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SUMMARY

Background: Family-centered care is a fundamental approach to plan and deliver healthcare
services for children and their families in collaboration with health professionals. Assessing
the provision of family-centered care ensures the importance of family involvement evaluate
the method of existing care. FCC has to be considered as best practice in pediatrics and used to
clarify the parental misunderstanding about the care given for their children and helps to. A
measure of Processes of Care (MPOC) is a crucial tool to evaluate family-centered care. Even
if the concept was difficult to address; presence of reliable and valid MPOC tool was used to

fill the gap related to the parental perception about the care.

Objectives: To examine validity and reliability of Amharic version of measure of the process

of care-20.

Methods: Institution based cross-sectional study was conducted to measure the parental
perception of the care they received using the MPOC-20 tool. Stratified sampling method was
used to allocate sample to each unit proportionally, then consecutive sample was used to
collect data. The instrument was translated to Amharic and back to English to comprehend and
ensure readability of the questionnaire. Factor analysis was performed to assess the construct
validity and reliability of MPOC-20. For each of the factors, Cronbach’s alpha value was
computed to determine the internal consistency of the Amharic version of MPOC-20. Data
were entered via Epi data version 4.6. EFA was analyzed by using IBM SPSS version 25.0 and
CFA by SPSS AMOS version 24.0.

Result: The factor structure of the Amharic version MPOC-20 was examined by using
principal axis factoring with Varimax rotation to explore the factor structures. Five items were
removed from the original MPOC 20 items, and 15 items were loaded into three factors. The
three-factor model explained 47% of the total variance in the Amharic version MPOC-15.
Cronbach’s alpha was calculated to determine the internal consistency reliability of the factors
in the Amharic version MPOC-15 and shows to had good overall internal consistency with
Cronbach’s alpha value of .88. CFA suggests that measuring indices of the three-factor
structure of MPOC-15 had an acceptable fit model.
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Conclusion: This study shows that the Amharic version MPOC-15 is valid and reliable with
three-factor structure model to measure psychometric properties of the parents of children with

chronic disease for evaluating family-centered care in the study population.

Key Words: family-centered Care, MPOC, Children, Chronic Disease, Parent, Validity,
Reliability
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1. INTRODUCTION

1.1. Background

Family-centered care (FCC) is a fundamental approach to plan and deliver healthcare services
for children and their families in collaboration with health professionals (1). Family-centered
service can be described as a holistic approach towards service delivery. Each child and its
family's unique strengths, resources, and needs form the base for a highly individualized and

good nature of care(2).

During the early 20" century, parents were not allowed to visit their children admitted to the
hospital or allowed to visit only for hours. Ideas about family-centered practice originated in the
1940s with Carl Rogers' approach to working with families of children having a problem. In the
mid-1960s, the Association for the Care of Children in Hospital (ACCH-now the Association for
the Care of Children's Health) was founded and explored ideas about family-centered care. The
term family-centered care seems to have been codified in 1992 by the USA's current Institute for
Patient and Family-centered Care. It described the elements of family-centered care as primarily
recognizing the family as a constant in the child's life and facilitating parent-professional

collaboration at all levels of healthcare(3,4).

The philosophy and principles of FCC have to be considered as best practice in pediatrics
hospitals in the developed world. The approach was born out of the recognition that the
emotional needs of hospitalized children were unmet. Parents were not involved in the direct
care of their children, children were often unprepared for procedures, and that visiting was
severely controlled. In the developing world, because of scarce documentation on the
management of hospitalized children, the implementation of family-centered care becomes
difficult (5).

A family-centered care approach is essential to create suit environment in collaboration with
health care teams and families to plan appropriate early interventions and decide on children's
problems. The concept is also used to clarify the parental misunderstanding about the care given

for their children and helps to evaluate the method of existing care. Assessing the provision of



family-centered care ensures the importance of family involvement to support health care

professionals to improve the quality of care among the children(6).

The main goal of applying family-centered care is to promote and achieve better health outcomes
and the patient's wellbeing. The concept should be assured by sharing updated information,
providing support as needed. Inviting the family to participate in care delivery and decision-

making, giving time to ask their question improves care quality (7).

MPOC was first introduced by clinicians and researchers of the multidisciplinary
Neurodevelopmental Clinical Research Unit (NCRU) work in partnership with the Ontario
Association of Children's Rehabilitation Services (OACRS) across Ontario, Canada. They aim to
provide services to children with primarily long-term neurodevelopmental disabilities in the
1990s(1,7).

The MPOC used to measure and appreciate critical features of caregiving that parents want to
receive and identifies the challenges of healthcare delivery system. The Measure of Processes of

Care exists in 56-item and 20-item versions published in 1995 the in 2004 respectively (1,7).

The latest version of MPOC is a shorter and user-friendly version with 20 items. It was self-
administered parent completed a questionnaire that refined from the original MPOC-56. It
develops due to the disadvantage of the longer version, time-consuming, and having a high
burden for participant response (1,7). It translated and evaluated in different countries language
like China(9), Japan(10), Netherland(11), Norway(12), Slovenia(13), Sweden(14) and
Korea(15).



1.2. Statement of problem

There are an overgrowing number of tools used under medical research and in a different clinical
setting. The tools like Medical Home Family Index (MHFI), the Consumer Assessment of
Healthcare Providers and Systems (CAHPS) Clinician and Group Survey, and Family-Centered
Care Assessment (FCCA) are the most commonly used instruments to assess family-centered
care. However, most don't address all principles that fulfill the family perspective on family-
centered care, cannot assess parental perception and have a high participant burden due to many
item(16).

The standardized care measurement tool is used to evaluate the technical quality and adequacy of
health care providers and the problems related to standard procedures of diagnosis and treatment.
Without such like assessment tools improving and providing of good quality of care becomes
terrible. Without validating and testing the reliability of evaluation the process of care, parental
perception about the care, bonding between health care provider and family, and necessity of the

family for decision-making were challenging(17,18).

For the implementation of family centered care health professional’s knowledge, attitude and
skill on the benefit of involvement of parents during provision of care need special attention. For
this health care program designers and researchers relies on investigating parents interest and
health care providers experiences to monitor and evaluate the implementation of family-centered
services and whether these fulfill their needs, preferences, and values. Validation and testing
reliability of tools need methodological approaches that are mainly based on the families,

clinicians, and researchers(5,18).

Non-use of a standardized instrument to measure the care provided in health care institution
results in lack of trust in health professionals, difficulty to know parental perception about the
care, inefficient use of the resource, and low quality of health care delivery. However, socio-

cultural variation between the countries hinders the implementation of the concepts (19).

Socio-contextual and cultural differences among low and highly-resourced countries influence
parental perception, expectation on care involvement, and health care provider's attitudes
towards parental engagement. In most developing countries, parents are mainly involved in

giving information about their sick child but not planning and implementing care(5,20). Besides



these parent educational level, communication skill (language), residential area, and severity of

disease impact family-centered care application(20,21).

To achieve good quality family-centered care or service means meeting or exceeding the child's
parental expectations beyond medical diagnosis and treatment. To perform and overcome
challenges use of standardized tools gives a good response. The MPOC-20 assessment equips
healthcare providers with information about how much the service is family-centered or not and

contributes valuable insights into improving their family-centered practice(22).

The MPOC tool act as an aid or a checklist for overall assessment of care provision related to
family-centered care. Assessing process of care to measure parental perceptions at children's
treatment centers is not usual. It is essential to have a tool that clarifies and evaluates parental
perception about the care they received(10,11,13,15,17,23,24).

Validation and testing of the reliability of this MPOC-20 tool among parents of children with
chronic disease used to measures parents' perception about the care they received in the concrete
situation. And also actions by health professionals on the aspects of caregiving, emotional
wellbeing noted by parents during provision of care at treatment center. It will improve a child's
health care under the consideration parent's socio-cultural context. It recognizes the family's role

in the planning, delivering, and decision of care (17).

Overall, family-centered care in the pediatric unit becomes an essential concept; however, using
instruments to evaluate family-centered care in our health care system is not usual. MPOC-20 is
an internationally validated and reliable tool to evaluate the FCC due to its small number of
items, time-consuming effect. Examining the validity and reliability of the Amharic version of

MPOC-20 has valuable benefit and good to measure the psychometric properties of the family.

1.3.  Significance of study

MPOC-20 is the tool used to measure the parental perception towards family centeredness of
healthcare providers' care in a health care institution. Validated and tested (MPOC-20) tool
among parents of children with a chronic disease condition can be used to know the degree of
family centeredness of the care of the Amharic version of MPOC-20. To evaluate the existing
and newly developed intervention aimed at improving family-centered care, used for health care

providers and for researchers as an aid for evaluating family-centered care.
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2. LITERATURE REVIEW

2.1. Introduction to validity and reliability
Reliability and validity are concepts used to evaluate the quality of research. They indicate how

well strategy, technique, or test measures something.

2.1.2. Validity

Validity measures the accuracy or precision of what a researcher is supposed to measure by
checking the usefulness and wellness of results correspond to developed theories and other
measures of the same concept(26-28).

Validity has four main components: construct validity, face validity, content validity, and
criterion validity. Construct validity has sub-components, discriminant and convergent, and

criterion validity also has components; concurrent and divergent validity(26-28).

Construct validity refers to how well the tool was translated or transformed a concept, idea, or
behavior that is a construct into a functioning and operating reality. Whenever a particular
attribute has to be measured, construct validity is involved. It is the most usable form of validity
to assess measurements and the basis for other types of validity(26-29).

Construct validity has two components; Discriminant validity and convergent validity.
Discriminative validity is the extent to which one factor is explained by another factor than
internal or external factors or other constructs within the entire factor. Discriminant validity test
constructs that should have no relationship do, in fact, not have any relationship. And convergent
validity refers to the degree to which two measures of constructs that theoretically should be
related (26,28).

Face validity is a subjective view on the meaning of a construct and relevance of the measuring
tools as to whether the items in the instrument appear to be applicable, sound, and clear. It
evaluates the contents of the questionnaire's readability, understandability, practicability, and
consistency of style and formatting. It clarifies that items are linguistically and analytically look
like what is supposed to be measured(26,27).



Content validity assesses the extent to which the measurement covers whole parts of the concept
being measured. It is recommended to apply content validity while the new instrument is
developed. Content validity involves evaluating a new survey instrument to ensure that it
includes all the essential items and eliminates unwanted items to a particular construct
domain(26,27,29).

Criterion or concrete validity is how a measure is related to variables that one would expect to be
correlated. It assesses the extent to which the result of a measure corresponds to other valid
measures of the same concept. It is used to predict the performance and behavior of another
situation(26,27).

2.1.2. Reliability

Reliability measures the extent of consistency and stability of the result of phenomena.
Reliability is also concerned with repeatability. There are three types of reliability; test-retest
reliability, internal consistency, and inter-rater reliability. Test-retest reliability measures the
extent to which a construct that the researcher assumed to be consistent across time, then the
scores they obtain should also be consistent across time and consider this is an actual problem. It
requires using the measure on a group of individuals at the point of time, using it again on the
same group of individuals later, and then comparing at test-retest correlation between the two

sets of scores. Test-retest correlation of +.80 or greater indicates good reliability(26,29).

Internal consistency measures the sameness of individuals' responses across the items in
multiple-item measures. All the items on such measures are intended to show the same
underlying construct, so people's scores on those items should be related to each other. The most
common measure of internal consistency used by researchers is Cronbach's alpha, and a value of

+.80 indicates good internal consistency, and +.9 shows excellent internal consistency(26,29).

Inter-rater reliability measures the extent to which different observers are consistent in their
feeling and is often assessed by using Cronbach's o when the judgments are quantitative or an

analogous statistic called Cohen's k (the Greek letter kappa) when they are categorical(26,29).



Generally, reliability is expressed as correlation coefficient (r), with 1.00 indicating perfect
reliability and 0.00 indicating no reliability. A reliability of .80 is considered the lowest
acceptable coefficient for a well-developed measurement tool. For a research purpose
instrument, reliability of .70 is considered acceptable(30,31).

Construct validity and internal consistency of measure of the process of care (MPOC-20) was
conducted in this study. Examining construct validity was used to know the extent to which the
concept or idea wanted to measure. The consistency of the items on its subscale among the
participant was tested.

2.2. Overview of family-centered care
Family-centered care is the holistic clinical approach on the side of family related to the
treatment of patients especially in pediatric setting. It encourages the planning, delivery, and
evaluation of healthcare that considers the children and family as both care recipients and needs
coordinated care. The main focus of family-centered care is to have a wholesome outcome for all
of the concerned bodies in the treatment process. However, its main effect is on the outcomes of
children's health(8).

Family-centered care gets widespread acceptance and support from numerous medical
organizations, healthcare facilities, and communities. It is applied in many treatment settings and
populations, which need the family to be best involved in response to child care and ease the
challenges (8,32).

Family-centered care extends its use across several levels from the whole healthcare system to
care providers, families, and children. Sometimes family-centered care defined in terms of its
cost-effectiveness, service utilization, satisfaction, staff turnover rate minimization and job

performance(8).

2.3.  Review of articles on validity and reliability of MPOC-20
A measure of the process of care (MPOC) was applied to evaluate family-centered care in
numerous pediatrics problems in many countries' health care settings. The MPOC-20 assesses
family-centered care using five domains or underlying constructs of family-centered care as
described by the MPOC developer.



A measure of the process of care (MPOC) tool was used to assess family centeredness in a
different clinical setting with respective problems like children with chronic conditions(1,11,13),
neurodevelopmental disorders(12,15), children with epilepsy(33), children with cerebral
palsy(9), and on those who receive care at a rehabilitation center (10,12-14,22). The following
articles review the validity and reliability of MPOC applied to assess family-centered care in

different countries.

In a study conducted in Korea (2018), the correlation analysis of Korean version MPOC-20 was
significantly correlated with their scale scores, ranging from 0.72 to 0.94. The respectful and
supportive care domain rated the highest score of 5.45, whereas providing general information
domain received the lowest rating of 4.25. Although two of the five scale scores, coordinated and
comprehensive care and enabling and partnership, tended towards the higher end of the range
5.22 and 5.31, respectively. To measure internal consistency, the calculated Cronbach's alpha
coefficient for each of the five scales lies between 0.85 and 0.95; these indicate to have good to

excellent internal consistency(15).

Malay version MPOC-20 (2015) revealed that from the identified four factors, three of them
have high internal consistency with Cronbach's alpha values of above 0.80. Cronbach's alpha for
respectful and supportive care was 0.75, indicating a good internal consistency. The calculated
Pearson's correlation coefficient to assess the correlation between the four factors of the MPOC-
20 indicates all factors are correlated significantly with other factors (p < 0.001)(22).

A study conducted in Slovenia in 2015 to assess Validity, internal consistency reliability, and
stability of Slovene version MPOC 20, from the parents who answer to what extent the processes
of care had on all of the subscales distributed across the total items, the mean scores were greater
than five on all the MPOC-20 subscales except for providing general information subscale which
is 4.59. Providing General Information is also the only subscale not exhibiting negative
asymmetry of the score distribution. Internal consistency and corrected item-total correlations for
each of the five MPOC-20 subscales showed that to have high internal consistency of enabling
and partnership (0.833), coordinated and comprehensive care (0.837), providing specific
information about the child (0.842), respect and supportive care (0.886) and providing general
information (0.906) and each item had greater than 0.3 of corrected item to total correlation
value(13).



A study was done in China (2014) to evaluate the validity and reliability of the Chinese version
of MPOC-20; the same five-factor solution confirmed the original MPOC-20 factor structure. All
items of each scale of the Chinese MPOC-20 loaded on factor, the same as the original MPOC-
20 distributed. The scale means of the MPOC-20 range from 4.62 to 5.26, in which respect and
supportive care rated the highest scale score and providing general information rated the lowest.
For internal consistency, the calculated Cronbach's alpha coefficient for each of the five scales
has a high level of uniformity for each scale item, and alpha values were between 0.70 and
0.90(9).

A study was done in Japan (2013) revealed that the construct validity of the Japanese version of
MPOC-20 scales was assessed and it becomes same acceptable five scales of the Japanese
version of the MPOC. The correlation coefficient of items indicates to have high
interrelationship with their scales, and the five scales also related to each other. The calculated
Cronbach's alpha coefficient to measure internal consistency indicates the items in each scale
have a high level of uniformity, ranging from 0.76 to 0.83(10).

A study conducted in Norway (2012) indicated good internal consistency, with four of the scales
showing Cronbach's alpha above 0.80. For one of the scales (Providing specific information),
Cronbach's alpha was 0.62, indicating moderate internal consistency. The value of the items

within each five scale was grouped in statistical and clinically interpretable(12).

The study was done in Netherland (MPOC-NL) (2004) for assessing construct validity with
confirmative analyses of the scale structure. The correlation of items with their respective scales
correlated best, ranging from 0.64 to 0.86 and significantly (P < 0.001). Furthermore, the
correlation between the scales of MPOC-NL and all scales correlated significantly with any other
scales (P < 0.001), with r ranging from 0.50 to 0.92. The MPOC-NL becomes valid and reliable
on each subscale item(11).

In a study conducted in South Africa (2009) to measure family-centered care using MPOC in
disadvantaged South African settings, MPOC-20 becomes invalid and unreliable. The study
increases the items to twenty-two. The additional two items were used to assess the positive
correlation between the subscales and satisfactions. However, after doing the factor analysis,

only eight items(MPOC-8 (SA)) were used to measure family centered care (34).



2.4.  Subscales of MPOC
The measure of the process of care mainly evaluates the care given for children might be family-
centered care. For providing better services for children with any health condition at health
institutions, health professions should know more about the family's socioeconomic and cultural

habits and inform the activity of care they receive.

Initially, the seven domains were used as the basis of item generation for the MPOC was
identified to address the specific behavior of caregivers and evaluate parents' perception. The
highest-ranked components, or 'domains’, included parent involvement, education/information,
treatment of disability, accessible and available care, continuity and consistency of care,

coordination of care, and family-centered approach to care(1,7).

The study conducted in Malay, to assess Malay version MPOC-20 the original five factors items
by combining and rearranging the questionnaire reduced the to four factors. Different from
original MPOC version, Malay version combines factor 1 and 4 (enabling and partnership and
coordinated comprehensive care) factors in one. Most of the rearranged items were loaded
strongly ranged from 0.6-0.8, except for two items with an acceptable loading factor of 0.46 and
0.48 (22).

The calculated Cronbach's alpha for each of the MPOC-NL five scales reveals to have adequate
internal consistency for each scale, ranging from 0.80 (‘providing specific information about the
child’) to 0.95 ('Enabling and partnership’ and 'Co-ordinated and comprehensive care for child
and family). The internal consistency analyses also supported the construct validity of the five
scales (11).

The final factor solution resulted in 56 items being retained with five scale conceptual structures
that reflect the essential features of family-centered service. Those five subscales are enabling
and partnership, providing general information, providing specific information about the child,
coordinated and comprehensive care, and respectful and supportive care. Finally, with the same
five subscales, the MPOC items refined to 20 to avoid participant burden and for its non-time

consuming benefit (1,7,23).

10



3. OBJECTIVES

3.1. General objective

e To validate and test the reliability of the Amharic version of the measure of the process
of care (MPOC-20) for measuring parental perception among parents of children with
chronic disease in TASH, Addis Ababa, Ethiopia, 2021.

3.2.  Specific objectives were:

e To examine the validity of the Amharic version of the measure of the process of care
(MPOC-20).

e To test the reliability of the Amharic version of the measure of the process of care
(MPOC-20).

11



4. METHODS AND MATERIALS

4.1. Study area and period

The study was conducted in Tikur Anbesa specialized hospital pediatrics units for one month,
from March 15 -April 15, 2021. Tikur Anbesa Specialized Hospital was one of the biggest
university teaching and referral hospital established in 1972. Currently, it has 800 beds from
these 58 beds in the pediatric ward. Totally 1240 clinical staffs were available; these 800 nurses
were devoted to providing different health care services. Around 30 nurses are assigned to
provide health service in the pediatric ward. It also has more than 950 administrative and
contractual staff that supports the delivery of quality care. Annually 370000-400000 health
customers were utilized from the health care service. The hospital gives rehabilitative, curative,
and preventive services (Location and Ababa, 2016). Monthly HMIS report shows around 660
children were admitted in pediatric ward and 780 children visit pediatric follow up clinic for

different childhood problems.

4.2. Study design
Institutional based cross-sectional study design was used since it was considered the most

efficient way of testing and validating a measurement tool.

4.3.  Source population
All parents of children with chronic disease in the pediatric ward and who had an appointment in

a follow-up clinic were used as the source population.

4.4. Study population
Parents of the children with chronic disease who were admitted to the pediatric ward and visit the

follow-up clinic during the data collection period were the study population.

4.5. Sample size determination
There was no general agreement among researchers to determine the sample size for factor
analysis. Some authors recommend using the rule of thumb N> 200 were statistically enough for
factor analysis(35). Others suggest 200 will be enough for measuring the scale having 40

items(36). According to Nunnaly’s validating scale minimum of ten participants will be enough
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to test the validity, or fewer than 300 samples will be sufficient(30,34). According to Hutcheson
and Sofroniou, a sample size of 150 to 300 is sufficient for principal components analysis to
perform factor analysis. Commonly participant to item ratio is recommended about 5:1 to 10:1.
Despite these variations, Kahn suggests a minimum sample size of 300 to be confident of the
results. A rough rating scale for adequate sample size in factor analysis has been offered in
which 100=poor, 200=fair, 300=good, 500=very good, and 1000 or above =excellent(36). Based
on the above suggestions, 300 participants were recruited and 20% dropout rate was considered
because factor analysis highly depends on amount of sample size that increase in samples
increase the reliability and validity of the tool to generalize for study population. So a total of
360 were recruited as study participants under consideration of time limitation and budget

shortage.
4.6. Inclusion criteria and exclusion criteria
4.6.1. Inclusion criteria
e Those parents of children with chronic disease
4.6.2. Exclusion criteria
e Parents who had no willingness to participate
e Those parents who did not speak and listen to Amharic

4.7. Sampling technique
Study participants were selected using Stratified random sampling technique. Initially HMIS
record sheet was reviewed for monthly patient flow and 1440 cases were reported, from which
660 children with chronic disease were registered in pediatric ward and 780 children were in
follow up clinics. The total sample size was proportionally allocated in to each unit based on the
monthly patient flow data that has been obtained from the HMIS registration book from each

unit. After allocation, samples were taken consecutively to collect data.
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Figure 1 Schematic presentation of sampling procedure for measure of process of care
among parents of children with chronic diseases at Tikure Anbessa Specialized Hospital
Addis Ababa, Ethiopia, 2021

4.8. Instrument
The instrument was the Measure of Processes of Care questionnaire with 20-items, a shorter and
improved version of the original 56-item MPOC questionnaire. The Can child Centre for
Childhood Disability Research developed the questionnaire to assess the parental perception of
care. The instrument was designed to assess the essential features of family-centered services. A
7-point Likert scale was used to capture the response; in which 1 is the lowest score which
means ‘not at all’ to 7 is the highest score which indicates 'to a very great extent’. A score of 0 is
to indicate 'non-applicable items. The reliability of the MPOC-20 was assessed by calculating
Cronbach's alpha for a minimum value of .70 for acceptability(30,31). For validity, the item
loading under the factors should expect to the minimum value of 0.3. The original English
version MPOC-20 was translated into the Amharic language by experts translating English to
Ambharic. The translated Amharic version of the questionnaire was then back-translated into

English by individuals who use English as a second language and excellent Amharic speakers.
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Then, these backward translations were cross-checked with the original English version. Those
translators were individuals who know the health care system very well. Errors if any to the
Amharic version of the MPOC-20 tool was corrected by discussing it with the translating team.
Finally, the translated questionnaire was tested independently in a pilot sample of individuals

who speaks Amharic to clarify and comprehend the contents.

4.9. Data collection process
A total of three BSC nurses and one supervisor have participated in data collection. Interview
based data collection process was applied based on a structured questionnaire. The questionnaire
was composed of socio-demographic characteristics and the MPOC tool questions. Two days of
training were given for data collectors about the research objectives, data collection tool and
techniques, ethical considerations, confidentiality, how to explain the purpose of the study, and
take informed consent was before they proceed to data collection.

4.10.Data quality and control
Before determining the construct validity and internal consistency reliability, The English
version of MPOC-20 was translated into the Amharic language. The pretest was conducted
among 10% of the total sample size. The completeness, readability, and any error of the
questionnaire were checked, and modification was made. Before data collection, codes for each
questionnaire were given. After data collection, the supervisor and the principal investigator
were checked the completeness of data and offer back to data collectors for incomplete data. The

principal investigator checked the complete entry of data before analysis.

4.11.Operational definition

Acceptable tools- the tools are said to be acceptable if the response rate is more than 70%(37).

Communality - is a shared variance among the items. If all correlation coefficients between

subscales and items of MPOC scales greater than 0.3 are considered acceptable(38).

Face validity- is supported if the questions are not confusing, upsetting, and do not contain

complex vocabulary, and difficult to answer after the pretest(28).

Reliability- is assumed to be fulfilled if the calculated Cronbach's alpha coefficient is greater
than 0.70(28,38).
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Chronic disease- is a disease that persists and lasts for three months or more. (US. National
Center for Health Statistics)

CHD- is the defect in the structure of the heart great vessels that present at birth and have any

evidence of heart lesion on Echo(39).

NDD- is a group of disorders that affect the development of the nervous system, leading to
abnormal brain function, which may affect emotion, learning ability, speech, self-control, and
memory(39).

CKD- kidney damage for > three months, as defined by structural or functional abnormality of
the kidney, with or without decreased GFR manifested by an abnormality in the composition of

the blood or urine and abnormality in an imaging test(39).

RHD- is the chronic heart disease that occurs after the immunologic reaction with sequelae of
group A beta-hemolytic streptococcal infections of the upper respiratory tract and rheumatic

involvement of valves and endocardium(39).

T1DM- is characterized by hyperglycemia and glycosuria is caused by autoimmune destruction
of the insulin-producing beta cells (islets) of the pancreas leading to permanent insulin
deficiency(39).

4.12.Data analysis
Factor analysis was used to assess whether the Amharic version of MPOC-20 items retain its
structural validity or reduce number of the items in its scales among parents of children with
chronic disease. Principal axis factoring was used to extract the number of factors. To clean the
data multi-colliniarity, singularity and corrected item to total correlation value were observed.
To determine the factorability and adequacy of data for EFA, Kaiser-Meyer-Olkin (KMO), anti-
image correlation (MSA), was used and a value of more than 0.50 has been accepted and
Bartlett's sphericity test (p<0.001) was performed to confirm patterns of the data(38). Factors
with an eigenvalue >1 and commonality >0.30 have been extracted. A factor loading (FL)
greater than 0.30 had valuable contribution for the factor(38). To determine the internal
consistency of the MPOC-20, Cronbach's alpha values were computed for each factors.
Descriptive statistics (text frequency tables, percentage, mean, SD) were used to report socio-
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demographic characteristics and medical characteristics. Epi data V4.6 was used to enter data
and exploratory factor analysis was done using SPSS version 25.0. SPSS AMOS V24 did

confirmatory factor analysis.

4.13. Ethical considerations
Ethical clearance and approval letter were obtained from the Institutional Review Board (IRB) of
the College of Health Sciences of Addis Ababa University. A formal letter from the Department
of Nursing and Midwifery was submitted to TASH research and community service office to
obtain their co-operation. A formal letter from the pediatrics and child health department of
TASH was distributed for each of the pediatric units. Informed consent was taken from the
participants in written form/orally for those who cannot read or write after the aim and
significance of the study explained fully to each parent before collecting the data. If the parent
agrees to participate, informed consent was taken. The rights to refuse to be interviewed, to ask
any unclear question, or withdraw at any particular point during the data collection process
without frustration were explained for study participants. Those who had not willing to

participate were given the right to do so.
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5. RESULT

5.1. Socio-demographic characteristics related to the families

From the total of 360 eligible samples, about 334 (93%) parents of children have participated in
this study. Most of them were mothers, which account for 250(74.9%), followed by fathers
75(22.5%). The age of parents who participated in this study ranged from 20-65, with a mean (+
SD) of 31 (£5) years. The educational level of most of the parents was the secondary school
which accounts for 153 (45.8%) followed by higher education 98(29.3%). Related to the parents’
marital status, around 320(95.8%) were married, followed by divorced parents 5(1.5%). The
majority of respondents were housewives mothers, which constitute 182(54.5%), followed by
merchants 76(22.8%). Most parents had two children at home, which accounts for 164(49%)
(Tablel).

Table 1 Socio-demographic characteristics of study participants (N=334), family variables

Variables Category Frequency Percent
Parental relationship Mother 250 74.9
to the child Father 75 22.5
Others 9 2.7
Occupation Housewife 182 54.5
Farmer 10 2
Merchant 76 22.8
Government 52 15.6
employee
Others 14 4.2
Marital status Married 320 95.8
Unmarried 3 9
Others 11 3.3
Educational level Iliterate 1 3
Read and write 10 3
Primary school 72 21.6
Secondary school 153 45.8
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Higher education

Number of children at 1

home 2
3
>4

98

164
92
56
22

29.3

49.1
27.5
16.8
6.6

5.2.  Socio-demographic characteristics related to the children

The age of children whose parents participated in this study was ranged from 1 to 17 years, with

the mean (£SD) of 4(£3) years. The majority of parent's children who have the chronic disease

were 177(53%) and 157(47%) for females and males, respectively. Lots of chronic diseases

including congenital heart defect 102(30.5%), neurodevelopmental disorder 44(13.2%), chronic
kidney disease 27(8.1%), were diagnosed (Table 2).

Table 2 Summarized clinical characteristics of children with chronic disease in TASH, 2021

(N=334)

Confirmed diagnosis Frequency Percent
CHD 102 30.5
neurodevelopmental disorder 44 13.2
CKD 27 8.1
Cerebral palsy 26 7.8
Seizure disorder 23 6.9
HSD 18 5.4
TypylDM 17 5.1
Down’s syndrome 14 4.1
Others 63 18.9
Total 334 100
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For these diseases, most parents admit their children to receive care for second visit 81(24.3%)
followed by third visit 53(16%) visit chronic pediatrics disease follow up clinic four round
59(17.7%), followed by more than four round 42(12.5%).

Hospital stay time Frequency Percentage

Follow up clinic Second visit 81 24.3
Third visit 53 16
fourth visit 37 11
>4" visit 10 3

Pediatrics ward Two weeks 41 12.3
Three weeks 59 17.7
Four weeks 11 3.3
>4weeks 42 12.5
Total 334 100

5.3. Reliability

Cronbach’s alpha coefficient was calculated to determine the internal consistency of the Amharic
version MPOC-20. The overall reliability of the Amharic version of MPOC-20 was 0.853. Based
on reliability item statistics, five items had low corrected item to total correlation value and
eliminated before extraction. Those items were; item 2 “Provide you with written information
about what your child is doing in therapy?”(0.05), item 14 “Provide you with written information
about your child’s progress?”’(0.79), item 15 "Tell you about the results from the assessment?"
(0.135), item 19 “Have information available to you in various forms, such as a booklet, kit,
video, etc?” (0.79) and item 20 “Provide advice on how to get information or to contact other

parents (e.g., organization’s parent resource library)?”” had negative correlation value (-0.67).

However, after removal of the above five items (2, 14, 15, 19 and 20), the reliability shows a
slight increment. About 88.5% of the Amharic version of the MPOC-15 items among children
with chronic disease was highly reliable or internally consistent.

Reliability for each subscale was computed, and all of the subscales have a good to high
Cronbach’s alpha value which ranges from 0.75 to 0.84. Each of the items has a high Cronbach's
alpha if the item is deleted.

20



Table 3 Reliability of MPOC among parents of children with chronic disease in Tikur Anbessa
Specialized Hospital, Addis Ababa, Ethiopia, 2021 (number of items=15)

No. of Items Cronbach’

items s alpha if
item
deleted

1 Help you to feel competent as a parent? .882

2 Provide a caring atmosphere rather than just give you information?  .871

3 Let you choose when to receive information and the type of .870

information you want?

4 Look at the needs of your “whole” child (e.g., at mental, emotional .889
and social needs) instead of just at physical needs?

5 Make sure that at least one team member is someone who works with .876

you and your family over a long period?

6 Fully explain treatment choices to you? .880

7 Provide opportunities for you to make decisions about treatment? 879

8 Provide enough time to talk so you don’t feel rushed? 876

9 Plan together so they are all working in the same direction? 873

10 Treat you as an equal rather than just as the parent of a patient (e.g., .876
by not referring to you as “Mom” or “Dad”)?

11 Give you information about your child that is consistent from person .876
to person?

12 Treat you as an individual rather than as a “typical” parent of a child .882
with a disability?

13 Give you information about the types of services offered at the .877
organization or in your community?

14 Have information available about your child’s disability (e.g., its .881
causes, how it progresses, and future outlook)?

15 Provide opportunities for the entire family to obtain information? 871
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Table 4 shows the reliability of each subscale Amharic version MPOC-15 items among children
with chronic disease in TASH, 2021 (N=334)

Factor Number Mean+SD Cronbach’s
of items alpha

Enabling,  partnership,  coordinated and 7 38.69+5.32 .84

comprehensive care

Providing information and respective care 6 31.39£5.27 .75

Supportive care 2 9.14+1.84 .78

5.4. Exploratory factor analysis

a. Construct validity

Construct validity of Amharic version measure of the process of care (MPOC-Am) was
determined by using exploratory factor analysis and CFA. Twenty items of the MPOC were
subjected to do factoring analysis by using IBM SPSS statistics version 25. An EFA was
performed with principal axis factoring. The suitability of data for factor analysis was assessed
by referring to the communality, KMO of the overall and individual items for sample adequacy,
and Bartlett’s test of sphericity before undergoing PAF for factor extraction. Iltems were cleaned
by using KMO, multi-colliniarity, singularity and on reliability of corrected item to total

correlation value and Cronbach’s alpha if item deleted value.

The communality of the scale, which indicates the amount of shared variance with other items
with a value greater than 0.3 were accepted for factor extraction. Kaiser Meyer-Olkin (KMO) of
the data was assessed to measure the sample adequacy, and it should be above the recommended
value of KMO >0.5(37,38). This study has a good KMO value of 0.88. This value indicates that
the sample was adequate to perform factor analysis. Bartlett's test of sphericity was observed to
measure the overall correlation among the items within the correlation matrix; statistically, the p-
value should be <0.05(37). The data has a significant value with (x?=2766.583, df= 190, p

<0.001). This value indicates that doing factor analysis was appropriate.
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Individual items KMO value was checked by observing the diagonal anti-image correlation
matrix to measure sample adequacy. For the individual items, on the anti-image correlation
matrix, item 2 (“Provide you with written information about what your child is doing in
therapy?”’) has a value less than the recommended value of 0.5(38), which was 0.4. Reproduced
correlations were computed between the observed and reduced correlation to assess the model
fitness for EFA. Only 26(13%) non-redundant residuals were with absolute values greater than
0.05. This value indicates good according to the minimum acceptable percentage for residual
value (50%) (38). From the initial EFA, item2 (“Provide you with written information about
what your child is doing in therapy?") has the poor corrected item to total correlation value and
low individual item anti-image KMO value. Due to this reason item was eliminated before the

following analysis.

The second EFA was performed with 19 items; KMO for the individual item for sample
adequacy was checked. As a rule, all individual item KMO values must be greater than 0.5
before factor rotation(37). The result shows item 15, "Tell you about the results from the
assessment?" has a KMO of 0.48 (38). When all 20 items factor rotation was done, the item
retained as a single item for the factor and had negative Cronbach’s alpha value with its grouped

item. This item was also eliminated before factor extraction.

For retaining the number of factors, Kaiser’s criteria (eigenvalue >1) and scree plot test diagram
were checked. Based on Kaiser's criterion of retaining factors, eigenvalues that are greater than
one considered a factor (29,35,37). The PAF extracted value shows three factors eigenvalue
above one, explaining 47% of the total variance. The first factor explains the highest value (37%)
of variance, followed by 6%, and 3.5%, of the variance for each factor. The Scree plot test was
ambiguous; however, it seems to recommend two or three factors to retain as shown below
(Figure 1).
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Figure 2 Diagrammatic illustration of the number of the extracted factor

Factor rotation was performed to optimize the factor structure and ease its interpretability. When
oblique rotation (direct oblimin) was requested, the correlation between the factor becomes
lower (<0.3), and many items were loaded under the first factor. Then orthogonal rotation
method (varimax) was used to minimize the number of items with extreme loading(37). Each of
the items was significantly loaded under the corresponding factors. The items were settled at
each factor with a significant loading, ranging from 0.32 and 0.76. Seven from the 15 items have
cross-loading among the factor. During such cases, items were counted under having the more
loaded value within the factor. Exploratory factor analysis with varimax rotation revealed three
significant factors accounting for 47% of the total variance.

Before rotation, the first factor explains more variance than the remaining five factors, 37% of
the total variance, compared to 6%, and 3.5% of the variance for each consecutive factor. This
variation indicates, most of the items were loaded under the first factor. Interpretation for a
suchlike arrangement of items under a single factor was difficult(37,38,40). After rotation, only
21% of the variance for the first factor compared to 13%, and 13%, of the second and third
factors. Here items were loaded and have a suitable rearrangement under each factor and easy for

interpretation.
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Table 5 Exploratory factor analysis factor loading of MPOC-15 item among children with
chronic disease in TASH, 2021 (N=334)

Variables FACTORS

EPCCC PIR SC

Fully explain treatment choices to you? 610 237  -.030
Plan together so they are all working in the same direction? 610 174 491

Provide opportunities for the entire family to obtain information? .60 443 220

Provide opportunities for you to make decisions about treatment? 594 287  .093

Provide enough time to talk so you don’t feel rushed? 579 180  .350

Give you information about your child that is consistent from person | .548 324 222

to person?

Make sure that at least one team member is someone who works | .544 358  .202

with you and your family over a long period?

Give you information about the types of services offered at the | .267 619  .148
organization or in your community?

Provide a caring atmosphere rather than just give you information? .288 552  .397
Look at the needs of your “whole” child (e.g., at mental, emotional | .107 525 051

and social needs) instead of just at physical needs?
Let you choose when to receive information and the type of |.394 454 432

information you want?

Have information available about your child’s disability (e.g., its | .200 385  .155
causes, how it progresses, and future outlook)?

Help you to feel competent as a parent? .263 321 157
Treat you as an equal rather than just as the parent of a patient (e.g., | .180 295 760

by not referring to you as “Mom” or “Dad”?
Treat you as an individual rather than as a typical parent of a child | .088 155 752
with a disability?

NB: - EPCCC (enabling, partnership, coordinated and comprehensive care); PIR (providing

information and respective care); SC (supportive care)
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Items were ordered and sorted by the size of loading to ease the interpretation. Loading value
below 0.3 has no substantive significance for the factor. As table 3 shows, seven items were
significantly loaded in the first factor, six items loaded in the second factor, two items under the
third, and three items were significantly loaded in the fourth factor. Loading of each item on a

factor reflects the homogeneity of items on MPOC.

In all, the four factors of MPOC were named for this study population. The names of the factors
were adopted from the original MPOC factor names and previous literature. The combined
name was given based on the highly loaded items under the factor compared to the original
MPOC-20 items to factor combination for this study. For instance, the first factor was named
enabling, partnership, coordinated, and comprehensive care; because most of enabling and
coordinated care items from original MPOC factor were loaded significantly under factor one
(0.544-0.611).

Factor two named providing information and respect; in which the six items have substantive
loading value (0.321-0.619). Two items were loaded under factor three named supportive care
(0.760, 0.752).

5.5.  CFA model fitness

Confirmatory factor analysis was done for four factors with 15 items. SPSS Amos V24 was used
for confirmatory factor analysis (CFA) to decide model fitness of the three-factor structure
MPOC-15 for the study population. Fundamental statistics values; chi-square to the degree of
freedom (x?/ds), root means square error of approximation (RMSEA), comparative fit index
(CFA), standardized root mean squared residual (SRMR), and p-value indices (37)were
determined to evaluate the goodness of fitness model for the four-factor structure of MPOC-15
for 334 sample size. Based on the value of model fitness measuring indices, all suggests MPOC-
15 has an acceptable CFA model fit (Table 6).

26



Table 6 shows the value of goodness fit indices of three-factor structures model of the Amharic
version MPOC-15 among children with chronic disease in TASH, 2021 (N=334)

Measurement Three-factor model Remark

indices

X?/df (CMIN/DF 367.855/124=3.05 (between 1&3  Acceptable

CFI 0.915 Acceptable

SRMR 0.057 (<0.08) Excellent

RMSEA 0.079 (>0.06) 90%Cl (0.068- Acceptable

0.086)

P-value 0.000 Not

estimated

Correlation between the factor score of each construct has a positive relationship to one another.
Every item to the construct was correlated significantly at >0.5 except for three items (shown in
the diagram below). In this study, removing those items cannot improve the fitness and kept due
to its theoretical significance. Each of the item shows to had a good construct correlation with its
factor and indicates a validity of the Amharic version of MPOC-15 for the study population.
Each factor had best positive relationship with other factor, correlation coefficient value of 0.58,
0.68 and 0.79.. (Figure 3)
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Figure 3 CFA diagrammatic illustration of three-factor structure of the Amharic version MPOC-
15 among children with chronic disease in TASH, 2021.
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6. DISCUSSION

MPOC was used to assess family-centered care in children with different disease conditions. The
validity and the reliability of the original MPOC were developed to measure the family-
centeredness of health care services among children with neurodevelopmental disabilities. It is
essential to demonstrate validity and reliability of the tool among different languages, culture and
disease conditions with the expectation of a similar outcome. In this study, the validity and
reliability of the Amharic version of MPOC-20 among parents of children with different chronic

diseases were investigated.

Although the original MPOC-20 was psychometrically good for Canadian, Netherlands,
Japanese, Malay, Slovene, Korean versions, the Amharic version MPOC-20 was modified to the
new MPOC-15 (Am) version. Having different factor structure may use to summarize the
consistency of instrument in different new situations(41). Items eliminated from the MPOC
(Am) were based on statistical evidence and theoretical background. The finding of this study

was reliable and explored a four-factor matrix for this study population.

Removed items were related to providing specific information about the children in the original
MPOC-20. The parents did not get information about the assessment result and have no written
information about the therapy given for their children. Providing information about the
assessment result for the parent and therapy given for their children is not common in Ethiopia.
Due to this reason, parents may not expect this from health providers. According to family
centered care principle, information from health professional had valuable benefit to maximize
the quality of care(3,21,32). Similar finding(24,41), indicates health professional should focus on
providing both general and specific information and parents need written information to decide
on treatment choices effectively. Residential area and educational status the parent also have
impact to communicate openly and receive information from health professional as well, the idea

also discussed in related study done from other countries(1,21,24,34).
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Family-centered care measuring factors of MPOC-15, the first domain reveals that the health
care professionals give information and engage them to plan together about treatment. Health
care workers were collaborative and encouraged them to decide on the treatment modalities. The
second domain mainly indicates that the health professionals were good to give directions for

additional available information related to the disease beyond the care they received in hospital.

Though age of children was challenging to know the emotional and mental needs, parents ensure
health workers provide good mental, emotional and social needs for this study population. They
provide holistic care that includes information related the disease's progress and look for the
child’s psychological needs. Similarly, studies (1,24)suggest that professional should give
attention on needs based on the age of the children. This implies that if there were coordinated
care and enabling the parent to have a role on their children, the mutual respect between the users

would be maintained.

The supportive care domain claims that health professionals look at parents as equal to their
children. They treat as individuals and give support for their unique needs. This indicates a good
motivation among the professionals to support and respect the parent. This study result had
similar description to the study done in Canada to assess structural validity of MPOC among

epileptic children(33).

The reliability (Cronbach’s alpha) of 15 items Amharic version MPOC was found to be 0.88,
which was high and shows that the Amharic version MPOC is reliable for assessing family-
centered care among children with chronic disease. Each subscale of MPOC has good internal
consistency, ranging from .75 for providing general information subscale to .84 enabling,
partnership, coordinated, and comprehensive care subscale. This result has similarity to the four-
factor Malay version MPOC-20, which has Cronbach's alpha ranges from 0.75 to 0.9(22) for
four-factor structure and better consistency related to five scale Norweigan MPOC-20, which
range from 0.62- 0.93(12) and less consistent as compared to Slovene translation MPOC-20 (.83-
.90)(13). Each item has a similar Cronbach’s alpha to the overall internal consistency value,

ranging from .85 to .87. This value statistically supports the construct validity of MPOC-15.
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In this study, the exploratory factor analysis suggests selected items for factor rotation were
loaded with three factors. The number of retained factor for Amharic version MPOC-20 were
similar to the Malay version of MPOC-20 but had differences in the number of items and their
distribution. In most studies, the use of MPOC-20 was to measure family-centered care among
the children with neurodevelopmental disabilities that need a long time regular therapy at a
rehabilitation center(10-14,22). However, for this study, childhood chronic disease was used, in
which parents come to the hospital periodically or when the children experience some unusual
health conditions. For these neither progressive nor curative diseases, parents spend a short time
to receive care. These suggest having a difference in the provision of care and perception about

the care among parents.

EFA construct validity of the Amharic version of MPOC-15 was acceptable for three-factor
scales. Each scale has a good to high correlation coefficient; this indicates items were highly
related to its scale. Even though, there was a difference in the number of items and factor
structure from the original MPOC-20, confirmatory factor analysis was done to ensure whether
the EFA three-factor measurement is appropriate for the study population. CFA reveals that each
item has acceptable loading with its factor. All factors had a good inter-factor correlation and
measured similar concepts, except providing general information domains had a poor correlation
with other factors. This correlation indicates that still provision of information from the health

professional and parent-professional communication needs improvement.

7. CONCLUSION

As other studies extreme caution has to be taken for examining validity of the Amharic version
MPOC (20). This study shows that 15 items of MPOC was valid and reliable. This modified
version MPOC-15 had good psychometric measure to evaluate family-centered care in the

Amharic language among parents of children with chronic disease.
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8. RECOMMENDATION

Efforts need to be made from program managers to have more measurement tools in health
facilities for measuring family-centered care. Since MPOC items were used to measure parental
perception about the care, other tools also need to be validated to measure parental satisfaction.

The original MPOC was uses the children with neurodevelopmental disorders in rehabilitation
center, other studies test MPOC validity among children with chronic disease, and also some
studies use specific disease like epilepsy, cerebral palsy. In this study, parents of children with
any of chronic diseases including neurodevelopmental disorders were used to collect data. This
might have an effect to differ the responses of parents. For further study it’s better to use
modified MPOC-15 for specific diseases to have similar response and better psychometric

measure of parental perception about the care.

MPOC-15 was an easy instrument, however; researcher should take caution while asking the
questions and words used to capture information from caregivers for further study and it’s better
to test stability of the tool over a while. And also health professional should give attention to use
MPOC-15 for evaluating family centered care.

9. LIMITATION

MPOC was only tool used to measure the perception of the parent towards to care; information
related to the parental satisfaction was not collected. Using of many diseases for this may affect
the overall opinion of the parent, in which parents have different expectation along with the
diseases. Test retest reliability was not conducted because most of parents were not
available/visit follow up clinic for more than once within one month. Socio-demographic
characteristics of this study were not discussed with the MPOC items. It’s because of time

limitation.
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APPENDICES

APPENDIX I: PARTICIPANT INFORMATION SHEET
Greeting: Good morning/afternoon my name is I am working on
behalf of research conducted by Abdulsemed Shafi student of Addis Ababa University,

College of health science, school of nursing and midwifery. | would like to ask a few
questions which take around 15-20 minutes. The genuine responses that you are going to
give are very important to evaluate the care provided by health professionals is family
centered or not. You are selected to be a participant of this study if you give me consent
after you have understood the following information sheet:

The title of the study is validation of Amharic version of measure of process of care-20 (MPOC
(AM)-20)) among parents of children with chronic disease in Tikur Anbesa specialized hospital,
Addis Ababa, Ethiopia, 2021.

The objective of the study is to examine the validity and reliability of the Amharic version of
measure of process of care-20 (MPOC-20).

Benefit of the study: If you participate in this research, there may not be direct benefit to you and
your child, but your participation is likely to help us in assessing the validity and reliability of the
process of care among childhood health problems. Ultimately this will help us to identify the gap
and take the appropriate intervention by the authorized stakeholder .you will not be provided any
incentive or payment to take part in this study.

Risk of the study: If you participate in this research it has no risk for the participants, and the
interview will be private to make safe participants from any fear.

Rights of participants: In this study, the participants have full rights to refuse the participation,
and can ask any question which is not clear to you. You have right to unanswered any questions
that you do not want to answer, and you may end this interview at any time you want to.
Confidentiality: Any information forwarded will be kept private and your name will not be

specified.

37



APPENDIX Il: CONSENT FORM

| have read this form, or it has been read to me in the language | comprehend and understand all
conditions stated above.

Do you have any question? If, no

Are you willing to participate in this study?

1. No (Say Thank you)

2. Yes participant's signature

Continue your interview | certify that the nature and purpose, the potential benefits and possible
risks associated with participating in this study have been explained to the volunteer.

Date Starting time

end Signature of the interviewer

Result of the interview:
1. Completed
2. Respondent not available
3. Refused
4. Partially completed

Checked by supervisor, name Signature Date
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APPENDIX I11: ENGLISH VERSION QUESTIONNAIRE

MEASURE OF PROCESSES OF CARE QUESTIONNAIRE (MPOC-20)

We want to understand and measure the feelings and experiences of parents who have a child
with chronic disease, like diabetes mellitus. We are especially interested in knowing about your
perceptions and your view of the care and service you have received during your hospital stay.
There are questions we would like to ask you. These questions are based on what parents, like
you have told us about the way that the care and service is given. We are interested in your own
personal thoughts and would be thankful if you would answer these questions. There is no right
or wrong answer. It is important that you feel free to answer the questions as honestly as
possible.

For each question, you need to tell us to what extent you have experienced the events or the
situations described. A score of 7 means that you have experienced this aspect to a very great
extent, or most of the time. A score of 1 means that you have not experienced this aspect at all.
In other words, the higher the score, the more you have experienced this situation or this aspect
of the service. A score of 0 means that the question does not apply to you.

In the questions, the word people mean those persons who work directly with you or with your
child when you come for therapy. It may include the physiotherapists, the occupational
therapists, speech therapists, social workers, doctors, nurses, etc.

The following sentence is an example of the kinds of questions you will be asked. This example
also shows what your answer could mean.

To what extent did the person who gave you this questionnaire ...

...... explain to you | To a great | To a fairly | To alTo a|To avery | Not at | Not
why they want you | extent great moderate | small small all applicable
to take part in this extent extent extent extent

study To a very

great extent

7 6 5 4 3 2 1 0
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A score of 7 means that the person who gave you this questionnaire explained everything very

clearly and very well and you understand exactly why you are taking part in the study

A score of 4 means that person who gave you this questionnaire explained some things clearly,

but there are some things you are not clear about. A score of 1 means that the person did not

explain anything to you at all and you know nothing at all about this study. A score of 0 means

that you never received any questionnaire and so you cannot answer the question. The question

does not apply to you.

During your hospital stay, to what extent do the people who work with

your child ........

Indicate how much this aspect

or situation happens to you

Help you to feel competent as a parent?

Provide you with written information about what your child is doing in

therapy?

Provide a caring atmosphere rather than just give you information?

Let you choose when to receive information and the type of

information you want?

Look at the needs of your “whole” child (e.g., at mental, emotional and

social needs) instead of just at physical needs?

Make sure that at least one team member is someone who works with

you and your family over a long period?

Fully explain treatment choices to you?

Provide opportunities for you to make decisions about treatment?

Provide enough time to talk so you don’t feel rushed?

Plan together so they are all working in the same direction?

Treat you as an equal rather than just as the parent of a patient (e.g., by

not referring to you a ‘Mom’ or ‘Dad’

~N NN NN
o o o o o
al af g g o
N N N
w| w| w| w| w
N N N NN
N
o| ol o] o] ©

Give you information about your child that is consistent from person to

person?
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Treat you as an individual rather than as a “typical” parent of a child

with a disability?

Provide you with written information about your child’s progress?

Tell you about the results from the assessment?

Give you information about the types of services offered at the

organization or in your community?

Have information available about your child’s disability (e.g., its

causes, how it progresses, and future outlook)?

Provide opportunities for the entire family to obtain information?

Have information available to you in various forms, such as a booklet,

kit, video, etc?

Provide advice on how to get information or to contact other parents

(e.g., organization’s parent resource library)?

SOCIO-DEMOGRAPHIC CHARACTERISTICS

1. Child-related variables

1. | Age in month

2. | Sex Male

Female

3. | Length of stay in pediatric ward | Two week

Three week

More

4. | No visit in pediatric follow up | Two

clinic Three
Four
>Five
5. | Diagnosis Congenital heart disease

Renal disorder (CKD)
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NDD

DM

If other, specify

N

Family-related variables

Relationship to the child

Mother

Father

Sibling

If other, specify

Age of care giver

Marital status

Married
Divorced
Widowed

Occupation

Housewife

Merchant

Farmer

Gov. employee

If other, specify

Residential area

Addis Ababa

Oromiya

Amhara

SNNPR

Other, specify

Level of education

No formal education

Read and write

Primary school

Secondary school

Higher education

Number of children at home
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APPEDIX 1V: AMHARIC TRANSLATED PARTICIPANT INFORMATION
SHEET AND CONSENT FORM
P+NFLPTLBPO

e, e

MG 2NMAT N ANAAL H AHU +TTUF NASN ANN RLACA T M5 ALTA
PAE PICAT9 TMEPLLL F/NT +a92 PPID ANEANME AL APLLT PAGRY mTH AT
NAPONA AMEPP 1@ CPMERI® N15-20 B LLBA: Pma+ CON MPOC-20 Peana
PATICT FCATM- PUATRT ATAIAF ANMA 48FT aeANE AT NA+ANT PTINA PATATIAF
AAMMT AGRIgRIgR Paq MPGD ARAN P/APMES JMm-:: RUIR NUITT MALT +9INLP PTRLLT
mMed APY ACNTE NMmG+ +AFE AMPY h+aZmt aehnd N@EPIP PACH +AFE
R1AT AT ACPANG 40790 PURA+HE (TINTCN) 8,914 ATRe1TH 049 PAT AMGHT fan:

PRGRAAM:- © MPOC-20 PATICE L3 +N7F AT +ATILIF NhRCAT NANTAALHE
PNTHA AHIT/HE3-4 PUY NAF NANTFE U95T MAET e+

ATMPELM-PIAMM-HPIR:- ACNP ¢ PMMPITT PRAKPLIE U1 AA MmPagmege
R2PCI® 1761 +ALYF PAM. AOMESP ATYNTF AT N&E+ETT NAPAPE NTRADAN+MD- ANA
ACIRE AR@m-AL £/8A:

P PANTAD-F8F:- OLE ANAND AMLEST °FF ALAMP LFAA 97 PCH +ATE
NMIR & MPAOGTAL PIAP AAML P+MNP NP &CYF AT8LATPF::

PHATERLPLATT:- ATATEID 7 AATRA+E df A} Afet? ADMPRT BER/Mm- haPU4
Pm&gnge P71 PALATRTT MmPR PAMRARAN o OB F Aot

MADELERTIER- LU PTLAMT 9IAR AOL8 MADLPI+ P+MNP 1D Y AOLE NhIRTO+C
NM@AMC PARAHIN ALY NPT ARMPNI® AT NIPIIR ALTT ARI1L A FMP ALTATR:
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NNIPPTO+C ®-AD PAM- 28 NMAMC he FAC LPaOMA: PAYAMT UAJe a8
NtNAAT GAT M-¢h, AL M-AJD::

MmPE AAPT? PATIR NPT
NG+ AMA+E HOE, 1P+?
1. RELALIR ( ATA9ITAL)

2. APRAT4AL (4L )

AAIRCIRG +ehTRs aB2E NEATF NFF P+MPAMTY AM THFIC LFAN:
PGt AL 1M NIP:- ANLEANTR L AL
NAN €M(:- +2519167956873/+251921350005

PATRLA hE¢A:- shafiabdulsemed@gmail.com
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eh oot 6

NAR PMG+H AATT MmPaei 1847 AV U MAMNLRI+R NTQINT AT NIRLE8M- RI%
+NECRATA: PG+ GATY +2 & FAl: NG+ AL PAMA+EID (P7 NEARCH N5A NLANT
1H ARCebe PARYL ap dBNF: AT8AT AD-PAL: PMPRET B PE WA +APANATA: NHU
MGE AL HATER £HT° NEART AR P+IRAL+ j0-:

PIRAR Neh,

&CTM %
PmPe

nge +7

PADMELP ADAP e[

PMPeNT $7 P+EM/NF NSGF LAPNT NGT

45



APPENDIX V: AMHARIC TRANSLATED QUESTIONNAIRE
1. PURITAIAIATANMDYLTFIAN PACME P

HO-F¢ @LI° AHIT, NAF PANTFE- U5 MAET PAFD-T NTRF AT AJRL aBZ8%+q aPAhTt
A1EAIAT: BU PMEeP N+AL PNTHA NELNT TH NATELIAPT ATANNNAT A7AAT
PAPTT AFHN AT PANSF ATIDP P+HHIE APMEP 1D ATMLPP PIPILAITFD: P+DNAF
mPEPF Ak ATHU MmPEPTF ATRACAP PA MAET ATANNN AT A7494+ NATLADNT
Y7L NGY194F AR P+aDW/+ jari: ACATE PIAPT UAN ATR PNEAT ATLAIAT: ThNAT
LY P+AA+ dPAN PAGR: NHFA AOMT MPEPEY NAPFHIHe NIRTT LARAM: ADPEPT
AN NAAM- ATTRAIGAY::

AAPT8YS. MPE ACNP AL PHNAHRET NAHEF @RI PiFPF PHAMET AT4%IAT NT°T
PUA ATL+Z8. BoIAB:: OME N1-7 P& POMT BLEPTY PPH APYI 7 AR Nmoe
Nt NPT 1H G2 Nt 1H +RCIeFA ATRMAT 10 1 AT Nemdfi Ad+HLLIATIP
AT2TAT 10 NAA ATAAR @Mk NE NA GOMT ATA%A+HT NNAM Ui ATH+HPA AT
10 0 (HC) TAT ML ACAPT ALMANFI® MAT jD-:

NP PPE N APTF PAOAD: PA AT AUATPT A.IPM- NeMF NACAP MLIE NASP IC
ANZE P AGFT APTF AT 1@ NTHUI® AD ANIPTFYE 1CATTE AT8U9° AdeT £I6
Agh, N&+@TT APhTT £FAA:

PAN+AD A&+ 1IC ATLMPELT MPEPTF JRAA 1M £U JPAA PACAP dPAN 907 THAT
AUT ATLTTFA £A LA

2UTT ML PAMPT N@ ANNTRY 4N

NHU m+ N AT ATEFATE ATLHEAT ANGCFAF?
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NMI® +A% | Nh&+E | N4 | NA2mr | NFIA | NMI® F+7A | N&Ge-9° | +4.9m,
NPy My | 828 2l8 ammy | NPy M7 PanL Py
7 6 5 4 3 2 1 0

P 7 @Mt MAT 2UTT APMEP PAMPT N@ AT 11C NN AT Nhe Uit ANdEtA

ATIR NG+ @ND AT ATLIPTATE NTNAA HLETPA AT IO

P 4 @mt MAT 2U EMLEP PAMPTF AD- AT8TE 11CTFT N9148 ANLE LA 17077 A8 8

AACOP 1A0L AU FIICT A ATLIHAT IO

P 1 @Mt M@AT FANMT Need-A T279° 116 AATARAPTI® AT NAHU DT Neped-n F279°

APMRID A LAQAFY@-::

P 0 ®MT TMAT 9°I9R Lyt MMMELSP NeedN AATTFI® AT -

maAN AFAICuM PRM AACNP ALARPANTIR::

2. MUNELBTN+ANRHPEPT

2.1.U9r1Pm,aANt

1. 4o
2. 2 my e
1%
3. AEP PATHA +5% | BAT AT
P$PNT 1H ANT A9
NH.PNAL
NHC AUA+HE

ANN+E
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ARG+E

ARIPNHE § NH NAL

P+ I1Mm-
STA LY

ALEs

PANNAF

PRAA T Yyarge

Phn.C

PhROIR(C yango

AANUY BAR

2.2. NAHAN-Th mPEPF

1. NAEP IC PAPT 171

AGH

ANt

AUT

7 g9

AAN U7 BAR---—emee-

2. ALam,

PRTATNT

Mé

175

pae/Ag+E

AA NPT BAR----mm--

4. PINF Uiz

£1N/F

P /T

PaR+N+/NF
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PrIRUCT 4B hataaChge

TMINNG & AFAAL

paogan/p o/ 8

UA+E 228

n&+q +/+

PARFLE N R8N KON

ACTP

AT

&N

AA NPT BAR----m----

N @AM PA ART NHAF
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3. PURIRT A7A9AT AAMA Y 8F APAN P AP ML P

NPNTFA L3P AAEP M5 IC

PAE NPT ANNTRIEZN  BALN

LU A74 et MLIR Ui s 927 PUA AT LT METP

NACNP AL ATLTNNT PAPAR+

...... Nm® | Nh&+ | NP4 | NAm* | NFIA | DM | N& | +49M,
Ta® |5 RLE | &8 amy | 70 | e9° | PLUT
nuwy nUy
am7y am7y
01 A1 @AE @RS Nt+AN |7 6 5 4 3 2 1 0
AFAAM,  PMMQA ARG
R1BNTPT PRLIFA?

02 | AAEP NATLRLIAT Un9RT | 7 6 5 4 3 2 1 0
N& A& L8 LADPFA?

03 | dANAF@ aoZ§  a°fmt |7 6 5 4 3 2 1 0
NF  ALPT  AThNhNY
2NMmi

04 |daoZs doF RILMSNA AT |7 6 5 4 3 2 1 0
PALATTT PARZE  ARYE
AY18,aCM- PATFAPFA?

05 | PAEPT AhA? &AM NF |7 6 5 4 3 2 1 0

ALY PART ‘AMPAL' AT
(AFPAAT  ARIRZPT NTR P
AT MUNGE &AIRTT)

£ITHNA?
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06

PN AYE N@ ALEI® 1H
NACNP AT NN+ANP  IC
ANC 2ALA?

07

Phh9eg goLenPT
AN A &N APFA?

08

NAUNIRT  9oCem, (N}
AT8.0NE ATIELD  AEAT
2AM-PFA?

09

ThA A182NMPFT PaempP P
Ne 1H LNAMPFA?

10

UAgD NAG-PPT NACHP IC
ANC NM$L NATE ~hPMen,
2NEA?

11

ATRATE  PAhORIRAT  MAS
ALY AMrd ATRUMIR+HTD-
27NN NPFa?

12

NAC™P@  AAAT NPT
RA1LM PRI A ACHID
NAAEP +hre PPy dol8
EAMPFA?

13

ACNPY ATLURIRHED- MDA
NeUY ATLIANN
£7hNNNPFA?

14

NAAEP MYt o P&
am/E LAMPFA?
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15

NAAEP  UhRT  geCang.
oMt £71CPFA?

16

NFATFA @LI™ NAhNNP
@-N  NATAM-  PUhIRT
ATA% BT a0/ 8 BAMPFA?

17

NAAEP PNAFUL
(ATRAAE a3 b P
NAADRYL+HT MELT ALY
AATLTFAD  UiF) o8
2AMA?

18

MA@ N+AN d°LE AY8.077%
AL ATy PO FFA?

19

N+ALP AN ATPAA NNEd
Mt NNOAT NALLPT MH+
NATICF m/5
PHCNAPFA?

20

ao/87 A8t a7+
T LU (ATRAA
PUNT AT PDABN+-
meyed) LI AsT
MAETFY  A1&T 9Tt
ATSANPF I°RC LADPFA?
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