the
benefit of involving them on every aspect of clinical care is enormous. On this trajectory period
the decision made through every treatment path under the health provider to the child also affects
the family members throughout the duration of the treatment and it tremendously influence the

extent of positive outcome for theill child (14,16).

In extrapolating the role of parents toward the health provider and other care givers, according to
Paul Stallard (child psychological therapist) the capability of managing anxiety and distress of
this traumatized children’s is found depleted (17). Also the role the parents have as co-therapists
in interventions to reduce feelings of pain in medical procedures such as vain puncture, lumbar

puncture and parentral medication administration has been diminished (18).

In case of a resource limited countries like Africa the role of family inherits a different
dimension. According to international society of pediatric oncology study made on the treatment
abandonment in children from developing countries indicates unlike provision of support for
effective diagnosis and productive outcome parents were found to play a role in treatment
abandonment and withdrawal. This aso in lined with the meta-analysis done on treatment
abandonment in Sub-Saharan countries in which even if factors like educational status socio



economic levels of the parents made some inconsistencies, still it’s being the challenge through
curving the direction of involvement (19,20) .

Coming to Ethiopia, even though treatment coverage of children with cancer is increasing from
time to time as to the knowledge of the researcher there was a scanty literatures in assessing the
parents role in treatment decision making. This paper work builds on the knowledge that parental
involvement in treatment decision making is a prerequisite for the better outcome of a child with
cancer (9,21). So this study tried to fill the knowledge gap among health professionals and other
stake holders on the role of parents on treatment decision making and had also explored reasons
that parents identified as affecting their involvement for better outcome of their child's treatment

and better utilization of scarce resources.



1.3. Significance of the study

Improving shared decision making in pediatrics can be accomplished when there is an
understanding of how parents make, and wish to make, medical decisions for their children. Due
to that the health care provider needs to incorporate the preferences and actua treatment
decisiona role of parents for the betterment of children’s health outcome. However studies
suggesting those issues had not been addressed in Ethiopia previously so, this research will be an
informational tool in feeling the knowledge gap.

Also the finding of this study will be the base line for policy makers and health care institutes as
a mirror image of the current parental role in treatment decision making for their child with
cancer and initiate planners to plan for the betterment of parents role play through educational
sessions and programs targeted on parental role enhancement.



2. LITERATURE REVIEW

2.1 Introduction

The experience of cancer affect not only the child but aso his or her family. The life treating
nature of the disease the prolonged treatment period , pain experiences, complications and the
unpredictability of the illnesses causes emotional distress in parents. Because cancer is a chronic
and life-threatening illness, parents are less able to use effective coping strategies, and most

parents are usually unprepared to deal with illness-related issues(22-24).

Making treatment decisions for dependent children is one of the most challenging roles that
parents of children with cancer face. Childhood cancer typically presents suddenly, with limited
time for parents to speculate something is wrong and participate in making major decisions about
how their child isto be treated. After the diagnosis of cancer, parents feel an exceptional sense of

stress and urgency, they use words such as "shocked" or "stunned” (25-27).

After the child started attending Hospital as different studies indicate the decision making role of
parentsis huge . Because it is unavoidable and stressful part of dealing with chronic illnesses like
cancer, parents of children with cancer must make many decisions related to their Childs

treatment, this includes a decision made during diagnosis and during treatment (12).

During treatment Parents are present a considerable amount of time by staying at the bedside,
being physically present during threatening events and participating in the decision-making
process. Even though parents do not want to make the final decision, they do want to be involved
in the decision making process and they desire increased input in to the child's treatment, a
narrative review made among 55 relevant articles in 2015 resulted most parents prefer active role
in decision making of their children (28-30).

Though according to a study made in land university the extent of parental decision making and
children's involvement in decisions for their own were found to be questions raised. Some
studies indicated that stuffs believe parents should be partly involved in decisions concerning
their child's care and other do not think parents should participate. According to Whitney etal.

decisional model which suggests that during a single best decisions the clinicians will assume



decisiona priority, but if there are two or more clinically reasonable choices they should

encourage parents (and children when appropriate) to assume decisional priority (29,31-33).
2.2. Level of parents participation in decision making process

As to Pyke-Grimm study on parents preference of participation in treatment decision making for
a child with cancer Manitoba University Hospital, Canada, the investigator modified the tool
used to measure adult preference of participation which is Control Preference Scale (CPS) (34)
to Control Preference scale for pediatrics(CPS-P)(35), this tool incorporates five cards containing
statements that describe different roles placed in an ordered manner and the parent is expected to
choose one, based on that they classify the parents as active, collaborative and passive role in

treatment decision making.

Based on the above enrolment the study identifies that the most preferred TDM role both during
the time of diagnosis and the time of interview was collaborative 52%, followed by passive 34%
at the time of diagnosis and 29% during the interview, the final one is active which holds 14% at
the time of diagnosis and 19% during the interview (35). Another study made using the same
tool on Parents of children with cancer on Mid-Western Canada University Hospital 50% of
parents were found to have a collaborative role where as 28% had a passive role and 22% had an
activerole(36).

Through the use of CPS-P tool Harvard medical center, USA, study on Parents decision making
preference resulted 58.5% of parents in the sample reported a preference for a collaborative role
in treatment decision making with 28% chooses an active role and 13.6% endorsing a passive
role(37). Also survey conducted at Dana Farber Cancer Institute and Children Hospital, Boston,
about two third (66%) had a collaborative role in treatment decision making for a child with
cancer and 26% retain an active role and the remaning 8% wishes to delegate a full
responsibility to the physician, whereas 64% of parents reported that the role they actually held

in decision making was their preferred role(38).

Another study made at Queens medical center, United Kingdom, parental involvement were
assessed using ‘responsibly for treatment choice' tool. Where the parents divide two different
circles consecutively, the first circle is on how they felt certain parties including them self's



contribute and the second one is on how they would have preferred responsibility for the
treatment decision to be distributed, so the finding indicates that preferred participation was
32.6% and the actual was 29.42% for parents of children with cancer (15).

Decision making role and level of participation changes over time as Missouri University
Colombia study, four patterns of decisional role was noticed. The first is professional dominated
where the role of parents was compromised, second is participatory, the other is challenging, in
which they becomes a strong advocates for their child and confront in every medical decisions
and the final one is collaboration where they felt equal power in making decision. In al those
Phases the main weapon for the parents to take part on one of the roles was the level of

information they accumulated through times (12).

Rebekah Laidsaar-Powells study on family involvement in cancer treatment decision-making,
influencing the decision process for their siblings was noticed as a main role. She stated that
through the influencing process four overarching types of participation were identified, no
influence is the first one The second was family influence through proximal actions where they
are involved in provision of emotional and informational support, another large response was
‘Shared’ patient and family influence that FM’s influence over the decision was considered
equivalent to that of the patient, the last where a minority response is dominant family
influence(14).

2.3. Factorsaffecting parental decision making

Diversity of factors that contribute to the decision making role of parents on treatment of child
cancer was shown with different studies. Which include, the relationship with the physician, the
nature of communication, trust in the physician, the parents’ and physician’s experience and
knowledge, and the perceived importance of the parental role(36). Another studies made in
stated prior hospitalization of the child, longer time frames of treatment in cancer patients,
provider recommendations as a major factors that affect the role of parentsin treatment decision
making of achild with cancer (39-41).



2.3.1 Parental factor

The knowledge of parents of children with cancer in relation to educational background and
information on their child disease condition predominantly affects the role parents perceived in
treatment decison making. Ruccione K. and Kramer RF.'s results explains that parents of
children with cancer who had a higher education level expressed greater satisfaction with
information received and a higher degree of autonomy in making decisions about their Childs
treatment. At the same time felt increased need of information and frustration with the lack of
time to make decisions was noticed (42,43).

McMaster University, Canada study on clinicians proposed that actively involved FMs tended to
be middle aged (compared to elderly or young adult FMs), female, well-educated and possessed
professional medical or alied heath experience (14). Which is contrary to a study made by
Mckennak., Collier j, USA, younger parents both received and desired more family involvement
in treatment decisions (r = -0.299, p < 0.05 for both) (15).

In addition Parental gender was also found to have association with the level of participation in
treatment decision making, on a study made at Nationwide Children’s Hospital, USA mothers
with previous knowledge on Pediatric cancer therapy reported and preferred more Doctor
involvement compared to Fathers (t(58) = -2.339, P < 0.05 and t(58) = -3.147, P < 0.01) and aso
on the same study parents who have a previous knowledge on pediatric cancer therapy are tended
to desire more participation from the oncologist other than having a collaborative role(P < 0.05)
(15).

The time lapse since diagnosis was also found as one factor in shaping the extent of involvement
in treatment. A study made on the dynamics of change of involvement among patients with
cancer at Australia resulted, when patients attained for the first time they were found to seek a
greater involvement in contrast to patients experienced change after some follow up which

delegates more decisional responsibility to their doctors(chi-square = 7.9, P < 0.05) (44).

Though the finding was not true at every results. In accordance to Elizabeth M. and Christopher

J. Harvard medica school, even though the extent of involvement differs from parent to parent



the amount of time elapsed since diagnosis was not found significantly correlate with the degree

of parental desire for control in treatment decision making(rho=0.159, p = 0.103) (37).

In the African Country Ghana, a qualitative study made on the factors affecting health-seeking
decision making, the lack of previous knowledge on Pediatric cancer were found as the maor
factor affecting decisional role, most of the parents associated the diagnosis of cancer with death
and their most decisional thought is treatment abandonment and search for aternative therapies,

so the importance of informing parents about the disease condition well was implicated (45).
2.3.2 Parent health careprovider relationship factor

In aclinical setup decision making relationship during patient treatment is a continuous process.
Through this process, as in pediatrics, the patient/ parent full responsibility for the decision
(autonomous decision making)and the physician inheriting full responsibility ( paternalistic
decision making) are the two extremities. This is where shared responsibility aspired and
working together becomes the ideal assumption(46-438).

Triangulated insight made by Rebekah Laidsaar-Powells indicates many clinicians believed
families tended to be more involved in decision-making when they had a strong and close
relationship with the patient(14).

In the parents health care provider relationship for chronically ill children’s, trust and
communication were found to be the major corner stone's, for determining the role of parentsin
treatment decision making. When we say trust it is to mean a person's belief that the physician's
words and actions are credible and can be relied upon (49). As to Kirschbaum and Knafl trust
between the parents and the physician is important in developing a mutually respectful
relationship. Also emphasized the importance of trust in which as the parents trust maximize,
reliance (total dependence) on the health care provider have been shown on decision concerning
aterations on the child's outcome (36,50).

Trust was aso found as a significant factor under the study of Jennifer W. Mack and Joanne
Wolfe on parenta roles in decison making for children with cancer, the analytical output
indicated that Parents who were highly involved in decision making than they wished were more
likely to trust their Childs physicians judgment (37).

9



In contrary mistrust among parents on healthcare providers lead them to take an active role both
in searching for trustful relationship and vigilance for al medical interventions for their
children's (51,52).

An integrative review on 52 articles made at the University of Missouri-Colombia States, in all
of the reviewed articles trust was found important in between the parents and the health care
provider relationship, also during early stages of the relationship it was very high which they call
it “naive truest’ and makes the parents to take a passive role in decision making and if this bond
brakes due to mistrust the role shifted from passive to active in making decisions for their
children’s (12).

Regarding communication it is difficult for parents to participate in decisions when they are not
aware of the alternatives available, Angest and Deatrick's and aso Kirschbaum and Knafl studies
found that parents’ TDM preferences were related to their style of communication with the
physician. Active parents wanting the physician to provide information so they could make the
decision and passive parents wanting the physician to listen to their concerns when making a
decision (50,53).Dana Farber Children Hospital, Boston survey supports the above findings that,
parents who holds a grater passive role than they preferred felt that communication was less

prominent (38).

The main reasons for poor communications according to Mark Avis are competency gap of the
professional s, the use of technical language (medical terms) among those health care providers or
the different purpose that patients and professionals have in communication (54).

It is known that professionals have medical and nursing knowledge and experience of Hospital
routines rather as of Inger Hallstorm's observationa study, Sweden, for parents and patients the
environment is quit unknown and they need to be familiarized. He also mentioned that due to
lack of information and the non negotiation of roles, they had faced problem of participation on
treatment decision making. So that to improve the level of participation effective communication

was required (29).

Through parent hedth care provider relationship, Information preference and behaviora
involvement of parents was also conceived as a main factors in shaping the control of parentsin

10



treatment decision. In which by using the Karts Health Opinion Survey (KHOS) as those factors
improves the preference of involvement shifted from passive role to active according to Dana-
Farber cancer institute study by alinear trend analysis (F=5.83, p=0.004) (37).

In addition at Athens general public hospital a collaborative role preference was noted among
cancer patients who have a greater informational preference on the disease and treatment than

patients who preferred passive collaborative and a complete passive role (p < 0.001) (55).
2.3.3 IlIness factor

The prognosis of a Childsillness affects parental treatment decision making. According to Gloria
Jean Gross, Nebraska Medical center study on mothers decision making process regarding health
care for their child, seriousness of the disease condition and the child's condition were one of the
most sited factors that are directly related to the mothers decision making priority. As one mother
stated " | would rate seriousness high for decision making as a factor, as this is how serious this
condition would be for my child" (56).

Another retrospective study made on parents of children who had died of cancer, Houston ,found
that parents took an increased role in making decisions when a child was not expected to survive
and they hypothesized this might be due to reduced consequences when the outcome is known to
be terminal (33).

An in-depth interview conducted on fifty eight custodia Parents of children with cancer at
Pediatric Oncology facility of mid western Canada, Parents identified the situational context as
influenced their treatment decision making role, 22% of them described a feeling of shock,
nervousness or of being overwhelmed which they stated impaired their ability to make decisions,

one parent said " you are so overwhelmed by everything that is going on" (36).

As stated in the introductory part of this proposal most of the studies made in developing
countries in Africa (45,57,58), parents were mostly involved in treatment abandonment. Thisis
as their papers indicated is due to the fear and anxiety they experienced after identifying the
diagnosis is cancer and the severity of its status so that they lose hope for the alternative

medication provided by the health care group.
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2.4. Conceptual framework

The conceptual frame work hypothesized that parental socio-demography, parent health care
provider relationship and child's illness conditions directly relate with the outcome variable

which is parental role in treatment decision making.

Parental factors ﬁarent health care provi deﬁ

- Age rel ationship factor

- Gender - Interpersona trust in the
- Marital status Health care provider.

- Educational level - Communication

- Residence

- Information preference

- Previous clinical - Behavioral involvement

experience

Parental rolein

K / treatment decision k /

making

A

/Child's illness factors (clinical \

factors)

- Diagnosis

- Time since diagnosis
- Severity of theillness
&Type of treatment for the child. /

Figure 1:Conceptual frame work for Parental rolein Pediatric Cancer treatment decision making
at TASH, Addis Ababa, Ethiopia, 2020 GC.

(Source: This framework is constructed integrating (14,15,35-38,44,50,53) literatures.)
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3. OBJECTIVE

3.1 General objective

To assess parental role and associated factors in pediatric cancer treatment decision
making at Tikur Anbessa Specialized Hospital, Addis Ababa, Ethiopia, 2020cc.

3.2 Specific obj ectives

1. To determine the actua role of parents in treatment decision making for their child
with cancer.
2. To describe the preferred role of parents in treatment decision making for their child
with cancer.
3. To explore factors affecting actual parental role in treatment decision making of

children with cancer.

Resear ch questions

1.

What role parents had in different treatment decision makings for their child with cancer?

2. what isthe parents preferred role treatment decision making for their child with cancer?

What are the key factors that prevent and enable parents participation in treatment

decision making ?

13



4. METHODS

A convergent mixed method approach was used, the quantitative analysis had determined the
role of Parents on treatment decision making and assessed effect of different factors identified.
The qualitative exploration added more reasons from parents perspective on the level of

involvement on treatment decision making of parents for their children with cancer.
4.1. Study setting

The study was conducted at pediatric oncology clinic, Tikur Anbessa Specialized Hospital,
Addis Ababa, Ethiopia. The Hospital was chosen due to it's the largest hedth facility
incorporating pediatric oncology clinic in the country. TASH was opened in 1972 as a
government teaching Hospital and located at Kirkos sub-city, Addis Ababa the capital city of
Ethiopia (59).

The ingtitute has 700 beds with 379 Nurses, 200 Doctors and 115 other health professionals
dedicated to providing health care services. The Hospital also has 950 permanent and contract
administrative staff to support the Hospital activities. In addition, almost all regional and federal
Hospitals in Addis Ababa are affiliated to the School of Medicine as clinical services and

training sites.

The Hospital incorporates the only Oncology pediatric department in the capital city containing
two inpatient wards and one outpatient clinic. The first inpatient ward is found at the main
building which accompanies 20 beds and the remaining inpatient and outpatient clinic is located
at the Hospitals cancer center which also incorporates 14 beds, 9 registered Nurses and 3
Pediatrics Oncology Specialist Doctors. In general both wards and the outpatient clinic together
serves on average 8000-10,000 patients annually.

4.2. Study Period

The study was conducted in Tikur Anbessa Specialized Hospital pediatric oncology clinic from
April 14 to May 14/2020.
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4.3. Quantitative methods
4.3.1. Study design

Institutional based cross-sectional study design was conducted among parents of children with
cancer treatment at Tikur Anbessa Specialized Hospital, Addis Ababa, Ethiopia.

4.3.2. Description of the population
4.3.2.1. Sour ce population

All Parents of children with cancer under treatment during the data collection period at Tikur

Anbessa Specialized Hospital Pediatric Oncology department.
4.3.2.2. Study population

Due to census was used the study population were the same as the source population. In which
al parents of children with cancer under treatment during the data collection period were

involved.
4.3.3. Eligibility criteria
4.3.3.1. Inclusion criteria

A child was diagnosed with any type of cancer and attending pediatric oncology ward or
outpatient department.

The child was at least one month post-diagnosis, this helped to allow parents to
experience decision making about their child's treatment condition.

The parent was the child’s primary caregiver.

4.3.3.2. Exclusion criteria

Parents with known mental health condition.
Parents of children who were receiving treatment in a palliative setting.
Parents of children who were critically ill during the data collection period.
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4.3.4. Sampling methods
4.3.4.1. Samplesize

Complete enumeration was intervened among parents of children with cancer which were
attending the pediatric oncology clinic during the data collection period. The final number of

parents found was 167.
4.3.4.2. Sampling technique

All parents of children with cancer who fulfill the inclusion criteria during the data collection
period were included in the study using a census technique.

4.3.5. Data collection tools and procedure

Data on parental role was collected by trained nurses through face to face interview using a
structured questionnaire. Control Preference Scale for Pediatrics (CPS-P), which was adopted to
depict parents role in treatment decision making asked parents to choose among five different
scenarios, which were presented in a form of single statement for each scenario and this five
statements represent a continuum from 'l prefer to make the final decision about which treatment
my child will receive’ to ' | prefer to leave al decisions regarding my child's treatment to my
doctor’ and for their actual role the tense was changed to past.

The scale was first developed at a study made by Kimberly Pyke-Grimm at Manitoba Hospital,
Canada (1999) (35). The modified Control Preference Scale for Pediatrics which was adopted in
this study was from Danger and Sloan (1992) (34) to make it applicable to parents of pediatric
patients. In this study subjects were presented with all 5 scenarios simultaneously and asked to
choose their preferred level of activity in treatment decision making a “pick one’ method was
used.

The other tool used was Krantz Health Opinion Survey (KHOS) to assess information
preferences and behavioral involvements of parents. The tool incorporates two subscales
KHOS-1 and KHOS-1I, KHOS-I reflects the tendency of parents to seek heath-related
information actively (7 items) (i.e. ‘I usually ask the doctor or nurse lots of questions about the

procedures during a medical exam.”) and KHOS-11 parents' preferences for the degree of control
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or involvement in their own care (9 items) (i.e. ‘If it costs the same, 1’d rather have a doctor or
nurse give me treatment than to do the same treatments myself.”). Both scales used a binary
(agree/disagree) response format. Higher scores on the KHOS were associated with enrollment
in medical self-help classes, asking questions during clinic visits, and choosing one’s own
medication. Lower scores have been associated with seeking medical help for minor illnesses
(60).

Trust in the physicians scale was also used to assess the interpersonal trust among the parent and
health care provider which is composed of 11 assessing questions in Likert scale format and
communication assessment tool to measure the extent of communication in between the parent
and the health care provider containing 6 questions which were derived from 'Development of
the trust in physician scale’ (61) and The Consumer Assessment of Hedth Plans Study
(CAHPYS)'(62) respectively. A nine item questionnaires containing socio-demographic of the
parent and his/her child, child's disease, severity of the illness and medical treatment provided
were aso has been filled using clients Hospital card and interviewing the parents.

The tools were adopted in English language and translated to Amharic language and then back
trandated to English language to see if the Amharic version complies with the origind
document. The Amharic version of the questionnaire was reviewed by 5 primary care givers
incorporated from Nurses and Doctors working on the area of the study and necessary
modifications were made. Before the data collection begins two data collectors which were

nurses were selected and training was provided for the data collectors.

Data collection started by obtaining permission from department of Pediatric and Child health.
Parents of children with cancer who meet the inclusion criteria after discussing with their doctor
and nurse clinician who looks after the patient got an explanation about the purpose of the study

and reassured confidentiality.

Those who were willing to participate in the study were part of the interview questionnaire. The
data collection was performed in private with each parent during an Inpatient admission and

Outpatient clinic visits.
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4.3.6. Data quality

To assure the data quality, data collection tools were adopted after intensive reviewing of
relevant literatures and similar studies. The scales had been validated and proven reliable in a
number of studies,(35-37).The cronbach’s alpha for KHOS was reported as 0.54-0.76 (KHOSI)
and 0.72-0.77 (KHOS-11) (59).

Also theinterna consistence for trust in the physicians scale as measured by Cronbach apha was
0.9 and (61) and communication was ranged from 0.73 to 0.86(62).

Training was given for data collectors by the principal investigator regarding familiarizing them
with the tools and consistence throughout the process. The questionnaire was Pretested on 10
parents which were not the part of the full scale study to check acceptability, consistence, clarity
and completeness. Based on the result some questions were found to have a clarity issues and
modification has been made. Finally after the main data collection the collected data was

checked for completeness before data entry.

4.3.7. Data analysis

All the returned questionnaires were checked for completeness and clarity and entered in to Epi-
data software version 4.6 to assess for further completeness, categorized and coded in to
numerical digits, then was exported and analyzed by Statistical Package for Social Science
(SPSS) version 25. Frequencies, distributions and also diagrams were used for describing the
study population in relation to relevant variables. Bivariate analysis was used to assess the

association for each independent variable with the outcome variable.

Predictor variables with a p-value less than 0.25 and variables presumed important by the
principa investigator were further analyzed through multivariate analysis with 95% confidence
level to see if there is a significant association between them and the outcome variable and the

statistical significance was declared at p-value < 0.05.
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4.3.8. Variables
4.3.8.1. Dependent variables

Role of parents of children with cancer in treatment decision making.
4.3.8.2. Independent variables

Socio demographic factors of the parents and their children with cancer.
Clinical factors.
Parent health care provider relationship factors.

4.3.9. Operational definitions

Parental treatment decision making role will be assessed based on the control preference scale
for pediatric tool; If the parent selected the statement A. ' | made the final decision about which
treatment my child will receive' and B. ‘I made the final selection of my Childs treatment after

seriously considering my doctors opinion’ was considered to have an Active role.

If the parent selected the statement C. ' | made my child's doctor and | share responsibility for
deciding which treatment is best for my child' was considered to have a Collaborative role.

If the parent selected the statement D. ' | made my doctor to make the final decision about which
treatment will be used, but after seriously considers my opinion' and E. 'l left al decisions

regarding my child's treatment to my doctor' was considered to have a Passive role (35-37).
4.4. Qualitative methods

4.4.1. Study design

Descriptive phenomenol ogical design was used to navigate the lived experience for determinants
of parental role in treatment decision making from parents them self's at Tikur Anbessa Hospital,
Addis Ababa, Ethiopia.
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4.4.2. Study participants

Parents of children with cancer whose child's were on treatment at Tikur Anbessa Specialized
Hospital Pediatric Oncology clinic from April 14 to May 14/2020 was participated in the study.

4.4.3. Sampling methods
4.4.3.1. Samplesize

The data was collected among 11 parents of children with cancer. Number of participants for the
in-depth interview was determined by informational redundancy or saturation, the point at which
no new information or categories were emerged from the data To ascertain saturation, the
researcher moved back and forth through the data in order to find, compare, and verify the
categories. After gained an insight of what the emerging categories were and ensured interviews

were no longer generating new categories it assured that saturation had reached.
4.4.3.2. Sampling technique

Purposive sampling technique was used to select parents who meet the eligibility criteria for the
study. During participant selection, variation in age, gender, marital status, residence,

educational status and cancer stage of the child was considered.
4.4.4. Data collection tools and procedure

Parents were asked an open ended questions on factors affecting their treatment decision making
role which took place at a private room on one to one bases using SONY tape recorder. The
guestions were first developed in English language and trandlated to Amharic language and then
back translated to English language to see if the Amharic version complies with the original
document. It included parents demographic data, preference of participation and actual role then
a logical reasoning from parents perspectives and discussed different factors that promote or
diminish their role. In addition minimal prompts such as “What else was hard?”, “Can you tell
me more?” and “What else have you done?” to clarify or expand on participant responses.

Interviews began with warm-up questions and general questions about the parents demography

and their child’s cancer history. As the interview continuous the questions focused on their role
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in treatment decision making and factors they identify as affecting their role was discussed in
details. The interviews were audio recorded and field not was taken with assistance from one
note taker for all of the participants. The audio taped interview ranged from 12 minutes to 30

minutes.
4.45. Trustworthiness

The trustworthiness of a qualitative study was determined by the extent to which it was
dependable, confirmable, credible and transferable. The researcher adhered to this principles for
the study, as stated below.

Credibility

From the perspective of establishing credibility, researcher used different strategies. the first was
to spend prolonged engagement in research site, which helped the researcher gain an insight to
the context of the study and minimized the distortion of information, that might arise due to the
presence of the researcher. The second was use of peer debriefing, during writing the reports the
researcher received comments from peers, which helped in developing the conclusion of the
study.

Dependability

Dependability was established through using different methods, the first was an audit trial where
the advisor as auditor checked the row data, the interview notes and records collected from the
field and asked explanation for any changes made, and second way was step wise replication in
which the principa investigator with one co-investigator analyzed the data separately and

compared the results, any inconsistence was addressed.

Conformability: To confirm the interpretation of the findings are not figments of the
investigators imagination but are clearly derived from the data, the researcher used strategies as
reflexive journal and bracketing journals, which includes all events that happen on the field,
personal reflections in relation to the study, phenomena that arises during the investigation and

also includes the researchers personal history.
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Another strategy which were used to assure conformability was assessing integrity of research
findings. This method deals with misinformation and lies from the informants that occurred due
to loss of interest to supply information to the researcher or dislike to the researcher. In this
situations the investigator was skeptical if the information was incorrect and tried to create

rapport and trust through prolonged attachment with the informants to clear up the doubt.
Transferability

To facilitate the transferability judgment by a potential user of the document to other contexts
with other respondents the investigator used thick description which involved the researcher
had elucidate all the research processes, from data collection, context of the study to

production of the final report.

The second way used to construct the transferability judgment was purposive sampling
technigue which had helped the researcher to focus on key informants that are particularly
knowledgeable of the issues under investigation and it provided greater in-depth findings than
other probability samplings.

4.4.6 Data analysis

The qualitative data was analyzed using qualitative thematic analysis method. Each audio taped
interviews were transcribed verbatim in the language of interview concurrently after each
interview. Transcribed data was tranglated in to English language by an individual who is expert

in both Amharic and English languages.

Based on the empirical data inductive coding was performed. In this process the principal
investigator reviewed the transcripts line by line several times. Thereafter, texts were broken
down into meaningful units which were key phrases in the text. Coding criteria was devel oped
through novel themes that emerges from the data. Subsequently, meaningful units were
condensed and |abeled with codes.

ATLAS .ti 7 software was employed to aid coding process. The coding framework was subject

to continuous update. Then, the codes, according to similarities and differences, were allocated
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into subcategories. Similar subcategories were grouped into categories. Finally, the themes were

determined as the expression of the latent meaning of the text.
4.5. Ethical consideration

Ethical clearance and official letter of cooperation were obtained from Addis Ababa University,
Colleague of Health Science, School of nursing and Department of Pediatric and Child health
(DRPC) ethical committees respectively to proceed to the data collection.

Written consent was obtained from each study participants. Privacy and anonymity was
maintained during data collection, transcription, analysis & report. Information about them that
were collected from the study was stored in a file, which have pseudonyms on it replacing their

original names and was maintained throughout the process.
4.6. Dissemination of the result

After collection and analysis of the data had undertaken the finding was reported to Addis Ababa
University Colleague of health science School of Nursing and the copied research report was
given to Tikur Anbessa Specialized Hospital pediatric and child health department.

The findings were also be communicated to health planners and other relevant stake holders.
Publication in peer reviewed national or international journals were also considered. The finding

will also be communicated through presentations on national and international conferences.
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5. RESULT

5.1 Quantitative Study Result

A total of 167 parents of children with cancer who were on treatment at TASH paediatric
oncology clinic during the data collection period were involved in the study and all of the
respondents successfully completed the interview.

5.1.1 Socio demography characteristics of the parents

The participants were between the age of 15- 65 years with a mean age of 36 years and standard
deviation of + 9.11 years. Sixty four percent of the study participants were aged between 30 to
43 years and 97(58%) were female. Mgority (89.2%) of the participants were living with a
partner and 115(68.9%) were employed. Half (50.3%) of the respondents were urban residents
while 57(34%) were uneducated and 63(37.7%) had attended secondary school and above.

Table 1: Socio demographic characteristics of the study participants at Tikur Anbessa
Specialized Hospital, Addis Ababa, Ethiopia, 2020.

Socio-demographic variable Frequency(n) Percent(%)
Ageinyears 15t0 29 37 22.2
30to0 43 107 64.1
above 43 23 13.8
Sex Mother 70 41.9
Father 97 58.1
Marital status Living aong 18 10.8
Living with a partner 149 89.2
Residence Urban 84 50.3
Rural 83 49.7
Level of Uneducated 57 34.1
education Primary school 47 28.1
Secondary school and above 63 37.7
Occupation Employed 115 68.9
Unemployed 52 311
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5.1.2 Demographic char acteristics of the child

The participants children were between the age of less than 1 year to 15 years with a mean age of
6.3 years and standard deviation of + 3.89 years. Seventy one (42.5%) of the children's werein
between 5 to 10 years old and 96 (57.5%) were males. Eighty eight (52.7%) of children's were
diagnosed less than a year ago and a relatively high number (44.3%) of participants children's
were diagnosed with Leukaemia. Disease severity was intermediate among 77 (46%) of the

children and 122 (73.1%) of participants children's received single modality treatment.

Table 2: children's demographic characteristics at Tikur Anbessa Specialized Hospital, 2020.

Socio-demographic variable Frequency (n) Percent (%)
Age <5year 64 38.3
510 10 years 71 42.5
11 to 15 years 32 19.2
Sex Female 71 42.5
Mae 96 575
Diagnosis Carcinoma 56 335
Leukemia 74 44.3
Lymphoma 19 114
Sarcoma 18 10.8
Time since <1lyear 88 52.7
diagnosis > 2 year 40 24.0
1-2 year 39 234
Disease severity  Low risk 41 24.6
Intermediate risk 77 46.1
High risk 49 29.3
Treatment multi-modality treatment 28 16.8
single modality treatment 122 73.1
Others* 17 10.2
Tota 167 100.0

* Blood transfusion, Vitamine B12 supplémentassions, Immunothérapie
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5.1.3 Parent and health care provider relationship factors
5.1.3.1. Information preference

Krantz Health Opinion Survey (KHOS) was used to measure information preference and
behaviora involvement among parents of children with cancer. The total score ranged from O to
13 with amean of 4.7 and standard deviation of + 2.88. For the subscales Information preference
(KHOS-1) the mean was 3.5 and the standard deviation was + 2.38. Mgjority 119(71.3%) of the
participants agreed to the question ' | usually wait for the doctor or nurse to tell me the results of
amedical exam rather than asking them immediately' and 102 (61.1%) disagree to the question 'l
usually don't ask the doctor or nurse many gquestions about what they are doing during the

medical exam'.

Information preference

. . I —— r
I'd rather be given many choices about what's best 0 '
for my health than to have the doctor make the 2L9%

decisions for me.

| usually wait for the doctor or nurse totell methe | oo )
results of amedical exam rather than asking them _71-3%

immediately.
It is better to trust the doctor or nurse in charge of a . '
medical procedure than to question what they are 49.1%
doing.
| usually ask the doctor or nurse lots of questions i ' 0 '
about the procedures during a medical exam A. 70.1%
Agree
Instead of waiting for them to tell me, | usually ask AR - 0 '
the doctor or nurse immediately after an exam about 63.5%
my health.

I'd rather have doctors and nurses make the AR— 0
decisions about what's best than for them to give me _66-5/0

awhole lot of choices.

T y
| usually don't ask the doctor or nurse many : '
questions about what they're doing during a medical 38.9%

exam

0.0% 50.0% 100.0% 150.0%

u Disagree  Agree

Figure 2: Participants information preference of children with cancer at TASH Ethiopia,2020GC.
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5.1.3.2. Salf care behavioral involvement

The self care behavioral involvement subscale is a scale concerned with attitudes toward self-
treatment and active behavioral involvement in medical care of parents and used in this study if
those personal characters reflect on their child's medical care as well. It contained nine questions

each with 'agree’ and 'disagree’ response format. The score ranges from 0 to 6 with mean 1.18
and the standard deviation was +1.63.

Almost all (92.8%) of the participants disagree to the question 'It is better to rely less on the
physicians and more on your own common sense when it comes to caring for your body'. One
hundred sixty four (98%) of the participants agree for the question 'Recovery is usually quicker
under the care of a doctor or nurse than when patients take care of themselves.

Self care behavioural involvement

It is better to rely less on physicians and more on your
own common sense for caring

If it costs the same, I'd rather have a doctor/nurse give
me treatments

Recovery is quicker under the care of a doctor/nurse
than take care of your self

Learning to cure some of your illness without
contacting a physician creat harm

It's always better to seek professional help than to
treat your self

Learning to cure your own illness without contacting
aphysician is good
Hospitals are good placesto go for since it's best for
experts to take the responsibility

better to rely on the judgments of doctors than
common sense

Except for seriousillness, better to take care of your
health

H Agree M Disagree

Figure 3: Self care behavioral involvement sub-scale (KHOS I1) among parents of children at
TASH, Addis Ababa, Ethiopia, 2020 GC.
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5.1.3.3. Interpersonal trust in the HCP

Interpersonal trust in the health care provider scale contained eleven questions each with five

alternative choices from 'strongly agree' to 'strongly disagree'. The scale tried to answer the level

of interpersonal trust among parents on health care providers. The mean value was 32.7 and the

standard deviation was + 7.5. Most (83%) of the participants strongly agree on the question ' |

trust my doctor so much that | always try to follow higher advice." and 73 (43.7%) of the

participants strongly disagree on the question 'l trust my doctor to tell me if a mistake was made

about my treatment'.

Table 3: Interpersonal trust on the health care provider of the study participants at TASH, Addis

Ababa, Ethiopia, 2020.

Strongly Strongl
disagree Disagree Neutral Agree y agree

Interpersonal trust assessing scales

| doubt that my doctor really cares about me asa 60.5% 16.1% 0.0% 9.0% 14.4%
person.

My doctor is usually considerate of my needs and 12.0% 72% 0.6% 29.3% 50.9%
puts them first.

| trust my doctor so much | awaystry to follow 0.6% 3.6% 00% 12.6% 83.2%
his/her advice.

If my doctor tells me something is so, then it must 156% 120% 06% 7.1% 64.7%
be true.

| sometimes distrust my doctor's opinion and would 57.5% 132% 0.0% 13.7% 15.6%
like a second one.

| trust my doctor's judgments about my medical 0.6% 24% 00% 19.2% 77.8%
care.

| feel my doctor does not do everything he/she 49.1% 174% 0.6% 13.1% 19.8%
should for my medical care.

| trust my doctor to put my medical needs above all 3.0% 96% 06% 228% 64%
other considerations when treating my medical

problems.

My doctor isareal expert in taking care of medical 1.8% 30% 18% 21.0% 72.4%
problems like mine.

| trust my doctor to tell me if a mistake was made 43.7% 168% 4.8% 8.4% 26.3%
about my treatment.

| sometimes worry that my doctor may not keep the 32.9% 30% 1.2% 10.2% 25.7%

information we discuss totally private.
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5.1.3.4. Parent and health care provider communication

The communication scale contained six questions each with four alternative choices from ‘Never'
to 'Always. The scale assessed the communication of health providers with patients. The mean
value was 11.4 and the standard deviation was = 5. The values ranged from O to 18. More than
half (59.3%) of the participants believed that health care providers gave them understandable
answers for their questions. While 60(35.9%) of them stated health care providers never provide
them information without their intention to ask.

Table 4. Parent and health care provider communication of the study participants at TASH,
Addis Ababa, Ethiopia, 2020.

Questions Never Sometimes Usualy Always
The physician took time to answer my 12.0% 21.5% 15.6% 50.9%
guestions.

The health care provider provided me as 9.0% 246% 21.6% 44.8%
much medical information as | wanted.

They provided me information without 35.9% 246% 19.7% 19.8%
my intended need to ask

They made me fedl listened to. 16.2% 22.8% 29.9% 31.1%
We had communicated in a sensitive 8.4% 21.0% 19.2% 51.4%
manner

They provided me understandable 10.2% 16.2% 14.4% 59.2%
answer.
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5.1.4 Parental rolein treatment decision making

From the total of 167 participants 102 (61.1%) of them preferred to have a passive role in
treatment decision making for their children's and also 130 (77.8%) participants had an actual
passive role. Whereas seven parents (4.2%) preferred active role in treatment decision and one
parent (0.6%) had an actual active role. One hundred thirty eight (82.6%) of the participants
reported having their preferred role and 101 (60.5%) preferred and have passive decisional role.

100.0%

80.0%

60.0%

40.0%

20.0%

0.0%

Parental role in treatment decision

[ Active
M Collaborative

[l Passive

Parental prefered role
in treatment decision Parental actual rolein
making treatment decision
making

Figure 4: Preferred and actual role of the study participants in Pediatric Cancer treatment at
Tikur Anbessa Specialized Hospital, Addis Ababa, Ethiopia, 2020.

Table 5: Preferred versus actual role of parentsin treatment decision making for their child with
cancer at Tikur Anbessa Specialized Hospital, Addis Ababa, Ethiopia, 2020

Parental actual rolein treatment
decision making

Passive Collaborative Active Totd

Parental preferred rolein Passive 101 0 1 102
treatment decision making Collaborative 22 36 0 58
Active 6 1 0 7

Total 129 37 1 167
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5.1.5 Association between parental rolein treatment decision making for their children's

and factor s affecting role assumed.

The category of the outcome variable was minimized in to two, because due to the study was
conducted in a short period of time the number of participants categorized under active decision
making were very small. Therefore, active role and collaborative role was categorized together

and factors associated with passive role were analyzed using logistic regression.

Using bivariate analysis; parental age, residence, educational level and informationa preference
were found to be statistically significant predictor of treatment decision making.

For multivariable logistic regression those variables with p value less than 0.25 and deemed
important by the researcher were analyzed using enter method. Accordingly, interpersonal trust
and informational preference, were found to be significant predictor of treatment decision
making.

Variables which were significantly associated in the bivariate analysis such as parental age,
residence, educationa level were found to have no statistically significant association during
multivariable analysis, whereas interpersonal trust which was not statistically significant in the
bivariate analysis was found statistically significant in the multivariable analysis.

For every one-point increase in parental informational preference score the odds of parental
passive role decreased by 40% [AOR (95%CI) = 0.6 (0.46-0.79)]. Also for every one-point
increase in the interpersonal trust of the parents on the health care providers the odds of parental
passive role multiplies by 1.16, [AOR (95%Cl) =1.16 (1.02-1.22)].
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Table 6: Association between parental role in treatment decision making and different factors
affecting their roles at Tikur Anbessa Specialized Hospital, Addis Ababa, Ethiopia, 2020.

Parental rolein DM COR AOR
Variable Collaborative Passive (95%Cl) (95%Cl)
Parental agein years
15to 29 years 14(37.84%)  23(62.16%) 0.16(0.03-0.77)* 0.22(0.04-1.31)
30to 43 years 21(19.63%)  86(80.37%) 0.39(0.09-1.8) 0.5(0.1-2.52)
Above 43 years 2(8.7%) 21(91.3%) 1 1
Parents sex
Mother 18(25.7%) 52(74.3%) 0.7(0.34-1.47) 0.8(0.23-2.75)
Father 19(19.6%) 78(80.4%) 1 1
Marital status
Living alone 5(27.8%) 13(72.2%) 0.71(0.24-2.14) 0.8(0.19-3.32)
Living with apartner  32(21.48%)  117(78.52%) 1 1
Residence
Urban 27(32.1%) 57(67.9%) 0.29(0.13-0.65)**  0.5(0.16-1.59)
Rural 10(12%) 73(88%) 1 1
Educational level
Uneducated 7(12.3%) 50(87.7%) 2.64(1.01-6.94)*  0.64(0.16-2.58)
Primary school 13(27.7%) 34(72.3%) 0.97(0.41-2.26) 0.6(0.2-1.8)
Secondary and above  17(26.98%) 46(73.02%) 1 1
Occupation
Employed 24(20.87%)  91(79.13%) 1.26(0.58-2.74) 0.54(0.13-1.98)
Unemployed 13(26%) 37(74%) 1 1
Child age
Lessthan 5 years 17(26.6%) 47(73.4%) 0.87(0.4-1.89) 1.54(0.55-4.3)
5to 10 years 17(23.9%) 54 (76.1%)  3.04(0.82-11.25) 4.83(0.91-25.69)
11 to 15 years 3 (9.4%) 29(90.6%) 1 1
Child sex
Female 13 (18.3%) 58 (81.7%)  1.49(0.7-3.18) 1.78(0.66-4.77)
Male 24 (25%) 72 (75%) 1 1
Interpersonal trust 1.04(0.99-1.01) 1.16(1.02-1.22)*
Information preference 0.59(0.47-0.73)***  0.6(0.46-0.79)***
Self care Behavioral
involvement 1.21(0.93-1.58) 1.29(0.94-1.76)
Total 37(22.2%) 130(77.8%)

*=p<0.05, **=p<0.01, ***=p<0.001
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5.2. Qualitative study result

A qualitative part in this study was introduced to further explore different additiona factors
parents identified as affecting their role in a form of enhancing or deteriorating treatment

decision making for their children with cancer.

5.2.1 Socio demographic characteristics of the parents and their children

A total of 11 parents of children with cancer who were on treatment at TASH paediatric
oncology clinic during the data collection period were included in the study. Seven mothers and
four fathers of 11 children with cancer were involved. The age of the parents ranged from 26 to
50 years. Five (44.6%) of the participants didn't attained formal education and 3(27.3%) had a
greater than high school education.

Almost al 10(91%) were married where as one parent was widowed. The residence of 6 (54.5%)
participants were urban and the remaining were from rural. Six (54.5%) of the parents were

housewives and a small number (18.8%) were farmers.

The age of the participants children ranges from 10 month to 14 years old. Six (54.5%) of the
participants children were females while four (36.4%) of the diagnosis was sarcoma. The range
for the time since diagnosis was from 1 month to 2 years. All of the participants children were
taking a single treatment modality (chemotherapy).

The result was presented thematicaly relating to substantive subjects that appeared from
gualitative analysis. Consequently, the issues related to parents’ participation in the decision-
making process were presented under the categories; parent-health care provider relationship
factors which include communication and trust, clinical factors which include child's illness
condition and patients understanding of the health providers in the health system and parenta
factors which includes parental values, the knowledge of the parents, level of satisfaction with

the care givers and preferred level of involvement.
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Table 7: Overview on themes affecting parental rolein treatment decision making at TASH, 2020 GC.

Category

Sub-category

[llustrative quote

T1: Parent - health care providersrelationship factor

Communication

Trust

T2: Parental factors
Inner sense

Knowledge level

Level of satisfaction
with the

care given
Preferred level of
involvement

T3: Clinical factors

Childsillness condition

Patients understanding of

the

Health providersinthe HS

Health provider supply of
information

Parents seeking
information

Two way dialogue

Faith on the health system
Parental suspiciousness

A fedling of comfort
Personal worth

Fal se perceptions

Level of understanding on
the diagnosis and treatment
Formal education

Previous clinical
experience

Waell satisfied
Mistreated

Sharing of responsibility
Extrapolating
responsibility

Emotional disturbance
Anxiety

Progression of the
disease

Treatment process
Urgency of the
condition

Friendly environment
Considering only asa
recipients

"...they really tells you everything even she(her ill
child) knows about the disease and treatment of the
condition." Kemila(name changed)

"... wejust don't ask that much questions we just
want our child to get cured that's all..."
Almaz(name changed)

"... I was curious and consistently ask for a reason
for every action they were taking through the
process..." 5th

" firstly due to I'm the one who made decisions it
relieves them from being convicted rather the
responsibility will be mine..." Fatima(name
changed).

"...you seeits hard to make a decision on
something that you don't know..." Hagos (name
changed).

"As a person who had a science based educational
background and working in the clinical area | did
involve in every treatment decisions made to my
child" Tariku (name changed).

"...It was a very upsetting experience so | decided
to quit and took my child to a Holy water for some
time..." Almaz (name changed) .

"1f you made a decision together and if appropriate
treatment is given the outcome will be worthy, |
think" Tariku (name changed).

"Deciding by themselvesis ok for me but ...they
should inform me what the alternatives are..."
Senke (name changed).

" The disease condition was one factor for me
because the seriousness of the disease made me to
be involved more and more..." Tariku (name
changed).

"I just wanted them to give him some sort of
medication because he was extremity seek”
Senke(name changed).

" | can say all the health providerswere

cooperative and friendly, ... so | were the one who
made all the decisions” Fatima (name changed)
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5.2.2. Data visualization

Figure 5: Data visualization on factors affecting parental role in treatment decision making

among parents of children with cancer at TASH,2020
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Theme 1: Parent health care provider relationship factors

Most of the respondents mentioned relationship they had with the health care provider,
responsible in treating their ill child, was the main factor for their role during the treatment
decision making. Two main aspects were stated in the relationship.

Communication

Through the process of treating a child with cancer the interaction a parent had with the health
care provider was facilitated through the depth, extent and quality of communication they had
and was found to be one of the main factors that affected the role they took in treatment decision.
How well the information is provided by the heath providers, seeking of information by the
parents and the two way dialogues in between the parent and the health providers were the main

features in the communication process as stated by the parents.

Mrs. Alem (name changed) a 44 years old mother living in Addis Ababa and her child was
diagnosed with Osteo-sarcoma reported to have an active role by stating she was the one who
made the final decision whether or not to start chemotherapy for her child mentioned her reason
to participate by saying " They(health providers) provided me all the sufficient information's
about my child's diagnosis which is a cancer on his bone and the possible treatments available.
Not only that they also told me the importance of time in cancer treatment and they also gave me

time to think over it."

On the other hand Mr. Belete (name changed) who is a farmer with a primary level educational
background and had a passive role in the treatment decision making stated "They (health
providers) don't discuss with you what was the problem of the child, how it is know and how will
it bein the future they just see the patient card and the result of the CBC then decide what should
be next."

Whereas Mr. Hagos (name changed) a 35 years old father who had interrupted his education due
to the treatment process and became a full time guardian considered his passive role as it is due
to the health providers were concerned for him." | think the reason is due to they might felt |
might get stressed out if they clearly discussed and involve me with the decision making".
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Two way dialogue among the parent of a sick child and the health provider who was taking care
of the child treatment interventions was assumed to improve the parents role in engaging
themselves in the process of decision making. Mrs. Semira (name changed) was living in asmall
town called Adama and her child was diagnosed with sarcoma. She said that "Most of the health
providers decide by themselves, they won't ask for your opinion. If they had listened my
complains they would have made some changes before the complication had risen". The
experience of this mother indicated that lack of bilateral communication among parents and
health provider made the mother to play more passive role in the decision-making process.

Mrs. Almaz (name changed) who was living in arural area as a house wife aso stated that the
health providers were not willing to answer her questions appropriately. She said “I ask them
several times why did they gave her several medications but they were saying we are the
physicians not you”. She also added “I just accept their decision because as | told you they
offended me, they warned me not to say anything or share my opinion. They even judged me as
an arrogant person while | was trying to ask something. So, | just kept quit and respected their

decisions.”

The information seeking behavior by some parents was also mentioned as a factor in taking one
of the roles in decision making. Some parents may want to know detail information about the
disease, its treatment modalities and side effect of the treatment. Getting information about those
issues helped parents to make an informed decision. In line with Mrs. Fatima (hame changed) a
45 years old mother whose child was admitted for more than two months with a diagnosis of
Leukemia stated that " Before starting the chemo if we didn't know all about the side effects of
the drug like hair lose and skin lesions it would be very bad for us, but due to our request the

doctorstold us about it and we made a decision to take the chemo"”.
Trust

One of the core aspects stated in the interviews which is related to the relationship between
parents and health provider that influence perceiving some role in treatment decision making was
the trust a parents had on the responsible health care taker. For some faith they had on health
care providers made them to leave all the responsibilities to the care provider and expecting the

outcome to be safe.
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Parents prefer to play passive role because they have complete trust on decisions made by health
providers. They mentioned as health care providers make decision for the good of their child and

they prefer to accept their decisions.

A father named Tariku (name changed) who had a colleague level educational background and a
retired former government employee with a child diagnosed with Leukemia said that " From the
Heaven to the Earth the one who manage everything is God but as to the first worshiper in the
bible Peter mentioned health providers as 'drug owners so even if the care taker is God,
regarding science the one who will provide scientific help is the health provider so | believe in
them.” but still parents wanted to know about the treatment their child is receiving as of Mrs.
Senke (name changed) who had been raising her child all by herself since her husband died six
months ago and had no formal education mentioned that " Its good if | know about the treatment
but it's also fineif | didn't because | have a full trust on them, | just believed they will do what is

good for my child".

Whereas parents who lost trust became suspicious and preferred a more active role. Mrs. Almaz
(name changed) who preferred a collaborative role mentioned that "l consistently was asking
them(Health providers) ... they just want me to continue the medication and were saying the
acids secreted at the stomach was the cause for this so | don't have to be suspicious, ...". Also
Mrs. Fatima (name changed) who took an active role also said that "Some of them said it's an ear
infection others say some other things and that really makes me concerned and | became more

involved in every procedures undertaken to my child”.
Theme 2: clinical factors

The other important factors mentioned was the child's illness condition and parents
understanding of the health providersin the health system.

Child'sillness condition

The emotional disturbance parents experience while hearing the diagnosis, the available
treatment alternatives and the possible expected outcomes were discussed with a great number of
parents in affecting their role in treatment decision making. Mrs. Semira (hame changed)
mentioned that " | was telling them the disease was progressing and they were not helpful at all
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‘she cried' then she stopped eating and sleeping and were suffering a very bad pain which made

me worried so much. ‘continuous crying'.

Lack of progressin the child's health status affected the role of parents. Some parents stated that
they had given up on the health provision due to no progress on their child's heath and made a
decision to try their own alternatives by themselves. " ...I began to frustrate and decided not to
bring her back to the hospital no more." said Mrs. Kemila (name changed) who discontinued the
treatment once with angry voice. Also Mr. Tariku (name changed) who had been actively
involved throughout the process of treatment stated " The disease condition was one factor for

me because the seriousness of the disease made me to be involved more and more...".

In some parents the reason they had taken an active or collaborative role was to relive from
anxiety they might develop due to lack of involvement they might have. Mr. Tarku (name
changed) who had a collaborative role in the treatment decision making mentioned that " Its
good if you discuss about the treatment and take my opinion too because it really is helpful to

alleviate your anxiety too and you will get some kind of comfort.”

On the other hand the duration in the process of obtaining medica provisions had made some
influence on the their role in treatment decision making. Mrs. Semira (name changed) said "...
then we took her to orthopedics, he saw the problem and ordered some syrup but the pain and
the swelling was progressive. After that they (Health providers) want to conduct an operation
and admit her but they didn't do the operation thisiswhere | get frustrated and become dull and
see how thing will go."

The other point raised was the urgency of the treatment needed. Some parents felt that there was
no sufficient time to understood about the child’s health condition in order to involve in the
decision making. They mentioned that as the child's disease condition had made it impossible to
participate, there for all the decisions were made by health providers. "I just wanted them to give
him some sort of medication because he was extremity seek so | relied on them to save my
child...." said Mrs. Senke (name changed) in response for how the disease condition was. Also
other participant mentioned "...I need my child to start the treatment as soon as possible and get
cured, that was my ultimate interest."
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Par ents under standing of the health providersin the health system

After the parents understood about the health providers regarding what kind of role was
dominant in the health care interaction through decision making parents was found to shape their
role based on their observations. Parents previous experience and observation made them to
think the acceptable way is to only receive heath providers decisions and orders. Mr. Habtamu
(name changed) a farmer whose child was 7 years old and diagnosed with Neuroblastoma finds
himself as only a recipient and health providers as the sole decision makers because of the
process he passed through. He said "At first | was complaining that my child had no improvement
so far but what | saw from the health providers was they just gave orders to me to give the drug
until the completion. After that they just ordered me to take my child to Gonder Hospital so | just

keep on receiving their ordersonly.”

On the other side Mrs. Fatima (name changed) mentioned that the friendly environment she
confronted made her to be involved more and able her to take an active role. She said " | can say
all the health providers were cooperative and friendly, they gave me all the available
alternatives so | were the one who made all the decisions about the treatments for my child, |

even had tried spiritual alternatives."
Theme 3; Parental factors

The third main thematic area identified was parental factors which incorporate values parent
gives for themselves, the knowledge level they had both the academic and previous clinical
experience, level of satisfaction with the care recieved and their preferred level of involvement .

Parental values

Participants had mentioned that one of their reasons for taking apprehended role was they
developed a personal feeling of comfort by being involved in the decision making process. As
Mrs. Alem (name changed) stated her relief from regret as "First it won't leave any regret on me,
| am sure the right decision has been made. | had nothing to regret by saying | should have said

that or this because | already made the decision myself.”
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Mrs. Kemila (name changed) said receiving adequate information and having collaborative
decision making role helped her not to be sorrow about the decision made. She alleged that " |
will not regret if | get involved in the decision because as a human, we always review our past so
it wouldn't be a what if question for meif | get enough information and make a decision.”

Another important issue they had raised was the value they gave for themselves; they raised their
role as an advocate for their child as one factor that determines their role. Mr. Tariku (name
changed) mentioned that " As long as | am the father of the child, | need to take the
responsibilities on behalf of my child and it also relieves them (Health providers) from

conviction aslong as | am the one who decided.”
The knowledge of the parents

Knowledge deficit was mentioned as one of the main factors for parents to be less involved on
the treatment decision making. As the disease is unfamiliar to most of the parents the level of
knowledge they had was poor. "....you see it's hard to make a decision on something that you

don't know" said Mr. Hagos (name changed) when asked if he had arole in decision making.

For some parents to have adequate understanding about child health condition that enables them
to be capable of making decision felt insufficient even after receiving information from health
providers. Mrs. Kemila (name changed) had mentioned the knowledge gap as" Even though they
provided me information's about the diagnosis and the treatments | still luck sufficient
knowledge to make a decision by myself". Mrs. Bezunesh (name changed) who came from a
small village called Eradodota, Arse, uneducated and a house wife said “... It might be due to my

luck of knowledge but they really provided me all the possible information... ”

On the other hand Mr. Tariku (name changed) mentioned his previous formal level of knowledge
as one factor that helped him to actively involved in the decision making by saying "As a person
who had a science based educational background and working in the clinical area | did involve

in every treatment decisions made to my child".

Another subject raised was previous experience they had in the clinical area. This was explained
in parents who mentioned their experience was associated with their increased level of
involvement. Mr. Tariku (name changed) a nonprofessional who had been working as supporting
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staff and patient coordinator in a Hospital said " ... | had been working as a cleaner in the
operation room at Wolita Hospital plus | also had been working as a security personal for a
white physicians working there and also | was a coordinator of patients so | knew the medical
environment well so | was feet to make decisions for my child. | even had experienced many
cases that the patient came in with a critical condition and thought the patient is going to die any
sooner but finally got better and sometimes cured so, the experience | had in the hospital area
made me to have an active role." said a father who had made decisions about his child's

treatment alternatives.
Leve of satisfaction with the care givers

Parents level of satisfaction with the health providers was stated from two perspectives. Parents
who were satisfied by the health provision were calm and let the health providers do their jobs
and unsatisfied parents demanding more care and were actively watching al the treatment

procedures.

Mrs. Fatuma (name changed) was worried and frustrated at the beginning of the treatment but
became calm through the process, she said that "I would really like to thank the health providers;
they don't want any of their patients to die. My first impression when | came to this Hospital was
it'sa place of disaster but | found the health providers as my father and mother and there was no

worries."

where as a parents who felt their child's were mistreated had tried aternative treatments
including spiritual healers. Mrs. Almaz (name changed) had a frustrating experience and said
that "...I get notified that noting will be made until the result comes. It was a very upsetting
experience so | decided to quit and took my child to a Holy water for some time and traditional

healers but neither of them worked finally...".
Preferred level of involvement

The level of preference a parent had in taking a role in treatment decision making was another
factor raised. When parents came to Hospitals in search for medical management for their child,
they had some extent of interest in involving on decisions made and this interest was noted as

affecting their actual role in the decisional process.
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"My mind didn't allow me to leave all the decision to the physician because if it's a major
surgery or something | won't able themto do it." said Mrs. Bezunesh (name changed) who took a

collaborative role through the treatment decision making.

Mr. Tariku (name changed) also said that "If you made a decision together and if appropriate

treatment is given the outcome will be worthy, I think.”

Where as a parent who preferred a more passive role were found extrapolating all the
responsibility to the health care provider. As Mrs. Senke (name changed) said "Deciding by
themselves is ok for me but what | want to give emphases is they should inform me what the

alternatives are, what is better for my child and what they are planning to do.”
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6. DISCUSSION

This study attempts to measure the role of parents in treatment decision making and factors
affecting their roles at Tikur Anbessa Specialized Hospital Pediatric Oncology clinic, Addis
Ababa, Ethiopia. As to the knowledge of the researcher it is the first of its kind in Ethiopia to

assess parent‘s rolein treatment decisions for parents of children with cancer.

The level of involvement parents uphold through the treatment decision making of their children
with cancer varies among participants. At the beginning of this study parents were assumed to be
more interested and eager to take arole on their child's treatment decision making but the reality
was the reverse, parents were found to impose amost all their role to their health care providers

and took a passiverole.

Based on the CPS-P tool the preferred role in treatment decision making of parents was very
high for passive, followed by collaborative and a insignificant active role. which was found to
have a lower active role preference and a higher passive role preference compared to a study
made at Mid-Western Canada University Hospital and Manitoba metropolitan university
Hospital, Canada and Harvard medical center, USA (35-37). This might be due to a small

sample size, educational and cultural variability among the parents.

The study also identified the actual role of parents in treatment decision making was primarily
passive, followed by collaborative and finally active. which was found to have high passive and
avery low active role compared to a study made at M.D. Anderson cancer center USA on cancer
patients and their physician which had 13(17%) passiverole, 49 [63%] shared role and 16(24%)
activerole (63). This might be due to socio-economic characteristic, cultural variability and level

of literacy in between the two study participants.

While 138 (82.6%) of the participants reported having their preferred role and only 7(4.2%) had
experienced extreme discordance in a sense of a shift from active role preference to actual
passive role or vice versa. This finding was higher than a study in Manitoba, Canada, which 61%
of them had their preferred role and 6% extreme discordance. The difference in having the
preferred role might be due to, in this study aimost all parents actual and preferred level of



involvement was found to be passive where as in the Manitoba study variability was noticed in
both preferred and actual role (64).

Regarding assessing factors that affected parental role in treatment decision making information
preference and interpersonal trust was found as a statistically significant factors in the survey.
Where a one point increase in parents information preference was found to decrease parental
passive role by 40% [AOR (95%CI) = 0.6 (0.46-0.79)]. This findings was consistent with the
finding at Harvard medical school, USA where KHOS scores were lowest among those with a
passive role (mean=8.0), intermediate among those with a collaborative approach (mean=8.8),
and highest among parents who had an active role in treatment decision-making (mean=10.7). A
Spearman correlation captured the magnitude of the association between the measures (rho=0.29,
p ¥20:001) (37).

The consistence was also reflected on a study made at Dana-Farber cancer institute, Boston,
USA in which parents were less likely to hold a more passive role than desired when they also
reported that information received had been of higher quality (OR, 0.41; P .001) (38).

In the qualitative session participants had also supported the idea that parents who seek a great
extent of information showed an increased role in making a treatment decisions for their sick
child. which was consistent with the finding of Mid-Western Canada university that many of the
parents expressed the importance of keeping informed including the amount and regularity of

information through their decisional role (36).

The other factor found to be associated was interpersonal trust among the parent on the health
care provider. In which parents who had increased trust in their health care providers tended to
have a more passive role [AOR (95%Cl) =1.16 (1.02-1.22)]. The finding was controversial with
a study made at Dana-Farber Cancer institute, Boston, USA. Where, even though there was
association in between trust and parental role the association was the reverse of this study where
parents who were less involved in decision making than they wished were less likely to trust
their child’s physician’s judgment (OR, 0.46; 95% CI, 0.22 to 0.94; P .03) (38). This might be
due to the cultural difference and the level of awareness in between the participants of the two
studies.
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In a study made at Mount Sinai School of Medicine, New York, NY, USA interpersona trust
was aso found to have a statistically significant association among the responsibility of breast
cancer patients on treatment decison making (P= <0.001). The finding indicated trust in
physician was lowest among women with “not enough” responsibility (mean score=89+12) from
a scale [1-100] and highest on “too much” responsibility for treatment decision-making
(96.3+6.9) (65). The difference might be due to the educational level and socioeconomic
differences among the two study participants.

The other result which was found to collide with this study was the study made at the University
of Toronto how trust affected patients preference for participation in decision making, which
stated a significant association existed in between trust and treatment decision making (P= <
0.0001) in which those with blind trust overwhelmingly tend to prefer a passive role (97.3% for
chest pain, 81.1% for current health condition vignettes) and as the level of trust diminished the
autonomous/consumerist role takes place and passive role was much lower (26.4% chest pain,
14.8% current health) (66).

The qualitative session of this study had aso supported the finding as parents elaborated that
when their trust gets better and better they become less involved and relinquished more role to
the health providers in reverse to the ones who are suspicious and curious about everything. This
finding was also similar with a qualitative study made at university-affiliated pediatric oncology
facility in mid-western Canada that discussed parents who had confidence and relied al the roles
to the health providers was found to have trust on them that they will act in their child's best
interest. One parent expressed the depth of this trust as “I would still take their word for the
gospel.”(36).

Communication a patient had in terms of the information the health provider supplies , the
patient seeks and the two way interaction they had were also raised through the in-depth
interview which were found to be the bold factors. It was also complied with the mid western
Canada study in which most of the parents had stated that the importance of the physician
keeping them informed, considering what they had to say and the two way nature of the dialogue

they had as a main contributing factor for their enhanced role in treatment decision making (36).
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The other important factor identified through the in-depth interview was the child's illness
condition which was in terms of anxiety, disease progress and seriousness or urgency of the
condition. parents stated that due to the exponential progress of the child's condition they were
frustrated and were passive throughout the treatment period. This was also supported in a study
made on mothers decision making process at Nebraska medical center, USA. Seriousness of the
child’s condition and the fear that it produced in the mother's where named as most important in

their decision for their child's care (56).

In case of anxiety the study participants used their participation asatool in order to get rid of the
tragic experience they were passing through. They mentioned that as they get more and more
involved in the treatment process their level of anxiety had thoroughly diminished. In contrary
Pediatric Oncology facility of mid western Canada had shown, parents identified the situational
context as influenced their treatment decision making role, 22% of them described a feeling of
shock, nervousness or of being overwhelmed which they stated impaired their ability to make
decisions (36). This difference might be due to the cultural and response mechanism difference

in between the two study participants.

Even though the knowledge level of parents was not found statistically significantly associated
with parental role in treatment decision making parents expressed the importance of knowledge
in terms of previous clinical experience, formal level of education and the knowledge they had

regarding the treatment their child was having and the diagnosis through the in-depth interview.

Similar finding was noticed at University of California San Francisco and University of
Pittsburgh School of Nursing USA, in which parents of children with cancer who had a higher
education level expressed greater satisfaction with information received and a higher degree of
autonomy in making decisions about their Childs treatment(42,43).
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7. STRENGTH AND LIMITATION OF THE STUDY

7.1. Strength of the study

The study used both approaches, which were qualitative and quantitative to obtain an
optimal findings and provide an explanation in different perspective, so it is more
comprehensive than a single study.

To the knowledge of the investigator this study is a primary study in assessing parental
rolein pediatric cancer treatment decision making and factors associated in Ethiopia.

The study aso used validated tools in assessing parental roles and different factors
assumed to affect treatment decision making of parents and also open ended questions to
further explore different additional factors.

7.2. Limitation of the study

Due to the current covid-19 pandemic patient flow to the Hospital was minimal this made
the sample size to be small in the quantitative session.

Due to a cross sectional study design used it made the finding hard to construct a cause
and effect relationship.
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8. CONCLUSION AND RECOMMENDATIONS

8.1. Conclusion

In this mixed method study most of the parents of children with cancer at Tikur Anbessa
Speciaized Hospital, pediatric oncology clinic were found to have a passive preferred and actual
rolein pediatric cancer treatment decision making. The study also identified parental information
preference sub scale (KHOS I1) and interpersonal trust among parents and health care providers

to be a statistically significant factors that affected parental roles in treatment decision making.

Moreover, the study also explored additiona factors as child's illness condition, Patients
understanding of the health providers in the health system, communication, previous clinical
experience, educational level, level of satisfaction with the care given and preferred level of

involvement through the in-depth interview.
8.2. Recommendation

Based on the findings of the study the following recommendations are forwarded to concerned

bodies: -

To policy makers

Health planners and policy makers needs to develop a guideline for parental educational
programs regarding their child's diagnosis and treatment.

They have to develop a rule that guides the parents and health care providers level of
involvement in pediatric cancer treatment decision making.

To health facilities

Health facilities should organize educational sessions for parents focusing on the
treatment their child is having al the possible aternatives and side effects if they have.
They also have to organize trainings for health providers focusing on ways to improving
parental role on their child's medical care.

Health providers working in the facilities should motivate parents to enhance more

decisional roles for parents of children with cancer for the better outcome of the child.
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10. APPENDI X

Annex A:lInformation sheet and consent form

Research Project: Parental role in Pediatric Cancer treatment decision making at Tikur Anbessa
Speciaized Hospital, Addis Ababa, Ethiopia/2020.

Name of Principal Investigator: Daniel Betemariem

Introduction: This information sheet and consent form is prepared by the investigator whose
main am is to explore the Parental role in pediatric cancer treatment decision making in Tikur
Anbessa Specialized Hospital, Addis Ababa, Ethiopia/2020 .The investigator is a graduating
MSC Oncology student from Addis Ababa University School of Nursing and Midwifery,

Department of Nursing.

Purpose: This research is mainly tries to evaluate the Parental role in treatment phase of child
cancer and will explore different factors that affect the parents involvement from the parents and
health providers perspective. This will enable the working Professionals where the current

parental participation isat and if thereisagap it will help in reasoning.

Procedures: you are kindly invited to take part in our research because we believe you can
provide the necessary information for the research. Participation into the study is on voluntary
basis. If you are willing to participate in our project, you need to understand and sign the consent
form. Then, you will be asked to give your response by the data collectors. All the responses
given by the participants and the results obtained will be kept anonymous and confidential. No

one outside the research team will have access to your responses.

Risk and/or Discomfort: you will not face any risk in participating in this research but it might

take abit of your time and this might be uncomfortable.

Benefits: Even though there are no immediate benefits for participants this research will
defiantly benefits in the future, because the result will show where parents participation status is
and will give their perspectives as a standing point to see the reasons for the current status and be

used as atool to seeif there is a need to make changes for the future.
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Incentives: Thisistotally avoluntary participation.

Confidentiality and Anonymity: The information that we will collect from this research project
will be kept confidential. The audio recordings of the interview made during this research will be
used only for analysis. No other use will be made of them without your written permission.

Right to Refuse or withdraw: you have the full right to refuse from participating in this
research (you can choose not to respond some or all of the questions) if you do not wish to
participate; and this will not affect you. You have aso the full right to withdraw from this study
at any time you wish to, without losing any of your rights which will not influence the way you

are treated in the health institution or in the community as arecipient of this site.

Persons to contact for further information: If you have any question you can contact the

principa investigator in the following address:
Name: Daniel Betemariem

Tel: +251-912-76-84-52
Email:danielbetemariem@gmail.com

Contact information for complaint: If you have any concern that the research team is
conducting their activities unethicaly or inappropriately please contact my advisor Mr.

LeulDeribe.
Tel: 251-911-97-39-83
Email: leul.deribe@gmail.com

If you agree to participate in this study, | appreciate your truthfulness, and after having this
consent form read to you, please put a sign below to show if you are willing to participate (No

need of writing your name).
Are you willing to participate in this study?

Yes[] No[] Thank you for taking part in this study.
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Annex B:English version of the Quantitative Questionnaire on parental rolein pediatric

cancer treatment decision making.

Seria number Date:
Section1: Socio Demographic Data of the Parents
1. Age (Years)
2.Sex: Father[ ] Mother [ ]
3. Marital Status: A. Livingaone[ ]  B. Living with apartner [ ]
4. Residence: A. Urban| ] B. Rural [ ]
5. Educational level: A. No education[ ] B. Canread and write| ]
C. Primary school] ] D. Secondary school] ] E. More than secondary] ]
6. Occupation: A. Employed [ ] B. Unemployed [ ]

section 2 : Socio Demographic Data of the Children
1. Age (months)
2. Sex: Mde] ] Femae| |
3. Time since diagnosis :

4. Diagnosis:
5. Disease severity: A. Low risk [ ] B. Intermediaterisk [ ] C. Highrisk[ ]
6. Treatment: A. Surgery| | B. Radiation therapy[ | C. Chemotherapy| ]
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section 3: Treatment decisional role preference of Parents Using Control Preference Scale For
Pediatrics.
1. Select one among the following which you prefer to take role in treatment decision making for

your child with cancer?

A. | prefer to make the final decision about which treatment my

child will receive.

B. | prefer to make the final selection of my Childs treatment after

seriously considering my Doctors opinion.

C. | prefer that my Childs Doctor and | share responsibility for
deciding which treatment is best for my child.

D. | prefer that my Doctor makes the final decision about which
treatment will be used, but seriously considers my opinion.

E. | prefer to leave al decisions regarding my childes treatment to
my Doctor.

Figure 6: Control Preference Scale for Pediatric (CPS-P) statements for Parental involvement in
Pediatric Cancer treatment decision making at Tekur Anbesa Specialized Hospital, Addis
Ababa, Ethiopia, 2020.

2. Select one from the above five alternatives which you believeis your actua role?
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section 4: Items for the Krantz Health Opinion Survey on information preference and behavioral
involvement.

I nfor mation subscale

1. I usualy don't ask the doctor or nurse many questions about what they're doing during a
medical exam. A. Agree B. Disagree

2. I'd rather have doctors and nurses make the decisions about what's best than for them to give
me awholelot of choices.  A. Agree B. Disagree

3. Instead of waiting for them to tell me, | usually ask the doctor or nurse immediately after an
exam about my health. A. Agree B. Disagree

4. | usualy ask the doctor or nurse lots of questions about the procedures during a medical exam
A. Agree B. Disagree

5. It is better to trust the doctor or nurse in charge of amedical procedure than to question what
they are doing. A. Agree B. Disagree

6. | usually wait for the doctor or nurse to tell me the results of amedical exam rather than
asking them immediately. A. Agree B. Disagree

7. I'd rather be given many choices about what's best for my health than to have the doctor make

the decisions for me. A. Agree B. Disagree
Behavioral Involvement subscale

1. Except for seriousillness, it's generally better to take care of your own health than to seek
professional help. A. Agree B. Disagree

2. It is better to rely on the judgments of doctors (who are the experts) than to rely on "common
sense” in taking care of your own body. A. Agree B. Disagree

3. Clinics and hospitals are good placesto go for help since it's best for medical expertsto take
responsibility for health care. A. Agree B. Disagree

4. Learning how to cure some of your own illness without contacting a physician is agood idea.
A. Agree B. Disagree

5. It'salmost always better to seek professional help than to try to treat yourself.

A. Agree B. Disagree
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6. Learning how to cure some of your illness without contacting a physician may create more
harm than good. A. Agree B. Disagree

7. Recovery isusually quicker under the care of a doctor or nurse than when patients take care of
themselves. A. Agree B. Disagree

8. If it costs the same, I'd rather have a doctor or nurse give me treatments than to do the same
treatments myself.  A. Agree B. Disagree

9. It is better to rely less on physicians and more on your own common sense when it comes to
caring for your body. A. Agree B. Disagree

Section 5: Trust on the health care provider

Questions Strongly | Agree | Neutral | Disagree | Strongly
agree disagree

1. | doubt that my doctor really cares about me as a
person.

2. My doctor is usually considerate of my needs
and puts them first.

3. | trust my doctor so much | always try to follow
hig/her advice.

4. If my doctor tells me something is so, then it
must be true.

5. | sometimes distrust my doctor's opinion and
would like a second one.

6. trust my doctor's judgments about my medical
care.

7. 1 feel my doctor does not do everything he/she
should for my medical care.

8. | trust my doctor to put my medical needs above
all other considerations when treating my medical
problems.

9. My doctor isarea expert in taking care of
medical problems like mine.

10. I trust my doctor to tell meif a mistake was
made about my treatment.

11. 1 sometimes worry that my doctor may not
keep the information we discuss totally private.
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Section 6 : questions assessing the quality of communication

Questions

Always

Sometimes

usualy

Never

1. The physician took time to answer my questions.

2. The health care provider provided me as
much medical information as | wanted.

3. They provided me information without my intended

need to ask.

4. They made me feel listened to.

5. We had communicated in a sensitive manner

6. They provided me understandable answer.
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Annex C:English version of the Qualitative Questionnaire
Section 1: For parents of children with cancer

1. Age: 3. Marital Status:

2. Sex: 4. Residence:

5. Childs diagnosis:

5. Can you tell me about how decisions were made about your child's treatments? and what was
your role at the time? (probe for whether the participation is Active or collaborative or passive

and ask what they mean when they say Active or collaborative or passive)
6. why do you choose your role in treatment decision making?
7. Do you think you should be involved in decisions regarding treatment for your child?

If yes, how often and in what extent? (probe for whether the participation is
Active or collaborative or passive and ask what they mean when they say Active
or collaborative or passive)

If no, why?

8. Isthere a difference between your actua role and preferred role?
9. If so why do you think is the difference existed between the two roles (actual and preferred) ?

10. Can you mention some factors that affect your role? (Probe for the effect of their

language/culture, educational status, religion, etc.)

11. After the decisional outcome what is your impression due to your decisiona role? (Probe for
depression, satisfaction or regret)and why?

12. Isthere anything additional point you need to add?
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@ atlastireport

Families: List of Code Familiesand their Members
Code Family Codes

Anxiety - anxiety due to lack of conversation
Parent might be anxious
stress relieve
stressful at the beginning
strong personality
to alleviate stress
to relieve anxiety
won't get anxious due to lack of knowledge

Faith on the HP - faith on the health care due to previous clinical experience
full trust on the physicians
hp have wisdom
hp made unintentional faults
parents trust built up through time
the trust will rise
trust the physicians words

False perception . considers cancer as a sin
disease is from above
false belief make the disease worse
tried alternative treatments

Feels comfortable - deciding together have personal benefits.
free of regret
parent losing hope
parental fear
to give my impression
uncomfortable with Drs decision

formal education - having some formal education
science based educational background

health provider informing patient - advise to start medical treatment
discussed about z medication
discussed about z side effects
educated on adverse effect delay
educated on the value of time for treatment
exemplary teaching
exchange information well
false hope due to misinformation
high information provision
HP comforted the parents
HP inform the parent
HP the informant role
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outrageous view on the health provider

Parents considered recipient

Parents look on the decisional role

Parents seeking information

parents understanding of the interaction

HP willing to respond

inform the parents

information for planning a head

information on the consequence of the disease
lack of information exchange

notified

physicians answers parental questions

provide sufficient information

share all information

take a lesson regarding time

recognizes hp knowledge
respect their decisions

command from the health provider
dawn play parents opinion
ignorance

accept their decision

active role

agreed decision making

parent considering sharing of decision
parents perceives collaboration as worthy
partnership

passive role preference

ask a lot

consistent complaining for progress
continuous nagging the health providers
don't ask questions

information for financial planning
information for planning a head
information gap

interested in detailed information

lack of information exchange

listens the doctors advise

not eager to get information

parent constantly seeking information
parent needs detailed information
parental consistent information request
parents level of information

a feeling of undermined

avoiding the parents questions

considered as an arrogant

cooperative hp

felt listened

health providers are not friendly

health providers offend parents for involving
hp considers my interest
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personal worth

previous clinical experience

Progress of the disease

Satsfaction with the health care

Shocked with the Dx

suspicion

treatment process

parent will be intimidated if tried to be involved

advocate for the child

confident

parent considers own authority
pooling responsibility to one's self
taking responsibility

an experience from others influenced decision
have bad experience

learned from other dalliance

parents lack of clinical experience

previous clinical exposure

previous unsuccessful treatments

trust through experience

upsetting experience

discharging with no improvement
disease condition

disease progression

focused on getting cured

HP were very concerned
seriousness of the disease

health providers are committed

hp have empathy

hp very supportive

in search for alternative medication
mistreatment

not committed

satisfied with the hp

satisfied with the treatment

frustration

gave up on health provides
misinformation

shocked with unexpected news
unprepared for the bad news

contradictory decision from the health providers
curious

curiosity due to contradictory opinions from HP
parent was suspicious

duration of tx

elevated stress due to no management
exostive experience

insufficient medical supply
misdiagnosis

no improvement post medication
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Two way dialoge

Understanding of the Tx and Dx

urgency

no solution

parent got confused due to contradictory decisions
previous unsuccessful treatments

prolonged lab appointment

quit the treatment due to lacking improvement

aggressive behavior

decide and start the medication together
discussed about z medication
discussed about z side effects
discussed together

felt listened

health providers self centrism
hp disregards patients opinions
hp not willing to discuss

not willing to listen

one way communication
resistant to listen others

fear of deciding due to knowledge deficient

got lesson about the side effects after seeing the change
internationalizing the health problem

lack of knowledge about the disease

lack of knowledge about the tx

parent recognizes own knowledge deficient

parent recognizing own knowledge about the child
parents knowledge improvement

recognizes own knowledge deficient

HP were urgent

parental hunger for medical management for the child
patients sense of urgency

urgency to save Childs life
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